Introduction

The Indian Response to AIDS: Some Issues

THE INDIAN RESPONSE TO AIDS:
SOME ISSUES
Ritu Priya & Shalina Mehta

AIDS has hit India as an idea ever since 1982. The newspapers
started reporting the new epidemic that was first identified in the
USA in 1981, then in other western industrialised countries, and later
Africa. As a society, vigilance and preventive action was initiated
early. Beginning with entirely voluntary activism that still continues
to be a part of the response, official action by government bodies
soon followed, combined with the emergence of a large number of
internationally funded non-governmental organisations (NGOs), the
agencies of the United Nations and corporate sector social action. The
National AIDS Control Programme (NACP) was initiated in 1987,
and since then, several shortcomings have been recognised and midcourse corrections attempted.
“Fear of HIV translates into overt discrimination against
individuals or families infected or believed to be infected with HIV.
Stigma associated with HIV also unconsciously shaped the IEC
strategy in the first phase of the programme – emphasizing the fear
of contact and infection.” (Government of India et al., 1999, p. 10).
This was partial recognition of the over-statement about the
epidemic. A second major correction and acknowledgement of error
has been in estimation of the magnitude of the epidemic in terms of
the persons infected with HIV in India. Even as we finalise this volume
for the press, there has been an official announcement in June 2007
that hitherto the methodology of estimating the number of persons
with HIV infection was flawed and, with improvements, the estimate
is almost half of the previous one (UNAIDS, NACO & WHO 2007).
The National AIDS Control Organisation (NACO) of the
government of India has to be commended for its acknowledgment of
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the shortcomings of its own previous efforts, as well as its striving to
overcome them. The NACP focused on surveillance and estimation of
HIV infected persons and AIDS cases creating awareness, safe sexual
practices by use of condoms, and injecting drug use through IEC
(information, education and communication); and safe blood banking.
Later it started sentinel surveillance to improve the database, focused
its IEC on the ‘high risk groups’ through ‘targeted interventions’ and
added on peer education as a BCC (Behaviour Change Communication)
strategy; attempted inter-sectoral coordination to address HIV and
AIDS issues through educational, employers and labour, organisations,
etc., as well as gave priority to building parallel management structures
for the programme and involving organisations of the HIV affected
groups. Finally, treatment was added to the primarily preventive
interventions. Thus, the programme is sought to be incrementally
strengthened. However, serious limitations still remain. Others too
have made critical analyses of the AIDS control interventions by
NACO and various other agencies (Banerji 1992; Panda et al., edited,
2002; Singhal & Rogers 2002; Deodhar 2003; Chhabra 2007). There is
wide agreement on some points of criticism, and strong disagreement
on others. However, there has been little discussion on ‘how’ and
‘why’ the negative approaches and strategies were adopted at all.
It seems important to us that this question be addressed. Only if
we understand the processes determining formulation of strategies
for AIDS control can correctives be made such that mistakes are not
constantly repeated. The recent announcement on HIV estimates
reinforced for us the meaningful contribution this collection of papers
could make in highlighting questions about the approaches to policy
and programme formulation, providing pointers to understanding
the ‘how’ and ‘why’ of the shortcomings, and to possible correctives.
The NACP took a dramatic leap in 1992 when the first phase
of the NACP World Bank project began. The second phase of the
project started in 1999, and the third phase has just begun in 2007.
Its formulation involved a wide consultation process across the
country. However, it still does not seem to have considered several
issues that are critical for dealing effectively with AIDS in India.1 This
volume makes a conscious attempt to bring several contextual and
programmatic issues together from epidemiological, social science and
1

The NACP III document is not yet available in the public domain, but some
information about its thrust areas is available through the newspapers
and the development information websites, as in Infochange India, 2006
(based on newspaper reports of August 16, 2006 in the Hindustan Times
and August 14 in the Indian Express); IANS, 2007.
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health service perspectives, as relevant for AIDS control. Without any
claims to being exhaustive, we attempt to present diverse viewpoints
in a way that makes them meaningful for a range of actors - lay readers,
social scientists, public health and AIDS researchers, practitioners and
activists. We find that the paper on epidemiology already explains the
rationale for downscaling of estimates. Other papers either provide a
view of the debates that have steered the response to the epidemic in
the country, or highlight issues that are likely to determine the shape of
the HIV epidemic but have not received due attention. One of the perils
of publication is time gaps in presentation of findings, submission and
evaluation of manuscripts and its final publication. In a continuously
researched and reported epidemic, one must admit that numbers and
facts may have altered but the content of arguements in intensely
researched papers remains uncompromised. Most of these (primarily
written during 2001-2003, and subsequently revised in 2006 and mid2007) reflect the authors’ views based on the experience of the first
two decades of the epidemic. In the process of updating of papers,
little change has been found in the arguements and the subsequent
data, and the events that have been added only lead to validating and
reinforcing the earlier analysis.

Some Questions and Optional Solutions

The massive mobilisation that occurred globally to deal with this
health problem so early after its recognition in human populations is
unprecedented for any disease. The use of ‘human rights’ so centrally
in AIDS discourse is also for the first time in relation to any disease
control programme. Both these are positive elements of the AIDS
control efforts. However, the violation of rights of the affected groups
in the South Asian context, despite the proclaimed pursuit of human
rights, illustrates the negative elements. Stories in the newspapers,
experiences recounted by HIV positive persons and medical colleagues,
all tell of how doctors turn away patients who are HIV positive, using
some pretext or the other to avoid treating them. The community
often stops interacting with, if not actively ostracising, persons known
to be HIV positive. Even the programme which talks of ‘rights’ and
‘destigmatisation’, does ‘targeting’ of socially marginalised groups.
While the condition of women in prostitution has become an area
of concern (which is a long overdue issue needing attention), their
numbers are increasing rapidly and girls of younger age are being
brought into the trade as demand for them increases, a direct fallout
of the focus on ‘commercial sex workers’ as spreader of HIV. On
the other hand, the majority of women infected with HIV are not in
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prostitution, but the programme does not reflect any of the concerns
of this larger section of women, making them more vulnerable than
they already are.
Several questions arising from such negative outcomes are widely
recognised, but are rarely addressed. Some of the questions are:
•• Why did we undertake IEC in a way that has promoted the fear
and stigma?
•• Why was care and support a low priority for the programme?
•• Why have the medical professionals not been trained to respond to
HIV scientifically, rationally and ethically?
•• Why is ‘gender sensitivity’ not an issue for the programme?
•• Why were no efforts made to tap or generate indigenous economic,
human, and cultural resources for developing a sustainable
response?
•• We can now add another question - Why did it take almost 15
years to recognise the problem with IEC strategies and 20 years
to recognise the problems with the estimates of prevalence of HIV
infection?
True, lessons are learnt as experience and data accumulate.
Warnings of exactly these drawbacks and flaws had, however,
been given much earlier, and alternative approaches had also been
demarcated. All these and many more such issues pose challenges for
AIDS control efforts today. They make it imperative that we rethink
the conceptual basis and value positions that underlie and shape the
larger approach of AIDS control.
The first thing that struck us was the homogeneity of AIDS control
activities despite the several controversies that have arisen over the
years. The controversies seem to have been glossed over and different
visions and worldviews ignored even in the (by now abundant)
literature on HIV and AIDS in India/South Asia. In this volume we
have tried to examine the disputed issues, both at conceptual level and
those related to concrete strategies for prevention and care. We believe
that dialogue is crucial to finding the most appropriate answers.
Different perspectives and vantage points emphasise one or another
dimension, and each has a ‘partial truth’. Their coming together will
lead to a more holistic analysis and thereby more realistic policies,
programmes and strategies. We have found our own and others’
views changing through interaction at the workshops/conferences,
leaving us with hope.
While including some very strongly critical analyses of the AIDS
control efforts, this volume also incorporates papers by those who
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have for long been directly involved in the operationalising of these
efforts. The purpose is to ‘dialogue’, to bring together diverse opinions
and perspectives. Different theoretical moorings can be found in the
papers by different authors, from a political economy perspective to
an administrative approach, to a more cultural or social psychology
focus. The critical analyses of existing approaches exhibit divergent
points of view among themselves. In fact even we, as the editors of
this volume, differ with each other on several points. Harsh truths,
irreconcilable paradoxes and irresolvable dilemmas have to be
confronted. They have been brushed under the carpet for too long.
We hope that strong critiques will be read in this spirit. The idea
is to discern social processes and not blame individuals or specific
organisations. Only through an understanding of the wider meaning
of our actions can we assess their effectiveness and consequences.
Recognising the partial nature of our own ‘truth’ we can then make
more informed choices for realistic AIDS control efforts.
The authors of papers provide alternative directions to the ones
they critique. Some papers in each section focus primarily on possible
suggestions for a more effective response. We believe that the dominant
knowledge base available shapes perceptions of the epidemic and
its control strategies. In the case of AIDS, as in the case of most
diseases today, the primary knowledge base has been provided by the
disciplines of clinical medicine and epidemiology. Public health draws
upon these on one hand, and on the other uses the social sciences and
management sciences to develop its intervention strategies. Analysing
the information and perspectives provided by these disciplines, and
the way in which public health used or managed the knowledge for
AIDS control, will provide us the answers to the above questions.

AIDS and Public Health: Conceptual Evolution

AIDS came into the world at a critical juncture for Public Health.
The activism and official action on AIDS gave impetus to shifts in
public health perspectives, even while public health approaches
influenced how the epidemic was dealt with.
As a discipline, Public Health is undergoing intense internal
struggle between different paradigms. The thrust on bio-medical
science and technological solutions is part of the dominant
paradigm. Simultaneously, there is an emphasis on ‘social context’
as the determinant of health and disease. What does not seem to be
adequately acknowledged is that the understanding of the social
context and how it influences health and disease is not monolithic.
The philosophical and theoretical assumptions with which social
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analysis is undertaken determines the AIDS control strategies it
leads to. The theoretical assumptions vary across the social science
disciplines - psychology, sociology, political economy, anthropology
- and with different ideological positions. For instance, the focus on
individual behaviours, often studied by psychologists and economists
who believe in the existence of ‘individual free choice’, recognises
only the proximate causes and not the larger societal root causes of
vulnerability to HIV. Therefore, the major thrust of control strategies is
awareness raising, and communication for behaviour change, without
attempting to change the social, economic and political conditions
that shape individual or group behaviours. This tends to strengthen
the coercive-isolationist approach rather than the humanist–human
rights approaches. Therefore, merely bringing in social issues is not
enough. With what perspective and how the social sciences are used is
equally important. Anthropological approaches with their emphasis
on holistic macro, meso and micro level understanding provides a
pragmatic alternative to individual free choice approaches.
Even the bio-medical perspective has multiple strands within it,
from the technology centred to the holistic, from the individual to the
population level. When a comprehensive social and bio-medical analysis
is undertaken, theoretical moorings become all the more important.
Yet there has been little space given to discussion of conceptual issues,
either in conferences/seminars/workshops on HIV and AIDS, or
in the AIDS control programme related literature, especially in the
South Asian context. This volume is one effort to raise conceptual
issues related to AIDS control strategies. Based on this questioning,
we simultaneously attempt to demonstrate the possibility of optional
ways of meeting the objectives of AIDS prevention and care. We hope
to contribute to generating strategy assessments based on a deeper and
more realistic analysis through dialogues across perspectives.
Epidemiology, often viewed as numbers alone, also has diverse
strands. While the numbers provide a good base for comparative
study across populations and their sub-groups, qualitative methods of
generating data, essential elements in the tool-kit of anthropologists,
were always found in the work of the classical epidemiologists (Snow
1954; Susser & Susser 1996). One peril of the dominant knowledge
paradigm since the mid-20th century, further strengthened by the
present ‘globalisation,’ is the centre space generated for quantification
in a reductionist, decontextualised manner. Everything is measured in
figures, numbers, and indices, with the non-measurable dimensions
being left out. Thus, attention can sometimes be diverted from the
core issues. On the other hand, the importance of qualitative methods
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is again being recognised in epidemiological research, with the AIDS
epidemic giving it impetus. It is in the spirit of acceptance of these
integrative inputs that we argue for evolving an interdisciplinary
perspective instead of merely a multidisciplinary one. The latter is
what is gaining currency, tending to remain a mechanistic coming
together of the quantitative and qualitative data.
With wide recognition of the importance of both the epidemiological
and social science inputs for public health and development
programmes, ‘how’ they are put together is the issue. They have
largely been add-ons to each other as multidisciplinary exercises in
the planning and programme formulation of AIDS control efforts
and their analysis (even those claiming interdisciplinarity such as
Veeraraghavan & Singh 1999). Holistic Public Health, envisaged as
an interdisciplinary exercise whereby the different disciplinary inputs
are organically knitted together at the theoretical level, demands a
different approach. “Even in a historical perspective, with a given
political commitment and time trend, formulation of an intervention
strategy is a highly complex process. First and foremost, it requires
the simultaneous consideration of a large number of variables, drawn
from different disciplines, which are in complex interaction with one
another within a systemic framework…” (Banerji 1992).
This interdisciplinary approach (as depicted in Fig. 1) implies that
each dimension must give due consideration to the complexity within
the other dimensions. On one hand, epidemiology must incorporate
the bio-medical and social science understandings. On the other,
the analysis of social dimensions must use the demographic and
microbiological profile as an empirical skeleton upon which to add
the flesh, combining a historical, socio-cultural and political economy
approach. For instance, response of people to the same communication
message will differ depending upon the local levels of HIV and AIDS
prevalence – low, intermediate or high HIV prevalence affecting the
‘threat perception’. Therefore the epidemiological, cultural, health
services, psycho-social and behavioural facts must be considered
in relation to each other for any planning of strategy or impact
assessment. This would lead to different conclusions of practical
significance, such as that the results of intervention programmes in
sub-Saharan countries with devastatingly high HIV infection levels
cannot be directly extrapolated to other contexts, as is frequently
done. The managerial task of prioritising problems and measures for
intervention of public health policy formulation and planning, and
the operationalising of plans must then draw upon the understanding
of a more holistic science.
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Figure 1
Differentiating the Paradigms for Relating Epidemiology and
Social Sciences
Public Health

Epidemiology

Social Sciences

Current Dominant/Reductionist Approach
(Multidisciplinary)

Public Health

Epidemiology

Social Sciences

Integrated/Holistic Approach
(Interdisciplinary)

Reductionist versus Holistic Approaches

In the early part of the 20th century, the bio-medical techno-centric
approach had become the hallmark of public health with the advent of
the germ theory. One microscopic organism was viewed as the cause
of a communicable disease and killing it or preventing its spread
became the primary objective of medicine and public health. Then the
advent of non-communicable diseases brought the recognition that
social behaviours were important causes of disease, such as smoking
causing lung cancer. It also brought back the understanding that
multiple causal factors interact and thereby lead to one disease e.g.,
high fat diet, a sedentary life, mental stress, high blood pressure and
diabetes, are all factors in the causation of heart attacks. The oversimplified perception of ‘one-cause, one disease’ theory gave way to
the earlier understanding of disease being the result of an ecological
process wherein several pre-disposing, facilitating and precipitating
factors interact to create the necessary conditions for disease to occur,
whether communicable or non-communicable.
“_____ is a social disease, and presents problems that
transcend the conventional medical approach. On the one hand,
its understanding demands that the impact of social and economic
factors on the individual be considered as much as the mechanisms
by which (the organism) causes damage to the human body. On the
other hand, the disease modifies in a peculiar manner the emotional
and intellectual climate of the societies it attacks.” (Dubos & Dubos
1952).
One may just as well fill the blank where the name of the disease has
been omitted, with AIDS. However, Rene and Jean Dubos wrote this
about tuberculosis over fifty years ago! This paradigm was expected
to produce more effective planning of responses to health problems,
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and yet, despite its being applied to AIDS, several glaring limitations
are evident in the planned responses to it.
AIDS, a communicable disease with obvious behavioural factors
in causation and no bio-medical technological prevention or cure,
furthered the acceptance of social dimensions as significant for public
health among the medical community and the general public. Various
studies conducted in the first decade of the epidemic highlighted the
need to understand wider social, economic, and political context in
which the disease is actually rooted (DeZalduondo 1991; Packard &
Epstein 1991; Treichler 1992; Romero-Daza 1994). Inputs by ethnomedicine and perspectives on health belief systems evolved by medical
anthropology since the 1950s asserted that all cultures provide their
people particular ways of viewing disease (Foster 1951; Kleinmann
1973). Others have argued that the present availability and quality
of accessible health services and technologies generate changes in
the cultural meaning and health-seeking behaviours (Banerji 1985;
Djurfeldt & Lindberg 1995). However, the dominant literature on
AIDS, drawing a sequential linear relationship between knowledge,
attitude, belief, behaviour and practice (KABBP) promoted another
fallacy often addressed in sociological literature as culture of ignorance.
Once again it placed the individual at the centre and held him/
her responsible for his/her vulnerability, arguing his/her lack of
knowledge as a major cause of susceptibility. It helped the political
leadership to side step its responsibility and ignore the consequences
of failing to provide the minimum basics for health and well-being.
Only after considerable loss of time did the realization come that
practice, i.e., behaviour, does not change simply by awareness (GOI
et al., 2000). Even the Rockefeller Foundation document (1999) states
in a similar vein that there is a need to move “away from a focus on
individual behaviours…and on to social norms, policies, culture and a
supportive environment”.
However, the techno-centric mindset continues to dominate
epidemiology and the social dimensions are incorporated into it
largely by moulding the social, economic and political dimensions
into the same reductionist, positivist paradigm (Lupton 1995). Even
when recognising social factors as causally significant, they were
envisaged simplistically as single cause and effect with a linear
relationship, e.g., high fat diets and cardio-vascular disease, or sexual
behaviour and HIV/AIDS. They were addressed at the individual
level, relating, at most, to the immediate social environment, but not to
the macro context. Further, dominant epidemiology refuses to accept
what Michel Agar (1982, 1986) refers to as ‘breakdowns’—“a sense
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of surprise when one’s expectations regarding the values, beliefs or
behaviours of the people are unmet or contradicted”. Conventional
epidemiology that is dominant today resists ‘surprise’ as it is rooted
in the scientific tradition where statistical tools check out simplistic
cause-effect equations, but do not allow for the throwing up of new
relationships that lie outside the researcher’s theoretical framework.
Therefore, susceptibility or vulnerability of the ‘poor’ or the ‘migrant’
to HIV/AIDS, is generally chronicled as ‘potentiality of risk’ due to
non-conformance to ‘safe behaviours’.2 Accompanying factors like
limited access to health care, lack of housing, social discrimination
and compulsion to sell body or blood for survival, or the implications
of larger socio-economic policies, imperialism and neo-colonialism,
are rarely addressed (Lurie et al., 1995).
Recognition of poverty and migration as causal for HIV and AIDS
were incorporated into the bio-medical paradigm by their simplistic
projection as determinants. That poverty or migration inevitably
places the poor or migrant ‘at risk’ has been widely articulated in
AIDS literature, ignoring the diversity of ‘levels of risk’ and ‘causes
of risk’ within the poor or the migrants. The fact that the real life
situations and processes of some of the poor or migrant make them
more vulnerable than others, or that the rates of HIV and AIDS are
higher in the US than in many developing countries (see Chapter
I.1, Table 6), or that the richest country within sub-Saharan Africa
(Botswana)3 has the highest rates, shows up the fallacy of drawing
such linear relationships. Almond (1996) has an interesting arguement
in this regard that it was “absurd, and even potentially disastrous, to
associate attempts to prevent or control the spread of the virus with
the political right, and indifference to this issue with the political
left. For the right is also concerned with civil liberties; the left is also
concerned with survival…. This is not to say that we ignore the politics
2

3

It is important to distinguish notions of ‘susceptibility’ from ‘vulnerability’
- ‘Susceptibility’ refers to the individual, group and general social
predisposition to infection. The concept has wide application and can
be broadly applied to any level from an entire society or country to a
household. ‘Vulnerability’ on the other hand implies those features of a
social or economic entity that make it more or less likely that the excess
‘morbidity’ and ‘mortality’ associated with disease will have adverse
impact on that entity (UNAIDS Guidelines for Studies of the Social and
Economic Impact of HIV/AIDS: 2000).
Diamond rich Botswana has highest GDP in Africa. Majority of its male
population belonging to the Muslim community is circumcised. As per
the UNAIDS updates since 2000, over 32% of Botswana’s adult male
population is HIV positive.
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of knowledge and health care public policy but that it is much more
complex than the neat conventional right-left divide.”
As simplistic formulations shaped the assessment of the magnitude
of the epidemic and the understanding about social causation of AIDS,
they did not capture the real situation. Their non-representation of
the reality led to the discrediting of epidemiology and resulted in
several public controversies, especially about the numbers estimated
as likely to be affected, about the very existence of the Human
Immunodeficiency Virus itself, and about the identifying of certain
social and geographical categories as ‘high risk groups’. All the
public debate led to a reaction from a large section of those concerned
about and actively engaged with the welfare of those affected by the
disease, leading to a virtual rejection of epidemiology itself. Many of
them could be heard saying, “numbers are not important, we are not
concerned about them”. Dr. Vijay Thakur says so in one of the papers
in this volume itself.
However, another stream within public health which attempted to
unravel the complexity of the social issues developed simultaneously,
demonstrating the possibility of a more complex understanding of
both the domains – the quantitative, which is conventionally viewed
as the only content of ‘epidemiology,’ and the more qualitative domain
of biological and social processes (Packard & Epstein 1991; Banerji
1992; Mann et al., 1992). It demonstrates a vision of a more holistic
epidemiology, which goes beyond numbers and virus strains, locating
them within the biological and social matrix in which they are
embedded. It also espouses more macro-level social science inputs for
designing AIDS control strategies; social psychology, psychological
anthropology and social anthropology converging with sociology
and political economy to understand the multiple influences on the
HIV and AIDS epidemic. This volume is designed as a part of this
holistic stream. We hope the papers in it will bear this out.
Another related aspect of the ongoing debate within public health
is of universally applicable approaches versus those contextualised
for the diversity within specific social and epidemiological situations.
As an extension of a universally applicable paradigm, the UNAIDS
workshop (1999) on Communications Framework for HIV/AIDS
identified five ‘domains of context’ as “virtual universal factors” in
communication for HIV/AIDS preventive health behaviour. These
are Government policy, Socio-economic status, Culture, Gender variations
and Spirituality. Traditionally, isolated focus on each of these ‘domains
of context’ has prompted separate interpretations of exclusive
determinants. Attempts to connect these important domains within
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a universal paradigm by a UN body are an important chapter in
the history of HIV and AIDS management strategies. The macrolevel epidemiological studies undertaken at international level had
identified different patterns of the HIV and AIDS epidemic across
countries. This appreciation of diversity has not been adequately
applied to the developing of strategies for HIV and AIDS control,
especially in the South Asian countries. The existing (and rapidly
changing) social, economic, political and cultural environment has
been largely ignored. The meso-level study of ‘risk factors’ in social or
behavioural sub-groups has led to identifying of several marginalised
sections as those likely to be at higher risk of HIV/AIDS. Projecting
them as epidemiological ‘high risk groups’ without adequately
situating them in the societal context led to enhanced stigmatisation
of such groups. These have been central issues for dissenting voices
and debate early in the public discourse on HIV and AIDS even in
India (Bhandari et al., 1990; Banerji 1992; Priya 1994; Nandi 1995).

The Significant Actors for AIDS Control

Dissent is in any case to be expected since those at different vantage
points can view each of the domains very differently, especially because
these domains are extremely socially sensitive. Once one recognises the
validity of different viewpoints and each is given its due consideration,
one is confronted with the question of how to bring them together
into a policy and programmatic framework. There are five key players
who need to get together to evolve effective prevention and control
strategies. The first and foremost is HIV positive people. The other
four are - researchers and technical resource providers, national level
policy planners, the government and NGO/voluntary implementers
of the programme, and funding agencies. We are deliberately not using
the word ‘stakeholders’ as these are, to our mind, not shareholders in
a profiteering market situation. The five key players are expected to
share a ‘commonality’ of interests, though the approaches they follow
may differ. What is critical for an effective HIV and AIDS prevention
and care strategy is to evolve ‘collective conceptual constructs’ (such
as ‘human rights’) that form the basis of deciding priorities for and
nature of intervention. Simultaneously, concrete expression of those
concepts in the structure and content of organised intervention must
be evolved through an interactive process that makes optimal use of
existing societal resources.
All that is easier said than done. The existing vertical and horizontal
hierarchies within the management domain of HIV and AIDS adversely
affect growth of qualitative partnerships. Yet active participants need to
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come together to evolve a comprehensive perspective on the strategies
for AIDS prevention and care for all sections of the population.
‘Donor funding’ may be liberal, but international power equations
and financial interests play their role. The reference point for national
and local programmes becomes the current international action. The
prevailing international power equations between the ‘developed’
imperial powers and the ‘developing’ countries easily influence
the politics of knowledge across countries and between paradigms.
Further, dogmatic bureaucratic attitudes and a lack of concern often
affect public programme formulation and implementation. For
instance, the lack of any logical semblance in resource allocation for
prevention and care is a result of this dogmatic bureaucratic attitude.
The public health administrators and planners with rich experience of
disease control programmes should have an important role, but need
to break out of the technocratic mould.
The large NGO sector in AIDS control efforts comprises a wide
range of institutions and activities. While flexibility and innovation
are the strengths of some of them, a lack of accountability to the
communities they work with is an observable limitation of many. Also,
they are caught in the dilemma of organisational survival. On one
hand is the necessity of external funding for organisations working
among deprived groups from whom getting back returns of financial
inputs are not to be expected; on the other hand are the limitations of
international funding, however well intentioned.
Thus, when we introspect on the AIDS control efforts undertaken
so far, we are bound to turn a critical gaze at the public sector and the
NGO sector. This is because we have greater expectations from them,
as is evident from the discussion of positive examples in several of the
papers in this volume. The purpose is not to ‘blame’ any organisation
or individual; it is in an attempt to decipher the structural constraints
under which we all work so that we can be more self-conscious and
build in our corrective checks and balances. This is necessary for any
organised collective endeavour, since it has the potential for doing
both harm and good on a large scale. The private sector in health is
on record to have been inhumanly profiteering in the case of AIDS
medicines. The unethical testing of patients before surgery in order
to turn away HIV positive persons, the sending away of HIV positive
persons “to die”, and the fleecing of patients with claims of treatment
for AIDS have been reported in the laypress. The claims of quality
services of the private sector thus become suspect. In any case, the
private sector does not contribute to any significant scale in preventive
work or in surveillance activities in the country. Therefore, relatively
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little critique of the private sector in health in this volume is because it
has not been an active participant in the AIDS control efforts, and not
because it is considered better than the public or NGO sectors.
The most significant actors should be the HIV affected individuals,
families, communities; their experiences, the problems they confront
first-hand and respond to them to the best of their ability within the
given constraints. Their responses come individually and collectively.
The organisations and networks of People Living with HIV and AIDS
(PLWHA), of commercial sex workers and of ‘men who have sex with
men’ (MSM) create formal structures for articulating their perspective.
That they too will have diversity within them is evident to anyone
who engages with their issues, but this is not often considered while
developing AIDS control strategies and consultation mechanisms.
Besides these ‘formal’ institutional responses for AIDS control,
‘informal’ social and cultural responses are bound to come up.
Communities and families; educational institutions, employers,
religious organisations and other forms of cultural expression will
understand the issues related to spread of HIV in their own frameworks,
while also being influenced by the representation provided by the
formal institutions. Both these will be shaped by the larger social
context and the changes taking place in society. Therefore, in order to
understand the present and future of the epidemic, the challenges it
poses, and the societal resources available to respond to it, we have to
necessarily consider both the ‘formal’ and the ‘informal’ structures.

The Contents of This Volume

The contents of this volume have been guided by what were thought
to be important domains and issues to be explored and understood in
order to develop a more effective policy perspective, so as to develop
more appropriate strategies for control of HIV infection and AIDS.
The central concerns focused on the issue of creating a conducive
macro-environment for (i) Care and Support for People Living with
HIV and AIDS in India/South Asia, highlighting the reasons for the
problems being faced by the PLWHAs and how to overcome them,
and (ii) The notion of Social Responsibility as it applies to control of
HIV transmission through the sexual, intra-venous drug abuse and
medical routes.
We did not view these two as exclusive concerns, both prevention
and care being influenced by the same factors and being inter-linked
dimensions of HIV and AIDS control. The three domains which were
thought to be of direct relevance were: (i) the structures for treatment,
care and support, (ii) sexuality and gender relationships, and (iii)
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communication and stigma. This volume, therefore, has a section on
each of these three domains. Before we get into the specifics of these
domains, we thought it necessary to place them within the wider
societal, epidemiological and programmatic context, as well as to do a
general overall introspective analysis of the efforts so far. These form
the first two sections of the book.

The Context

Since epidemiology (focusing on the extent, distribution and
determinants of any disease, provides the basic understanding about
its course in a population) forms the base on which a disease control
programme has to be built, we begin with a paper on this dimension.
The epidemiology of HIV and AIDS has been hotly contested in India,
so the paper also contextualises the debates. It presents the current
epidemiological understanding, going beyond mere numbers and
incorporating an understanding of the underlying social processes.
It demonstrates the importance of incorporating basic principles of
epidemiology in any description of the epidemic, analysis of its social
determinants and formulating as well as evaluating interventions for
AIDS control. While acknowledging the inherent methodological
difficulties, the paper uses available data to initiate an exploration of the
inter-country variations in prevalence of HIV infection, as well as of the
inter-state variations within India. It re-examines the ‘poverty, migration,
gender’ triad commonly cited in the dominant discourse as the social
determinants of HIV infection in developing countries and proposes a
reformulation that represents the complexity of these determinants more
realistically. It also suggests methods for strengthening the surveillance
system to further improve the database in India.
This perspective on the epidemiology of HIV and AIDS
demonstrates the importance of the larger environment that shapes
the epidemic and also within which the control initiatives have
to operate. Globalisation is the contemporary over-arching macro
phenomenon most significantly influencing the societal dimensions
relevant for AIDS. Is it merely a coincidence that both have happened
together? The fact that the time association between adoption of the
characteristic policy approaches to economic and social planning in
different countries and regions and the relative timing of entry of the
AIDS epidemic, both having risen over the 1970s-90s, suggests that
there could be a stronger relationship. Arun Kumar’s paper traces
historically the economic, political, social, and cultural implications
of economic globalisation as relevant for HIV and AIDS, helping in
understanding the macro and micro level linkages.
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The contemporary public health scenario in the world and in
specific countries is another crucial component of the backdrop
against which all HIV and AIDS control efforts will take shape. Imrana
Qadeer’s paper provides this backdrop to understanding the official
response to HIV/AIDS. In a poignant statement, Qadeer highlights
how under the influence of these strategic changes requiring structural
adjustments and health sector reforms, “local priorities such as food
supplies, control of pneumonia, diarrheas, malnutrition and hunger
were ignored. Privatization of medical care and introduction of user
charges in public hospitals that burdened the poor and undermined
the concept of social responsibility of the state were presented as
‘efficient’ strategies.” This will affect the capacity of countries to
provide services for HIV and AIDS, especially to the already deprived
sections. The conceptual shifts that are occurring within the discipline
of public health in support of the ‘reforms’ are equally important, as
they will inform the AIDS control programme as well.
If ‘globalisation’ has enhanced vulnerabilities to the spread of
AIDS, it has also allowed for the development of a massive global
response to the problem, and has created the space to question and
change constraining but entrenched structures in all societies. We
attempt to explore both the explicit and implicit dualities that govern
the relationship between globalisation and AIDS, so as to think how we
can capitalise on the positive and counter the negative implications.

Introspecting on AIDS Control in India

Analyses of the AIDS control efforts constitute this section,
several papers written by those who have been involved in them
at different vantage points, whether as administrators, medical and
social scientists, policy analysts or civil society actors. These raise
concerns on various dimensions to be addressed for AIDS control,
attempting to answer the question about limitations of the AIDS
control efforts raised earlier. Together they contribute to developing a
holistic public health perspective to the problem. Rajeev Sadanandan,
administratively involved in planning and implementation of the AIDS
control programme for several years, briefly outlines the evolution of
the progamme and analyses its achievements and shortcomings, as
well as the correctives undertaken. Vijay Thakur, another insider to
the programme in its initial years due to his involvement with the
development of AIDS counselling, comes in from a different vantage
point, i.e., that of a social psychiatrist. His paper, in his inimitable
allegorical style, reveals several processes within the AIDS control
programme with qualitative data available to him as a participant
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observer. Focusing on research as the source of a particular discourse
and counselling as one of its programmatic outcomes, he provides
the reader rich insights. He finds hope in the communities of the
marginalized mobilising to fight against AIDS, NGOs facilitating the
process of their interaction with the bureaucratic system.
Shalina Mehta points to the ignoring of social scientists in
formulating the national and state level programmes. She demonstrates
how the anthropological perspective has been missing in evolution of
the responses to AIDS. Ritu Priya analyses the AIDS control efforts
by tracing their conceptual basis and process of evolution that has,
paradoxically, been both homogenising and dialogic.
The substantive programmatic issues:
With the first two sections presenting the crosscutting issues, the
next three sections deal with detailed discussions on the substantive
programmatic issues related to health care and support to HIV positive
persons, sexuality and gender relationships, and mass communication
and stigma. Several papers actually overlap across these themes,
demonstrating the linkages between them.

Health Care and Social Support: Systemic Approaches

Any introspection on the AIDS control programme points to the
neglect of health care and social support for HIV positive persons
for long, hence it forms the subject matter of a major section in this
volume. Health culture of any society will be central to the response to
HIV and AIDS. This includes the popular perceptions and behaviours
of laypeople, as well as the expert systems dealing with health and
disease. The two are inseparably linked as they are both influenced
by the same social structures and both influence each other as well
(Kleinmann 1973; Banerji 1982). The purely medical institutions
as well as the public health services constitute the health services
system. These too form a part of the health culture. The prevailing
dominant paradigms and their response to dissenting views shape
the knowledge base and the organisational structure, as well as the
functioning of these formal institutions. These linkages can be seen in
relation to AIDS, as the analysis in several of the papers in this volume
demonstrates. Several papers in this section deal with different
dimensions of the health service system - Rama Baru and Chris Mary
Kurian’s paper deals with the quality of care in the health services of
both the public and private sectors; Atul Kotwal’s paper on injection
equipment draws attention to issues in choice of medical technologies;
Vijay Rai’s note provides the view of a public health administrator on
how public sector services can be improved; Alpana Sagar’s paper
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empirically demonstrates the validity of women’s perceptions about
health and thereby the value of community involvement in planning
and implementation; Shalini Bharat’s paper reveals the gendered
nature of discrimination faced by HIV affected persons, and thereby
the need for social support.
Three papers are being presented in this section that draw
lessons for India from efforts in Africa, with due consideration to the
differences of epidemiological and social context. Shanti George’s
paper self-consciously analyses lessons from Africa in dealing with the
problems of AIDS orphans for the Indian context. Françoise Jenniskens
et al., with an international funder’s experience, outline the strategic
framework for community involvement in local, district and national
planning and implementation of an HIV/AIDS response. Beatson
and Decosas document the process of mutual learning by local AIDS
control initiatives.

Sexuality and Gender Relationships: What is Mainstream,
What is Marginal?

The meaning of sexuality has to be understood for each individual
and as it relates to community and society. While a vast quantum
of literature has come into existence with the AIDS epidemic, the
individual and group ‘risk behaviour’ levels tend to get foregrounded
and the larger socio-cultural dimensions of the issue are touched only
superficially. AIDS discourse has yet to acknowledge that sexuality
has deeper connotations for any society and cannot be viewed merely
from the perspective of prevention of disease. Understanding the
multiple ways in which human societies have structured sexuality is
important for a positive societal response to the affected persons, and
for prevention of the spread of HIV/AIDS. However, as Dr. Mary E.
John said while initiating the session on this theme at the workshop
in 2002, “There are more problems than the usual number in studying
the field of sexuality. These have to do with a critical role played by
subjective experiences, by the regulation of social norms and especially
by the regulation of morality, as well as by the extraordinary range
of desire and power that sexuality encompasses. I can’t think of any
other theme that stretches from the worst forms of violence to the
highest notions of ecstasy, eroticism and so on - all within the same
thing as it were - and able to evoke an extremely almost polarised,
opposing kinds of experiences. All of this makes sexuality a very
elusive and contradictory subject, easily repressed and marginalised,
but equally easily I think over-invested with meanings both positive
and negative.” (John 1998). Mary John also directed attention towards
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“graphic changes that are affecting both individuals and institutions
in this sphere in India currently – within the most important
foundational institution for housing legitimate sexuality being the
institution of marriage – and also major changes that are taking place
in the so-called margins among the excluded – that is children and
youth, single adults, gays and lesbians, sex workers, amongst many
others….Unfortunately though, our general understanding of these
processes and changes seems to be severely lagging behind – so much
so that our own responses are often as subjective, anecdotal, and
reactive as that of the proverbial man or woman in the street. This
may have something to do with the lack of a discipline for the subject
of sexuality. And also the fact that some of the stigma and controversy
concerning sexuality also rubs off on any one of us who chooses to
study it. We too become stigmatised in some way. In this sense we
are as yet poorly placed to respond to the contemporary challenges
before us, and should be extremely wary therefore of any quick and
neat ideas, description, and analysis. However beginnings are clearly
being made from diverse perspectives.”
Five papers in this section question standard images about sexuality
and gender stereo-types, dealing with categories considered as ‘those
at the margins’– Deepti Priya’s with single women, Manimala &
Putul’s with women in prostitution, and Shaleen as well as Lalitha’s
with men who have sex with men (MSM). Krishna Soman’s paper
reveals the link between the ‘women in prostitution’ and the ‘women
in families’. One paper by Manisha Joshi on violence against women,
both within and outside the home, highlights an even more widely
pervasive phenomenon that provides an important dimension of the
background in which sexual and gender relationships have to be
located. Two papers deal with legal issues in the light of experience
with court cases related to gender and AIDS, one by Flavia Agnes
and the other by Amita Dhanda. Together these papers strongly
represent various sides of the current debate on gender and HIV
related issues.

Creating Images: Communication, Stereotypes and Stigma

There is a recorded history of rejection of certain social groups
in most societies, even while there have been times when they have
been socially integrated. However, it is now widely acknowledged
that even if societal rejection of ‘homosexuals’, ‘injecting drug users’,
‘sex workers’ and ‘migrants’ may predate AIDS, the disease has
reinforced the stigmatisation. A stigmatised response is related to
the identification of the individual(s) or group(s) to be targeted for
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preventive action. A fallout of the ‘targeted interventions’ has been
further alienation and marginalisation of certain segments of society.
Goffman (1963) characterised stigma as ‘discrediting’. When a
disease is outwardly associated with a group of socially labelled
people, the cognate constructs of lay people perceive disease with an
instinctive sense of hate and rejection. ‘Metaphors’ for legitimising
denial and alienation are socially perpetuated and legitimised
with existing, may be unsubstantiated, bio-medical illustrations.
Sometimes, discriminatory laws restricting activities described
‘immoral’, namely homosexuality, prostitution and injecting drug
use, promote clandestine activities - thus enhancing ‘risk’ instead of
reducing harm. This has also resulted in further stigmatisation of the
identified individuals and groups (Tomasevski et al., 1992; Gostin
& Lazzarini 1997). Legislation asking for compulsory screening
and testing can produce the same results. Even attempts to control
damage by promoting legislation, safeguarding people’s right to
‘privacy’ and ‘confidentiality’, equal opportunities at ‘work’ and
education have not prevented violence and discrimination against the
infected. Peter Piot, Executive Director UNAIDS, a medical person by
training, also concedes that “despite the passing of Resolution 49/1999
of the UN Commission on Human Rights prohibiting discrimination on
the basis of HIV status relatively little is known about the causes of these
negative responses or how they can be combated”. Papers in the earlier
section introspecting on AIDS control efforts, as well as in this section,
provide some answers to this question.
Images of sexuality, gender relationships, health and disease
prevention, etc., are cultural constructs. Entering into these cultural
domains, all AIDS control efforts include communication strategies,
either as Information, Education and Communication (IEC) or
Behaviour Change Communication (BCC). In addition, the general
mass media, both print and visual, has a huge role to play in generating
images and pseudo images on these themes. The papers point to both,
specific AIDS communication (IEC) and the general media messages
that intentionally or unintentionally, incorporate representation of
gender, sexuality and relationships in ways that reinforce stereotypes
and do not promote responsible sexuality. They tend to generate
negative images that add to stigma.
Amar Nath Sinha’s paper analyses the reporting on AIDS in major
national dailies during the initial period 1983-1994, while Usha V.T.
examines the representation of women in the popular Malayalam
television soap operas. Jyotsna Bapat’s paper examines stigma
from the vantage point of the positive persons’ response to it, while
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Pradeep Krishnatray reviews literature on stigma and public health
communication campaigns to develop a conceptual framework for
evolving communication strategies to ‘destigmatise’ HIV and AIDS.
The volume ends with a paper by Stacy Leigh Pigg based on her
participatory research in the multi-pronged IEC effort in Nepal. She
brings out the many challenges of AIDS control – the interaction
between the politics of knowledge and the politics of development
shaped by the power equations of caste, class, gender and international
relations. Though located in Nepal, it seems to describe the Indian
experience just as well. Readers will be able to see the commonality for
themselves, especially in relation to the other papers in this volume.
Finally, there is the epilogue by the editors, culling out the salient
issues from all the papers to reconstruct the dialogue and as pointers
to perspectives necessary for consideration in efforts to control the
HIV epidemic.

Conclusion

While putting this volume together, our concern has been to
present macro to micro level issues with their detailed nuances so
as to contribute to developing a holistic perspective on AIDS control
for the Indian/South Asian context. Insights from diverse roles and
experiences in relation to HIV infection and AIDS within India and
outside would enrich the understanding and make the strategies
more holistic. Since we have papers from social science and public
health academics, administrators, communicators and medical
professionals, lawyers, social workers and activists, the length and
styles are uneven. However, it was thought more important to put
together as many perspectives as possible rather than excluding some
because of writing style, or levelling them out into one homogenous
format.
The volume is intended to promote dialogue across and between
those involved in, and challenged by, various facets of the epidemic.
That is, to us, the only way to create a holistic theoretical or academic
discourse. Such interventions, we believe, can contribute towards
building a more comprehensive database with deep practical
significance. Dialogue is never subservient to structural constraints
of language. It is a free-flowing, unhindered expression of beliefs,
commitments, concerns, conflicts and perplexities. This volume is
presented to the readers to facilitate communication processes on
the road to bridging gaps and subsequently providing a cohesive
understanding and cogent work plan to meet the threat posed by the
HIV and AIDS epidemic.
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I
The Context

Revisiting the Epidemiology

I.1

AIDS IN PERSPECTIVE: BETWEEN
EXAGGERATION AND DENIAL - REVISITING
THE EPIDEMIOLOGY OF HIV INFECTION
Ritu Priya

The epidemiology of Human Immunodeficiency Virus (HIV)
infection and the Acquired Immuno-Deficiency Syndrome (AIDS)
has generated two major public debates in India: the causation of
AIDS and the magnitude of the epidemic. ‘Uncertainty’ is an inherent
principle of the science of epidemiology, since it deals with real life,
complex, biological and social phenomena. As new problems arise,
human societies attempt to explain and understand them based on
whatever little information is available, interpreting it from diverse
perspectives. In the case of AIDS, some controversies have been a
consequence of an inherent uncertainty, compounded by the initial
limits of evolving knowledge about the new disease. Additionally,
much of the debate has sprung from diverse perspectives on ill health
and the determinants of disease. This paper compiles available data
to delineate the epidemiology of HIV/AIDS at global level and for
India, to help us sift through the controversies.
AIDS was first recognised as a clinical entity in 1981 in the United
States. It was subsequently detected in the Americas and European
countries, as well as in Australia and Africa. The causative agent, now
called HIV, was identified in 1983 by Barre Sinoussi & Montagnier’s
team in France and Gallo’s in the USA (Barre-Sinoussi et al., 1983;
Gallo 1983). [Tracing back, it seems likely that HIV caused illness even
in the 1970s in both the United States and Africa, and even possibly as
far back as 1930]. A diagnostic test was developed in 1985 and a global
control programme was established in 1986. Data have accumulated
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from surveillance systems and studies over the years to tell us more
about modes of transmission, natural history of the disease and its
macro determinants. This epidemiology and its implications for AIDS
control are discussed in the following three sections.

I
THE DEBATE ABOUT CAUSALITY OF AIDS
The debate about causation of the disease was that discoverers
and proponents of HIV were adamant about it as the causative agent
of AIDS, while dissenters questioned its very existence. The official
view holds that AIDS is an infectious disease caused by a deadly HIV.
Photographs of the virus coming out from the cells of AIDS patients
have been offered as ‘final proof’ of existence of HIV and its causal
role in destroying the immune system. Therefore, a direct attack
on the virus through anti-retroviral drugs (ARV) has evolved as the
obvious answer to the problem.
Opponents of this view firmly believe that AIDS is merely a
modified form of older diseases, resulting from reduced resistance of
the body due to causes such as increased drug addiction, environmental
pollution, male homosexuality leading to multiple infections from
the gut entering the blood, poverty and malnutrition. According to
them, a virus does not cause AIDS, and HIV is only a figment of the
scientist’s imagination. They argue that what the proponents of HIV
demonstrate is not a virus but a substance from the nuclear material
of human cells themselves, released due to excessive stress on the
body. They point out methodological limitations by which what were
claimed to be the ‘virus extracts’ or their photographs could not, with
any degree of certainty, differentiate between viral and human genetic
material (Duesberg 1989; Papadopulos-Eleopolus 1992; Giraldo 1997).
This microbiological arguement has also been very convincing by
itself.
Besides other reasons for the controversy, the problem lent itself to
multiple interpretations due to its inherent bio-medical characteristics
that include:
(i)
Manifestations of the syndrome were very variable and
generally consisted of common infections and malnutrition.
It, therefore, appeared to be only an aggravation of the most
common health problems of people already known to be more
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(ii)

(iii)

prone to them – the poor, men who have sex with men (MSM),
intra-venous drug abusers and those getting frequent blood
transfusions or dialysis.
The indeterminate character of a virus (which is only bits of
genetic material that needs host cells to survive and uses their
replicative equipment to multiply and reproduce itself) led to
the divergent views and gave plausibility to doubts about its
existence.
The non-specificity of clinical diagnostic signs and symptoms
of the variable manifestations of AIDS, as well as the low
reliability of commonly used HIV tests (Chin 1990).

What both the sides seem to have forgotten is basic epidemiology.
The proponents of the HIV theory ignored the well-established
multi-causal theory (MacMahon & Pugh 1970; Susser & Susser
1996) and emphasised only the ‘germ’. The dissenters ignored the
epidemiological evidence of spread of the syndrome from one person
to another, focusing only on the microbiological uncertainty. An
epidemiological understanding suggests that both are partial truths.
Based on the fundamental principles of epidemiology it seems that
both, infection by the virus and increased biological stress on the body
(caused by social and environmental conditions), together give rise to
the problem of AIDS. The various ‘stressors’ lower body resistance,
thus preparing the soil for the seed, the virus, to take root and provide
channels for its transmission. In fact, it probably took four decades or
more (the 1930s to 1970s) and a social context conducive to high rate
of transmitting behaviours to develop the ‘critical mass’ necessary to
trigger off an epidemic. The extent of HIV positivity and immune
suppression contributed to by the ‘stressors’ or ‘co-factors’ needs to be
delineated in diverse contexts in order to further the understanding of
the pathogenesis of AIDS.

Practical Implications of ‘The Seed and the Soil’ Theory

One serious practical implication of this understanding is that
medicines which have an impact on the body akin to addiction or
pollution, i.e., those which act as stressors on body tissues and have
inhibitory effects on the immune system, should be avoided in the
treatment of HIV positive patients. The commonly used ARVs are
known to have such an effect, and hence there is an essential need to
moderate their use, such as through incorporating alternative therapy
and health promoting measures. The prevailing treatment guidelines
that ARV drugs be started only after CD4 cell count has declined to
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below 500 or even below 200 if the patient’s symptoms are not severe,
is another way of moderating their use. Closely monitoring the
patient and ‘tailoring’ the treatment to each one is the other process
in management to deal with the negative effects of ARV drugs. What
is not available is any scientific evidence through a control trial
showing the differential impact of ‘supportive therapy and treatment
of opportunistic infections’ versus ‘ARV therapy’ on survival rates or
improving quality of life.
There is now increasing evidence of persons who get infected but
do not progress to manifest disease, i.e., are infected but may not get
diseased at all. Based on the rate of development of the infection, four
categories of persons have been identified (Pantaleo et al., 1995): –
(i)
the typical progessors (who manifest disease in 8-10 years)
(ii)
the rapid progessors (quick decline in CD4 count and manifest
disease in 2-5 years)
(iii) the long-term survivors (CD4 cell count remains normal and the
person healthy for over 10 years)
(iv) the low-CD4 cell long-term survivors (remain healthy for over 3
years after CD4 count declines below 200 cells/ml)
This phenomenon increases the importance of the supportive
therapy approach during the years following HIV infection, even
while factors determining the categories are understood better.
Implications for prevention relate to strengthening innate
resistance, decreasing stressors, whether environmental pollution or
malnutrition, as well as to changing sexual and medical behaviours;
but these, as we shall see in the later sections, relate more to societal
factors rather than to the individual. The following is a natural history
of HIV and AIDS in a holistic perspective, focusing on issues with
practical significance.
NATURAL HISTORY OF HIV INFECTION IN A POPULATION:
INTERPRETING THE NUMBERS
Causative Agent
The Human Immunodeficiency Virus (HIV) is a Retrovirus
belonging to the genus of Lentiviruses, among the earliest
identified viruses in animals (in the early 1900s) and known to
affect the immune cells. Multiple strains have been identified –
HIV1, HIV2, non-1non-2-HIV. The virus mutates rapidly, making
it difficult for a sustained and stable immune response to develop
against it in an individual. It is of significance that differing
viral sub-types have been found even in the blood, vaginal
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fluids/semen and other body fluids of the same individual (Levy
1998).
The virus is extremely fragile, surviving only in human cells
and tissues – this limits the transmission of HIV to primarily
sexual and injectable routes.
Transmission
The virus gets transmitted through body fluids carrying infected
cells when they gain entry into the body of non-infected individuals.
The fluids that are commonly exchanged during natural physical
interaction form the most common routes of transmission. These
include sexual fluids through vaginal, anal or oral intercourse,
blood through the placenta, and milk from mother to child.
Exchange of blood also occurs through medical interventions –
blood and blood product transfusions, as well as injections and
other invasive procedures. Intra-venous drug abuse with shared
syringes and needles similarly creates a pathway for the HIV.
While the relative proportion of these modes varies in different
populations, global and Indian estimates are as shown in Table 1.
Clearly the sexual route predominates, followed by the medical,
and then from mother to child.
However, this does not reflect the risk of transmission per exposure,
which is, for instance, over ninety times for blood transfusion than
that for sexual transmission. The ‘efficiency of transmission per
single exposure’ multiplied by the frequency of each activity
determines the extent of its role in transmission (Table 1).
Thus, while the risk of infection per contact can be estimated
as a broad range, it is difficult to use that as a formula
to establish any accurate number for a specific situation
because of the lack of information on the many variables
that could influence HIV transmission. Each parameter could
be different, depending on the time of contact and whether the
same or a different partner was involved, thereby influencing the
transmission (Downs & DeVincenzi 1996).
The efficiency of transmission is affected by several factors
(Rasheed et al., 1996). If the infected partner is a male, the
chances of transmission are higher because semen has a
higher viral load than vaginal fluids; if there is a reproductive
tract infection, white blood cells are in greater number in the
fluids and thereby probability of higher viral load increases.
In case of the non-infected HIV recipient, susceptibility to
HIV is heightened, among other factors, by any damage to the
reproductive tract or any other tissues coming in contact with
HIV; malnutrition, especially vitamin A deficiency; pregnancy;
and, use of hormonal contraceptives (John et al., 1997; Royce
et al., 1997).
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Importantly, some individuals do not become infected by HIV
despite many unprotected exposures to the genital fluids of infected
sexual partners (Cameron 1989). Besides viral load in the fluids of
the infected person, immune response of the non-infected person
and virulence of virus sub-types may be involved in this lack of HIV
transmission.
Table 1
Estimated Efficiency and Percentage of Different Modes of HIV
Transmission (Global and Indian)
Mode of
Transmission

Sexual
(Heterosexual &
Homosexual)
Blood
Transfusion
Medical
Injections/
Other Invasive
Procedures
Health Care
Accident

Efficiency of
Transmission
Per Single
Exposure (%)

Estimated
Possible Source of
Total Global
HIV Infection in
Transmission Indian AIDS Cases
(%)
(%)
1998*

2005+

0.1-1.0*

65-80

75

85

>90

3-5

7

2

Variable

5

NA
(~5-8?)**

NA

<0.5

<0.01

NA

NA

Mother to Child

20-25

5-10

NA
(~3-5?)**

4

Injecting Drug
Abuse

0.5-1.0

5-10

7

2

Source: Based on Levy 1998, p. 32. Indian data from NACO 1997-98 and
NACO 2006
*&+ Sexual transmission is more from infected male to non-infected female
in about 4:1 ratio.
** Guesstimates based on the 11% unclassified sources of infection in
AIDS cases in 1998 and 6% unspecified in 2005, the proportion of
infected women in reproductive age-group, and the quality of invasive
medical procedures as discussed later in this paper.
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MULTIPLE EPIDEMICS
The HIV/AIDS pandemic is a composite of multiple epidemics, since
the course of the epidemic runs differently in various segments of
the population at all levels, from global to local. The pattern of the
epidemic has varied from region to region across the globe. Within
each region, it varies across countries. In a province or a city, it
varies across different sub-groups of the population.
Global Patterns
Three patterns describe the experience of the AIDS epidemic in
different countries. The type and sub-type of HIV also varies across
regions and countries.
Pattern I – In the 1970s and early 1980s, countries including
the United States and those in Europe identified HIV, with males
being more affected through homosexual activity and intra-venous
drug use. The peak was reached in early to mid-1990s, after which
the declining phase began. Even by the year 2000, over 60% of
HIV infections were acquired through the homosexual mode plus
intra-venous drug use (CDC 2003).
Pattern II – In these countries, the epidemic began in the mid
to late 1970s and early 1980s, primarily through heterosexual
activity. Very high incidence in some African countries (Uganda,
Zimbabwe and Botswana) was reported, with men and women
being equally affected.
Pattern III – This pattern initiated in the mid to late 1980s and
spread predominantly through heterosexual activity but mixed
with intra-venous drug use and homosexual activity. Incidence is
lower than in Pattern II, such as in Thailand and India.
Immunity to AIDS is already found in individuals in the regions
where AIDS started initially (Levy 1993, 1998). All phases of the
epidemic, including the decline to a steady endemic level, have
also occurred (Mertens & Low-Beer 1996). It has been seen that
the peak generally occurs about 10 to 15 years after spread of
HIV starts in a population and the rate of infection declines even
without a vaccine or use of anti-retro viral therapy. Thus, the
implications are as schematically represented in Fig. 1 :
i) Once HIV enters a population, the prevalence will initially rise,
however good the control measures instituted. The rate of rise
will depend on the density of transmitting situations in the
population.
ii) Then the rate of rise will decrease and a peak of prevalence will
be reached. The height of the peak levels will depend upon the
prevailing extent of transmitting situations. Even as the rate
of new infection decreases, prevalence will continue to rise
for some time because of earlier high load of infections and
low rate of conversion to AIDS and death. Prevalence in serial
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cohorts, such as treated STD patients or antenatal women in
sentinel surveillance, will reflect the changes in rate of new
infection at the earliest, as the infected in the earlier sample
will leave the group after treatment/delivery. In injecting
drug users, the decline will become evident later because few
members of the group exit from it.
iii) Prevalence will decrease after a few years, whether control
measures are instituted or not. This largely reflects the decline
in transmission, i.e., new infections, and to some extent,
the attrition due to death of people infected earlier. When a
steady balance is reached, plateauing occurs at the level of
endemicity.
iv) It is difficult to say to what extent AIDS control efforts, whether
behaviour change or ARV therapy, have contributed to the
decline in rate of new HIV infected persons, prevalence rates
of AIDS or deaths due to it (UNAIDS 1999). They may have
lowered the height of the peak or the endemicity levels, but
‘what it would have been without the intervention’ can only be
a conjecture.
Figure 1

Prevalence of cases/infected persons

Schematic Representation of the Natural Pattern of Progress of Any
Epidemic
Epidemic of an old disease
Entry of a new disease and its spread on large scale
Possible impact of interventions

Time period

Keeping this understanding in mind of the course taken by any
epidemic anywhere in the world, we go on to construct a profile of
the epidemic in India.
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II
THE HIV EPIDEMIC IN INDIA
The HIV epidemic was first identified in the early to mid-1980s
in three states, Maharashtra, Tamil Nadu and Manipur. Entry of the
virus seems to have been through patients who had surgery and blood
transfusion abroad, as well as through foreign tourists and travelers.
It then spread rapidly within Mumbai, other parts of Maharashtra and
Tamil Nadu through sexual transmission and blood transfusion. In
the northeastern states, where drug abuse is high, it spread through
injecting drug users and sexually. Over the past 15 years, it also spread
to other parts of the country through travelers and migrants. The states
are thus in different stages of the epidemic and have differing levels
of prevalence. The National AIDS Control Organisation (NACO) has
categorised states as high, moderate and low, based on the estimated
prevalence of seropositivity (Table 2).
Table 2
Classification of Indian States by HIV Seropositivity Levels
Prevalence
Levels

Seropositivity
Rates from
Sentinel
Surveillance

States
2000

2006

High

ANC>1%

A.P., Maharashtra,
T.N., Karnataka,
Goa, Manipur and
Nagaland

A.P., Maharashtra,
Karnataka, Manipur &
Mizoram

Moderate

ANC<1%,
STD/
IVDU>5%

Delhi, Gujarat,
Kerala, Mizoram
and Pondicherry

T.N., Goa, and
Nagaland

Low

ANC<1%
and nil, STD/
IVDC<5%
and nil

All northern states
(except Manipur,
Nagaland and
Delhi), Daman
& Diu, Dadar &
Nagar Haveli and
Lakshadweep

All other states and
union territories

Sources: NACO 2001a, 2007.
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The data is from surveillance sites that test members of four groups
– sexually transmitted disease clinic attendees (STD), antenatal clinic
attendees (ANC), commercial sex workers (CSWs), and intra-venous
drug users (IVDUs) (Table 2). It also provides disaggregated estimates
by sex and rural-urban place of residence.
Table 3
Seropositivity Rates from Sentinel Surveillance Data, Mumbai (1994-2002)
Surveillance
Group

Seropositivity in Percentage
(Number of Sites for Sentinel Surveillance in Parenthesis)
1994

1995

1996

1997

1998

1999

2000

2001

2002

STD
Clinic
Attendees

23
(2)

36
(2)

27
(2)

31
(2)

26.8
(3)

NA

33.3
(3)

21.1
(3)

14.8
(3)

ANC
Attendees

2.5
(4)

2.25
(4)

2.38
(4)

3.00
(4)

2.4
(4)

NA

2.0
(5)

2.3
(5)

0.8
(5)

CSW

-

-

-

-

-

-

58.7
(1)

52.3
(1)

54.5
(1)

MSM

-

-

-

-

-

-

23.9
(1)

23.6
(1)

16.8
(1)

Sources: 1994-1998 data from NACO 1999; 2000 data from NACO 2001a;
2001-2002 data from NACO unpublished report.

Crossing the Peak

There are rural-urban differences in prevalence, with more cases
generally occurring in urban areas. There is also variation between
population groups. In Mumbai, the epidemic first spread rapidly
from travelers to women in prostitution, in whom levels of 30-40%
HIV positivity have been reached. The infection was then quickly
evident in STD patients; but it took 4-5 years to spread to the general
population, as evidenced in women attending antenatal clinics. The
peak was much lower in them. By 2000 the plateau or declining phase
had begun in all population groups (Table 3). In pregnant women it
reached a peak in 1997 at 3%, and fluctuated around about 2.0 – 2.5%
for 3-4 years before and after that. Similarly, a peak and decline was
suggested by the data of 1997 in Manipur, Salem in Tamil Nadu, Surat
in Gujarat, etc. (NACO 1997-98).
In states with an early epidemic, data are beginning to show that
the peak has passed even in their aggregate figures – Maharashtra,
Tamil Nadu, Goa, Kerala, Manipur, Nagaland and Gujarat. Some of
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the middle level states also appear to have a declining prevalence, but
in other parts of the country, the epidemic is still in the early phase.
Even within each state, various parts may be in different stages.
However, when we take the figures for the country as a whole, the
numbers will continue to increase for some time to come. However,
the peak levels in the regions with an early start of the epidemic (as
in Mumbai) show that the maximum severity of the epidemic likely
in India is an intermediate level one by global comparisons. The
all-India estimated HIV prevalence from this data was about 3.2-4.8
million in 2002 with a prevalence rate in adults in the age group of
15-49 years, being 0.7-0.8%. Male to female HIV infected persons
is about 3:2. That these trends have stabilised is evident in sentinel
surveillance data (Appendix 1).
Surveillance for HIV was started by the Indian Council of Medical
Research (ICMR) in 1986, soon after tests (the ELISA and Western blot)
became available. Since the objective then was to detect the entry of
the virus, the expected ‘high risk groups’ were tested – primarily CSWs
and PBDs (professional blood donors) (ICMR 1989). Clearly, these
were very atypical groups and could not be used for extrapolating
estimates for the whole population, but estimates were made and
publicly announced, raising much panic and controversy.

Debate on Magnitude of the Epidemic in India – The
Numbers Game

The debate about HIV and AIDS estimates for India has been on
four counts:
(1)
Estimated number of HIV infected persons.
(2)
Estimated number of AIDS cases and deaths.
(3)
The message of doom conveyed through statements about the
projected magnitude of the epidemic.
(4)
Bias in data collection which focused on ‘high risk groups’
creating the image of a disease of stigmatized groups.

The problem with estimates and projections of HIV infected
persons

Based on the experience of the industrialised West and Africa, in the
initial period, international experts predicted that India would have
a devastating epidemic. They presented it very strikingly through
graphs that only kept ascending (WHO/GPA 1992), contrary to any
epidemiological understanding.
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Table 4
Officially Published Estimates of Prevalence of HIV Infection for India
Year

Source

Estimated Prevalence of
HIV Infection

1993
(No. of Sites 55)

1. WHO & National AIDS
Control Programme
2. Dr. Padam Singh, ICMR
(CARC Calling)
WHO (quoted in NACO
1994, p. 14)
SENTINEL SURVEILLANCE STARTED

1994

NACO 1994 (p. 1)

5 M (by 2000)

1995

WHO (NACO 1995, p. 12)

1.5 M

1996
1997-98
(No. of Sites 180)
1999

WHO (NACO 1996a, p. iii) 2.5 M

1991

1992

0.25 – 1.0 M
0.44 M – 0.6 M
> 1.5 M (claimed to be a
conservative estimate)
–

NACO 1999

4M

NACO 2000 (p. 6)

2.5 - 3.7

2000

NACO 2001a (p. 4)

2.57 - 3.86 M

2001
(No. of Sites 328)

NACO 2002

3.32 - 3.97 M

2002

NACO 2003

3.14 - 3.77 M (all sites, i.e.,
old + new)
3.82 - 4.58 M (consistent
sites, i.e., only old sites)

2005
(No. of Sites 703)

NACO 2006

5.2 M

NACO, WHO, UNAIDS,
2007

5.7 (old method)
2.5 (2-3.1 M; by revised
estimation method)

2006

M

Estimates and projections were made on very arbitrary assumptions.
Some of the serious and genuine problems in making estimates, as
noted by those in leadership positions at the WHO-GPA themselves,
are as follows (Chin & Mann 1989; Chin 1990) :(1)
HIV infection is not distributed uniformly among national
populations. Different regions of a country and various sections
of a population within a region have different rates of infection;
yet AIDS case rates reported by the WHO use the population of
the whole country as a denominator.
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(2)

(3)

(4)

(5)

(6)

Although HIV infection disproportionately affects individuals
whose behaviour places them at a higher-than-average risk,
estimates of the number of high risk behaviour populations are
not available.
The tools for detection of infected persons and AIDS cases have
a very low predictive value in areas where the prevalence of
HIV infection is low. One ELISA test, which gives a positive
reading, has actually only a 50% chance of being correct in a
low prevalence situation of 1 seropositive result in 1 million
screened (in spite of the test being 99% specific and sensitive
under laboratory conditions)!
Some immunologists and public health analysts predicted a
much lower incidence and mortality in the future as the human
population and the virus ‘adapt’ to each other. The history
of diseases such as syphilis and influenza supported such
a prediction (Ampel 1991). Other public health experts had
worked out a number of alternate models and projections that
took into account many more of the complexities and came up
with lower figures (Singh 1992). Therefore, the WHO estimates
and projections of HIV-infected persons and AIDS cases were
considered too high by many, even though the WHO claimed
them to be ‘conservative’ (Jewell 1990; Schall 1990; Banerji
1992). This assertion was despite the fact that all projections for
the United States and Western Europe proved to be higher than
the actual figures (WHO/GPA 1992). Yet the WHO continued
with its simplistic model for projecting high estimates for India
and Asia. International AIDS experts, aware of the fallibility
of their figures and methods, added caveats to their estimates
in scientific workshops and professional journals, but not in
plenary sessions or in statements made before non-technical
audiences. The lay public was thus confronted with huge and
frightening figures given by the international and national
agencies based on the experts’ ‘infallible’ certitude, a degree of
certainty that is false.
A genuine problem arises when more sentinel sites are being
added on within each state to strengthen the system. Since
new areas have been included, the data becomes more accurate
(at lower levels), but comparison with previous years becomes
invalid because of the great diversity even within each state
(see data for 2002, Table 4).
Prevalence rates are higher in urban areas and large part of the
data comes from urban ANC sites. Women attending ANC in
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(7)

medical institutions (which are the sentinel sites) are also not
representative of pregnant women of all classes. ANC attendees
are also likely to be more exposed to sexual transmission since
they are obviously currently sexually active.
The use of community level survey data from the National
Family Health Survey-III, special surveys on HIV transmitting
behaviour among general populations and the identified ‘high
risk groups’ (the National Behavioural Surveillance Survey
and the Integrated Biological Behavioural Assessment Survey)
as well as more contextualised estimation techniques have
led to revising the methodology for estimation and revised
estimates (see data for 2006, Table 4), that corroborate the
contentions about earlier projections being too high. The HIV
prevalence rate in the 15-49 years age group, earlier estimated
to be 0.91%, dropped to 0.36% (NACO, WHO and UNAIDS
2007).

Some recent studies have empirically demonstrated the possible
over-estimation of HIV prevalence and the decline in incidence in
the areas affected early (Dandona et al., 2006; Kumar et al., 2006).
However, the U.S. National Intelligence Council (NIC) had projected
in 2002 that by 2010, India could have 20 to 25 million people living
with HIV/AIDS, the highest number of any country in the world (US
NIC 2002).

The problem with estimates of AIDS cases and deaths

As discussed earlier, the period between HIV infection and
conversion to AIDS is highly variable. The statistical formula by
which the UNAIDS computes the number of AIDS cases and deaths
was evolved in the 1980s based on the rate of spread of AIDS in one
group of MSM in the USA and used by the WHO-GPA (Chin & Mann
1989). By using the one statistical formula universally, diversity of
conditions across countries and social groups is not considered.
A controversy in 2001 between NACO and UNAIDS (the
international leader) becomes important in this context. Based
on a surveillance mechanism taking into account the diversity of
population, NACO had made a rough estimate of 2.5 - 3.7 million
HIV positive persons in the country in 1999. Applying the universal
‘international’ formula over this estimate, the UNAIDS declared that
310,000 persons died of AIDS in India in a year but NACO objected,
considering it too high. NACO, rightly, did not allow this unscientific
use of decontextualised numbers. It requires greater accuracy of
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surveillance and knowledge of the natural history of HIV infection
under diverse contexts to give validity to such an exercise.

The problem of an epidemiological category of ‘high risk
groups’

The surveillance for HIV started in 1986 with identified high risk
groups (CSW, PBD, MSM and IVDUs). Thus, data implied AIDS to be
exclusively their disease. Later, STD clinic attendees were included
as the sentinel group for surveillance data on those with ‘high risk’
sexual behaviours. Yet interventions continue to ‘target’ the specific
‘high risk’ groups. Studies have explored the ‘risk’ of HIV in specific
local groups, such as tribals or migrants, and of specific regions by
their population characteristics, levels of migration, etc. The critique
of this has been that it stigmatizes specific groups or regions. This
has been widely acknowledged in AIDS literature and efforts have
been made to deal with it by shifting the term used from ‘high risk’ to
‘vulnerable’ groups.
Since it would be ostrich-like if we did not attend to the special
vulnerability of specific groups, the problem continues. ‘Risk’ in
epidemiology refers to the probability of members of a group (with
a specified characteristic such as age, sex, socio-economic class,
occupation, dietary pattern or other behaviour) acquiring a particular
disease. In the case of AIDS, risk has connoted ‘those who pose a risk
to others’. The problem is not with these epidemiological categories as
much as it is with ‘victim blaming’ that accompanies social perceptions
of the disease and of the groups who initially experienced the disease
with greatest severity. This attitude arises from three sources: –
•• the fearful image of the disease,
•• the perception of ‘behaviours’ as arising from ‘individual choice’
without examining the social context that shapes behaviours,
and
•• the fact that, unlike perceived for non-communicable diseases,
the behaviour of the infected person transmits disease to the other
and a power equation is often involved in the interaction between
them.

The problem of using fear as a tool

“Village after village in India will be destroyed, as in Africa”, “every
third woman of Mumbai will be AIDS-affected” - These were some of the
public statements made, predicting havoc to arouse fear, aimed to
incite policy-makers and the lay public to acknowledge the problem
and take action (Priya 1994). International AIDS experts, and the
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public health programme, who used this strategy, will have to own
at least part of the ‘blame’ for the negative attitudes of the medical
system and the social stigma.
In addition to estimates announced in a sensational manner, the
seriousness of the problem was exaggerated by not relating numbers
of estimated HIV positive persons to the population size of countries.
For instance, “as of mid-1992, it is conservatively estimated that more
than 2.5 million adults have been infected in south and South-East Asia –
including over 500,000 in Thailand, and more than one and a half million
in India. In some parts of Asia, HIV is believed to be spreading as fast as
it did in Africa a decade ago and if this situation continues, Asia will soon
surpass Africa in the annual number of new infections” (NACO, 1994). This
indicated that Asia is likely to be among the most affected regions of
the world. However, if we consider the total population size as given
for the two continents in the same NACO update (which shows that
projected population aged 15-49 yrs. is less than 400 M for Africa and
over 1,800 M for Asia) even if the number of HIV positive persons
was to become equal, the prevalence would be less than one-fourth
that of Africa. Similarly, India’s high number of HIV positive persons
reflects the large size of the country, not an overwhelming severity of
the epidemic.
Predictions made in a sensationalized manner also did not take into
account the existing diseases with which people are already living. It
is noteworthy that deaths from other diseases are, and will continue
to be in the foreseeable future, many times more than that from AIDS
- for instance 2-4 times more from tuberculosis, 50 times more infant
deaths from diseases such as pneumonia and diarrhoea (Table 5. For a
detailed discussion of the interpretation of data in the table see Priya
1994). This is not to state that AIDS is not a public health problem, but
rather to emphasise that the relative significance of HIV and AIDS
within the overall disease scenario places the problem in perspective,
allaying the panic and setting priorities appropriately.
After the mid 1990s, the relative significance of other diseases
compared to HIV and AIDS has started appearing in WHO/UNAIDS
literature. The decline in rates of HIV infection in the Pattern I countries
was also recognised, leading to a ‘normalisation’ of the epidemic, i.e.,
its acceptance as a part of life of the population and the associated
hysteria decreasing (Rosenbrock et al., 2000).
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Table 5
Estimated and Reported Data on Some Causes of Morbidity and Mortality
in India (1997/1998/2001)
Diseases
Leprosy*
Malaria+
Filaria#
Sexually
Transmitted
Diseases+

Estimated
Infected
Cases
503,080
28,570,000 21,650,000
-

2,500,000 –
4,000,000
(2001)

AIDS

Tuberculosis* 40,000,000#
Acute respiratory infection
(including
pneumonia)
Diarrhoeal
diseases+
(including
cholera)
Infant
mortality~
Cancer+
Accidents

+

-

Deaths
-

Reported
Cases
Deaths
2,222,789
666
1,363,838
(1989)

-

44,327
(upto Feb.
2003)

-

868,230

7,096

-

16,069,318

5,770

-

-

9,641,938

7,163

-

1,890,000

-

-

-

-

52,106

-

-

-

220,094
(1996)

-

-

125,000 –
200,000
(annual
average
by 2011)
14,000,000

125,000 –
200,000
(annual
average
by 2011)
500,000

-

Source: Updated version of table in Priya 1994. (Survey of Causes of Death
suspended in end-1990s.)
*
Annual Report, Ministry of Health and Family Welfare 1998-99,
Government of India.
+
Health Information of India 1997-98, Directorate General of Health
Services, Government of India.
#
Computed from rates given in Suri A.K. National Programme for Control
of Tuberculosis. Programme Series. New Delhi : National Institute of
Health and Family Welfare, 1988.
~
Computed using a crude birth rate (CBR) of 27 per 1,000 population and
infant mortality rate of 70 per 1,000 live births in a population of

1,000M.
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The surveillance system and method of calculating estimates in
India has also improved over the years. The estimates of HIV are
calculated from sentinel surveillance data based on the proportion of
low and high risk groups among men and women separately, and in
rural and urban areas of each state (see Appendix 2). Sentinel sites
have increased from 55 sites in 1993 to 180 in 1998. Quality checks for
data have been strengthened, and sites increased further to 328 by
2001. There is some arbitrariness because we do not know the actual
numbers, but the rough method gives broad figures that allow us to
trace how the epidemic is developing. The estimates made from this
data have led to a lowering from previous projections (Table 4). While
an increasing rate of HIV positives has been detected since the first
person testing positive was found in the country in 1986, the prophecies
of doom have fortunately not come true. Hence, the Project Director,
NACO, and the UNAIDS chief have both acknowledged that India
has low to intermediate levels of the epidemic (Ghosh 2003).
Given the uncertainty of conditions and data, a wide range of
HIV positive cases is calculated every year. Yet what is scientifically
calculated as a range of possible estimates for India has been reduced
to a single figure, with only the higher figure being quoted (NACO
2001a). Similarly, it is the less accurate estimates based on old
(consistent) sites only that are cited, while the estimates including new
sites that have greater coverage and thereby accuracy, are ignored.
The surveillance system is still weak, i.e., it is based on institutional
reporting, primarily from a few urban centres and with small nonrepresentative samples. Thereby, the diversity of conditions of
different groups and regions is still not adequately allowed for, but
the important thing is that this realization is there, and attempts are
being instituted to improve the surveillance system (NACO 1996b;
NACO 2003; UNAIDS 2006).

III
DETERMINANTS OF VULNERABILITY OF SOCIETIES
TO THE HUMAN IMMUNODEFICIENCY VIRUS
Whatever the real numbers of HIV infected persons, the important
issue is to prevent as much of further transmission as possible and to
provide care and support to all who are diagnosed. In order to adopt
suitable strategies for prevention, the factors and processes facilitating
transmission must be identified. A better understanding of these could
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also assist in establishing the impact of planned interventions, which,
as discussed above, is difficult to differentiate from the natural decline
of prevalence of HIV.
Poverty and migration are the two factors most frequently discussed
as determinants of vulnerability to HIV in the context of the countries
of the ‘south’. ‘Gender inequality’ is also commonly discussed in
relation to women’s vulnerability. While the available micro-level
data seems to support this widely accepted understanding, there is
little comparative data across socio-economic categories or between
migrant and non-migrant groups to prove it. The data collection is
itself biased in terms of covering more of the poor and marginalized
rather than representing the population as a whole. The fact that,
except for Africa, everywhere else more men are infected with HIV,
also brings into question the issue of women’s vulnerability alone as
the gender issue. the vulnerability of both appears to be a ‘gendered’
issue. In this section we examine data sets at various levels to see
what insight they offer about the very general concepts of poverty,
migration and gender, to examine their validity as determinants of
vulnerability, and to contextualise them at the macro level.

Inter-Country Comparisons for Examining Social
Determinants

An inter-country analysis was undertaken using indicators
available in the UNDP’s Human Development Report 2002. A GDPbased categorisation classifies High, Medium and Low Income
Countries, of which four were purposively selected based on
relevance to AIDS related debates, the diversity of social conditions,
HIV prevalence levels within each and the response to AIDS (Table
6). Five were chosen in the medium category because of the specific
relevance of each one. Despite the wide variations in conditions and
stage of the HIV epidemic, some broad issues were highlighted. It
was found that: (1)
The three groups demonstrate an increasing HIV prevalence
from High to Low income countries. However, this gross
relationship does not hold further.
(2)
Within each income group, GDP per capita does not give a
good association with HIV prevalence, even when it takes the
differences of local price of essentials into account as purchase
price parity, PPP (examining the rows 1 & 2). Among the high
income countries, USA has the highest GDP and also the highest
HIV prevalence. Similarly, among the medium income group is
South Africa and in the low income group is Zimbabwe.

6. Population
below income
poverty line (%)

$1 a day
(1993 PPP
US $) 19832000
$2 a day
(1993 PPP
US $) 19832000
$11 a day
(1994 PPP
US $) 19941995

5. Urban Popula- 1975
tion (as % of total) 2000

4. Exports of
1900
goods and services (as % of GDP) 2000

-

7.4

-

13.6

-

78.7

-

75.6

77.2

44

11

73.7

26

10

15.7

-

-

89.5

88.7

27

24

6.3

-

-

83.3

82.7

47

30

1.4

-

61.4

33.3

49

12.8

28

55

5.1

7,184

23,509 24,277

2

38.8

Botswana

0.08

0.1

High Income Countries
U.S.A Canada U.K
Sweden

1. People living with HIV/
0.61
0.31
AIDS (Adults age 15-49) % 2001
2. GDP per capita (PPP US $)
34,142 27,840
2000
3. GDP per capita annual growth
2
1.52
rate % (1975-2000)

Development Indicators

-

35.8

11.5

56.9

48

29

24

-0.7

9,401

20.1

-

28.2

<2

19.8

15.1

67

34

5.5

6,402

1.79

NA

NA

NA

72.9

66.4

46

18

-1.2

8,377

0.9

-

26.5

11.6

81.2

61.8

11

8

0.8

7,625

0.65

-

64.2

36.0

35.3

19.6

30

23

0.3

2,635

33.73

-

NA

NA

14.2

8.3

10

7

2.5

1,208

5

0.49

5.0
11.8

21.3
27.7

82.5

-

86.2

-

37.7

24

14

44.2

11

2.1
7

3.2
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HIV Prevalence and Selected Development Indicators for Inter-Country Comparison by Income Categories
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NA

NA

NA

NA

1,980

6

96

1,790

6

91

NA

75.2

80.8

17.1

NA

NA

7

12.3

1,060

4

96

13

77.2

82.8

42.7

NA

NA

15

5.4

NA

101

86

97

40.2

40.1

17

74.5

79.8

-62

NA

Botswana

1,088

70

82

97

50.2

53.9

29.8

86

84.6

-56

42.5

1,014

29

96

98

67.3

73.2

9.6

97.1

93.9

-

65.8

2,081

22

97

96

60.1

72.5

6.4

99.7

99.4

-2

23.3

813

38

99

93

64.1

72.0

6.7

85.1

85.4

-13

65.8

309

117

79

88

43.2

42.5

10

92.8

84.7

-12

20.5

155

127

53

83

43.3

44.6

24.7

77.5

56.8

-1

9.9

86

68

119

96

604

100

73

58.8

62.8

50

58.3

59.6

68.4

63.8

24

45.4

7.9

6

-1

8.9

9.3

9.5

Medium Income Countries
Low Income Countries
S.
Thai- Russian Brazil Zimba- Uganda India NeAfrica land
Fed.
bwe
pal

Source: Human Development Report 2002, UNDP, New York, 2002.
Note:
1. “NA” Indicates data not available
		
2. “-” Indicates Missing Data

14. Cigarette consumption per
2,193
adult (annual average) 1992-2000

8

92

Against
Measles

NA

76

74.1

NA

81.5

79.9

23.6

4

-4

13.8

8.5

12.3

High Income Countries
U.S.A Canada U.K
Sweden

Against TB

13. Under-five mortality rate (per
1,000 live births) 2000

12. One-year-olds
fully immunised

11. Life expectancy Female
at birth (years)
Male
2000

10. Seats in parliament held by
women (as % of total)

7. Richest 10% to the poorest
10%
8. GDP per capita (PPP US $)
rank minus HDI rank
9. Adult (15-45)
Female
literacy rate %
Male
2000

Development Indicators
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(3)

(4)

(5)

(6)

(7)

Correlates with population percentages below poverty lines
(row 6) do not seem to hold either, with India having the
highest poverty, but being among the lowest HIV prevalence.
This cannot be interpreted to say that economic status is not
important, but rather that it also has other correlates.
A declining economy, indicated by the negative annual growth
rate of GDP from 1975-2000 for South Africa and the Russian
Federation, could be a significant factor. More striking is the
rapid urbanisation witnessed in the African countries, especially
Botswana and Zimbabwe, and also Uganda, South Africa, and
Brazil. Thailand and the Russian Federation foreground the
significant shift over the 1990s to export-dependent economies.
Among the high income group, the United States of America
(USA) has the highest disparity between the richest top 10% and
the poorest 10% (row 7). Among the middle group it is Brazil,
and in the low income countries it is Zimbabwe. Botswana’s
highest poverty index (row 6) with highest aggregate income
reflects its high disparity.
Finally, it is high GDP with less attention to social development
that adds to vulnerability. The GDP rank minus the HDI (row
8) indicates the importance of this skewed development in case
of the USA, South Africa, and Botswana. Sweden, the leading
country in respect of social development, has the lowest levels
of HIV prevalence at merely 0.08%.
Unhealthy ‘unnecessary’ consumption, indicated here by
cigarette smoking, seems to be the vulnerability factor for the
high income group since it is the only unfavourable index for
that group of countries.

Thus, this analysis shows that for the high income countries, the
factors for vulnerability at country level are income disparities and
low social development relative to incomes, combined with high
unnecessary expenditure on unhealthy commodities. For the middle
and low income countries, vulnerability stems from disparity linked
to ‘metropolitan development’ with rapid urbanisation, a shift to
export orientation of the economy, and unnecessary expenditure on
unhealthy commodities. This can explain why countries that adopted
structural adjustment policies over the 1970s are among the highest
HIV prevalence countries in the medium and low income groups.
Since these policies tend to accelerate these phenomena, these
countries were in the most vulnerable stage when the virus struck in
the mid 1970s.
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Reconceptualising Social Determinants
Disparity and Poverty

This analysis demonstrates that it is relationships and processes
across social groups that are determinants of vulnerabililty, not any
factor by itself. Viewed comprehensively, ‘Disparity’ rather than or in
addition to ‘Poverty’ seems to be the concept that better captures the
vulnerability factor at global and intra-country levels. Poverty is one
of the many mediators by which disparity influences vulnerability
to HIV. The concept of disparity reflects the associated economic,
social and political dynamics and also the processes by which the
income differentials are established. The more rapid the economic
and social changes and resultant increase in disparity, the greater the
vulnerability (Fig. 2).
Figure 2

Consumption Disparity

Matrix of Economic Determinants of a Society’s Vulnerability to HIV
High

Low

Highest
Intermediate
Vulnerability
Vulnerability
(e.g. Zimbabwe) (e.g. The USA)
Intermediate
Vulnerability
(e.g. India)

Low

Least
Vulnerability
(e.g. Sweden)

High

Consumption / Income Levels

‘Disparity’ is important as a concept also because it depicts the
two-sided picture of the determinants – the ‘culture of poverty’ and
the ‘culture of unrestrained consumption’– mediated by a ‘culture of
inequality’. ‘Poverty’ considered alone leads to the idea of a ‘culture of
poverty’ i.e., the conditions of poverty leading to bad life choices by the
poor (Lewis 1959), that ends up blaming the poor for their behaviour,
poverty, and ill health. However, as Wilkinson and Marmot, among
others, have demonstrated, the inequality within a society generates
loss of self-esteem, even within high income countries such as the
United Kingdom, and efforts are made to compensate for lower status
by mimicking the socially valued symbols of success - with ill health
as a consequence (Marmot & Wilkinson 1999).
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Yet this does not fully explain why middle class white males
have been and continue to be a major group afflicted in the affluent
countries (e.g., over a third of the HIV positive persons in the USA). It
is the ‘culture of unrestrained consumption’ that creates conditions of
vulnerability for the affluent themselves, whether in the context of noncommunicable diseases or AIDS. The starker disparity generated by
this culture also increases the vulnerability of the poor in diverse ways.
While it deprives them of basic resources, the poor attempt to mimic
the ‘culture of unrestrained consumption’ of the affluent, and doing
so without the requisite resources makes them more vulnerable. This
phenomenon is especially relevant to AIDS, whether the transmission
is through the sexual route or injecting drug use. The consumption
disparity across countries plays an added role in a ‘globalising’ world.
The hierarchy of reference points now has the middle class and elite
of the first world as the aspiration-setters for even the lower middle
class of the low income countries, escalating the ‘culture of inequality’
and the ‘culture of unrestrained consumption’. Increasing expression
of the ‘macho-male’ is a related consequence.

Gender Relationships and Gender Equality

Gender issues, too, take on a different emphasis through the intercountry analysis. ‘Women’s empowerment’, as envisaged through
education and decision-making roles for women, does not seem to
be the corrective solution to the gender issues that HIV transmission
underscores. The percentage of women among parliamentarians
is relatively high in some countries in all three income groups as
compared to the others, but the percentages do not show any direct
relationship with levels of HIV. All the African countries have a better
rate of representation of women in parliament than even the USA
or the UK. However, the percentage of women infected with HIV
is much higher in the former, often more than men. High literacy of
women is not directly associated with low HIV levels (Table 6, rows
9, 10 & 11). This again does not mean that women’s status in society
is not relevant for HIV transmission, but rather demonstrates that
indices of women’s status in society, such as literacy and percentage of
women among the parliamentarians, do not wholly reflect the nature
of gender relationships in that society.
The African situation warrants a much deeper look at gender issues
than has been in AIDS discourse in South Asia thus far. The conditions
under which women ‘come out of families’ and into independent
public roles seem to be of importance. Economic disparity within
societies is a significant dimension, with upper classes producing

Revisiting the Epidemiology | 53

women leaders, while poorer sections are subjected to greater
exploitation. The latter being forced to earn a livelihood in situations of
rapid urbanisation and ‘modernisation’, alongside a rapid destruction
of the traditional social structure, has been amply documented
as increasing vulnerability to HIV (Decosas 1996). What does the
breakdown of community checks and balances that had been part of
the traditional culture mean in this context? What new forms of social
checks are replacing the old, and how favourable are they to women?
Understanding the impact of these dynamics of ‘modernisation’ and
economic globalisation seems to be an overriding gender issue. Thus,
it is not only ‘women’s empowerment’ in the economic and political
spheres that is necessary; it must extend to the social and cultural
dimension of gender relationships.
One reflection of gender relationships is in sexual behaviour
patterns. A large number of studies in the 1990s on sexual behaviour
patterns confirm quantitatively what has been ‘intuitively’ known,
that sexual behaviour patterns differ markedly between societies and
among sub-groups within each society (Carael et al., 1995). There are
several methodological problems in studying such private behaviours
with context specific connotations: sampling, tools used for eliciting
information on sexual behaviour, social categories having different
meanings in different contexts (e.g., of ‘the poor’ in India and the USA),
and the differences in meaning of ‘a sexual relationship’. However, by
making allowances for the possible errors, the data can be used to
develop a broad comparative picture across countries. For instance,
taking the most comparable group for which data is available across
countries – university students and youths – one can observe the
diversity (Table 7, column A).
Several studies have been undertaken in India (Seminar 1992;
Jejeebhoy 1996; Nag 1996). The National AIDS Control Project Phase-I
(1992-97) included support to behavioural studies and the NACP
Phase-II (1999-2004) includes Behavioural Sentinel Surveillance (BSS)
as an ongoing activity (NACO 2001a). An analysis of ten Indian
studies on sexual behaviour of students and other youth selected
after analysing fifteen for their methodological validity, indicates that
about 20% males of this group have had sexual experience (Deepak
1998). These studies cover diverse regions of the country but focus
more on the urban than the rural. The BSS gives an even lower figure,
11.8% for males of all ages (NACO 2001b). In the USA it is the reverse,
i.e., 20-30% university students have not been sexually active while
70-80% have had sexual experience (Oskamp & Thompson 1996).
Among university students in Bangkok this figure for the sexually
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experienced was about 65% (Koetsawang 1987). Both in Indian and
American studies, partners were stated to be predominantly friends,
relatives and acquaintances, while in the Thai context it was CSWs for
about two-thirds of sexually active male youth.
Table 7
Sexual Behaviour Norms & Heterosexual AIDS Transmission
(A)
BEHAVIOURS OF STUDENTS & OTHER YOUTH
Country Sex % With
Predominant
sex
partners
outside
marriage
(1)

M

20%*

INDIA
F

M
U.S.A.
F

THAILAND
ZIMBABWE

M
F
M
F

5-10%

(2)

Family members, neighbours, friends
CSWs, fiancée
Family members, neighour,
friend, fiancé

Friends,
acquaintances,
70long & short
75%**
period relationship with
50-60%
average of 2 in
previous year
***
65%
CSWs
N.A.
Friends,
50%** acquaintances,
CSWs, short
3%
term living
together

(B)
EPIDEMIOLOGICAL DATA ON
Reported AIDS cases
aids
%
Heterosexually
case
Infected
transmitted
rate (per by heter- aids case rate
100,000) osexual
per 100,000 (%
route
of Column 3 as
in Column 4)
(3)
(4)
(5)

0.09#

73##

0.0657

13.81#

13#

1.795

30.2#

89#

26.878

79.28#

86#

68.180

Sources: * — Deepak 1998; ** —Oskamp & Thompson 1996; *** — Koetsawang
1987; # — UNAIDS/WHO 1997; ## — NACO 1997
[Table presented earlier, Priya 2000, 2001]
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About 5% of female university students in India seem to have had
premarital sexual intercourse with a friend, relative or fiancé, starting
at an average age of 17 years (Deepak 1998). On the whole, sexual
activity commences with marriage where the median age at ‘effective
marriage’ is 19.6 years. With 50% of females married before this age,
17% of all females aged 13-19 years have conceived and are pregnant
or mothers. In the USA 10% of all adolescent females have had teenage
pregnancies outside marriage (Oskamp & Thompson 1996). In Sweden
58% of 18-year-old girls were sexually active and about half of them
reported multiple partners.
While similar comparisons can be made for other age groups, the
variation in marriage patterns influences data, making comparability
more difficult (Table 8). For instance, ‘serial monogamy’ has become
common in societies with high divorce and remarriage rates,
particularly in industrialised western countries. Some African societies
have institutionalized temporary arrangements of ‘living together’
between urban migrants as ‘marriage’. To overcome this problem, the
Global Programme on AIDS used a broad definition of marriage in its
surveys to include “any sexual relationship that lasted for one year
or more or if more recent, one expected to continue for at least this
period of time” (Carael et al., 1995). Data based on this definition will
equate these marriages with the dominant South Asian version!
Data compiled in Table 8 illustrates that while in the USA, parts of
Europe, Africa and some parts of Asia the norm has become change
of partners, among Indians sexual norms are still to abide by the lifelong rule of monogamy. Among those who engage in extramarital sex,
the number of partners and the network within the group appears to
be less than in the other countries.
However, it is not merely ‘multiple partners’ that increase
vulnerability in the high income countries. The ‘majority sexual
cultures’ that drive the HIV epidemic in most parts of the world must
be understood in relation to other social dynamics. Even in the USA
where the major route of transmission is homosexual and injecting
drug use (over 60% of the total AIDS cases in males in 2001), the high
rate of heterosexual transmission of HIV (Table 7, column B) points to
unsafe multiple partner sex occurring in the late 1990s. Even given the
time lag between stages of the epidemic between India and the USA,
the data demonstrates that the order of heterosexual transmission is
similar, if not higher in the latter. The high rate of unwanted teenage
pregnancies in the USA has been analysed as due to ‘lack of life
options’ for the girls together with a high rate of multiple-partner sex
(Oskamp & Thompson 1996).
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Table 8
Behaviour Pattern of Cohabiting Married Persons
Country

India

Norms and Definition of
Marriage
Marriage almost universal,
as a life-long relationship.
Disapproval of other
partners.
Greater violation by males.

Extra-Marital
Sexual Experience (ems)
M : 15-30%
(Ever engaged
in ems in lifetime)
F : 5-10%

% Going to
CSWs

M : 3-20%

U.S.A.

Serial monogamy (high
pre-marital partner change
+ low marriage rate + high
divorce rate)
Only 58% adults married

M : 37%
(Married & unmarried adults
reporting 2
or more sex
partners in the
past 5 years)
F : 26%

-

THAILAND

Marriage almost universal
and as a life-long
relationship but with high
extra-marital sexual activity.

M : 77%
(Ever engaged
in ems in lifetime)

M : 50%
(Going to
CSW often a
group activity)

SubSaharan
AFRICA

Multiple patterns (life-long
stable monogamy + polygyny + short-term stable
relationship.
[WHO-GPA definition of
Marriage = relationship
lasting for one year or likely
to last for one year.]

M : 8-47%
(Multiple partners in previous
one year)

-

Sources: Leigh et al., 1993; Carael et al., 1995; Deepak 1998.
[Table presented earlier, Priya 2000, 2001]

The other industrialised countries, especially the Scandinavian,
with much lower HIV levels, apparently have more ‘responsible
sexuality’ even though they have as much, if not more, of ‘openness’
about sexuality and serially changing partners. As societal values
and prevailing discourse, the notions of social welfare and social
responsibility are stronger in these countries as compared to the USA
– which seems a plausible explanation for the difference. Several
studies, such as of Gilligan (1996), demonstrate the links between
inequality, humiliation or loss of face and violence against women.
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The denial of social responsibility and caring in social
relationships is linked with the culture of unrestrained consumption
and the commodification of sexuality to create vulnerability of both
men and women to HIV. The extent to which social structures and
cultures in a society generate these ‘value-free’ notions seems to
determine the vulnerability of that society to HIV. This complex web
of factors defines the culture of societies with market driven, consumer
economies low on social welfare, with little moderating effect of
collective responsibility for people’s welfare, whether in high or low
income countries. Collective responsibility is expressed both through
the state which is supposed to act in favour of the weaker sections
and social support structures. ‘Social cohesion’ has been suggested as
a possible protection against HIV, emphasising the role of the social
support structures (Barnett & Whiteside 2002).

Working Conditions and Migration

Migration has been recognised as another significant factor
increasing sexual activity outside marriage and thereby vulnerability
to HIV. Since there are no studies comparing the behaviour pattern
of migrant and non-migrant labour, it is difficult to find supporting
evidence. However, what the studies among migrant labour in India
do illustrate is that in all likelihood, single male migration does
increase commercial sex or other sexual activity outside marriage.
The vulnerability is often explained by male-only migration leading
to extra-marital sexual activity, both because the spouse is not there
for long periods and because community pressure/constraints are
left behind. Yet, what is striking, is that the majority of single male
migrants maintain their monogamous state.
What appears to be an important issue that is generally ignored, is
the working conditions to which people migrate. Since the migration of
professional classes is more often with the nuclear family, what causes
‘male only’ migration among manual workers? Migration to abysmal
housing conditions and the lack of means of livelihood for women at
the place of migration seem to be part of the reason. Perception of risk
to health and survival, which influences the acceptance of safe sex
messages, is also a function of the group’s life experience. Workers in
hazardous industries where grievous injury and death are frequent
occurrences are socialised to cope with the situation by being told
that ‘it is manly to take risks’. Once this belief shapes self-identity, risk
perception in other spheres is blunted as well (Singh 1999). ‘Unsafe
sex’ is then a meaningless warning.
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Whatever the extent of vulnerability that migration adds to each
migrant, its societal impact depends on the extent of migration itself.
This phenomenon relates to larger issues of economic structure. Why
is migration of workers occurring on such a large scale? Worsening of
the agricultural economy and regional disparity within the country
has been increasing migration since the 1990s, both rural-urban and
rural-rural. Regional disparity within the country led migration since
the turn of the 20th century at varying rates, both rural-urban and
rural-rural. Contracted labour and worsening labour conditions are
further adding to the conditions of vulnerability.
Thus, it is not poverty or migration or gender differences per se that
are the vulnerability factors. It is their further correlates – disparity,
living and working conditions of the migrants and the perception of
gender relationships that make the countries of the south, the poor
anywhere and women vulnerable to HIV. Vulnerability is also high
on the other side of the disparity equation, for the higher income
countries, the middle class and men. They form two sides of the same
coin and thus both have to be addressed simultaneously.

Medical Transmission of HIV

Discussion on the iatrogenic transmission of HIV has been largely
restricted to blood and blood product transfusion. The high degree
of use of injections and intra-venous drips, and the gross neglect of
basic safety procedures by health care deliverers at all levels and in
all sectors of the medical service system, is well-known. Yet the only
public recognition of patient-to-patient transfer of infection has been
the awareness campaign/marketing for use of disposable needles,
syringes and other equipment. WHO documents and other technical
literature also reiterate the need for practicing basic universal safety
and antiseptic procedures in all medical interventions as a means of
prevention of AIDS, but the possibility of medical transmission of
HIV (other than through blood transfusion) had been underplayed,
leading to no data collection or analysis, despite warnings by public
health analysts (Priya 1994).
The possible risk of HIV transmission through medical procedures,
other than blood transfusions, can be estimated by an assessment
of:
(1)
Number of invasive medical procedures per day – blood
transfusions and dialysis, i-m and i-v injections, i-v drips, minor
surgery such as incising boils and dressing wounds, etc.
(2)
Number of invasive medical procedures performed by the
different service providers – public and private, at primary,
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(3)

secondary and tertiary levels, by qualified and unqualified
doctors.
Proportion that is conducted in an unsafe manner in each of
these settings.

Multiplying the number of procedures by the proportion that is
conducted in an unsafe manner in each setting provides a risk estimate.
Even without the numerical calculation, this discussion of parameters
demonstrates the high levels of transmission possibly occurring
through medical services in several third world countries. WHO has
estimated that 5% HIV transmission occurs through injections, while
some studies place it at 20-40% for Africa (Gisselquist et al., 2003).

Implications for the HIV Epidemic in India

Despite India’s exceedingly high proportion of population below the
poverty line, relative to the other countries it has a low disparity between
the richest 10% and the poorest 10% (Table 6). Its growth rate of GDP and
rate of urbanisation have been gradual and steady. Its economy has been
fairly self-reliant, with export being a small proportion of the GDP. Its social
development indices relative to its income are poor, but not as bad as many
of the wealthier countries. It is these ‘strengths’ of our society and its
development since Independence that have acted as a bulwark
against HIV. It is with this background that we must understand
sexual behaviour patterns.
When we compare the scene with information available on
sexual norms and behaviour in other societies, Indian society still
seems to be “conservative” and the sexual restraint maintained is of
a higher order. Whether compared with the industrialised West, the
African situation or closer home, Thailand, the socialisation against
transient multi-partner relationships is much greater in India. The
impact of this is evident in the HIV infection rates in these respective
areas.
This is not to say that AIDS is not a public health problem in India,
but rather that it may necessitate a different perspective for designing
interventions. 20% of young males engaging in activities that can
transmit HIV, the high level resorting to CSWs in some pockets, e.g.,
among migrant workers in Chennai and college students in Mumbai
(Weiss & Rao-Gupta 1998), the levels of prevalence of extramarital sex
(10-30% by different studies), and the high level of STDs (about 1-3% of
VDRL positivity for syphilis) are not epidemiologically insignificant.
A prevalence of 0.5-0.7% of HIV infection in the 15-29 year age group
implies immense suffering which must not be ignored, but neither
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should the suffering be compounded by the intended or unintended
impact of the measures to deal with the problem.
In the USA (and European countries) where sexual activity outside
marriage and changing partners is the norm or socially accepted,
it is logical to make condom promotion the primary measure for
prevention. In countries like India where multipartner sex is not
the norm, but changes are occurring such that ‘risky behaviours’ be
adopted more often, the primary prevention strategy must certainly
be designed differently (Fig. 3). It must have a double-pronged
approach, simultaneously giving consideration to both the majority
and the minority.
Figure 3

Optional Intervention Strategies

Monogamous Proportion Among Young Males
Proportion Engaging In Multiple Partner Sexual Behaviour
PROMOTING CONDOM USE
+
PREACHING MONOGAMY
25%

U.S.A.

70– 80%

INDIA

STRENGTHENING
DETERMINANTS OF
RESPONSIBLE SEXUAL
BEHAVIOURS

The strategic approach should be one which considers all three
parts of sexual behaviour patterns influencing the epidemiology of
AIDS in India - the prevailing levels of monogamous relationships, the
extent and nature of sexual activity outside marriage, and the nature
of changes currently occurring in sexual behaviours. With the overall
approach being to identify and strengthen the positive tendencies in
the social context (Fig. 3), some specific issues must be addressed:(1)
Conversion of members from one group to the other, i.e., from
‘monogamous to multi-partner’ and vice-versa.
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(2)
(3)
(4)
(5)
(6)

Interaction between the two groups.
Impact of measures targeted at one group on the other, e.g., of
condom promotion on the monogamous.
Factors allowing the monogamous to remain so and factors
leading to more partners.
Devising measures to strengthen the positive factors which
maintain monogamy, e.g., community and family ties.
Devising measures to counter the negative factors, e.g.,
provision of better housing, living and working conditions
to migrant labour so that whole families can migrate instead
of just the earning male, countering the commodification of
sex by generating a social and not merely an individualised
perspective about gender relationships.

The Dilemma of Social Responsibility Vs. Individual Freedom –
‘Social responsibility’ is often perceived as a notion that undermines
‘individual freedom’. However, if it is viewed in terms of respecting
the human rights of others and allowing their individual freedom,
then it becomes an essential concept for minimising suffering from
AIDS control.
It is important to consider here the implications of any
interventions in diverse contexts. For instance, legalisation of
sex work as an occupation in Holland may be positive in terms of
human rights, as levels of practice of social responsibility are high In
India the implication would be an official sanction to irresponsible
sexual behaviour and increase the exploitation of women. That the
Scandinavian countries have the lowest HIV positivity rates in the
developed world (0.05% in Finland) while the USA has the highest
(0.8%) is no chance phenomenon (data from UNAIDS/WHO 2000). It
is associated with, and likely to be a reflection of, high levels of social
responsibility indicated by (and nurtured by) a highly effective social
welfare system.
‘Awareness’ Leading to Greater Risk or Socialisation for
Responsibility? - In the cultural context of India, the use of terms like
‘safe sex’ and ‘safer sex’ shifts the image of the relationship from one
with ‘social responsibility’ to merely ‘biological safety’ through use
of a condom. However, condom use can only be a secondary line of
prevention against sexual transmission because:
(a)
it is of use only for the minority who engage in multiple sexual
relationships,
(b)
its limitation that it cannot be enforced by women,
(c)
couples who want to conceive cannot use it, and
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(d)

uncertain availability, cost, quality and variable skill of users
detracts from its protective efficacy.

Therefore, AIDS education or sex-education messages must
consciously emphasise the social and emotional dimensions of sexual
relationships in addition to the physiological. If instead of using the
existing positive socio-cultural characteristics, as they are undermined,
will it mean prevention or promotion of the spread of HIV in the long
term? Advertisements, TV serials and other such mass media have
been promoting the commodification of sex in recent years. In this
age of liberalisation and globalisation, both material consumerism
and sex consumerism are being promoted. Unfortunately, the AIDS
control programme has pandered to and further contributed to the
latter social trend (Bhaiya & Kapur 1994; Scheper-Hughes 1994; Priya
1996).
The Paradox of Conflict of Interest Between the ‘Vulnerables’ Another vital issue raised by the BSS report of the AIDS Prevention
and Care (APAC) project in Tamil Nadu, is the perceived conflict
of interests between different ‘vulnerable’ groups generated by the
otherwise positive outcomes of the interventions. As the recourse
to paid sex decreased, the average number of clients of women
in prostitution declined from 2.5 to 2 per day. If the culmination of
empowerment of the women in prostitution/commercial sex work
is seen in their unionisation and legalisation as a profession (as, for
example, by the best model of empowering CSWs at Sonagachhi),
then this will be viewed as a direct attack on their livelihood, even
while it is a clearly positive outcome from the point of view of the
wives of their clients, and of the prevention of spread of HIV to the
men as well! The APAC report documents such a protest by women
in prostitution (APAC 2000). What macro perspective, cutting across
both groups of women, will prevent one set of vulnerable/exploited
women from being pitted against the other?
Recognising the common exploitation of both sets of women by
the irresponsible expression of male sexuality provides the bridge
between them. This recognition of exploitation must, therefore, be a
part of their awareness. Further, the social basis of the irresponsible
expression of male sexuality and its impact, equally or in fact even
more lethally, on the men (as they have higher prevalence of AIDS
or incidence of HIV?) provides a common ground for considering
vulnerability of both sexes. Mutually Responsible Sexuality has,
therefore, to be the macro perspective. At the same time, it has to be
ensured that this perspective does not act negatively on women and
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on individual freedoms by coercive social controls and oppressive
family structures.

An Inter-State Analysis

While a generalised analysis has been made for ‘sexual behaviour
patterns in India’ it needs to be clearly recognised that there is
great diversity in social norms within Indian society – for example,
between rural and urban populations, between different caste groups,
tribal and non-tribal groups, between different tribal groups. These
differences are important to identify so as to examine the existing
factors that can be harnessed to promote and plan AIDS control
activities appropriately.
The differences in prevalence of HIV seropositivity between Indian
states allows us to examine if the determinants identified by the intercountry analysis are valid in this context as well (Table 9). As of now
we are not aware of the peak levels that will be reached in several
northern and eastern states. Based on the levels in the southern and
western states where the epidemic is well-established, we find that
they have higher HIV prevalence with relatively high rapid economic
development, greater disparity (column d) and greater consumption
expenditure (except the states of Manipur and Nagaland where chronic
conflict and the ‘golden triangle’ of drug production and channelling
create special conditions). Are these the conditions that generate the
epidemic and then pass it on to the poorer states? With growth of
industry and service sectors as well as ‘industrialisation’ of agriculture
in these states, they draw labour from other states. Therefore, is inmigration per se an adequate explanation for the high rates in these
states, with the poor working and living conditions for labour and the
lack of the ‘community’ of origin? Or are local populations similarly
affected?
One finds that these states are not high on the HDI scale and, if
we consider their HDI rank in relation to their rank in state domestic
product, their achievement is a zero or negative balance. States like
Punjab with highest growth, and Kerala with highest HDI, show better
achievement, but even more striking is the better HDI performance
relative to economic produce of the poorer eastern and northern states
(column f). These indicators seem to corroborate conclusions of the
inter-country analysis. Further, the data on ‘suicides as cause of death’
and on ‘non-regular sexual partners in last one year’ demonstrates the
association of these ‘personal’ outcomes with HIV, the high HIV states
ranking high on at least one of these (columns g and i).
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Table 9
State Ranking of Selected Indicators
State

Maharashtra
Tamil
Nadu
Andhra
Pradesh
Karnataka
Gujarat
Kerala
Punjab
Haryana
Himachal
Pradesh
Rajasthan
Madhya
Pradesh
Uttar
Pradesh
West
Bengal
Orissa
Bihar
Assam

Growth Poverty
Head
Count
Index

State
GDP

c-b

HDI c-e BSS

HIV
Suicide
Prevalence
as
Level
Cause
of
Death
(h)
(i)
STD ANC

(a)

(b)

(c)

(d)

(e)

(f)

(g)

2

13

3

-10

3

0

2

2

2

6

1

10

9

-1

9

0

16

3

4

1

12

7

5

-2

10

-5

1

1

1

5

9

12

6

-6

8

-2

13

4

3

8

5
3
6
7

14
5
2
3

4
10
1
2

-10
+5
-1
-1

5
1
2
4

-1
+9
-1
-2

4
10
9
12

9
8
27
12

8
19
10
-

4
3
11
7

8

1

8

+7

7

+1

17

24

9

-

4

8

11

+3

13

-2

19

11

14

10

14

15

13

-2

15

-2

3

17

18

12

13

6

15

+9

16

-1

14

16

15

2

10

9

7

-2

6

+1

20

15

11

-

15
16
11

4
16
11

14
16
12

+10
0
+1

12
14
11

+2
+2
+1

18
7
11

13
23
22

12
20
-

9
13
-

Sources: Growth, PHCI and State GDP - based on data from Planning
Commission 1998; HDI Ranking - Shiva Kumar 1996; BSS - NACO 2001b;
HIV Prevalence - NACO 2001a; Suicides - NCRB 1997.

The suicide rate indicates a loss of well-being at the personal
level. That this is embedded in the wider societal context has been
amply demonstrated in sociological literature (Durkheim 1951), but
what is it in the social context that leads to higher suicide rates in the
better-off states? It is not only the states with high HIV infection that
have high suicide rates, but also Kerala among the southern states.
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The southern and western states have shown suicide and burns high
on the causes of death since at least 1990. For the northern states,
high suicide rates are more recent and still relatively low. One
explanation is that, as socio-economic status improves, aspirations
rise and so dissatisfaction surfaces (just as self-perceived reporting
of illness increases when health status of a population improves).
However, among the better-off states, Punjab continues to have
the suicide rate low as cause of death. It also has low poverty and
primarily has an agricultural base for its economic growth, unlike
the southern and western states. Can this be interpreted to show that
if the increase in aspirations is in tune with the social realities, wellbeing is enhanced? Can we take this to mean that there has to be an
‘optimality of aspirations’? The consumerist lifestyle being created
by globalisation for a small elite section in the ‘developing’ countries
leaves the majority with a mirage of ‘modern development’, and loss
of self-esteem on failure to achieve it?
What will the HIV levels be in the poorer states? Will they be worse
due to vulnerability of poverty (e.g., in Bihar and Uttar Pradesh)?
Or will they be saved by a greater display of Social Responsibility
by the state and less Disparity, as in Kerala and West Bengal? Could
the impact of poverty be mitigated by low disparity and a low
consumption culture with strong social ties, as in rural Rajasthan and
Orissa? Or will such social bulwarks break down under the weight of
‘globalised development’?

Forecasting the Possibilities

As the epidemic is still in an early phase in many parts of the
country, the all-India prevalence rate will continue to rise even as
incidence decreases in the presently high prevalence areas. It is likely
to stabilise in another 5-10 years. The level at which this happens will
depend upon the wider social conditions and the impact of AIDS
control efforts. The history of communicable diseases, whether it be
tuberculosis, syphilis, influenza or malaria, tells us of the significant
influence of larger socio-economic, cultural and general morbidity
conditions. The possible scenario for HIV transmitting behaviours can
be analysed futuristically by examining the trends in determinants of
sexual and medical transmission. While this requires a more detailed
exercise, taking all the diversity into account, a brief speculative
exercise is being undertaken here, outlining the parameters to be
considered.
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Trends in Sexual Behaviour Patterns

Statistical epidemiological models for generating projections of the
future of the epidemic have used the following factors as those which
influence extent of sexual spread of HIV (May & Anderson 1987;
Isham 1988; Schall 1990) –
(1)
the average number of partners per unit time,
(2)
the average rate of acquiring new partners,
(3)
the distribution of partner change in the population, and
(4)
the pattern of partner choice and interaction between members
of different sexual behaviour groups, e.g., between those who
visit CSWs and their other partners.
With India’s shift from a predominantly agricultural, low
subsistence and low consumption economy and a community based
social structure, to an industrially developing nation with urbanisation,
migration and the breakdown of rural economies and communities,
there have been shifts in social values and world views. The degree
and nature of this impact have been varied across different sections.
The weakening of earlier forms of social and community controls
have allowed greater individual freedom, releasing the stifling
controls on some sections of men and women. At the same time, the
stranglehold of the upper caste/class, male hegemony continues in
a large part. Women’s aspirations and assertion of autonomy and
rights has increased, but the backlash is also evident. Conditions of
women of most sections seem to have worsened relative to the males,
e.g., as reflected by the decline in number of females per 1,000 males
in the population even though the mortality rates for both men and
women have progressively improved. As the benefits accrue more to
the males, the gap widens, tilting the power equation even further in
favour of males.
Among the urban elite and middle class, there is increasing loosening
of social constraints and aggressive expression of individual freedom.
Against the existing background of extremely low consumption levels
and high social controls, the legitimate desire for improving quality
of life and for expression of individual freedom is finding its route to
fulfilment through a higher standard of consumption of commodities
and flouting social norms to attain hedonistic pleasures. This form of
‘fulfilment’ is being promoted by commercial interests and is also seen
as a ‘cultural onslaught’ of the industrialised west as part of its neoimperialist designs. As a part of this trend, multiple sexual partners/
relationships are on the increase in small and big towns.
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As high consumption lifestyles have spread to a larger proportion,
they have also raised aspirations of other sections of society, even
while the consumption gap between the top and bottom sections has
increased. The gap between material aspirations and socio-economic
status has led to distortions such as the spread of corruption, rise of the
mafia, dowry deaths, etc. Similarly, there has been a rise in desires for
‘consuming’ sexual experience and pleasures. Yet, given the existing
nature of family structure and gender relationships and the level of
living conditions including housing of the majority, these are not
possible for them to fulfil through socially legitimate relationships.
Together with the loosening of community ties, the decline of selfrestraint and shared norms for respecting other’s rights, has led to
a rise in sexual assaults on women and even the girl child. These
gross perversions of sexuality of men are indicative of shifts in social
behaviour. Increasing prostitution reveals the increasing demand for
commercial sex. All these changes are most conducive to the spread
of AIDS.

Trends in Quality of Health Services

The economic policies since 1991 have led to a decline in the
budgetary allocation to health. There is now promise of a marginal
increase only. Within the health sector, ‘reforms’ are depleting the
general health services of resources, focusing more on specific disease
control programmes. Quality of services available to the majority is
thereby likely to worsen. The shift from public sector services to private
sector services is clear: only 19% of outdoor patients and 45% of indoor
patients were utilising public institutions in 1996 (Iyer & Sen 2000). The
quality of care regarding practice of universal precautions is known
to be poor within the ‘for-profit’ sector, even while there is a wide
range within it. Large sections of the 81% outdoor patients resorting
to the private sector are not even going to formal system institutions.
Several cases have appeared in the media highlighting the risk of HIV
transmission by a private practitioner providing services to the poor.
The increasing malpractice, over-prescription of medicines and
injections is well-known. While there does appear to be a decline in
the prescribing of unnecessary injections by formal sector providers
in some urban areas due to the perceived risk of HIV, it remains to
be seen how far behaviour change will occur in this regard across
the services and the country. As the consumerist thrust of economic
policies and the marketing strategies of pharmaceutical and medical
equipment industries continue and increase, the risks of iatrogenic
transmission could possibly increase.
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If this direction of economic, social and health service development
policies continues, an intermediate level of HIV prevalence is likely to
continue at an aggregate level, with pockets of high levels erupting
periodically. The situation could even worsen if stigma towards HIV
positive persons remains unchecked, and if attitudes of intolerance
within the population become more entrenched. There is little hope
of an effective vaccine given the rapidly changing nature of the virus
and the limits of immunology at present. Prophylactic chemotherapy
seems an irrelevant thought at the present stage of anti-retroviral drug
development. Specific AIDS control efforts, if better contextualised,
may bring the peak of the epidemic to a marginally lower level and affect
the endemicity level somewhat more substantially. Development of
better and cheaper anti-retroviral drug regimens may prolong latency
periods in those able to access them regularly, but conversion to AIDS
will continue to be high if the high level of ‘triggers’, malnutrition and
infectious disease loads, continue along with the deteriorating health
service systems.
The awareness of HIV and resultant behaviour change to lower
transmission risks or to delay manifestation of HIV infection once it is
contracted, will happen only to the extent that the larger environment
allows it to happen. We can hope for attaining and sustaining low
endemicity levels and prolonging the latency period IF conditions
change such that there is:
•• security about basic survival needs of all,
•• life-options for self-fulfilment increase for the majority,
•• gender relationships are reshaped in favour of greater equality
and mutual respect, and
•• social values towards an optimal balance between self restraint
and individual freedom.
Improved functioning of health services would help by decreasing
opportunistic infections and minimizing medical transmission. Policy
makers must look at these links of AIDS with people’s well-being
in mind. Otherwise, AIDS control efforts will remain fire-fighting
measures that appear to be winning some battles, but are constantly
losing the war.
Over the years, as the pool of people with natural resistance against
HIV infection increases, severity of AIDS manifestation as well as
incidence will decrease as a consequence of natural adaptive processes.
Also, at work will be processes of cultural adaptation by communities
facing its onslaught. Identifying, supporting and enhancing the
spontaneous adaptive processes in keeping with human rights and
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dignity may be, epidemiologically, the most effective approach for
AIDS control interventions.

Conclusion

The epidemic is bound by its natural history to wane after a
continuing rise over the next 5-10 years. The magnitude of the peak
of the epidemic will be determined by the level of systemic and
individual factors that cause the vulnerability of different sections to
HIV. Lowering the peak of HIV prevalence, reducing the time taken
to begin the decline and prolonging the period from HIV infection to
AIDS are the challenges for AIDS control.
Recognising the natural history of HIV infections and AIDS and
its links with societal context is crucial for a realistic perspective.
Knowing the nature of the causative organism and factors influencing
progression of the disease in an individual is important for diagnosis
of the infected and for preventing conversion of the HIV infected to
manifest AIDS.
In order to understand the dynamics of the epidemic in any society
and intervening in it, several concepts that have been highlighted
from this analysis are:
(i)
The diversity of the epidemic. Based on this, specific suggestions
have been made for strengthening the HIV surveillance system,
and for a shift in the perspective with which intervention
strategies are designed.
(ii)
Economic disparity as the crucial social factor creating
vulnerability to HIV (in addition to the concept of poverty).
(iii) Gender ‘relationships’ as crucial (in addition to the currently
popular forms of women’s ‘empowerment’).
(iv) Conditions of living and working of migrants (rather than any
kind of migration).
(v)
Extent of medical transmission as an outcome of the degree of
sense of ‘social responsibility’ of the health service system.
Putting together the inter-country analysis and natural history
of epidemics shows that if we can build upon our strengths, further
decrease the disparities, and strengthen the rural base of our economy,
we will be bolstering our bulwark against HIV. Assured livelihood,
housing, food, education and health care can provide the base of a
caring, secure, responsible society. The Indian economy still has this
capacity. Galvanizing all sections towards this task is one political
challenge. However, with our low income base, such a development
would be feasible only with an accompanying culture of restraint
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on unnecessary consumption. That is even more of a political
challenge.
Against such an ‘enabling environment’, AIDS control efforts
can bear fruit in a sustained manner. Conditions will then be more
conducive for responsible sexual relationships. Risk perception and
the response to it can shift to ‘safer’ levels. More community support
will be forthcoming for AIDS affected persons, and pressure for more
responsible health services will lead to better medical care for them.
Without this ‘enabling environment’, coercion, stigma and
isolationist approaches will continue. Over time, and after a lot of
social suffering of the HIV affected, a ‘normalisation’ of the disease
will occur. Just as for tuberculosis, what this means is that the betteroff will develop their barriers to it while the poor will continue to
battle, suffer and die. Periodically, nemesis comes for the better-off.
Then another flurry of ‘evaluating’ and ‘redesigning’ AIDS control
activities will start.
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Appendix – 1
Comparative HIV Estimates by Gender and Urban /Rural Distribution
2000-2005
Year
Total estimated HIV
infection
(In Millions)

2000

2001

2002

2003

2004

2005

3.86

3.97

4.58

5.10

5.13

5.21

Population (Adult)

517.09

528.35

537.90

HIV prevalence (%)

0.75

0.75

0.85

549.10 560.29
0.93

0.92

571.76
0.91

Gender-wise Distribution
Infected males

1.94
(60.2)*

2.04
(61.5)

2.58
3.22
3.13
(68.14) (63.06) (61.1)

3.18
(61.0)

Infected females

1.24
(39.8)

1.24
(38.5)

1.21
1.89
2.00
(31.86) (36.94) (38.9)

2.03
(39.0)

Urban/Rural Distribution
Infection in urban
areas

2.45
(75.9)

2.54
(76.8)

2.683
2.046
2.17
(70.77) (40.07) (42.4)

2.16
(41.3)

Infection in rural
areas

0.74
(24.1)

0.74
(23.2)

1.11
3.06
2.96
(29.23) (59.93) (57.6)

3.05
(58.7)

Source: NACO 2006
* Figures in brackets are percentages of the total estimated no. of persons
with HIV infection.
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Method of Computation of HIV Estimate for India
Sl. Slate/UT
No.

Nos.
male
urban
population

Male
urban
STD
rate
(%)

1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25.
26
27
28
29
30
31
32

10475.900
4706.100
5967.000
6184.200
216.500
103.100
197.400
1413.100
4963.900
196.900
29.000
62.800
851.400
211.100
16.200
3227.300
161.500
6181.800
149.800
2672.900
5318.500
116.400
1567.700
2053.800
3399.400
16.700
160.100
9353.400
3700.700
639.800
4.900
11.300
74330.600

10.000
10.000
10.000
10.000
10.000
10.000
7.000
7.000
7.000
7.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000

Maharashtra
Karnataka
Andhra P.
Tamil Nadu
Manipur
Nagaland
Goa
Haryana
Gujarat
Pondicherry
Andaman & Nic
Arunachal P.
Assam
Chandigarh
Daman & Diu
Delhi
Himachal P.
West Bengal
Mizoram
Kerala
Madhya P.
Meghalaya
Orissa
Punjab
Rajasthan
Sikkim
Tripura
Uttar P.
Bihar
J&K
Dadra & NH
Lakshadweep
Total

Nos. male
urban
STD
patients

1047.590
470.610
596.700
618.420
21.650
10.310
13.818
98.917
347.473
13.783
1.450
3.140
42.570
10.555
0.810
161.365
8.075
309.090
7.490
133.645
265.925
5.820
78.385
102.690
169.970
0.835
8.005
467.670
185.035
31.990
0.245
0.565
5234.596

Male
Nos. male
urban
urban HIV
HIV rate
infected
in STD
among STD
patients
patients
(%)
20.000
209.518
15.537
73.119
29.508
176.074
10.400
64.316
12.000
2.598
4.400
0.454
13.471
1.861
5.263
5.206
6.720
23.350
5.800
0.799
0.400
0.006
0.280
0.009
2.439
1.038
1.771
0.187
0.280
0.002
0.800
1.291
0.390
0.031
1.418
4.383
1.546
0.116
3.225
4.310
0.200
0.532
0.280
0.016
1.200
0.941
2.019
2.073
3.200
5.439
0.280
0.002
0.809
0.065
1.400
6.547
0.600
1.110
1.162
0.372
0.280
0.001
0.280
0.002
585.768

Middle bound of the 95% confidence interval have been applied in States with “0”
prevalence in both STD and ANC.
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Appendix – 2

(1999 Figures in Thousands)
Nos.
male
urban
general
population
9428.310
4235.490
5370.300
5565.780
194.850
92.790
183.582
1314.183
4616.427
183.117
27.550
59.660
808.830
200.545
15.390
3065.935
153.425
5872.710
142.310
2539.255
5052.575
110.580
1489.315
1951.110
3229.430
15.865
152.095
8885.730
3515.665
607.810
4.655
10.735
69096.004

Male ur- Nos. male
Total
ban HIV urban HIV
nos.
rate in
infected
male
general
among
urban
populageneral
with
tion (%) population
HIV
2.550
240.422 449.940
1.150
48.691 121.810
3.150
169.164 345.239
1.200
66.789 131.105
2.700
5.261
7.859
1.654
1.534
1.988
1.500
2.754
4.615
0.510
6.702
11.908
0.760
35.085
58.435
1.750
3.205
4.004
0.510
0.141
0.146
1.200
0.716
0.725
0.510
4.125
5.163
2.250
4.512
4.699
0.390
0.060
0.062
0.750
22.995
24.285
0.729
1.118
1.150
0.375
22.023
26.406
1.500
2.135
2.250
0.510
12.950
17.260
0.750
37.894
38.426
0.732
0.809
0.826
0.375
5.585
6.526
1.116
21.774
23.848
1.125
36.331
41.770
0.300
0.048
0.050
0.510
0.776
0.840
0.720
63.977
70.525
0.510
17.930
19.040
0.510
3.100
3.472
0.510
0.024
0.024
1.800
0.193
0.195
838.823 1424.592

Nos.
female
urban
population
9220.600
4399.500
5762.400
6121.400
221.400
85.600
193.400
1236.500
4490.700
202.700
23.600
56.600
738.300
180.600
17.700
2850.200
148.600
5455.600
148.100
2802.400
4764.500
115.600
1404.200
1821.800
2965.500
13.300
162.900
8262.300
3251.200
602.700
4.400
10.800
67735.100

Female
urban
STD
rate
(%)
10.000
10.000
10.000
10.000
10.000
10.000
7.000
7.000
7.000
7.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5,000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000
5.000

Nos.
female
urban
STD
patients
922.060
439.950
576.240
612.140
22.140
8.560
13.538
86.555
314.349
14.189
1.180
2.830
36.915
9.030
0.885
142.510
7.430
272.780
7.405
140.120
238.225
5,780
70.210
91.090
148.275
0.665
8.145
413.115
162.560
30.135
0.220
0.540
4799.766

Female
urban
HIV rate
in STD
patients
(%)
16.600
12.896
24.492
8.632
9.960
3.652
6.736
2.632
3.360
2.900
0.132
0.092
0.805
0.584
0.092
0.264
0.129
0.468
0.510
1.064
0.066
0.092
0.396
0.666
1.056
0.092
0.267
0.462
0.198
0.383
0.092
0.092

Contd. 2/3
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HIV Estimate for India
Sl.
No.

State/UT

1

Maharashtra

2

Karnataka

56.735 3959.550

0.958

37.932

94.667

0.777 9164.400

3

Andhra P.

141.131 5186.160

2.625

136.137

277.267

0.803 13863.300

4

Tamil Nadu

52.840 5509.260

1.000

55.093

107.933

0.823 10757.100

5

Manipur

2.205

199.260

2.250

4.483

6.688

0.851

398.700

6

Nagaland

0.313

77.040

1.378

1.062

1.374

0.691

323.100

7

Goa

0.912

179.862

0.750

1.349

2.261

0.490

190.000

8

Haryana

2.278 1149.945

0.170

1.955

4.233

0.355 3862.900

9

Gujarat

10.562 4176.351

0.380

15.870

26.432

0.452 8283.900

10

Pondicherry

0.411

188.511

0.875

1.649

2.061

0.515

11

And. & Nic

0.002

22.420

0.170

0.038

0.040

0.271

72.200

12

Arunachal P.

0.003

53.770

0.400

0.215

0.218

0.300

243.000

13

Assam

0.297

701.385

0.170

1.192

1.489

0.288 6015.200

14

Chandigarh

0.053

171.570

0.750

1.287

1.340

0.285

15

Daman & Diu

0.001

16.815

0.130

0.022

0.023

0.364

17.700

16

Delhi

0.376 2707.690

0.250

6.769

7.145

0.294

384.000

17

Himachal P.

0.010

141.170

0.243

0.343

0.353

0.307 1460.700

18

West Bengal

1.276 5182.820

0.125

6.479

7.755

0.294 15397.000

19

Mizoram

0.038

140.695

0.500

0.703

0.741

0.329

20

Kerala

1.491 2662.280

0.170

4.526

6.017

0.349 6172.900

21

Madhya P.

0.157 4526.275

0.250

11.316

11.473

0.299 14790.400

22

Meghalaya

0.005

109.820

0.244

0.268

0.273

0.331

23

Orissa

0.278 1333.990

0.125

1.667

1.946

0.298 7690.600

24

Punjab

0.607 1730.710

0.372

6.438

7.045

0.295 4446.200

25

Rajasthan

1.566 2817.225

0.375

10.565

12.130

0.290 10025.600

26

Sikkim

0.001

12.635

0.100

0.013

0.013

0.265

125.200

27

Tripura

0.022

154.755

0.170

0.263

0.285

0.339

767.900

28

Uttar P.

1.909 7849.185

0.240

18.838

20.747

0.294 32971.400

29

Bihar

0.322 3088.640

0.170

5.251

5.573

0.293 20920.900

30

J&K

0.116

572.565

0.170

0.973

1.089

0.314 1826.000

31

Dadra & NH

0.000

4.180

0.170

0.007

0.007

0.299

32

Lakshadweep

0.000

10.260

0.600

0.062

0.062

0.319

Total

Nos.
Nos.
female
female
urban
urban
HIV
general
infected populatamong
ion
STD
patients
153.062 8298.540

62935.334

Female
Nos.
Total Urban
Nos.
urban
female
nos.
male
male
HIV
urban HIV female
to
rural
rate in
infected
urban female populageneral
among
with
HIV
tion
popula- general
HIV
ratio
tion (%) population
2.125
176.344 329.406 0.732 14099.900

509.109 938.0856

70.700

25.500

86.400

477.300

41.700
5.900
184977.70
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Appendix – 2 (Contd.)

(1999 Figures in Thousands)
Male Nos. male
Male Nos. male Nos. male Male rural Nos. male
rural rural STD
rural
rural HIV rural general HIV rate rural HIV
STD rate patients HIV rate infected population in general infected
(%)
in STD
among
population among
patients
STD
(%)
general
(%)
patients
population

Total
nos.
male
rural
with
HIV

5.000

704.995

6.600

46.530

13394.905

0.319

42.696

5.000

458.220

5.127

23.494

8706.180

0.144

12.511

89.226
36.005

5.000

693.165

9.738

67.498

13170.135

0.394

51.857

119.355

5.000

537.855

3.432

18.459

10219.245

0.150

15.329

33.788

5.000

19.935

3.960

0.789

378.765

0.338

1.278

2.068

5.000

16.155

1.452

0.235

307.000

0.207

0.635

0.869

5.000

9.500

4.445

0.422

180.500

0.188

0.338

0.761

5.000

193.145

1.737

3.355

3669.755

0.064

2.339

5.694

5.000

414.195

2.218

9.185

7869.705

0.095

7.476

16.661

5.000

3.535

1.914

0.068

67.165

0.219

0.147

0.215

5.000

3.610

0.132

0.005

68.590

0.064

0.044

0.048

5.000

12.150

0.092

0.011

230.850

0.150

0.346

0.358

5.000

300.760

0.805

2.421

5714.440

0.064

3.643

6.064

5.000

1.275

0.584

0.007

24.225

0.281

0.068

0.076

5.000

0.885

0.092

0.001

16.815

0.049

0.008

0.009

5.000

19.200

0.264

0.051

364.800

0.094

0.342

0.393

5.000

73.035

0.129

0.094

1387.665

0.091

1.265

1.359

5.000

769.850

0.468

3.602

14627.150

0.047

6.856

10.459

5.000

4.320

0.510

0.022

82.080

0.188

0.154

0.176

5.000

308.645

1.064

3.285

5864.255

0.064

3.738

7.023

5.000

739.520

0.066

0.488

14050.880

0.094

13.173

13.661

5.000

23.865

0.092

0.022

453.435

0.092

0.415

0.437

5.000

384.530

0.396

1.523

7306.070

0.047

3.425

4.947

5.000

222.310

0.666

1.481

4223.890

0.140

5.892

7.374

5.000

501.280

1.056

5.294

9524.320

0.141

13.394

18.687

5.000

6.260

0.092

0.006

118.940

0.038

0.045

0.050

5.000

38.395

0.267

0.103

729.505

0.064

0.465

0.568

5.000

1648.570

0.462

7.616

31322.830

0.090

28.191

35.807

5.000

1046.045

0.198

2.071

19874.855

0.064

12.670

14.741

5.000

91.300

0.383

0.350

1734.700

0.064

1.106

1.456

5.000

2.085

0.092

0.002

39.615

0.064

0.025

0.027

5.000

0.295

0.092

0.000

5.605

0.225

0.013

0.013

198.489

175728.870

229.884

428.373
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HIV Estimate for India
Sl. State/UT
No.

1

Nos. feFeNos. Female
Nos.
Nos.
Female
male rural male female
rural
female
female rural HIV
popula- rural rural
HIV
rural
rural
rate in
tion
STD
STD
rate in
HIV
general
general
rate patients STD infected popula- popula(%)
paamong
tion
tion (%)
tients
STD
(%)
patients
Maharashtra 13381.800 5.000 669.090
5.478
36.653 12712.710
0.255

2

Karnataka

8918.000 5.000

445.900

4.256

18.976 8472.100

0.115

9.740

3

Andhra P.

13577.200 5.000

678.860

8.082

54.867 12898.340

0.315

40.630

4

Tamil Nadu

10819.700 5.000

540.985

2.849

15.410 10278.715

0.120

12.334

5

Manipur

385.200 5.000

19.260

3.287

0.633

365.940

0.270

0.988

6

Nagaland

304.500 5.000

15.225

1.205

0.183

289.000

0.165

0.478

7

Goa

193.400 5.000

9.670

2.223

0.215

183.730

0.090

0.165

8

Haryana

3327.200 5.000

166.360

0.868

1.445 3160.840

0.020

0.645

9

Gujarat

7805.900 5.000

390.295

1.109

4.328 7415.605

0.046

3.382

10

Pondicherry

68.900 5.000

3.445

0.957

0.033

65.455

0.105

0.069

11

And. & Nic

62.500 5.000

3.125

0.044

0.001

59.375

0.020

0.012

12

Arunachal P.

215.500 5.000

10.775

0.030

0.003

204.725

0.048

0.098

13

Assam

5610.000 5.000

280.500

0.266

0.745 5329.500

0.020

1.087

14

13.800 5.000

0.690

0.193

0.001

13.110

0.090

0.012

16.200 5.000

0.810

0.030

0.000

15.390

0.016

0.002

16

Chandigarh
Daman &
Diu
Delhi

288.800 5.000

14.440

0.087

0.013

274.360

0.030

0.082

17

Himachal P.

1493.700 5.000

74.685

0.042

0.032 1419.015

0.029

0.414

18

West Bengal

14075.100 5.000

703.755

0.154

1.087 13371.345

0.015

2.006

19

Mizoram

77.200 5.000

3.860

0.168

0.006

73.340

0.060

0.044

20

Kerala

6434.800 5.000

321.740

0.351

1.130

6113.060

0.020

1.247

21

Madhya P.

13725.300 5.000

686.265

0.022

0.149 13039.035

0.030

3.912

22

Meghalaya

471.800 5.000

23.590

0.030

0.007

448.210

0.029

0.131

23

Orissa

7644.200 5.000

382.210

0.131

0.499 7261.990

0.015

1.089

24

Punjab

4001.500 5.000

200.075

0.220

0.440 3801.425

0.045

1.697

25

Rajasthan

9165.700 5.000

458.285

0.348

1.597 8707.415

0.045

3.918

26

Sikkim

116.100 5.000

5.805

0.030

0.002

110.295

0.012

0.013

27

Tripura

743.900 5.000

37.195

0.088

0.033

706.705

0.020

0.144

28

Uttar P.

29091.800 5.000 1454.590

0.152

2.218 27637.210

0.029

7.960

29

Bihar

19334.700 5.000

966.735

0.065

0.632 18367.965

0.020

3.747

30

J&K

1771.200 5.000

88.560

0.127

0.112 1682.640

0.020

0.343

31

Dadra & NH
41.300 5.000
2.065
Laksha6.400 5.000
0.320
dweep
173183.300
8659.165
Total

0.030

0.001

39.235

0.020

0.008

0.000

6.080

0.072

15

32

0.030

141.451

Nos.
female
rural HIV
infected
among
general
population
32.417

0.004
128.819

Sources: 1. National AIDS Control Organisation, Govt. of India.
2. Population Projections for India and States, 1996; Registrar General of India, New Delhi.
3. Situational Analysis of HIV & Drug abuse in NE region-1998, RMRC, Dibrugarh.
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(1999 Figures in Thousands)
Total
nos.
female
rural
with
HIV

Rural Total male
male
HIV
to
female
HIV
ratio

Total
female
HIV

Nos. of HIV Number
IVDU rate in of HIV
users IVDU infected
users IVDU
(%)
uers

Grand
Total

Lower
range
(20%)

Upper
range
(20%)

69.070

0.774

539.166

398.476

-

-

-

937.642

750.114 1125.170

28.715

0.798

157.815

123.382

-

-

-

281.197

224.958

95.497

0.800

464.594

372.764

-

-

-

837.358

669.887 1004.830

27.745

0.821

164.893

135.677

-

-

-

300.570

240.456

360.684

1.621

0.784

9.927

8.310

50.000 48.800

34.500

52.736

42.189

63.284

0.661

0.761

2.857

2.036

24.700

7.563

1.853

6.746

5.397

8.095

0.380

0.500

5.376

2.641

-

-

-

8.017

6.414
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I.2

THE NATIONAL AND INTERNATIONAL ETHOS
OF PUBLIC HEALTH: CONTEXTUALISING THE
CHALLENGE OF AIDS
Imrana Qadeer

The current public health debate in India is dominated by two
major tendencies. On the one hand, guided by the World Bank and
other international donors, various experts are demanding that their
specialisations be given priority as invariably some section or the other
is affected by ailments that fall within their domain. On the other hand,
there is a scare in the upper echelons of society of the new threatening
epidemics – the potential epidemic of SARS and avian flu, the modern
plague “AIDS” and the “population explosion”. Both these tendencies
have been effectively synthesised by the Health Sector Reforms into
a plan of action that, under the proposed cuts on state investments
into health, emphasises on privatisation of medical care, population
control, and the three communicable diseases. The entire focus of the
state health services thus shifts to reproductive health, HIV and AIDS,
malaria and tuberculosis. If we look at the relative priority given to
disease control strategies over 2001-2003, HIV and AIDS remain the
biggest perceived threat (GOI 2002). Yet, far from being a success, the
National AIDS Control Organisation (NACO) seems to be still groping
and making impossible predictions: the government is reported to
have announced a policy in 2002 that aimed at containing the virus by
2007 (Walgate 2002).
Conceived within the behaviouralist framework, the above strategy
primarily focuses on changing human behaviour and promoting
safe sex. It places the responsibility on individuals and assumes that
information and education, if adequately provided, would induce
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the desired change and control HIV infection and AIDS. What the
strategy fails to realise is that behaviours are patterned by social and
economic contexts. In the Indian context, strong patriarchal structures,
combined with extremes of poverty and wealth and their consequences
– migration, prostitution, gender bias, chauvinistic male behaviour
and prevailing female vulnerability – have to be incorporated within
the framework. Within a broader framework, health services can only
be one of the components of the strategies of HIV and AIDS control.
Also, the emphasis within services cannot be on a vertical programme
for HIV and AIDS alone as people need help, not for one, but for a
set of problems that beset them. When the outcome for those at the
receiving end is ultimately the same - death and disability - dying
of one or the other, cannot be a choice. The fact that HIV and AIDS
makes a person more susceptible to other infections and also socially
vulnerable, only adds weight to the logic of comprehensive services
and not isolated interventions.
Perhaps the very lethal and threatening nature of the disease
was responsible for India’s knee jerk reaction in formulating an
aggressive policy. While the fear generated cannot be ignored, we
would like to argue that the policy response had more to do with
the overall perspective of public health that prevails rather than
the fear generated by AIDS. Anyone familiar with the history of
public health knows that diseases such as syphilis, leprosy, cholera,
plague, and tuberculosis were seen as similar threats when they first
acquired epidemic proportions. They also generated fear and led
to abandonment and ostracisation of patients. However, over time
these fears were contained not only through familiarity but also
through natural checks and balances. They were also influenced
by knowledge and human interventions that evolved with time.
While the interventions have largely been technological, there is
substantial historical evidence of linkages between socio-economic
conditions and disease status. Both tuberculosis and cholera are
good examples of this relationship (Dubos & Dubos 1952; Snow
1954).
Yet the initial approach to the problem of HIV and AIDS in India
was based primarily on a moralistic premise that justified the use of
‘fear’ and ‘punishment’. The realisations about the vulnerabilities of
the affected people, their lack of information and knowledge, and the
need for compassion came much later. By the time the limitations of
a harsh targeted approach were realised, HIV and AIDS had already
been established as a dreaded disease. The behaviouralist focus was
derived from non-Indian epidemiological models and their knowledge
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base for preventive strategies. The fast pace of growth of therapeutic
technologies distracted attention from contextual issues.
Thus, the questions that must be asked are why was knowledge
of disease behaviour and its contextual determinants not put to use?
Why were the limits of the technological imperative not appreciated?
Why were mathematical projections based on unrealistic assumptions
not challenged early enough and why did the policy makers succumb
to pressures and verticalise the National AIDS Control Programme?
These are questions that require clarity on the nature of public health
itself.
There are two broad approaches in public health. One deals with
diseases within a bio-medical perspective and is heavily dependent
upon unlimited growth of technologies. The other acknowledges the
role of human conditions in well-being and in defining the limits of
technology. The dominance of the first over the second has more to
do with larger issues of political economy rather than human needs.
To understand why India chose a narrow behaviouralist perspective
which, like the dominant bio-medical perspective, focuses on
individuals without taking a comprehensive approach, we have to
grasp the nature of official public health and its larger linkages. The
global processes at work, no doubt, influence the practice of public
health. We will, therefore, examine the international public health scene
and attempt to situate Indian public health within it. The emergent
linkages may help answer some of the questions raised above and
provide a better comprehension of our reality today. This may also
provide a basis for an alternative vision to deal with the challenge of
HIV and AIDS.

The International Context

Over time, there has been a major shift in the international attitudes
and perspectives on health. From 1948, the First World Health assembly
established a strategy for the World Health Organisation (WHO) until
the 1980s that worked towards strengthening local health systems in
the Third World (McCarthy 2002a). It contributed through providing
knowledge, expertise, technological inputs, and management
methodologies. It recognised the social and economic basis of health
and this perspective was reflected in the Alma Ata Declaration
(WHO & UNICEF 1978). WHO provided support to national health
ministries through its technical and health systems training (WHO
1976). From the early 1980s, however, strategic changes began when,
under the influence of multinational companies (MNCs) and funding
agencies, WHO shifted its systems approach to a much more diffused
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Health Service Research. The system could now be broken into any
sub-system, from PHC (Primary Health Centres) to hospitals, or to
any aspect of a programme. It also defined two kinds of research
in the Third World, one that was critical for “local action”, and the
other that contributed to “global knowledge” (Commission on Health
Research for Development 1990). These were the early indicators of an
impending shift in South Asia that was to come with the pressure of
Structural Adjustment Policies (SAP), as is visible in the World Health
Report – 2000 (WHO 2000).
Severe financial pressures on WHO led to compromises and major
strategic and structural reforms within it before health could be placed
on the political and global development agenda. The representatives of
industry not only worked with WHO, but also sat on its key decisionmaking bodies. This generated intense criticism from within as it was
felt that WHO’s priorities were being interfered with. For example,
WHO’s original list of ‘essential drugs’ was changed under pressure.
On the other hand, industry welcomed the partnership and scoffed
at criticism. One of its representatives felt, “If some people want to
throw stones at that and say WHO is prostituting itself by working
with the private sector, I would say, well OK, what are you going to
do?” (McCarthy 2002b). This arrogance was born out of the support
that the corporate sector had, not only of the international monetary
institutions but also of the US and the European Union - the biggest
service exporters in the world (Sexton 2001). In short, the rise in WHO’s
“credibility” was due to narrowing of its agenda and acceptance of
donor’s advice to be instrumental in achieving the United Nations
Millennium Development Goals (MDGs) (Horton 2002a). The Alma
Ata declaration for primary health for all receded into oblivion.
This shift must be contextualised with the entry of the World Bank,
who initially refused funding for the welfare sector. In the 1980s it
devoted 1.5% of its lending to health, while in the 1990s this proportion
had risen to 5.5% – about US $1.2 billion a year. In 1995 more than 10%
of that (US $150 million) was given for HIV and AIDS prevention and
treatment (Caufield 1997). What changed the Bank’s attitude is not
difficult to see.
At the time, drug industries were acquiring an important space in
the diversified production system. Research in drugs was becoming
expensive and MNCs needed to cover their risks. It is estimated that
for one new substance 560 million Euros may be required over 12-13
years, and out of 5,000 to 10,000 substances only one reaches the market
(Forum Europe 2002). Pharmaceutical companies started coming
together as federations and alliances to seek governmental, private,
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and international support. Their business interests merged together to
seek new markets as in the ‘International Commission for Commerce
for the control of communicable diseases’ (ICC). It is an alliance of
7,000 private companies in 130 countries that emerged in the 1990s.
These global partners work in areas of product development, product
donation, technology systems, training and capacity building, and
information education and communication (Buse & Walt 2000).
These global public-private partnerships (GPPPs) have succeeded
in influencing not only the WHO but also the World Trade Organisation.
Under the revised GATS, the welfare sector has been denied the initial
freedom of risk pooling, cross subsidies, and use of non-market
mechanisms (Pollock & Price 2000). Secondly, by mobilising public
funds, these institutions are cutting at public sector subsidies for
welfare. Myer Squid donated US $100 million over five years in the
vaccine initiative and has made a sale of US $18.3 billion (Buse & Walt
2000). Thirdly, by donating products they enter the national systems,
are able to influence markets and bypass national checks imposed on
the import of drugs. Thus, drugs that are not necessarily essential, enter
Third World markets and the MNCs concerned gain respectability
and market information. The Third World medical markets could be
expanded for promoting these MNCs. This task called for mobilising
funds from national governments, health sector reforms to loosen the
hold of the philosophy of welfarism and to make market penetration
easy, and mobilisation of the WHO to influence national governments
easily.
With MNCs helping in key decision-making, WHO did become
instrumental in shifting Third World priorities. Its project inputs
changed policies, structures, and thrust of local health systems. The
World Bank also ensured that experts of the right kind were there
to guide management. Departments of international health, mostly
located in First World universities and prescribing for the Third World,
were useful for providing desirable clues. These moves only enhanced
the process of Health Sector Reforms that called for reductions in
welfare sector investment, privatisation, opening up of the public
sector health institutions to private investments, and casualisation of
workers. The World Bank, along with its global partners and a captive
WHO, strategised to tackle diseases in the Third World for which
preventive or therapeutic technologies were available. Technological
strategies that induced dependency were encouraged at the cost
of those promising self-sufficiency. Local priorities such as food
supplies, control of pneumonia, diarrhoea, malnutrition and hunger,
and maternal deaths were ignored. Privatisation of medical care and
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introduction of user charges in public hospitals that burdened the
poor and undermined the concept of social responsibility of the state
were presented as “efficient” strategies. Cutting investments in “low
return public expenditures” became a greater concern than public
health itself. Hence, public-private partnerships and privatisation
of even those services that were defined as “public goods”, were
rationalised. Also, the concept of “essential” clinical and “essential”
public health replaced even the truncated concept of Selective Primary
Health Care. Thus, in one stroke the Bank’s experts excluded clinical
care from the sphere of public health (World Bank 1993). Countries
already burdened with debt and unable to sustain their economies
despite SAP were not inclined to question these distortions. They
readily lapped up the World Bank’s soft loans for the health sector
to correct their balance of payments. Hence, for the Bank controlling
the nature of adjustment in this sector became very easy. The interest
of the World Bank in health market, therefore, was far more than its
concern for “the poorly governed nations whose bureaucracies fail to
reach their poor” (Caufield 1997).
In 2000, the Director General of WHO, Gro Harlem Bruntland,
set up a Commission on Macroeconomics and Health (CMH) under
the chairmanship of Jeffery Sachs – a professor of economics and an
ex-World Bank consultant/advisor – to assess the place of health in
global economic development. The Commission’s Report proclaims
that the potential benefits of globalisation lie in “sharing of ideas,
cultures, life-saving technologies, and efficient production processes”.
However, it also cites barriers in the form of terrorism, armed conflicts,
environmental degradation and disease (turmoils that it concedes are
partially the outcome of globalisation itself!). It acknowledges the
solemn commitment of the world’s political leaders to the MDGs
adopted by the United Nations in 2000. The MDGs call for global
poverty reduction and improvement of health of the poor through
flow of resources from high income to low income countries. For this
magnificent target it sets 2015 as its deadline.
The Commission focuses on investing in the health component
of the MDGs as a means of development and poverty reduction.
Health is seen as a central goal and an outcome of development. The
nature of development, the key to the secret of the Commission, is
never made explicit (WHO 2001). It assumes that globalisation has
a universal value for First as well as Third World countries, without
acknowledging structural and institutional control mechanisms (such
as GATT, GATS, TRIPS and TRIMS) as barriers that work against the
principles of sharing knowledge and resources. While the linkages
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between health and poverty reduction and economic development
are said to be “much stronger than is generally understood”, no
rationale or evidence is provided to show how health acts, especially
in absence of any transformation of the prevailing structures. It
cites the example of disease burden of sub-Saharan Africa as a stark
barrier to its development without any reference to the colonisation
and destruction of its agricultural economy in the past (Meillassoux
1974).
However, disease affects productivity only if there is an epidemic
resulting in total disruption of production or when there is labour
shortage. It may also seriously affect individual families whose
economies it disrupts. However, with retrenchments, closure
of industries, mechanisation of work, and ensuing increase in
unemployment, disease no more remains the key to productivity.
Health action is perceived by the CMH as a cluster of the
technologically amenable disease control interventions, emergency
maternity care and childhood diseases control for which immunisation
is available. Under-nutrition, diarrhoea, pneumonia and other basic
illnesses are ignored and evidently inadequate strategies uncritically
adopted. For example, despite sufficient evidence regarding the
limitations of the DOTS (Directly Observed Therapy, Short course)
strategy for tuberculosis and Roll Back Malaria, these are accepted as
ideal strategies (Banerji 1999). Operations Research (OR) is seen as a
panacea for implementing universalised technological strategies, that
are costly, dependency generating, and not necessarily efficient in
terms of epidemiological results. The very basis of OR – optimisation
of resources – is thus flouted (Banerji 2002).
Thus, even when the Commission identifies key problems of
public health for concerted action, its global techno-centric strategy is
neither innovative nor directed towards improving underlying causes
of poor health. The ‘close-to-client’ approach is just another name for
primary level care proposed by the World Bank, where public-private
partnerships fill gaps in services. In this strategy, the state finances
and contracts out services to the private sector and guarantees
payments, as well as ensures quality of its essential care services.
In reality, however, these roles are left to NGOs and their ability to
mobilise people to participate in monitoring the private sector, as the
state sector is in no position to do so.
Research over time has shown the complexity of causal relationships
for diseases like HIV and AIDS, tuberculosis and malaria, yet the
present strategies push for vertical, techno-centric interventions.
UNAIDS and WHO estimate the required resources for the coverage
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of 135 low and middle income countries with highly active antiretroviral therapy (HAART) and for preventive interventions by the
year 2005 (Schwartlander et al., 2001). However, there is no effort to
ensure that this strategy is combined with meeting priorities such as
Primary Health Care, nutrition, livelihoods, women’s health needs,
and community support. The failure of the Global Alliance for
Vaccines and Immunisation (GAVI) projects in taking local conditions
and infrastructural limitations into account is well brought out by
the case studies of four African countries (Brugha et al., 2002). The
international scene in public health, therefore, appears to be geared
towards promoting economic efficiency rather than efficacy of public
health systems.
Throughout this discourse, the experiences and histories of the
poor nations and their knowledge as well as leadership potentials
are negated. It is assumed that the “leadership will develop” through
the process of “concerted global action”. No doubt, the Commission
has great faith in the training and educational projects that are to be
initiated by the global funding process. This onslaught of investment
in discovering new drugs and vaccines, most of which have not
even been tested locally, is not ordinary. For the delivery of these
technologies the Commission strongly supports the establishment of
Global Fund to Fight AIDS, Tuberculosis and Malaria (GFATM), the
Global Health Research Fund (GHRF) and the Initiative for Vaccine
Research (IVR). It welcomes GAVI and the Sector Wide Approach
(SWA), which essentially require donor collaboration (WHO 2001).
It is the CMH’s open support to these GPPPs that provide insight
into the real nature of ‘development’ envisioned by the CMH. The
increased political, economic, and financial interest in investing
in health has been dramatic and is attributed to the way Bruntland
put health on the global agenda (Horton 2002a). Involving MNCs in
the WHO’s work was a double-edged sword, as it carried the risk
of WHO becoming donor driven and losing its primary objective
(Horton 2002b). CMH reveals this possibility as it concludes that US
$22 billion a year by 2007 for essential health care in low to middle
income countries, rising to $31 billion per year by 2015, “would yield
$360 billion per year by 2020” (Editorial 2002). This is the real value
of investing in health, the alternative paradigm of development, after
the Rio agenda has been stalled.
The WHO now openly collaborates with private industry. In
Maharashtra it provides half the funding (Rs. 300 million) for a private
hospital for cardiac diseases in a joint venture with Wockhardt (one of
India’s largest pharmaceuticals linked to the US health care insurers as
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well as Harvard Medical School), to create and expand health markets
(Sexton 2001). The CMH claims 8 million lives would be saved by
2010. This is more of a rhetorical smoke screen given the persistent
failures of the disease control programmes and the machinations of
the GPPPs. The attraction of health for industries lies in the human
face it provides to their profits. Their unique partnerships focus on
high risk and high cost projects to convert scientific discoveries into
usable products (drugs and vaccines). Known as ‘social venture
capital’ they do not necessarily link with one company but interact
competitively with many companies as independent legal entities.
They pool skills and resources on specific projects from corporations,
industries, private capital, academic institutions, and governments.
The project partnership is based on profits wherein the industry gets
the usable product at an affordable cost (Wheeler & Berkley 2001). This
risk funding for commercially attractive and marketable products is
obviously centred on business and neat profits rather than the health
of populations.
The Global Fund, inspired by the experience of these GPPPs and
championed by Kofi Annan, the Secretary General of the United
Nations, expects to provide a grant of US $800 million in the first
year to low and middle income countries. It is another matter that
the US spends $13,000 on its AIDS programme alone (Wheeler &
Berkley 2001)! The grants would be project based ensuring that
national governments practice compliance. This will have far reaching
implications for national health service systems, manpower, and local
priorities. It goes to show the disastrous path on which these countries
– that have no matching resources but may have had alternatives – are
being pushed.

Public Health in India: The Current Scenario

Nurtured by its roots in colonial medicine, public health in India
has always been guided by the dominant bio-medical perspective.
Yet, it cannot be denied that at the policy level, right from the
beginning, two things had been consistently recognised. One, that
poverty is the root cause of high load disease and death; and second,
that it is the responsibility of the state to provide basic health care
to all. The contradictions between the principles of these basic tenets
of public health and their practice have reflected in different ways at
different times. The Bhore Committee of the Government reported on
the importance of poverty and deprivation for health, but planned
health services for the future in complete isolation from the rest of
development planning (GOI 1946a, b). In its defence, its inherent
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assumption may have been that planning would be geared towards
poverty eradication. Even if we grant this, the glamour of technology
and overconfidence in its success is overwhelming when we see how
for every health problem – be it under-nutrition, maternal and child
health, or communicable diseases – only technological solutions are
considered at an impractical, grand scale.
The domination of technology was questioned only when
programmes for malaria, diarrhoea, tuberculosis and leprosy control
failed. These failures revealed that for technologies to be successful,
they not only call for adequate population coverage and regular
monitoring, but also equal opportunities for people to access these
services. The socio-economic and cultural constraints were, therefore,
an important aspect of the reasons for failure of these programmes.
It was this experience of a vast number of Third World countries that
led to the Alma Ata Declaration where health was seen as the core of
development itself. While India became a signatory to the Declaration,
the dominance of the bio-medical perspective led to a natural dilution
of Comprehensive Primary Health Care (CPHC). Various existing
development programmes were also included to pronounce a
strategy for Health for All by 2000 (GOI 1981). There was very little
objection to this inadequate and obviously casual approach to CPHC.
In fact, when within a year the WHO went back on its Declaration
to introduce the term Selective Primary Health Care, Indian planners
effortlessly slipped on the new mantle without even noticing the
difference. Despite all its omissions and faults, however, till the 1980s
the policy remained committed to reaching out to the poor through
a subsidised public sector health service. It was only in 1983 that for
the first time, public support was announced to the private sector in
medical care (GOI 1983).
Another important feature of the early years of public health
planning was that, though international aid was welcomed, it was
only a very small proportion of the total investment in health and
was never blatantly tagged. Its use was determined by the national
government although advisory experts often influenced the decisions,
as in the case of Malaria, Maternal and Child Health and Family
Welfare programmes (Banerji 1999). By the mid-1980s the trend began
to change. Programmes such as HIV and AIDS control, DOTS, Malaria
and the Reproductive Health approach to Family Welfare were all
being shaped by aggressive donor agencies.
The 1990s heralded a clear shift to donor driven programmes that
were very much a part of the World Bank’s Health Sector Reforms
(HSR). It was fully acknowledged that the poor would carry the
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burden of reforms (GOI 1994). As a consequence, the social security
net, a set of supportive inputs that was to provide safeguards for the
poor over the period of transition, was popularised. This security net
included basic health care and was supposed to blunt the cutting edge
of SAP and HSR. Once SAP was accepted as a national policy, the talk
of social security nets simply faded away. The poor became the first
victims of SAP as they lost their livelihood, traditional resources, and
their identity, and joined the mass of migrant workers or committed
suicide.
Under the new circumstances, even commitment to Selective Primary
Health Care was no longer acceptable to the donors. Privatisation of
health care had to be legitimised and the public sector undermined
and discredited. This required attacking the very tradition of public
health practice and values that gave it its distinctive character. Even
for the bio-medically oriented professional it was not easy to give up
the ethics they had long known. It was here that a whole new theory
of public health was offered to justify the new trends.
These conceptual shifts are not a part of the national scene alone,
but we deal with them here as they are of immense importance for
Indian public health, which stands at crossroads today. The choices
Indian professionals make will show the weight of their ethics. A
series of new approaches have penetrated public health. For example,
the behaviouralist approach within epidemiology that underplays the
role of social and economic factors and places individual behaviour
as the center of causal explanation, has gained prominence. This is
the basis of “lifestyle choices” as a frequent explanation of disease
today (Coreil et al., 2001). What this approach fails to emphasise is
that even individual behaviour is determined by circumstances and
availability of choices. It also neglects the fact that individual lifestyle
explanations become irrelevant when these choices are not available,
or when people do not have access to information to make a choice, as
is the case for the poor and the marginalised.
The second key concept is the transformation of Selective Primary
Health Care to Primary Level Care. This absolves the state from
maintaining the original concept of PHC and from building cohesive
referral facilities and providing support to basic care providers at the
primary level. This simplification is feasible because public health is
dissected and divided into essential “clinical” and “public health”
services.
Thirdly, vivisection of public health however, is irrational
and unacceptable, since curative interventions remain the most
effective tools of prevention and control in infectious disease control
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programmes, based on treatment of active cases to reduce the pool of
infection and, therefore, spread of disease.
Fourthly, in the new public health, ‘efficiency’ acquires a pure
monetary function. Cost-cutting and reducing investments are no
more guided by optimal coverage and cure or use of resources in a
way that is more efficacious. This replacement of coverage for cure
and prevention of infectious diseases as the measure of efficiency in
public health, and not cost reduction per se, is a serious conceptual
distortion.
Methodologically too, new values are being introduced such as
‘evidence based medicine,’ which is more a judgemental rather than
a scientific notion. It promotes impressive quantitative analysis and
undermines all other kinds of research, whether historical or qualitative.
Disability Life Adjusted Years (DALY) is yet another kingpin of the
new public health – a measure that marginalises the value of life itself
by obfuscating the difference between the dead and the diseased. It
does away with linkages and causal associations of morbidity and
makes untenable universal assumptions about cultural value of life
and disease patterns in different sociocultural settings (Kothari et al.,
1997). A third methodological twist introduced is in the use of systems
or operations research. Earlier applied to improving national systems
and optimising technological inputs, today its principles are thrown to
the winds at the altar of rationalising privatisation and technological
fixes. The World Bank’s district health system interventions (World
Bank 1993) are a good example of these distortions. Also, instead
of developing hard indicators for assessing outcomes, subjective
indicators, such as patient satisfaction, are replacing epidemiological
assessments even within WHO (WHO 2000).
These conceptual and methodological distortions no doubt open
new possibilities for limiting and altering the content of the new
public health. For example, once the state is not fully responsible for
public health, the unfilled spaces are occupied by the private sector
and NGOs. They are allowed to appropriate all curative services that
could play a key role in resource mobilisation, either through national
health insurance or through health taxation. The rest of the long
term monitoring and preventive activities, where infrastructure and
manpower requirements call for higher capital investment and where
results are not immediately visible, are left to the state. Secondly,
within the public sector, acceptance of the state’s lack of resources
allows targeting to become rational and respectable. The targets,
no doubt, are the poor, but the problems chosen are not those that
cause the highest disease burden: lack of facilities for drinking water,
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sanitation and PHC. In the name of selective health care interventions,
population control and diseases where markets for new drugs,
vaccines, and contraceptives being researched are urgently needed,
become the focus of international concern, as in the Global Fund.
Thirdly, the last frontier of public health, its teaching and research
institutions, which can no more be run by the state, are now ready
to be taken over by the private sector and drug industry coalitions
who would train workers to reinforce their business interests. The
public sector research and educational institutions, devoid of funds,
today look up to funding agencies for survival and are ready to
change their research and teaching priorities according to the terms
set by the donors. The mushrooming private medical colleges in any
case neglect public health and focus mainly on clinical training. The
upcoming alternate private and collaborative research organisations
receive huge funds from donor agencies and conduct research on
subjects broadly prescribed by the donor organisation to participate
in “evidence based” planning (Qadeer 2001). The Indian Council
of Medical Research, in the mean time, has been forced to shift its
resource base and its role in policy making is marginalised.
The linkages between India’s contemporary public health planning,
its conceptual turmoil and the international context are evident.
Middle class professionals, bred on bio-medical models and distanced
from the experiences of life of the very poor, are still excited by the
glamour of technology. They believe in international standard, and
the bureaucracy shares their vision. Political leadership, burdened
by debt, trying to retain power, has to meet conditionalities to ensure
the trickle of loans does not die. Its political compulsions demand
that it keeps the middle class satisfied by expanding markets, even at
the cost of the marginalised sections. For a large chunk of the lower
middle class and the poor, often the ideal model is what the upper
middle class has: access to modern hospitals. This makes the political
task of welcoming MNCs and foreign investment in health easy, even
when it is clearly against every one’s interests – especially the poor.
It is, therefore, not surprising that the draft of India’s Tenth Five
Year Plan, despite adequate information on the structure and quality of
the private sector, still chooses to collaborate with it. It offers subsidies
to the private sector through part time and contractual appointments,
reimbursement of costs for services, involvement in national health
programmes, as well as land, water and electricity at concessional
rates (GOI 2002). In the process it neglects and undermines its
own welfare infrastructures! The state defends private practice of
government doctors and justifies it by saying that people should pay
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for getting services from a practitioner “who is well trained in service
and has updated knowledge”. It also promotes India as the ultimate
destination in “health tourism” while blocking the access to the poor
through introduction of user fees (GOI 2002). In the hope of earning
foreign exchange, the National Health Policy 2001 had proposed
that our good hospitals be treated at par with productive industrial
assets and, thereby, be permitted to retain their profits (GOI 2001)! The
Tenth Plan retains the three tier infrastructure for district services but
narrows its activities to Family Welfare through the Reproductive and
Child Health approach and a few vertical disease control programmes
which are run as vertical, isolated, independent strategies, all fighting
to tackle one disease irrespective of others.
It is within this paradigm that over the Ninth Plan, the prime focus
has been HIV and AIDS and the Tenth Plan allocates Rs. 1,270 crores,
the highest resource allocation among programmes for disease control.
Despite all the resources, however, NACO has not succeeded in either
investing in the five pillars of its national strategy (for lack of an
infrastructure to work through and dependence upon a small, discrete,
and uncoordinated NGO sector) nor has it evolved a comprehensive
strategy towards HIV and AIDS. The partial reason for this failure is
that AIDS was visualised as a problem of “individual risk behaviour”
and of “target groups” (NACO 1995). Thus information, education
and communication, and popularising condoms commercially became
thrust areas and, even when the approach broadened somewhat, the
emphasis on these remained so that “people could make appropriate
choices” (NACO 2001). The social dimensions of the problem were not
touched. Control of hospital infections and prevention of mother-tochild transmission were raised but the importance of Primary Health
Care and integration of vertical programmes was never addressed.

Alternate Public Health and the Challenge of HIV and AIDS

If the present techno-centric and market driven strategies in public
health promote donor interest rather than that of the public, then an
alternative is called for. Health need not be defined as a functional,
utilitarian entity necessary for economic growth. It is a legitimate
outcome and a means of development itself as well as a basic human
right. What needs to be highlighted is that economic growth alone
does not necessarily lead to development or health; a fact that has been
completely ignored by the WHO’s Commission on Macroeconomics
and Health. Health has to be understood as an outcome of various
social, ecological and bio-medical influences on the population,
and each one of these is socioculturally determined.
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Health, therefore, cannot be achieved through flooding countries
with medical technologies. It requires accessible infrastructure
for provisioning of services and conditions that promote access to
services. At best, these interventions can help those who have access
to markets and seek curative services. The struggle for disease control
and for health, however, is an entity altogether different. Disease too,
has to be understood as an outcome of the social environment. In its
assessment – just like that of health – people’s perceptions and needs
have to be taken into account. Health and disease priorities defined
by outsiders alone – even as rights or as a means of development – are
not the right way to think of an alternative perspective. It can lead
to narrowing priorities, irrespective of needs and without directly
tackling the problems of poverty and development.
A comprehensive integrated approach, where linkages (both
causal and interventive) and inter-dependencies are recognised, is
critical in dealing with health and disease. Diarrhoea, pneumonia,
and under-nutrition, for example, will not be successfully handled
through technological programmes until their social basis, poverty, is
tackled. An understanding of disease - and its links with class, caste,
and gender differentials that generate conditions conducive to disease
and limit choices – is also central to an alternative perspective. It
helps to understand not only the limits of technological interventions
but also identifies those social processes, which if not tackled, will
limit the access and acceptability of the technological intervention.
An understanding of these processes helps optimise planning and
resource management in situations of conflicting interests. Unless
simultaneously tackled, these social barriers to health limit the
outcome of technological interventions.
These issues are critical for facing the challenge of HIV and
AIDS. Within the alternate public health perspective, a multipronged strategy will have to be evolved in which, apart from the
interventions of people’s organisations and legal, social, educational
and political institutions, the rational use of public resources in health
sector is critical. An emphasis on the public sector is inevitable, as
the private sector, constrained by its profit orientation, does not share
even theoretically the same definition of social accountability and
social responsibility. While the public sector can be made to strive
for socially determined objectives regarding community welfare and
transparency in the public eye, the private sector, at best, provides
quality services to individuals - but only those who can pay, and has
no accountability to the public. In the case of HIV and AIDS, which
has been defined as a disease of breaking social systems (Usher1993;
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Rhtigan et al., 1996), where treatment is so expensive that very few
can actually afford it (Marseille 2002), a collective response with
emphasis on prevention becomes even more critical. The public sector
could do a lot by streamlining itself. It can provide good basic health
information and services. This is inclusive of major disease control
strategies (integrated and not vertical), clean and safe supply of
blood, autoclaving for syringes and needles, safety of investigative
and surgical procedures and essential medical care facilities covering
superimposed infections and anti-retroviral therapy (ART). Without a
well-functioning service system, provision of free ART can only be a
populist sop, as evident from the health minister’s announcement of
its introduction at only a few centres as late as December 2003. Only a
coherently linked infrastructure (with its own health information and
monitoring systems), that is adequately manned and equipped, can
provide basic services and do what technologies make possible.
We know, however, that it is this very possibility of creating a strong
infrastructure that is being threatened by expanding free markets in the
social sector. The factorial view that pushes verticalisation of national
health programmes is actually weakening the possibilities of coping
with mortality and morbidity loads, of which HIV and AIDS is only
one. It is in such a situation that an alternative public health approach
must be articulated. Also, some of its components – located within the
prevailing spaces of the dominant paradigm of public health – have
to be strengthened.
Innovative attempts are required to find safe but cheaper solutions.
For example, can auto-destructive strategies be rejected by safe and
adequate autoclaving? Can simple supportive treatment be provided
for opportunistic infections and can doctors do away with their own
fears? The clash of interests of different actors – public sector doctors,
private practitioners, bureaucrats, patients and the public - needs to
be understood and tackled. For example, it is fine to talk of stopping
prostitution, but can we ensure that the women in prostitution and
their children get a fair deal in society? Similarly, therapies against HIV
are now being demanded but can we also question the monopoly of a
handful of MNCs on antiviral drugs (Reddy 2001) and the absence of
good Primary Health Care? The targeting of drug users and prostitutes
continues despite the acceptance of a much wider set of vulnerable
groups, but have health services been improved for them?
Those within the health care system who ask these questions will
be confronted with the implications of HSR and SAP that counter the
alternative strategy. Yet, we find that political compulsions and, at
times, constitutional constraints force inclusion of some progressive
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policies. The challenge then, is to make use of possibilities still available
within the existing policy frame such as pressuring for Primary Health
Care, reminding the planners of Alma Ata, ensuring access to services
for the poor, and innovative programmes for involving practitioners
who constitute the margins of the private sector. At the same time,
there is a need to evolve strategies for monitoring and standardising
practices, pooling of information, and price control within the market
system.
The constraints imposed by HSR and SAP need to be understood
and exposed. This calls for working with people’s organisations that
are critiquing the very process of adjustment and reforms and their
dangers, not only for the Third World, but also for the working people
everywhere whom it marginalises. In other words, the myths and
insensitivity generated by the dominant reductionist, bio-medical,
and behaviouralist models of public health need to be challenged to
rebuild an alternate, integrated vision of health based on the principles
of equality, dignity, and rights.
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Economic Globalization and the Health Sector

I.3

GLOBALIZATION OF THE INDIAN ECONOMY:
SOME CURRENT ISSUES PERTAINING TO THE
HEALTH SECTOR
Arun Kumar
Globalization is a vast and complex issue both in space and over time.
It affects society at various levels and in various dimensions - social,
political, economic and cultural. This paper focuses on Globalization
in the sense of greater integration of the Indian economy with the
global economy, and points to its impact on dimensions relevant
to Public Health and AIDS. It involves the easier flow of capital,
technology, and goods and services, across borders. (The requirements
for achieving this are spelt out in Bhagwati & Srinivasan 1993). It is not
that the Indian economy was closed before liberalisation policies in
1991, but the above-mentioned flows have become easier thereafter.
Although the Indian economy has been globalizing for a long
time - certainly since much before 1991 or 1st January 1995 when
WTO came into being - these dates mark the beginning of another
phase of globalization of the Indian economy. However, they can be
understood only as the most recent link in a chain that stretches back in
time to perhaps the middle of the 18th century, though India had been
interacting with Arabia, Africa and Southeast Asia for much longer.
What separates the last 250 years from the earlier period is that
increasingly there has been a one-way globalization of India. Earlier,
there was a two-way flow of ideas and goods, to which there can
hardly be any objection. Yet in the last hundred years, life has changed
and dramatically so. New ideas, new goods and new ways of doing
things have come into day-to-day life, but all this has originated in
the West, with the developing world making little contribution. This

102 | The Context

represents a lack of dynamism in developing societies like India.
In 1750, India and China dominated manufacturing output in the
world (contributing 57.3%). By 1900, USA and Europe replaced them,
contributing 23.6% and 62% respectively, to the world’s manufacturing
output (Kennedy 1988).
The British transferred political power to Indians in 1947 and there
has been a dramatic change in various social indicators in India since
then (Table 1). India is a diverse country, differentiated culturally,
socially, politically and economically across and within regions. The
combination of political freedom, heterogeneity and rapidity of change
has led to varied consequences for different segments of society.
Consequently, differentiation has increased and in turn, is posing
challenges for India and sorely testing the limits of nationhood.
Today, India is beset with a host of economic, social and political
problems. It is facing the challenge of a new form of rapid one-way
globalization when it is internally weak; often the writ of the Central
Government hardly runs in Delhi, not to talk of beyond its borders.
While it is a cause for celebration that the nation has survived various
challenges (see Table 1 for some achievements), there is equally, if
not more, a need for introspection. The implications of development
policy approaches for vulnerability to the AIDS epidemic and its
control provide an important opportunity to do so.
This paper first deals with the background of India’s independence,
post-independence policies and the nature of India’s current oneway globalization process, and one that is based on the increasing
domination of the market processes in social and human affairs. It
analyses the economic conditions of India from the British times, and
foregrounds the policy changes since 1991, particularly the strategic
retreat of the State and its consequences. It is argued that the lack of a
national vision is a reflection of the weakness of national capital and the
rapid growth of the black economy in India. The paper also analyses the
implication of the above issues for Public Health in India. Conclusions
and challenges for control of AIDS are presented in the final section.

The Content of Freedom

Freedom is a concept that changes with the times and the social
context. When India became free in 1947, the country was largely
rural, with most people engaged in the primary sector of the economy.
Feudalism, tradition and hierarchy had a stranglehold over people.
Their hold was not entirely due to indigenous reasons, but rather
because these features were reinforced by the colonial government to
serve its own ends of subjugating the people.
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History is replete with examples of instruments or institutions
that may be progressive in one context but repressive in another.
This is often a source of great confusion to the analysts and people at
large. A partial analysis can point to some positive features whether
of any policy or of social institutions. The British introduced modern
education, civil service and judiciary in India but with the intention
of keeping the local population under control. The police in England
have the image of a neighbourhood friend, yet in India it was the
instrument of the Raj, a brute force, standing in opposition to the
people. Large farmers in Britain were the instruments of introduction
of capitalism in British agriculture. In India, they became instruments
of feudal control: oppressors of the rural majority. The railways aided
industrialization in Britain, but in the 19th century India they caused
the decline of indigenous industry through the import of cheap
manufactured products from the West (Dutt 1960).
Thus, while many aspects of the British rule in India helped
modernize the country, the overall impact was negative since it
reinforced hierarchy and tradition. To perpetuate their rule, the
British had to eliminate the dynamic elements of society, replace the
indigenous institutions with their own and establish their hegemony
over ideas. These are and have been the sources of poverty in India.
Progressive forces were not welcome for one simple reason, they,
over time, would (sooner rather than later) question British rule itself.
This did happen to an extent. The small middle class elite created to
perpetuate the British rule in the country provided the leadership to
the independence movement. However, this elite was an amalgam
of Indian traditions and Western modernization. While its psyche
was Indian, its aspirations increasingly became Western. It became
progressively more rootless since it craved to be something else. The
dynamic elements of Indian society were replaced by modified Western
institutions designed to perpetuate British control and manned by
the new elite that aspired to be the brown sahib. Alienation of this
Westernized elite from the Indian people who had only experienced
the negative consequences of Westernization and its colonial rule
increased over time.
In 1947, power was transferred to this alienated elite that consisted
of the middle class, a small business community and a feudal structure.
The euphoria of independence shrouded the emerging gap between
the elite and other levels of society. The agenda set by the former
was taken to represent the interest of the nation as a whole - for the
widest good of all. The nation at that juncture was underdeveloped
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and backward, and freedom was taken to mean that the best would be
done for all. That was the ‘tryst with destiny’.

The Long View: One-Way Globalization

The British rulers introduced ‘modern’ institutions and technology
into India in the 19th century, including universities, bureaucracy,
railways, etc. Universities have undoubtedly helped in promoting
education, but have been critical for the hegemony of Western thought
in the Indian sub-continent. Indian intellectuals strive to be ‘derived’
intellectuals, recycling models from the West. The bureaucracy and
the police became the instruments of control of the Indian population
by a handful of British rulers based in India.
At the time of independence, the Indian ruling elite, which took
over the reins of power, was substantially influenced by notions of
Western modernity and did not see a different, independent path for
itself. The Bombay Plan drawn up in 1946 by an influential group
of industrialists was one such blueprint for independent India.
Gandhi, who suggested an indigenous path of development based on
decentralized economic structures and non-market based solutions
to India’s problems, was quickly marginalized by the elite. Not just
the Communists, but also the nationalists, saw Gandhi’s call to base
our approach on our past and not on the notions emerging from the
West as undesirable and archaic, if not reactionary (Dutt 1947). The
planning approach adopted by India was a path of development
evolved by the West. However, based on the experiences of the
national movement, certain innovations were introduced on this
basic theme, like a mixed economy and non-alignment.
This path of development was not suited to India’s requirements
and led to deepening problems in Indian society from the 1960s itself.
The developing crisis in the Soviet system from the mid-1970s and
greater pressure from western capitalism (as under WTO and GATT)
from the early 1980s led to a reduced manoeuvring space for the
Indian elite. As a result, the chosen path of development for the Indian
economy floundered in the 1980s and collapsed in 1990-91.
Given the inability of the ruling groups to chart an independent
path (something not attempted for 250 years) the search for a way out
of the crisis ended in the adoption of the then (in the 1980s) dominant
model of development available in the West. Some independent
strengths developed during the independence movement and some
elements of autonomy achieved in the first 25 years of independent
India’s development have been completely given up with the adoption
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of the new model of development. The process of globalization has
become even more one-sided.
The present phase of globalization in India since 1991 has been going
on in other parts of the world for much longer. It is being overseen
on behalf of International Finance Capital by Multilateral Institutions
like IMF, WB and GATT/WTO. As these institutions represent the
interest of International Finance Capital, they have prescribed to all
developing economies a uniform package of policies that are not based
on the specificities of these economies (Kumar 1991). Their view is
clear: if an economy is facing problems, it is because its structure is not
suitable to the one required by the dominant world economic interest.
Thus, the prescription is that the structure of the economy has to be
adjusted to that required for its incorporation into the world markets.
This is what the WTO is forcing on all the countries and what the
World Bank prescribes as Structural Adjustment Programme (SAP),
irrespective of the interests of the local population of the countries
(Kumar 1994). Economic globalization of a country represents the
penetration of markets and marketization of the structures of its
economy and society.
AIDS and related problems in India may also be considered to be
an aspect of one-way globalization. Why the virus has spread so fast
and so extensively in developing countries, and why they could not
plan for it despite international warning, are questions that remain
unanswered. Why has India been so dependent on the West? Does all
this represent a societal breakdown?
Clearly the traditional family structure has been breaking down
in the developing world with the process of spread of capitalism.
It has not been replaced by anything new, not even in the West.
However, the West has had the time to adjust to the breakdown,
which the developing world is still coping with. There is a crisis in
social and personal relations which has affected attitudes towards
and spread and control of HIV infection. Herein lies the inability of
the developing world to cope with the disease in spite of warnings.

Markets: Undemocratic, Valueless and Amoral

Markets are institutions to exchange goods and services that
are governed by the purchasing power of individuals in society.
The rich have more influence than the poor, hence markets are not
democratic institutions. In effect, left to themselves, they lead to
the marginalization of the marginal. This works at various levels
- international, national and regional. For instance, India in the
world market, Assam and Uttarakhand in India, and Pithoragarh in
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Uttarakhand, are marginal. Markets have no social value. Society
imposes judgement about the nature of goods from outside markets.
For instance, markets do not decide that smoking is bad or that
cigarette advertising should be banned. Rather, society decides that
children should not be targeted with advertising or should not view
sex and violence. There are no ‘essential’ or ‘luxury’ goods; there are
just goods. Therefore, import of luxury goods is justified and they
should not be taxed at a rate higher than other goods. Whether the
poor get adequate medical aid or not, one can have one’s Mercedes
Benz car and need not feel bad about it. Penetration of the markets
into the social realm is undermining social values.
Unfortunately, there is as yet no global society that sets values for
the world. This is adversely impacting nations and societies. Global
capital continues to destabilise national economies without any check.
George Soros, a staunch capitalist and a man of high finance, has
decried this and argued that financial markets left to themselves can
be highly destabilising (Soros 1997). Money laundering is rampant
and narcotics are the most commonly traded good in international
markets (Kumar 1999). MNCs even extract concessions from the
poor, worsening their plight, leading to increasing hardships for the
marginalized. Markets are governed by the principles ‘more is better’
and ‘consumer sovereignty’ (Tresch 1981). Individual welfare is
supposed to increase as one consumes more, and markets facilitate this
increase in welfare. Consumer Sovereignty means that the consumer
knows her/his interest best so whatever she/he wishes to consume
should be made available in the market with no interference with this
from any quarter including government.
‘Efficiency’ is defined as the achieving of the wishes of the
consumers. The well-off getting five-star hospitals and the poor
getting no treatment is consistent with ‘efficiency’.
Since ‘more is better’, consuming less is not desirable since it
lowers individual welfare. Restraint is then meaningless. These
market principles weaken the idea of the community and of working
towards a common good. The Hippocratic oath of doctors towards
the poor becomes meaningless, as doctors are free to charge what the
market can bear.
The blame for the misery and the poverty of the poor is put on
the poor themselves. The markets are supposed to be ‘objective’
promoting ‘efficiency’ and not ‘subjective’ and smoothly allowing
economic transitions from one state to another. They are supposed
to clear smoothly in textbook fashion if governments do not interfere
in their working (this view emerges from Bhagwati & Srinivasan
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1993). However, in today’s world, the question is what agency can
represent and coalesce individual preferences into a collective or
social will?
Markets, which have no values of their own, are amoral
and immoral and as they penetrate deeper into the individual’s
consciousness the society also takes on this characteristic. Individual
actions based on the notion of ‘Consumer Sovereignty’ are considered
to be justified even if that means that some others go hungry or
are malnourished or illiterate. After all, the poor are supposedly
themselves to blame for their misery and the well-off need not feel
guilty for their unconcern.
Not only are the markets not democratic institutions, they are
undermining democracy. In developing countries, there is now little
debate over the direction their economies should take. Even national
legislatures are now being by passed when new rules are introduced.
This is done in the name of international obligations. In India, some
states have objected to not being consulted by the Centre when new
legislation was introduced in Parliament, but this has not had any
effect.
Dominant western values are being imposed on the developing
nations through the media, with the help of power of money and
politics, but above all, because of their dominance over ideas. The
desire of the elite of the developing world to integrate with the
global one has made this process ‘voluntary’. This is clearly visible
at the level of thinking even in the institutions of higher learning in
the developing countries.

Economic Conditions

The annual rate of growth of the Indian economy averaged 1.0%
in the first 50 years of the 20th century. India was predominantly
agricultural with little industry and almost no technology of its own
and lacked the capacity to develop it. India’s limited industry was
the result of investments in the inter-war period when the British
strategically allowed some industry to develop. The bulk of the
population was rural, relying on a stagnant agriculture dependent
on monsoons. Droughts recurred, yet the people’s capacity to resist
calamities was negligible.
Socio-economic indicators at the time of independence illustrate
the true picture: living conditions were poor, largely without access
to potable water and toilets. Difficulty in accessing roads, poor basic
health indicators and low literacy created dismal conditions. Modern
amenities, services and education were mostly accessible to the elite.
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In spite of the high birth rate, there were periods when the country’s
population hardly grew (Table 1).

Hopes from Independence: The National Vision

The nation’s expectation from independence was simple: to lift the
population from its grinding poverty through creation of productive
employment, dynamic agriculture, education and health for all,
modern industry and innovations in science and technology. The elite
articulated all this on behalf of all.
The agenda seemed to be all inclusive and not just a conspiracy to
fool the non-elite. Growth with distributive justice was emphasised as
a key goal. The State was given a leading role to intervene on behalf of
the poor. Thus, land was redistributed in spite of stiff opposition
from landed interests. Social change was sought to be introduced
through progressive legislation. Reservations for the SC/ST were
constitutionally provided for, as was the goal of compulsory primary
education. Abolition of untouchability, child marriage, etc., became
part of national goals. Even Indian business and top industry agreed
to assign a large role to the State in providing cheap infrastructure and
accelerating industrialization (Thakurdas et al., 1944).
In brief, there was a national vision with consensus amongst
the ruling elite that the State would play an interventionist role in
favour of the poor, accelerate growth and promote social change. This
national vision, emerging from the need to overtake foreign influence,
also encompassed the idea of self-reliance.

Socio-Economic Indicators from 1950 to 1990

The average annual rate of growth accelerated to about 4.5% per
annum during this period (of course, with ups and downs). Growth
in agriculture averaged 2.6% and food availability increased. Share
of non-agriculture in output and employment had risen so that
agriculture officially accounted for only 25% of the output.
Urbanization rapidly increased, accounting for 27% of the
population.
Living standards remarkably improved: famine deaths have been
mostly eliminated, literacy has spread and the average life expectancy
has increased substantially. The death rate has sharply dropped, as
has child mortality, resulting in a sharp rise in the rate of growth of
population. The country has attained a diversified industrial base with
capabilities in basic areas of science and technology. Achievements
of independent India by these measures are indeed impressive
(Table 1).
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Dichotomous Growth and Poverty

There is a catch. Growth has been dichotomous. Disparities
have grown since independence. This is true whether measured in
income terms or wealth terms or taken in regional terms. A high
wage island has emerged amongst labour with the organised sector
gaining rapidly, while those constituting the unorganised sector have
fallen behind. The share of organised sector has increased in national
income while employment in this sector is stagnating. The large-scale
sector has expanded faster than the small-scale sector. The rich have
typically gained faster than the non-rich. This is especially true if the
substantial black economy is also accounted for (Kumar 1999).
The basic needs of the majority of the people remain unfulfilled.
While literacy figures may have touched 60%, actual literacy remains
low. Availability of assured drinking water is largely on paper since
even in major metropolitan centres, the water supply is polluted.
Those who can afford expensive methods access clean water, while the
poor are left at the mercy of the elements. The decline in the quality
of environment has led to new diseases and increase in the health
burden for the poor, one they can ill afford. India totters from one
disaster to the next, from cholera to plague to dengue… Dimensions
of poverty in India are more complex and much larger than indicated
by the official statistics.
There is a shift in the nature of poverty due to other factors.
Firstly, the rising level of expectations, and secondly, the increasing
monetization and commodification of goods. While the former
produces a psychological feeling of deprivation, the latter makes it
more difficult to cope with poverty. Commodification has eliminated
free goods making poverty much more stark (Kumar 1997). Tammilehto
(2003) points to the ‘profound cultural change that makes even poor
people need – and often - use more money.’ He points out that ‘poverty
is inherently connected to power’ and is not just ‘a technical problem
but a deeply political quandary’. In India it is clear that even if there
is no conspiracy by the elite to keep the poor in their state, the process
of marginalization based on marketization is on and is seen to be
legitimate because it is justified by the ruling ideology of the market.
In brief, dichotomous growth coupled with a rising requirement of
subsistence, has increased relative poverty in spite of rising per capita
income and rising living standards.
Markets cater to the purchasing power of the individual and not
their needs. Thus, the poor lacking in purchasing power are marginal
to the modern day economy. They need a powerful entity like the State
to counter the markets and their impact. Thus, State intervention, even
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when it has been ineffective, is needed by the poor, but 1991 marks
a watershed: the poor are being jettisoned by the State, since it has
decided to reduce its intervention in their favour.

Black Economy and Weakness of National Capital

Even when resources are made available, policy has failed the
poor miserably. Money allotted and schemes started have not
delivered to the poor, mainly due to corruption and diversion of
funds (Kumar 1999). The black economy has grown dramatically
and is currently estimated conservatively to be of the order of Rs. 10
lakh crores every year (much larger than the agricultural sector). It
is concentrated in the hands of the top 3% in the income ladder and
affects every aspect of the nation’s life (Kumar 1999). It represents a
concentration of income and wealth that adds to the burden on the
poor. The resources preempted by the black market could eliminate
the deprivation of the poor and provide basic minimum services for
all (Kumar 1994).
The ruling class in India is dominated by the interest of national
capital. Hence the weakness of the ruling class is the weakness of
national capital. National capital has long been weakening itself by
resorting to the black economy, to make a quick buck (Kumar 1999).
It has been resorting to flight of capital, it has resulted in wasteful
and unproductive use of capital, and, with an easy route to profits,
capital did not absorb and develop technology, and as a result lost its
dynamism over the last 40 years.
The perspective guiding national capital has narrowed over time,
resulting in missed opportunities and non-realization of the full
potential of the nation. As the economic crisis deepened in the late
1980s, it increasingly allied itself with International Finance Capital.
In 1991, it supported the New Economic Policies, while the threat of
MNCs capturing their markets was ignored or not seen.
National capital representing has also capitulated to the idea
that there is only one path to development, the Western path. No
indigenous path is feasible as far as they are concerned. Using the
black economy route, they had been spiriting their capital to the West.
Indian businesses have been setting up their non-resident wings to
manage the capital they were taking out of India. Over time, these
units of capital have become important and have further changed the
orientation of Indian businesses.
For the Indian elite, the emotional attachment with the idea of
India has progressively weakened. They have desired to link up with
the global elite through demand for Western products and lifestyles,
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despite growing social and political tensions in India. This attitude
underlies Indian capital’s support to the New Economic Policies and
WTO. Slowly, Indian industry realized that things were turning out
to be difficult for them and they tried to form the Bombay Club in
1993, and the India Club in 1996, but these were non-starters given the
lack of perspective. More recently, they have tried to argue for a level
playing field but this has not had much of an effect given the clout
that International Finance Capital has by now acquired in the Indian
economy and amongst policy makers.
Any assertion by the ruling groups of an independent economic
policy stance is met with threats of flight of capital and destabilisation
of the precarious foreign exchange situation. The apparently large
reserves currently held are built on increases in India’s liabilities to
foreigners (Non-residents, FIIs and FDI), but given the volume of daily
movements of global capital, they would be inadequate to defend the
economy over the medium run.
Without the capacity to deliver, there cannot be any independent
assertion against the powerful interests (inside and outside the
country) representing International Finance Capital. The only force
that can counter the power of International Finance Capital is the
State, but that has been weakened voluntarily by the ruling groups
who have been demanding its retreat. In brief, the ruling groups
(dominated by national capital) have weakened themselves in the last
40 years by resorting to the black economy, which has also weakened
them vis-à-vis International Finance Capital. They have further
weakened themselves by allowing the economy to be opened up
and demanding the retreat of the State. This is the Catch 22 they are
caught in. They cannot take an independent stance and they have
voluntarily weakened the instrument they could have used to take
an independent stance.
Thus, clearly, in the country, the obvious does not happen. Living
in clean and sanitary conditions is more a matter of consciousness
than of resources. Why is primary education a problem in a country
where there are 40 million educated unemployed registered on the
rolls of the labour exchanges? Why is rural infrastructure inadequate
in a country where the bulk of the population in the rural areas is
underemployed?
Apologists argue that there is a lack of resources, but as the above
indicates, the human and the material resources exist. It is not a
matter of resource shortage, but of a lack of will. Unfortunately, today
activities like slum improvement, provision of drinking water and
primary education are becoming dependent on allocation of funds
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from abroad. Actually, if there is any shortage, it is of the will to do the
needful to give these matters the priority they deserve.

Developments Since 1991

The loss of dynamism of Indian society has been longstanding. The
fact that the Indian elite does not even see that it has lost dynamism,
explains the developments in the latest phase of India’s one-way
globalization.

Strategic Retreat of the State and Rise to Dominance of
Markets

Since the mid-1970s there have been two important developments
in the world; the decline of the Soviet system and the ascendancy
of capital at the expense of labour. The rise of Thatcherism and
Reaganism in the West accompanied by the rise of the services sector
and the emergence of new labour displacing technologies weakened
labour considerably. Since the mid-1970s Trade Union membership
has been on the decline in most countries around the globe. These two
developments have also weakened the developing world. The space
that existed for them to manoeuvre in the international sphere and
ward off economic and political pressures from the western powers
narrowed. This has been consistent with the IMF and the World Bank
applying greater economic pressures on the developing world.
It is in the interest of the MNCs and the advanced nations that
others open their economies for them to capture their markets; hence
the idea has been propagated in various ways that the nation states
do not matter and should indeed retreat under globalization.
National governments in the developing world are cooperating
to further weaken labour by diluting labour laws and promulgating
new legislation. In India, the Courts have given rulings making strikes
illegal to varying degrees. This has happened in China, Malaysia,
Indonesia, etc., and global capital has been asking India to also follow
suit. The developing world desperately seeking capital at any cost
is made to compete against each other to give up command over
resources and to accept damage to its environment (Kumar 1994).

Market Failure and State Intervention

There are three main economic reasons given for government
intervention in an economy: (i) market failure, (ii) equity, and (iii)
development. It has been accepted that government has an important
role to play in the economic development of a country, particularly in
an underdeveloped economy. Chakravarty (1987), while recognizing
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the failure of the State, has nonetheless suggested that the State has an
important role to play in India. It is required to set national priorities
and mobilise resources to maximise growth with equity.
Even neo-classical economics tells us that there is nothing like
a free market. A State is needed to enforce rules and regulations by
which society will function. It is this fact that has been responsible
for the rising level of government intervention in economies all over
the world, right through the 20th century (World Bank 1997). Thus,
under realistic conditions there is no case for free markets. Given
the growing strength of Capital and its dominance at the ideological
plane, it has forced society globally to accept the need for a Strategic
Retreat of the State; what the World Bank has called ‘Market friendly
State intervention’. According to this view, all those forms of State
intervention which help capital are acceptable (and good), and all
those which help other sections of society are bad (because they come
in the way of capital), and must be withdrawn. In fact, the call is not
for free markets but for selective retreat in favour of capital (Bhagwati
& Srinivasan 1993). The US government is known to use its might to
protect the interests of its MNCs all over the world, as it did in India
in the case of Enron. In WTO, only governments can file for settlement
of disputes, so the MNCs depend on the nation states of their origin
for redressal of their grievances.
This implies that government must retreat by eliminating:
subsidies; public sector creation; labour support; and price restriction.
Government should only help with the setting up of physical (roads,
railways, ports, etc.) and social (health and education) infrastructure
so as to enhance the profitability of capital. Worse, even essential
expenditures like on employment generation and health and
education have to be held back in comparison to their requirements.
In India, legitimate transfers from the Central exchequer to the States
have had to be restricted. Yet they are responsible for most social
sector programmes. A crisis in their budgets results in an immediate
decrease in the support available for the poor (Kumar 1994).

Consequences

The Planning process to help the economy optimally achieve
socially desirable goals, like equity, poverty eradication and literacy, has
had to be curtailed to promote markets. Guidance of the economy by
the will of the majority is not favoured under the new dispensation.
The will of the owners of global capital becomes paramount and the
needs of the majority become marginal; all in the name of economic
rationality. Clearly, democracy is undermined.
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As the government’s ability to generate employment and limit
price rise is limited by the new policies, there is an impact on the
purchasing power of poor households. Unemployment is a major
concern (ILO 2003), as poverty is more entrenched. The State has
fewer policy instruments to work with. The State then sheds its
obligations to the individual and especially to the non-well-off.
A reduction in food subsidies has caused stocks to rise (and rot)
while the poor remain under-nourished (Kumar 2003). It has been
argued that the rise in food stocks in India is a result of the changing
tastes of people who seek more high value items like vegetables and
meat. According to FAO (1999) for the Asian nations, for 1995/97, the
total daily per capita dietary supply of calories rises with per capita
income levels and in this the share of basic food group (cereal or
starchy roots) did not fall. Yet consumption has remained markedly low,
food availability has declined and the government has been forced to increase
food subsidies since 2000 (Graph 1).
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The twin process of growing disparities and rising expectations of
the others results in growing political and social tensions. The black
market and scams contribute to undermining the capacity of the State
to deliver even what it can still legitimately do.

Impact on Public Health

It is in the context of this larger picture of globalization and the
weaknesses of the ruling groups that one can situate the problem of
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Public Health facing the Indian society. Without the larger macro
linkages, the problem cannot be understood in and of itself.
Globalization has also posed a problem regarding analysis and this
is linked to the way markets function. Each problem is broken up into
its components and viewed in isolation, independent of the larger
context. A solution is given to each of the components irrespective of
what the solution to the larger problem may be.
The issue of health is a social issue and not just a personal or a
physiological one. The collective environment and the individual’s
mental make up are both important. For instance, malnourishment
is linked to poverty and disparities in society, and is an important
determinant of public health.
In neo-classical economics, health is treated as a merit want such
that for optimal provision of health services, State intervention is
required. In this literature, it is recognized that social valuation of
health services is higher than the valuation by the individual. Hence,
left to the markets, far less of health services would be used than is
good for society. For instance, in the traditional Indian view, the girl
child is going to leave the home so her health is less important and
provision for it is restricted to emergencies. However, for society, the
health of the girl child is critical.
As argued earlier, increasing penetration of markets into aspects
of social life is resulting in growing alienation and atomization of
the individual and thereby resulting in difficulty in collective social
action.
With atomization, individuals are under strain. Today, there is
the paradox of individual freedom and consumerism promoted
by the market. Freedom cannot be in a vacuum. For instance, sex is
increasingly being used as a commodity and for promotion of sales of
other goods to earn a higher profit. This has an impact on the health
of society - women, children, etc. Today, the markets are gaining
precedence over society and legislatures and policy makers under the
influence of the markets are also redefining individual freedoms.
Atomization and alienation are resulting in lack of trust and
break down of relationships between individuals. There is a serious
impact of all this on the family and its viability, which in turn, impacts
the public health. Even in prosperous societies, mental health is a
serious challenge. In countries like India the challenge is becoming
even greater. With growing migration and urbanization, and increasing
break down of the family, the individual is under stress and unable to
cope with an alien environment. The issue of HIV and AIDS in India
must be located in this wider setting.
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Traditional Issues

Strategic retreat of the State results in growing under-employment
and disguised unemployment, increasing disparities in a variety of
terms, decrease in public investment, decline in investment in R&D
(also in medical colleges), reduced subsidies to public health, attempts
to privatize health services and reduction of the scope of public health
services.
Decrease in the rate of growth of real public investment and of
capital formation in the central budget has resulted in a slowdown
in employment generation through the budget and of stagnation of the
potential of agriculture. The rate of growth of food grain output has
fallen below the growth rate of population (Graph 2). This has serious
implications for the future as per capita availability of food grain in
the country declines and imports are required to sustain consumption.
This has serious implications of growing malnourishment and
rising problems of health over time.
Graph 2
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With the retreat of the State as a general feature of the current policy
paradigm, there is a tendency to reduce the rate of growth of public
expenditures on social sectors in general and health in particular.
There is a tendency on the part of the government to reduce its
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commitment to citizens and pass on the responsibility to the private
sector. The private sector traditionally cannot cater to the needs of the
poor, resulting in marginalization of the marginal.
Amongst the many issues of public health, the functioning of the
market and the retreat of the State, health insurance for the poor is
a critical issue. Hospitals tend to carry out unnecessary tests and
this tendency will only increase with insurance becoming more
generalized, leading to a higher cost health system. A division in the
health care market is likely, with poor quality services for the poor, if
at all, while the better-off get the hi-tech state-of-the-art. Finally, one
needs to consider the impact of growing corruption on public health.
The black economy leads to the shortage of budgetary resources and
their misallocation. As markets are penetrating deeper and deeper
into various sectors, there is a tendency for a free-for-all and a rise
in the malpractices in both the private and public sectors. Hospital
wastes are recycled, spurious medicines are sold, quacks are treating
poor patients, etc. The black economy has sapped the will of the State
to deal with such issues.

Markets and the Health Sector

There is a wide disparity in availability of health services across
States. For instance, in 2000-01, the number of hospitals per 1 million
population in Rajasthan was 2, while in Maharashtra it was 36, and
the number of doctors per 1 million population was 350 and 800,
respectively (GOI 2002). Further, there is a large urban rural divide.
For instance, in 2001, hospital beds in rural areas were 99 per 1 million
population, and 1,788 for the urban areas. The disparity must be
understood in the context that urban services are concentrated in a
small area as compared to the rural services.
The greater penetration of the markets since the 1980s has only
increased these differentiations. For instance, in Rajasthan, the number
of hospitals per 1 million population has declined from 7 to 2 between
1981 and 2001, while in the case of Maharashtra it has risen from 16
to 36. Baru (1998) points to a rapid growth of corporate hospitals in
the Indian metros. Several studies point to the fact that the private
sector has become the major provider of health services (George et
al., 1993). The share of health services in GDP in the early 1990s was
about 4 to 5% and the government expends a small part of it. Private
households spend four to five times more, as compared to the families
in government employment. Nandraj (2001) concludes that in India
the growth of health services has largely been left to market forces
and he argues that the quality of the private services is largely poor
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(p. 14) in both rural areas and urban slums. Hence, the market is not
the solution for reducing disparities or for improving the quality of
services for the less well-off in society.
An increasing privatization of services in hospitals has often
resulted in the lowering of standards. Workers are paid lower wages
and have lower levels of skills, hence their commitment to work has
decreased (Nandraj 2001). Evidence shows that malpractices abound
in the private sector (pp.18-20). Monitoring of the private sector is poor
and this raises the important question of growing corruption in the
medical profession. In fact, it raises an important issue of governance,
namely, the reasons because of which the government cannot deliver
on services will also prevent it from monitoring the quality of the
private sector services.
Swinging from the public sector to the private sector will neither
reduce disparities nor deliver better quality in the aggregate. However,
it does mean that those who can pay will get much better services than
earlier. Privatization results in the segmentation of the market for
different population groups. Actually, while the poor are marginal
to the markets, they need health care the most but have the least
access to it. According to a recent study from Kerala, between 1987
and 1996 medical expenditure per ill person per episode increased
from Rs. 16.50 to Rs. 165.20 while the per capita medical expenditure
rose from Rs. 88.92 to Rs. 548.80. There has been a “mediflation” with
increases not only in medicine costs but also doctor’s fees, laboratory
charges, etc. (Muraleedharan 2001). The most disturbing aspect noted
is the rapidly increasing financial burden on the poor. It is noted that
for the well-off sections, the rise was 326% but for the poorest group
it was 768%, and for the next higher category, 1,002%. The percentage
of income spent rose for the rich from 2.18 to 2.44, but for the poor it
went up from 7.18 to 39.63. Insurance has played a role in inflating
costs. The consequence of all this can only be to make poverty more
entrenched.
The rich are getting more subsidies while the poor are marginalized
- the strategic retreat of the State. While the government is offering land
and tax concessions to private corporate hospitals cheap (almost free),
it imposes conditions for these concessions to promote access for the
poor to these hospitals. However, just as in the case of private schools,
for hospitals too it is found that they do not fulfil their obligations
to the poor.
Market consciousness has increased problems for women: less is
spent on their health, and female foeticide has increased as technology
supports sex selective abortion.
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Market and Health: Changes in Social Attitudes

The above points to the changing attitudes to life and health with
the penetration of market consciousness in the area of public health.
Life of a girl child can be ended, like a good consumed, without any
higher value being placed on life itself. However, in the case of health
there is an asymmetric situation in the market both with regard to
information and relationship of the doctor and patient.
As the patient is unable to judge whether what the doctor is saying
is correct or not, she/he is in a weak position to counter the doctor.
Consequently, with the sense of responsibility of the professionals
diluted and profit making justified, malpractices have proliferated
in the health sector (Kumar 1999; Nandraj 2001). This situation
is aggravated by the weakening of the State and by the growing
corruption which does not allow proper regulation to take place, as
has been attempted with limited success in, say, the USA (Kumar
1999).
Kumar (1999) pointed to the growing triad between the corrupt
politicians, executive and the businessmen for the proliferation of the
illegality in society and as the cause of the growing black economy.
This is clearly visible in the case of the health sector (Baru et al.,
2001). The pressure on the individual to act with responsibility has
decreased and malpractices have proliferated. For instance, as costs of
health care have increased, medical insurance has become increasingly
important. The case of public health proves that the problem is not
over-regulation or violation of controls, but of under-regulation and
violation of whatever few rules that exist. This, in general, is true in
other fields also in India (Kumar 1999).
Privatization has resulted in the decline of the public sector in
the area of public health because of the salary differentials with the
private sector (Nandraj et al., 2001). Lower level salaries and working
conditions face the public sector, while private salaries are much
higher. There is a zero sum game with talent being sucked out of the
public institutions, leaving them much poorer in terms of quality. Old
charitable hospitals, where good services were available cheaply for
the poor, are also getting commercialized (Baru et al., 2001), denting
the notion of charity and service.

Issues Relating to Technology

Under the present process of globalization, new technology is
rapidly coming into use in the health sector. However, the quality
of training of health personnel is poor due to inadequate facilities.
In fact, in most medical institutions there is a paucity of Ph.D.s and
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teaching positions lie unfilled. Thus, hygiene standards are poor and
there is lack of maintenance of equipment. Even in an institution
like AIIMS (New Delhi), little original research is being carried out.
Generally, models and procedures evolved in the West are tested and
Indian data is generated as research. The prestige of international
consultants has increased so much that their shoddy work is also
acceptable. For instance, CII-McKinsey (2003) bases its analysis on
7% of the population being ‘rich’ with incomes of above Rs. 5 lakhs
per annum per capita. This is an impossibility since it would give a
figure of income for these people that would be 40% higher than the
country’s total GDP at market prices! Privatized medical education
pressures medical graduates to recover money their parents have
invested, contributing to the environment to make fast money and
privatized health services. Under the WTO regime, with TRIPS
and TRIMS progressively coming under implementation, the hold
of the advanced nations over technology is likely to grow. India’s
technological backwardness is likely to become more entrenched
because of the scale of investment required to reach the frontiers
of technology. Drug companies are pushing for privatization and
increased health expenditures. There are high pressured campaigns
for pushing expensive medicines to replace cheaper generic drugs
with expensive formulations. However, most of the drug companies
are MNCs that do research in the advanced nations. Indian companies
have patented very few molecules.
Indian companies sought to make the molecules through alternative
routes and grew rapidly since the 1970s. Their being able to provide
anti-retrovirals at a fraction of the rate of MNCs is a result of this.
TRIPs seek to change that by imposing product patents, as opposed
to only process. The price rises and tightening hold of MNCs will
affect AIDS drugs, as evidenced by the debate in Africa. It is with a
great deal of reluctance that some concessions were offered before the
Cancun round of negotiations in 2003.

Conclusion

The above analysis suggests that poverty remains endemic in India
over 50 years after it gained political independence. Despite substantial
material progress, the growth process has been dichotomous. A small
elite has cornered most of the gains leaving little for the rest. The
rule of markets has caused continuing poverty and failed policies.
In turn, these have caused growing alienation of the non-elite and
rising cynicism, which make the task of governance of a vast and
heterogeneous country difficult for the elite.
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With the present phase of one-way globalization initiated in
1991, the poor are being eclipsed from the consciousness of the elite.
Rather than redoubling the efforts at making the obvious happen and
achieving the tryst with destiny, the poor are being formally relegated
to the background. Freedom in 1947 was partial since it was elitist in
content and placed control in the hands of an elite which was strongly
outward looking and not very dynamic in the Indian context.
An alienated elite, with a narrowing horizon and dependent for
ideas on others, is also unable to retain coherence. Inevitably, conflict
amongst the elite grew in society but this, instead of benefiting the
poor, further marginalized them. They are against the poor if not
explicitly, through the economic mechanisms they have set up.
Today, a large majority of Indians do not know that the new
Economic Policies and WTO are setting the agenda for the way
they will live and work for the next 50 years and more. They do not
understand that any economy sets the rules of economic gains - who
gains and who loses - and these rules of the game are being changed in
a direction that are weighed against those who are already marginal in
our society and even more marginal in the world reckoning.

Challenges of Globalization and Marketization

It is not just the common people but even the well educated who
find these changes hard to comprehend. Our legislators and policy
makers are also confused. Partly, this is a result of the absence of an
overall perspective in the nation. The absence of an overall vision is
the result of a lack of an indigenous and autonomous worldview and
the tendency of the marketization process to split any problem into
its individual components and deal with them separately without
allowing a holistic view to be taken. There is a dumbing down of the
population. Taking a narrow view has become acceptable and most
people now accept that no effort need be made to understand the
bigger picture. Individuals in a market environment are taken to be
‘rational’, optimizing their gains and welfare. Welfare improvement
is based on (consuming) ‘more is better’. Choices are expected to be
exercised within given parameters. Individuals exercising restraint
and consuming less, or not giving in to the market generated demand
pattern and desires (that the producers push for), are considered
irrational and are marginalized, while those who give in to the
market generated consumerism are applauded as successful.
Globalization is undermining democracy in national economies.
National governments are being forced to adopt policies that may
not be in the best interest of their population and, as argued, only in
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the interest of the ruling elite, that too only in the short run. In India,
the responsibility of society to individuals and of the State to its
citizens is being diluted. The crisis in the life of individuals in the
marginalized nations, brought about by rapid changes which they do
not understand and which leaves them uncertain about their future,
results in their alienation and leads them to look backward rather than
forward. The past looks better even if it was full of problems, so it
can be glorified. As the nation weakens and is found to be unable to
deliver, the citizens search for a more secure identity in their caste,
community and region. The nation is today suffering not only on
the health front as a result of one-way globalization; it is weakening
internally and is unable to define or protect its long-term interest.
This needs to be rectified. The arguement here is not to hark back to
some glorious past, but to recognize our lack of dynamism and rectify
that. There is a need to reinforce indigenous strengths and evolve an
alternative development paradigm – for which India has the depth
and potential (Kumar 1994).
One-way globalization is the principal challenge before India. A
deteriorating food security situation makes the nation more vulnerable
to manipulation. It reinforces the notion that the nation lacks adequate
resources for its own development. Marketization in the area of public
health requires society to value life and health. This is impossible
except in a crass way. For purposes of compensation in courts and
how much emphasis governments will place on health and life, a
valuation is attempted or is implicit. This has limited the notion of life
itself. Classifying health as a merit want in neo-classical economics
and, therefore, calling it a case of market failure, is inadequate.
Life is linked up to society as a whole and is not just a case of
failure of market for public health. In this sense, even in market
failure situation, it is a case of second best and not of first best.
Unfortunately, in neo-classical economics, there is no way of dealing
with such generalized failure. A distinct approach to the area of public
health needs to be taken and this is missing.
If health status is poor and there are inadequate people to treat the
population, that is a sign of poverty. However, material well-being is not
necessarily a sign of good health in a consumerist culture and greater
expenditures on health are not necessarily a sign of prosperity. There
is the need for a more holistic approach, which the market solutions
cannot provide. A holistic approach would begin with prevention of
disease. It would be based on simplification of life and reduction of
exposure to more and more chemicals in daily life. Restraint and selfregulation are essential, but that is clearly not market friendly. Market

124 | The Context

relations cannot be a substitute for healthy human relationships
between health workers and the people, or between the sexes.
Responsibility of society to individuals and of State to citizens
needs to be reasserted. Immorality and amorality of the markets need
to be understood. Man’s predominance needs to be asserted while
supremacy of the markets needs to be reassessed. Even when markets
function smoothly, can rising material prosperity based on ‘more is
better’ be an end in itself? Can it in itself be fulfilling or will it lead to
a growing feeling of being unfulfilled? The issue then is what should
have priority - Man or Market? The answer should be obvious, but
how this is to be brought about in the contemporary situation is a
major intellectual challenge before us in this century.
[Paper based on a presentation at a seminar on Societal Concerns and AIDS
Control Strategies in India organised by CSMCH, JNU, in January 2002.]
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Response of Government

II.1

HIV/AIDS IN INDIA – THE RESPONSE OF
GOVERNMENT HEALTH SERVICES
Rajeev Sadanandan

Among the national disease control programmes, the National
AIDS Control Programme boasts of the involvement of the largest
number of partners outside the health system. This is partly due to
historical reasons and partly the dynamics of the epidemic. This paper
attempts to examine the response of government health services and
the underlying rationale.

Responding to HIV/AIDS – the Global Context

When HIV was first recognised in the early 1980s in the United
States, medical services had very little to offer against the new
and baffling disease. The response consisted of treating sexually
transmitted infections (STI) which increase vulnerability to HIV
transmission; treating opportunistic infections in HIV positive people;
and providing palliative care for terminally ill AIDS patients. The
gay community launched an effective response through establishing
networks to combat the stigma regarding sexual orientation. These
networks were able to achieve remarkable changes in behaviour
among the gay community, including reducing the number of sexual
partners and promoting consistent use of condoms in every sexual
act. The success of this approach in controlling the spread of HIV
in the community ensured that peer education, behaviour change
communication, condom promotion and awareness campaigns
became an integral part of every HIV prevention programme.
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When the disease appeared in Africa and Asia, the effective response
of Uganda and Thailand became role models for HIV prevention in
the poorer countries. Both countries mobilised considerable political
support, developed a multi-sectoral approach, and raised awareness
levels in the community. Thailand, in particular, was able to achieve
high levels of condom use among sex workers. Both nations depended
heavily on non-governmental organisations (NGOs) and faithbased organisations (FBOs) in efforts to raise awareness and care for
people living with HIV. Further, in both countries the National AIDS
Commissions were taken out of the health ministry and placed in the
office of the top political leader.

The Indian Response – Phase-I

The first response to the epidemic in India did not come from the
government, but rather from NGOs who received training and funds
from external donors (Sethi 2002). When the National AIDS Control
Programme-I (1992-99) was initiated, it emphasised two sets of
activities in addition to technical and managerial capacity building for
programme management: (1) raising levels of awareness, increased
condom use and targeted interventions among high risk groups, and
(2) blood safety, quality care for STIs, and sentinel surveillance. The
first set of activities requires health promotion skills, which should
have been an integral part of government health services. However,
having neglected all aspects of health care that were not of a biomedical nature, the government health services faltered in managing
these components. The states that did well on these counts, such as
Tamil Nadu, did so through effective health service outreach. The
autonomous society established in Tamil Nadu became the model for
National AIDS Control Programme-II initiated in 1999 (National AIDS
Control Organisation 1999).
In the second set of activities, most of the state health services
responded well, as they were more aligned with their expertise.
Prompted by a ruling of the Supreme Court, screening of donated
blood became near universal. By 1998 India had 154 Zonal Blood
Testing Centres and 815 Blood Banks. Large numbers of trainings were
conducted on syndromic management of STIs. However, there was
little success in the behaviour change counselling, the other critical
component of STI management. Overall, the surveillance network and
the quality of data collection and analysis improved significantly.
The major obstacles to successful implementation of the programme
were: unwillingness of civil society to accept HIV and AIDS as a threat
that required a different approach; inability to explore and manage
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two of the major activities that increased vulnerability to HIV/AIDS,
viz., sexual intercourse, both hetero and homosexual, and injecting
drug use; and inability to manage the interface between government
health services and NGOs. NGO collaboration was indispensable, as
government departments did not have the capacity or willingness to
implement sensitive interventions with traditionally marginalised
target groups such as street children, sex workers, injecting drug
users and men who have sex with men (MSM). This hostile interface
between NGOs and government continues even today, endangering
the future of the programme in some states.
Meanwhile, the virus continued to spread, from its epicentre in
Mumbai to every state in the country. The problem is more severe
in Manipur, Nagaland, Maharashtra, Gujarat and all south Indian
states except Kerala. Physicians began to see more and more cases
in their practice. In many cases, physicians refused to treat persons
with HIV due to lack of training in infection control and lack of
arrangements for post-exposure prophylaxis - leading to added stigma
and discrimination towards persons living with HIV (with notable
exceptions, mostly in the public sector). Increased visibility of the
disease, advocacy by different groups and pressure by international
organisations led to demand for a more urgent response to the
epidemic. It was in this backdrop that the National AIDS Control
Programme-II was launched.

National AIDS Control Programme – II (1999-2004)
Objectives

The project aimed to:
Stabilise infection at 5% of the adult population in Maharashtra,
below 3% in Andhra Pradesh, Karnataka, Manipur and Tamil
Nadu, and below 1% in the remaining states.
b)
Reduce blood-borne transmission of HIV to less than 1%.
c)
Attain awareness levels of not less than 90% among the youth
and others in the reproductive age group.
d)
Achieve condom use of not less than 90% among high risk
categories such as sex workers.
a)

Strategies

Project strategies are grouped into two categories: delivery of cost
effective interventions against HIV and AIDS, and capacity building
at national, state and municipal levels. This analysis focuses on the
implementation and effectiveness of interventions.
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Delivery of Cost Effective Interventions Against HIV/AIDS

Intervention beneficiaries have been segmented into three different
groups: high risk, low risk and HIV positive. Interventions with groups
at high risk for HIV infection are prioritised, as this was perceived to
be the most cost-effective method to control the spread of HIV in the
country.
Targeted interventions (TIs) for groups at high risk were proposed to
be implemented through NGOs, and community based organisations
(CBOs). Population sub-groups vulnerable to HIV infection are
identified through participatory approaches, and strategies are
implemented to improve demand for and access to health care and
to motivate behaviour change through outreach, especially peer
education.
By virtue of hindsight, it is evident that if successfully implemented,
TIs would have slowed the spread of the epidemic. However, the
strategy presupposed that the states would be willing to work with
marginalised populations and accept NGOs as partners. This would be
difficult to achieve in states that do not have a history of working with
civil society. It also necessitated working with populations involved
in activities that are not legal, such as sex work, MSM and injecting
drug use. All this is possible since it did happen in the states where the
political leadership had the foresight to deal with the epidemic before
it became evident and in states where the epidemic was already at
such high levels that it could no longer be ignored.
No universally accepted measures are available to compare
the programme efforts of different states in implementing TIs.
However, as the National AIDS Control Organisation’s guidelines
for calculating beneficiaries per NGOs are uniform (UNAIDS 2002),
it is possible to develop a crude measure to the state performance.
The population reached by an intervention is assessed by dividing the
total population of the state with the total number of TIs. This assumes
that the percentage of adults who benefit from such interventions is
the same across different states (except the brothel-based sex worker
interventions in Kolkata, Mumbai and Delhi, where the interventions
cover more than the figure of 1,000 sex workers per intervention used
by NACO).
Among the larger states, only Andhra Pradesh, Gujarat, Kerala
and Tamil Nadu have a population to intervention ratio of less than
1:10 lakhs (Table 1). (The level of effort of both Maharashtra and
West Bengal with predominantly brothel-based sex work cannot be
compared to other states). Of the four states, Tamil Nadu and Andhra
Pradesh have prevalence of over 1% in the general population.
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Table 1
Comparative Targeted Intervention (TI) Efforts of States
Awareness of
Consistent Condom
PopulaPopulation
Use to Prevent AIDS
States
No. of
tion (in
(in Lakhs) Per
(Percentage)
TIs
Lakhs)
Intervention
Female Sex
General
Workers
INDIA
10,270
735
14
0.9
78.1
NB
Andhra Pradesh
757
114
7
61.5
85.3
NB
Assam
266
18
15
49.4
74.8
NB
Bihar
829
11
75
29.5
79.2
BB
Delhi
138
12
11
78.1
94.4
BB
Goa
13
9
1
79.3
95.2
BB
Gujarat
506
95
5
45.4
83
NB
Haryana
211
11
19
66.7
60.4
NB
Himachal
61
9
7
80.9
70.1
NB
Pradesh
Jammu &
101
1
101
65.8
70.2
NB
Kashmir
Karnataka
527
18
29
56.9
74.9
NB
Kerala
318
50
6
76.8
87
NB
Madhya
604
7
86
49.7
84.8
NB
Pradesh
Maharashtra
968
45
22
60.2
97.8
BB
Manipur
24
16
1
75.1
82.4
NB
Orissa
367
23
16
37
83.8
BB
Punjab
243
18
13
82.3
74.2
NB
Rajasthan
565
11
51
52.6
71.2
NB
Tamil Nadu
621
132
5
59.4
98.9
NB
Uttar Pradesh
1,661
33
50
43.7
92.3
BB
West Bengal
802
38
21
31.1
90.4
BB
Sources:
1. Population figures from the Census of India, 2001.
2. Number of Targeted Interventions from NACO’s internal reports.
3. Knowledge indicators from the National Behavioural Surveillance Survey for
General Populations (2001) and High Risk and Bridge Populations (2002).
Note: NB = Non-brothel based sex workers; BB = Brothel based workers
The knowledge indicator referred to has been collected from only one group
of Female Sex Workers.
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As the epidemic is generalized in these states, intervention impact
will require a longer period of time. Tamil Nadu initiated interventions
much earlier than Andhra Pradesh, and has achieved better coverage
and higher quality. It is believed that the epidemic among the high
risk populations has begun to stabilise, as illustrated by the lower
than expected rates among STD (sexually transmitted diseases) clinic
attendees (Table 2). Yet both Kerala and Gujarat, who share borders
with high prevalence states and were expected to have high levels
of the epidemic due to high levels of out migration and immigrants
respectively, have managed to keep the epidemic at comparatively
low levels (Table 2).
The outcome of interventions, as measured by prevalence figures,
requires long periods of sustained effort to be evident and thus is
untenable to measure programme efficiency in the short run. The
National Behavioural Surveillance Survey for General Populations
(2001) and High Risk and Bridge Populations (2002) provide
knowledge and behavioural indicators, which could serve as proxy
indicators. Knowledge levels of general populations may be driven
by general awareness levels such as literacy, but awareness among sex
workers, especially non-brothel based sex workers, is an indicator of
programme effort. Table 1 focuses on one specific knowledge indicator
covered in the study - “Consistent condom use can prevent spread
of AIDS”. The states of Andhra Pradesh, Gujarat, Kerala, Madhya
Pradesh, Tamil Nadu and Manipur have achieved awareness levels
above 80% among non-brothel based female sex workers. Similar
results are seen for other parameters of the survey too.1
While conclusive evidence is not available at the short term,
prevalence figures and intermediate indicators revealed in the
Behavioural Sentinel Survey (NACO 2001) indicate that interventions
do achieve positive outcomes. Data also demonstrate the best time to
act is before the epidemic spreads to the general population. The high
prevalence states have a high level of programme effort in TIs, but
impact is difficult to discern because the epidemic has already spread
to the general population. Fortunately, most parts of northern India,
home to 60% of India’s population, have a low level of epidemic.
Therefore, they have a window of opportunity to prevent the epidemic
from reaching the levels in the six high prevalence states. However, as
demonstrated in Table 1, states have not taken appropriate measures
to grab the opportunity. In light of the presence of many factors
1

Note that brothel based sex workers have not been included in this
analysis. Also, the figures for Madhya Pradesh are inconsistent with the
rest of the data.
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that render populations vulnerable to HIV - including high levels
of migration, low literacy, low social position of women, high levels
of income disparities and poor access to health services - it may be
expected that Northern states may experience a high burden of HIV
and AIDS, as they do for most of other communicable diseases.2
Notably, the factors that have hampered control of disease among
targeted populations are the same as those being addressed in the HIV
and AIDS control programme now. If the health services avail of this
opportunity to reach vulnerable populations, it will have a beneficial
impact on public health programmes in India. Linkages with existing
health service provision and addressing constraints on the demand
and service side that inhibit access is essential to ensure sustainability
of the impact generated by TIs.
In the hierarchy of diseases that decide the relative allocation of
resources, STIs have occupied a low priority. The importance given
to these diseases in the HIV prevention programme may rectify that
neglect. However, experience from Uganda shows that mere treatment
of STIs, without simultaneous attempts at behaviour change, may
not have an appreciable impact on rates of HIV transmission, at least
in areas with a high prevalence of HIV. Counselling for behaviour
change remains the weakest area of the programme. Health services
must address this gap urgently, as it will have an impact in managing
other lifestyle diseases as well. The condom promotion campaign is
also challenged with reversing efforts of family welfare programmes
that stressed female oriented permanent methods and consequently
ignored temporary methods for males. The synergy that exists between
promoting condoms as a method of contraception and infection
control must be maximised.
The STI treatment programme has emphasised strengthening of
government service providers. However, the Behavioural Surveillance
Surveys (2001 & 2002) demonstrated that less than 28% of sex workers
and 23% of the general population sought STI care at government
facilities. Hence, to be effective, the programme must address the
factors that dissuade patients from accessing care at government
facilities and work with alternate formal and informal service
providers.
2

It may not be possible to ascribe the impact on the epidemic entirely to
programme implementation, as there may be other factors at work that
are not documented or whose impact is not recognised. Nevertheless, a
comparison of the programme effort and the outcome and impact indicators
of different countries does make a strong case for targeted interventions.
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Table 2
Sentinel Surveillance Data - 1998 to 2002 3
States
Andhra Pradesh
Arunachal
Pradesh
Assam
Bihar
Delhi

Goa
Gujarat
Haryana
Himachal Pradesh
Jammu & Kashmir
Karnataka
Kerala
Madhya Pradesh

3

Sites
STD
ANC
STD
ANC
STD
ANC
STD
ANC
STD
ANC
IDU
STD
ANC
CSW
STD
ANC
STD
ANC
STD
ANC
STD
ANC
STD
ANC
IDU
STD
ANC
STD
ANC

No. of
Sites
3
4
2
1
2
2
4
3
1
2
2
2
2
2
1
1
3
2
1
2
7
4
1
3
3
4
6

1998
24.9
2.25
0
0.4
2.1
0
1.35
0
1.6
0.25
19.4
1.2
2.5
0
2.6
0
2
0.36
1.83
0
16.7
1.75
2.6
0.1
3.5
0

Median Prevalence
1999 2000 2001
29.5
30
26.6
2.6
2
1.5
0
0.1
0
0
0
0
2.4
0.61
1.49
0
0
0
0.6
0.5
1.2
0
0
0
0.8
3.26
4.65
0.3
0.25
0.13
5
2.4
13.5 12.02
15
0.8
1.17
0.5
53.2 50.79
6.7
4.65
4.14
0.4
0.5
0.5
5.3
2.75
1.08
0
0
0.41
0.4
0.4
0.26
0.3
0.89
0.13
1.2
0.4
0.8
0
0.12
0.25
15.5
12.8
16.4
1
1.68
1.13
1.3
4.23
2
3.2
5.2
6.42
0
0
0.08
0.2
1.6
2.69
0.3
0.12
0.25

2002
30.4
1.25
0
0
0.75
0
1.60
0.25
3.23
0.25
7.20
11.29
1.38
24
6.17
0.38
1.14
0.38
0.40
0
0.95
0.08
13.60
1.75
2.26
2.45
0.38
2.35
0

Before 1998 surveillance took place through a series of pilot sites. It was
only in 1998 that a systematic surveillance mechanism was set up with
adequate number of representative sites. Hence, only data since 1998 is
being considered to estimate the trend of epidemic in the country. National
AIDS Control Organisation 1999 p. 10.
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States
Maharashtra
Manipur
Orissa
Punjab
Rajasthan
Sikkim

Tamil Nadu

Uttar Pradesh
West Bengal
Meghalaya

Mizoram

Nagaland
Tripura

Sites

No. of
Sites

STD
ANC
IDU
STD
ANC
STD
ANC
STD
ANC
STD
ANC
STD
ANC
STD
ANC
IDU
MSM
STD
ANC
STD
ANC
IDU
STD
ANC
IDU
STD
ANC
IDU
STD
ANC
STD
ANC

8
12
3
2
5
4
2
2
2
2
3
1
2
2
6
4
6
4
4
1
2
2
1
2
3
1
1
4
1
-

1998
16
2
70.7
4.15
0.75
2.86
0
0
0
5.2
0
0
0.13
16.3
1
1.6
0.24
0.4
0.62
0
0.13
0
1
1.49
0.48
13.2
11.1
0.7
0
-

Median Prevalence
1999 2000 2001
20
18.4
9.2
2.1
1.12
1.38
48.8 64.34 56.26
12
11.6
10.5
2.3
0.75
1.75
1.2
2.6
0.8
0.1
0.27
0.25
2
0.8
1.61
0.4
0
0.4
3.2
2.84
4
0.3
0.25
0
0
0
0
0.1
0
0
10.4
16.8
12.6
1
1
1.13
26.7 24.56
4
2.4
0.6
1.8
0.9
0
0.12
0
1.4
1.6
0.6
0.1
0.5
0.13
0
1.41
1.39
0.3
0
0
0
0
0
1.5
9.61
2
0.76
2
2.2
0.48
0.37
0.33
7.6
7.03
5.5
4.4
6.9
7.4
1.3
1.35
1.25
0.8
1.34
3.2
0.25

2002
7.60
1.25
39.06
9.60
1.12
0.80
0.25
1.60
0.49
6
0.50
0
0.13
14.7
0.88
33.8
2.40
0.80
0.25
0.47
0
0
0.90
0
1.60
2.60
1.50
10.28
2.42
1.25
1.40
0

Source: National AIDS Control Organisation (unpublished)
Note:
ANC = Antenatal Clinic (Attendees); STD = Sexually Transmitted Diseases;
IDU = Injecting Drug User; MSM = Men Who Have Sex With Men
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Preventive Interventions in the General Community

Information, education and communication (IEC) and awareness
generation include IEC campaigns, advocacy, working with youth,
and school health education. A recent addition to this programme,
the Family Health Awareness Campaign (FHAC), is an innovative
programme which seeks to bring STIs into the realm of public
discourse and encourage health care seeking behaviour for STIs and
reproductive tract infections (RTIs). Health service departments alone
cannot achieve effective IEC programmes to affect the behaviour of
entire communities. However, as the FHAC has shown, health service
departments can have tremendous reach in the community, especially
through networks of multipurpose workers. If the capacity needed to
handle the challenge of changing sexual behaviour is provided, and
if part of the resources available for IEC on HIV is used to strengthen
the numbers of this overworked category, health services may
remain the best strategy for influencing the sexual behaviour of rural
communities. Further, the urgency of the response might necessitate
the use of resources within and outside the health system. Overall,
emphasis must be on enabling the system to respond to the challenge which will have beneficial results for public health and family welfare
programmes in the country.
Health services provide voluntary counselling and testing (VCT)
services that include post- and pre-test counselling, training for health
workers on counselling on HIV and AIDS, and counselling services
in blood banks and STI clinics. However, due to lack of expertise in
the health service departments on counselling, these services have
been outsourced in most states. VCT Centres also provide a good
opportunity for primary prevention and support to the infected.
Persons who approach the centres for testing do so because they
believe they have engaged in high risk behaviour. During post-test
counselling, those that test negative are counselled on how to protect
themselves. Persons who test positive can be provided psycho-social
support, health information, and linkages to networks of positive
people and support groups.
VCT presents a challenge for integration of hospital services with
areas not often recognised as part of curative care. The demand for
counselling and testing is generated by IEC, targeted interventions and
referrals from clinicians. The backward referral is often to STI clinics
and physicians managing opportunistic infections. It is also possible
for the physicians to use the services of the counsellor to manage the
psycho-social impact of the disease. Therefore, there is a strong case to
integrate counselling services with mainstream clinical services.
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Blood Safety components include the supply of safe blood,
promotion of rational use of blood and voluntary blood donation,
and training on universal precautions. Although health services
have traditionally excelled in these areas, poor quality consciousness
and logistical bottlenecks prevent successful adoption of universal
precautions - which in turn weakens the quality of care for persons
living with HIV. Matching the supply of blood to actual demand
for rational use, along with networking peripheral institutions with
nodal blood banks will help optimise resources spent on blood safety.
Further, the system will need to link up with external agencies to
promote voluntary blood donation.
Low Cost AIDS Care focuses on support services for persons living
with HIV through community-based hospitals, hospice programmes,
drop-in-centres and outreach programmes managed by NGOs and
CBOs. Medical care for HIV positive persons has been restricted to
improving care for opportunistic infections and training medical
persons on appropriate referral strategies. A surprising feature has
been the inadequate link with National TB Control Programme. With
a health system that is heavily dependent on the private sector for the
provision of curative care, failure to integrate private providers has
been another major shortfall.
Ironically, medical care providers, who were sensitised
about the disease first, were also the first to be held responsible
for discriminating against HIV positive persons. Stigma and
discrimination have appeared to follow an arc in relation to
awareness about the disease. Initially, with low levels of awareness,
stigma is negligible. As awareness levels increase, so does stigma,
which finally tapers off as the number of infections grow and health
care providers and the general population become more familiar
with the disease and its management. A careful examination of
the sensitisation package on HIV is critical to avoid recurrence of
the same pattern in the low prevalence states. Some of the fears of
health care providers are real, such as a shortage of gloves and other
disposables in government hospitals. If these are not addressed,
health workers cannot be expected to take universal precautions
and will unfortunately continue to discriminate against persons
suspected to be HIV positive. Further, health workers must also be
sensitised on the psycho-social impact of HIV infection.
Meanwhile, medical management of HIV has made tremendous
strides, perhaps the most rapid in the history of any disease. Therapy
with the combination of reverse transcriptase and protease inhibitors,
which prevents the multiplication of the virus in the human cells,
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has been found to reduce and maintain low levels of the virus in the
body. While prohibitively expensive in the past, the price of these
drugs has been considerably reduced through the success of some
Indian companies in producing generic versions. Affordability has
led to demands for free provision to HIV positive persons. Yet even
at reduced prices, their cost continues to be prohibitive for Indian
states. Even with the low levels of infection in most states of the
country, the supply of anti-retrovirals, as these drugs are called, may
significantly burden drug budgets at the state level. Due to the high
cost of providing diagnostic and care support necessary for effective
drug administration, it appears unlikely that anti-retroviral therapy
can be funded out of the low levels of public expenditure on health.
In addition, persons living with HIV and AIDS have formed networks
and support groups. As the number of persons infected with HIV
increases, these groups will emerge as major players in prevention
efforts, fighting stigma and discrimination, and providing support to
infected persons.

Conclusion

HIV came to India fairly late, after it had demonstrated its impact
in Africa and Southeast Asia. While the country had the opportunity to
reduce the potential misery of HIV and AIDS, the chance was wasted
by denial and low priority for public health responses in India. Kerala
and Gujarat, who mobilised a civil society response and effective
programme delivery, have demonstrated that it is possible to keep
the epidemic at low levels for a considerable period of time despite
factors such as migration that could fuel an epidemic. Tamil Nadu has
proven that even if the epidemic reaches high levels, it is possible to
stabilise and even reduce it through concerted effort. The female sex
workers of Sonagachhi project of West Bengal have demonstrated that
it is possible to empower marginalised populations and enable them
to protect themselves.
However, for most states in India, the grace period is over.
Physicians in most parts of the country have begun to see HIV
positive patients in their practice. This is a twilight zone where
medical care providers can have a major impact by providing
quality low-cost care to infected persons and working with them as
agents to sensitise the community. To improve effectiveness, health
services must draw on underutilised skills such as counselling and
recognising disease as the outcome of a host of socio-economic
factors in addition to microbial infection. Coupled with a similar
response from stakeholders such as media, NGOs and academics,
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such an effort could reduce the totally avoidable misery that HIV
infection can wreak. The challenge of governments is to enable this
response, urgently.
[These are personal views and do not represent the views of National
AIDS Control Organisation.]
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II.2

CACOPHONY AND CATASTROPHE: AIDS
RESEARCH, TRAININGS AND CONFERENCES
OR COMMUNITIES, CONDOMS AND CARE
Vijay Thakur

The term ‘catastrophe’ is being used in this paper to evoke the
affective dimension of HIV in India and not the statistical. The position
of numerical facticity, an obsession within HIV related response in
India, is a position that I have abandoned since 1990 and have little
reason to subscribe to (Thakur 1992). Instead, I place at the center of
my analysis; the individual who destroys his family and then ends his
own life after being told that he has “AIDS”; a woman who has been
thrown out of her home after her husband reportedly died of “AIDS”;
a child with the pain of Herpes Zoster languishing on the floor of an
NGO’s center for “AIDS orphans”.
These are recurring stories, similar in all aspects, separated only
by the vast geography that is India. For these, the grandiose plans
and programs, the opinions of experts and the bold claims at AIDS
conferences are a ‘cacophony’, which they endure in solitude and
silence. Fortunately they remain ignorant of the debates and decisions
that are claimed on their behalf or else they would have been doubly
bewildered.
When I was invited for this dialogue, I retracted at the possibility
of speaking out the history of HIV/AIDS responses in India that I
have been an unfortunate witness to. My despair and skepticism is
with an AIDS officiocracy, which is increasingly intolerant of anything
but their own voices and plans. However, instead of turning down
this invitation, I will exert a feeble appeal and hope that, despite its
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prescriptive tone contrary to the spirit of a dialogue, some of my
suggestions will meet with acceptance and action.
I propose that we have had enough of AIDS research, workshops,
trainings and conferences; the constituents of cacophony. Earlier, I
have equated these to misplaced grandiosity and a misplaced faith
in our capabilities for biomedical research (Thakur 1991). I propose
that we place a moratorium on this cacophony, fracture the discourse
emanating from it, and initiate a dialogue for development and gender
allowing us to displace our gaze and effort to the simple provisions of
care to those affected, an uninhibited availability of condoms for both
the protection of oneself and others, and develop community-based
action.

The Space of Cacophony

The space of cacophony in AIDS control is occupied by three
sources: AIDS Research, AIDS Conferences, and AIDS Trainings. I am
excluding the carnivals that go in the name of AIDS awareness from
this cluster. There is little doubt that AIDS awareness, the mainstay
of the Indian response to HIV/AIDS during the first phase of the
National Programme, has been proportionately resource sapping and
may have produced but a counterproductive impact. For our analyses
AIDS awareness can be seen as the receptacle of cacophony and its
texts revelatory of the thesis that I am trying to place before you.

AIDS Research

The acrimony over the discovery of the HI virus between Robert
Gallo, of the National Cancer Institute, USA, and Luc Montagnier
of Pasteur Institute, France, is well-known. It took arbitration by the
international community to maintain peace and ensure a respectable
share in the fame and profits of the discovery of the HIV.
“ The WHO produced a geographical categorization, ostensibly
on the grounds of transmission, thus inventing ‘African AIDS’ as if it
were a totally distinct ‘tropical disease’ directing discourse of Northern
medical establishment with profound implications for funding and
international solidarity along with the construction of an ‘African
AIDS’ ” (Seidel 1993). As we shall see, the research agenda of NACO
(National AIDS Control Organisation) resurrects this mythological
category again.
These are two archetypes, namely, struggle for power and
categories to regulate power, which are replayed in the individual and
institutional AIDS “research” in India.
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AIDS Research in India: The indications of things to come were
signaled when the Director General of the Indian Council of Medical
Research (ICMR), pronounced in 1984: that given an Indian culture we
had no threat from an HIV epidemic. Soon his successor was advising
that all HIV positive women in sex work ought to be tattooed. (It is
believed that when one activist pointed out that clients would not see
the tattoo in dimly lit brothels, the director retorted, “we should use
fluorescent tattoos”!).
The ICMR then sanctioned a pilot experiment, in 1991-92 in Sangli,
to provide for a pension of Rs. 3,000 per month to sex workers who
had tested positive for HIV antibodies. An NGO was hired to conduct
this experiment. A barrack was quickly on site, and other NGOs
were being solicited for referrals. Thus the formation of ghettos was
anointed by science.
Then we have the National AIDS Research Institute (NARI), set up
in 1992 in Pune, bypassing all established Virology Centers already
under the administration of the ICMR. For a sample of the kind of
latitude that the researchers have got for themselves in the name of
AIDS, we can see a press interview by one of the NARI researchers:
“We conducted research on 15 sexually active and five sexually abstinent
women where Buffergel was applied twice a day. The second phase will involve
50 to 100 women and the third phase will involve 400 to 1,000 women. The
second and third phases are basically to test the efficacy of the gel.” The gel is
a promised treat for the empowerment for housewives by the Director
of NARI in the article. What justifies a trial where the acceptable risk
reduction of condom use has been abandoned for an untested intravaginal microbicide chemical? The report is further confounding since
they report that the “gel was put into the vagina using a dropper”.
How a gel can be used with a dropper is a challenge to engineers in
fluid mechanics.
The malice goes further when two to three years later the same
researchers report plans for yet another vaginal viricidal preparation.
“We are preparing to conduct microbicide trials on women who may be at risk.
This is a new methodology where we will test the rate of infection of women
from either their spouses or other sex partners. A vaginal microbicide is
another form of female condom which is dissolvable sponge” (Paranjpe 2001).
What consenting procedures and what safeguards and protection of
the rights of experimental human subjects are being adhered to by the
apex research institute for AIDS research? Incidentally, NARI is also
one of the nodal agencies for training counselors.
Biomedical research in HIV is a flourishing business in India, with
nothing to show but clones of arrogance, grandiosity, greed and a
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trampling of all decency, let alone ethics and laws. Besides the official
agencies, there are dozens of individual clinicians and NGOs that are
seduced by “foreign collaborators”, who bypass all laws. No one is
aware of the amount of tissue and number of individuals who have
sent these tissues, usually blood, to European and North American
Centers. Throw in a few perks, some consultation charges and free
ride to the many AIDS conferences and you will have medical persons
lapping at the hands of collaborators. All this is in the name of science
and research.
Today clinicians are conducting drug trials; professors in
departments of medicine in allopathic Medical Colleges are tinkering
with herbs, an act prohibited by the Indian Medical Council. Private
practitioners are hired by drug companies to try out drugs. The
following anecdote may illustrate the breadth of freedom enjoyed by
AIDS researchers in India.
In June1991, at the Seventh International Conference of AIDS, a clinician
from Mumbai in collaboration with an eminent virologist from West Germany
announced that they had discovered the prevalence of HIV 2 in blood samples
in India. Apparently, the samples had been taken to Germany without the
mandatory procedures for taking “live tissue” out of the country. At a casual
meeting with Prof. Luc Montagnier, at his imposing Pasteur Institute, I
asked the venerated Professor about his opinion on mandatory testing blood
donor units for HIV 2 in India (it is only recently that blood for transfusion
is screened for HIV 1 and HIV 2). He categorically stated that he had tested
and discovered HIV 2 antibodies in blood samples sent by the Ministry of
Health to his institute in 1986-87. I was shocked at this revelation and asked
Professor Montagnier why the Indian Government had been an ostrich for
so long, he replied that he had not felt it necessary to inform the Ministry
about his HIV 2 findings as they were tests done out of his own interest
and the Ministry had “only requested” confirmation for presence of HIV 1
antibodies!
Knowledge, Attitude, Behavior (KAB) Studies: The other locus of
research is in the name of socio-behavioral research, with an increase
in demand for “sexual mapping”, which needs assessment and KAB
studies.
The association of HIV or rather AIDS with sex, triggered a flurry
of Knowledge, Attitude and Behavior studies in India. Suddenly there
was an occasion to have a peek into the sex of people. Most of these
studies further the paradigms of health-belief models, which have a
limited application in the minimization of risk-behaviors.
Market research type surveys and indeed marketing agencies
were at the forefront of these studies. Both bedrooms and brothels are
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supposedly to be captured under their statistical microscopes. WHO
and other donors were keen promoters of these studies, which often
received a splash in the Sunday newspapers. Unfortunately these
studies, even though faulty, did not influence any interventions. For
example in 1992, there was a buzz in NACO and WHO, when a 65 city
“key informant high risk behavior study” was launched in the country
(NACO 1995). This study report is still not in the public domain. I
suspect no one can locate this study today, let alone its utilization in
planning. I can only presume that the study is in shambles, or else how
can we explain the spate of behavioral surveillance studies initiated in
2000 and outsourced to market research agencies in many peninsular
states of India, with the rationale that these will be useful as a baseline
for their interventions! It is another surprise that though interventions
were started in Mumbai and Pune in 1991, in Sangli in 1992, in Tamil
Nadu in 1991 and in Karnataka in 1992, the donor-planners call these
studies ‘a baseline study’.
NACO’s Priorities for Research: “One of the interesting
collaborations looked forward to is with the Tropical Disease program
of the WHO” (NACO 2000). So once again we are clubbed with the
‘African AIDS-Tropical Disease’ mythology.
The key areas for research, as planned in the Phase 2 of the National
Programme, were:
1.
Vaccine development
2.
Prevention of pediatric infection by anti-retroviral treatment to
pregnant women who have tested positive for HIV antibodies
3.
Development of indigenous health care systems including
homeopathy
Vaccine Trials: The promise of vaccines is one of the shibboleths of
modern medicine. We must recall that most infectious diseases were
eradicated in Europe before the invention of vaccines (Foucault 1973;
Illich 1976). We continue to gloat ad nauseum over the eradication
of small pox in India and use this as a launching pad for any
misadventure.
The next problem is the subjects for vaccine trials - who are going
to be recruited for vaccine trials? The researchers themselves or sex
workers, discordant couples or persons who have tested positive for
HIV and are told that there is a possible therapeutic value of “this
vaccine”. In 1991, I was invited by a group of activists to Kolkata where
it was rumored that HIV vaccines were planned to be experimented
on a group of women in sex work. Fortunately it seems the women
gathered together and aborted this misadventure. By 1996 there was
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a pending criminal case on vaccine trials on persons affected by HIV,
in Mumbai.
Clinical trials for HIV vaccines are being conducted in countries
with a hi-tech environment with well-developed monitoring or the
rights of subjects. To expect this in India will be delusional. This is
evident in the gung ho declaration by a NARI spokesperson “we will
have vaccines in the next 2 years”. Quixotically the researcher says that
they have “discovered 130 different strains of the virus in the country”
(Paranjpe 2001). We may compare this to the caution in the statement
by Dr. Robert Gallo. It will be another 5 to 7 years before we can have a
vaccine in the market (IE 2001a).
For comparison in our preparedness, we can look at
recommendations of The Lagos Workshop organized by West and
Central African AIDS Research Network, 10 years ago:
“- Drugs and vaccines originating outside Africa must not be tested
on African AIDS patients without substantial evidence of previous
trials and known outcomes of such agents on AIDS patients in the
country of origin.
- For monitoring and compliance purposes, the African AIDS
Research Network should immediately set up a committee that
would serve as members (“watchdogs”) in all African countries,
thus monitoring compliance within their localities and reporting
violations to its general assembly.”
(African AIDS Research Network 1991). I cannot imagine Indian
biomedical research reaching anywhere near such vigilance.
Prevention of Pediatric Infections: The efficacy of antivirals in
reducing pediatric infections is well-established and a routine choice
for pregnant women testing positive for HIV antibodies in the richer
countries. A large study in Wadia Hospital, Mumbai, had established
most of the parameters for prevention of pediatric HIV in India, and
was presented at an international conference in Amsterdam in 1992.
At one clinical meeting in 1997, organized at ARCON in Mumbai
(another collaborative research organization), one of the participants
asked why we were not providing antiviral treatment to all pregnant
women with a positive test for HIV antibodies. An expert remarked
that it would not be feasible, given the high birth rates in India and
seroprevalence between 1 to 2%. It did not occur to the researcher
that only a small percentage of pregnant women seek medically
supervised childbirth in India, so the actual expenditure would not be
as astronomical as a reference to India’s birth rate would evoke.
It is such misplaced and manipulative expertise, which has delayed
introduction of antivirals to pregnant mothers. It is such expertise
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which advises that “we need research” and so a few centers, 11 in all,
were designated and funded for research, which was still going on
in 2002. Some of these centers have used this plank to enter into
collaboration with “foreign agencies, universities”.
A few questions of practical relevance need to be answered:
1.
Why are we still not using a multi-drug combination instead
of the present single drug in prevention of pediatric HIV
schemes?
2.
Does the use of a single drug for prevention of pediatric HIV
increase the possibility of drug resistance for the mother, so
when she needs and hopefully receives ART (anti-retroviral
therapy) she will not be given a drug for which there is primary
resistance?
3.
What about the majority of women in India, who do not have
hospital-based childbirth?
4.
What about an assurance of ART for the mothers/parents?
What about care for the mother? Are we to exploit a hierarchy
of pitiability and protect only “innocent children” from HIV?
5.
If our general prevention of HIV infection is made effective,
would that not prevent infections in women and reduce
pediatric infections?
Amidst the cacophony, such questions are not raised since they
would entail listening to the silent women.
The anxiety that I have expressed earlier about the rights and
consent of subjects is exemplified in the form to be signed by subjects
of a research in the Sassoon Hospital, where the mothers have to waive
away any right and liability of the researchers, in case of untoward
or side effects of the drugs for prevention of pediatric infection
(Department of Gynae and Obs 2001).

AIDS Conferences

This is the second constituent of cacophony. At the recently
concluded conference on AIDS in Melbourne, there were 415 scientific
presentations from India!
If we add the conferences in the decade of the 1990s, the number of
scientific works produced by Indian AIDS-workers will be more than
2,000. On an average India conducts about 15 AIDS conferences every
year. What these conferences contain is but medicalized versions of
AIDS, amateur sociology and NGO success stories.
The follies at conferences are reified, as at the International AIDS
Conference in Mumbai, where the Director General of ICMR stated, “It
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could have been worse”…“the number at which we are racing when
the first case was discovered in India in 1981 would have reached subSaharan levels of Africa, if we had not checked it well. One of the
primary reasons for our success was our surveillance methods. From
the next year onwards we shall be seeing more realistic estimates of
the HIV invasion” (Ganguly 2001). The Director General then goes on
to repose faith in microbicides and vaccines.
Let us look at this text. First it misplaces the dates, the first positive
test for HIV in India was declared in 1986. Next it claims success, which
is dubious rhetoric at its best, with the ground realities in conflict
with such a claim. How serosurveillance, which is a passive system,
automatically minimizes the epidemic is left for a new hyperscientific
exercise. Yet what lies behind this specter of serosurveillance data?
Then sub-Saharan Africa is used as a benchmark for the possible limits
of HIV epidemic, this is meant more to evoke associations, which are
commonplace amongst AIDS workers than to construct any sensible
approach. Have we developed even a fraction of the care services that
sub-Saharan Africa has developed?
The use of military metaphors like ‘success’ and ‘invasion’ are
precisely tones that provoke discrimination and violence against
individuals and families affected by HIV (Sontag 1988). What does
such muezzin like calls from the pulpits of conferences achieve? What
messages do they conceal?

AIDS Trainings

Trainings of various kinds of workers for AIDS control constitute
the third tier of the cacophony. By 1995 about 25 manuals and
guidelines were published by NACO. If we add similar production
by State AIDS Control Societies, the number will go up to about 75.
Add to these manuals produced by NGOs and we will have about
100 training manuals and guidelines for AIDS related work in India.
One manual for ‘Prevention of Transmission of HIV in Hospitals’ is of
75 pages. While an impressive list of disinfectants and antiseptics are
outlined, nurses in our hospitals complain of a shortage of soap.
There are 965 official AIDS trainers in the country and more than
30,000 persons from government health care services have received
trainings. If we add to this the trainings conducted by NGOs, we will
find that an astronomical number of trained persons are available in
the country. Where are they? What are they doing? How then do we
account for the commonplace reports of negligence, discrimination by
health care professionals and the lack of impact on any parameter of
our responses?
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The effectivity of these trainings is symbolized by the report of the
5 nodal training agencies for counseling, who claimed to have trained
about 480 intermediate trainers of counselors and 1,400 counselors
in all the states of India (TISS 2001). However, not more than 50
counselors could be located by place of functioning at the end of a
training program for HIV counselors, which cost about Rs. 80 lacs.
The achievements of these trainings can be seen amongst the
enlightened and trained medical professionals making public
utterances like “The labour room has to be cleaned, their clothes are to
be burnt” (Bhalla 2001). Of course the doctors then go on to justify the
jacking up of their fees and charges.
My thesis is that all these activities constituting the cacophony are
more concealing than revelatory, they act out the hidden agenda of the
dominant class and group that controls discourse and the resource and
money regulatory power that comes along with it. Thus, besides selfaggrandizement and garnering of funds and resources for themselves,
what hidden agenda does this cacophony construct and impose upon
“others”?

The Purpose of Cacophony

Ordinarily one associates cacophony with futility, but we ought
not to be deluded in believing that this cacophony is without purpose.
Bourgeois medical science creates an illusion of ideological neutrality,
but in reality it is a very authoritarian and sophisticated variety of
discourse that ultimately leads to a promise of control and exclusion:
the reification of the medical moral paradigms, instrumentalizing the
germ theory and accretions in the power of the health institutions
along with the capture of public attention and resources.
The Regime of Control and Exclusion: It is my thesis that the
space of cacophony creates a horde, and in actuality, is the ‘noise’
of the battles between paradigms and between powerful research
institutes and scholars. This horde then promises, or rather shouts out
its promise and the ability to implement a regime of control.
The languages of eradication and control have obsessed Indian
Public Health for more than four decades. So the reflex extension of
these languages upon HIV/AIDS is to be expected. If the few decades
old National STD Control Programme would have worked, we
would scarcely have been alarmed by HIV. If the Tuberculosis Control
Programme had worked, we would scarcely be talking of multiple
epidemics. If the birth-control program had worked, we would be a
comfortable nation today.
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From what medieval lexicon do we inherit this language of
control, or are these the admonishments central to the dictates of
banking institutions? It is the internal contradictions in the enterprise
of ‘control’ that spell failure. We can look for the symptoms of these
failures at many locations though there is no available audit of these
programs. The obvious one is the no difference to the spread of HIV,
the central concern of these enterprises.
We can also locate the failure in the complaints of the affected: PLHIV
organizations for the lack of elementary medical care; sex-workers
who have been working for prevention of HIV amongst their peers,
some for about 10 years, have been reportedly running from pillar to
post to obtain free supplies of condoms from the government.
This failure reflects the politics of AIDS; “it is clear that what
HIV invades and destroys in addition to the lymphocytes and the
bodies that produce them is the thin veneer that masks the defining
social ‘isms’ of dominance, from heterosexualism to racism, from
imperialism to class-ism. AIDS has revealed itself as a disease of social
relationships - not merely a social disease, but a disease of modern
social order as it is constituted by a complexly stratified and widely
oppressive structure” (Singer 1994).
In societies where identities have to be continually renewed, the
politics of AIDS as constructed by epidemiology and biomedicine,
subserve the dominant politics of privilege and blame, translating
these politics through a mechanics of control and exclusion. Exclusion
of the International Labor Organsiation from the coalition of UN
agencies called UNAIDS, is a replay of the dominance of the medicomoral paradigm.
AIDS Awareness: While research and conferences are the main
“polymorphous sites of power” (Foucault 1977), AIDS awareness
programs are the conduits through which their power is exercised.
We can locate the game plan of these institutions in a semiotics of all
that is deployed in the name of HIV/AIDS Awareness in India.
The Message of Blood Transfusion: All HIV/AIDS literature and
propaganda in India emphasizes blood transfusion as the mode of
infection. These campaigns are directed towards the lay public. No
one has dared to ask; does the layperson control blood transfusion?
If they are to be empowered to act upon this message, visualize this
scenario; a man in coma after a lethal road accident is hospitalized and
just before the blood is transfused he wakes up, checks the HIV test
label and then consenting for the transfusion lapses into coma. God
forbid if the label is missing, the fate of the aware comatose individual
is AIDS!
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However, simultaneously there is no admonishment to the medical
fraternity to minimize single unit transfusions, which are done for
their melodramatic effect and subsequently a fatter fee.
Sterile Injections: We see the same cover up for the medical
profession in the messages of sterile needles and injections as one of
the “modes of transmission” component of AIDS Awareness. Who is
liable for negligence to sterilize equipment, the patient or the medic?
In a personal study in 1996, I discovered that in Kerala, per capita
consumption of disposable syringes was 1; it must have doubled, now
that there is greater AIDS awareness!
Paradoxically, some expert seems to have advised the government
in Manipur, in 1988-89 to impose a legal ban on the counter sales
of syringes as a method to reduce “drug addiction”. The dramatic
increase of HIV infections among injecting drug users in Manipur, can
be traced directly to this advice.
In the rush for double surgical gloves, the gloves originally
developed to prevent infection passing on to the patient from the
doctor, we see a role reversal, they now protect the doctor from the
patient’s infection. Thus HIV related panic is instrumentalized to
protect the medical profession from its liabilities for negligence.
Mother-to-Child/Vertical Transmission: This is usually the third
segment of any AIDS awareness campaign. Can we imagine the distress
we are liable to cause by educating a pregnant woman that ‘she’ is
likely to transmit AIDS to her unborn? Some materials, especially in
trainings, utilize the peculiar phrase - “vertical transmission”. I will
leave it to the enlightened reader to conjure the mentality expressed
in this geometrical metaphor. Also worth examining are the semiotics
of shifts from ‘vertical transmission’, ‘mother-to-child transmission’,
to ‘parent-to-child transmission’.
In any of them we have an inverted exclusion in these messages,
the medical profession is excluded from responsibilities that belong to
them. On the other side of exclusion are social groups, women in sex
work, injecting drug users, homosexual persons, and the HIV affected
who are slotted as promiscuous. Groups who are on the fringe of
economy, culture or gender are usually the focus when there is an
apparent threat to existing social order.
Societies periodically face catastrophes, which threaten the social
order. Rather than using this into an occasion to examine the frailties
of the social order, there is a reflex frenzy to conserve the existing
order. Dominant groups then try to locate the source of catastrophe
within particular groups and target their action towards these.
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This mechanical exclusion serves to activate procedures of stigma,
scapegoating, isolation, and disfranchising (Thakur 1991).
I have tried to locate the sources and mechanics that construct,
in the world of AIDS, a world of victims and experts. In fact the
“syndromic” sounding term AIDS itself has got loaded with negative
meaning and has been the source of most of the discrimination that
follows such a labeling. This innocent and scientific mnemonic yields
a power disproportionate to its syllable size.
Paradoxically, the government took no time in implementing,
after training of course, “Syndromic Treatment for STDs” which
replaces physical examination and investigations with an algorithm of
symptoms, an approach no one will dare to use in countries of the North.
The possibility of dramatically altering the micorganismic ecology, the
emergence of organisms resistant to less expensive antibiotics, did not
receive a moment’s consideration. A WHO consultant overrode all the
STD professors in the country.

What Do We Need?

“Well then, maybe it would be worth mentioning the three periods of
history. When man believed that happiness was dependent upon God,
he killed for religious reasons. When he believed that happiness was
dependent on the form of government, he killed for political reasons…
after dreams that were too long, true nightmares…we arrive at the
present period of history. Man woke up, discovered that which we
always knew, that happiness is dependent upon health, and began to
kill for therapeutic reasons. It is medicine that has come to replace both
religion and politics in our time.”
- Adolfo Bioy Casares

The Discourse of Development and Gender: Having worked
through the discourse of control and exclusion, that the methodologies
of WHO type serosurveillance represent and perpetuate, I propose
that we need to fracture this discourse and work towards a discourse
of development and gender, towards the actualizing of rights and
empowerment.
Various works for an alternative discourse for HIV/AIDS are
available, including perspectives developed by the UNDP, to place
HIV/AIDS within a developmental gestalt (UNDP 1991). This means
looking at immigration, of displacements, of conditions for labor and
into violence. Unfortunately empowerment is rendered into a cliché
and leads to programs for female condoms and vaginal microbicides,
instead of solidarity and cooperation.
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I will only add that we need to compliment this perspective with the
perspectives of gender. The questions that emerge are, how many HIV
related interventions are targeting men to change their stereotyped
acting out of masculinity? How many programs are encouraging men
to question their relationships towards women? How many programs
in the country are directed at women to encourage them to look
beyond socially sanctioned roles and lives? Do we address women as
a class?
We can assess this by examining the so-called sex education
program that HIV related interventions have mutated into, though
these are directed at the urban elite. Most of these are limited to
graphics of reproductive anatomy and physiology with a dash of
“responsibility”. At the most they replace colloquialisms for genitals
with a jargon in Latin. These trends need to be reversed.
I have tried to interpret the texts generated by the present AIDS
related discursive practices, especially in India. I have hoped to
demonstrate that what is being presented as “science” or fact, is an
undercover exercise in the unfolding of an ideology. I hope to have
demonstrated that the scientific discourse or rather the moral-medical
discourse has all the criteria for ideology; it has a ‘founding act’- the
first HIV positive test, it constructs a dynamic of ‘social motivation’, it
is ‘simplifying and schematic’, and plays a ‘mediating role’ in ordering
‘authority and dominance’ (Ricoeur 1991).
I have tried to synthesize from some of the available alternative
discourses on HIV/AIDS, the need to move away from the currently
dominant medico-moral paradigms and the health-belief, and
reasoned action theories towards social learning theories (Amaro
1995), and away from exclusion to integration.
Towards Community Based Initiatives: How successful are AIDS
service organizations of India? Usually conferences and annual reports
of NGOs that have received funds lay out remarkable stories of their
success.
In a country where NGOs have been the vanguard against
government follies and also provided valuable services and innovative
initiatives, it is difficult to generalize or we will end up with the baby
and bathwater syndrome. However, AIDS service organizations have
very little to show in the last decade of involvement. In most cases they
are sycophantic extensions of the strategic plans of the government or
the funders.
The need to move away from NGO centered responses and
directly engaged communities, possibly with NGOs as administrative
bridges, is a vision that is perhaps elaborated by the graphic, drawn
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from anecdotal data of an intervention with women in poverty, in
peninsular India, initiated in 1992 (Graph 1).
I have used this illustration to demonstrate that with the dislocation
of programs from NGOs to the members of the community, in the form
of peers, there is a remarkable shift in the effectivity of interventions.
Graph 1
Program Development with Women in Poverty in Peninsular India

NGOs
Sites
Peers
Condoms

1992

1993

1994

1995

1996

1997

1998

1999

2000

2001

Note: The graph presents total Nos: max NGOs = 69: max peers=300:
max sites= 475: max condoms/month = 19 lac pieces

Thus, recognition of their innate capacities, allocating resources
proportionate to the tasks and acknowledging gains made by
communities, is the only process which will minimize the impact of
HIV in India. Whether we are referring to women in sex work, men
who have sex with men, injecting drug users, long distance truckers,
urban poor or communities in the rural regions of the country, this
paradigm needs to be adopted.
It is time that our cacophony is replaced by the voices of the
communities on whose behalf we claim to act and speak.
Availability of Condoms: The commitment of the National
AIDS Control Programme is to promote three strategies for condom
availability: free supplies, social marketing, and commercial marketing.
However, this is only on paper, since for the last three years there is
a systematic sabotage of free-condom availability in India. This is yet
another symptom of the management through dominance.
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India, perhaps one of the largest manufacturers of condoms in the
world, had a remarkable system of distribution of condoms, since the
Family Planning era. Every Primary Health Center had its annual
ritual of burning condoms since they were not promoted effectively
as a measure of birth spacing. Yet, for more than three decades a quota
of condoms was disbursed all over the country. Purchase of condoms
was linked to filling petrol on the highways.
Now that condoms have a life protecting value and its demand
is increasing, there is shuttling of blame, for shortages, between the
Family Welfare Ministry - the supplier of free condoms, and NACO.
In its 1995 report, NACO states that free supplies are unsustainable,
though we sustained it for more than two decades in the name of
family planning. NACO too “doubts the actual use of free condoms”.
In 1995 it was planned that ICMR conclude a study on social marketing
through an agency MODE, there is no mention of this study in the
1999-2000 report, yet the policy seems to have been firmed up.
Condoms for Women in Sex Work: I am using an example from
the intervention programs for and with women in sex work since
they comprise the largest outreach HIV prevention programs in the
country and also since the contexts of sex work offer specific analyses.
Increasingly we hear reports of sex workers complaining of shortage. It
is commonplace for district health officials to turn away communities
saying that they have condoms only for “family planning” and not for
AIDS (IE 2001b).
Experience with women in sex work in Maharashtra, Tamil
Nadu, Madhya Pradesh, Rajasthan in the past, and in Karnataka
and Andhra Pradesh since 1992, has shown that distribution of free
Nirodh/condoms and surplus availability are critical factors in
sex workers enforcing condoms. The reasons for this are complex,
for example, with little access to mainstream market systems and
structures, the ‘purchasing of commodities’ behavior of women in
sex work is complex and segregated. Cosmetics and clothing are
often purchased from vendors visiting the brothels rather than from
shops where they would cost less than half of what they pay to the
vendors.
The National Commission for Women (NCW, Government of India)
in its Policy Document, which was submitted to the Prime Minister
in 1996, had recognized and recommended that women in sex work
should have access to free supplies of quality condoms (NCW 1996).
However, it is the official belief that with a shortage of free supplies
of condoms to NGOs, they can force the NGOs to subscribe to social
marketing.
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However, there is an a priori fallacy in such thinking. The officials
have interpreted “social marketing” as synonymous to “selling”, albeit
with a subsidy. However, as an invention, social marketing is to be
defined as the generation of a demand of socially valuable products,
not a pricing strategy. In India, social marketing of condoms is not
new. Deluxe Nirodh was socially marketed as a Family Planning Policy
since 1960s. Most major manufacturers of consumer commodities
like the Tata and Godrej Groups had to compulsorily lift a quota of
condoms and pipeline it through their vast distributor networks, along
with other commodities like tea and soap. As evident in numerous
national studies, utilization of condoms as a contraceptive remained
almost unchanged.
That social marketing involves a subsidy is a myth. For example,
Population Services International (PSI, India), repackaged Deluxe
Nirodh which was priced in the market at 33 paise a piece, and sold
it as a new brand “MASTI” at the cost of Re. 1 per piece, more than
a three-fold increase in the actual market price. Thus, in the sexwork localities of central Mumbai, where this project was initiated
in 1991-92, the same shops sold the same Deluxe Nirodh condoms
in its original package at 33 paise and in a repackaged “MASTI” at
Re. 1 a piece (Thakur 1996). Despite this projected modern marketing
strategies and brand creation and a large project funding of over US
$100,000, PSI and its band of door-to-door vendors, could not manage
a peak sales of more than 3,000 pieces per month in a locality of over
23,000 women in sex work.
Social marketing will involve a logistics of maintaining accounts
from peers, maintaining accounts of central and peripheral depots,
and would absorb more than 30% of labor which could be more
effectively utilized in education and empowerment. If the program
initiates selling condoms to the women in the program areas, then
it will irreversibly alter the relationships that the women have with
the peers and the organizations, who will be seen as profiteers and
not individuals, concerned with the well-being and welfare of the
women. It must be recognized that NGOs are legally committed to
non-profit making activities and receive income tax exemption on
this ground. Selling condoms at a premium and retaining a part of
the proceedings from the sale, which is the strategy promoted by
the AIDS Control Programmes, would be legally in contravention
of this condition. Finally, in the words of a woman in prostitution,
in a focused group discussion on the subject of social marketing,
conducted in 1994 - “it is criminal to sell a thing which is meant
to save lives”. In most developed and rich countries, NGOs make
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condoms available free of cost to the communities they serve, be it
sex workers or men who have sex with men. Despite these facts and
obvious fallacies, the government continues its rhetoric of “no free
condoms”, only social marketing.
All I can hope is that the government reverses its decision and
ensures that free quality condoms are made available at every
primary health center of the country to any individual or social group
that demands it, and is willing to account for the supplies. Failure to
ensure this will constitute a complete failure of the program. I would
also appeal to the government to include condoms in the schedule
for life saving drugs and equipment. This would bind manufacturers
to strict quality control and also make the state responsible for its
availability.
To those who are in the habit of dismissing this simple suggestion,
namely, free and uninhibited availability of condoms, I would
request for reflection into the rapid spread of HIV in many African
countries, where since most AIDS programs were supported by
church related organizations (42% of hospital care in Uganda is
accounted for by missionary hospitals), condoms were not included
in their activities. A condom in Uganda costs US $1. The imposition of
‘chastity interventions’ and its devastating consequences are revealed
in President Musevini’s declaration of “condom as anti-Ugandan”.
Though the President disguises this ideology under the practical
“a problem of distribution, cost and access” (Museveni 1991), it is
not any different from the arguments used by program managers in
India.
For another instance I would ask for evidence from any country,
which has minimized the incidence of HIV without availability of
condoms. Such policies of avoidance of the simple, poach on public
anxieties that condoms promote promiscuity, for which there is
no supportive evidence, inasmuch as there is no evidence that
availability of needle exchange programs increase drug abuse. I hope
that my suggestion for a liberal availability of condoms represents
an exploitation of not only the substantial, but also the symbolic
veering away from moral-medical paradigms that are thrust upon
us.
Counseling and Care: The other act in depoliticizing AIDS would be
to develop sensitive and responsive care services for those affected by
HIV. This means outreach services for women with STDs, upgrading
of primary health care services, including antenatal care, treatments
at primary health center level for opportunistic infections including
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tuberculosis. Strict enforcement of a non-discriminatory policy in the
district and tertiary health care institutions, and a greater accountability
in both the mushrooming corporate hospitals and private medical
practice, constructing legal redress systems for discrimination and
neglect in the area of health care services.
Finally, greater involvement of persons affected by HIV at all levels
from policy to service delivery, ensuring that the cacophony of the
dominant is dulled and in that silence we may hear the voices of the
real.
One theme that needs our greatest attention, is of strengthening
primary health care. I have deliberately devoted less space to it since
I am aware that the call for a robust primary health care system has
been a long pending demand of many activists in India. How we can
exert upon a government that is willing to sacrifice all responsibility
towards the poor on the altar of globalization? How can the trend
of corporate health care services and a belligerent privatized medical
profession be reversed?

Conclusion

During the last 15 years, AIDS/HIV has moved from a position of
the cultural immunity of India to the most expensive health program
in the country. This dramatic reversal from infallible immunity to
catastrophic vulnerability has spawned reasoning and actions that
are at best flawed and at worst, a hegemony of the medical and
bureaucratic alliance.
The visible consequences of this have been of value and profit only
to the originators of this discourse, with a marginal impact on the
unfolding of the HIV associated catastrophe in this country. However,
we must also recognize that this specific catastrophe is not special, but
coextensive and symptomatic of the catastrophic order of the Indian
society and its health-politic.
Whether we have to mute the existing discourse is another occasion
for debate and action, and if yes, how? We need to begin with an
alternative locus for HIV centered discourse, and trail the practical
reason that emerges and shapes our actions for the future. Who will
shape such praxis, how will we negotiate the complex quagmire of
the existing politic and who will be our allies, these are questions for
us to collectively ponder and act upon. Till then, we can only mourn
with fond remembrance, those whom we have lost and those who we
know to endure.
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“For Richard”
They keep taking away your future
like your drivers license.
They don’t want you back on the road.
Statistics: live barbed wire
around your genitals.
And you, who no longer separate
the red heart
from the breaking one,
You, whose living they can’t explain
you grow unmistakably
Solidly round
like Buddha

- Eve Ensler
Poets for Life. Seventy-six poets respond to AIDS

Postscript

(21st March 2007)
It has been five short years since writing this paper for a ‘dialogue’.
During this period we have witnessed a further escalation in the
cacophony, though those in control use their numbers to demonstrate
that “we are in control” of the catastrophe. So, they argue, the regime of
AIDS established is legitimate and ought to be provided with an even
greater legitimacy. Let me revisit some of the issues in the paper to
examine what the experience of these five years tells us.
Research: The researchers with their microbicidal tool for
“empowering women” have finally decided to dump their delusions,
or shall we say their conjuring illusions, for the people? Suddenly
in February 2007 research on microbicides against HIV has been
withdrawn, after preliminary results have shown higher prevalence
of HIV in women who were experimented upon with the microbicide
gel rather than the control group (FHI 2007). Now what happens to the
ICMR assurances of successful preventive technology? What happens
to the women enlisted in the microbicide gel trial by NARI-ICMR, in
Pune? What happens to the 75 sex worker women, 10 of whom were
completing the microbicide trial, after being recruited by a reputed
medical college from Bangalore in collaboration with a Canadian
University? They have been told that the professors will be visiting
them every month for the next 6 months and then if they have HIV
negative status…Pontius Pilate reincarnates in Bhagalkot. A similar
scenario will possibly be replayed by the NGO in Gujarat, which has
been pushing the trials of a microbicide.
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Will we learn from this microbicide disaster and reexamine the
high profile “Vaccine Initiative” which involves the same actors
or researchers, including an NGO, which a decade ago had a small
backroom pathology laboratory managed by a diploma holder in
venerology, and another NGO that has started small centers specially
for HIV positive persons?
In the meanwhile, the behavioral researchers fielding questionnaires
have enlarged their ambitions and a unique enterprise called IBBA
(integrated behavioral-biological-assessment) has been thrust upon
some NGOs. This involves administering a questionnaire with a value
addition by taking their blood samples for testing. The lure offered is
some money to volunteer subjects for this.
The cacophony of researchers is now accompanied by the voices
of donors’ publishing research outcomes. At the recently concluded
16th International Conference on AIDS at Toronto in July 2006, India
contributed over 900 research articles, more than 10% of all the
research presented at the conference. The projects and managers
of Bill and Melinda Gates Foundation contributed to more than 50
research articles, after 2 years of operational programs in India! A
Mr. J. Blanchard from Canada appears as an author in more than
26 research articles on AIDS in India, presented at that conference!
(Abstracts 2006)
Increased Access and Anti-Retroviral Treatments: In Phase 3 of
the National AIDS Control Programme, I believe that the main thrust
will be on increased provision of anti-retroviral treatments. This is an
achievement of not researchers and experts, but activists for persons
living with HIV, and intervention by the judiciary in South Africa.
Uncritical official claims will amount to yet another voice to the
prevalent cacophony.
How this will become operational at ground level remains to be
seen. During a visit to Andhra Pradesh, in March 2007, a PLHIV
group reported that most CD4 count machines are not functioning,
and now the doctors start prescribing and providing ART only when
the person presents an episode of an HIV related illness! While USA
has revised the guidelines to initiate ART when CD4 counts are less
than 300, we continue the old guidelines of initiating ART when CD4
counts are 200 or less! Is this justified in the name of a “resource poor
setting”?
Some of the drugs included in the so-called free ART, have long
been abandoned by the richer countries, and researcher’s gossip that
there is a primary drug resistance of 15-20% to the drugs supplied
under the free ART scheme! So not only are we likely to become the
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largest dumping ground for the pharmaceutical industry (predictably,
China will join us in the next 5 years). Simultaneously, we are slowly
generating a market for the second line of ARTs, and by the time
they hit the Indian markets and schemes, we would have developed
resistance for them too.
Condoms: I have argued for free supplies of quality condoms
earlier. Simultaneously, their quality remains an issue of concern. We
have yet to amend the Schedule R in the Food and Drugs Act to match
the WHO standards for quality condoms.
A study of an intervention with women in sex work in Pune in 2005
found a condom rupture rate as reported by the women to be about
10%. Translated into real terms this means that, since on an average the
woman has 5 clients a day, the condoms supplied by the government
exposes a woman to risk for HIV at least once every 2 days!
To add to this, the arguments of corporate market driven
globalization are driving the government to continue to promote
their sale through the subsidy scheme named ‘social marketing’. In
fact, the AIDS Control Programme is yet to secure rights from the
Family Welfare departments for an autonomous stock availability of
condoms.
An anecdote from an intervention with truckers tells that the donor
agency forced the NGO to stop the free supplies of condoms and insist
on social marketing/selling. The condom uptake by truckers dropped
by over 75% within a month, but the obstinacy of social marketing is
hard to overcome. Others have taken a middle path, trying to sell at
least a few condoms along with a few free condoms!
Donor Stampede and Jamindari: I would like to add the term
‘Stampede’ to my original title referring to the rush of donors for
HIV/AIDS to India. Donor hegemony has usurped the legitimacy and
authority, and perhaps the minds of the bureaucrats controlling AIDS
programs and policies in India.
If a discerning historian of medieval India would trace the
jamindari system supported by the Mughal rulers and superimpose
it upon the territorial behaviors of HIV/AIDS donors, she/he would
find an amazing approximation of both structure and functioning.
While discussing the draft of my paper “Jamindari and AIDS
Donors in India”, one of my colleagues agreed but remarked that the
jamindars, namely the NGOs in the hierarchy of AIDS Jamindari, do
not collect revenues from the farmers (community members) for the
prince! Well they do, in the form of “data”!
When the ‘jamindars’ do wrong, the ire of the ‘prince’ is displaced
upon the ‘farmers’. In a presentation at the Asia forum in Mumbai

Research, Trainings and Conferences or Communities, Condoms and Care | 163

titled “Doughnut Donors”, I had presented a case study of a donor
who had withdrawn funds to a sex workers’ network in Andhra
Pradesh after their anointed auditor pointed out that the Nodal NGO
had embezzled funds, I believe an amount of about Rs. 40 lacs. Thus,
the sex workers and more than 140 women who had been serving as
peers with an incentive of about Rs. 500 per month for over 7-8 years,
were faced with a crisis, resulting in reduced condom availability and
increased debts for the peers. Many peers who had opted out from
sex work after working in the program were forced to enter sex work
again. In March 2007, during a follow-up with 16 peers from the above
program, I found that the average debt for each peer has risen to
Rs. 50,000 and that they were paying an interest of 60% per annum on
these debts. Surprisingly, the women continue to work voluntarily for
the program. Meanwhile, the NGO that should have been prosecuted
for FCRA violations, besides other criminal acts, continues to receive
international funding for various AIDS programs!
A Line of Melody: Being an optimist, albeit an angry one, I hear a
single line of melody - one that is being created by people living with
HIV. In almost every district in peninsular India, there is a formally
organized group of people living with HIV/AIDS. They are getting
some funds, albeit a miniscule and token amount, but their melody
hopefully will unfold and someday dim the cacophony.
Meanwhile, I can only live with the horrors of the news from
Orissa, which appeared in the Hindustan Times on 26th February, 2007
reporting that villagers murdered a woman whose husband allegedly
died of AIDS. On 28th February the same paper reported how a woman
burnt her child and herself when she was told that her husband
was HIV positive. Both these, unfortunately, are the products of the
cacophony, and not the catastrophe, of HIV.
[Initially prepared for workshop at Jawaharlal Nehru University, 18-20
January 2002, New Delhi.]
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Review of HIV/AIDS Management in India

II.3

KEEPING DEATH AT BAY:
A REVIEW OF HIV/AIDS MANAGEMENT
IN INDIA FROM 1987 TO 2003
Shalina Mehta

“Like all languages, the language of Science is Political
It can be used to include or exclude.”
- James S. Chisholm, 1993

Post-Script

When the first draft of this paper was written in the year 2001
for the Amsterdam workshop, the HIV/AIDS scenario in the
country was very different from what it is today. Denial was still
the instated official policy. Numbers and prevalence levels were
hotly debated. Prevention perceived as awareness was the dominant
discourse in the action parlance. Care of those already infected was
least discussed. We are now experiencing not only a changed attitude
in the official policy, but also encouraging statements being made by
the concerned ministry promising cost-effective treatment packages
that promote better quality of life to the infected. There are talks of
vaccines produced indigenously ready to go on trial. There is official
acknowledgement of at least 57,481 AIDS cases and 4.58 million
HIV cases. We still remain confused between moral epidemiological
concerns, but there is decidedly greater openness and demonstration
of political inclination, if not the will to fight the epidemic.

Preamble

My tryst with HIV/AIDS started in 1992 - nearly five years after
the first case of HIV was identified in India. It was a reaction to
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conflicting statements made by the official spokespersons of the state
and those who were seriously engaged in public health. The state was
apparently under pressure from certain quarters of the civil society
to regard HIV as an alien virus, which was not likely to perpetuate
itself in India because of our moralistic, orthodox traditions. In the
early 1980s neither the academics nor policy planners were even
willing to ponder over the proposition that AIDS could ever become a
development, economic or disaster management issue.
The slow response of the state did not surprise many of us, as it was
widely known that even a developed nation like the United States took
almost four years to put AIDS on its national priority agenda (Rogers
2000). We were certainly doing better than many east African and
east European nations who were not even willing to admit either the
presence of the epidemic or the possibility of its economic and social
costs to the nation. Politics of survival and accompanying economic
consequences encouraged policies of denial, silence and various other
retrogressive measures to push the threat of visible human tragedy
under the carpet.
However, as a field scientist, it was important for me to explore
the existing realities before I could formulate any constructive opinion
regarding the response of the state, intelligentsia and communities to
the perceived threat of the virus. My field experiences in HIV/AIDS
research emerged to be very different from the empirical encounters
I had while researching in the fields of ethnic relations, tribal
development or problems in medical anthropology. In the beginning
of 1992, fellow researchers thought I was running after an imaginary
epidemic. Alienation came not only from academic quarters, but
also from the families of student researchers. Despite opposition,
some of them showed exemplary commitment to pursue research in
this virgin field. In the field also their task was made rather difficult
by the diffidence shown by the principals, academic experts in the
universities and moral pallbearers of the society.
Our disappointment was immense when we realized that even
those entrusted with the responsibility of containing the virus were
not taking studies conducted by social scientists with any degree of
desired seriousness. This was disturbing as it was already apparent
that various ‘health organizations themselves have changed in various
important ways because of the AIDS epidemic’ (Rogers 2000). The
World Health Organization (WHO), various other international bodies
and the Centers for Disease Control (CDC), USA had categorically
recognised the role social scientists, in particular anthropologists,
social psychologists and communication experts, were to make

Review of HIV/AIDS Management in India | 167

in preventing the menacingly threatening epidemic. Constantly
answering queries of ‘so called experts’ as to what anthropology has
to do with AIDS or HIV was disconcerting and disappointing, though
never discouraging, in our pursuit.
Our empirical encounters came as a surprise as we were aware that
the Indian State had noticed the presence of the virus after the very
first reported case in 1986. A National AIDS programme was initiated
in 1987. However, few in the state were willing to admit emergency
or the urgency to tackle the virus. There were vehement denials by
the official agencies of the Government, sections of the press, medical
community and of course the general public about the possibilities of
its becoming an epidemic. It is another story that in less than ten years
India was to acquire the dubious distinction of being second only to
South Africa in terms of numbers of patients affected by the virus. We
still take solace in believing that our 4.58 million HIV positive persons
are low by global comparison: at 0.8% of the total population, they are
not competing with the 5% infected in Uganda, 26% in South Africa
and 38% in Botswana (Priya 2003).
Sometimes as a complacent nation we try to gloss over certain
obvious limitations that put us on a different platform. We forget
about those states that have not even bothered to make any systematic
surveys to determine the existing number of infections in areas under
their governance. We also tend to forget the acute poverty and corrupt
practices that act as catalysts and add unnatural progression rates to
any epidemic that may set in anytime. The number game has never
been on my priority research agenda. It is an integrative outlook
to quality of life and human suffering that I believe in. Given that
perspective, even a single case of HIV undisclosed in any remote
corner of this vast civilization is a reason for me to believe that the
threat is looming large. I would not like to take refuge in believing that
we are a still low prevalence country and various international bodies,
for whatever reasons, are playing with numbers. For me my task is
further diffident as reality has to be confronted not at an ideological or
patriotic platform, but at the level of reality check - and reality check
is disturbing indeed.
Even in the year 2001, when a first draft of this paper was prepared
for the Amsterdam workshop, the prophecy of the pandemic was
perceived as a ‘pessimist’s worst dream’. The AIDS control programme
in the country was controlled by a verticalised bourgeoisie hierarchy
of administrative officers and medical practitioners who believed in
‘control and exclusion’.1 I may not be mesmerised by Vijay Thakur’s
poignant description of Cacophony and Catastrophe: AIDS Research,
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Trainings and Conferences or Communities, Condoms and Care presented
in this volume, but I certainly share the sentiment when he writes that
he used the term ‘Catastrophe’ to evoke the affective dimension of
HIV in India and not the statistical. I am also in absolute agreement
with him that ‘the position of facticity, an obsession within HIV
related response in India’ has to be abandoned for us to develop an
effective response to the challenge posed by a virus that goes beyond
our existing understanding of epidemiological and public health
domains.2
In the past two years attitudes have begun to change. There
is relatively better acceptance of the ground reality and a more
realistic acceptance of the future threat. The chronology of events
and planning processes documented in the following sections are
important indicators towards building a response process that evokes
participation of all the sections of society, hitherto known to function
in isolation and rigid compartments.

Chronology of Response Process by the Indian State

With only 310 cases having been recorded from 20 states and
union territories out of a mammoth population nearing one billion,
the challenge actually did not appear real till 1992. Possibilities
of any realistic mapping in a country with all its cultural diversity,
geographical constraints and economic limitations are remote.
However, projections by some premier organizations, namely WHO
and UNAIDS, did create more than a minor flutter, leading to the
launch of a National AIDS Control Programme (NACP) with a soft
loan of US $84 million and technical assistance from WHO.
We have a paper in this volume by Rajeev Sadanandan who was
a national consultant (programme implementation) to National AIDS
Control Programme in India. Though he asserts at the outset that the
views presented in this volume are his own and not of the national
body, we are offered a comprehensive version of the national planning
and implementation strategies since the early 1980s. The following
paragraph from Rajeev’s paper acquires immense significance in
view of certain recent developments noted worldwide in the context
of HIV.
“When HIV was first recognised in the early 1980s …. The success
of this approach in controlling the spread of HIV in the community
ensured that peer education, behaviour change communication,
condom promotion and awareness campaigns became an integral
part of every HIV prevention programme.” (see Sadanandan in this
volume)
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It is this narrow and relatively simplistic perspective that remains
a major obstacle in framing vibrant and productive HIV management
policies for India. Assumptions that harboured on the perception that
changing behaviour is a simple manipulative procedural device likely
to bring instant results, speculated that India can easily tackle HIV
and there is no possible threat of an AIDS epidemic. For years aping
its western counterparts, the National AIDS Control Organization
(NACO) kept issuing messages aiming at strategies that focused on
individual behaviour patterns (NACO Reports 1992 to 2003). It was
only in the mid 1990s that various international organizations started
asking for a ‘paradigm shift’ arguing that strategies that attempt to
change individual behaviour without paying ‘adequate attention
to social and physical environment’ have serious methodological
limitations’. It is important to cognate that when we place individuals
within the context of community that sexual behaviour change has
to be reviewed as part of ‘larger behaviour change strategy’ in an
ongoing process of cultural change.3 Cultural changes in this regard
are viewed as simply tactical switches within the broader scope of
behavioural strategy. They are reflections of a wide range of behavioural
possibilities and capabilities, all of which are known and available to
the population in principle, but which have different probabilities of
being adopted in different socio-ecological circumstances (Voland
1994).4
Serious efforts to augment community perceptions and its impact
on individual cognition acquired significant scientific meaning for
‘HIV researchers’, only after interdependence of cultural context and
behaviour was verbalized by major international funding agencies.
The strategists even ignored the fact that the lessons or any success
stories borrowed from ‘gay community networks’ emerged from small
homogenous networks, most of them involving people who were by
and large ‘adults’ involved in physical relations, typically voluntarily
after having made informed choices. Thus, the acceptability of condoms
for safe sex practices was understood as a scientific choice, asking
them to choose between the threshold of ‘penultimate pleasure’5 or
‘survival’. For a hugely diverse and ignorant population, this limited
exercise offered little in terms of alternating at that threshold.6
The paradigm for intervention and research in India in the first
decade of the official HIV management programme was defined by
‘best practices’ rooted in ‘aberrant situations’. The high point of this
exercise was the over-ambitious and ill-conceived project launched
in 65 cities across the nation, managed by NACO and funded by
WHO. The project to study sexual behaviour of youth opted for the
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popular anthropological qualitative method of research involving
the ‘key respondent’. The concept of key respondents7 and ‘mapping
of social behaviour’ requires years of skill and training. To ask for
achieving these methodological objectives from untrained researchers
in the field itself was misconceived. Universities and other academic
institutions with trained manpower were deliberately kept out of
designed research programmes and the onus of conducting research
on issues of vital health concerns of the nation was handed over to
untrained researchers or NGOs that did not understand operational
dynamics and social processes. When this experiment failed and hardly
any substantive results were corroborated, NACO turned to market
research agencies to survey human behaviour (Behavioural Sentinel
Surveillance). Vijay Thakur in this volume takes a pun at it, when he
writes: “Market research type surveys and indeed marketing agencies
were at the forefront of these studies. Both bedrooms and brothels are
supposedly to be captured under their statistical microscopes.”
Obsession with ‘behaviour change’ was also partly responsible
for neglecting the epidemiological catalyst embedded in the existing
infrastructure for health in India. Questions relating to supply of
safe blood and safe needles for injections were prioritized, but were
regarded as secondary agents and thus not perceived as dangerous a
threat as ‘individual sex behaviour’.

Political Lethargy: Failure of the Health Management
System

In 1992, India had a miserable record of managing its blood safety
programme. As per the NACO Report (1992), we had only 815 licensed
blood banks in the country. Not even 1% of the total population had
access to safe blood. In spite of numerous claims of having achieved
100% blood safety, many of us living in urban areas with easy access
to some of the premier health institutions in the country are aware of
inadequacies of the system and the number of risks one faces during
blood transfusion. The practice of professional donors is still rampant.
In a recent judgement, India’s Supreme Court took a very serious
view of the laxity shown by many health institutes in controlling the
menace of sale of blood. Newspapers are replete with news items
endorsing the observations made here. On 2nd June 2001, all major
newspapers in the country carried the story of a woman from Kolkata
who was infected by her own son’s blood. The blood was transfused
to her during a surgery after being tested for contamination. In
another episode, a reputed nursing home in the city of Chandigarh
continued to conduct blood transfusions without an approved license.
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The matter came to light only when an affluent patient died because
of contaminated blood he had received at the hospital. An average
literate Indian is skeptical of receiving blood during surgery and
leading surgeons in the country always want to ensure 100% bloodsafety before transfusing even a single unit of blood. Thus, tall claims
made by NACO that it has ensured 100% safe supply of blood all over
the country remain hollow in the face of the empirical data available
to us.
It was strange that infections caused by injectable needles through
casual contact were not taken seriously, when there was enough
evidence to suggest even from countries like the US that the ‘number
of AIDS cases attributed to injection drug transmission (primarily
through the casual transfer of unsterilised hypodermic needles) ranks
second to transmission through sexual intercourse between men’. This
selective prioritisation has given us many gory stories. Some of them
are cited as examples in the text of this article.
Despite repeated assertions to the contrary, India’s HIV/AIDS
programme is working in isolation. It has a token affiliation with
reproductive health management. They are reportedly co-operating in
the sexually transmitted disease/reproductive tract infection (STD/
RTI) prevention programme. NACO has made categorical assertions
regarding integration of HIV/AIDS in Reproductive and Child Health
(RCH) and Maternal and Child Health (MCH) programmes, as per
its guidelines for the prevention of mother-to-child transmission
(PMTCT) of HIV (NACO 2003).
PMTCT is currently implemented in project mode. Integration of
this programme into existent RCH and MCH services is critical in
enhancing cost-efficiency and also sustainability. Use of infrastructure
in the post-partum programme and in primary health care, as well as
in the Integrated Child Development Scheme, by clearly identifying
non-overlapping tasks appropriate to their level of expertise is
envisaged in this scaling up.
Point 5.11 of the NACO (2003) guidelines reiterates: “One of the
pre-requisite for success of the PMTCT programme is to improve
institutional deliveries and regulated fertility. Accessibility of drugs
for treatment of RTIs and STIs and condoms are other important
predictors of an effective PMTCT programme. PMTCT should
ultimately become an integral part of the RCH programme.”
Most of us in the country who have had some experience of
working in the area of family health and HIV/AIDS research have
failed to understand the deliberate compartmentalisation created in the
management of these two integral components of community health.
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The heterosexual mode of transmission of HIV and its preponderance
in the reproductive age group of 19 to 45 render it imperative that
the two programmes should be taken as a unit, and for all policy
and intervention purposes be kept under a single state manager. We
were also surprised to see massive investments made in the creation
of fresh infrastructure in the presence of countrywide family health
services available in the form of primary health centers, reproductive
heath cells and mother-child health services.
This distinction has resulted in various contradictions. The
population control programme is heavily tilted towards female
sterilisation. This exposes the Indian populace to far greater risk, as
condom promotion remains a dormant exercise. Social structure and
approved norms do not permit married women who have undergone
tubectomy to ask their husbands to practice safe sex measures.
The practice of female condoms in India is virtually non-existent.
The Indian Population Policy 2000 also only addresses alternative
injectables, with little effort focused on ensuring women’s health. The
first phase of NACP, like some of our earlier epidemic management
efforts, focused on developing infrastructure both at the centre and
the state level. There was no effort to utilise or optimise existing
resources, except in the case of blood banks.8 An HIV/AIDS awareness
programme was launched as an independent venture and not as
an integral component of the family health awareness programme.
Above all, it was completely at cross-purposes with other existing
health programmes and primary health institutions in the country.
There has been limited reporting of HIV prevalence in the general
population, mainly due to inadequate surveillance and non-availability
of testing facilities in many parts of the country. The epidemic was
also under-reported for fear of social isolation.
For a long time there has been a misconception that HIV remained
a virus that attacked only the immoral and social deviants in
society. These misconceptions generated pressures, forcing medical
professionals and general masses to misreport facts about the disease
and its symptoms. Our obsession with the ‘risk behaviour groups’
and subsequent promotion of ‘targeted intervention’ projects derailed
the programme.9
Many in the country concur that the high rate of infection may have
resulted from the primary failure of the first phase and five year limbo
period between 1987 and 1992, in which we hardly made any honest
or concerted efforts to understand the dynamics of the epidemic and
its possible occurrence in the country.
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Why Phase-I Failed

NACO, by its own admission, suggests that the first phase had
limited success because it was operating in an unfamiliar area of public
health, and a large segment of civil society did not acknowledge HIV
as a priority in the early 1990s. Lack of political will and excessive
bureaucratisation and centralised control of the programme were
other hindrances in its deliverance. NACO, in its review report of its
activities published in 2001, argues that certain sections of society were
critical of the government and the World Bank for diverting attention
to HIV/AIDS, and this became a major limitation in their efforts to
perform.
There is no doubt that certain sections of Indian media and some
opinion makers in society are constantly criticising the money spent
under the aegis of NACO. Upfront they do not deny the threat that
the virus poses, but they argue that India faces far too many serious
public health threats, namely destitution and poverty, resulting
in malnutrition, hunger and death. Our primary focus should be
in meeting that challenge rather than diverting large chunks of
funding to meet an epidemic that may have a vaccine to check it in
the near future. They are optimistic thoughts but I am afraid not very
pragmatic. South Africa is a living example before us. HIV is not only
a biological problem; it threatens the basic fibre of every social system.
It compounds problems relating to poverty, destitution, orphans, and
threatens the economic edifice of any society. Complacency of any
kind shown at this stage can result in social, political and economic
crisis. Our past track record in disaster management is dismal. If we
allow another volcano to erupt, we are only inviting more problems
for the polity. It is heartening to note that lately the Prime Minister and
India’s Health Minister have taken a serious view of the situation that
may result in greater urgency and accountability of the programme.
There is now open admission that Phase-I was in many ways a
failure. This failure stands out, when one scans the fact that by the
time Phase-I was launched, researchers in other parts of the world had
demonstrated ‘that focused AIDS/STD programmes have an unusual
potential to stimulate and reinforce discriminatory social responses’
(Sabatier 1995).
Overemphasis on target groups created a somewhat similar
situation. A highly traditional and orthodox society with all its
cultural diversity is reluctant to accept diverse sexual behaviour and
commercial sex workers as integral to core society. Their marginality
was further stressed by assertions that these communities are
comprised of individuals who were being punished for their non-
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acceptable social behaviour. The case for their ex-communication
was perpetuated with the perception that the social conformist was
spiritually being protected. It was in conformance to these myths
that family after family disowned their near and dear ones. Religious
places did not allow dead patients to be brought to their precincts.
Even hospitals refused to admit AIDS victims and if a patient died
during surgery and was found to be HIV positive, doctors refused to
perform autopsy on him.
In the state of Haryana, villagers refused to draw water from a well
in which an AIDS patient drowned himself out of sheer frustration,
and civil society failed to give him even a decent funeral. In another
much publicised story, a migrant labourer of 25 years returned
home after being diagnosed HIV positive. He was looking for care
and compassion. Instead, he was thrown into an enclosure meant
for domesticated animals. Food was thrown to him from outside.
The enclosure served as his total living space. He died within six
months of his confinement. There was little public empathy. He was
paying for his sins. The punishment was accorded by the family. The
village panchayat, (the local institution designed for development
and protection of human rights) witnessed the entire episode with
total indifference. The matter was brought to the notice of NACP but
they also opted for silence instead of action. Reportedly, NACP in
the first phase did not intervene in many similar situations when the
matter was brought to its notice by social activists and researchers.
The information, education and communication (IEC) strategy was
also myopic. Millions of rupees were spent on printing indifferent
messages from politicians, film-actors, and many other unimaginative
audio-visual devices.
Punjab AIDS Control Society brought out and continues to bring
out audiocassettes for truck-drivers with AIDS related songs and
messages. Field investigations showed that the drivers would erase
the original songs and messages in favour of their favourite songs.
The approach was target specific, focusing mostly on quantification
for outreach rather than developing any in-depth understanding of
the empirical reality. It was unfortunate, as detailed protocols were
already in use in Africa, Thailand and most of the developed countries.
We could have always drawn upon that expertise and modified it to
meet our region and culture specific needs rather than to fall into the
trap of bureaucratic channelisation of the programme.
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Programme Failed to Incorporate Existing Expertise

In 1994-95, when we published our first report on a small study of
110 students on AIDS and Adolescents in the city of Chandigarh in a
local daily, the Chandigarh AIDS Control Society did not even notice
it. Four years later, the study was expanded in a Ph.D. research and
the results obtained on a sample of 1,000 Class XI girl students in the
age group of 16-19 years were reported in a national daily. Chandigarh
AIDS Control Society was upset as we were systematically and
methodically refuting their claims of 100% awareness in a relatively
highly literate population living in a modern information savvy
city. We were in for an experience of a different kind, when the same
student after obtaining her Ph.D. degree was appointed as a NGO
consultant to one of the state level AIDS Control Societies. Instead of
benefiting from her expertise, one of the most interesting comments
made by a functionary of NACO was that we do not need Ph.D. level
expertise for an NGO consultant. Six years of fieldwork in a virgin area
of research discussing issues relating to sexuality was not regarded as
enough experience.
However, this researcher’s placement was one of the most
enlightening ethnographic insights I have had in 25 years of an
anthropological career. I had earlier worked with environmental
NGOs and realised that a section of NGOs was an extension of the
Indian bureaucracy. Families of some bureaucrats registered NGOs
immediately before their retirement. Sometimes these officers were
in a position from where they could divert funding to their family
organisations. HIV/AIDS funding prompted mushrooming of
such organisations. To our surprise, we found that some of these
organisations came into existence after the project funding was
sanctioned to them. Most of these organisations had no inkling of
dealing with issues relating to very sensitive information required for
assessing needs for information and intervention. The young NGO
adviser was appalled with the attitude of the disbursing organisation
and the recipient NGO. A year of her training as a researcher was
being tested. The principles of integrity, honesty, objectivity and the
interest of the population under survey were the least priorities in this
time bound, number target approach. In the prevailing circumstances,
her role was that of a disbursing officer. She was asked to distribute
hoards of calendars, diaries and other IEC material prepared by
people, many of whom were not familiar with the cultural nuances of
the message penetration.
Her expertise in rapport building and respondent sensitivity as
well as precision in designing exploratory and interventionist studies
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were never put to trial. She was not even entrusted with the task
of training NGOs. Her closest contact with the people was when
she was asked to cover functions organised by the state society. Indepth interviews, focus group discussions, and person-to-person
communication remained dormant tools in her kitty. Project proposals
for various programmes of the society were never screened for their
competence, but were approved because of the connections NGOs
had with officials at various state level machinery. As was inevitable,
she lost her job in less than a year for being over-critical.
This account relates to a society functioning in one of the most
sensitive states in the country. A large number of its youth work as
truck operators on the national highway. The numbers of HIV positive
cases from the region are constantly on the rise. A newspaper report
quoting the State AIDS Control Society sources says that the state has
registered a 20% increase in AIDS cases in the last one year. However,
the state society also maintains that the situation is under control as
only 0.8% positive cases have been reported from the high risk group.
The number of HIV positive cases recorded in the region from January
2000 to October 2000 as per the society’s record is 228. All of us know
that these figures are not necessarily accurate.
Many factors are responsible for under reporting. These include
non-availability of adequate testing facilities; inadequate methods of
maintaining the records and certain norms relating to confidentiality.
The sentinel surveillance conforms to medical colleges: a very small
sample comprising only of 500 STD patients reporting to the hospital
and 800 general population patients were examined - for a state
having a population of 2.42 crores (Population of Punjab as per census
2001 is 2.42 crores). During the year 2000, out of a total of 741,120
blood samples, 2,765 were sero-reactive, 819 voluntary blood donors
were tested HIV positive and 11,946 blood units received by blood
banks were positive. Reportedly 27 infected blood units were received
per month. These figures are obtained from licensed government
hospitals. If this is the state of affairs in one of the wealthiest states in
the country, which has a well-established heath infrastructure and is
running a health corporation with soft loan funding from the World
Bank, what happens in the states cynically referred to as BIMARU
states (the more backward states of Bihar, Madhya Pradesh, Orissa,
Rajasthan and Uttar Pradesh) by one of India’s leading demographers
Ashish Bose. These states neither have adequate infrastructure for
health nor machinery for dissemination of information and awareness
programmes.
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On several occasions, the functioning of the non-governmental
organisations is hampered due to bureaucratic pressures. Even if the
incidence of HIV is below 1% (as per NACO indicators) almost all
the states in this category record the incidence of tuberculosis above
500 per 100,000 persons examined. In its Phase-I efforts, some of these
regional State AIDS Control Societies by rough estimates were not even
able to cover 1% of the vulnerable population. The programme was
lost in identifying potential risk groups. Initial focus on internationally
recognised high risk group, such as men who have sex with men
(MSM), commercial sex workers (CSWs), national highway drivers
and their companions, restricted the predictive component of NACP.
India, with its diverse cultural heritage and existing sociological
parameters, provided a ripe field for HIV to flourish. It took us more
than 10 years to admit that the possibility of the virus entering the
general population was equally high. Tradition and cultural taboos
prevented MSM to acknowledge their special sex needs. They
continued to live dual lives, often carrying the virus to their partners
at home.
Clients of CSWs are known to be mostly married men. In an
average Indian household, a wife cannot exercise her sexual rights
and tell her husband to use condoms or refuse sex, when she knows
that he has been regularly visiting other women. Many Indian
women, irrespective of their caste, community or religious affiliation,
are frequent victims of marital rape, thus becoming highly susceptible
to the vicious virus.

Inter-Sectoral Networking

One of the most critical factors limiting the outreach of NACP
was its inability to establish early co-ordination between different
resource centres. Management of HIV/AIDS required social scientists,
medical professionals and bureaucrats to come together on a common
platform. They were to come together to meet the challenge of an
epidemic that was infectious but not contagious, that was often
rooted in behaviour and not always in the epidemiological. It affects
families and communities not only biologically but also socially
and economically. Since the disease was recent in origin, it attacked
individuals who were economically active and in the reproductive age
group. Many dependants were forced to earn a living for themselves
either too late or early in life. Maybe the magnitude of this tragedy in
India is not realistically recorded, but its impact in affected households
in urban slums and remote areas is obvious. With rising medical
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expenses and declining income in affected families, the burden on
civil society shall multiply manifold.

Structuring Flaws in the Constitution of NACB (National
AIDS Control Board)

In applied AIDS research, professionals from different disciplines need to
work together and the search must continue for combined research agendas
and new methodological approaches (Ankrah 1989).10
In a country where hierarchy of professions is intense, it was difficult
to imagine that professional hierarchies would disappear in an effort
to meet the daunting challenge of HIV/AIDS. The constitution of the
NACB was flawed. It was placed under the chairmanship of SecretaryHealth and the project director was required to be a man of additional
secretary level, who was assisted by two technical officers of the joint
secretary level. In a country that has witnessed three governments in
the past five years, and where bureaucrats are transferred at the whim
of politicians, this arrangement would never be productive. The State
AIDS Control Societies followed the same pattern. A senior bureaucrat
would be at the helm of affairs, with a person from medicine as the
regional project director. Social scientists found placement either
as consultants to particular projects, or as an IEC officer or NGO
adviser. Social scientists remained marginal to the programme. Due to
operational hierarchies and indifference of young officers who were
recruited not out of choice but due to transfers on short duration, the
sanctity of the programme was diluted considerably.
Target centred approach; and quantification of outreach activities
constrained the programme, almost on the same pattern as it happened
to the family planning programme. NACO by its own admission
states that frequent transfers, inability to recruit staff, dual charges and
frequent changes in staffing pattern created confusion and uncertainty
in running the programme. Another difficulty encountered in running
this programme is inherent in the professional approach acquired
by experts in different fields. Bureaucrats want results in numbers.
Doctors believe in finding direct solutions to actual health problems;
but anthropologists and many other social scientists find it difficult
to suggest prompt solutions to complex health related issues. In the
context of India, somehow top leadership of NACO assumed that
since AIDS related research required behavioural change, social
psychologists and sociologists were the only competent professionals
to study these issues. They did not realise that both the disciplines as
taught in India are neither field based nor do they initiate students
in community research. Anthropologists were by and large sidelined,
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though anthropological methodology of focused group discussions and
in-depth interviews were incorporated in all the modules produced by
the NACB. Professional incompetence led to mismanagement of the
first phase activities. Various presentations listed in different sessions
from India demonstrate that on various occasions, figures reported by
NACO were not based on authentic information. Apparently, certain
individuals working in the regional societies or in NACO headquarters
were totally insensitive or clueless as to the consequences of such an
unethical practice.

Funding Inflow and Corruption

NACO in its report of 2001, while reviewing Phase-I observes, ‘Both
Borrowers and recipients were not familiar with the guidelines and
project processing requirements’. It is a cautiously worded statement.
Easy access to huge international funding - for what were considered
only 310 full blown cases and an epidemic restricted to HIGH RISK
groups of the society - was perceived as a first world ‘Hangama’
(propaganda) to divert attention from its own failing moral standards,
and considered by many as a financial bonanza. Ironically, many state
governments did not even comprehend that the money was a soft
loan and not a donation. A number of state governments experiencing
financial crisis momentarily diverted funds to what they perceived
were priority areas. Many projects remained only on paper, as money
slated for AIDS related activities was not released. NACO Report
(2001) admits that lack of assertiveness and concern of the empowered
committees and delay in fund release from the state departments of
finance to programme cells and inability to draft and disseminate
uniform guidelines for the disbursement of funds at the state level
are some of the limitations experienced by developing nations who
have come to accept corruption as an integral part of its development
process.
Kickbacks are common, not only in political deals but also in matters
relating to health. Many state level AIDS control societies, in the
absence of stringent guidelines and evaluation procedures, acquired
an unsavoury reputation of quick money making agencies. Condoms
were bought either on paper, or bought and sold, rather than being
distributed free or on subsidised rates to those for whom they were
bought. To counter this menace, and to make them easily available,
NACO established condom vending machines at key locations. Most
of these machines remained unutilised or underutilised.
Many societies dumped them in their backyards or storehouses.
State AIDS Control Societies are often accused of allocating projects not
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on merit or competence of an NGO, but on the ability of the NGO to
pay them kickbacks. These are serious allegations and failures. Social
accountability of NACO’s Phase-II programme requires an intense
understanding of various modalities that remained operational in the
field for more than three years. We are giving the marginal lapses of
the first two years as teething problems of any new initiative.

NGOs Falter in Commitment

AIDS funding attracted many individuals and NGOs to opt for
AIDS related awareness and action programmes. Many of these
individuals and organisations lacked technical expertise and social
skills to pursue a virgin area of research and social action. Talking
about intimate aspects of one’s life was not and is still not easy for
people. Probing questions related to sexual behaviour are not only
difficult to conceive in local dialects and languages, but are equally
sensitive to be asked.
Sahyog’s case is an example in point: Sahyog is an organisation that
was working on HIV/AIDS in the Kumaon hills in Uttar Pradesh (now
in the state of Uttarakhand). They brought out a pamphlet called ‘AIDS
aur Hum’ (AIDS and Us) in the local language in September 1999. The
politically volatile state did not make an issue of the document that was
circulated as an ‘action-research document’ to other NGOs working in
the area. Those who wrote the document had neither anthropological
sensitivity nor an understanding of the local population. Traditional
cultural norms were presented in complete disregard of people’s
needs for privacy and respect for inherent cultural norms. Facts were
distorted and placed in a subjective materialistic discourse. I would
not agree with many critics who say that the pamphlet was a result
of Western dictate on HIV/AIDS research. It was a product of newly
formed NGO culture in India, where in order to meet the exigencies
of an assigned project, field investigators and project coordinators are
hired in complete violation of well-established norms for recruitment.
These researchers, without necessary training and de-construction of
cultural stereotype that they inherit through subjective socialization,
approach local traditions and rituals with prejudiced perception. The
founder head of Sahyog, a professional medical doctor who had been
working relentlessly in the Almora region for eight years, failed to
respond to subjective, unauthenticated and generalised statements
made in the report. However, his failure was not of the degree for
which he had to be jailed without bail under the National Security
Act.
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The Sahyog episode brought forth the tenuous relationship that
exists between the state, NGOs and community in respect of AIDS
research and intervention strategies. State and its representatives
overreact, while middle level politicians exploit fragile situations for
political mileage. NGOs fail to recruit with discretion and plan action
research without a body of relevant professional help and scrutiny.
The community responds in anger because the approach of both the
state and the NGOs is non-participatory. Community involvement in
some of the most well-managed action research is only peripheral. One
only hopes that the Sahyog experience will open a debate in India, to
enable various coordinating agencies to come together on a common
platform and resolve rigid hierarchies, professional differences in
approach management and evolve strategies for management of HIV
in a cogent and viable manner.
Research, action, partisan attitudes, nepotism and kickbacks are
deterrents to any programme. AIDS action research in India is riddled
with many of these permutations and combinations. Voluntary
action in India has succumbed to the lure of mega-funding by major
foundations. In many cases it has lost its purposiveness. A newfound
class of professional field-workers has mushroomed in many parts of
the country. The only problem is that these professional field-workers
are really not professional. They neither have formal training nor
prolonged exposure to systematic fieldwork where they can master
their tools. These field-workers simply jump from project to project,
generating information in an insensitive manner. Their objective
is to earn some money, a reasonable demand, but the social cost of
this cost-effective research is rather heavy on the policy planning
and perspective. Field-workers also follow NACO’s target culture.
They are given a sample size by the employer’s organisation and
NGOs devise some method to ensure that every field-worker meets
the target set by them. Orientation workshops sometimes familiarise
them with terms like in-depth interview, facilitating focus-group
discussions, confidentiality, interviewee receptivity, etc., but very
few field-workers are able to imbibe them in their essential tool-kit.
Ten years in the area of AIDS empirical research in India has taught
me that field-work is the first casualty in this number-target game
managed by NACO and NGOs combined. There is an urgent need
to ensure accountability and professional management of NGOs in
action and intervention programmes.
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Human Rights is the Other Casualty

The Sahyog episode also taught us another lesson. Despite our
claims of being the largest democracy in the world, where each one of
us enjoys freedom of speech and protection of fundamental rights, the
handcuffing and subsequent imprisonment of Sahyog activists under
MISA (Maintenance of Internal Security Act) was a national shame.
It demoralised many social researchers, who were working under
extremely difficult circumstances, on very sensitive issues. Their
arrest was in violation of human rights. Many of us involved in HIV/
AIDS research in India are apprehensive of many such infringements
in the future. If violation of human rights of researchers is a serious
threat to HIV/AIDS management in India, emotional and physical
violence, often unreported, on HIV victims is a matter of serious
concern for every civil society. Human rights of persons living with
HIV/AIDS are in perpetual jeopardy in a state that claims itself to be
most tolerant and a disciple of Gandhian discourse of non-violence.
Denial of care by the family, social ostracisation by the community,
refusal of the health care facilities by the non-government and also
non-government hospitals, are key areas of concern.
India’s first surgical ward for HIV patients was inaugurated on
1st December 2000 at the National Chest Institute (NCI), Niti Bagh,
New Delhi. Dr. Rohit Sobti, a Senior Chest Physician at NCI, claims
that this was the only institute in the country that had been following
an open door policy for AIDS patients since 1992. The AIDS wing in
the hospital was opened in 1998 with a donation of Rs. 17 lakhs from
the Richard Gere Foundation. This committed medical professional
is against any kind of high risk allowance to medical practitioners
covering HIV patients. Working in Delhi, he reports receiving an
average of 20 patients every month in his clinic; 2% of these patients
are new admissions. Chances of infection in this specialised clinic
according to this specialist are contained, as doctors are aware of HIV
positive status of the patient.
In general hospitals, medical and para-medical practitioners are
at greater risk, as patients may not disclose their seropositive status.
Human rights violation occurs when premier medical institutes in
the country fail to provide adequate protective gear to their medical
and para-medical staff. For this lack, many patients after being found
seropositive, are declined even minimum medical attention. Medical
practitioners dedicated to the cause of HIV are rather few in the
country. Dr. Palignapany of CMS, Chennai has set a unique example in
this regard. When he found that sons of his HIV positive patients were
abandoned by their relatives, he took them home and vacated a room

Review of HIV/AIDS Management in India | 183

in his house to accommodate these unwanted abandoned children.
This was the beginning of a care hospital that he now manages.
NACO in its Phase-I programme did not support institutional
care projects. Sometimes it gave funding for such projects at its own
discretion without any formal guidelines. The second phase has now
started inviting proposals for institutional care support. Occasional
stories of human benevolence fail to compensate for mistreatment
meted out to majority of the victims.

Conclusion

Finally, I would like to draw attention to certain issues that
have eluded HIV researchers and planners. NACO’s most effective
programme aims at reducing PMTCT. In its note on implications for
India, the organization records: “With 27 million pregnancies a year
and an overall estimated 0.3% prevalence rate of HIV infection among
pregnant women, it is estimated that about 100,000 HIV infected
women deliver every year. Using a conservative transmission of 30%,
about 30,000 infants acquire HIV infection every year.”
In India, the high HIV prevalence states coincide with those states
that are doing better in terms of health indicators and development, in
general. The less developed and more populated states in the northern
and central part of the country are so far classified as ‘low prevalence
states’. These states reveal a variety of vulnerability factors which can
fuel the spread of the HIV epidemic: wide socio-economic inequality
leading to high degree migration, particularly towards metropolitan
cities where HIV prevalence is high among ‘at risk’ individuals;
inadequate infrastructure in health and social services; illiteracy; low
women’s empowerment; low school enrolment; and limited access to
information, etc. The degree of success in the programmatic response
by these states will determine the spread of HIV and its impact on
health indicators including development in the near future.11
Despite assertions to this effect, planners and managers of the
AIDS epidemic have not incorporated insights from social science
literature that emphasize: “The multiple contexts of interpretation
invoked in the encounter between patients and clinicians, in what
are often difficult and ambiguous contexts of decision-making. The
process of translation involved in communicating technical scientific
information to women and couples for whom it may not be meaningful
knowledge traces both the operations of authoritative knowledge and
its resistance to accommodation” (Mehta & Sodhi 2004).
Given this understanding, counselling during PMTCT becomes
critical. Unfortunately, counselling remains the most neglected and
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undermined component of the programme. We are all aware of the
pressure under which our health system with its limited task force,
works. Expecting our clinicians to spend required hours with their
patients is virtually asking for the moon. Trained manpower with a
sympathetic understanding of the extraneous factors is an immediate
requirement, if we want to make any effective intervention to
control the rising number of HIV positive children. Early diagnosis
and appropriate counselling giving freedom of choice to infected
couples to continue with the pregnancy or not is equally important
as administering AZT. It is apparent from the AZT feasibility study
conducted in India that only 43.6% women opted for AZT intervention,
as many sample HIV positive mothers-to-be wanted to return to their
parent’s town during the third trimester and many others either
refused to be part of the programme or their families denied them
permission to be involved in the study.
In the introduction to this volume we have talked about developing
an interdisciplinary approach to the study of HIV/AIDS research and
its management. To contextualize this important understanding, I
want to draw the attention of our readers from various disciplines
to the following observations that document the apprehensions of
anthropologists in general in this regard.
When comparing prevailing AIDS control policies with those
directed at control of other epidemics in the past, one is
struck by the relative absence of interventionist state policies
designed to curtail individual behaviour and a difference
in the balance between the relative role of the state and the
medical profession in shaping the epidemic. In the 19th century
when fatal epidemics were still common, for instance during
the plague epidemic that started in India in 1896, the colonial
government took an active position because “plague was seen
as too important a matter to be left in the hands of doctors”
(Catanach 1989). The relative power that the medical profession
has gained in shaping epidemic control policy is reflected in
access to governmental funds for research. In influencing state
health policies, medical professionals who engage in research
endeavours with other disciplines, including anthropology,
tend to be in a much stronger position than other professionals.
In many developing countries, powerful national AIDS control
councils, often affiliated with the Ministry of Health and
dominated by medical doctors, represent the institutional form
of the intertwining of the state and the medical profession in
AIDS control.
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AIDS control policies are usually carried out through specially
organized control programmes. The creation of such a separate
research and policy oriented administrative structure with its
own resources leads to tensions with the regular health services,
which have to cope with the disease burden of the epidemic
in addition to their other tasks. Anthropologists’ contributions
may easily get stuck somewhere between compartmentalised
health administration (Streefland 1995).
I cited these observations primarily keeping in perspective the fact
that however honest independent researchers may be in their desire
to be interdisciplinary, constraints of institutional and state control
become major impediments. If progressive holistic health policies
are to be devised and implemented, then conscious efforts have to
be made to avoid compartmentalisation and hierarchical domination.
There are certain colonial and post-colonial legacies that ought to be
declared redundant in view of the challenges posed by recent public
health concerns.

Endnotes:

1. Dr. Vijay Thakur in this volume argues that ‘languages of eradication and
control have obsessed Indian Public Health for more than four decades. So
the reflex extension of these languages upon HIV/AIDS is to be expected.
If the few decades old National STD Control Programme would have
worked, we would scarcely have been alarmed by HIV. If the Tuberculosis
Control Programme had worked, we would scarcely be talking of multiple
epidemics. If the birth-control programme had worked, we would be a
comfortable nation today.’
2. The Amsterdam workshop devoted virtually an entire session discussing
what I have often described as politics of numbers. The arguements put
forward in favour of giving weightage to statistics and numbers were
largely political. It was said that numbers put pressure on the political
regimes and compel them to take action and assume some kind of social
responsibility. Those arguing against undue attention paid to the numbers
said that projections were often not accurate; they generate unwarranted
fear and build ‘panic reactions’ rather than systematic scientific response.
I am convinced that as an epidemiological exercise some projections are
essential and we cannot avoid numbers to have a comprehensive view
of what is happening or likely to happen. But to allow these numbers
to govern our policy decisions or future course of action, amounts to
acquiring a passive view of our political and social responsibility.
3. Value shift from promiscuous, multi-partner based sexuality to
monogamous or single partner sex relations is located within the context
of ‘culture change’. The culture change may occur because of ‘fear for life’
or ‘ideological construction of morality’.
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4. Eckart Voland takes this position in comments on Ruth Mace and Mark
Pagel’s paper on ‘The Comparative Method in Anthropology’ in Current
Anthropology Vol. 35, Number 5, December 1994.
5. AIDS and HIV research in India has not focused on exploring dimensions
relating to ‘pleasure’ in cultural context. This limits social science’s ability
to predict responses towards acceptance of safe sex practices. There
is a popular conception that ‘condoms’ are not accepted, as they are
perceived as inhibiting pleasure. However, the validity of any ‘universal
concept of pleasure’ has been questioned by anthropologists. ‘One of the
fundamental contributions of functionalist anthropology to the study of
human sexuality has been the demonstration that the erotic roles of social
persons are articulated with no erotic ones’ [Guha and Bhunia (1994) have
supported Klausner (1972)].
6. It was the Rockefeller foundation that sounded a call for ‘paradigm shift’ in
its report on communication for social change. Studies conducted by Kelly
(1999) and Mckinlay & Marceau (1999) have questioned the relevance of
concentrating on individual behaviour without placing it in the context of
given communities. For details, refer to Airhihenbuwa (2000) in Journal of
Health Communication Vol. 5 (Supplement) pp. 101-111.
7. It is ironical that health researchers have borrowed research skills and
instruments traditionally used by anthropologists without necessarily
incorporating concepts and theories. ‘This emphasis reflects the
preoccupation of the public health professionals, especially epidemiologists,
with methods and interventions’ (for details, refer to Streefland 1995).
8. There is little doubt that in the last five years Blood Safety programme
has improved, but claims that India has ‘quality screening programme
for blood safety’ and clean needles & syringes are available to the general
population (NACO 2003), border on wishful thinking.
9. Anthropologists while using methods of social and cultural
contexutalization have emphasized the need to refocus on the behaviour
of what public health workers have called ‘high risk groups’. ‘ The work
of social scientists has contributed significantly to a redirection of the
attention from the activities of individual sex workers and their clients,
socio-economic backgrounds, professional delineation of the work of
prostitutes, and the linkages of prostitution to the wider realm of sexual
relations’ (Schoepf 1991).
10. Maxine E. Ankrah (1989) made these observations in what can best be
described as a landmark article seeking parity among professionals and
disciplines pursuing HIV/AIDS research.
11. NACO/GOI conducted a feasibility study of AZT intervention for primary
prevention among pregnant women at 11 institutions located in 5 states
of India, namely Maharashtra, Tamil Nadu, Andhra Pradesh, Karnataka
and Manipur, which are categorized as states with high prevalence of
HIV infection between April 2000 and September 2001. Of 103,681 (60.4%)
women tested for HIV-1/2, 1,724 (1.7%) tested seropositive. Despite efforts
of project staff at these institutions 751/1,724 (43.6%) of seropositive
women took AZT prophylaxis (NACO 2003).
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Towards a Holistic Public Health Approach

II.4

TOWARDS A HOLISTIC PUBLIC HEALTH
APPROACH: INTROSPECTING ON THE AIDS
CONTROL PERSPECTIVE IN INDIA
Ritu Priya

Within the area of public health and AIDS, one finds a number
of reasons why one needs to have a format of something called ‘a
dialogue’. As I understand it, the idea of a dialogue is one where
people voice their own positions frankly and freely, but at the same
time are ready to listen to other dissenting and diverse voices with an
open mind and interact keeping in mind the spirit of common good
and not as adversaries. This seems relevant and important for several
reasons. One of them is that if you look at the area of people working
in public health and in AIDS, there has been a sort of clear division
between the AIDS-wallahs (those connected with AIDS) and the healthwallahs (those working in the field of health). Now this is not only
within public health; it is also within the practice of medicine; it is
there in the NGO sector as well, which is dealing with micro-level
activities of AIDS control. Unfortunately, these positions seem to have
hardened over time, except in the medical sector where obviously
doctors who are now getting cases are having to handle both – other
health problems and AIDS – or among the NGOs who are working
among communities on other issues and HIV/AIDS is appearing as
an emerging problem. But at both levels, within the national public
health policy spheres and the local NGO-level activity, there is a clear
divide. At the same time, both groups have felt the need for interacting
among themselves and inter-linking the issues that share a common
ground. What created this divide and how has it affected the efforts
at minimising the suffering from HIV? What other perspectives have
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made positive and negative contributions to AIDS control? Which
perspectives have got left out? These are the questions this paper
attempts to address.
Over 20 years after the first official response to AIDS in India with
the ICMR (Indian Council of Medical Research) Working Group being
set up in 1985 (ICMR 1989), upon introspection one finds that a lot has
been done:
•• Warning of the impending epidemic came when it was still
‘invisible’ and provided the opportunity to take early action for
minimising the spread of HIV.
•• Awareness of the disease as a major public health problem has
been created in a much shorter time than for any other. There
is familiarity with its name and its seriousness well beyond the
Indian reading public and policy makers.
•• Surveillance systems have been put in place and some data is
available to indicate trends and help in planning exercises.
•• Awareness of major methods of transmission and prevention has
been generated among a significant section of the population,
though it varies from region to region. Awareness raising in
regions with highest incidence and greatest experience of
suffering and among the most ‘at risk’ groups through targeted
interventions (TIs) has brought about some behaviour change to
safer practices. STD (sexually transmitted diseases) levels have
decreased among these groups and reproductive health services
have improved.
•• Systems for treatment, support and care for HIV infected/AIDS
cases are being developed.
•• There have been various evaluation exercises that have brought
about midstream changes to improve AIDS control efforts.
There has also been a growing recognition of the limitations and
negative consequences of some of the interventions undertaken so far
(Government of India et al., 2000; Hawkins 2000; UNAIDS 2000) :
•• Mere awareness does not translate into appropriate behaviours
without ‘enabling conditions’ and an ‘enabling environment’, and
these have not been adequately attended to.
•• Earlier interventions attempting to create ‘AIDS awareness’ had
contributed to creation of a counter-productive environment in
terms of enhancing stigma and fear of the disease and of those
afflicted by it.
•• Developing systems for care of the HIV infected/AIDS cases has
been too slow and partial.
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•• The isolated single disease control programme approach has led to
rapid development of institutional structures, but has been weak
on effective mobilisation of the health sector and other sections for
HIV/AIDS prevention and control activities.
This recognition has led to a double-pronged strategy for correctives
(Government of India et al., 2000) :
1.
Strengthening meso and micro level activities by changing
orientation of projects and of service delivery personnel at
these levels, for instance shifting from IEC to BCC, in TIs to
peer education and organisations of the affected groups. The
terminology of ‘high risk groups’ was changed to the less
stigmatising ‘vulnerable groups’. Legal changes at the macro
level were envisaged to support these changes through a rights
framework.
2.
Macro level efforts to strengthen management of the AIDS
control programme, and integrating it structurally back into the
public health service system.
While agreeing with all the above (the shortcomings and the
correctives), this paper argues that these are inadequate. A deeper and
more complex analytical and dialogic exercise is necessary to develop
a macro perspective for the Indian context and until that lacuna is
filled, the above-recommended correctives will remain inadequate in
meeting the challenge.

The Shaping of India’s Response to AIDS

Analysing the nature of AIDS control action over the years, and the
process that contributed to its shaping, can help identify reasons for its
strengths, its partial effectiveness, and its costly negative implications.
We can then think about a direction for the correctives.
Since AIDS was first identified in the USA among young, white,
middle class males, largely homosexuals or intra-venous drug users
(IVDUs), a ‘homophobia’ followed. However, the affected were
from the power-wielding social class and, therefore, were able to
bring in a notion of ‘human rights of HIV positive people’ into the
dominant discourse and policy approaches. This is the only public
health programme, which is explicit on this point – neither leprosy,
nor the STD programmes, nor diarrhoeal disease control have
ever been made a central issue. The scientific, medical and public
health response was also extremely swift. In addition, activism
around AIDS care and prevention became a significant form of
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expression of the progressive and compassionate tendencies in the
‘first world’.
Meanwhile, the sub-Saharan African epidemics grew much beyond
the magnitude which the industrialised high income countries were
experiencing. This created the doomsday picture of the epidemic, and
shaped the experts’ projections for the epidemics starting later in the
Asian countries as well. This Africa-centricity continues to this day.

1985-1991: ICMR Working Group & Initiation of the NACP

The official Indian response started as early as 1985, with the ICMR
setting up a Working Group to monitor the situation. It started HIV
testing for surveillance with the focus on high risk groups, a perspective
it had imbibed from the image of the disease generated in the West.
This was a targeting of the socially marginalised, stigmatising them
further.
At the same time, various individuals started voluntary action
for AIDS prevention as a social concern. These were professionals,
including journalists, lawyers and doctors. These efforts soon converted
to NGOs, non-governmental organisations with external funding.
Starting with the geographical locations where HIV and AIDS had
surfaced and demonstrated a rapid spread, this ‘activism’ spread to
other regions where HIV infection was hardly in evidence. The major
focus of NGOs’ AIDS action was awareness generation about AIDS
(and its modes of transmission) and condom promotion. Activities
were implemented primarily among socially marginalised groups.
The first indigenously transmitted HIV infection was detected by
ICMR in 1986 and a National AIDS Control Programme (NACP) was
started by the Department of Health at the Central Government in 1987.
During the 1987-1992 phase, the NACP was operative with technical
support from the DGHS (Directorate General of Health Services) and
funding by the Indian government. Its components were:
1.
Surveillance, initially among those identified as high risk
groups (women in prostitution, professional blood donors,
IVDUs and truck drivers), and extended by 1989-90 to general
population groups (i.e., women attending antenatal clinics and
STD patients).
2.
Awareness raising about AIDS, largely through the mass media
and focused more on the youth of urban areas.
3.
Making blood banking safe by ensuring HIV testing of blood to
be transfused.
4.
Providing facilities and training for clinical management of
AIDS cases (DGHS 1991).
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These were rational components for the programme at its initial
stage; however, their implementation demonstrated a tendency
for coercion and isolation. Instances of forced testing of women in
prostitution (WIP), testing of African students in the country and
refusal to treat HIV positive persons at public hospitals were reported
(Bhandari et al., 1990; Natraj 1990). The government also introduced
a bill in Parliament in 1988 (based on the century old Epidemics Act)
proposing isolationist measures for HIV positive people so as to protect
the rest of the society, with no concern for the rights of affected people.
Guidelines by the ICMR working group for diagnosis and treatment
of HIV positive persons included maintaining confidentiality and
providing counselling, but waived the necessity of ‘consent’ by the
patient on the plea that “our illiterate population cannot understand
the issues” (ICMR 1990).
Thus the state institutions, working on a larger scale, were aiming
information, education and communication (IEC) measures at the
‘general population’ and not merely ‘high risk groups’. The NGOs’
coverage was, obviously, smaller in scale. Their activities were also
more targeted to specific behavioural or occupational groups who
were perceived as ‘high risk’. Organisations of groups such as gays
and lesbians became active, and issues of homosexuality became
part of public discussion. This was primarily because of an articulate,
upper class section belonging to this group that possessed the ability
to assert their identity and be heard. However, by and large, no such
spontaneous organising occurred among the other groups – whether
women in prostitution, professional blood donors [except for one
which was led by a ‘professional’ blood donor with a middle class
origin, higher education, etc. (Bhardwaje 1991)], or truck drivers. There
was certainly no public raising of their issues. It was a public health
institution and a few NGOs that initiated organising WIP as a process
of empowerment beyond mere education and condom promotion.
The coercive element in the action by state agencies and the
targeting of marginalised groups by a large section of the AIDSNGOs led to movement groups such as the AIDS Bhedbhav Virodhi
Andolan, the People’s Union for Democratic Rights, the People’s
Union for Civil Liberties, and the Joint Action Committee of Kannur
taking up cudgels against both. Campaigns within the country and
the international pressures led to the state abandoning its coercive
positions, e.g., it withdrew the AIDS bill in 1989 and stopped forcible
HIV-testing of WIP.
NGOs working with a humanistic approach pioneered and evolved
methods of working with specific groups at the interpersonal level,
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providing ‘enabling environments’ to individuals for open discussion
of personal issues, clarifying doubts and queries, changing behaviours
which carried the risk for HIV transmission, and providing support
and care. Most were engaging in ‘AIDS awareness raising’ among
small groups of ‘the vulnerable’. The scale of efforts remained limited,
but the problem of AIDS remained in the public eye through the print
media.

1992-1997: World Bank Project Phase-I

In 1992, the official programme took a leap, with funding increased
over five times (Annexure 1) through a World Bank loan of 85 million
US dollars and another 13 million from other sources of international
aid. The scale of NACP expanded, IEC activities received a greater
proportion of the allocation, and the institutional structures of NACP
were isolated from others of the Department of Health by creating
a separate National AIDS Control Organisation (NACO 1994). While
NACO was to deal with policy decisions, programme structure and
capacity building for dealing with AIDS, the technical advisory
role was shifted from the DGHS (the technical advisory wing of the
ministry which deals with all other health programmes) to a ‘Technical
Advisory Committee’ headed by the Director of DGHS at the Secretary
of Health level, and a ‘WHO team’ who was to ‘advise’ at the NACO
level where the planning was to actually take place (Annexure 2). With
the setting up of UNAIDS, an agency coordinating the AIDS related
tasks of international agencies (WHO, UNICEF, UNDP, UNFPA,
UNIFEM, UNESCO and World Bank, with ILO being added on later),
the advisory role for NACO shifted in 1996 to ‘Theme Groups’ of
UNAIDS (NACO 1996).
Seven components of the programme were defined for Phase-I:
1.
Programme management
2.
Surveillance and research
3.
IEC and social mobilisation
4.
STD control
5.
Condom programming
6.
Blood safety
7.
Reduction of impact
Implementation was to be through the existing public health
services for surveillance, through the public and private sector
for blood banking and STD control, and NGOs/social marketing
agencies for IEC and condom promotion. Capacity building for care
and support was still the last priority (NACO 1994).
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AIDS NGOs mushroomed in the metropolises and other urban
areas. Studies to identify and highlight ‘high risk behaviours’ were
undertaken to inform and justify their ‘awareness raising’ activities.
AIDS education materials, based on information and approaches
present in international AIDS literature and echoed in the NACO
documents, abounded. Any evidence of sexual activity outside
marriage even of a few individuals in a community, or surveys finding
10-30% engaging in such behaviour, was taken as an indicator of its
happening on ‘a large scale’ and linked to prophecies of havoc being
wreaked by AIDS in India.
Indian industrial leaders also became active. With international
AIDS literature identifying poverty and migration as the major risk
factors, they undertook programmes for AIDS awareness of their
workers and dwellers of ‘jhuggi-jhonpri’ clusters surrounding the
factories (VVGNLI 1999). However, they have been slow to officially
adopt policies which ensure non-discrimination of employees who
are HIV positive, ensuring them the right to full medical care and
support, support to their families, etc. Housing for migrant workers
is another area which calls for attention, if only male migration is the
cause of risk and ‘household migration’ is to be encouraged, but this
too finds no place in the industry’s response. Decentralising industrial
development so that migration itself is minimised is, of course, not
the concern of the industry leaders, even when confronting negative
consequences such as AIDS. Blaming the ignorance of the workers
for the menace of AIDS and finding the solution in awareness and
education, making condoms easily available to ‘enable’ their use, and
providing STD treatment services only (even when treatment for all
other health problems is poorly accessible to the workers and ‘jhuggijhonpri’ dwellers) is the main thrust.
The first phase of the World Bank AIDS Control Project for India
was to last from 1992-1997 but was extended to 1999 since the funds
were poorly utilised, largely because the state governments did not
spend them (NACO 1996). The reasons cited in the project review
were bureaucratic hurdles causing delays in money transfers, but it is
clear that many states did not see it as a priority area and others did
not know how to approach the problem of HIV/AIDS. A common
perception among the administrative and public health professionals
was that there is too much hype about AIDS. Many also did not
agree with what appeared to them to be the main activity for AIDS
control – awareness about ‘safe sex’. The micro-level education
and behaviour change activities were not something a bureaucratic
service system could undertake with a non-judgemental attitude. The
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relationship with socially marginalised communities necessary for
such activities was missing, and so the state agencies too found NGOs
a good substitute on which their responsibility could be unburdened.
When forced to spend the money, the state agencies became merely
disbursers of funds for IEC and medicines for treating STDs.

1999-2004: World Bank Project Phase-II

In Phase-II of the World Bank project (1999-2004), added emphasis
was given to ‘management strengthening’, and developing care
and support for people with HIV/AIDS. The former included ‘an
experiment’ of the World Bank, the Loan Administration Control
Initiatives, where the application of a management system under
diverse administrative and political conditions (as prevail in the
diverse Indian states) was attempted for a large-scale programme
in the social welfare sector (NACO 1999). Centralised procurement
mechanisms for equipment and testing kits, etc., are another major
area of concern.
World Bank, bilateral donor agencies such as DFID, USAID and
CDC - USA, were constantly providing ‘technical assistance’ and
monitoring the programme. Among others, the Bill & Melinda Gates
Foundation, the Clinton Foundation and industry-linked networks
such as the International AIDS Vaccine Initiative, have also influenced
the technical inputs shaping the NACP. The Global Fund to fight
AIDS, Tuberculosis and Malaria (GFATM), initiated in 2002 as a
public-private-partnership proposed by the UN Secretary General
Kofi Annan, has become another channel for international funding
and thrust to the control programmes for these three diseases.
The overall perspective thrust continues to come from the
international experts officially through UNAIDS. Although ‘Technical
Resource Groups’ (TRGs) of indigenous experts were created in 1999,
with the earlier UNAIDS theme groups were ‘supporting’ the national
TRGs (Government of India et al., 2000; NACO 2000). The 11 TRGs had
obviously overlapping mandates (e.g., TRG on Women and Children,
on Counselling, on Prevention in the Workplace, on Care and Support)
but a process of interaction across the TRGs had still to develop – one
TRG not knowing what discussion the other was having. No effective
system of in-depth discussions and consultations across different
perspectives about approaches to the various complex issues facing
the NACP had been developed to involve the TRGs in programme
review and decision-making processes. The UN agency(ies) meant to
‘support’ each TRG already had a mandate and approach and any
ideas outside that paradigm were difficult to voice and discuss. The
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TRGs thus effectively became rubber stamps for the internationally
driven approaches.
Decentralising the programme to the state level was undertaken
‘for greater ownership by the state governments’. The states were to
prepare their own Phase-II projects. However, with the exclusivist
image of the epidemic and its control, as well as no capacity
strengthening at state level, the states only looked towards consultants
of international agencies to develop their plans.
Thus NACO, the central agency responsible for AIDS control,
became more of a managerial head, with disbursing of funds, collating
of expenditure-accounts, and report-making as its major tasks.
Surveillance, training of personnel for AIDS prevention and care, and
safe blood banking remain its other tasks. However, international
agencies and NGOs remain the key actors in deciding the thrust and
approaches to the problem of HIV infection and AIDS. Activating
the TRGs in a creative manner to facilitate their interlinking to each
other as well as NACO’s planning and evaluation exercises could help
in making a more effective programme for India.
The components of the programme have been regrouped for PhaseII in a manner that integrates some activities at the micro level:
1.
TIs for communities at highest risk
2.
Prevention of HIV transmission among the general population
3.
Provision of low cost care
4.
Strengthening institutional capacities
5.
Intersectoral collaboration
However, the issue of an integrated perspective at the macro level
remains elusive; an ‘enabling environment’ is envisaged at individual/
community level and ‘sustainability’ at the programme management
level. Societal perspectives are largely missing.

Indian Public Health Opinion

The public health expert opinion within the country has been
diverse, but has demonstrated a societal perspective. In the early
period of the epidemic in India, i.e., the late 1980s and early 1990s, one
opinion was that this will be a devastating disease in the Indian context
and so strong steps are necessary to prevent its entry and spread –
e.g., the proposal to ban Indians from having sex with foreigners and
to generate fear of the disease so that people protect themselves, etc.
(TOI 1988).
On the other hand was denial of the threat of AIDS to Indians
because of the perception that India cannot have HIV transmission due
of its ‘culture’ (Ramalingaswami 1986). A third perspective (Banerji
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1992; Priya 1994) accepted HIV/AIDS as an important public health
problem, but one to be viewed within the overall epidemiological
situation, wherein the first view could be termed as ‘exaggeration’. It
also said that the panic generated by this would be counter-productive
and that fear should not be used as a tool. Factual information based
on the existing knowledge should be given to the general public,
policy makers and medical professionals. It also proposed that high
risk groups not be targeted for surveillance, and that medical care and
support for HIV positive persons be ensured on a rational basis from
the beginning (for dealing with suffering and as a way of decreasing
the stigma). For prevention, it emphasised the importance of context of
behaviours and the need to adopt approaches taking both the existing
strengths and weaknesses of the Indian situation into account.
The first view was closest to the dominant international perspective
and was adopted as the dominant, even though its most extreme
proposal (of banning sex with foreigners) was not implemented. The
second was rejected outright, and the third was ignored by clubbing
it together with the second as ‘denial’ and ridiculed as middle class
hypocrisy or parochial chauvinism. All subsequent data on the
progression of the epidemic (including that from sentinel surveillance)
and the societal responses to it have corroborated the third view.
Sociological analysis of AIDS control efforts have corroborated sociocultural concerns that need to be addressed at macro level (Ramasubban
1998). Experience of the NACP has also led to recognition of some
of the limitations of internationally led approaches. It has, therefore,
been a failure that the indigenous, non-isolationist, non-coercive and
non-stigmatising public health and sociological perspectives were not
able to make their mark on the policy and programme formulation for
AIDS control efforts.

Outcomes of Dialogue

This is not to say that there has been no exchange of ideas or change
in stands and approaches. Democratic structures have allowed for
some dialogue across perspectives, with important results:
•• Those denying the problem have come to accept it as a significant
public health problem (Ramalingaswami 2000).
•• Those generating a panic have come to acknowledge its counterproductive role; in enhancing the social stigma, the denial of
treatment by medical professionals, and the denial of risk to
themselves by the most vulnerable (Government of India et al.,
2000).
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•• It has modified the approach to preventive action in terms of
moderating the sole dependence on condom use alone to the
promotion of the value of single partners together with it (the
‘Abstinence/Be faithful/Condom use’, i.e., ABC approach).
•• It has moderated the blatantly coercive elements in the official
approach to the problem.
•• Pressures from ‘below’ articulated through locally responsive
NGOs and movement groups have stimulated the realisation
that AIDS cannot be a priority problem for major sections of the
people. Therefore, some ‘tactically’ start their interaction with
other priority needs, whether economic or health problems. For
others, this raises questions about whether we should have an
isolated programme for AIDS at all, or should it be integrated with
other activities of development and health services?
•• The surveillance system has improved markedly over the years,
with sentinel surveillance providing trends in different regions,
if not actual numbers. Epidemiological data always has wide
probability and uncertainty built into it, and when it is a new
disease, the status of the disease itself can change rapidly. Early
weaknesses of the data could be evaluated only on the basis of its
underlying assumptions (e.g., the number of persons in the high
transmitting-behaviour categories). However, two problems have
plagued the data:
- the lack of transparency about methods of surveillance and
calculation of estimates, and
- the adoption of an international framework for the estimation
of AIDS cases.
•• The acknowledgement of these has led to discussion with experts
with diverse approaches and a more transparent system of
calculation, which allowed NACO to question the figures published
by UNAIDS (for more on this see ‘Revisiting Epidemiology’,
Chapter I.1 in this volume).
Finally, UNAIDS has had to improve upon its methodology for
estimation and halve the figures of persons with HIV infection in
India.

Limits of the Dominant Policy ‘Dialogue’

Despite all this, there has been little questioning of the basic paradigm
underlying the programme formulation in India and worldwide. The
prevailing internationally dominant public health has regressed from
the more comprehensive and pro-people approaches of the 1950s-70s
to a reductionist, technocratic approach over the 1980s and 1990s that
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better suits pharmaceutical and medical insurance industries (Qadeer
in this volume; Lupton 1995; Priya 2001). This has, paradoxically, been
further reinforced by the AIDS-NGOs led programme formulation for
HIV and AIDS, which tends to be pro-people but focused on microlevel issues. Therefore, one finds that:
(a) Macro level consideration of social and cultural issues is lacking.
‘Targeted interventions’ have set the paradigm, dealing with specific
groups identified as ‘high risk’ or ‘vulnerable’ in their meso context
and with households or individuals at micro level. Transferring the
experience and methods of these interventions to the larger societal
level has not allowed consideration of general processes, e.g., in the
area of sex and sexuality. Processes of socialisation and resocialisation
at the larger societal level are not a concern.
Paradoxically, this has not created a favourable environment for
the targeted interventions themselves. Being focused on the ‘high risk’
situations, negative contexts have been highlighted while the positive
factors that have kept the intensity of the epidemic low to medium in
most parts and large sections of the country have been ignored (see
Chapter I.1 in this volume).
(b) Processes linking the epidemiological, environmental, social,
economic, political, cultural and health service dimensions have been
ignored.
For instance, the manner in which ‘migration’ has been projected
as a risk factor, without considering the adverse economic conditions
of the regions of out-migration or social discrimination based on caste,
which lead to the drastic decision of migration. Also that migrants are
human beings with a socialisation and cultural background so that
even only-male migration results in a minority engaging in sex outside
marriage, whether commercial or otherwise. The bio-medical mindset
(single cause, germ theory, one-to-one direct causality) has converted
social factors such as migration into absolute determinants, as if
‘migration leads to sex outside marriage, leads to HIV infection’ just
as ‘water collection leads to mosquito breeding, leads to malaria’.
(c) The linkages between phenomena at macro, meso, and micro levels
have been ignored.
For instance, poverty and migration, which are considered major
risk factors for HIV/AIDS in the Indian context, can be studied
as phenomena at the national, state/community, or household/
individual levels and can be linked to all the dimensions listed in (b).
While each one has been related to HIV/AIDS individually, rarely are
the various relationships analysed simultaneously in an inter-related
manner to understand the phenomena in all their complexity.
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What is being demanded by the critique is apparently a complex task, but
a simple one if issues are examined from the perspective of people’s lives. This
perspective would bring out all the linkages in an organic manner rather than
each dimension – ‘economic’, ‘social’, etc., – being consciously sought for
separately and put together as an ‘aggregation’ of issues. Merely an academic
exercise through the conventional research methods is insufficient to capture
this complex reality. A ‘dialogic engagement’ of those contributing to the
policy debate with lay communities, allowing legitimate space to the people’s
worldview, is essential. This is the holistic public health approach.
Box 1
The Public Health Perspective
A ‘public health perspective’ implies ‘diagnosis’, ‘prevention’
and ‘treatment’ at population or community level, as against
the individual patient that the medical clinician deals with. This
involves:
(a) Planning at the macro level for intervention at the macro,
meso and micro levels, i.e., at the international, national and
state level; community, group and sub-group level; household
and individual level. Action at all levels must be conceptually
interlinked in an integral manner.
(b) A comprehensive interlinked consideration of the multiple
dimensions influencing the extent and nature of suffering at
all levels, i.e., the social, economic, cultural, psychological,
and biological dimensions influencing health and disease
phenomena, together with the technological, infrastructural,
and quality dimensions of health services and programmes.
(c) Consideration of the diverse social contexts of different sections
influencing these dimensions in a society, i.e., by class, caste,
ethnicity, gender, and of the interlinkages between the diverse
sections.
There is, therefore, a need to study the epidemiological, socioeconomic and socio-cultural dimensions of any problem in an
integrated, interdisciplinary manner.
A ‘Holistic’ Public Health
Within public health there are several diverse streams: from
the very bio-medically centred, to the statistics centred, to the
management centred, to the environment centred, to the social
action centred, to various combinations of these. Principles of a
‘holistic’ public health perspective can be delineated by drawing
upon a vast tradition represented, for example, in the writings of
Dubos (1959), McDermott (1969), Illich (1977), Banerji (1992), and
Qadeer (1998). It requires:
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(a) Consideration of a ‘societal’ response (as against a
‘programmatic’ perspective). This means viewing the
organised/managed programme as one component of a larger
cultural process. It involves consideration of lay people of all
sections in society as well as experts and administrators as
the active agencies in processes by which human societies
have always explained and dealt with health problems.
The existing resources of all kinds – economic, cultural,
infrastructural, and of technologies and manpower – must
form the starting point for any planning as the most societally
‘cost-effective’ way of dealing with any problem. Strengthening
these existing resources and building new processes around
them is necessary for long-term, sustainable outcomes. This
must include the laypeople’s existing ways of handling healthrelated issues.
(b) Prevention and treatment strategies to be considered as
an integral whole (for a number of reasons - because early
diagnosis and treatment form a basic component of most
disease control programmes, e.g., tuberculosis, malaria and
leprosy. Also, because treatment is often the primary felt
need related to any disease, and treatment services provide
credibility to any health service or programme - which in turn
is important for the success of any prevention programme.)
(c) Comprehensive approaches and strategies to tackle the problem
be developed after studying various optional interventions,
and existing technologies and systems to operationalise the
strategies to be evaluated in the light of all the points discussed
above.
Transnational comparisons to study similarities and differences
provide crucial insights into the nature of the problem and the
various possible strategies. However, while learning from the
experience of all, the approach and strategies chosen have to
evolve out of our specific context, based on maximising our existing
resources and building upon them further.
Box 2
Macro Level AIDS Interventions
From a Holistic Public Health Perspective
Based on principles of a holistic public health perspective, as
outlined above, the macro level interventions for AIDS control
primarily involve:(a) Developing a macro understanding of the problem in all its
diversity and complexity that requires widening the canvas for
consideration.
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(b) Creating/promoting an enabling environment for positive
attitudes and initiatives towards prevention of spread of HIV
and care/support for HIV infected persons/AIDS cases. This
would include mass communication strategies, especially the
orientation of their content.
(c) Developing/promoting enabling conditions for adoption of
positive behaviours by all sections of society. This would
involve, for example, policies that influence the living and
working conditions of major sections of the population and
the working conditions and facilities in the health care
institutions.
Meso level action would include ‘targeted interventions’ for
‘vulnerable groups’ in AIDS programmes and activities geared
for specific geographically circumscribed populations. Micro
level activities, such as the techniques for diagnosis and
treatment of cases, include considerations of doctor-patient
relationship, confidentiality and counselling, psycho-social
support to the afflicted and their care providers, and so on.
Developing the macro level approach necessitates consideration
of the requirements of interventions envisaged at meso and
micro levels to facilitate fulfilment of their objectives. The macro
perspective must provide a unifying framework so that
the choices made at all levels and in diverse groups of the
population are facilitated. For this there must be a constant
process of interaction between the various levels.

Without such an approach, simplistic and unrealistic measures
are likely to be adopted, as evidenced by several public health
programmes in the past, which led to limited fulfilment of objectives
and can be questioned on grounds of their cost-effectiveness as
well, e.g., the malaria control and family planning programmes.
This has meant, for instance, when individual behaviours are
considered, there is an ignoring of the impact of macro-economic
policies, nature of urban and rural development, globalisation and
the legitimisation of a market-friendly, commodifying, consumerist
thrust on communities and diverse social sections, and thereby on the
degree of ‘probability’ of HIV-transmitting individual behaviours.
Recognising how these macro phenomena will limit the impact of
AIDS control efforts is vital for deciding strategies for AIDS control.
How much will the sharpening of disparities, increasing economic
uncertainties, worsening conditions of work of the majority, the
nature of mass advertising, raising of material aspirations and
frustration, social instability, hardening of social identities and
lowering of tolerance against diversity, break down of social welfare
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systems and limited access to health services for the poor, allow
for successful practice of the basic tenets of AIDS control – ‘safe’
behaviours, non-discriminatory attitudes and collective support
systems?
Ignoring of such significant macro phenomena leads to strategies
that may not only be ineffective, but the danger is that they may be
counter-productive. It is in this context that the debate about ‘numbers’
becomes relevant. It is not about whether they are 2.5 million or 4
million, 5.2 or 5.7 million, but whether their portrayal is panic
generating, or a statement of best possible estimates at the existing level
of knowledge. It is about biases and images created. Where does the
balance lie between exaggeration through those numbers – resulting
in panic generation and enhanced stigma, sensationalisation, loss of
credibility, and denial of the problem? (see ‘Revisiting Epidemiology’,
Chapter I.1 in this volume).
The strategic approaches adopted reveal the influence of not only
methodological biases but also prevailing social power balances. The
fact that the practice of unnecessary and unsafe injections and other
invasive procedures has taken so long to be explicitly acknowledged
as a ‘risk factor’ for HIV transmission (even while disposable
equipment has been propagated with this implicit understanding,
another illustration of irrational market-friendly approaches) indicates
the ignoring of the Indian context by a north-driven international
perspective (blood transfusions being the only route of medical
transmission of HIV in the context of industrialised countries). This
power equation absolves the medical system of all responsibility for
its ‘behaviour’ even while it places the blame on the common persons
for their ‘individual behaviours’.
The ignoring of issues of the health system, of equal access to the
general health services, demonstrates an upper class bias where cost of
anti-retrovirals is more an issue rather than basic systems for treatment
of opportunistic infections. Of course, the pharmaceutical and medical
equipment industries have their own commercial interests and they
back favourable approaches very aggressively.
‘Awareness raising’ as the predominant measure for minimising
HIV transmission, rather than focusing simultaneously on changing
the context shaping collective and individual behaviours, also
comes from a ‘colonial’ mindset that denies the legitimacy of the
knowledge of the ‘colonised’ and promotes an upper class mindset
where individual behaviors are seemingly less constrained by social
context.
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The Dominant Macro Perspective

Limitations of previous approaches arose as a result of the macro
perspective in which choices were made while developing the
programme. When we consider the epidemiological, socio-economic,
political and cultural dimensions together with the health services
context at the macro level, we are able to analyse and understand the
perspective underlying the macro policy choices. This is important in
order to draw lessons for future planning exercises. Such an analysis
leads me to conclude that notable features of that macro perspective
were the following: –
(a)
A ‘universal’ approach, which tended to be ‘north-centric’
because of the prevailing international flow of knowledge. In
the case of AIDS it is also because of the fact that the problem
was first dealt with there. Subsequently, it became Africacentric, and continues to be so, with good reason.
(b)
An individualised paradigm for human rights and freedom,
rather than of individuals as part of a social collectivity – the
family, community or society. The neo-liberal perspective of
individual ‘choice’ views freedom of choice as outside, and
devoid of, social context (Giddens 1998). This is conducive to
market philosophies where all human needs are to be fulfilled
as commodities or services for consumption (Mill 1861).
(c)
A middle class/elitist perspective, which relates easily to the
north-centric view while it is alienated from the reality of the
lower socio-economic sections of our society.
(d)
Reduction of structural issues (such as poverty or sexuality),
to consideration only at ‘meso’ and ‘micro’ levels (Lurie et
al., 1995; Hawkins 2000), without addressing their ‘macro’
coordinates.
(e)
Despite an apparent recognition of social factors as important
influences, a continuing medicalized view of public health,
privileging the ‘expert’, the medical system and technology
over the ‘social and cultural’ and the layperson (Lupton 1995).
(f)
A male-centred perspective where females are important only
when perceived as ‘spreaders’ – as the CSWs (commercial sex
workers). The consideration of sexual freedom as an individual’s
right ignores the context of gender disparity and sexual
exploitation that prevails in the Indian situation, and thereby
results in freedom of expression of male sexuality without the
notion of responsibility, thus becoming more exploitative for
women.
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Now, without considering and rethinking any of these, the focus of
the programme in Phase-II is on (i) creating enabling environments, and
(ii) ensuring long-term sustainability. Enabling environments are being
attempted through targeted interventions, e.g., to empower women to
enable them to negotiate the use of condoms with their male partners.
Long-term sustainability is sought to be ensured for the programme
through strengthening management capacities of the isolated AIDS
control programme. Enabling environments and sustainability of
outcomes requires strengthening of societal capacities for responsible
behaviour, whether in terms of fulfilling the social responsibility
towards provision of basic needs for all, or in medical care by ensuring
access and quality of services, or in sexual relationships through
establishing mutual respect and emotional bonding as attractive
correlates of such relationships.

Implications for Minimising Suffering

Therefore, we are likely to continue to face the same paradoxes in
the coming years:
•• Exaggeration of the future projections about the epidemic,
promoting reactions of ‘denial’. (While the halving of estimates of
HIV infected persons is a vindication of the public health analysts
and civil society groups who had earlier expressed concern about
this, it also reveals the capacity of the official system to acknowledge
its mistake and make corrections in the face of growing evidence.)
•• The exaggeration of magnitude of the epidemic promoting an
environment of fear, which increases stigmatisation, contrary to
the stated objective of the programme of ensuring an ‘enabling
environment’. (The mindset already created seems to continue
despite the halving of estimates.)
•• Creating divisions among the vulnerable groups, even while
strengthening the hands of each group separately.
•• ‘Individual freedom’ being used to perpetuate freer expression
of male sexuality, which would be exploitative and irresponsible
towards women in the present Indian context.
•• Social values being restructured in the name of being ‘value free’,
in a manner that is conducive to increasing vulnerability to spread
of HIV.
•• Using the enlarged understanding of social determinants of health
(that AIDS is a development issue) to absolve the medical system
of its responsibility and keep it restricted to the bio-medical
framework. Instead, this could be used as an opportunity to
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orient health care providers to the broader social dimensions of ill
health.
•• Continuing denial of access to treatment of the majority of HIV
positive persons.
Our analysis of sexual behaviour and the medical system (see
‘Revisiting Epidemiology’, Chapter I.1 in this volume) leads to the
conclusion that if long-term sustainability of low HIV transmission
and ensuring humane care and support for AIDS are our goals at the
macro level, then we will have to think differently, putting individual
freedom, human rights and mutual social responsibility at the
centre of the approaches to AIDS control. While the first two have
been emphasised in AIDS discourse, it has been at the cost of social
responsibility. Devising ways to do so at all levels and in all spheres
of life, is the challenge. The macro perspective would then suggest
including interventions such as the following:
•• Employment Guarantee Schemes for Women Below Poverty Line
in order to pre-empt their resort to prostitution, rather than try to
rehabilitate them after they have taken recourse to it as a means of
subsistence for themselves and their families.
•• Mass communication strategies to generate public discussion
on ‘Social Responsibility’ at all levels - from that of international
and national policy makers towards ensuring basic needs for all,
and health policies ensuring appropriate health care for all, to
the responsibility of health care providers towards their patients
in terms of access to safe and effective medical services with
dignity, to mutually responsible gender relationships and sexual
partnerships.
•• Public transparency on data being generated and disseminated.
Methodologies and their limitations should be clearly
communicated, to allow informed public debate rather than
rumours and ill-informed allegations.
•• Generating dialogue between diverse perspectives on AIDSrelated issues (such as gender relationships, sexuality, quality of
health care, role of the health care providers and others in care
and support of people living with HIV/AIDS), to evolve concrete
structures and processes which foster the combination of individual
freedom, human rights and social responsibility.
•• Research on issues relevant to the above, e.g., the social basis
of mutually responsible gender relationships and sexual
partnerships.
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•• Targeted interventions which empower the most vulnerable
groups by developing awareness about their common sources
of vulnerability, e.g., awareness about gender violence through
sexual exploitation of women by men could become a part of AIDS
awareness programmes among female sex workers/women in
prostitution, and among youth/students, factory and unorganised
sector workers, as well as housewives. This would provide the
framework for a combination of inputs for improving the status
and power of women to negotiate, developing their skills to protect
themselves from the exploitative situations, and generating a
dialogue between the sexes. Similarly, developing awareness about
the sources of vulnerability of men to AIDS, as those common with
women, e.g., globalisation, or gender stereo-typing, would situate
both in the socio-economic and socio-cultural context.

Conclusion……. and Dialogue for the Future

Thus, the Indian state’s capacity to deal with public health
problems such as AIDS has been undermined, while legitimacy of the
international, liberal, individualistic market-friendly worldview has
been promoted through NACP. Meanwhile, ‘dialogue’ has allowed
for some changes in the approach to HIV/AIDS control, moving in
the direction of suiting it to the local context.
The public health system has demonstrated its capacity in the
past to handle large-scale mass measures with urgency. NGOs have
demonstrated the need for community level mobilisation and action
for adequate care and support for people with HIV/AIDS. Behavioural
studies of Indian people have demonstrated that their existing norms
lead to low HIV transmission as compared to many other societies, but
that pockets of severe vulnerability exist due to high risk conditions
of life of the poor, prevailing disparities and dissatisfaction with life
options for both the poor and better-off. The advantage taken of these
conditions by the vested interests, whether drug mafia, flesh trade
mafia or professional self-interest, exacerbates vulnerability.
How can we develop structures and processes to mutually
complement and activate the strengths of the community and the state
system (an institution for collective self-governance)? How do we
continuously democratise the state and societal institutions to prevent
ill health and provide care with dignity to the ill and infirm? These are
some of the questions that this introspection leaves with us.
What is necessary at the macro level, in the macro environment,
that will enable an effective response at all levels? Should the key
to the macro environment be ‘responsible relationships’? For a
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responsible doctor-patient relationship the thrust will have to come
from a responsible health system.
What would a ‘responsible media’ mean? How does one share
information about HIV and AIDS, what perspective does one convey
to evoke caution and decrease transmitting situations, while it creates
a positive environment for HIV positive persons to live a normal life?
To minimise ‘irresponsible sexuality’, gender relationships will have to
be mutually responsible, and this will require a collective community
responsible for establishing the value of dignity of each individual,
with equal opportunities to explore options in life. The state would
have to provide the thrust by proving itself to be concerned with
people’s welfare in a concrete credible fashion, by providing for basic
needs with a no-hype projection of problems and solutions.
However, ‘responsibility’ cannot mean imposing what one thinks
best upon those one feels responsible for. It must include a reciprocal
process of dialogue, of responsiveness and accountability.
‘Sustainability’ cannot be thought of only of the NACP, but
has to be of the societal context which will minimise transmission
and suffering from HIV and AIDS. Effectiveness of the programme
will depend on how far it is able to take this ‘societal’ rather than
‘programmatic’ approach.
An important question is, which collective social institutions are
best suited to address the various issues, at different levels?
•• The State is presently the institution, as the ‘welfare state’, to
ensure basic needs including health care. However, should it be
constructing notions of sexuality or intervening in such personal
issues? Is this socio-cultural dimension a purview of the state?
•• Or should it only be sensitive to the implications of its more
legitimate tasks of economic development, welfare services and
institutional governance, without actively intervening in these
spheres? Who then, would be the arbitrator of these societal
concerns in a rapidly changing social context?
•• Civil society? How does it play its role in mediating diversity and
generating dialogue?
•• Who constitutes civil society – the professionals and experts who
are often alienated from the majority? NGOs – a large segment
of whom are not really ‘community-owned’? The ‘community’
participation rates in the electoral process and expectations from
the state demonstrate, in fact, that the state is more ‘owned’ by
people than they ‘own’ the NGOs.
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•• Are the prevailing powers within communities free to arbitrate
in such matters? Their coercive, caste/class/gender based power
equations are all too evident.
•• So, should the three – state, NGOs and other social leaderships,
and the common people interact organically and democratically,
in a mutually responsive manner?
Democratic processes often appear slow and time consuming, but
their effects are usually the most sustainable. So how do we devise
systems that allow interactions across the different social actors – the
state, the articulate civil society (NGOs and professionals), the large
sections effectively outside these – so that they continuously act as
counterchecks and balances for each other, and lead to a progressively
increasing democratisation of each – the state, the civil society, the
communities and the family? That is the challenge before all those
concerned about a sustained and effective response to HIV and AIDS
in India. While the initial NACP and Phase-I of the AIDS Control
Project was entirely impervious to such issues, Phase-II has been
a period of greater involvement of diverse sections. At its end, not
hearing the words ‘social responsibility’ or ‘responsible sexuality’
in a three-day consultation on evolving the state plan for NACP-III,
was disappointing. It indicates the loss of space for different voices
in AIDS action, with a one-sided progressive discourse becoming
‘politically correct’ (Sathyamala & Priya 2006). However, that wide
consultation processes were undertaken demonstrates the recognition
of their importance, and thus we can continue to work with hope!
[Earlier versions of this paper were presented at the two seminars
‘Minimising Suffering: A Public Health Perspective on AIDS Control in
India’, at the IDPAD Seminar on ‘AIDS Prevention and Care for People
Affected by AIDS in India: A Transnational Perspective’, Amsterdam, 27-29
June 2001; and ‘Introspecting on AIDS Control in India’, background paper
for the seminar ‘Societal Concerns and AIDS Control in India’, JNU, 18-20
January 2002.]

References

Banerji D., 1992. Combating AIDS as a Public Health Problem in India. Voluntary
Health Association of India & The Nucleus for Health Policies and
Programmes, New Delhi.
Bhandari A., Dalip D., Jain J.P., Kohli J.S., Lalitha S.A. & Manoj, 1990. Women
and AIDS: A Citizen’s Report. AIDS Bhedbhav Virodhi Andolan (ABVA),
New Delhi.

210 | Introspecting on AIDS Control

Bhardwaje J., 1991. Blood of the Professionals – A Report on the Exploitation
of Professional Blood Donors by the Blood Banking System in India. AIDS
Bhedbhav Virodhi Andolan, New Delhi.
DGHS, 1991. National AIDS Control Programme – India Country Scenario.
Directorate General of Health Services, Government of India, New Delhi,
December.
Dubos R., 1959. Mirage of Health: Utopias, Progress and Biological Change. Anchor
Books, New York.
Giddens A., 1998. The Third Way – The Renewal of Social Democracy. Polity Press,
Oxford.
Government of India, Aus AID, DFID, ILO, UNAIDS et al., 2000. India Responds
to HIV/AIDS. Government of India, New Delhi.
Hawkins K., 2000. Enabling Environments – Building Effective Community Led
Responses to HIV/AIDS. JSI (UK) on behalf of Department for International
Development. Ref. No. dfrc/in0089.
ICMR, 1989. HIV Infection – Ongoing Studies and Future Research Plans.
Indian Council Med Res Bull, 19, pp. 115-129.
ICMR, 1990. HIV Infection – Ongoing Studies and Future Research Plans.
Indian Council Med Res Bull, 20, pp. 120-129.
Illich I., 1977. Limits to Medicine – Medical Nemesis: The Expropriation of Health.
Penguin, Harmondsworth.
Lupton D., 1995. The Imperative of Health: Public Health and the Regulated Body.
Sage Publications, London.
Lurie P., Hintzen P. & Lowe R.A., 1995. Socio-Economic Obstacles to HIV
Prevention and Treatment in Developing Countries: The Role of the
International Monetary Fund and The World Bank. AIDS, 9, pp. 539-546.
McDermott W., 1969. Demography, Culture and Economics and the
Evolutionary Stages of Medicine. In: E.D. Kilbourne & W.G. Smillie (eds.)
Human Ecology and Public Health. Macmillan, London.
Mill J.S., 1861. Utilitarianism. Reprinted, Collins/Fontana, 1962. Cited in Sen
A., 1987. On Ethics and Economics, Oxford University Press, New Delhi.
NACO, 1994. National AIDS Control Programme – India Country Scenario.
National AIDS Control Organisation, Ministry of Health and Family
Welfare, Government of India, New Delhi.
NACO, 1996. National AIDS Control Programme – India Country Scenario.
National AIDS Control Organisation, Ministry of Health and Family
Welfare, Government of India, New Delhi.
NACO, 1999. Project Implementation Plan: National AIDS Control Project Phase-II
(1999-2004). National AIDS Control Organisation, Ministry of Health and
Family Welfare, Government of India, New Delhi.
NACO, 2000. Combating HIV/AIDS in India 1999-2000. National AIDS Control
Organisation, Ministry of Health and Family Welfare, Government of
India, New Delhi.
Natraj S., 1990. Education, Not Discrimination: A Court Case in India. In: M.
Radlett, J. Mariasy, L. Thomas & O. Bennett (eds.) Triple Jeopardy – Women
and AIDS. The Panos Institute, London.

Towards a Holistic Public Health Approach | 211

Priya R., 1994. AIDS, Public Health and Panic Reaction (Parts I & II). The
National Medical Journal of India, 7(5 & 6), pp. 235-240, 288-291.
Priya R., 2001. DALY As A Tool For Public Health Policy: A Critical Assessment.
In: I. Qadeer, K. Sen & Kr. Nayar (eds.) Public Health & The Poverty Of
Reforms: The South-Asian Predicament. Sage Publications.
Qadeer I., 1998. Reproductive Health – A Public Health Perspective. Eco & Pol
Weekly, Vol. XXXIII, No. 41, pp. 2675-2684.
Ramalingaswami V., 1986. Speaking at a seminar on ‘Current Public Health
Challenges’, New Delhi.
Ramalingaswami V., 2000. Preface and Frontline Message, HIV/AIDS in India:
Proceeding of the Sixth Round Table Conference, Ranbaxy Science Foundation.
April 2000, New Delhi.
Ramasubban R., 1998. HIV/AIDS: Gulf between Rhetoric and Reality. Eco &
Pol Weekly, Vol. XXXIII (45), pp. 2865-2872.
Sathyamala C. & Priya R., 2006. Sex as Work: A Changing Discourse. Journal of
Creative Communications, Sage Publications, Vol. 1(2), pp. 203-208.
TOI (Staff Reporter), 1988. Call to Ban Sex with Foreigners. Times of India, 9
June 1988.
UNAIDS, 2000. Report on the Global HIV/AIDS Epidemic. UNAIDS, Geneva.
VVGNLI, 1999. Prevention of HIV/AIDS at the Workplace – A Status Paper.
Technical Resource on Prevention of HIV/AIDS at the Workplace, VVGiri
National Labour Institute, New Delhi.

212 | Introspecting on AIDS Control

Annexure 1
Financial Allocations for the National AIDS Control Programme
Time Period

1987-92

1992-97
(Phase-I World
Bank Project,
extended to 1999)

1999-2004
(Phase-II World
Bank Project,
extended to 2006)

Total
Allocation
(in Crore
Rs.)
23.5

227.22

1,155#

Budget Sub-Heads

Allocation
for Subheads (in
Crore Rs.)

% of
Total
Allocation

1. Blood Safety

8.46

36%

2. IEC (General + High risk
groups’)

3.53

15%

3. Surveillance/HIV Testing

11.52

49%

1. Blood Safety

79.53

35%

2. IEC (‘High risk groups’
emphasised)

80.89

40%

3. Surveillance/HIV Testing

27.27

12%

4. STD Control

18.18

8%

5. Programme
Management

11.36

5%

1.Targeted
Interventions (TIs)*

265.65

23%

2. Prevention for
General Population**

392.70

34%

3. Low Cost Health Care

161.70

14%

4. Institutional Strengthening (Management)

288.75

25%

5. Inter-Sectoral
Collaboration

46.20

4%

Sources: NACO, 1995, 2000, 2002.
Note:

*

Targeted intervention includes IEC, condom promotion, STD
control among the identified ‘high risk groups’.

** Prevention interventions for general population includes IEC using mass
media, STD Control, Family Health Awareness Campaigns, Voluntary
Counseling and Testing Centres.
#
An additional Rs. 30 crores for Tamil Nadu by USAID (APAC) overlapped
across Phase-I and II periods + during Phase-II Rs. 166 crores for
Maharashtra by USAID (AVERT) and Rs. 154 crores by DFID for Andhra
Pradesh, Gujarat, Kerala and Orissa - all were largely for TIs with small
proportions for institutional strengthening.
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Annexure 2
Planning and Advisory Structures in the Organograms* for Different
Phases of the National AIDS Control Programme**
•
1987-1992

•
•
•
•

Formulated with World Bank and WHO teams
Technical Advisory Committee of Indian experts
   +
WHO Representative and national team in India
for ongoing planning and implementation of the
project.

•

Theme Groups of UNAIDS involving UN body
of respective mandate (UNIFEM and UNICEF for
women and children, ILO for prevention in the
workplace, etc.).

•

Technical Resource Groups based in Indian academic/research institutions with Indian experts,
‘coordinated’ by NACO and ‘supported’ by UN
body of respective mandate.

1992-1995

1996-1999

1999-2004
(Extended to 2006)

*

Formulated by Directorate General of Health
Services, Govt. of India (along with the ICMR
Working Group on AIDS).
Implemented through National Institutions and
state government health services.
Monitored by DGHS.

Organograms as in the Annual Report of the National AIDS Control
Organisation, Ministry of Health and Family Welfare, GOI, of relevant
years.
** Besides these official structures, the World Bank, bilateral donor agencies
such as DFID, USAID and CDC - USA, have been constantly providing
‘technical assistance’ and monitoring the programme. Among others, the
Bill & Melinda Gates Foundation, the Clinton Foundation and industrylinked networks such as the International AIDS Vaccine Initiative, have
also influenced the technical inputs shaping the NACP.

III
Care and Support:
Systemic Approaches

Expanded Conceptualisation of Quality

III.1

TOWARDS AN EXPANDED
CONCEPTUALISATION OF QUALITY IN
PUBLIC HEALTH
Rama V. Baru & Chris M. Kurian

The issue of quality of medical care has received considerable
attention over the past two decades within the context of increasing
privatisation of the social sectors. The issue of quality has been used
to compare publicly and privately provided social services, with
the latter being described as providing better quality care in terms
of infrastructure & technology, and being less bureaucratic and more
responsive to patients’ needs. These assumptions have strongly
influenced the privatisation process; several multilateral agencies have
pushed these ideas in countries across the globe (World Bank 1993).
While the issue of quality is certainly important, one needs to make a
distinction in defining its parameters for public and private institutions.
A systematic search for empirical evidence for this assumption has
revealed that there are very few studies available. Even in those
that are available, they are largely based on a comparison between a
public and a private hospital, findings that cannot be generalised to all
hospitals in both sectors.
In addition, there is a methodological problem in comparing a
public and a private hospital because of the varying goals of these two
institutions. While the former is based on principles of universal access
and providing care at a nominal cost, the latter’s goal is profit making
and attracts patients who are ‘willing and able to pay’. Therefore, the
need for an expanded conceptualisation of quality of care in public
health care systems arises at a time when privatisation has gained
momentum world over. This expansion is essential to challenge the
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defining assumptions and parameters of the notion of quality of care
in hospitals, which has abetted the process of privatisation.
This paper attempts to identify the factors that could influence
quality of care in large public systems. In order to arrive at an expanded
conceptualisation, the paper proposes to undertake:
•• A brief review of literature on the parameters that have been used
to define quality of care in medical services in order to examine the
possibility of expanding and applying this to public health care
systems.
•• A review and analysis of available studies to comment on the
quality of public health care services in India that have a bearing
on all national health programmes. The National AIDS Control
Programme is used as a case study to examine the importance of
providing ‘quality clinical care’ for the care and management of
HIV/AIDS.

Definitions of Quality in Medical Care

A review of available literature on quality of medical care shows
that most of the studies have been published during the 1980s and the
1990s. The focus is on curative services that are viewed essentially as
a private good. A few scholars had explored this concept of quality of
medical care even during the 1960s and 1970s. Much of this literature
has been derived from management studies for industrial and service
contexts. In recent times, there has been considerable debate on the
quality of care in medical institutions in terms of its implications for
cost and efficiency. Some scholars have defined the scope of quality as
applied to medical care. These have largely been confined to issues such
as “reducing unnecessary admissions, assessing the appropriateness
of average length of stay, the number of consultations and number
of days spent in hospitals” (Nandraj & Duggal 1996). Therefore,
these scholars have relied on the medical profession to define quality
of care in hospitals and emphasised the technical domain. These
broadly include aspects of “the care process (accurate diagnosis,
adequate therapy, documentation, comprehensiveness, continuity)
and the structure (availability and accessibility)” (Esselstyn 1958). The
emphasis is on the infrastructure that is necessary to deliver ‘good
quality care’. Clearly, the needs, aspirations, and expectations of the
patient from the institution or personnel delivering medical care are
not given much significance.
The definition of quality of care within medical care has expanded
over time and is reflected in the works of Mensch, Donabedian, etc.,
who, in their respective works on quality in health care, also focus
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on the interpersonal aspect of health care along with the technical
and infrastructural dimensions. Donabedian also discusses standards
to assess, compare and determine models for effective health care
(Donabedian 1988). Donabedian, in his definition of quality, places
emphasis not only on the technical domain which is largely defined in
terms of knowledge, judgement and skill of providers, but also on the
interpersonal relationship between the provider and the patient. This
includes the manner in which the physician communicates with the
patient about the nature of illness, its management, and the possible
outcomes.
More recently, quality improvement is not seen as an outcome of a
one-time intervention, but rather as an ongoing process. There are two
approaches to quality improvement: the clinical outcome management
approach and the total quality management or continuous quality
improvement approach. The former uses conventional biomedical
measurements of the well-being of the patient, costs of health care
delivery and the patient’s satisfaction with the care received. The
latter, on the other hand, anticipates, meets and even exceeds customer
needs and expectations (Geyndt 1995). It proposes to transform the
organisational work culture to be more customer focused, empowering
employees at all levels to improve organisational processes, integrating
support systems and methods to motivate and reward employees on the
basis of quality and productivity, while also reorienting the middle and
senior management to transform the work culture (Deming 1982). The
Bureau of Indian Standards defines quality as ‘the totality of features
and characteristics of a product or service that bear upon its ability to
satisfy stated or implied needs.’ Various systems and methodologies
have been developed to study different dimensions of quality. These
were initially developed in the industrial sector and were then later
applied to the service sectors, such as health and education. The same
trend is being followed in India (Nandraj 1992). Nandraj also says that
‘Quality Medical Care’ involves a methodology used to assess and
ensure quality, development of guidelines and standards to improve
care and to increase access to good quality care.

Dimensions of Quality

Service-marketing literature delineates various aspects of quality
in health care and tangible and intangible dimensions, and their
interrelatedness. The tangible dimensions include the location of
health services and their availability, accessibility and affordability
for the population being served. They also include the availability of
infrastructure, medicines, personnel, transport facilities, distance and
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cost of health care services. Intangible dimensions of quality in health
care include:
i)
Functional Quality - includes the manner of service delivery, i.e.,
issues like the time taken, administrative procedures involved,
queues, organisation of services, etc.
ii)
Technical Quality - examines the effectiveness of the service
delivered, as well as the comprehensiveness of care.
iii)
Interactive Quality - includes aspects such as reliability,
responsiveness, assurance and empathy provided by the
concerned health care institution or personnel.
iv)
Corporate Quality - concerns itself with the image of the
organisation.
v)
Accessibility - refers to social access (i.e., to issues of caste,
class and gender, which affect the utilisation of services) to the
concerned health service institutions and providing personnel
for care (Baru et al., 2000a).

Quality of Care in Public Health Care

The rationale for an expanded conceptualisation of quality of care
in public health services derives from the fact that the parameters and
measurement of quality in the health sector are largely confined to
medical care. While medical care is a very important part of public
health services, its focus is primarily on curative services and does
not include the preventive and rehabilitative dimensions of health
services.
This section explores issues regarding quality of health care from
a public health perspective. The underlying principles of public
health are universality, equity and comprehensiveness. Public health
practice differs fundamentally from health care in a market situation
because the former is based on the principle of universality and equity
where access to health care is a right, irrespective of the ability to pay.
Hence, the focus is on provision of health services to a large stratified
population and not only to a select section or group of individuals
based on their ability to pay. Therefore, the public health approach
requires the setting up of large systems in order to address the needs
of populations rather than individuals. As mentioned earlier, these
systems have to be developed with an integrated perspective that is
concerned with both provision of curative care and the preventive,
promotive and the rehabilitative aspects. Setting standards for such
intricate systems catering to varying levels of care and to diverse
sections of populations, poses many complex challenges. Therefore, an
expanded conceptualisation of quality in public health care can draw
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little from a narrow definition as suggested by Esselstyn, but builds on
ideas put forward by Donabedian and others who have broadened its
definition to include parameters other than the technical dimension.
Ideas from the quality management (QM) literature are also useful,
but pose methodological problems in defining standards for quality
care. While this paper does not address these issues, there is a need to
explore these further.
Parameters for quality of care in public health include tangible and
intangible dimensions, that when applied to public health systems
include:
•• Availability of finances for infrastructure, equipment, drugs and
manpower in the health services.
•• Availability of different levels of care (primary, secondary and
tertiary) and their interrelationship with one another constituting
a referral system.
•• Choice and availability of technologies including drugs.
•• Availability of different categories of personnel (medical,
paramedical, technical and other support staff) and the type of
training given to them.
•• Working conditions and remuneration for personnel at different
levels.
•• Accessibility and utilisation of health services that are disaggregated
for region, class, caste and gender.
•• Perceptions and experience with the public health services that are
disaggregated for class, caste and gender.
It is important to underscore the point that while a distinction
is made between tangible and intangible factors for the sake of
convenience, both of them are intrinsically interlinked and mutually
reinforcing.

Quality of Public Health Services and the National AIDS
Control Programme

The significance of HIV/AIDS as a case in this context, is that it
has drawn attention to a variety of crucial issues and has thrown
light on the centrality of addressing them at the societal level within
a systemic perspective. The magnitude and complexity of the AIDS
epidemic underscores the salience of concerted planning and action on
all fronts by various sectors and the social context of disease. In doing
so, it has encouraged a rethinking and questioning of hithertofore
‘conventional’ ways of planning and action for health.
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AIDS as a public health problem in India was primarily addressed
through a National AIDS Control Programme launched in 1987. A
number of writings have critiqued the approach and limitations of a
vertical programme to deal with the problems posed by the disease.
This programme has mainly focused on preventive aspects through
awareness campaigns and encouragement of voluntary testing and
counselling for diagnosis. The programme had till now not addressed
the issue of treatment and care of patients. Time and again, the need
for an integrated approach has been pointed out by a number of
scholars (Priya 1994). The aggressive awareness campaign has also
served to create and reinforce the stigma and fear associated with the
infection. These images have tempered not only the response of the
society, but also of the medical establishment abrading its potential
to provide treatment and care necessary for alleviating suffering.
The approach to deal with transmission of the infection has focused
on ‘high-risk’ groups stigmatising those belonging to marginalized
sections like women in prostitution, homosexual men and injecting
drug users. The excessive focus on the sexual mode of transmission
has contributed to the permeating of attitudes that immediately label
infected persons as being ‘immoral’ reinforcing the ‘you deserve it’
response from the society and the medical establishment. This ‘victimblaming approach’ does little to encourage positive responses to
voluntary testing and counselling that are very vital for arresting the
spread of infection through diagnosis and treatment of infection.
Attitudes towards disease cannot be changed by mere dissemination
of information, but rather by positive and visible action. The medical
care system has often strengthened negative attitudes by discriminating
against HIV-positive individuals. Meanwhile, the role of the medical
care establishment as a transmitter of infection has not been dwelt
upon as much and the responses in this regard have centered upon
the use of more complex and often more expensive technologies like
fractionation of blood and the use of disposables. Non-availability of
drugs and their exorbitant prices have also enfeebled the attempts to
deal with infections and have strengthened the image of hopelessness
that AIDS has come to portray.
While considering the need for a systemic and integrated approach
to dealing with suffering due to HIV/AIDS, issues of diagnosis,
testing, counselling, treatment of opportunistic infections and terminal
care for patients have to be seen as being dynamically linked with
availability of infrastructure and accessibility. The latter is shaped by
aspects including attitudes and behaviours of medical personnel and
the cultural perceptions of disease among different sections of society.
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Hence, the approach to dealing with a health problem at a population
level cannot afford to focus merely on technical aspects of care or
individual behaviours, but also has to locate the linkages between the
social, economic and technical aspects of the disease. It is here that a
comprehensive health service that is able to meet the ‘needs’ of people
suffering from diseases becomes pertinent. This may be possible only
for large public health service systems that aim at universal access to
care and not profits, and thus view health as a right, irrespective of the
ability to pay, not as a commodity.
The following sections examine the public health care system in
India for the various parameters of quality of care.

Availability of Different Levels of Care (Primary, Secondary
and Tertiary) and the Interrelatedness in a Referral System

The inability of the public health services to deal with a range
of responsibilities due to the paucity of finances, facilities and
infrastructure at various levels is well documented. According to
Banerji (1982), the lack of infrastructure is founded in inadequate
investments in public health services since independence. According
to Narayana (1991), the major chunk of resources, nearly 55%, is spent
on curative health care and medical education, while public health
receives only a third of the total health budget, with the rest being spent
on family welfare. Several studies have shown the non-availability of
appropriate services at different levels in rural areas, right from the SC
(sub-centre) to the district hospital. Most of the SCs suffer from lack of
personnel and facilities, and have poorly maintained infrastructure.
Some studies show that the overall availability of services at the
SCs suffers since they lack even basic facilities, and their peripheral
services are in a state of neglect (Chauhan et al., 1985; ICMR 1991).
Studies conducted by ICMR across eighteen states also examined
Primary Health Centres (PHCs) and found them to be fraught with
problems of inaccessibility (ICMR 1991). There was considerable
variation in population coverage by PHCs, which was as low as 23%
in some parts of India and went up to 94% in other parts. The PHCs
are also located in more developed villages, thus making their services
quite inaccessible for populations of remote and less developed
villages.
ICMR also noted a substantial shortage of personnel, especially
auxiliary nurse midwives (ANMs). Their absence, along with
inadequate facilities at the SC level, affects the availability of antenatal
services greatly. ICMR’s study also underscores the importance of
improving manpower and infrastructural facilities for delivery of

224 | Care and Support: Systemic Approaches

services, as well as managerial and supervisory skills of both medical
and paramedical personnel - which it notes will have an impact on the
quality of care delivered by the PHCs and SCs. Inadequacies in the
public health services delivery have affected general health services
and effectiveness of national programmes. In fact, the demands made
by the separate national health programmes have in turn undermined
the general health services.
The evaluations of the National Programmes and several other
studies (Banerji 1985; Qadeer 1985; ICORCI 1988; Khan & Dey 1988)
conducted in the 1980s reveal that the overemphasis on the family
planning programme has contributed to the poor implementation
and inefficient delivery of services in other programmes and the
basic health services. As a result of resources being diverted to family
planning, other services are unable to respond to the ‘felt needs’ within
a community effectively. Even in the case of family planning, studies
have shown that the services available are still in fact poor, which
reflects the lack of adequate infrastructure, equipment, drugs, etc.
Apart from availability of health services, a functioning referral
system across the primary, secondary and tertiary levels of care for
ensuring effective treatment becomes important. The non-existence of
a functional referral system is intrinsically linked to the inadequacies
of personnel and infrastructure. The non-availability of services at the
lower levels of the public health service system causes an overload
of patients at the secondary and tertiary level institutions, affecting
their functioning as well. Banerji and Qadeer have also commented on
the highly skewed distribution of health care facilities in the country,
which reflects an urban bias, especially in the case of tertiary care
facilities. Health resources are heavily concentrated in the urban areas
where only about 35% of the population lives. There are startling
disparities in regional allocation of resources.
This translates into near inaccessibility of these facilities for the
extremely poor, especially in the rural areas. Those who manage to
avail of them have to bear heavy opportunity costs. The Alma Ata
Declaration on Primary Health Care establishes necessity for all levels
of the health care system to ensure access to primary health care by
facilitating referral of patients and consultation on health problems;
by providing supportive supervision and guidance, logistic support,
and supplies; and through improved use of referral hospitals (WHO
& UNICEF 1978). Cuts in public spending on health services and the
shifting of curative care to the private sector in a move to ‘reform’ the
health sector will further undermine the possibilities for a functional
referral system.
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Functional health services at different levels of care are critical
for effective treatment. The case of HIV/AIDS not only underlines
the importance of general health services, but also points to the
gaps in the services delivery. When dealing specifically with HIV/
AIDS, identifying HIV-positive individuals is important for them to
take precautionary measures to avoid further spread of the infection
in their family and to access regular prophylaxis and treatment for
opportunistic infections from physicians (Bhargava 1998). Identification
and diagnosis of infected individuals has been envisaged through
sentinel surveillance sites established at STD (Sexually Transmitted
Diseases) clinics, drug de-addiction centres and antenatal clinics.
HIV testing facilities have been made available in many parts of the
country, through 62 centres and 9 reference centres. The emphasis is
on encouraging voluntary counselling and testing, but centres are yet
to be made available in all districts (NACO 1992, 1999). Hence, the
general health services play an important role as a first contact point
for identification of suspected HIV infection. However, given the poor
state of general health services, it is questionable how effective they
will be in identifying and treating HIV. Given the constraints facing
general health services, the absence of personnel especially at the
lower levels, will hinder surveillance systems and use of diagnostic
and counselling facilities.

Choice and Availability of Technologies

Studies conducted by Chauhan et al., in Madhya Pradesh have
shown that 60% of PHCs were inadequately stocked with medicines
and lacked operation theatres, labour rooms and essential equipment
for oxygen supply, sterilization, etc. The transport facilities were
utilised only to round up cases for family planning (Chauhan et al.,
1985; ICMR 1991). Studies that have examined National Programmes
like the National Nutrition Anaemia Prophylaxis Programme, National
Prevention and Control of Blindness Programme, and the National
Malaria Eradication Programme, have shown them to be fraught with
insufficient dispensing of drugs, erratic supply of slides, vacant posts,
non-availability of transport facilities, non-use of essential instruments
due to inadequate training and lack of governmental support in the
event of crisis.
In the case of HIV/AIDS, preventive practices in the medical arena
have officially been restricted to the modernization and licensing of
blood banks and banning professional blood donors from 1st January
1998, who actually account for about 50% of the blood requirements
in India. Other inputs of screening, counselling and treatment of
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opportunistic infections are not addressed. This kind of an approach
will not address other sources of transmission like unsafe medical
practices in health institutions.
Little has been said officially about the role of the medical practices
in the spread of the infection. The NACO Country Scenario Report
(1997-1998) attributes 7.5% of HIV infections to recipients of blood
transfusion and 10.92% are amorphously characterised as accruing
from ‘other’ sources. The need for safe practices in medical care
institutions themselves has been perceived as being substitutable by
the use of disposable equipments. This has led to the development
of a large safety industry, which is in fact seen to be responsible for
unnecessary expenditure (Priya 1994). In addition, the high-risk
approach adopted by the NACP did not lend to the possibility of the
involvement and strengthening of the public health services delivery
system; instead it pointed fingers only at victims of the infection.
Anurag Bhargava calls AIDS partly an iatrogenic disease, caused in
quite some measure by the questionable and rampant use of invasive
technology, such as unnecessary operations, blood transfusions, etc.
(Bhargava 1998). The irrational use of injections and intravenous
drugs in medical care institutions is well-known, as are the issues of
unmanageable patient load and neglect in hospital settings, but there
is little documentation (Priya 1994; brittannicaindia.com 2000). These
aspects of the medical care system have not even found mention in
any official Indian reports. NACO has also prepared a manual on
Standard Operative Procedures for control of hospital associated
infections, as mentioned in NACO reports of 1994 and 1999-2000.
It not only provides guidelines for hospital waste management and
for disinfecting various instruments, but also stresses on the use of
disposable syringes (NACO 1999), whereas the syringes can also be
disinfected like other instruments.
Collection in the blood banks has reduced due to the Supreme
Court ban on professional donors. There has also been a simultaneous
increase in the import of blood products since 1993. The 1997-98
NACO Report shows that 32.58% of the total financial resources have
been allocated for blood safety measures, NACO observes that 30%
of transfusions are either unnecessary or wasteful. It recommends
judicious and appropriate use of blood, but does not make adequate
efforts to promote blood economy. Instead, 40 fractionation units have
been established all over the country as a step towards promotion of
rational blood use. Yet estimates have not been made regarding the
need for fractionated components or blood otherwise, nor have the
capacities of personnel in PHCs and other medical institutions in both

Expanded Conceptualisation of Quality | 227

rural and urban areas been taken into account while making these
recommendations.
The other interventions for prevention among the general public
are made through the STD clinics and the antenatal care units. As the
trend in infection shows a shift towards women, catering to women
accessing these facilities may appear to be logically effective. It has,
however, been argued that when viewed from the perspective of the
presenting symptoms in women, the Reproductive and Child Health
(RCH) programme may not be the most logical to integrate AIDS with
(Priya 1999). Studies show that few women attend STD clinics or even
approach the general health services for their reproductive infections
(Sundari 1991). Instead, they could be attended to through effective
and functional antenatal and natal services; besides, the NACO itself
observes that very few people actually access services from STD
clinics or even from the PHCs for reproductive tract infections. Most
of them prefer self-treatment or go to other formal/informal sources.
Instead of establishing separate STD clinics, it would be much more
effective to strengthen the general health service system, right from
the SC level, which could cater to all illnesses along with HIV/AIDS.
Individuals with opportunistic infections or symptoms could then be
tested for HIV infections and given effective and affordable treatment,
through the concerned medical institutions.
There is little curative input in efforts to deal with HIV/AIDS.
Anti-retroviral drugs are now available for AIDS patients. However,
the very high costs of anti-retroviral therapy render it impossible for
the middle class and the poor to seek this treatment. Although antiretroviral drugs are now being produced by Indian pharmaceutical
companies and sold at prices well below those in the West, only about
3-5% of the people are able to afford such therapy in India (Bhargava
1998; Hawkes & Santhya 2001). Studies conducted in the United States
by Crystal et al. (1995) also found that the economically disadvantaged
groups had less access to new anti-viral treatments for HIV infection.

Availability of Different Categories of Health Personnel,
Their Training and Working Conditions

The all-India study by ICMR reveals a lack of personnel like LHVs,
ANMs and trained dais at the primary level. In Karnataka, there was
a gap between the number of posts sanctioned and those filled for
medical and paramedical personnel at the PHC level (Ghosh 1991).
Similar findings have been cited for Madhya Pradesh, where about 15%
of the posts for various categories of staff in the PHCs are lying vacant
(Gupta et al., 1992). Poor attendance of doctors at the PHCs and SCs,

228 | Care and Support: Systemic Approaches

time spent in private practice and poor supervision of personnel at the
lower levels are other issues highlighted by the study. In addition, due
to the Medical Officers’ absence from the SCs, the paramedical staff end
up shouldering more responsibilities (Durga Prasad et al., 1989). Most
of the lower level staff is already over burdened with excessive work,
responsibilities and pressures to attend to their outreach activities and
jobs at the centre and to meet family planning targets (Chatterjee 1999;
Prakashamma 1999). They generally make ill planned and infrequent
visits to the community they service.
Baru (1993) shows that across Andhra Pradesh, poorer districts had
a higher percentage of doctor positions vacant when compared to the
richer districts. While infrastructure was available in both poor and
richer districts, the differential arose when it came to availability of
manpower, which affected the availability and effectiveness of health
services.
Several other studies conducted during the late 1980s and 1990s
show that the momentum of all national programmes, like the Universal
Immunisation Programme, tuberculosis and leprosy programmes, has
been affected by non-operational centres and shortfall in the number
of key health functionaries (ICORCI 1988; Gupta & Gupta 1990).
Apart from shortage of health functionaries, another important issue
raised by some studies demonstrates the lack of in-service training,
and that over-emphasis on the family planning programme tended to
place constraints on the time available for paramedical staff to attend
to other national programmes. Prakashamma’s study also illustrates
a lack of ongoing training to upgrade skills of the extension educators
and multi-purpose workers, causing gaps in their knowledge and
skills. In studies on efficacy of personnel and functioning of PHCs
in rural areas, it was found that the training of lower level staff and
many medical practitioners leaves much to be desired, resulting in
gaps in knowledge and skills in dealing with many common diseases
at the PHC, such as TB or leprosy (Durga Prasad et al., 1989).
The earliest reports of the National AIDS Control Programme
(DGHS 1990 & 1992) and NACO (1994) reveal that very little emphasis
was placed on the training of health workers. Later reports recognised
the need for training all categories of government workers, and training
modules on AIDS case management were subsequently prepared. The
1997 report also calls for training of physicians responsible for AIDS
management in all government hospitals with more than 200 beds.
The 1999 report of NACO outlines training manuals for different levels
of functionaries. The report also acknowledges the need for training
private practitioners and those practising indigenous medicine.
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However, training of personnel is still considered a very trivial issue,
as can be seen from the itinerary of programmes conducted in 1997-98.
The 1999 report of NACO even fails to make a mention of the training
programmes conducted.
The curriculum for training programmes, for both health personnel
and personnel in other sectors, include RTI (Reproductive Tract
Infections)/STD treatment, blood safety and counselling. While the
reports specify training regarding the technical aspects of management,
little is mentioned about other interactional aspects for care of AIDS
patients. Those are clearly considered non-issues.
Bharat and Bhargava have clearly shown the levels of ignorance
regarding fundamental facts about AIDS among personnel working
at various levels in health care institutions. There is considerable fear
and confusion in the minds of medical personnel and ancillary staff
regarding the occupational hazards posed by contact with HIV/AIDS
patients. These factors also play a very important role in defining
interactive quality between providers and patients.

Perceptions, Accessibility, Experience And Utilisation Of
Health Services Across Region, Class, Caste And Gender

Access and utilisation of health care facilities are mediated through
unequal physical distribution of facilities. They are also dynamically
linked with the social constraints of gender, caste and class, resulting in
differential access to care or willingness to seek care for various health
problems. For long-drawn care, as in the case of HIV/AIDS, there
must be a well-knit continuum between the service system and the
community. This may be physically achieved through a referral system
and good treatment, but is equally mediated by empathetic attitudes
of medical personnel and their willingness to treat. This continuum
also requires the democratization of relationships at various interfaces
in society and within medical institutions. Discriminatory attitudes
within the medical institutions or by medical personnel also reinforce
discriminatory attitudes in society.
Experience and perceptions of disease vary with social positions
according to gender, caste and class. Social construction of gender
roles has a definite bearing on health care seeking behaviour. A study
on the health care behaviour of scheduled caste and scheduled tribe
populations in Chingelpet district in Tamil Nadu reveals that most
scheduled caste women in the age group of 15-39 did not seek care for
reproductive problems. Chatterjee’s study (Chatterjee 1999) of RCH
services in Sanand and Anand talukas in Gujarat, found that women
were often deprived of the services of the ANM and the PHC because
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there was a mismatch between their work schedules and the timings
of the PHC. The study also reveals that other illnesses like TB did not
receive due attention from the public system. As the emphasis was
mainly on RCH services, people were discouraged from utilising the
services available at the PHC.
Unequal distribution of health care facilities across regions poses a
major obstacle. Qadeer, in her critique of the health services system in
India, has commented on its urban centered, top-heavy structure. The
NCAER study in 1992 affirms this comment (NCAER 1992). It reveals
that in urban areas treatment is available within 1-2 kms in 80% cases
as compared to 39% of the cases in rural areas. Location of PHCs in
towns made them inaccessible for tribals due to lack of transport
facilities, the very long distance and difficult terrain. Studies conducted
by Udupa (1986-91) show that awareness regarding the PHC and the
SC declined with increasing distance between these institutions and
the potential users. A study by DANIDA reveals that the utilisation of
the public sector institutions is lower in Maharashtra and Tamil Nadu
due to the lengthy waiting time and a sense of dissatisfaction with the
services provided by these institutions.
Non-availability of services or inefficient delivery of services at the
PHC through which the national programmes are implemented have
forced people to seek help from outside, sometimes even at hospitals
and private practitioners in towns and cities, despite the greater
expenses this entailed (Banerjee 1985; Gupta et al., 1992; NCAER 1992).
Studies conducted by the NCAER (1992) in M.P. show that in rural
and urban areas the patients prefer to use the private sector. However,
in most rural areas due to the inadequacy of treatment facilities in
the public and private sectors and the lower cost of services in the
former, the poor prefer to utilise the public sector. Various studies
in M.P., Maharashtra and Kerala reveal a very high utilisation of the
private sector in both rural and urban areas. An analysis of the NSS
data by Baru (1999) shows that the individual private practitioners
are utilised more for out-patient care. Over 50% of the in-patient
care is given by the public sector in the rural areas especially in the
BIMARU states (the more backward states of Bihar, Madhya Pradesh,
Orissa, Rajasthan and Uttar Pradesh). The public sector has greater
bed strength as compared to the private or voluntary sector in these
states and is utilised mostly for in-patient care by the bottom and top
20% of the population.
Poor households had very little access to formal services and had to
resort to the use of informal services from the private sector. In the cities
too, though the primary health care facilities are abundant, they are
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inaccessible to many of the poor. Kataria’s study (Kataria & Srivastava
1989), which did a cost analysis of rural PHCs, illustrates that the per
capita expenditure incurred at the PHCs is far too low. At the same
time, NCAER shows an increase in household health expenditure
in both rural and urban areas with an increase in income. However,
George in Madhya Pradesh and Kannan in Kerala (Kannan et al., 1992;
George et al., 1993) show that the poor have to spend a larger share
of their income on health care in terms of percentages than the rich
do. Much of this expenditure is being incurred at the secondary and
tertiary levels of care. During the 1990s, several scholars expressed
concern about cuts in public expenditure and introduction of user
fees since these would result in the distortion of service provision and
poor would be elbowed out of their access to health services due to the
escalation of costs. The poor can ill afford to spend on health and the
escalation of costs would lead to non-utilisation of curative services,
exacerbating suffering, and increasing the pool of infection.

The Case of HIV/AIDS

The initial strategies of the AIDS Control Programme in India
adopted the IEC approach. The awareness campaigns used images
of death and fear as a means to deter people from indulging in ‘highrisk behaviour’. However, these images only served the purpose
of inculcating fear and spreading myths about the disease both
among the medical community and the rest of the society, leading to
ostracisation of infected persons within communities and both private
and public medical institutions. Banerji in 1985 wrote about the
unequal relationship between the care seekers and medical personnel
(Banerji 1985).1 The pre-existing unequal relationship between the
provider of care and the patient is reinforced and worsened in the case
of HIV/AIDS by additional discrimination and stigma. Ramasubban,
Bhargava and Bharat have mentioned several cases where people were
denied admission in private and public hospitals (Bhargava 1998;
1

Banerji described how the ANM was perceived by dalits in Uttar Pradesh
as a ‘mem’ who catered to the rich and the upper castes, and whose fees
they could not afford. The ANM was called to conduct a delivery only
when the dai failed to handle it. Similarly, the PHC doctor and the LHV also
enjoyed the patronage of the upper castes and received gifts from them. He
highlighted the difference in the perception and experience with the public
health services between the upper castes and dalits. An important aspect
of quality care is the empathy, sympathy and responsiveness shown by
the personnel to patients when they seek treatment. The rude behaviour
of health staff is cited as one of the reasons for non-use of government
services.
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Ramasubban 1998; Bharat 1999). The reasons for denial of admission
included expenses for preventive practices like fumigation of rooms,
fear of infection of the medical personnel and loss of reputation of
the clinic or hospital. IEC programmes can do little to create sensitive
attitudes and awareness of facts among the general public regarding
the nature of the disease when the behaviour on the part of healers,
providers of care and other authorities display negative attitudes
towards those suffering from the infection. The lack of faith in the
technical skills, fear of humiliation and discrimination will in turn
impinge on and shape people’s care seeking behaviour, affecting
social access and utilisation of available facilities.
Women suffering from HIV infection or AIDS are victims of
discrimination in society and the medical institutions, where they
are often denied much needed obstetric and gynaecological care.
Solomon Sathyamurthy’s study (Sathyamurthy 2001) gives data
showing greater proportion of women than men facing problems
with child care and access to health care when suffering from HIV/
AIDS. Women’s relative lack of autonomy in the sexual relationship
and within the household makes them more vulnerable to infection,
since they are often kept in the dark about their husband’s condition.
Despite this, they may be blamed for their husband’s infection,
humiliated and labelled as having a loose character. They are made to
leave their homes, deprived of their share in the husband’s property
and not allowed to access common utilities. Women may often be
steeped in debts or may have to mortgage assets to meet the high costs
of treatment in the event of eviction from their marital homes. In these
circumstances they often face denial of care at medical institutions or
humiliation due to moral pronouncements by medical personnel.
At the work place a revelation of the HIV-positive status of a
person can have serious implications because it may threaten his
or her source of livelihood. In most cases, the individuals refuse
to divulge their HIV-positive status at the work place. The fear of
stigmatisation and loss of employment prevents them from doing
so. Most people also feel that they will receive no social support
or benefit from telling the employer about their situation. With the
majority of the working population in the unorganised sector, where
they are not even entitled to health benefits or employment security,
HIV infection with its social implications of ostracisation is a threat
to their livelihoods. The infected individuals also face hostility and
humiliation from their colleagues, making it nearly impossible for
them to continue with their jobs. In case of the self-employed like food
vendors or those running small restaurants, there is the threat of loss
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of customers. Bharat’s study (Bharat 1999) examined six factories in
Mumbai and Bangalore: the management of four factories denied the
very existence of the problem in their factories. Bharat concluded the
denial was linked to stigma and discrimination, preventing workers
from disclosing their status.
The recognition of the need for long-drawn care of HIV patients
has led to the development of the concept of Continuum of Care. The
provision of hospital care is not feasible for a chronic disease like AIDS.
Hence there is a need to involve and strengthen family and community
resources for care of HIV/AIDS affected persons. However, there
have been several cases of violence and ‘witch hunts’ in different parts
of the country, such as ostracisation of an entire village in Chochhi,
Haryana, due to ‘diagnosis’ of HIV infection and myths created by
the aggressive awareness campaign cited in newspaper reports
(Navbharat 22 September 1999; Lokmat Samachar 24 September 1999).
Seeking community participation for care of the suffering individuals
and families could bear little fruit in such circumstances.
The shifting of the curative services into the private sector will
further marginalize the poor. It will have serious implications for
accessing treatment for recurrent opportunistic infections in the case
of AIDS patients, especially those from poorer households. Needless
to say, the absence of affordable and adequate facilities for treatment
will reinforce the image of stigma and fear that the disease carries.
The expenses borne by families for treatment may result in depletion
of their assets and may push them into greater poverty re-establishing
the vicious cycle of infections, lack of treatment, suffering and greater
poverty due to loss of livelihoods and accentuated by the lack of
support from society.

Private Sector

As discussed in the first section of this paper, recent debates have
focused on the private sector as providing better quality of care
compared to the public sector. However, the empirical evidence seems
to suggest that there is variability in the availability of infrastructure,
manpower and equipment. Several studies on the private sector,
especially at the secondary level of care, have shown that they lack
basic physical infrastructure (Kabra et al., 1991; Nandraj 1992). The
studies from both urban and rural Maharashtra revealed that a large
chunk of private nursing homes and clinics are housed in poorly
maintained and dilapidated buildings, are congested and lack
adequate space. They do not even adhere to fundamental norms like
providing facilities for sterilisation of equipment, scrubbing rooms,

234 | Care and Support: Systemic Approaches

generators, etc. The infectious waste material was not incinerated,
but instead was dumped in municipal bins (Nandraj 1992; Nadraj &
Duggal 1996).
A study of physical standards in the private sector in rural
Maharashtra showed that there are a variety of providers and
institutions, including allopaths, those trained in the indigenous
systems of medicine, both qualified and unqualified; clinics, hospitals
and labs. The study revealed that nearly a fourth of the practitioners
were unqualified, and non-allopathic practitioners also practised
modern medicine. The clinics lacked essential equipment, and none
of the hospitals were registered with the concerned authority, as is
required under the rules of the Bombay Nursing Home Registration
Act, 1949 (later amended in 2005). The hospital lacked paramedical
personnel like nurses, technicians and other support staff. Those who
were recruited were either unqualified or trained only briefly by the
doctors themselves. Facilities for pathological testing, blood supply,
oxygen, ECG, ambulances, maintenance of records, etc., were found
in very few of the studied hospitals. Basic facilities like uninterrupted
power supply and water supply were also not available in most
of the hospitals. The study lucidly illustrates the disadvantage of
economically backward areas in access to qualified practitioners and
health care facilities vis-à-vis the economically developed areas. Other
studies from Delhi, Mumbai, Chennai and Hyderabad also show
similar patterns (Kansal 1992; Nanda & Baru 1993; Nandraj & Duggal
1996; Baru et al., 2000b). The consequences of the lack of infrastructure
and trained manpower, coupled with poor working conditions of the
paramedical and support staff and the unregulated growth of private
institutions, is bound to have a negative impact on the quality of care
provided by these institutions.
Another important dimension in quality of care in both the public
and private sectors is the widespread private practice by government
doctors. Across several states, government doctors are allowed to
engage in private practice and overtime. Thus, the nature of practice
has changed from individual consultations to acting as consultants
in private nursing homes, a trend reported through a few studies in
Hyderabad and Chennai (Rama Devi 1985; Baru 1999; Muraleedharan
1999). While having government doctors as consultants is beneficial for
the private sector, it affects the quality of care, research and teaching
in public hospitals.
Further, the behaviour of providers and the satisfaction of patients
with the services provided are not adequately dealt with in the studies
on the private sector. It is assumed that private providers score high

Expanded Conceptualisation of Quality | 235

on all the parameters defining quality; however, available studies
show a varied picture.
Homan and Thankappan’s study (1999) compares the public and
private sectors and highlights issues that seem to influence patient
satisfaction. The study revealed that with respect to the public sector,
people perceived problems of distance (57%), lack of attention from
caregivers (54%), bad behaviour by hospital staff (40%) and lack of
hygiene (30%) as important factors for dissatisfaction with public
health care institutions. On the other hand, providers in private
hospitals were seen to be performing more expensive procedures like
caesarean operations, x-rays, etc., at greater frequency than public
hospitals. The public survey by the Medico Friend Circle to understand
the perceptions, views and experiences of patients using the private
sector revealed that 77% of the total episodes reported, approached
the private sector for care. 41% of the people said that the doctor did
not give them adequate information and 25% were informed only
partially. 44% of the people felt that the charges were unreasonable.
While 45% of the people felt the charges were reasonable, 65% of the
people felt the need for standardisation of fees.
In many private hospitals, HIV testing is done routinely on all
patients as a precautionary measure. Universal safe practices are never
in place. Instead, the personnel often perform irrational procedures
like use of gloves and AIDS kits even in non-invasive procedures and
activities like giving food or medicine to AIDS patients. These practices
are not only financially burdensome, but are also discriminatory and
stigmatising for patients and their families. The private hospitals
have also resorted to measures such as reducing length of stay at
the hospital and employing lower numbers of qualified support and
paramedical staff to reduce costs. Earlier reports of the National AIDS
Control Programme (DGHS 1990 & 1992) and NACO (1994) call for
preparation of guidelines for HIV testing by the private sector to
prevent rampant testing as a means of profiteering. Yet later reports
do not even make a mention of the same.
As illustrated, available studies on the private sector show that
there is much variability in the tangible inputs. They are often lacking
in physical infrastructure, equipment and manpower. This clearly
challenges the assumption that the private sector provides better
quality care than the public sector.

Conclusion

The objective of this paper was to attempt an expanded
conceptualisation of quality by defining the parameters and how
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they are interrelated as relevant for public health. While it is wellaccepted within the public health perspective that medical care and
health services are just one of the inputs for improving health status of
populations, nevertheless they play a critical role. As health services
are an important input for relieving pain and suffering caused by
disease, it is necessary to include the various parameters for ensuring
that services are available, accessible and responsive to the ‘felt needs’
of different sections of the population. In order to ensure this, the
framework for defining quality in medical care has been expanded
and applied to a public health care system. It includes factors such as
availability of finances, physical location of institutions, infrastructure,
equipment, drugs, and manpower within the tangibles category. In
addition, it also factors in intangible areas such as staff behaviour to
measure responsiveness of the health system.
We have tried to delineate the parameters that are essential to
define quality of care in public health care systems, which include
both the infrastructural inputs as well as the behavioural aspects of
personnel with people seeking care. As we have argued, these two
aspects are not separable; they are closely interlinked. The importance
of the complex interrelationship between the tangible and intangible
dimensions is seen to be crucial in defining the quality of care. It is,
therefore, a challenge for public health care systems to define standards
and methodologies to address these complexities.
The review of literature on the various dimensions of quality of
care shows that there is quite a bit of variability in the availability of
institutions at the primary level across states. Many of these institutions
do not have adequate manpower, equipment and drugs. This results
in lower levels of utilisation of these public institutions by people for
minor ailments and greater reliance on the private sector. The review
finds that while there are a fairly large number of studies on the public
sector, especially regarding the availability of infrastructural facilities
and paramedical staff in rural areas, there are only a few studies on
medical personnel at the primary, secondary and tertiary levels of care.
As far as the behaviour of medical and paramedical personnel with
the community is concerned, a few studies have cited ‘rude behaviour
or lack of attention’ from the personnel as reasons for preferring the
private providers. All this has a negative impact on the national health
programmes in terms of coverage and effectiveness, including the
AIDS Control Programme.
The case of the National AIDS Control Programme raises a number
of issues that have a bearing on quality of care. Firstly, the focus of the
programme on prevention and intervention for ‘high-risk population’
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tends to undermine a comprehensive approach to disease control.
Secondly, the programme also highlights issues of lack of safe practices
within both public and private sectors. Lastly, the stigma attached
to the disease affects the interactive quality in both the public and
private sectors.
The assumption that the private sector provides better quality
care compared to the public sector does not seem to be supported by
available empirical data. While there is a paucity of data regarding
the private sector, a few studies provide insight into the parameters
for defining quality. With respect to infrastructure, a few studies
have shown variability in the availability of physical infrastructure,
trained manpower and equipment. In fact, a majority of institutions
at the secondary level of care are found to be lacking. Many of these
studies do not specifically explore the intangible aspects of health care
quality, such as perceptions and experience of different sections of the
population with various levels of private providers. A few studies
have shown that the cost of care is much higher in the private sector
compared to the public, which is largely due to the irrational use
of technology and drugs. There are no studies that have examined
people’s perceptions of the private sector and their satisfaction with
the services provided. The perceptions of people with regard to the
public sector have been quite extensively studied, and cite a number
of causes behind the relative inefficiency of the public sector. These
include the lack of infrastructure, non-availability of staff, the multiple
responsibilities of physicians employed with the government and
their having lucrative links with the private sector. These factors play
an important role in affecting the quality of care provided.
While most studies tend to focus on the tangible dimensions of
quality, the intangible dimensions have not been explored adequately.
The area of interpersonal relationships in the healing process is
extremely important. Since this falls into the intangible domain, there
are no ‘quick fix solutions’. In fact, it presents enormous challenges
because one recognises that human attitudes and behaviour are
shaped by a number of factors in society and the organisations within
which they are employed. The need to recognise the importance of
this dimension in defining quality is essential.
Our review of literature has shown that people give a great deal
of importance to how they are spoken to and treated by medical and
paramedical personnel when they seek treatment or advice. While
tangibles are certainly very important, some of these studies clearly
show that the intangible dimension is equally important when it
comes to service utilisation. For public health care systems, this is
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indeed a challenge. Recognition of the importance of interpersonal
relationships to enhance quality of care is the first step, which should be
followed by accommodating some of these concerns in the curriculum
of medical and paramedical personnel.
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Improving Quality of Health Care

III.2

ISSUES FOR CONSIDERATION IN IMPROVING
QUALITY OF HEALTH CARE
Vijay Rai

Whether it is AIDS or any other disease, communicable or otherwise,
it needs to be dealt with and managed in a ‘health care system’ that
offers good quality care at an affordable price. The community in
general and governments in particular are responsible for evolving
a health care system that they need and deserve. Managing the
scarce resources and setting priorities right are key. Prima facie, the
existing health care delivery system does not appear to be as per the
expectations of people that it is obliged to serve. It is important to
understand the reasons thereof.
In the 19th century, before the allopathic system of medicine came
into existence, health care was largely a private domain. Individuals
with some formal training generally looked after the wealthy elite or
those in power. Health care of the ordinary people was generally left
in the hands of lay practitioners who used traditional and magical
remedies (Starr 1982).
By the turn of 20th century, rapid advances have taken place in the
practice of medical sciences globally. Modern diagnostic equipment,
better understanding of the human body and its systems, and new drugs
and surgical techniques have rapidly changed the way medicine is
practiced. Revolutions in communication and information technology
have made the world look smaller and a medical discovery in one
country immediately spreads to rest of the world. Such a situation, on
one hand, has enhanced the cure rates and reduced the risks, but on
the other, has increased costs and dependence of medical practitioners
on costly equipment that developing countries can ill afford.
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Traditional wisdom and treatment based on clinical skills and
experience of physicians has been replaced by high profile, technologydriven, gadget-based health care by a group of medical elite called
specialists. The outcome is curative care at the cost of preventive care,
gadget-based practice with consequent high costs and intimidating
health institutions appearing to be run by their own rules, generally
oblivious of the needs of their clients. These public hospitals are
resource hungry and most governments in developing countries have
to pump their precarious resources into them. It is common experience
that hospital projects come up in a state through assistance either
from the centre or from some agency - but soon do not have enough
resources to meet recurring costs and repairs.
Emphasis on curative care at the cost of preventive or primary
health care, poor resource allocation for health, inefficient resource
management and non-equitable distribution of health services in
the community are some of the main reasons that contribute to the
present state of affairs. Expenditure data in India indicates that
families incur significant costs on health care in the private sector
even though public health care facilities are available. This situation
adds a disproportionate financial burden on the poor, while public
health services remain under-utilized (Baru 1994). This situation is
compounded by the fact that public investment in health care has not
been adequate. This has seriously affected the proper growth of the
public health sector that has not been able to keep pace with the rising
health demand. This has provided space for growth of the private
sector (Baru 1998).
The Bhore Committee, set up prior to independence, recommended
a three-tier health care delivery model in India, with primary health
being its priority, and district-level health planning the approach to
ensure equity in distribution of resources. The recommendations of
this committee have had a strong impact on subsequent health plans
and health policies. Ironically, a significant number of states in India,
especially in the northern region, have experienced poor or negative
economic growth, forcing less resource allocation to health, and
ultimately failure of the public health system. The adjoining states
with relatively better public health services face a huge influx of the
sick, overloading of their public health system and mushrooming of
private clinics and hospitals, with little or no regulation. The hapless
poor have no way to go in such a scenario.
Health being a state subject, it is the responsibility and prerogative
of the states to design appropriate ‘health-systems’ according to their
priorities and the prevailing ground realities. States also implement
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plans with proper monitoring. Usually, the health system is self-serving
and with little, if any, involvement of the community. These systems
tend to be designed not according to the felt needs of the community,
but rather as a compromise between the demands of local pressure
groups and available resources. Political considerations outweigh the
scientific and logical needs assessment in most situations, resulting
in surplus in some areas and deficiency in others. Quality of health
care offered to the public is generally a non-issue and not considered
important. As a consequence, the common man generally sees the
public health care system as mismanaged, inefficient and insensitive.
The private health care system, on the other hand, has been able to
market itself well and is perceived as well-managed and providing
good quality care. These, however, remain tall claims in the absence
of proper monitoring, poor regulation and lack of quality norms. A
section of the public also perceives the private sector as profit centric,
costly and inclined to exploitation of the public.

To Improve the Quality of Health Care
Creating Standards for Procedures/Processes, Quality
Benchmarks and Community Education

•• Advancements of medical sciences and the newer techniques of
disease control and cure do not necessarily ensure quality at the
grassroots level unless processes and procedures are standardized,
and quality benchmarks are set. An educated consumer (patient)
and the provider (physician) together are the best judges of the
quality of health care services. A common man is unable to expect
and demand quality health care since he is generally ignorant about
the issues related to his medical well-being, cure of his condition,
and his rights in this regard. His predicament predisposes him to
exploitation and decreases the sensitivity and responsiveness of the
health care delivery apparatus towards his health needs. Consumer
forums, professional bodies of physicians and the media together
can play an important role to achieve sensitization of the consumers
of health care and of the providers. Mass education campaigns, and
open and healthy dialogues between the providers and consumers
on the key issues are crucial to achieve this sensitization. The
government should create an environment conducive for dialogue
amongst the key players, such as consumers, health professionals,
health administrators, members of the media and legal profession,
community NGOs, etc.
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•• The objective of such a dialogue is to achieve a level of
understanding among players as to what is possible and what is
not, based on the local conditions, priorities and resources at their
disposal. There should be an agreement amongst the players to
have some standards for quality of health care services for both the
public and private health sectors. The responsibility of formulating
these standards should be left to the eminent professionals and
professional bodies, so as to ensure that the goals are relevant to
Indian conditions and achievable.
•• No health care system can function well and for long unless
it is properly monitored. The state governments, armed with
appropriate legislation and licensing, should monitor all health
care delivery institutions whether private or public, to ensure
basic quality parameters. Over and above this, all health care
delivery institutions should be encouraged to be accredited by the
duly constituted accreditation boards for various services. The
criteria for such accreditation are to be developed by the concerned
professional and statutory bodies. The effort should be voluntary
as far as possible and the health delivery institutions should be
given incentives for doing so. Accreditation would be an indicator
for the general public regarding the quality of services available.
•• In NCT (National Capital Territory) of Delhi, the private hospitals
and nursing homes are required to be registered under provisions
of Delhi Nursing Homes Registration Act, 1953 and Rules framed
thereunder containing certain parameters that broadly cover
areas like location, sanitation, manpower deployment (doctors
and nurses) etc., for private hospitals. These rules were framed
in 1966 and were very elementary insofar as quality parameters
are concerned. These were amended in 1992 when the need for
conformity to building byelaws, land-use as per Delhi’s Master
Plan, essentiality of some life-saving equipment and norms for
deployment of health professionals, were added. However, a
forum of private Nursing Homes, who managed a stay from the
High Court of Delhi, challenged some of it. Meanwhile, with
the approval of the Delhi Government, the Directorate of Health
Services is granting only provisional registration to all nursing
homes that otherwise conform to the medical standards even if
they are located in non-conforming areas of Delhi as per Delhi’s
Master Plan. As per the records of the Directorate, there are about
500 registered nursing homes and more than 1,500 unregistered
ones in Delhi. The Directorate of Health Services does not have
adequate infrastructure and manpower to inspect and supervise all
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private hospitals and nursing homes in Delhi. It also has no powers
to impose a fine directly. Penalty for running an unregistered
nursing home is small, and the legal process to prosecute them is
lengthy. The Directorate has proposed some amendments to the
Delhi Nursing Homes Registration Act, 1953 that have been sent
to Government of India, Ministry of Health and Family Welfare,
for concurrence. Similarly, there is a move to bring the laboratories
in Delhi under the purview of a new act. The Pre-Natal Diagnostic
Techniques (Regulation and Prevention of Misuse) Act, 1994 and
the Biomedical Waste (Management & Handling) Rules have also
been notified and are in force. All these are expected to influence
and improve quality of health care services; however, the existence
of multiple regulatory and supervisory agencies reduces the impact
and enhances the cost.

Quality of Health Care Services as a Managerial Issue

•• Application of principles of management in hospitals and health
care institutions are essential for maintaining desired quality
levels. This is especially so because the health delivery system is
manpower intensive. The output of a health system, both in terms
of quality and quantity, is a product of efficient management of
human resource and the materials within the institution. Ironically,
most public health institutions lack flexibility of operation and
suffer from unionism and political interference.
•• Corporate, for-profit hospitals have made a significant impact on
provision of good quality specialized health care to those who can
afford it. They seem to cater to a small section of population, mostly
in urban areas, but also do have an impact on the general public.
They tend to set a tone and demand for quality of health care in the
minds of general public, even though these private systems cannot
be compared more generally. Yet the comparison nevertheless puts
the administration of public hospitals under pressure to deliver
and demand more financial resources.
•• The public hospitals, on the other hand, provide mostly free
services and are consequently overcrowded. The quantum of
services offered by them generally far exceeds what they are
designed to deliver. Alternatively, there are also public hospitals
that are sick and lack even basic cleanliness and materials to run
them. People shun them and the providers posted there choose to
sell their services elsewhere at a cost. It is a moot question whether
elimination of private practice alone is the solution, or a change in
the management style of public hospitals; however, better resource

Improving Quality of Health Care | 247

utilization, support services and infrastructure can change the
situation.

How to Improve Public Hospitals and Health Care Delivery

It is easy to say that there should be better planning and better
resource allocation for health by the government, but resources are
always meager. The art, therefore, is better resource mobilization
through community participation, decentralization of administrative
and financial decision-making, flexibility in operations of the health
service institutions with less adherence to fixed rules, while making
the management more responsible for its actions and transparency
of decision-making processes. A healthy relationship between the
community and the dispensary or health centre management, and
ownership by both, if achieved, can do wonders. Public hospitals then
could compete with the private sector. In urban areas, community
participation may not be as easy, but education of the public through
the use of mass media, a consumer movement and proactive role by
the voluntary sector may be able to engender a positive change.
Last but not the least, services can be improved by designing
better and well-managed health systems. Use of computerized
hospital/health information systems, greater transparency and
access to information, improvement in resource utilization, planning,
manpower deployment, etc., and reduction of paperwork and record
keeping, would all improve management and efficiency, and thus the
quality of heath care.
[Note: The author is a Chief Medical Officer and has worked as a health
manager in various positions in Government of Delhi. The views presented
here are his personal and not necessarily those of the Government.]
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Rational and Safe Use of Injection Technology

III.3

PREVENTING IATROGENIC HIV INFECTIONS
THROUGH INJECTIONS: CONSIDERATIONS

FOR RATIONAL AND SAFE USE OF A
MEDICAL TECHNOLOGY
Atul Kotwal

“Injections have come a long way from the humble origins of local
injections to treat neuralgia to a symbol and identifier of health care
workers; from rubber/glass reusables to plastic disposables, to plastic
autodisables and now jet injectors; from an innocuous or harmless
medical device to an agent of pathogen transmission and from use to
misuse. It has now dawned upon the medical fraternity that a rational
approach to the use of injections may prevent our medical successors,
using the long lens of history, from judging as harshly as we might
judge the early history of hypodermic injections.“
- Brokensha, 1999

Introduction

A consensus seemed to have emerged by the early 1990s that more
than 90% of adult HIV infections were attributable to heterosexual
contact. This was forged in the absence of any empirical studies
controlling for confounding between sexual and medical exposures.
The widespread prevalence of injections, majority of them unsafe, in
the developing world was also conveniently forgotten. The enquiry
into iatrogenic transmission of HIV was never focused upon and
studies had been silent about non-sexual transmission (Gisselquist et
al., 2002).
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However, since the late 1990s, there is a growing concern regarding
the role of unsafe injections in the pathogen transmission. WHO
estimates that every year unsafe injections result in 80,000-160,000 new
HIV infections, 8-16 million hepatitis B, and 23-47 million hepatitis C
infections worldwide, excluding transfusions. Newer models suggest
an even larger number of infections being transmitted by unsafe
injections (Kane et al., 1999; Hauri et al., 2004).
As per Drucker, Philip & Preston (2001), AIDS and hepatitis C
pandemics are catastrophic events that establish massive unsterile
injecting as an important factor determining global patterns of public
health. By altering the ecological balance of the routes of transmission
for human pathogens, they create new biological links between
humans and microorganisms. Every unsafe injection introduces the
recipient to a sample of organisms circulating in that syringe/needle’s
previous user(s), offering new opportunities for transmission and
recombination.
Mercola (2001), in his comment on Drucker et al. (2001), says that
a hidden, dangerous and disastrous side effect of the immunization
programme is that nearly one-third of the vaccinations are done by
unsafe injections. This contributes to nearly 1.5 million deaths every
year from spread of infections. There is a growing view, based on
evidence, which suggests a pivotal role for contaminated needles
in the global HIV catastrophe and efforts are being made to reduce
unnecessary and unsterile injections.
It would be a travesty of justice if the introduction of injectable
antibiotics into developing countries is associated with the origins of
the HIV pandemic and concrete steps are not initiated immediately to
prevent further harm to the human race. However, before undertaking
any steps in the direction of policy, we need to understand their place
in medical practice, their cultural meaning, their influence on human
relations and financial gains/expenses involved. Many other issues
make injections a very complex issue that has to be tackled by a multidimensional and multi-disciplinary approach (Reeler 1990; VanStaa &
Hardon 1996; Vos et al., 1998).
This article reviews literature from around the world to examine the
evidence of HIV transmission by medical injections, place injections in
perspective through the history of this technology, its innovations and
cultural diffusion, as well as its abuse through irrational overuse and
unsafe practices that create the risk of iatrogenesis. Finally, it examines
the options available for public health interventions to make injections
safe in diverse health service settings.
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Injection History

The original use, after the first injection by Alexander Wood, in
England, in 1853, was the local injection of morphine to relieve
neuralgia and by the late 1860s, physicians had employed hypodermic
solutions of morphine in cases of hysteria, gout, rheumatism, etc.
The cancer wards at Middlesex and elsewhere were administering
injections of morphine as part of their regular treatment. Soon other
diseases were added to the list. The hypodermic was also used for
subcutaneous injections of milk and beef extract in patients suffering
from gastric ulcer (Servoss 1914).
After their invention in the mid-19th century and until World War I,
hypodermic syringes were valued medical instruments. Each syringe
was individually hand-made from glass and metal by skilled artisans
and priced accordingly. In 1900, syringes cost about US $50 each
(adjusted for inflation) (Becton-Dickinson Corp. 1991). The greatest
change in the demand for syringes arose when penicillin became
available after World War II. Discovered in 1929, but not manufactured
until World War II, the total amount of penicillin produced in 1941
was only sufficient to treat about 200 patients. However, between 1949
and 1964, production increased from 76,000 to 1.7 million pounds. In
this era, penicillin therapy was synonymous with injections (Hewitt
1967). During 1950-1960, sterilizable glass and metal units were largely
replaced by disposable syringes. New, high volume manufacturing
technologies for plastic injection equipment were developed, and
production soared. This increase was coupled with a massive decline
in price to US $0.18 per unit (Brokensha 1999). With its introduction and
rapid assimilation by physicians in Europe and America, the improved
apparatus and pharmaceutical preparations that accompanied its
application, the hypodermic syringe enjoyed a level of medical and
public acceptance seldom reached by other therapeutic techniques.
With its adoption came a successive series of changes that brought
new landscapes to therapeutic theory and practice, and had a direct
effect on the materia medica (Haller 1981).
Injection therapy was first introduced to the developing world
population with mass campaigns against yaws and kala-azar in
the 1920s, and became widespread after World War II following the
introduction of penicillin (Wyatt 1984). As per Rodger (2000), an
important reason for popularity of injections in developing countries
is their use for vaccinations. At present, doctors and needles seem to
go together. Of all the symbols that distinguish and define the modern
doctor, the hypodermic surely has the most potency. “The needle
simultaneously signifies the power to heal through hurting and
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condenses the notions of active practitioner and passive patient. Like
the hollow fangs of the snake that curls around the staff of Aesculapius
the needle penetrates and perpetuates our power” (Brokensha 1999).
Anthropologists and researchers like Cunningham (1970); Bhatia et al.
(1975); and Reeler (2000), have described the flourishing business of
untrained ‘injection doctors’ in several developing countries.
Unnecessary and unsafe usage is also evident while tracing the
origins. A remarkable feature of early years of injections was the
absence of any reference to infections resulting from the injection
of unsterile fluids with unsterilized syringes. Another blind spot
exhibited by the early workers was their failure to foresee the danger
that repeated injections of morphine would produce addiction. The
medical profession cannot disclaim all responsibility for the modern
scourge of drug addiction. Literature on history of drug abuse and
needle sharing suggests that drug abusers sharing needles were
common as early as 1902 in China and 1914 in the United States (Zule
et al., 1997).
In industrialized countries, it became clear early in the 20th century
that unsafe injections can lead to transmission of blood borne infections.
For example, in Britain in 1917, an outbreak of malaria among soldiers
was linked to injection treatment for syphilis. Outbreaks of jaundice,
following injection campaigns in the 1940s and 1960s among Royal
Air Force servicemen who received multiple immunizations, clearly
linked infection with injections for which syringes were reused
after changing only the needle (WER 1987). A detailed study of
syringe contamination by Fleming & Ogilvie (1951) proved that the
fluid in syringes becomes contaminated while changing needles;
thus guidelines were issued for a fresh syringe and needle for each
injection. The introduction of disposable syringes in the 1960s and
subsequent adoption of the policy of ‘one sterile syringe and needle
for each patient’ by the medical community in industrialized countries
largely reduced the problem of needle-stick injuries among health
care workers and needle sharing among injecting drug users, with a
residual risk for the public through medical and dental procedures
(WER 1987).
However, the general population in developing countries continues
to be at risk of acquiring blood borne diseases from unsafe injections
(Kane 1991; WHO 1996). Several studies have identified unsafe
injections as a major risk factor in outbreak of blood borne diseases
(Hersh et al., 1991; Hu et al., 1991; Darwish et al., 1993). However,
the problem is not limited to occasional outbreaks; unsafe injections
cause a steady number of unrecognized transmissions of blood borne
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infections in developing countries on a daily basis (Simonsen et al.,
1999). The data available on how injections are administered and
their medical consequences, their distribution, and the meanings that
individuals attach to them were largely based upon impressionistic
and fragmentary observations. More specific information on injection
use can be found in more recent, but still sparse, studies (VanStaa &
Hardon 1996).
The blind spots exhibited by medical professionals in the beginning
of the injection era are being replicated even now on a grand scale.
The history of HIV/AIDS is replete with instances and examples of
the role of injections in the insidious or explosive spread of HIV in
certain communities and countries, but due cognizance is not being
given to this association. The blind eye turned to the spread of HIV in
eastern European countries has now led to HIV epidemics developing
through unsafe injections during the past few years (Hamers & Downs
2003). As Priya (1994) has noted, the concept of high risk has resulted
in targeting certain socially marginalized groups with responsibility
being placed entirely on the individual. This approach has underplayed
societal, medical and health service factors, and consequently issues
such as unsafe injections have not been included in the prevention
and control strategy of HIV.

Complications of Injections

The role of medical injecting in the AIDS epidemic was at first
unrecognized. However, as we review the successes and failures in
global health, an alarming pattern emerges suggesting that the ‘first
do no harm’ principle is probably being violated on a grand scale as a
result of unsafe injection practices (Hutin & Chen 1999). These unsafe
practices may not only be restricted to curative injections in developing
countries, but also involve immunization campaigns which present
their own risk of unsafe injection practices.
The complications can be classified as immediate and delayed. The
immediate ones being: injuries due to improper technique, such as
traumatic paralysis or increase in the risk of paralysis due to direct
nerve injury when patients are infected with poliovirus, and reactions
due to incorrect injection substance, e.g., anaphylaxis. The delayed
ones are: iatrogenic infections due to unsterile equipment which may
be nonspecific like abscesses, septicemias or specific blood borne
pathogens, e.g., HBV/HCV/HIV/Malaria.
The likelihood of acquiring an infection upon exposure to an
unsafe injection depends on the transmissibility of any pathogen
present. To assess the absolute and relative transmissibility of blood
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borne pathogens with unsafe injections, data was reviewed from
prospective studies of health care workers who had experienced a
percutaneous needle-stick injury. The results indicated that hepatitis B
virus was approximately ten times more transmissible than hepatitis
C virus and over twenty times more transmissible than HIV (Hu et al.,
1991; Simonsen et al., 1999).

Evidence for Human Immunodeficiency Virus Transmission

The first report of a health care worker infected with HIV by a
needle-stick was published in 1984. It launched a new era of concern
about the occupational transmission of blood borne pathogens. The
industrialized countries initiated phenomenal technological advances
in devices engineered for safety. In developing countries, the risk of
transmission of HIV is further increased to both patients and health
care providers by the excessive unnecessary injections, reuse of nonsterile needles/syringes and unregulated disposal of hazardous
waste (Moses et al., 2001). In four independent, prospective studies
the point estimate of the percentage of seroconversion following HIV
contaminated needle-stick accidents varied between 0.2% and 0.5%
with a median of 0.3%. However, the transmission rate may vary
considerably depending on the infectious stage and age of the HIV
positive patient.
In the late 1980s, 10% of all orphans in Romania became infected
with HIV via a large number of unsafe injections given in hospitals
and institutions. While HIV appeared to have been seeded in this
population by a practice of micro-transfusions involving imported
HIV contaminated blood, the majority of HIV positive children had
not received any blood products. The study, comparing lifetime mean
number of injections, showed a statistically significant difference (p =
0.000) between HIV positive and HIV negative children, after ruling
out vertical transmission (Hersh et al., 1991).
Mann et al. (1986), in a case control study in Kinshasa, Zaire, found
that children who were HIV positive were thought to be infected by
contaminated needles - they had received an average of 44 injections
in the previous three years, compared to an average of 23 injections in
a control group of HIV negative children. For children of seronegative
mothers, medical injections seemed to be the most important risk
factor for HIV seropositivity, followed by transfusions and hospital
admission. Among children who had not previously been transfused
or admitted to hospital, seropositives had received more medical
injections than seronegatives (median 34.5 vs. 14.5, Wilcoxon rank sum
test, p=0.006). In India, seven children awaiting adoption seroconverted
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for HIV over a 3-month period in 1996-97. These children had all been
treated at the same health care facility during October 1996 and all
harboured a similar HIV strain. Intravenous antibiotics and routine
immunizations were identified as the major risk factor, after blood
transfusions and surgery had been ruled out (Christensen 1998).
Not only the past and presently continued transmission through
unsafe injections, but also the origin of HIV, may be related to these
unsafe injections. The increased transmission opportunities associated
with greatly increased unsterile injections in the 1950s could have
operated similarly to their role in the Egyptian schistosomiasis
campaign, i.e., by disseminating previously sequestered viruses and
enabling their epidemic emergence (Darwish et al., 1993).
The emergence of the epidemic HIV and hepatitis C virus in the 20th
century suggests that large-scale use of unsterile injections can become an
important catalyst for biological change, capable of greatly accelerating the
spread of many human pathogens and allowing previously isolated viruses to
establish global pandemics.
Many studies, particularly from Africa, report unexplained high
rates of HIV incidence during antenatal and postpartum periods,
indicating nosocomial exposure. They also report that 20-40% of HIV
infections can be estimated as attributable to injections by univariate
population attributable risk calculations; non-trivial rates of HIV in
sexually inexperienced adults; and many HIV positive children with
HIV negative mothers. In addition, the frequent lack of association
between sexual behaviour variables and HIV trends, and the low rate
of penovaginal HIV transmission in studies of serodiscordant couples
in Africa and elsewhere, suggest a need to reassess the contribution of
heterosexual exposure (Gisselquist et al., 2002).
Table 1 shows findings from various studies regarding risk of
transmission of HBV, HCV and HIV. These epidemiological studies,
using diverse study designs, convincingly link the transmission of blood
borne pathogens to unsafe injections, as each of these showed a strong
association of pathogen transmission and injections. The majority of
available studies are in the formal health sector, whereas the magnitude
of injections and prevalence of unsafe injections in the informal and
traditional health sector is well documented. Therefore, these studies
may be an underestimate of the true picture (Simonsen et al., 1999).
The risk of transmission of blood borne pathogens appears to be
highest from direct percutaneous exposures to infectious material
with greater infectivity from pathogens such as HBV, rather than HIV.
Although the transmission of HIV and other blood borne pathogens in
health care settings may account for a very small proportion of overall
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infection and transmission, the potential for such transmission always
exists. Despite this unknown risk, the use of proper sterile procedures
is sufficient to substantially reduce or eliminate it (Hu et al., 1991).
Table 1
Risk of Transmission of Pathogens by Unsafe Injections
Sl.
No.
1.
2.
3.
4.
5.
6.
7.

Study Design

Community-based
cohort (RR)
Community-based
case control (OR)
Community-based
survey/outbreak
investigation (OR)
Health facility-based
case control (OR)
Health facility-based
susceptible cohort
(seroconversion rate)
Injecting drug users
cohort (RR)
Injecting drug users
survey (OR)

Association Between Pathogen and
Injections (RR, OR, Seroconversion Rates)
HBV
HCV
HIV
3.3

-

-

Children 5.9
Adults 5.5, 21.9

3.1, 8.2

-

8.17

5.1

-

5.5, 8.7

3.1, 16.4

P= 0.006

5 – 19%

6 – 10%

0.3 – 0.42%

-

2.9

-

4.8

2.67, 7.1

-

Sources:
Community-Based Studies:
Cohort: Beasley et al., 1982; Ko et al., 1991.
Case control: Narendranathan & Philip 1993; Luby et al., 1997; Hutin et al.,
1999; Sun et al., 2001.
Survey and outbreak investigations: Singh et al., 2000; Singh et al., 2000a.
Health Facility-Based:
Case-control: Mann et al., 1986; Hsu et al., 1993; Singh et al., 2000b; Bari et al.,
2001.
Susceptible exposed cohorts: Grady & Lee, 1975; Seeff et al., 1978; Werner &
Grady 1982; Henderson et al., 1990; Mitsui et al., 1992; Gerberding 1994.
Studies Among Injecting Drug Users/Commercial Sex Workers:
Cohort: Hagan et al., 2001.
Survey: Levine et al., 1995; Hope et al., 2001; Laurent et al., 2001.

In 1999, Adam Kane and colleagues created a mathematical
model that consisted of a generalized linear equation to calculate the
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probability whether an average individual in a particular geographical
region, with a given level of prevalence, will acquire a HBV, HCV or
HIV infection each year. This probability was multiplied by population
size for each world region to estimate the number of HBV, HCV and
HIV infections that might occur from unsafe injections. The results of
the model suggest that approximately 8-16 million HBV infections, 2.3
- 4.7 million HCV infections and 80,000- 160,000 HIV infections might
result annually from unsafe injections (Kane et al., 1999).
However, in 2000 this model was updated and adapted so that it
could fit the comparative risk assessment methodology. While the
overall estimates of the 2000 update did not differ much from the
1999 version, the regional analysis was markedly different. Injection
overuse and unsafe practices are most common in the South East Asia
and Eastern Mediterranean regions. Clearly, the bulk of new infections
is taking place in the Middle East and South Asia, caused by unsafe
and unnecessary injections (Hauri 2000).
The influx of large quantities of disposable syringes and needles in
place of multiuse sterilizable ones has led to syringe/needle reuse once
the campaign is over. This realization has led to another technological
improvement of syringes and now we have autodisable/autodestruct
syringes that may present the lowest risk of iatrogenic person-toperson transmission of blood borne pathogens (Vincent-Ballereau et
al., 1989). However, the various factors leading to problems caused
by injections are: high frequency of injections, a high proportion of
these being unnecessary and a high prevalence of unsafe injections.
The issue of unsafe injections includes not only the practice before,
during and after the process of injection, but also unsafe disposal of
injection equipment – thus each of these is examined in detail.

Current Frequency & Rationale of Prescribing Injections

WHO estimates that approximately 25 billion syringes are used
globally each year, at least half of them for injections (WHO 1996). Out
of the estimated 12 billion injections administered annually worldwide,
90% or more are for therapeutic purposes and less than 10% for
vaccinations. The rest, approximately 13 billion, are being used for
various other purposes like intravenous injections, operation theatre
use, injection drug use, etc. (WER 1987). Recent studies in developing
countries have confirmed this trend of high prevalence of injections.
The magnitude of injection usage varies highly from country to country
and region to region within a country. Simonsen et al. (1999) conducted
a detailed review of the studies available up to 1998. The conservative
estimates of average number of injections ranged from 0.9 to 8.5 per
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person per year with a median of 1.5. The proportion of outpatient
visits resulting in injections ranged from 25-96%.
Table 2 depicts:
Row 1 - The range of number of injections per person per year, as
calculated by available studies.
Row 2a - Rural-urban difference in magnitude of injections, which
was not statistically significant.
Row 2b - Proportion of individuals in different age groups who
received at least one injection during recall period. Out of eight studies
available, only four show a statistically significant higher proportion
of children receiving injections as compared to adults.
Row 2c - Administration of injections according to gender. The
difference in frequency of injections was not statistically significant,
except in studies from three countries where females received more
injections than males.
The appropriate use of injections as part of a treatment is deemed
necessary from a biomedical point of view (Gumodoka et al., 1996;
VanStaa & Hardon 1996). The two major rational reasons to prescribe
an injection are need for fast action in an emergency and the injectable
form being the only one available for the required effect. Many
injections are prescribed unnecessarily and these are more expensive
than tablets, capsules and other dosage forms.
In the absence of clear-cut guidelines to define indications of
injections or to identify unnecessary injections, various researchers
have used differing classifications. Unnecessary injections have been
categorized by some into the medical conditions for which they were
prescribed, while others have divided them on the basis of type of
medication used. Table 2 (4a, b) depicts that whatever the methodology,
unnecessary injections were found to be prevalent in all sectors.
Studies demonstrate that around 60% of injections were prescribed
for self-limiting and mild conditions like fever, cold, diarrhoea and
fatigue. All available studies brought out that the indications for which
injections were deemed necessary were overestimated as ‘serious’ in
all developing countries, both by providers as well as clients. As a
result, injection use in common self-limiting conditions was high.
Community-based surveys in Uganda and Indonesia showed that a
large number of injections were also given for ‘non-serious’ fever (that
had been used as an often uncomplicated, self-limiting, and non-severe
tracer condition that empirically does not require injectable medicines
in most situations). The health facility-based studies by observations
and exit interviews also corroborated these findings.
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Table 2
Present Use and Safety of Injections
Sl.
No.

Study Design/Focus
Health Facility
Community
Formal
Informal

2.
a.
i.
ii.
b.
i.
ii.
iii.
c.
i.
ii.
3.
a.
b.
c.
4.
a.
i.
ii.
iii.

Number of injections per per1.2 – 8.4
1.2
0.9 - 11
son per year
Proportion of individuals receiving an injection
Rural – Urban profile
Rural
90%
12 – 43%
Urban
88%
14 – 44%
Different age groups
0-4
35%
20 – 52%
5-14
8 – 90%
78%
15
8 – 82%
Gender differences
Males
64 – 72%
11 – 48%
Females
36 – 75%
11 – 52%
Prevalence of unsafe injections
Unsafe injections – curative
31 – 94%
Unsafe injections - preventive
20 – 62%
Unsafe providers/facilities
55 – 77%
Prevalence of unnecessary injections
Proportion of individuals receiving injections for tracer conditions
Fever
17 – 86%
37%
49 – 54%
Diarrhoea
31 – 50%
8%
3 – 51%
Fatigue/weakness
40%
26%
-

iv.
b.
i.
ii.
iii.
5.

Miscellaneous conditions
30 – 45%
Medication used for tracer conditions
Antibiotics
13 – 85%
Vitamins
26 – 71%
Others
28%
Settings of injections
9 - 85%

1.

21%

2 – 58%

42%
42%
12 – 49%

75 – 95%
19%
15 – 27%
-

Sources:
Formal Health Facilities:
Vincent-Ballereau et al., 1989; Wyatt et al., 1992; Ashwath et al., 1993;
Gumodoka et al., 1996; Hadiyono et al., 1996; Abou Rabie & Fellow
class 2000; Bosu & Ofori-Adjei 2000; Mujeeb & Altaf 2001; Raglow et al.,
2001.
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Informal Health Facilities:
Alexander & Shivaswamy 1971; Bhatia et al., 1975; Greenhalgh 1987; Khan et
al., 2000; Lakshman & Nichter 2000; Anand et al., 2001.
Community-Based Studies:
Flaskerud & Nyamathi 1996; VanStaa & Hardon 1996; Haile & Berhane 1997;
McVea 1997; Birungi 1998; WER 1999; Anand et al., 2001; Priotto et al.,
2001; Talaat et al., 2002.
National Reviews:
WHO 1998; Dellepiane & Larsen 2000.

Despite few studies to provide evidence, it is believed that the
industrialized countries have progressed far ahead in rational use of
injectables. However, a Canadian study showed that misconceptions
still existed on the rational use of injectable drugs such as vitamins.
It showed high usage of vitamin B12 injections by primary care
practitioners in Ontario: more than 50% of their elderly patients
received injections during out patient visits. In addition to this, 2%
of all elderly patients were receiving weekly/regular injections of
vitamin B12 (Van Walraven & Naylor 1999).
Unnecessary injections are prevalent in all sectors, formal and
informal including lay providers and traditional healers. Most of
the useful/necessary injections are administered in hospitals, health
centres, dispensaries and outreach clinics of the public sector. Yet, even
the health workers in the public sector of developing countries are
administering far too many injections (Greenhalgh 1987; Gumodoka
et al., 1996; Vos et al., 1998; Reeler 2000). Table 2 (5) depicts the settings
in which medical injections are given. As McVea (1997) points out,
inaccessible formal health systems might have led to the popularity
of injectionists.
In many developing countries, the private medical sector attracts
a large number of practitioners who have a huge clientele. In fact,
private sector revenue generation is much higher than that spent on the
public health sector (Greenhalgh 1987; Khan et al., 2000; Reeler 2000;
Raglow et al., 2001). It has been noted that providers survive only by
ignoring their medical ethics (VanStaa & Hardon 1996). Most informal
injection providers do not have the knowledge or equipment needed
for diagnosing diseases and providing injections. There was often no
rational basis for the selection of substances for injection; thus, many
of the injections provided by informal providers were unnecessary,
except for the placebo effect they might have had on psychological
well-being (Lakshman & Nichter, 2000; Reeler 2000).
Various reasons offered by prescribers/providers of injections
included that injections worked very fast, something particularly
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important when dealing with acute conditions (Lakshman & Nichter
2000). They were also seen as faster and more effective than oral
medication, though riskier (WHO 1992; Anand et al., 2001). Injections
increased their status due to magical powers attributed to the needle
and they might be looked down upon by their peers and clients if they
did not prescribe injections (Raglow et al., 2001). According to many
health workers, injections could also be instrumental in avoiding
problems of non-compliance (Reeler 1990). Financial considerations
were another reason why many prescribers/providers preferred
injections. Injections cost more than many other remedies and as
prescribers gain material advantage from the sale of the prescribed
medicines, it served as an extra stimulus to administer an injection
(VanStaa & Hardon 1996). It was not only for immediate financial gain
but even for long-term gain: providers knew and admitted that giving
consumers what they wanted was good for business, and they were
afraid of losing patients if injections were not administered (Hadiyono
et al., 1996). Providers who refused injections perceived that patients
preferred other colleagues or other health facilities for consultation
(Reeler 2000).

Social and Cultural Aspects of the Popularity of Injections

Presently although no miraculous cure over oral medicines can
be observed in the majority of injections being used, the belief in
their effectiveness remains strong. Past miracles are inadequate in
explaining the continued present popularity. Even their widespread
and probably universal use in combating illness and their chemical
action is not an adequate explanation of their popularity (Whyte
& Geest 1994). The understanding of social and cultural aspects of
injections is important, as their worldwide popularity constitutes a
spectacular example of the acceptance of western medical technology
in non-western contexts. Various anthropological studies have shown
that injections are medicinal substances ‘par excellence’. They are
not only tangible representatives of healing, but also a particularly
“marked” form of medicine. They sum up biomedical therapy to such
an extent that many people equate getting an injection with receiving
real biomedical treatment (Whyte & Geest 1994).
Studies conducted in various developing countries like Uganda,
India, Pakistan, Nepal, Tanzania, etc., show a similar pattern of
community perceptions regarding injections. Various reasons surfaced
to explain preference of injected medicines against oral medicine:
injections being more effective; injected medications entered directly
into the blood stream; and injections were “serious medicine” hence
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they remained longer in the body than oral medicines. In many
humoral explanations, injections were classified as hot in hot-cold
divisions. This power of injections in curative practice has also been
associated with prophylactic use as illness is often seen as a succession
of phases, with each becoming more serious than the last unless an
intervention is made (Birungi et al., 1994; VanStaa & Hardon 1996;
McVea 1997; Birungi 1998; Soeter & Aus 1989; Bhattarai & Wittet 2000;
Priotto et al., 2001).
Another explanation for the popularity of injections and their
effectiveness was related to pain. Infliction of physical pain in some
cultures is ‘pedagogic’, in that it stamps forcefully in the receivers’
experience that which must be noted and remembered. In the same
way the pain of an injection has the patient know intensely that
treatment had been given. Injections also owe much of their popularity
to the fact that they were procured from a great distance. Syringes and
needles could not be made locally. Cassava powder in some African
communities could be made to look like penicillin; yet instruments
of injections were high tech and thus injections appeared to possess
special qualities. This further increased their symbolic power and
clients believed they were getting value for money (Wyatt 1984; Whyte
& Geest 1994).
Studies on ‘client perspective’ also highlighted that the concept
of unsafe injections was much more widely understood than that of
unnecessary injections. In Nepal, the majority of clients understood
the risk of infection posed by injection equipment (Bhattarai & Wittet
2000). In Pakistan, most clients thought that used needles could
transmit a fatal disease and the majority could identify transmission of
HIV/AIDS, hepatitis and liver failure with used needles (Raglow et al.,
2001). The perceptions regarding efficacy and popularity of injections,
despite knowledge of risks, clearly brought out that patients felt that a
provider who injected was the one who cared. Providers who refused
to inject lost status and popularity among patients (Reeler 2000).
The attraction of injection use is greatest amongst informal
medicine sellers. A number of researchers in different countries have
reported about lay people administering injections and selling needles,
syringes and injectable medicines. For example, reports are available
on Ugandan needle curers and itinerant injectionists (Birungi 1998),
injection doctors of Thailand (Cunningham 1970) and healers using
modern medicine in India (Bhatia et al., 1975). Injectionists who have
had no formal training and who travel to people’s homes, perhaps
compensated other than by currency, fall between traditional and
modern health care (Reeler 1990).
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The formal sector, especially government, is open only during
certain hours on weekdays, whereas the injectionists are normally
available at all hours with no waiting time for clients. They are not only
geographically more accessible, but they are also socially and statuswise closer to their clients than the formal health care providers. They
may be able to simplify the concepts of biomedicine to fit injections
into a popular disease explanatory system, thereby bridging cultural
and social gaps (Cunningham 1970; Reeler 1990). Traditional healers
are making increasing use of injections, complementing their plant
remedies and rituals with allopathic drugs and the administration
of injection (Reeler 1990). They often adopt a very critical view of
western health care practices and cultivate particular practices not
found in hospitals or health centres. Some specialize in problems for
which western medicine has no answer, while others have taken the
opposing position. In an attempt to meet the increasing competition,
they adopt the methods and practices of the dominant health culture,
including the use of injections (Bhatia et al., 1975; VanStaa & Hardon
1996). The extent of cultural appropriation can be estimated by a study
in India where one ayurvedic practitioner claimed his use of penicillin
injection as justified because this substance was known to Lord Indra
(king of gods) when he instructed the brahminical sages thousands of
years ago (Burghart 1988).

Injections and Relationship Between Providers and Clients

In societies where injections were still seen as being relatively high
tech, they were administered exclusively by health workers. Other
medicines were freely available leading to self-prescription without
resorting to a medical professional. However, medicines that required
injection, forced the patient to call upon the services of a health
worker/provider and this served to confirm the inequality between
the helper and the helped, and became an instrument of social power
(Greenhalgh 1987; Reeler 1990; VanStaa & Hardon 1996). Injections
could serve as a definitive procedure, cover up a lack of knowledge,
be provided quickly from materials ready at hand and conformed
to what doctors perceived as patients’ expectations (Raglow et al.,
2001).
Injections were given to meet the desired needs of the patients.
This need might be either perceived by the provider or made explicit
by the client by a nonverbal cue like positioning of his body, rolling
up of sleeves, etc. Few patients were even found to be giving a verbal
request (Bhattarai & Wittet 2000; Lakshman & Nichter 2000; Anand et
al., 2001). When this occurred, it was ‘reverse compliance’: the doctors
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and nurses now obeyed the patients. This situation could be the
result of misunderstanding between health staff and patients when
the former simply assumed that the latter desired an injection and
the latter accepted the injections because refusal would indicate noncompliance or lack of faith (Reeler 1990). Hadiyono et al. (1996) clearly
brought out this cognitive dissonance in their study in Indonesia. In
Uganda, the categorization of providers had become blurred due
to family/individual ownership of the injection equipment, largely
enforced by the fear of HIV/AIDS transmission and mistrust in health
facilities. The population had, therefore, resorted to acquisition of
injection equipment (Birungi 1998).

Safety in Prevalent Injection Practices

Researchers have used different definitions of unsafe injections.
As per the working definition adopted by Simonsen et al., 1999, an
unsafe injection was one in which the syringe, needle, or both had
been reused without sterilization. This definition, however, did not
include unclean handling of sterile equipment and unsafe disposal
(Simonsen et al., 1999).

Prevalence of Unsafe Injections

Table 2 (3a, b, c) depicts findings of studies regarding prevalence
of unsafe injections. The difference in definitions and criteria used for
safety by various studies is reflected in the wide range of prevalence
of unsafe injections. In developing countries, it ranged from 20% to
94% of injections being unsafe, and 55% to 77% of health facilities
providing unsafe injections. The studies applying stricter definition
showed higher proportion of unsafe injections/facilities.
Detailed observations have shown that injection safety procedures
were not followed at all stages (before, during and after administration
of injection), indicating risk of transmission of pathogens from patientto-patient, patient-to-health worker and to the community. Important
issues like logistics, sterilization, supervision and feedback were not
given due cognizance. Disposal of syringes and needles was frequently
inadequate as it was done in shallow pits or latrines (Gumodoka et al.,
1996). The majority of studies available are for curative injections. Those
which analyzed immunization injections revealed that even under
the auspices of WHO regional immunization programmes, which
constituted 10% of all mass vaccination campaigns, an estimated 30%
of injections were unsafe. In fact, this might be much more in a few of
the sub-Saharan Africa, Asian and Middle East countries (Simonsen
et al., 1999).
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Assessment of the quality of vaccines and the safety of injections
in Myanmar carried out in the year 2000 produced national averages
for each of the risks assessed and the mean risks in each of the four
categories examined. For patient-to-patient risk, 57% of all practices
were assessed as being unsafe. For patient-to-health worker risk,
79% of practices were found to be unsafe and 100% of all patient-tocommunity practices were found to be unsafe. The overall average
of these three indicators, plus that of vaccine handling, showed an
alarming 62% of all immunization practices in Myanmar as being
unsafe (Dellapiane & Larsen 2000).

Determinants of Unsafe Injection Practices

The determinants of unsafe injection practices may be broadly
classified as those due to: (1) risks inherent to procedures and
equipment; (2) knowledge, attitude and practices of providers; and
(3) knowledge, attitude and practices of community (Zaffran et al.,
1998; Kane et al., 1999; WHO 1999).
Table 3
Different Injection Technologies: Processes Associated with Risks
Injection
Technologies

Process

Risk

Sterilizable

Inadequate
High
sterilization

Disposable

Reuse

Autodisable Jet injector

Patient-toHealth Workers

Patient-to-Patient

High
No

Process

Risk

NeedleHigh
stick
NeedleMedium
stick
NeedleLow
stick

Nozzle conMedium tamination

No

Patient-toCommunity
Process

Risk

Disposal Low
Disposal Meand Sale dium
MeDisposal
dium
-

No

Source: Zaffran et al., 1998.

(1) Risks Inherent to Injection Procedures and Equipment

No single technology is fully safe, each having its own strengths
and limitations. Zaffran et al. (1998) compared the risks inherent in
various injecting technologies (Table 3). The issues are not restricted
only to method of use/disposal by the health workers, but also
involve managerial, supervisory, economic and policy aspects of
health services. Each technology has implications for management
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systems including procurement, storage, distribution and operational
strategies for service delivery, e.g., replacement of sterilizables with
disposable syringes would lead to a huge increase in volume of
supplies. This will necessitate increase in size of stores and shortening
of procurement, supply and delivery intervals. Presently, the greatest
problems accompanying disposable technologies are safe disposal,
environmentally acceptable destruction and final containment of
residual waste (Battersby et al., 1999a).
Sterilizables, as compared to disposables, require a large initial
outlay for equipment; recurring expenditure is on spares replacements
and fuel. However, disposables require continuous expenditure on
supplies, distribution, destruction and final containment. An analysis
done by Battersby et al. (1999a), shows that for every 100 parenteral
procedures, the cost is between US $0.54 – 1.51 for sterilizables, US
$7.56 for conventional disposables, and US $9.93 for autodisables.
These costs have been calculated excluding the cost of storage, fuel
distribution and proper disposal after use. The cost of adequate
provision for disposal of disposables is approximately equal to the
cost of providing the injection equipment itself.
Proper cleaning and sterilization of reusables requires elaborate
stepwise procedures and mistakes/failures at any step can result
either in risk to the health worker, or patient-to-patient disease
transmission. Disposables (including autodisables) are a risk to the
community if improperly disposed and also to health workers while
recapping. In many developing countries with scarce resources,
disposal of syringes and needles after a single use appeared
wasteful. The lack of resources also leads to insufficient supplies
of injection equipment, sterilizers, fuel for sterilizer, other injection
control equipment like gauze pack and disposal equipment. Lack
of awareness and/or lack of resources lead to improper handling
of contaminated medical wastes, thus exposing the public to risk in
many developing countries (Zaffran et al., 1998; Kane et al., 1999;
WHO 1999). Coupled with unscrupulous trade in used injection
equipment (Mujeeb & Altaf 2001), these factors make disposables
unsafe in low resource settings.
Table 4 provides a comparison of the reusable-sterilizable and
disposable injection equipment (Battersby et al., 1999b). The table
clearly illustrates the extra inputs required in each of the operational
issues regarding disposables. One of the important differences can be
seen in the disposal of injection equipment after use.
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Table 4
Comparison of Sterilizable and Disposable Injection Equipment
Sl.
No.

Issues

Sterilizables

Disposables

1.

Funds for equipment & infrastructure Moderate

High

2.

Recurring budget

Low

High

3.

Procurement

Easy

Difficult

4.

Storage and stock control

Easy

Difficult

5.

Distribution

Easy

Difficult

6.

Sterilization

Required

Not required

7.

Cleaning of used equipment

Required

Not required

8.

Disposal of used equipment

Volume low

Volume high

9.

Volume of destruction of
contaminated sharps waste

Volume low

Volume high

Source: Modified from Battersby et al. (1999b)
# Cleaning of disposables may be required in countries/situations where
disposal is by sanitary landfill and needle cutters and syringe destroyers
are not available.

Table 5 compares various techniques for disposal of injection
equipment. Pathogenic microorganisms have a limited ability to survive
in the environment. This ability is specific to each and is a function
of its resistance to environmental conditions such as temperature,
humidity, UV radiation, availability of substrate material, etc. HBV
is very persistent in dry air and can survive for several weeks on a
surface; it is also resistant to a brief exposure to boiling. It can survive
exposure to some antiseptics and to 70% ethanol, and remain viable for
up to 10 hrs at 600C. It has been found that infective doses of HBV and
HCV can survive for up to a week in a blood droplet trapped inside a
hypodermic needle. Even HIV, which is not so resistant, can survive
for up to 15 minutes when exposed to 70% ethanol and 3-7 days at
ambient temperature. It is inactivated at 560C. Proper and adequate
sterilization of reusables and appropriate disposal of disposables is an
important and essential issue for the safety of injections (WHO 2002).

(2) Providers’ Choice of Safety Procedures

Despite numerous training materials and programmes, many
dangerous practices continue. Common unsafe practices are: changing
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the needle and reusing the syringe; incorrect use of steam sterilizers;
incorrect boiling or just washing, etc. (Gumodoka et al., 1996; Vos et
al., 1998; Bhattarai & Wittet 2000; Lakshman & Nichter 2000).
Table 5
Advantages and Disadvantages of Treatment/Disposal Options for Sharps
Waste
Sl. No.

Method

1.

Rotary kilns

2.

Pyrolytic
incinerators

3.

4.

5.

6.

7.

8.

Advantages
• Very high disinfection
efficiency
• Environment friendly
• Very high disinfection
efficiency
• Environment friendly

Disadvantages
• High investment and
operational cost
• High investment and
operational cost
• Shredders need
regular maintenance

• Good disinfection
efficiency
•  Significant emission
Single
• Significant reduction in    
of atmospheric
chamber
volume of waste
pollutants
incinerators
• Low investment and
• Periodic maintenance
operational cost
• Destroys only 99%
• Significant reduction in   
microbes
Drum or
volume of waste
• Massive emissions of
brick
• Low investment and
black smoke, fly ash,
incinerators
operational cost
toxic gases and
odours
• Safe only if access to
area is limited
Safe burial
• Low cost
• Land requirement
• Simple
Encapsulation • Low cost
• Land requirement
• Safe
Wet thermal
treatment

Chemical
disinfection

• Environmentally sound
• Low investment and
operational cost
• Drastic reduction in
volume of waste

• Qualified technicians
required

• Highly efficient

• Only as a first step, not
complete treatment for
disposables
• Comprehensive safety
measures required

Sources: Agarwal 2002; Carr 2002; WHO 2002.
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The knowledge regarding issues of safety and necessity has been
found to be low/inadequate among providers in the informal and
formal sector, and among prescribers of the informal sector. These
attitudes and practices of providers also seem to be influenced by the
availability of resources (injection equipment, sterilizers and fuel), time
constraints (large number of patients), and financial considerations
(less fee for reused equipment, and saving own finances by reusing).
The combination of all these factors dictates the present safety of
injections.

(3) Knowledge, Attitude and Practices of Community

The patients generally have reasonable knowledge that reused
needles are risky. Knowledge of specific risks of injections was,
however, not found to be adequate. Despite inadequate knowledge,
16% of the patients visiting clinics ever refused injections in Pakistan
(Raglow et al., 2001). This, coupled with the fact that many patients
regarded injections neither as a panacea nor as the only viable
treatment, is a silver lining in the otherwise dismal scenario.

Unsafe Practices in Injection Administration

Some anthropological studies carried out on injection practices
focused on observation of the handling of injection equipment which
had been divided into three phases: before, during and after the
injection, along with studying the client and provider perspective on
the issue of injection hygiene (VanStaa & Hardon 1996; Lakshman &
Nichter 2000). However, the methodological difficulties, such as in
obtaining permission for observation, inability to document what
had been done in the morning prior to the team’s visit, and physical
positioning so as to view each and every action of the provider,
resulted in very few studies of this kind.
The poor hygienic practices identified by various studies included
the use of a saucepan instead of sterilizers, picking up the boiled
needles and syringes with bare hands, use of disposables from an
already open packet, improper disposal of needles and syringes, or
giving the uncovered equipment to the patient to carry home.
•• The providers categorized as falling below standards in the
category “before injecting”, were those who used saucepans as
sterilizers, and encouraged patients to keep and sterilize their own
equipment at home.
•• Those who fell in the “during injecting” category, picked up the
needles and syringes with their bare hands from the sterilizer
saucepans, and/or used unsterilized swabbing material to clean
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the injection site, and/or wiped the needles with their fingers/
unsterilized swabs.
•• Those in the “after injecting” category, did not flush needles and
syringes with water after use, or took a long time before putting
them back into the sterilizer/saucepans, and/or reused disposable
equipment, and/or disposed of the injection equipment in an
unsafe manner.

The Way Forward: Safe & Necessary Injections in Future

The problem of unsafe injections is complex and, therefore, solutions
will not be straightforward. The two broad interventions are: (i) to
reduce the number of injections by avoiding unnecessary injections,
and (ii) harm reduction by making the necessary injections safe. A
broad, multi-disciplinary approach addressing policies, standards,
systems, behaviour and technology may ensure injection safety (Hutin
& Chen 1999; Simonsen et al., 1999; Lakshman & Nichter 2000).
The number of injections can be reduced by efforts to wean
populations away from injection overuse and encourage oral medication.
This involves behavioural change of clients and prescribers/providers
through a combination of a supportive environment and information,
education and communication (IEC) activities. Programmes may be
evolved to educate patients about the hazards of unsafe injections and
seek to reduce their demand for injections, but knowledge alone may
not be sufficient to break the habit; the reasons why injections are so
popular must be addressed at a deeper level (WHO 1999).
The knowledge, attitude, practices (KAP) and perceptions of
prescribers/providers need to be influenced by training which should
be initial, as well as periodic. This should be able to teach them to choose
treatment wisely on evidence, increased awareness regarding unsafe
injection practices, and their risks and consequences, and provide all
medication by the safest and most appropriate route (Brokensha 1999;
Hutin & Chen 1999; WHO 1999). In fact, they must actively discourage
injection use by patients during interpersonal communication.
The client perspective and prescribers’/providers’ KAP could be
influenced by workshops, interactional group discussions and health
education campaigns (Hadiyono et al., 1996; Vos et al., 1998).
The health infrastructure must be adapted and the issue of
incentives (e.g., higher fee for services when an injection is prescribed)
must be addressed, keeping in mind that oral treatment is less labour
intensive (requiring less health workers) and often more cost effective
(cheaper drugs and less staff involved). However, addressing these
issues is challenging particularly in the informal sector, private sector
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and traditional healers who often resort to injections for extra financial
gains (WHO 1999).
An important issue, in settings such as India, is that of public sector
services resource constraints and overcrowded facilities. To make
necessary injections safe, the supplies should include not only syringes
and needles, but also infection control devices like steam sterilizers
and safety boxes. The sterilizing procedures should be taught to all
concerned and be subject to regular supervision. Further, time and
work-studies are needed to identify appropriate and convenient
antiseptic procedures that can be used under conditions of overwork
and resource constraints (Priya 1994; Vos et al., 1998; Zaffran et al.,
1998). The number of needles should be double the average number of
syringes used during a particular period. Technological solutions like
autodisable syringes that can be used only once are now available.
However, they are more expensive and do not eliminate the hazards
of sharps waste to providers and in the environment (Hutin & Chen
1999; Simonsen et al., 1999).
Considerations of the issues of management, economics,
sustainability and socio-cultural, as well as integration into the
overall framework of health system, are important in choosing a
particular technology. As per WHO, presently the major unresolved
issues regarding injection safety are: the potential role of plastic
recycling combined with needle removal, and the risk benefit ratio
of incineration as a waste management option. However, it is being
taken as given that disposables with incinerators are required for all
developing countries. The detailed analysis of the situation reveals a
different picture altogether. Table 5 shows choices of various disposal
technologies. Safer incinerators are very expensive to instal and run,
as compared to the ones being suggested for developing countries.
One of the brick incinerators (De Montfort) that is being promoted as a
low, cost effective alternative, cannot maintain high temperatures and
combustible efficiency. Brick incinerators have no pollution control
and do not meet international emission standards. Field investigations
in India indicated that these incinerators are poorly maintained and
operated (Emmanuel 2002). Health care waste management is being
treated as an issue of technology instead of being treated as a process.
A technology not meeting international emission standards and not as
effective as the ones being used in developed countries is thus being
forced upon poor developing countries.
In fact, a study to analyze risk and cost effectiveness of sterilizable
syringes showed that by careful supervision of staff behaviour and
good management, some countries were able to administer safe
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injections with sterilizable syringes at a price they could afford.
Where health budgets are limited, the lower cost option of sterilizable
equipment is financially sustainable. In any case, steam sterilizers are
available in all health facilities for other requirements (Battersby et al.,
1999b).
Similar findings were mentioned earlier by Aylward et al. (1995),
who studied immunization practices only and recommended the
development of a national safe injection policy, effective health care
worker training; supervision and adequate supply; financing of
necessary injection equipment; and means for its disposal to make
immunization programmes safer in developing countries.
The policy for each country needs to be clear-cut, as ensuring safe
injection practices is essential for maintaining public confidence and
extending the reach of immunization programmes. Participation
rates in immunization programmes drop rapidly following negative
publicity about adverse effects of injections. Therefore, safe injection
practices will not only reduce infections (suffering and money), but
will also ensure confidence in public health programmes (Miller &
Pisani 1999).
Recognition of the need for a comprehensive strategy to promote
safe injection practices led to a global alliance between United Nations
Organizations, NGOs, governments, donors, universities, injection
equipment manufacturers and researchers in the Safe Injections Global
Network (SIGN). The complexity of the problem has necessitated
inputs from different types of health and non-health professionals.
As little experience is available regarding integrated programmes that
link the community with the health system for safe and appropriate
injection use, pilot projects have been launched in a few countries. The
results of these studies will enable identification of effective strategies
to develop a large-scale initiative to ensure safe and appropriate use
of injections for all (Hutin & Chen 1999; WHO 1999). The principle of
primum non nocere (‘first do no harm’) should be applicable equally to
communities residing in developing and industrialized countries.
However, interventions will only be successful if underlying
reasons for injection misuse are understood. The mechanics of the
vicious circle of providers’ preference and patients’ demands have
to be explained fully and in detail. Sound, locally relevant research
initiatives will enable health planners to take steps that are reasonable
in the wider context of health care (Whyte & Geest 1994; Reeler 2000).
The information obtained will be invaluable in designing interventions
that are structural, policy oriented and aimed at fostering a dialogue
between the lay public, providers and planners.
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III.4

THE GENDER DIMENSION OF HIV AND AIDS:
IMPACT, CARE AND SUPPORT IN INDIA
Shalini Bharat

Introduction

The detection of HIV infection in married women with no known risk
behaviour, except for sexual intercourse with their married partners,
is a worrisome finding as far as the Indian epidemic is concerned
(Gangakhedkar et al., 1997). This paper presents empirical evidence
on the gender dimension of the HIV epidemic in India. Drawing from
a set of in-depth, qualitative, micro studies, the paper seeks to describe
the differential impact of the epidemic on men and women within the
contexts of the household, community and the health care sector, and
draws implications for intervention. It underscores the need to widen
prevention programmes from select high-risk behaviour groups to
the general population. Further, the paper describes select care and
support interventions in various parts of the country from a gender
perspective.

Gender : A Cross-Cutting Theme in AIDS Vulnerabilities

Interactive social, economic and political factors govern and
influence the conditions that facilitate risk behaviour and limit people’s
ability to adopt safer practices against HIV and other sexual infections.
Risk behaviour includes, for example, unprotected sex with a partner
of unknown HIV status or with multiple partners who may in turn be
engaging in unsafe multipartner sex. A host of gender-linked factors
enhance women’s exposure to such risk behaviours and undermine
their capacity to protect themselves. In India, as in most patriarchal
societies, gender biased norms and expectations, unequal gender
roles, and sexual subordination of women underline these conditions.
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The HIV epidemic in India is primarily a heterosexually transmitted
epidemic. Given this finding in the context of a patriarchal society, it is
not difficult to understand how women are vulnerable to HIV.
The gender-biased power differentials place women in a
subordinate position in all matters: economic, social and sexual.
Societal construction of gender roles emphasizes purity and virginity
for girls, and sexual prowess and dominance for boys. High premium
attached to sexual innocence among both boys and girls during their
adolescent years prevents them from seeking adequate knowledge
about sex and sexuality (Bhende 1995; George and Jaswal 1995; Bharat
1996) and render them vulnerable to sex-related problems, including
infections. Sexual dominance of men frequently forces women into
non-consensual sex, curbing their freedom to exercise control and to
protect themselves from unsafe sex (George and Jaswal 1995). Sexual
violence and coercion are other consequences of male-biased societal
norms that often result in damage to the reproductive tracts of women,
thereby exposing them to risk of infections.
Poverty and economic dependence of women further exacerbate
their subordination to men. For one, it provides their male partners
unrestricted sexual access to their sexuality. Secondly, the responsibility
of child care makes it hard for them to refuse sex, and still harder to
negotiate for safer sex or to demand fidelity, lest they be thrown out
of the home. Minimal or no condom use by men and their indulgence
in paid sex enhances women’s vulnerability to sexual infections,
including HIV. Migration of men for work or their mobility due to
the nature of their job creates conditions that encourage them to seek
multiple partners and engage in risky sexual activities. These risk
behaviours not only heighten men’s chances of HIV infection, but
also those of their female partners, and through them their children’s.
Finally, gender norms and women’s economic dependence interact to
differentially influence their access to key resources, such as health,
income, property, education and knowledge.

The Gendered Nature of AIDS Impact

This section discusses the differential impact of the HIV and AIDS
epidemic on men and women in India. The discussion is based on
the findings of a set of qualitative, micro studies carried out in the
past 5-6 years in five major cities of India (Bharat 1996; 1999; Bharat
and Aggleton 1999; Initiatives: Women in Development [IWID] 1999;
North Eastern Network [NEN] 1999; Stree Adhar Kendra [SAK] 1999;
Institute of Social Studies Trust [ISST] 2000; UNIFEM 2000).
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Economic Impact: Compared to many other chronic diseases, the
impact of AIDS on the economy of the household is qualitatively very
different. The high treatment cost for opportunistic infections, the
extended period over which treatment has to be taken, and the cost
of continued monitoring and testing make AIDS a very costly disease
despite the fact that presently there is no known cure.
In Mumbai, the most dramatic impact of the epidemic on the lower
income household economy is observed through loss of income or
reduced income, especially where the positive person is the primary or
sole earner (Bharat 1996). Already impoverished, the households are
further burdened due to increased medical costs, cost incurred while
travelling to hospitals, and through buying drugs and nutritious food.
In households where the sole bread-winner is infected, the impact is
even more acute and women and children bear the maximum brunt
of it. Many women report being forced to sell or pawn the meagre
household jewellery and other assets; in some households, women
report being left with no items worth pawning. One woman reported
opening a credit account with a pharmacy to ensure timely medicine
supply to her husband (Bharat 1996, 1999). Borrowing from neighbours
and relatives are other means of managing household expenditure. But
stigma surrounding AIDS prevents them from accessing such support
without fear of discrimination (Bharat 1999). Most respondents said
they fear asking for help as that would mean disclosing their HIV
status and inviting discrimination. Since most women are illiterate or
poorly educated and lack occupational skills, financial insecurity is
their greatest worry. To tide over the crisis, some women are forced to
take up petty jobs adding to their burden of household care. In some
households, children are withdrawn from school due to paucity of
funds to pay for school fees/travel and some of them are expected
to earn to augment family income (Bharat 1996). Faced with severe
financial burdens, many women, some of whom are also HIV-positive,
neglect their own health and nutritional needs as they struggle to
provide treatment and adequate diet to their sick husbands (Bharat
1996; Bharat and Aggleton 1999).
The UNIFEM-sponsored studies present a similar picture of the
economic impact of the epidemic on households and women. In Delhi,
for example, widows of HIV-positive men report severe financial crisis
and deprivation and, in some instances, eviction from their marital
homes (ISST 2000). For poor and illiterate women, the burden of the
disease is even greater as they lack a regular source of income. Women
generally derive support from their natal families who are sometimes
forced to pay not only for the treatment of their daughter but also of
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their son-in-law, almost like an extended dowry demand.
“Though my daughter is living with her in-laws, we are
providing the entire economic assistance. We even provided
financial assistance for her husband’s treatment.” (Mother of a
positive widow in Delhi – ISST 2000.)
In Chennai, treatment costs are reported to place severe strains on
the economy of the household and after the death of the husband,
the widow is burdened with debts and is forced to assume the role of
bread-earner (IWID 1999).
“When my husband was alive he was earning, none of us had
to work then, but now we have to work for our livelihood.”
(Widow, 40 years, Chennai – IWID 1999.)
In some cases, families in Chennai have incurred debts as high
as Rs. 35,000/- and in one case medical costs alone amounted to Rs.
15,000/- per month or more, which forced the family to mortgage the
house. Children’s education suffered in some households and they
were put to work.
“My children could not continue with their studies after my
husband’s death. There were financial constraints. So my
children stopped school and are working now.” (Widow, 40
years, Chennai – IWID 1999.)
In Pune, 15 out of the 35 women interviewed expressed the need
for an assured source of income to pay for the medical treatment of
their sick husbands/sons/daughters and for their daily expenditure,
as all of them were economically dependent with no regular income
(SAK 1999).
The economic impact is heightened due to discrimination in
entitlements of women. They are denied their husband’s share in the
family assets. In Mumbai, some women respondents found it difficult
to claim their deceased husband’s pension and insurance benefits
as the in-laws too staked their claim to it (Bharat 1996; Bharat and
Aggleton 1999). These experiences point towards the need for legal
assistance for women, but lack of awareness regarding legal aid keeps
them silent on such issues.
These studies all highlight the difficult economic conditions in
which women find themselves when husbands/sons die due to
AIDS. Women’s relatively low asset base, lower literacy levels, lack of
earning skills and the responsibility of child care expose them to grave
economic hardships.
Impact on Household Dynamics and the Organization of Care:
As in many illnesses, in AIDS too household dynamics are key to the
organization of care and support for the sick member. Feminization of
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care is well documented in developing societies. It is found to be so in the
context of AIDS as well, but with a difference. While HIV-positive men
in general receive care and support from family members, HIV-positive
women in the same households do not always receive similar care.
In Mumbai, for most married HIV-positive men, wives are found to
be their first lines of defense (Bharat 1996; Bharat and Aggleton 1999).
If the men are migrants, their wives come from the villages to take care
of them even though very often they are kept in the dark about the
nature of their illness. Women, in this sense, remain outsiders in their
marital homes. Men living in extended households have multiple care
providers – wife, mother and sisters-in-law. In some cases, even the
father and brothers are involved in caregiving (Bharat 1996). Outside
the household, men access care from hospitals, NGOs, counsellors,
and to some extent from positive people’s support groups. Many
men also receive support from their in-laws – her parents, brothers,
maternal uncles (Fig. 1).
Figure 1
Household Response to Men with HIV/AIDS
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In the case of HIV-positive women, however, care is not assured
in the same manner, especially in their marital homes. Not only are
they denied economic support for treatment, but in several cases they
are also made to leave the household, sometimes even before the
death of the husband (Bharat 1996). Natal families often come to the
rescue of such women, but here too economic hardships of parents/
brothers prevent women from seeking full support (Fig. 2). In the case
of women marrying against the will of their parents, even this support
is not available. Women’s ability to access treatment and care from
external sources is severely curtailed due to dwindling resources and
the need to provide support to their male partners.
Figure 2
Household Response to Women with Hiv/Aids
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Findings from the UNIFEM-supported studies largely replicate
the above observations (UNIFEM 2000). As the report states, in most
cases men are automatically entitled to care from their wife, mother
and even daughters and mother-in-law. Women who are HIV-positive
are unable to access similar support. After the death of their husband,
some women are pushed out of their marital homes. In Delhi, one
woman reported, “After my husband’s death, if there is any support
that I am getting, that’s only from my brother, nothing from my inlaws” (ISST 2000).
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“…..though I’m HIV-negative, my husband died of AIDS. None
of my husband’s family members is helping me bring up my
three children. My brother is supporting me with some help….
I’ve a doubt how long it will continue…. Educational support
from my children is coming from a support organization.”
(Widow, 38 years, Delhi – ISST 2000.)
Similar problems are reported by women from Chennai.
“I do not stay with my in-laws as they have thrown me out after
my husband’s death. My in-laws feel that if I stay in the house,
it will affect the other family members…. Being a daughter-inlaw I had to move away from my family and had to stay at a
rental house.” (Widow, 28 years, Chennai – IWID 1999.)
Patriarchal values place an unquestioned, one-sided obligation
on women to provide care towards family members, especially male
members and those from the marital home. When the woman is
herself ill with HIV and without financial resources, the burden of
care multiplies several times. There is strong indication from available
studies that in the context of HIV/AIDS, women provide care but do
not receive similar care themselves.
Impact on Mental Health: At the psychological level, HIV/
AIDS brings about acute feelings of depression, suicidal intent, fear,
anxiety and guilt. However, men and women react differently to the
problem.
The stigma attached to the epidemic makes most men guilty and
shameful of their ‘irresponsible’ and ‘sinful’ behaviour. In Mumbai,
men are found to be preoccupied with their fear of ‘loss of self image’
and of ‘family’s izzat (honour) in society’ (Bharat 1996). Women on
the other hand are depressed more on account of their bleak future,
poverty, loss of shelter, children’s health and education; their concerns
go beyond their own well- being and sense of shame (Bharat 2000).
Women, in general, are unable to invest time, energy and money
on their treatment, care and well-being even when they are very ill
(Bharat 1996).

Gender and AIDS Related Stigmatization and
Discrimination

HIV/AIDS not only maintains gender-biased discrimination, but
further accentuates it. In Mumbai, some women reported violence
and abuse within the households (Bharat 1996). As one woman put
it, “Till he died his hands did not stop to beat (me). Now I feel a big
tension is gone.” (Widow, HIV-negative, Mumbai - Bharat 1996.)
In Chennai, women report marital rape, beatings and forced sex.
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“I faced sexual, physical and verbal harassment from my
husband. I was not comfortable with sex and I feel that I was
prone to such harassment being a woman, as women are
physically weaker than men are.” (Woman, 28 years, Chennai –
IWID 1999.)
Some women are blamed by their in-laws for infecting their
husband (IWID 1999; SAK 1999). Indeed, when men test positive for
HIV, women are often suspected of having a loose moral character
and blamed for bringing home the infection of their husband (Bharat
1996; SAK 1999). In Pune, one woman reported being blamed by her
mother-in-law, but was unable to do anything, as she had no place
where she could go.
“My mother-in-law says, ‘My son was like gold. This lady has
spoiled his life’.” (Woman, HIV-positive, Pune – SAK 1999.)
Women also face discrimination in claiming their right to family
property and insurance claims (Bharat 1996, 1999; SAK 1999). Some
HIV-positive widows in Bangalore, for example, reported being denied
their right to the husband’s share in family property and life insurance
claims on grounds that they were anyway going to die (Bharat 1999).
“They did not give my husband’s share of the property. They
said anyway you are going to die.” (Widow, HIV-positive, 26
years, Bangalore.)
In one case in Bangalore, the brother-in-law of a woman threatened
her with public disclosure of her HIV status if she did not drop her
claims to the family property (Bharat 1999).
Within the community, women whose husbands are HIV-positive
are shamed and denied access to common utilities such as the drinking
water well (NEN 1999). Although social stigma and discrimination
are targeted towards both men and women, women experience a
much harsher scrutiny of their character and private life. In many
instances, HIV-negative women face discrimination only because of
their husband’s HIV status (Bharat 1996; UNIFEM 2000).
In the health care setting, the male partner’s HIV status influences
the response of doctors/nurses towards women, even if they
are asymptomatic. In both Mumbai and Bangalore, for example,
pregnant women reported being subjected to mandatory HIV testing
in gynaecology departments of some public and private hospitals
(Bharat 1999).

Women and the Multiple Stigmas

Current discourse on HIV/AIDS tends to promote the ‘equalopportunity’ disease concept, but personal testimonies of women,
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especially those belonging to marginalized groups such as sex workers,
reveal double stigma and discrimination due to both their sex worker
status and HIV status. Documentation of sex workers’ experiences
of seeking medical treatment reflects the biases and prejudices of the
medical professionals towards them, further amplified due to their
HIV status (Bharat 1999).
The studies discussed above are qualitative in nature.
Quantitative studies on AIDS impact are generally lacking in India.
One study by Gupta (1998) provides evidence for a substantial
level of economic impact of the epidemic on those infected and
affected by it. Another small-scale quantitative study with 125
positive people (60% men, 40% women) by Sathiamoorthy &
Solomon (1997) supports some of the findings of the qualitative
studies reviewed here. Highlighting the gendered impact of the
epidemic, the study reports that a higher proportion of women,
compared to men, experienced major problems with child care
due to lack of financial resources, violence with their homes
due to their HIV status, discrimination in receiving health care,
discrimination within their own homes, and in access to children.
Further, a higher percentage of women had minor/major problems
with caring for another person and lacked access to health care
due to non-availability of doctors for care, health workers’ fear of
AIDS and doctors’ refusal to treat them.

AIDS Intervention : Meeting Women’s Needs

Recognizing the vulnerability of women to HIV infection and
the scale of impact on their general well-being, health and on the
family as a whole, AIDS-related interventions focusing on women
are gradually gaining prominence in India. Most interventions are
initiated by health NGOs or community-based NGOs even as most
women’s organizations/NGOs in the country continue to treat HIV
as less problematic than some of the killer diseases. This section
presents a brief overview of select interventions that are sensitive to
women’s needs in general and/or to women infected and affected by
HIV/AIDS in particular. The interventions can be classified into two
broad categories:
•• Those that aim to reduce the vulnerability of women to STDs
including HIV infection.
•• Those that aim to mitigate the impact of the HIV epidemic on
women by catering to their needs of care, treatment and wellbeing.
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Interventions that Aim to Reduce Women’s Vulnerability

The goal of such interventions is broader, namely, to empower
women so that they are better aware and in control of their lives.
Typically, these interventions are integrated within the larger
programmes of family planning and more recently within the
government-backed reproductive health initiatives. The activities
are designed to improve the status of women in general and their
health, including sexual health, in particular, employing the strategy
of community involvement. Although HIV/AIDS, per se, is not the
central focus of a majority of the programmes, sexual vulnerability of
women and their exposure to various sexually transmitted infections
and sexual violence are important themes addressed. Some examples
of such initiatives are, MASUM, ASHA project, Myrada, SEWA-rural,
Population Services International and FPAI. Only two of them are
briefly described here.
MASUM (The Mahila Sarvangeen Utkarsh Mandal), operative in
30 villages of Pune district in Maharashtra, takes a feminist approach
to women’s health and locates HIV/AIDS in the broader context of
gender inequality and discrimination. Recognizing that women have
poor knowledge about their own bodies, sex and sexuality, and are
powerless in protecting themselves from risky sexual behaviour,
MASUM works to educate women about these issues and most
importantly works to empower women to negotiate for safer sex
(Shreedhar & Colaco 1996).
ASHA (AIDS and STD Health Action) programme of the Mumbai
Municipal Corporation (MMC) seeks to enhance women’s awareness
of their sexual health problems and their vulnerability to infections.
From focusing exclusively on the concerns of commercial sex work
in its initial phase, the programme has now widened to include
women from the general community (Pawar et al., 1996) and uses the
peer educator approach for spreading awareness on AIDS and their
vulnerability to it.

Interventions that Aim to Reduce the Impact of HIV Epidemic
on Women

These interventions include programmes that have been exclusively
designed for women infected/affected by HIV/AIDS, as well as those
that have expanded their focus to incorporate the concerns of women
in their ongoing AIDS intervention work. These programmes directly
deal with the issues that confront women in their struggle with the
epidemic. YRG Centre for AIDS, Research and Education (YRG Care)
in Chennai, Continuum of Care Programme in Manipur, and Salvation
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Army in Mumbai, exemplify interventions of the latter type, while
Committed Community’s Development Trust (CCDT) and Oasis
(India) are of the former type.
YRG Care (Chennai) is one of the earliest NGOs to focus on the
care and support needs of HIV-positive people in the country. Its
activities include continuum of care services (day care, hospital and
home-based care), training of trainers, consultation in sexual health,
care and support, and programme management. In recent years, HIVpositive women beneficiaries of the services have increased despite
stigmatization and discrimination because of their HIV status. More
specifically, the aim is to reduce the fear and stigma associated with
AIDS in the general community, to slow the spread of HIV through
education and counselling, and to empower HIV-positive women to
deal with violence faced at home and in the community.
CCDT, based in Mumbai, can be credited with being the first NGO
in the country to develop need-based services for women and children
infected and affected by HIV/AIDS. Its shelter home ‘Ashray’, for
children whose parents are infected or who are themselves infected
with the virus, has filled a significant gap in AIDS intervention work in
India. Through a host of services, the CCDT provides shelter, nutrition
and counselling services to women who are either caregivers to their
positive male partners or who themselves are in need of care. Two
notable features of the services are a night shelter for women and a
support group of HIV-positive people, including women and elderly
caregivers of positive people.
Another Mumbai-based NGO, whose services are designed chiefly
towards meeting the needs of HIV-positive women and their infected/
affected children, is the Oasis (India). The NGO actively networks
with several local AIDS organizations to identify women living with
HIV/AIDS in need of temporary shelter and rehabilitation. Such
women, with or without their children, are housed in a home located
outside Mumbai and given vocational training, besides meeting their
needs for treatment, nutrition and child care. The NGO also provides
temporary shelter to children (up to 12 years of age) orphaned by
the epidemic. Rehabilitation of the vocationally trained women
through job provision/search is a unique feature of this intervention
programme.
This section has highlighted only a few AIDS interventions
oriented towards women in India. It does not provide exhaustive
coverage of existing HIV/AIDS interventions. However, it directs
attention to the growing concern among interventionists to address
the needs of women who are caregivers to their positive partners but
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perhaps not the receivers of similar care. A much more comprehensive
documentation of AIDS interventions, with special emphasis on those
focusing on women, is required. Another urgent need is to evaluate the
contribution of these interventions towards mitigating the impact of
the epidemic on women and to review the assumptions that underlie
AIDS intervention programmes in the country.

Conclusion

Qualitative, micro studies from different parts of India provide
evidence that women share an unequal burden of the HIV epidemic.
Gender-biased norms and expectations, and the largely feminized
caregiving patterns in patriarchal India accentuate women’s
vulnerability on the one hand, and the impact of the epidemic, on
the other. The private domain of the family in India is increasingly
being made responsible for care and support functions in the context
of economic reforms and an inadequate health infrastructure. In such
a scenario, policies of home-based care are further likely to burden
women with negative consequences for their health and well-being, in
addition to taxing their ability to shoulder child care responsibilities.
Pauperization of women headed households resulting from the death
of the HIV-positive male who is the primary bread earner; violence
in women’s private lives due to partner’s HIV status; discrimination
faced in the household, community and the health setting; unequal
access to treatment, care and support; and similar other negative
consequences, point to the need to develop more gender sensitive,
need-based interventions.
Existing interventions by and large lack focus and do not entirely
cover HIV-positive women. Interventions that address gender issues
and the broader socio-cultural and economic contexts in which highrisk behaviour occurs are no doubt urgently required. But there is an
equal urgency to develop programmes to provide for positive people’s
care and support, including women’s need for economic assistance
with child care on short-term and long-term basis, support in their
caregiving roles, and enhancing their affordability and accessibility
to treatment and drugs. A focus on HIV/AIDS prevention efforts
is indeed laudable and urgent, but equally urgent are the care and
support needs of men and women who are already infected and
affected by the virus.
[Paper presented at the Seminar on “AIDS Prevention and Care for People
Affected by AIDS in India: A Transnational Perspective”, organized by IndoDutch Programme on Alternatives in Development (IDPAD), Amsterdam,
June 2001.]

290 | Care and Support: Systemic Approaches

References

Bharat S., 1996. Facing the Challenge: Household and Community Response to HIV/
AIDS in Mumbai, India. Geneva : UNAIDS/Mumbai : TISS.
Bharat S., 1999. HIV/AIDS Related Discrimination, Stigmatisation and Denial in
India. UNAIDS, Geneva.
Bharat S. & Aggleton P., 1999. Facing the Challenge: Household Responses to
AIDS in Mumbai, India. AIDS Care, 11(1): 31-44.
Bharat S., 2000. Perception of AIDS in Mumbai: A Study of Low Income
Communities. Psychology & Developing Societies, 2000 12: 43-65.
Bhende A.A., 1995. Evolving a Model for AIDS Prevention Education Among
Underprivileged Adolescent Girls in Urban India. Women and AIDS
Research Programme Report, Series No. 5 (International Centre for Research
on Women, Washington, D.C.).
Gangakhedkar R.R., Bentley M.E., Divekar A.D., Gadkari D., Mehendale S.M.,
Shepherd M.E., Bollinger R.C. & Quinn T.C., 1997. Spread of HIV Infection
in Married Monogamous Women in India. The Journal of the American
Medical Association, 278, 2090-2092.
George A. & Jaswal S., 1995. Understanding Sexuality. An Ethnographic Study
of Poor Women in Bombay, India. Women and AIDS Research Programme
Report, Series No.12 (International Center for Research on Women,
Washington, D.C.).
Gupta I., 1998. Planning for the Socio-Economic Impact of the Epidemic: The
Costs of Being Ill. In: P. Godwin (ed.) The Looming Epidemic. Mosaic Books,
New Delhi, pp. 94-125.
Initiatives: Women in Development (IWID), 1999. Community Research on
Gender and HIV/AIDS. Chennai.
Institute of Social Studies Trust (ISST), 2000. Gender Dimensions of HIV/AIDS:
A Community Based Study in Delhi, New Delhi.
North Eastern Network (NEN), 1999. Community Based Research on HIV/AIDS
in Assam.
Pawar A. et al., 1996. Women and AIDS Programme: An Effort to Reach Out to
Women’s Organizations in Mumbai. AIDS Update, 5 (July September).
Sathiamoorthy & Solomon S., 1997. Socio-Economic Realities of Living With
HIV. In: P. Godwin (ed.) Socio-Economic Implications of the Epidemic. UNDP,
New Delhi, pp. 71-100.
Shreedhar J. & Colaco A., 1996. The Mahila Sarvangeen Utkarsh Mandal,
Maharashtra. In: Broadening the Front: NGO Responses to HIV and AIDS
in India. New Delhi: Actionaid, The British Council and United Nations
Development Program.
Stree Adhar Kendra (SAK), 1999. Community Based Research on Gender and
HIV/AIDS. Pune.
UNIFEM, 2000. Gender Dimensions of HIV/AIDS: Community Based Studies.
New Delhi.

Need to Learn From the People

III.5

THE AIDS CONTROL PROGRAM –

A NEED TO LEARN FROM THE PEOPLE
Alpana Sagar

An important issue in the formulation of a strategy for disease
control is the understanding of the complexity of the factors involved
in the occurrence of, as well as in the spread of the disease concerned.
This understanding tends to be located in the dominant biomedical
paradigm of illness causation, ignoring the social determinants
of health and disease. However, the failure of the AIDS Control
Strategy highlighted the inter-relationship between societal factors
and the occurrence and spread of the disease early in its history. In
January 1988, in the London ‘Summit’ Conference on AIDS, Jonathan
Mann, the moving force behind the Global Program on AIDS, made
the observation that “…through this particular disease we are led
inevitably and irresistibly to larger and more general problems and
issues. We are committed not just against AIDS, but for health: not
just for today but for decades to come. AIDS is a threat but through it
we may realize the promise of health promotion and the potential of
primary health care, so that we may thereby come closer to the dream
of Health For All” (Banerji 1992).
Consequently, unlike many of the other disease control programs,
the AIDS Control Program is structured on the understanding that
factors influencing the occurrence and spread of AIDS are rooted
in the socio-economic context of people’s lives, and that AIDS is
not merely a biomedical issue, but a development issue. The AIDS
Control Program speaks about not only the need to diagnose and treat
those patients suffering from AIDS, but also to bring about contextual
changes that can contribute to a decrease in high-risk behavior.
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The question is whether the AIDS Control Program is actually
geared towards changing structures that cause high-risk behavior
or is it attempting to change high-risk behavior only through IEC
(Information, Education and Communication)? It is important to
make this distinction, as any claims of changing “high-risk” behavior
would need to have two prerequisites. On the one hand, any program
with this claim is expected to comprehend the logic behind behavior
– in this case health behavior. This includes an appreciation of the
steps taken by people to maintain health and their response to health
institutions when ill. In addition, it is expected that there would be an
understanding that this health behavior occurs within the context of
the community’s overall way of life including its social and economic
dimensions.
An understanding of the various facets of health behavior
demands an insight into the social, economic and cultural context of
people’s lives. This is extremely important in formulating successful
disease control programs. The social acceptability, along with the
success or failure of programs, depends to a large extent on whether
it actually understands the social determinants of the disease, the
patient’s perspective and whether it meets the patient’s needs with
this understanding. Medical personnel invariably view a problem of
ill health differently from those affected by it. Not only because they
often belong to different classes, but also because one is the healer
and the other is the one seeking to be healed. While doctors tend to
consider only the pathological aspects of the disease and treatment of
the same, for patients the problem of ill health and disease is rooted in
the very circumstances of their lives. This schism in the understanding
of disease tends to affect the solutions offered to patients by the health
services, where experts do the planning and patients have little to
offer. This in turn shapes the response of the patients towards the
caregivers and the services they provide. Therefore, in order to meet
its operational objectives, i.e., to keep down infection rates, to reduce
blood borne transmission to less than 1%, to increase awareness and
condom use to 90% (NACO 2002), the AIDS Control Program needs to
improve its understanding of patient behavior.
This is an important concern since a program and personnel that
fail to understand people’s needs or their behavior may consider the
patient’s behavior apparently non-health seeking and endangering
their health. What is not realized is that within the constraints of their
context, they may be ‘rational.’ Yet, because the program is not in
consonance with people’s health seeking behavior, it may be unable
to meet their needs.
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Using the parallel of maternal care services, this article illustrates
the importance of an understanding of patients’ perspectives and the
factors influencing their actions and health/ill health. This is done
using data from a study carried out by the author in the Gautam
Nagar slum of Delhi over a period of seven years. The study focuses
on the perceptions and experience of 200 pregnant women from the
slum over the period of their pregnancies to six weeks postpartum. In
addition, their experience with the medical system was studied.
The insights gained from this work help in an understanding of the
women’s views of the causes of ill health during pregnancy, as well
as of their understanding of antenatal care. The discrepancy between
the women’s understanding and that of the doctors was seen to mold
to a large extent the inability of the maternal care services to improve
pregnancy outcomes. Additionally, the social response to women’s
ill health was observed to affect their utilization of the services. An
attempt has been made to show that parallels can be drawn between
these women’s response to the health care system and that of AIDS
patients to the same system. The study under consideration illustrates
the alienation of these services from the people they are meant for, and
also demonstrates how to bridge this gap.

Schism Between People, Doctors and Policy Makers – A
Holistic Vs. a Reductionist Approach

The maternal health program stresses schemes for improving
obstetric services, institutional care and delivery for all pregnancies,
and treatment of reproductive tract infections (RTI) (GOI 20012002). This indicates that doctors and health policy planners believe
that obstetric services and treatment of RTIs would ensure that all
problems of ill health during pregnancy would be solved for women
in India.1 This understanding in turn leads to the medical belief that
if antenatal care is unable to improve the outcomes of pregnancy, it
is because women are not following the regime instituted for them!
However, if one steps back and asks women their opinion of the
value of antenatal care in improving health during pregnancy (as
was done in the Gautam Nagar slum), it is seen that women are very
categorical about the fact that their poor health during pregnancy is
1

It is immaterial that this belief is refuted by studies that have shown
that very often antenatal care by itself cannot change women’s health or
outcomes of pregnancies (Oruambo et al., 1989; Ransjo-Arvidson et al.,
1989; Winkvist et al., 1998, pp. 656-661; Pattison et al., 1990; Jackson &
Robinson 2001, pp. 625-630).
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a continuation of their previous poor health and is related to their
overall living conditions.

Living Conditions Vs. Purely Medical Interventions

While medical professionals believe that dyscrasias occurring during
pregnancy are merely overt pathological manifestations of pregnancy
and are amenable to purely medical interventions, the women usually
know better. Most of them are able to link their poor health during
pregnancy to their overall lives. Of the 200 women interviewed,
about 56% felt their economic distress was often responsible for their
poor state of health. All felt that pregnancy was not separate from,
but was part and parcel of, their life. Doctors and policy makers do
not understand that for the economically underprivileged women,
antenatal care is much more important than medical services. As
some women said, “For good health in pregnancy what you need is
good food, rest and freedom from tension. Then you will be healthy.”
For women, therefore, good nutrition and rest are as important, if not
more, than good quality medical care. Since these women are illiterate
and, therefore, assumed to be neither “rational” nor “scientific,” it
is surmised that they can have no contribution to make towards an
understanding of how to improve health during pregnancy. Thus, no
attempt is ever made to incorporate their understanding into present
day antenatal care.
Additionally, due to economic and social constraints, women
come to the doctor only when they feel their ill health necessitates
it. Unfortunately, this kind of behavior gives rise to the medical
opinion that women do not understand the importance of medical
care. Obviously, in such a situation, the emphasis remains on better
IEC techniques and on increasing the motivation of women to avail of
maternal care facilities.
Similarly, while doctors recognize that exposure to the HIV
virus is due to social and economic compulsions, they still think
that all that is needed to change “high-risk” behaviors is IEC, and
that anti-retroviral drugs are the mainstay of treatment. Therefore,
if people do not change their “high-risk” behavior, in spite of
having heard of the need for such a change from IEC, they are
termed obdurate or fatalistic, and changing this behavior becomes
a new issue and BCC (Behavior Change Communication) becomes
the substitute!!
Since the data on HIV/AIDS patients is “anonymous,” there is no
socio-economic classification of patients. However, qualitative work
has shown that a large number of these patients are poor and many
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are housewives who are infected through their husbands, who often
themselves may not have known their own HIV status (Bharat 2001).
Other women who may be infected could be commercial sex workers.
To offer IEC to these housewives to change their “high-risk” behavior,
or to women in prostitution whose income depends on “high-risk”
behavior, does not seem either rational or scientific!

Concept of Exacerbation of Pre-Existing Ill Health Vs.
Concept of Specific Monocausality

If we consider disease profiles of non-pregnant and pregnant
women in the study (Tables 1 and 2), the following can be observed:
Table 1
Complaints of Non-Infectious Diseases Among Pregnant and
Non-Pregnant Women
Non-Infectious Diseases

Pregnant Women

Non-Pregnant Women

Anemia

27%

16%

Hyperacidity

15%

5%

Table 2
Complaints of Infectious Diseases Among Pregnant and
Non-Pregnant Women
Infectious Diseases
Respiratory tract
Alimentary tract
PID
Skin

Pregnant Women
11% (78)
5% (38)
3% (21)
1% (9)

Non-Pregnant Women
18% (104)
11% (63)
10% (59)
3% (20)

Fevers

5% (39)

3% (19)

Urinary tract infection

1% (6)

2% (14)

26% (191 of 734
problems)

47% (279 of 592
problems)

Total

The above data shows that there is a remarkable similarity in the
pattern of ill health between both non-pregnant and pregnant women.
It substantiates the fact that the health of women before pregnancy
influences their health during pregnancy. While the prevalence of
infectious diseases is not very markedly affected by pregnancy, noninfectious diseases such as anemia, gastritis and associated problems
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like tiredness that were affected by food availability and stress and
strain, increased markedly during pregnancy.
What is interesting to note, is that doctors are so busy giving
antenatal care that they often miss out on the fact that these infectious
illnesses or problems of anemia have been these poor women’s
companions throughout life and are now merely being exacerbated.
They, therefore, often do not realize the correlation between the
women’s general ill health and their ill health during pregnancy and
that nutritional supplementation and overall improvement in health
can improve pregnancy outcomes. Thus, often the fact that pregnancy
only exacerbates pre-existing ill health is missed.
While the mainstay of AIDS treatment is considered to be antiretroviral therapy, it is worth keeping in mind that these patients
die not of AIDS per se, but of the common infections that are the
cause of recurrent ill health and finally, death in AIDS. For example,
tuberculosis, diarrhea, pneumonia, malnutrition and fungal
infections are some of the commonest infections in AIDS (NACO
2002). These infections do not occur only in patients with AIDS, but
are some of the overall most common infections causing mortality
(Table 3).
Table 3
Time Trends in Percentage Proportion of Death

by Communicable Diseases and Anemia
All Ages
Communicable
Diseases
Respiratory
TB
Gastrointestinal
Malaria
Measles
Total
Anemia

1970

1980

1983

1988

1990

1995

1998

3.92
9.62
13.37
0.10
0.85
27.86
-

8.62
6.96
9.12
1.26
0.49
26.45
4.31

9.05
6.97
9.56
1.85
0.40
27.83
4.46

8.74
7.07
9.36
1.04
0.63
26.84
4.03

7.75
6.64
9.58
1.03
0.23
25.23
4.29

7.30
6.15
7.75
1.84
0.56
23.60
3.5

8.14
5.8
6.5
0.8
0.2
21.44
4.1

Source: Survey of Causes of Death (Rural), Annual Report 1970 – 1998, Office
of the Registrar General, India.

However, doctors often consider anti-retroviral therapy as the only
treatment for AIDS patients, and often miss out on the fact that merely
handling these common infections and nutrition may well improve
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the patient’s quality of life, as has been shown by work done in a
government hospital in Gujarat (Bhargava 2002).
An emphasis thus needs to be placed on an intersectoral strategy
to improve overall living conditions and to reduce the conditions in
which many communicable diseases thrive, such as poor environment
and poverty. These problems of diarrhea and tuberculosis need to be
tackled on a countrywide basis through the general health services,
the primary place patients suffering from synergistic infections
obtain care. To therefore concentrate on a vertical program for AIDS
(as is happening) to the detriment of the general health services is
counterproductive. In this context, it is important to see budget outlays
for AIDS and Communicable Diseases (Table 4).
Table 4
Budget Outlays for AIDS and Other Communicable Diseases
Outlay for National AIDS Control Project Phase-II
(1999-2004)
IDA
USAID for AVERT (Maharashtra)
DFID for Sexual Health Projects – Andhra Pradesh, Gujarat,
Kerala, Orissa
Total
Approximate amount to be spent on Communicable
Diseases 1999-2004

Rs. in Crores
1,155.00
166.00
104.00
1,425.00
1,870.48

Source: Combating HIV/AIDS in India 2000-2001, Budget docs 1999-2003,
revised estimates 2003-2004 budgeted estimate.
Communicable diseases include Malaria, Kala Azar, Filaria, TB, and
Leprosy.
Malaria Control funds include Japanese Encephalitis and Dengue.

This reveals that the budget for AIDS alone is almost as much as
for all the other important communicable diseases combined. This
would mean a decline in the quality of National Health Programs and,
therefore, the General Health Services.

Social Barriers to Accessing Care

Studying pregnant women revealed once again the problems
for patients in accessing medical care. Issues of time, unnecessary
procedures, unsympathetic and brusque personnel, and an overall
unfriendly atmosphere were cited as reasons for not seeking care
in public sector health institutions. Similarly, in the case of AIDS,
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we find that the response of health providers is often why patients
choose not to access medical services. Not only do they face all the
common problems of accessing health services, but their problems
are compounded by the stigma and discrimination faced by those
with AIDS. It is an interesting issue that a reason for this stigma is the
quality of IEC that was practiced to change high-risk behavior.
For the health service system to truly help in improving health
of the people, quality services need to incorporate a dialogue
between physician and patient, which would help medical personnel
understand people’s health as well as their health seeking behavior. A
non-judgmental understanding of people’s health culture can only be
achieved by understanding the circumstances of their lives.

Lessons Learnt - Bridging the Gap

The above exercise has demonstrated that transposing the experience
of maternal health care to the case of AIDS helps in understanding as
to why the AIDS program must have an economic as well as a societal
perspective. Just as women’s health during pregnancy is an outcome
of their total existence, AIDS also has a social background. Ignoring
social, economic, and cultural structures that often leave people
powerless and vulnerable to infection, and instead concentrating
on medical services after one has a disease, is no solution. The AIDS
Control Program needs to understand patients’ perspectives, their
problems and their awareness as to why the disease occurs, and to
incorporate it into the AIDS discourse. This approach would be more
functional rather than trying to change people’s behavior without
realizing that all behavior is a function of one’s life situation.
It is obvious that the problem of AIDS needs a multi-pronged
approach. While the social and economic situation of the patient is
extremely important, the response of the health care system (and
patient’s resultant utilization) is equally critical. The health care system
must be geared towards contextualizing people’s needs. The health
services must go beyond a biomedical perspective. Medical personnel,
too, need to learn from those with the disease and those vulnerable to
it, how they regard it, and how they think they can deal with their
illness in their specific situation. Only through such a dialogue can a
comprehensive understanding of the situation be developed – the first
stage in the development of an effective approach to tackle AIDS.
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A Framework for Multisectoral Programming: An African Perspective

III.6

A FRAMEWORK FOR MULTISECTORAL
HIV AND AIDS PROGRAMMING AT
DISTRICT AND COMMUNITY LEVEL:
AN AFRICAN PERSPECTIVE
Françoise Jenniskens, Ietje Reerink, Dick Schapink &
Madeleen Wegelin-Schuringa

Introduction

The work presented in this paper is based on a multi-country study
carried out by KIT (The Royal Tropical Institute, Amsterdam) in 1999
and 2000, commissioned by the World Bank (ACT Africa team, Rural
AIDS Initiative) and financed by UNAIDS. The strategy paper takes
stock of “best practice” and experiences in supporting communities
in their response to HIV/AIDS in several African countries. It draws
lessons from Burkina Faso, Guinea, Cote d’Ivoire, Malawi, Nigeria
and Tanzania.
The paper builds on lessons from integrated rural development
programmes of the 1970s and 1980s that: it is impossible to successfully
implement multisectoral programmes by relying on central sector
agencies and central co-ordination. Instead, such programmes must
be co-ordinated at the district level and executed in collaboration with
communities. Local partnerships, consisting of key groups from the
community, service providers, frontline workers, village government
and facilitators (catalysts) should, therefore, plan and execute their
own HIV/AIDS programmes, combining their own resources with
matching grants from donors or their own governments. These
partnerships should obtain training and technical services from
governments, agencies, institutes, the private sector and NGOs.
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Global Impact of HIV and AIDS

There is no doubt that the HIV/AIDS epidemic has had a devastating
effect on the economies of the most severely affected nations. Costs are
not only financial, but also fundamentally social and psychological
in nature. There is no easily conceivable way of measuring all these
costs, but it is possible to explore the ways in which the disease affects
different economic sectors. In all sectors, HIV increases absenteeism,
reduces productivity, imposes additional costs in training and hiring
new recruits, increases spending on health care, retirement and death
benefits. By affecting the most economically active age groups, HIV/
AIDS affects the very people who are needed to advance national
socio-economic development. Whole generations of civil servants,
teachers, health workers and other skilled professionals are being lost,
and in this way, the epidemic is quickly eroding the human capital of
African nations.

Why Do We Need a Multisectoral Response for HIV and
AIDS?

While AIDS is the result of infection with a virus that is primarily
transmitted sexually, a proper understanding of the underlying causes
of the HIV/AIDS pandemic is not possible without moving beyond
the biomedical point of view. At the root of transmission lie sociocultural, psychological, political, economic and gender issues, and the
key to solving the AIDS problem lies in an intimate understanding of
these factors that drive the pandemic.
HIV/AIDS is strongly related to poverty in two ways: poverty
enhances vulnerability to HIV/AIDS and AIDS exacerbates poverty.
Poor people have less access to information, health services, and
fewer means to protect themselves against STD/HIV infection.
Malnutrition and poor living conditions increase the risk to other
infections (like TB). Poverty is not only related to lack of income,
but also to phenomena like empowerment, dignity, security and
vulnerability. The concepts of empowerment, dignity, security and
vulnerability are key factors that characterise the relation between
poverty and HIV/AIDS.
Poor people often have to choose livelihood strategies that make
them vulnerable to acquiring HIV infection. For example, many
poor people migrate from their villages to towns, cities and other
places where they hope to find employment. Long absence from the
home environment, lack of access to medical care, alcohol and other
substance abuse, and presence of sex workers make men vulnerable
to having multiple sexual contacts. For some women the pressures of
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poverty may lead them to engage in commercial sex work to support
themselves and their families.
HIV/AIDS deepens poverty. The individual is usually the first
to suffer, but immediate effects are also felt quickly at household
and community levels. Families are confronted with high medical
expenses, funeral costs, loss of labour and increasing numbers of
orphans. Savings are used to pay doctor’s fees, instead of investing in
education and other productive activities.
Poverty in itself relates to many sectors in society and AIDS
exacerbates these effects. The health sector is affected by increased
demand for services, and illness and death of health workers and their
families. The educational sector is also affected by illness and death
of teachers. Also, fewer children are able to attend school, as they are
needed at home to care of the sick and till the land. The same can
be said for almost every sector in society. The worst affected sectors
are often those with a highly mobile workforce such as the transport
industry, armed forces, seasonal farm labour and construction work.
Box 1
Kenya: HIV and AIDS and the Commercial Sector
(Meso-Level)
Some companies in Africa have already experienced the impact of
HIV/AIDS on their balance sheet. Managers at one sugar estate in
Kenya noted increased absenteeism (8,000 days of work lost due
to sickness between 1995 and 1997); lower productivity (a 50%
drop in ratio of processed sugar recovered from raw cane between
1994 and 1997); and increased cost of overtime for workers filling
in for sick colleagues. Costs of social benefits related to HIV
infection have risen sharply in the same company, due to funerals
and health care costs.

The continuing spread of HIV and AIDS is a serious obstacle to
the realisation of international development targets. AIDS is one of
the many critical problems for development because of the number of
people affected and its impact on meso- and macro-level. The epidemic
affects gender relations, the dependency ratio, health, education,
industrial and agricultural sectors and national economic production.
Therefore, a multisectoral approach is required to make the struggle
against AIDS most relevant and effective.

Problems Faced By HIV/AIDS Programmes

Despite a growing body of small-scale successes, the literature
reveals that most community-based HIV and AIDS prevention,
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mitigation and care initiatives face similar constraints in sustaining
and improving their programmes.

Most Frequently Mentioned Constraints Include:

•• Insufficient political will and commitment
•• Insufficient co-ordination among donors, financing institutions
and national governments
•• Insufficient financial resources
•• Limited management and organisation skills - both of governmental
sectors and structures, as well as within CBOs (Community Based
Organisations) and NGOs
•• Culture of silence and denial still not overcome
•• Many skilled people dying of AIDS
•• Insufficient capacity to monitor and evaluate programme
performance
•• Insufficient capacity to further build on effective approaches
•• Little experience with multisectoral programming
•• Limited scale of effective interventions
•• Little focus on empowerment and social mobilisation of
communities
•• Stigmatisation of PLWHAs and too little participation of PLWHAs
in aids response development
•• Lack of focus on behaviour change interventions
•• Few possibilities to enhance the economic status of people (people
have too few options available to choose how to live their lives)
•• Insufficient quality and coverage of health care services and of
culturally appropriate counselling
•• Few initiatives have been evaluated for their effectiveness and
virtually none for their costs to society
All these problems and probably many more contribute to the fact
that only in a few countries, responses to HIV and AIDS have resulted
in reducing the effects of the pandemic.

Aims and Objectives of the Framework for Multisectoral
HIV and AIDS Programming At District and Community
Level

During a workshop held in June 2000 in Mwanza (Tanzania),
participants from all over Africa agreed that the overall aim of the
strategic framework was:
To strengthen and build upon existing organisational structures for
a multisectoral response to HIV/AIDS prevention and mitigation
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through community mobilisation, with support from all appropriate
levels and sectors.
Participants at the workshop agreed that social mobilisation is at
the core of the framework for action, especially at community and
district level. They also considered it a key strategy for nationwide
multisectoral efforts. Yet this process should be complemented by
other sectoral interventions. Significant and sustainable results
are most likely to be in an enabling environment that includes, for
example, improved health and education services, and improved
rural infrastructure. When integrated into broader sectoral efforts, this
process can result in: a reduction of individual, social and economic
factors facilitating the spread of HIV/AIDS; and mitigation of the
impact of AIDS.
The framework of action is based on a process of social change.
Broadly speaking, the process involves the sensitisation of social
actors based on social and cultural conditions facilitating the
spread of HIV/AIDS and support for their efforts to change
these conditions. Supporting a community mobilisation process
often does not require major resources. To initiate and maintain
such a process requires capacity building and support for local
organisations. Once organised, communities need access to
resources for activities directly related to social mobilisation
and mitigation of HIV/AIDS. In addition, they need resources
for social and economic development. Without these resources,
communities will not be able to develop sustainable solutions to
diminish the impact of AIDS.
The framework, therefore, proposes actions along the following
lines:
•• Development of mechanisms to empower communities to
conduct gender sensitive analysis for making action plans and
implementing them
•• Institutionalisation of an effective multisectoral district body
providing leadership in HIV/AIDS prevention and mitigation
actions and supporting community initiatives
•• Organising effective collaboration between national AIDS coordinating bodies to create momentum and means for participatory
approaches for HIV/AIDS response development
•• Development of a mechanism to channel funds effectively from
national to community level
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How to Achieve the Aims of the Framework?

In essence, what is needed is a change in thinking about
development and how to address the HIV/AIDS pandemic. The
change in paradigm is already taking place in some African countries.
More specifically, the following is needed:
1.
A shift from individual to social vulnerability
2.
A shift from isolated interventions to the involvement of all
stakeholders with an emphasis on vulnerable groups at the
different levels
3.
A shift from working with the health sector only to involve all
sectors in the response
4.
A shift from project strategies to “people strategies”, where
partnerships are formed, and ownership of the problem and its
solutions lie with all the stakeholders at:
•• The local level by the community
•• The district level by a joint network of actors under the
overall guidance of the district council
•• The national level by a multisectoral HIV/AIDS Committee,
spearheading and supporting the expanded response

The underlying principles include the notion that:

•• Social mobilisation processes are people-centred
•• Gender issues and culture must be addressed specifically
•• Learning by doing methodologies and learning from others in
similar settings provides a stimulus to people
•• Each sector has to take responsibility and do what lies within its
mandate
•• The district is the level for co-ordination of the response
Fig. 1 illustrates how the different levels in society interact and the
main roles and responsibilities for each level in promoting behaviour
change and mitigating the effects of AIDS.

The Basis for the Framework for HIV/AIDS Action:
Community Learning and Social Mobilisation

Fig. 2 presents the planning and learning cycle of social mobilisation.
The cycle is based on the methods for active participation and adapted
by the Tanzania Netherlands Support on AIDS project (TANESA) for
an HIV/AIDS action programme. The stages in the cycle are:
•• Situation analysis: community analysis of risk and vulnerability
•• Develop a vision of an enabling environment conducive to change
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Figure 1
Schematic Presentation of the Emerging Approach to Promote Behavioural
Change to Control the Spread of HIV/AIDS
••
••
••
••
••
••
••
••
••

Society
Political support/Media support
Poverty reduction and development
Expanded health services
Mainstreaming HIV/AIDS into sector planning
Supporting an expanded response
Employment opportunities for youth
Income generation for women and other groups
Addressing gender inequality
Decentralisation/Health reforms
Facilitation Support at the District Level
•• Political support/Media support
•• Basic health services: STD/STI and TB; continuity of care;
referral options; voluntary counselling and testing; safe blood
transfusions
•• Mainstreaming HIV/AIDS into district planning
•• Facilitating local response development
•• Employment opportunities for youth
•• Income generation for women and other groups
•• Addressing gender inequality
•• Decentralisation/Devolution
Community
•• Gender sensitive community actions for a supportive
environment for behavioral change
•• Creating economic opportunities
•• Priority for vulnerable groups
•• Priority for high transmission areas
•• Community actions to strengthen care and support
••
••
••
••

Organisational
Workplace support
Workplace actions
Mainstreaming HIV/AIDS
Involve existing rural programmes
Interpersonal
•• Positive peer pressures for behavioural
change
•• Changing gender inequality
•• Priority for the most vulnerable groups
Individual
Behavioural Change
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•• Identify obstacles and opportunities to create an enabling
environment
•• Choose strategies to deal with the obstacles and strengthen
opportunities
•• Analyse what can be done by the community and where external
assistance is needed
•• First actions focus on success and confidence building
•• Self-monitoring and evaluation of the actions reinforces the
process
After the evaluation, the communities enter into a new and
hopefully improved situation, and subsequent actions can be
developed following the same pathway for change.
Figure 2

Stages in the Planning Cycle for Community Mobilisation
Situation Analysis
Risk and vulnerability
analysis
Care and support
systems

Community
Monitoring and
Evaluation

Responses
Community
Actions

Confidence
Building
Action makes a
difference

Strategy Development
Strategies to deal with
obstacles and strengthen
opportunities
Best practices inputs

Vision Development
Determinants
of enabling
environments

Problem Analysis
Obstacles and
opportunities for an
enabling environment
Ideas from communities
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The Types of Response Development in a Social
Mobilisation Programme

Moving from a ‘best practice’ community analysis, the stages
of response development can be determined. When response
development between the different countries is compared, it can be
concluded that the higher the HIV prevalence, the further along the
community will be in its response development, according to the
seven stages next described.

Stage 1: Awareness Promotion About the Epidemic

In all countries visited by the team, awareness campaigns are
well on their way using a variety of media approaches. However,
there exists a tendency to sensitise the population with the same
old messages of abstinence, faithfulness and condom use. In many
countries, awareness levels may measure as high as 90-95%. While
awareness of the general population is known to be a prerequisite,
it is not sufficient to lead to behaviour change. Given the high level
of awareness about these preventive measures in sub-Saharan Africa,
other components of behavioural change interventions must be added,
such as life skills training, peer education and provision of condoms.

Stage 2: Promotion of Behavioural Change Actions

Community involvement in HIV/AIDS seeks to stimulate a
community’s own critical assessment of risk and vulnerability with
respect to HIV/AIDS, and to enable processes in which they develop
their own appropriate response. Most communities need some initial
guidance to effectively reduce the incidence of new HIV/AIDS
cases.
Mapping of risk sites in the community is a good tool to visualise
where risk behaviours and vulnerability take place in the community.
For example, it indicates places where people socialise and where they
look for new sex partners, and it also shows that not all sexual acts are
voluntary. Once people have identified the risk areas in the community,
they will analyse factors of vulnerability by asking themselves why
is it so difficult to avoid risk behaviour, despite knowing the basic
facts about HIV/AIDS and having access to condoms. Based on the
vulnerability analysis, the community makes decisions on actions to
reduce vulnerability to HIV/STI (sexually transmitted infections) risk
behaviour. To show differences in vulnerability for men and women,
it is recommended that the mapping be done by groups of women and
men separately. Other vulnerable groups like youth should also follow
this process separately. It is important that different groups present
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their maps and analysis to each other along with their proposed
actions to stimulate discussion between the different groups.
Box 2 presents an example of actions taken by the Kisesa community
in Magu District, Tanzania.
Box 2
Example of Actions to Create a More Supportive Environment
for Behavioural Change
1. Change in closing timings of bars and local beer shops.
2. Imposing restrictions to prevent youth from entering drinking
establishments.
3. Official meetings in the community should always address
HIV/AIDS issues.
4. Traditional dances close before darkness falls.
5. Women collect water/firewood after dark only when men
accompany them.
6. Ensure condom availability at places where people meet new
sex partners like bars, guesthouses, market places, etc.
7. Community drama groups present results of the mapping
process and actions to the wider community, and stimulate
discussion between men and women, boys and girls.
8. Community asked for improved STI services, especially drug
availability.
9. Community asked for improved and more youth-friendly
sexual and reproductive health (S and RH) services.

Stage 3: Linking HIV Vulnerability to Underlying
Development Factors

When communities are asked to identify reasons as to why it is
difficult to avoid risk behaviours, they mention socio-economic causes
such as unemployment among youth, poverty leading to survival
through commercial sex by women and girls, unequal gender relations
and even sexual abuse. Examples of socio-economic development
programmes that can reduce vulnerability include scholarships for
the continuation of school education, vocational training and creating
rural industry and the establishment of credit co-operatives for women.
Especially in this phase of the social mobilisation development, there
is a need for multisectoral support from structures/departments/
organisations that address such broader issues. Development actions
will create a positive environment for behavioural change as they
bring hope for the future and can contribute to income generating
opportunities for women and youth. In addition, they will be the
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first steps towards mitigating the development impact of AIDS in the
rural/agricultural system.

Stage 4: Analysing the Impact of the Epidemic on the
Community

The need to address the consequences of AIDS can be reflected, for
example in the collapse of traditional coping mechanisms, an increase
in the number of AIDS cases and a rise in the number of orphans.
Many communities underestimate the impact of the epidemic on
their own community because AIDS often is an invisible disease.
When people are asked about AIDS in their community, their answer
often masks uncertainty. In most places, very few people are actually
tested and thus uncertainty prevails about the extent of HIV-infection.
Due to the strong stigma, people with HIV/AIDS often shy away
from the public eye. Thus, the need for improved care and support
remains suppressed. Participatory diagnostics within the community
are essential to provide insights into the magnitude of the problem
locally.
Such diagnosis can be done by, e.g., looking at the number of
people who have died over the last few years who were in their prime
age; looking at the number of orphans in the community; and making
an inventory of voluntary care initiatives. Communities are also
encouraged to look at how the early death of young and active people
affects production and distribution of resources in the community, and
to identify vulnerable families. This is important for well-functioning
care and support structures.
Box 3
Lessons from the Regional and Community Level in
Côte d’Ivoire
•
•

•
•

Indicators for the effectiveness of an intervention in a
community must be defined by the community itself and not
by outsiders since it is an essential part of their learning.
Scaling-up should start at the bottom; the first priority is
from one community to another, the second priority from one
sub-district to another sub-district, and then onwards from
district to district.
A regional team of (part-time) communication and AIDS
trainers should be capable of identifying training needs of
personnel at all levels.
Each superior level should have a facilitating supportive role
towards a lower level, and this should be an official part of their
job description so that their performance can be monitored.
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•

•
•

Voluntary work in the fight against AIDS is possible and
essential when it comes to IEC (information, education and
communication)/prevention activities. It guarantees the
commitment of the people involved. To stimulate voluntary
work, a charismatic and committed leader who can set the
right tone and example is essential.
Knowledge of and insight into the local environment, respect
for the prevailing social order and communication lines are at
the basis of community interventions.
The programme activity plan must be co-ordinated at an
administrative level that is on the one hand accepted by the
state, and on the other hand recognised or chosen by the
population; it should have a minimum management capacity
and be allowed to manage its own funds.

Stage 5: Dealing with Stigma

One of the most neglected aspects of the HIV/AIDS epidemic
is dealing with stigma. Communities should analyse what stigma
exists in the community for individuals that have developed HIV/
AIDS. This includes stigma attached to families/care takers and the
community at large. Stigma can be reduced by a variety of strategies,
as Box 4 indicates.
Box 4
Reducing Stigma in the Community
•
•
•

More individuals need training to deal with the negative
psychological problems related to stigma.
Care, support and continuous counselling will help infected
individuals and their families.
More families need to be exposed to ways of coping with the
stigma often related to caring for an AIDS patient. This will also
teach communities to deal with prejudice regarding PLWA.

Discussions in the community about the prevailing faces of stigma
will make it possible for communities to be more caring and to improve
support for PLWA, their families and orphans.

Stage 6: Strengthen the Existing Coping Mechanisms in the
Community

Communities need assistance to analyse existing/traditional
coping mechanisms and to develop means of strengthening them
without becoming fully dependent on outside resources. In many
communities, different organisations, especially religious ones, have
developed care and support initiatives.
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Box 5 summarises a support mechanism in one region of
Tanzania.
Box 5
Traditional Coping Mechanism
In Mwanza Region, Tanzania, ‘Ifoghongo’ schemes are revived in
urban and rural areas to assist families in the event of a crisis like
a funeral. In case of a death in any family in the neighbourhood,
all neighbours contribute cash to support this family. Membership
is informal but not voluntary: If a family decides not to contribute
to crisis situations of others, this family will not be supported in
any way by the neighbourhood in case of a crisis and nobody will
attend the deceased member’s funeral. This coping mechanism
could be expanded to include schemes to care for a chronically ill
person and orphan support, for example.

Beyond analysing coping structures, co-ordination at the village or
ward level often needs improvement. For this a thorough inventory
should be made of the actors involved in care and support in the
community including all religious organisations, NGOs and CBOs,
and sectoral services. Co-ordination at the ward level should honour
existing community-based initiatives and aim at strengthening
services, including assistance to vulnerable families with sick persons
and orphans.

Stage 7: Improve Essential Services for Care and Support

Many PLWHAs and their care takers do not present themselves
as such to the health services as the quality of services is generally
perceived as poor and they fear further stigmatisation. Voluntary
testing and counselling remains rare in most communities. Little
experience exists to date with programmes that teach people how
to live positively with HIV/AIDS. Improved basic services would
make it easier for people to ask for help and also reduce stigma as
basic health needs are being met. In many communities, home-care of
PLWHA is the norm and community initiatives are needed to improve
the quality of such care. For home-care to be most effective, it needs
the backing of basic health referral services.
Voluntary groups can organise regular home visits to families
who take care of PLWHAs. The involvement of PLWHA and their
caregivers in planning and coordination is an important asset for a
care and support programme; not only to build their confidence and
reinforce their role in the community, but also to benefit from their
experience and to best prioritise mitigation needs.
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Box 6
Involving PLWA in Prevention and Care Programmes
1.
2.
3.
4.
5.
6.
7.

Involvement in planning for a community prevention, care
and support programme.
Support to home visiting schemes.
Support to counselling services to help encourage people to
disclose their HIV status.
Involvement in the training of home visiting teams and care
givers.
Participation in community events.
Involvement in monitoring and evaluation.
Assistance in the mobilisation for resources.

An empowered community is more likely to request improved
health services for the PLWHAs and their families or caretakers in the
community. Improved services should focus on:
1. Referral Support. Essential for proper care and support is the link
between home-care and referral support at the dispensary, clinic
or hospital. The need for assistance is more pronounced when
the home kit does not supply the drugs. TB treatment should
be readily available from the health services, as in sub-Saharan
Africa some 50-60% of people with TB are also infected with HIV.
Drugs to treat opportunistic infections (TB, STIs) should be readily
available and accessible at health services.
2. Information. Information on how to take care of a PLWHA has
to be available for PLWHA and their caretakers at the health
facility. Training and information should also be provided to the
community caregivers and the home visiting teams.
3. Counselling Support. Initiatives are needed for voluntary and
confidential testing and counselling services at the district level
and below. When stigma reduces in the community and improved
care and support become available, an increasing demand for
counselling services can be expected.

Who Are the Main Actors in the Response?
The National Level

The process of scaling-up a social mobilisation programme
cannot be owned by a single sector, but necessitates a multisectoral
structure that includes agriculture, health, social welfare, education,
and rural development. At the national level it is recommended
that this process be owned by the National AIDS Committee, at the

314 | Care and Support: Systemic Approaches

district level by the district council, and at the village level by the
village social services committee or alternatively, the AIDS action
committee. Different actors operate at each of these levels and to
develop an efficient and fast response, they need to know their
respective roles and responsibilities. For this, clear guidelines and
tools are needed to assist them in carrying out their tasks and in
many instances more effective partnerships need to be formed to
facilitate sharing of resources and practices. The overall task of the
national level committee is to create an enabling environment at
the national level and to co-ordinate and delegate activities to the
implementation level.

The National AIDS Committee/Commission (NAC) –
National AIDS Control Programme

In many countries, planning for HIV and AIDS by the NAC has
changed from making medium-term plans (MTPs) to the development
and coordination of a national strategic framework for HIV/AIDS.
The MTPs focused mainly on the bio-medical components of the
epidemic, while the national strategic plans mobilise collective action
to address the social, economic, cultural and political determinants of
the epidemic.
The NAC is best-placed as co-ordinator of the scaling-up process
for a social mobilisation programme. Monitoring, evaluation and
progress reporting are also the responsibility of the NAC. Placing the
NAC directly under the office of the President or the Prime Minister
provides the opportunity for multisectoral approaches, and lends the
NAC credibility and visibility.

Tasks and Responsibilities of the NAC
1.
2.
3.
4.
5.
6.

Integrate the scaling-up process of a social mobilisation programme
into the national strategic framework.
Monitor and evaluate the progress and processes of the social
mobilisation programme in the pilot districts.
These pilot initiatives are evaluated, documented and disseminated
as best practices.
Provide technical support and help build capacity at district level
(as appropriate).
Facilitate disbursement of funds to district and community levels
and establish transparent procedures for the release of funds.
Advocate for funds within the donor community to implement
and support community HIV/AIDS programmes.
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The District

Fig. 3 shows the different levels in a given society that all have a
role to play in the efforts of addressing HIV and AIDS. As mentioned
before, the district plays a crucial role, being the level where community
HIV and AIDS planning is integrated.
Figure 3
Linkages Within the Strategic Framework Between
National Level and the Communities
National AIDS Commission

Sectoral
Programmes

District Council
District AIDS Action Committee

Facilitators

Communities

The ongoing decentralisation process in many sub-Saharan African
countries provides opportunities for scaling-up social mobilisation
programmes. Such programmes are ideally integrated into the
district1 development plans. Decentralisation in practice means that
1

For the purpose of this paper, the concept of a ‘district’ refers to the lowest
administrative level that is on the one hand accepted by the state, and on
the other hand recognised or chosen by the population; it should have a
minimum management capacity and be allowed to manage its own funds.
In some countries this will be the district, in others the prefecture, the zone
or the local development committee.
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implementation responsibility and decisions over resource allocation
of the different sectors are delegated to the district council. At the level
of local government/district, a social mobilisation programme has to
be ‘owned’ by the district council. Such an arrangement facilitates
multisectoral collaboration and increases the chances of sustainability.
In many instances, however, district councils are often less active than
anticipated and their role is taken over by NGOs. This has resulted in
a patchwork of activities without systematic district-wide coverage.
Fig. 3 presents schematically the linkages between the national
strategic framework for HIV/AIDS, the strategies of the different
sectors, and the integration at the local government level. Ideally,
the district council will lead a multisectoral HIV/AIDS programme.
The district council is well-placed to guide multisectoral and NGO
collaboration; it is at the district level where networking should take
place between all actors involved in HIV/AIDS.
Box 7 presents selected reasons for a response at the local
government level.
Box 7
Selected Reasons for a Response at the
Local Government Level
•
•
•
•
•
•

It is the first level of sector coordination and management.
It is the focus of most government sectors after
decentralisation.
It is the platform for programme coordination, collaboration
and networking.
It gives guidance and manages resources.
It is where decentralisation takes place and its effects are most
visible.
It is where feedback mechanisms are possible regarding
demand for improved services.

The district can ensure that all the communities in the district are
involved in the response to HIV/AIDS, a prerequisite for reaching the
necessary scale to become effective. The district council also advocates
for the necessary resources at the national level.
In many countries, district AIDS coordinators or committees have
been appointed by the Ministry of Health (or the National AIDS
Control Programme) as part of the national strategic framework.
In instances where this structure is not fully operational, support
should be directed from the national level to establish and maintain
the necessary preconditions that ensure effective functioning of these
committees.
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Box 8 shows an example of the lessons that were learned in Burkina
Faso when implementing a district-based response for community
HIV/AIDS action development.
Box 8
Lessons from District Level Interventions in Burkina Faso
•
•

•
•
•
•
•

Effectiveness should be improved without rushing: AIDS is a
development problem and ad hoc activities can create more
problems than they resolve.
The superior level in a hierarchical organisation should
facilitate the planning and monitoring of activities at the
lower level and yet refrain from imposing its perception of the
problem or the solution (no uniformity, but flexibility regarding
the community plans – respecting the learning process).
Facilitators (preferably CBO volunteers) play a key role as
interpreters and brokers between the population and the
service providers of the sector line agencies.
A minimum of resources is required to launch attractive IEC
interventions.
Donor agencies should be present at the strategic planning
exercises in the districts.
Support of the local and traditional authorities is a prerequisite
for the success of a district level strategic plan.
It is the key to respect the ideas and contributions of all
actors/participants in the strategic planning process.

The tasks and responsibilities of the district council include:
1.
2.

3.
4.
5.
6.
7.

Strengthen coordination/multisectoral commitment for HIV/
AIDS planning.
Facilitate a situation analysis (magnitude of the epidemic,
determinants of the epidemic in the district, high transmission
areas, stigma at individual, family and community level, and
identification of the most vulnerable groups).
Develop commitment of all partners in the district and below.
Mainstream HIV/AIDS in development planning and
development activities, and facilitate sector analysis (human
resources, capacity for implementation, etc.).
Identify comparative advantages of the different sectors to
assist communities.
Stimulate workplace programmes, determine the impact on the
sector and facilitate action planning.
Plan to mobilise all communities for AIDS planning and action
district-wide.
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8.
9.

Priority setting for high transmission areas.
Monitor the epidemic.

Tools needed by the district council include those for a HIV/AIDS
situation analysis, and for networking and mainstreaming HIV/
AIDS. Additionally, it may be useful to provide basic training on
participatory approaches, gender analysis and qualitative research
methodologies to selected members of the district councils.
Box 9 shows the most important steps that can be taken at
the district level to support the community social mobilisation
process.
Box 9
Steps in the Development of a Social Mobilisation
Programme at the District Level
1.

Develop/improve multisectoral co-ordination for HIV/AIDS
planning in the district under the responsibility of the district
HIV/AIDS action committee.
2. Create an organisational set-up in line with the structure
presented in the national strategic framework.
3. Identify best practices in the district and beyond.
4. Identify appropriate tools for community entry in the district
and beyond.
5. Integrate a social mobilisation programme into district
development planning.
6. Create a network of all relevant actors for a social mobilisation
programme.
7. Assist the sectors to analyse the impact of HIV/AIDS and
facilitate action planning.
8. Plan to mobilise all communities in the district.
9. Monitor response development.
10. Develop feedback mechanisms to respond to demand created
by the communities for improved information and services.

Non-governmental Organisations (NGOs)

Once best practices are identified, a plan can be made to scale-up
these initiatives inviting the participation of the best-placed actors in
a given district. In many countries, government services have had
insufficient capacity to organise and spearhead HIV/AIDS responses,
and prevention and mitigation initiatives were developed by NGOs.
These NGOs are often well-experienced, but lack the capacity to
ensure wide coverage under a true district focus. Reaching districtwide coverage through expanded NGO services is not financially
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viable, despite the ambitions of many NGOs to grow and increase
their capacity for implementation.
A complementary role of the NGOs is envisioned that includes
sharing of experiences and successful practices. This may be in the area
of capacity building of sectors and communities in care and support
for PLWHA and orphans, in the training for peer education, and in
monitoring and evaluation of HIV/AIDS response development.
Moreover, an experienced NGO is often well-placed to play the role
of a catalyst.

The Catalyst

Field experience shows that sector programmes and NGOs need
a catalyst in order to maintain momentum for a social mobilisation
programme. There are many reasons why activities are stalling,
why plans are not implemented, and why front-line workers lose
motivation if the process is left without a catalyst. A catalyst facilitates
fostering partnerships between the different actors and levels, like
a spider in a web, and helps build capacity of all stakeholders. For
example, all staff in the different sectors should benefit from training
and counselling to confront HIV/AIDS in their personal lives. This is
a precondition for their credibility (as for all actors involved). They
can serve as role models and demonstrate their commitment in their
personal and professional lives.
The role of the catalyst should be discussed at the district council
level and its mandate should be formally agreed upon among all actors
in the district. The catalyst could be an NGO with relevant expertise
and the capacity to fulfill these tasks, or it could be an individual.
In most cases, an active and experienced NGO with complementary
expertise is the best choice for this role. The choice of the catalyst should
be left with the district council as this role needs a clear mandate and
warrants its own budget.
The catalyst is also responsible for stimulating the social
mobilisation processes in the communities.
Specific tasks and responsibilities of the catalyst include −
depending on the capacity and prior experience of the catalyst − to:
1.
Network and develop partnerships for HIV/AIDS planning.
2.
Develop commitment of all partners (shared vision and clear
goals).
3.
Collect best practices in the district and outside the district.
4.
Analyse processes and results of the work when an expanded
response is being implemented.
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5.
6.
7.
8.

Assist people/communities in resource mobilisation (technical,
financial).
Facilitate the development of tools.
Document the response, and monitor the epidemic and
collective responses.
Articulate support needed from district and national levels.

For catalysts to be effective in their work, it is important that they
possess the skills and tools to collect (and support) best practices from
the district, help in monitoring and evaluation, and engage in network
development and advocacy.

The Communities

For an individual to change behaviour, he/she needs support
from his/her peers, friends, relatives or other members of his/her
community. The community may be defined as a workplace, a peer
group, an association, or the place where the person lives. In order
to develop a supportive environment, the community itself has to
analyse the factors that make people vulnerable to HIV infection
in that particular community, and to develop actions that will
reduce vulnerability. Creating a supportive environment calls for a
participatory process and an approach of learning by practicing.
Fig. 4 illustrates the different actors at the community level. At the
core of the approach to scale-up a social mobilisation programme is
the belief that communities should own the problem of HIV, determine
local factors for vulnerability to HIV infection in different groups,
and be given the opportunity to develop social mobilisation to find
solutions.

Frontline Workers

Frontline workers facilitate response development in the
community. They may come from existing sectoral services, religious
organisations, NGOs and sometimes are activists from neighbouring
communities. Sectoral services − health, agriculture, education and
community development − contribute the largest pools of frontline
workers. Irrespective of their background and organisational
affiliation, frontline workers should be mobilised to include HIV/
AIDS into their day-to-day activities in order to reach as many
communities as possible. Social mobilisation must be nurtured and
supported over time, and sectoral services need to be prepared to act
on an increasing demand for services from the communities. Frontline
workers can help ensure that:
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•• The community is assisted to make its own risk and vulnerability
analysis, and to organise an AIDS Action Committee.
•• The momentum for action is maintained.
•• Confidence is built among the local committees that by taking
action, it does make a difference.
•• Social mobilisation benefits from frequent self-monitoring and
evaluation to assess progress and identify obstacles for behavioural
change.
Figure 4
Schematic Overview of the Different Actors Active at the
Community Level
Service
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Tools for frontline workers include those to conduct participatory
approaches, community entry tools, facilitation tools and tools for
monitoring response development. It is also important that frontline
workers are sensitised to gender differences in the way HIV/AIDS
impacts the communities.

The Community AIDS Action Committee (CAAC)

In many countries, a structure was established in the 1990s that
involved AIDS committees at the village level. In some countries
this is a sub-committee of the village government, a village Primary
Health Care committee or another existing committee. It may also
be a new structure that was set up for health and development. The
team learned during the field visits that many structures at the village
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level are inactive and their members lack clarity on specific roles and
responsibilities. The team concluded that concerted efforts are needed
to revive and revitalise these village committees by incorporating new
members. This includes supporting and promoting the participation of
women, youth representatives and (possibly) PLWHAs and caretakers,
and building capacity among these groups. For the committee to be
effective operationally, a membership of 8-10 individuals is suggested.
One of the priorities of such a committee should be to maintain good
working relations with the village government.

Tasks of the CAAC

One key role is to facilitate the community planning and learning
cycle. The first role for the committee is often to guide a situation
analysis of the risks and vulnerability for HIV infection. This task
is greatly facilitated if tools are available to guide this process in the
community. In many countries best practices exist for working with
communities. Existing tools include, for example:
•• Mapping of risk and vulnerability (developed by TANESA,
Tanzania, and suitable for rapid scaling-up)
•• Local strategic planning
•• Methods for active participation/participatory planning
•• Stepping stones (need to be adapted for scaling-up purpose)
•• Training for Transformation (widely used in Malawi)
For mitigation efforts, CAAC’s functions can include:
Analyse the impact of the epidemic on the community (number
of PLWHAs, orphans, and food security).
2.
Strengthen coordination for care and support in collaboration
with efforts at the ward level.
3.
Strengthen existing coping mechanisms, e.g., support of
orphans and schemes to support families during illness and
after death.
1.

Local Drama Groups

Traditional and local artists can act as a mirror for community
reflection. They speak the proper language, use appropriate symbols
and know how to deal with delicate subjects in an acceptable way.
They are not merely a channel for transferring messages, but also play
an essential role in changing cultural norms and values, and thus in
changing behaviour.
The use of drama is not new in HIV/AIDS campaigns. However, in
many countries the use of drama was limited to professional groups,
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the use of which became very expensive as the groups moved around
to reach remote communities. Thus, local drama groups seem to hold
great potential and sustainability. In nearly all communities in subSaharan Africa, local drama groups are formed and constitute an
important channel to diffuse information and stimulate community
discussions. Other forms of successful culturally appropriate
communication channels are puppets, songs, dances, drums,
storytellers, village clowns, poets such as the griots in West Africa, and
the messengers in East Africa.

Key Groups in the Community

In most communities, sub-groups can be identified that are often
the most vulnerable groups within a given society, such as unemployed
youth, migrant workers and bar workers. It is important to engage
key groups in participatory action planning, such as through peer
education sessions. Peer educators are also a resource for activism in:
1.
Prevention and health education sessions among the most
vulnerable groups.
2.
Preventive activities in the community.
3.
HIV/AIDS response development in the community.
Box 10
Village Accounts in Magu District, Tanzania
1.

2.

3.
4.
5.

As part of the local government reforms, villages have opened
their own village account with the National Bank of Commerce
in the district capital. In a district of 400,000 people, this
meant a total number of 125 accounts.
All revenues collected in the village are presented to the
district and allocated immediately: 30% remains in the village
account, 10% is allocated to the ward account and the rest
remains with the district.
The village has agreed on the signatories of the village
account, and accountability is the responsibility of the village
government.
Expenditures for development are made from the village
account directly. The village is free to make purchases from
the nearest and cheapest place.
The village accounts can also be used to channel HIV/AIDS
support to the village.

Channelling Funds to the Community Level

In order to support the process at different levels, it is advised that
financial assistance be channelled to the different levels directly.
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Community Level

Social mobilisation for behaviour change should start immediately
and be independent of external support. Based on initial actions by
the community, the action committee could request support for: (i)
improved condom distribution, (ii) the diffusion process, (iii) increased
mitigation activities, and (iv) improved services.
In most cases, communities are not eligible for financial assistance.
Resources available for HIV/AIDS are mostly controlled and
consumed by actors other than those at the community level. However,
a social mobilisation programme needs to recognise the community as
an actor eligible for direct external support. Possibilities need to be
explored for having selected villages open an account so that external
financial assistance can reach the community directly. Support
channelled directly to the village has the advantage that momentum
can be kept much easier as delays in disbursement from the district
level are eliminated.

– Grants for Prevention

Requests for external assistance may be forwarded to the District
AIDS Action Committee, after the community develops its initial
actions and the responsible frontline workers verify such actions.
The District AIDS Action Committee should then decide on the
amount of money available for the community for preventive (and
mitigation) activities geared towards community condom promotion
and distribution, diffusion of messages, etc. HIV/AIDS responses
can be monitored through the social mobilisation committee report
and by frontline workers’ visits. Indicators should be set to determine
whether real actions have been implemented at the community
level.

– Grants for Mitigation

After the community has introduced HIV/AIDS preventive
activities and has developed its social mobilisation plans, the
community may then present requests for mitigation activities. Only
those communities that have reported on their prevention activities
are eligible for support to improve care and support in the community.
External support may be directed at:
(a)
Improved coordination at the ward level.
(b)
Initiatives to strengthen care and support to PLWHAs at the
village level.
(c)
Initiatives to support families and orphans affected by HIV/
AIDS.
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District Level

The amount of money available to the district level should be related
to the number of communities reached. In this way performance is
linked to scaling-up and to the amount and type of support available.
The number of communities involved in HIV/AIDS should be closely
monitored through reports from the communities and frontline
workers.
The district AIDS Action Committee should receive support to:
(a)
Improve networking of HIV/AIDS organisations.
(b)
Develop action plans to reach out to communities.
(c)
Provide per diems for frontline workers (following routine
procedures).
(d)
Provide transport.
(e)
Facilitate the work of the catalyst in the district.

National Level

At the national level there is a need to support the catalyst and the
transportation needs that enable supervision and monitoring visits
to the districts involved in the programme. A separate fund can be
made available for monitoring and evaluating the response under
the responsibility of the National AIDS Control Programme (NACP).
As the NACP/UNAIDS and UNFPA initiative in Malawi has shown,
support can also be provided to a media programme that includes a
radio for frontline workers and print media (newspaper, fliers, etc.) to
strengthen social mobilisation programmes.

How Can this Framework be used in Settings Outside SubSaharan Africa?

The framework presents key elements, principles and steps for
developing HIV/AIDS responses using social mobilisation techniques.
It presupposes that HIV/AIDS responses can only be developed
successfully when people’s concerns are taken to heart - hence the need
for a multisectoral response. In principle, this approach can be used
in every setting around the world. In order to adapt the framework to
local situations, there is a need to analyse and assess how the system
can be made to function in a different setting.
1.
2.

The following questions should be asked:
How is the national response organised?
Which administrative systems exist in the country and in what
way do they differ from the administrative set-up used in this
framework for sub-Saharan Africa?
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3.

4.
5.
6.

How can the HIV/AIDS response be supported by the national
and district level authorities, and more specifically, which level
of authority can take up which tasks/responsibilities laid down
in the framework?
Which skills are needed to be developed to sustain the response
to HIV/AIDS, based on social mobilisation at the community
level?
Which aspects are culturally specific for the area where
the programme is implemented and need to be taken into
consideration?
How can the necessary funds be channelled to the community
level and which financial auditing system is needed to support
community funding?

Conclusion

The present document outlines a strategic framework for local,
district and national action in HIV/AIDS response development.
The principles set out in this document are in line with the UNAIDS
local response initiative, with social mobilisation as an integral
component.
The framework for action identifies relevant actors at the
community, district and national level and clarifies their respective
roles. It is apparent that best approaches for prevention include those
that are gender-based, focus on behavioural change and facilitate
community responses. Mobilising communities for action works
best when efforts are coordinated from the district level. Ideally, this
implies that all district actors work together to support and scale-up
social mobilisation programmes under the guidance of the district
authority.
Currently, efforts are fragmented and mostly carried out by NGOs
with limited opportunities for district-wide coverage. At the national
level, the NAC needs to focus on revitalising existing structures, such
as district, or village social, or AIDS committees, to help them mobilise
effective local action to fight HIV/AIDS. Best practices at the district
and national level should be identified to ensure that all communities
in the district are reached through expanded response interventions.
NACs further have an important role in advocacy and networking, in
the provision of technical assistance to the district, and the creation of
enabling conditions that allow for adequate response development at
the district level and below. Together with international and regional
partners, they can also work to ensure the availability of good
guidelines, training modules and tools for community entry, situation
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analysis, district coordination, and monitoring and evaluation of
community responses.
Mainstreaming HIV/AIDS within different sectors can best focus
on human resources in the sector, and on reducing the impact of
AIDS on the respective sector through horizontal district HIV/AIDS
programmes. Despite the many obstacles faced in more effective
collaboration and integration of sectoral programmes, rural frontline
workers and the capacity of existing rural programmes are important
for a multisector approach at the district level and below. The team
visited several countries where the agricultural sector has shown a
strong capacity and motivation to become involved in multisector
responses to HIV/AIDS. Part of this commitment may result from the
visible impact of AIDS on household and national food security.
Lastly, the framework proposes ways to channel external assistance
to ensure it is directed at the levels where it is needed without
unnecessary delays. Communities should be given the opportunity to
develop and control their own response. In practice, this implies that
external financial assistance reaches actors at different levels directly
and financial control is enacted retrospectively through random audits.
Assistance in phases and based upon existing response development
seems a promising and perhaps appropriate and timely approach.
[A paper prepared for the two-day seminar on: “AIDS Prevention and
Care for People Affected by AIDS in India: A Transnational Perspective
Seminar”, organised by IDPAD (Indo-Dutch Programme on Alternatives in
Development), 26-29 June 2001, Amsterdam.]
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III.7

COMMUNITY FOSTERING FOR CHILDREN
ORPHANED BY HIV/AIDS IN INDIA:
PERSPECTIVES FROM SOUTHERN AFRICA
Shanti George

Introduction

India has tended to see herself as something of a leader in the
Third World: based on her experience of decolonization earlier than
most other Asian and African countries; statesmen who were active
in the Commonwealth and the Non-aligned Movement; a subcontinental area and huge population; and well-established academic
and scientific institutions that draw in some students from elsewhere
in the Third World.
For these same reasons, it can be argued, India has not proved to
be a good listener to experiences from other parts of the Third World.
The AIDS pandemic should, however, change that. Here India is in a
second wave and not in the first. She is in a position to learn from the
travails and traumas that have gripped sub-Saharan Africa in recent
decades, and by doing so to mitigate the impact of HIV/AIDS on her
people, and especially on children who are orphaned by it.
The present paper pulls together strands from my experiences in
three different fields. One is my lived experience over close to five
decades in various parts of India, including research in southern and
western India. The second is my exposure over the last few years
to several projects that encourage community fostering of children
orphaned by HIV/AIDS in Zimbabwe, and to the wider literature on
this issue in sub-Saharan Africa. The third strand is my recent research
on foster care in a comparative international framework that enables
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me to bring into the discussion perspectives from largely formal foster
care in the First World (George & van Oudenhoven 2001).
On this basis, I try to select insights and experiences from Africa
that might stimulate reflection, debate and action within India about an
‘orphan crisis’ that is likely to sweep many parts of the country along
with the AIDS pandemic. As my background is strongly weighted
towards lived experience in India, I adopt a ‘from-the-inside-lookingout’ approach, a view from within India towards Africa to see what
might be relevant and stimulating and how African experiences
can be integrated into Indian realities and debates. This approach is
different from, but complementary to, a ‘from-the-outside-lookingin’ approach, whereby someone whose experience is largely within
African countries looks across at India and tries to project insights and
experience there from the outside.
The literature on community fostering of children orphaned by
HIV/AIDS in sub-Saharan Africa is relatively scant. In this paper I
prefer to draw on first-hand exposure to projects on the ground in
Zimbabwe. Insights from these projects have not yet been sufficiently
documented and have to be directly cited. Also, accounts in the
literature of projects that I know first-hand sometimes seem to gloss
over problems (perhaps because they are insufficiently understood)
and to present a relatively successful image that reduces opportunities
to learn about their problems.1 At the same time, I respect the
confidentiality of individuals associated with particular projects, and
do not always identify the project concerned.
This paper tries to link everyday life in India with experiences in
southern Africa in order to achieve an informal exchange analogous
to a conversation that might take place between visitors from India
and the staff of community fostering projects in Zimbabwe. I hope
that such visits will indeed take place in the near future to prepare
for an AIDS pandemic, and that India will look to Africa as well as
to the First World in preparation. My paper thus anticipates closer
informal exchange between India and southern Africa, at the level
of projects on the ground. This exercise should prove a reflexive
one from which Africans can also gain fresh ideas and an impetus
1

Rugalema (1999) provides a rich ethnographic account of daily life in a
Tanzanian village stricken by the AIDS pandemic. Unfortunately, no
formal projects concerned with the community fostering of children
orphaned by the disease were in progress in this village and so we do
not get the benefits of his observations and insights into such projects. It
is greatly to be hoped that similar ethnographic accounts of community
fostering projects in Africa will soon become available.
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to respond with renewed creativity to the contingencies of a more
advanced stage of the pandemic.
The paper examines the following issues:
•• General perspectives on foster care, with special reference to
informal (and largely undocumented) fostering in the Third
World.
•• Institutional crises in informal foster care in sub-Saharan Africa as
a consequence of the AIDS pandemic, and why these crises may
take a more acute form in India.
•• Trends within foster care in India and likely changes as ever
greater numbers of children become orphaned because of HIV
and AIDS. What happens to children orphaned by – for example –
environmental catastrophes in India and in what ways might the
bio-medical catastrophe of AIDS be different?
This discussion is set in the framework of insights drawn from the
southern African experience and touches on the following subjects:
•• Do the practices adopted in ‘community fostering’ projects in
southern Africa have to be adapted to the greater plurality of
communities in India? Can this be done in a way that strengthens
multiculturalism?
•• Should the southern African approach to informal fostering
of orphans - whereby the work of community mobilization
and sensitization is mainly carried out by non-governmental
organizations in coordination with state bodies - be followed in
India, or is some other approach called for?
•• What can be learned from southern Africa about the legal and
bureaucratic frameworks of ‘community fostering’?
•• What can be learned from southern Africa about economic
frameworks for ‘community fostering’ in India – and what
partnerships and coalitions are implied by this?
•• What will happen to children who fall through the safety nets of
informal fostering?
•• What broad changes in the social institution of informal fostering
should we work towards? Can we use the term ‘community
fostering’ not merely as a referent but as a conceptual and practical
tool?
•• What activities – practical and academic – should we now embark
on to prepare for widespread orphanhood in consequence of the
pandemic?
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Since denial paralyzes debate and action, this paper for the large
part ‘factors out’ denial when discussing what urgently needs to be
done. At the end, however, we suggest a stratagem whereby much of
what is advocated in this paper can be operationalized without active
resistance.

Foster Care in the Third World

Large-scale orphanhood as a result of an AIDS pandemic is unlikely
to lead to widespread adoption. Adoption generally takes place through
choice, whereas fostering – especially informal fostering – is usually
by default. We hope that many children orphaned by the pandemic
will find permanent homes through adoption. Measures suggested
below to make the Indian public aware that a considerable number of
children orphaned by AIDS do not themselves suffer from the illness
should encourage such adoptions. At the same time, we must also
realistically plan for situations where fostering is more likely to take
place than adoption with its implications of total commitment – and
situations where fostering can provide a safety net to keep children
off the streets.
When we explore what is currently known about foster care, we
find that nearly all documents on the subject are from Europe and
North America. In order not to transpose inappropriate models,
therefore, we need to clearly establish areas of overlap as well as areas
of difference between First and Third World, and between different
parts of the Third World.
A recent international comparative study of foster care (George &
van Oudenhoven 2001) distinguished between first order foster care
and second order foster care. ‘First order foster care’ refers to primary
actors and stakeholders – children, foster families and sometimes
biological families – in everyday domestic situations of fostering.
‘First order foster care’ can be compared to the visible tip of an iceberg,
which would melt without the large mass that supports it underwater.
This mass, not immediately perceived by the viewer, is analogous to
‘second order foster care’. By this we mean the secondary actors and
stakeholders who foster the social institution of foster care, and here
we note major differences between the First and Third World.
‘Second order foster care’ in Europe and North America is largely
formal. The question ‘Who fosters the foster carers?’ i.e., who supports
them, is answered as follows. Most foster children and foster parents
are guided by ‘case workers’, social workers attached to an agency, and
case workers in turn report to their supervisors. Medical professionals
and schoolteachers also play a formal role here, being mandated to
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report suspected neglect or abuse to the authorities. Social welfare
agencies, and medical and educational personnel, are circumscribed
by legal frameworks and the institutions that embody these, such as
juvenile courts, enforcement agencies and legislative bodies. These
operate within the governance structures of the state that in turn rest
upon some sort of social consensus. Politicians have to keep their
fingers on the electorate’s pulse, especially with reference to such
emotive issues as child care. Such a ‘map’ of ‘first’ and ‘second order
foster care’ in the First World can be represented diagrammatically,
using a series of concentric circles (Boushel 1999).
In diagrammatic representations of foster care in the Third World,
many of these concentric circles would be replaced by broken lines.
Social workers are very thin on the ground, especially in proportion
to large populations of adults and children, and formal social welfare
structures are usually skeletal. The state does not have the resources
for wide social welfare coverage (or says it does not, a statement often
belied by high military expenditure, to take one example). There is
thus little formal fostering. Informal fostering, on the other hand, is
widely prevalent. Supervision and support is provided by neighbours,
extended family, friends and wider communities. Schoolteachers and
doctors, where they are privy to knowledge about a child who is being
fostered, operate within informal networks and sanctions rather than
formal ones. Mobilization on lines such as religion or caste provides
more general support. Here ‘society’ (rather than the state) provides
mandates and sanctions. Although these are unwritten and diffused
rules, they can add up to very powerful ‘second order foster care’.
Such informal fostering is not only by default, it is the result of the
state’s inability (or stated inability) to provide significant ‘second order
foster care’. Informal fostering predates the states that preside in most
parts of the Third World. Colonial rulers - the predecessors of many
current Third World states – were primarily interested in political and
economic control and as far as possible ‘walked around’ the social
organization of extended families, religion and caste, and associated
social arrangements such as informal fostering. The officials of postcolonial states also walk around these social institutions that continue
to be major organizational principles. The relatively new states that
these officials represent cannot afford to antagonize large sections of
the electorate, nor do they want to take over social welfare provisions
from the extended family or from religious or caste institutions.
Our analytical juxtaposition of largely formal foster care in the First
World and largely informal foster care in the Third World should not
lead to an ‘oppositional’ perspective whereby one is seen as superior
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to the other. Informal foster care often has a relative ‘seamlessness’ that
results from having long been woven into social fabrics. It thus more
‘naturally’ mobilizes stakeholders and duty bearers, and may well
ease a child’s experience of transition. Formal foster care mechanisms,
however, introduce an important element of reflexivity and scrutiny
of social institutions otherwise taken for granted, and can lead to
significant checks and balances being put in place. Many First World
countries now endeavour to draw on informal networks as well as on
state agencies and professional support in foster care. Third World
societies can similarly attempt to fuse the advantages of informal and
formal foster care.
Hybrid systems that add formal to informal mechanisms are
difficult to realize in many Third World societies where informal
fostering is common, especially if formal features are administered
through the state. The large strong extended families within which
much informal foster care takes place generally present a closed front
to the state. Why? Before, during and after colonial rule such families
have been used to taking responsibility for themselves – including for
their elderly, handicapped and orphaned – with neither support nor
interference from the state. In any case, the post-colonial state does
not have the resources to underwrite welfare provision by the family
or does not want to use what resources it has to such ends. Extended
families in turn see the state’s responsibilities as primarily focussed
on the economy and polity, and expect considerable autonomy in the
social sphere.
Thus, there is little state-organized foster care in some countries
where informal foster care is widely prevalent. In all of Zimbabwe,
755 families formally fostered children in the mid-1990s (Mupedziswa
& Kanyowa 1997). In India’s huge capital city, Delhi, 450 children were
recorded as being in formal foster care in the 1980s (Singh 1997). There
is very little legislation that pertains to formal foster care in countries
like India and Botswana that were not settler colonies. (Zimbabwe
has inherited explicit legislation that enabled white settlers to foster
children on European lines, although ‘native’ people were largely left
to follow ‘native’ social practices.)
In contrast, India and many other Third World countries have clear
legislation to govern adoption. Adoption, like registered marriage and
legal divorce, is seen as a milestone that requires a certificate from
the state and if necessary, short-term contact with the courts and
government agencies. On the other hand, taking in a child temporarily
or for an indefinite future because of social ties and obligations, is
something that families do not want to have mandated or supervised
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by the state on an ongoing basis. If the state did attempt to regulate
informal fostering, this would be resisted, or would possibly have a
negative impact on such fostering.
The extended families that provide the main arena for informal
fostering also tend to present a closed front to the other major actors in
formal foster care, i.e., social workers. (‘What business do these people
with certificates from schools of social work have with the way we do
things in our homes? Did our grandparents have to answer to social
workers for children who lived temporarily with them, or our greatgreat-grandparents?’) Social workers in India feel more comfortable
working in formal institutional environments - such as orphanages
- than intervening in families (Singh 1997). In metropolitan cities like
Mumbai, many families that have been stricken by HIV and AIDS
find counselling by skilled social workers a therapeutic experience.2
However, monitoring of children and intervention in foster families
by case workers would prove more contentious than counselling and
therapy.
Extended families can close their doors on other sides as well,
notably the back and side doors through which children enter to be
informally fostered. Many extended families take their responsibilities
very seriously towards their ‘own’, but are often remorselessly clear
about non-obligation to others. These informal systems of social welfare
provision draw some sharp lines in order not to have to extend their
(often already stretched) resources beyond lines acceptable to them. In
this, India may resemble Third World countries as different as Hong
Kong and Botswana,3 where certain lines of descent determine who
is an ‘insider’ (however many degrees removed) for whom the doors
of informal fostering open – and who is an ‘outsider’ to whom there
is no obligation. The informal fostering of children who are perceived
as related can flourish in such societies, but children who fall through
the safety nets of their own extended families or secondary groupings
generally find doors closed to them and have to seek refuge either in
the few orphanages or on the streets.
Among the ‘insiders’ too – those admitted for fostering in homes
within extended families – all may not be well. While there are many
cases of welcome, easy absorption and generous informal foster care,
there is also actual or perceived discriminatory treatment between
fostered and own children, and incidents of neglect, exploitation or
2
3

Personal communication from Shalini Bharat, Family Studies Unit, Tata
Institute of Social Sciences, Mumbai, 28 June 2001.
See Bagley et al., 1997 on Hong Kong, and Mufune et al., 1997 on
Botswana.
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abuse. Indeed, families can (as elsewhere) neglect and abuse their
‘own’ children. Informal mechanisms of wider social monitoring and
control by other family members or neighbours were probably never
comprehensive (but then neither are formal mechanisms), and have
been eroded by social and cultural change.
Formal foster care has at present been only superficially grafted
onto Indian society, as in many other Third World societies. National
agencies, court directives and legislation are much more substantial
in matters of adoption than for formal foster care (Singh 1997). A
good case can be made for some introduction of formal controls
on informal fostering and even routine child rearing, and formal
provision for children who cannot find a place in informal family
networks.
Institutional care also has a role to play here, but research suggests
that it is not a desirable general solution. Not only is it more expensive,
but it also takes children out of ‘natural’ social networks, cultural
worlds and emotional relationships. The societies of the world that
are rich enough in resources to test various options increasingly use
forms of institutional care that are interwoven with family foster care.
Institutions there tend to be places of transit to family foster care or
linked to families where children can spend weekends and holidays.
This is, however, not the case in India - as elsewhere in the Third
World - where the relatively few institutions that exist are generally
grim places (under)financed by the state. Religious organizations
sometimes run children’s homes that are characterized by somewhat
more resources and warmth of atmosphere, but rarely link to foster
families.
Debates and action that try to blend systems of informal, formal
and institutional care are clearly overdue in the Indian context, and
should be based on sensitive and insightful studies by researchers
who can skilfully penetrate the doors of extended families that are
usually closed to ‘outsiders’. Thus far, however, researchers too have
tended to walk around extended families, especially with regard to
the potential minefields of neglect and abuse of own and fostered
children. Strengths (and not only weaknesses) in informal fostering
need to be identified and bolstered.
We have now been overtaken by events. Our focus on informal
fostering as the major form of foster care in India – something that had
previously been taken for granted – arises out of the need to consider
the future for large numbers of children orphaned by HIV and AIDS.
To make up for earlier lack of attention to the subject and to prepare
for contingencies associated with the AIDS pandemic, we have now
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to take two steps, one that should have been taken earlier and one that
urgently needs to be taken now. We have to assess the strengths and
weaknesses of informal foster care systems as they presently function
in India, and to do the same for formal fostering and institutional
care. We also have to try and understand what will happen to these
systems - and how they can be supported and supplemented - when
very many children lose their parents to AIDS.
Thus, ideals of combining and optimizing the benefits of different
systems of fostering have to be juxtaposed against a foster care
nightmare - scenarios of huge numbers of children orphaned by AIDS,
with informal fostering mechanisms disintegrating under the strain,
at the same time that formal mechanisms are weak or absent. We may
be facing a situation where both families and formal institutions (and
both society and the state) will fail children at risk – and fail very
many such children.

HIV and AIDS Undermine Informal Fostering

Informal fostering is part of the amorphous organization of
social life in particular contexts, with no automatic bureaucratic
recording of who is being fostered by whom and under what terms.
There is also no formal warning when systems are under strain or
giving way. In sub-Saharan Africa, for example, it was not easy to
assess in advance how far extended families would be able to cope
with children orphaned by the onslaught of HIV/AIDS. Observers
predicted that they would not be able to, but social institutions can
prove surprisingly resilient. Even today, visits to neighbourhoods in
Zimbabwe (and probably elsewhere) can reveal unexpected elasticity
on the part of some extended families stretched almost to snapping
point – at the same time that such visits also bring to light extremely
vulnerable and marginal households and individuals, especially
children.
Sub-Saharan African experiences on the whole, however, suggest
that AIDS has a strong negative fallout on informal fostering, because
simultaneously:
•• The numbers of orphans to be fostered increase dramatically and
relatively suddenly.
•• The numbers of economically and socially active adults fall equally
dramatically and suddenly.
•• The economic underpinnings of social life weaken, as a large
proportion of adults are rendered economically inactive by illness
or death.
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That fostering institutions are under siege in such situations is
brought home by a detailed ethnographic account of one village in
Tanzania:
In the pre-AIDS days, when adult mortality was relatively low, relatives
would readily foster in orphans. Indeed, it was both a moral and social
privilege for kin to care for the children of a deceased relative. When
orphans were fostered the foster parent was expected to treat the child
humanely, both from a moral standpoint and from fear of reprisals from
living and dead kinfolk. Evidence presented…shows that things have
changed substantially. The increasing numbers of young adult deaths,
resulting in high numbers of orphans, and the economic downturn
in the study area are changing the structure of child fosterage and
resulting in ‘abnormal’ forms of households (including orphan-headed
households). Thus child fostering as a welfare mechanism or safety net
for needy children within a moral economy of kinship is increasingly
faltering… Child fosterage is a widespread and important social
institution in many parts of sub-Saharan Africa. That it tends to fail
under the onslaught of AIDS is one of the most portentous and farreaching findings of this study… …institutional arrangements are
under pressure and may fail catastrophically as the crisis deepens
(Rugalema 1999).
Among those preparing for a replay in India of large-scale
orphanhood as a result of HIV and AIDS, it may be realistic to be
ready for an even graver crisis of informal foster care than in Africa,
for reasons that range from the demographic to the socio-cultural to
the political.
Denial is likely to be even stronger. India’s traditional ideologies
of ‘purity and pollution’ are far stronger and more deeply embedded
than in Africa, and HIV/AIDS by its nature is easily absorbed into
such frameworks with their practices of structured exclusion and
ostracism. There are already reports from India of an entire village
being ostracized because of the presence of HIV/AIDS, a situation
that has so far not been found in Africa where exclusion seems to be
less organized. Again, the institution of arranged marriages is of more
continuing relevance in India, with a ‘home eugenics’ component
that screens possible marriage partners for inherited weaknesses and
disease. For instance, people are unwilling to acknowledge mental
illness and undergo treatment for it, lest word gets around and
the family be stigmatized in the marriage stakes. Similar fears and
anxieties are likely to accompany the AIDS pandemic. The higher the
level of denial, the more difficult will be the control of the pandemic,
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the larger the number of children orphaned and the greater will be
the reluctance to ‘claim’ such children within informal networks of
fostering.
Girl children are at even higher risk. Evidence from Africa suggests
that female children come second to male children in matters of
health, nutrition and education, and – in the context of AIDS – that
girl orphans are more vulnerable to marginalization (Rugalema 1999).
In India, an even lower social value is generally placed on female
children, and the statistics of neglect and discrimination are much
worse than in Africa. This stimulates great concern for the future of
girl children orphaned by HIV/AIDS in India.
Society is more differentiated. India, given her history and
huge geographical canvas, is extremely socially differentiated. A
tremendous diversity of religions (themselves internally divided by
caste and geography), regions, cultures and languages provides a
basis for sharp social differentiation between groups, with multiple
‘us/them’ polarities. Social and cultural barriers to fostering that are in
evidence in Africa can be expected to manifest themselves even more
strongly in a society as structurally divided as India. These divisions
can be strategically played upon to yield more positive responses to
an ‘orphan crisis’, but manipulating ‘us/them’ oppositions is highly
debatable within the ideals of multiculturalism.
The politics of divisiveness are more complex and advanced.
Furthermore, India’s social and cultural divisions are now often highly
politicized, even more so than in sub-Saharan Africa (where in any
case these divisions are less complex). The emergence, consolidation
and ascent of religious fundamentalist political parties have caused
considerable concern. Certain organizational attempts to mobilize care
for children orphaned by AIDS are likely to provoke suspicions and
accusations of large-scale religious conversion, and the consequent
political tensions will exacerbate and complicate an ‘orphan crisis’.
We should add that India has relative strengths as well as causes
for additional concern when compared with much of Africa (although
a vigilant stance that highlights concerns is wiser than a complacent
focus on strengths). At a broad level, ballot box democracy has survived
better than in many other parts of the Third World, and some level of
economic growth has been maintained. A comparison can be drawn
here with Zimbabwe, where the AIDS pandemic and ‘orphan crisis’
have been greatly aggravated by political and economic traumas.
Multiculturalism in India is contested and hard-pressed, but has proved
to have some resilience, especially given widespread speculation ten
years ago that India would go the way of the former Yugoslavia. Non-
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governmental organizations often give major development issues a
high public profile, and have demonstrated skills in awareness raising
and mobilization. The country does manufacture some generic drugs
that can mitigate the impact of the pandemic.
India is frequently beset by environmental and human crises.
Although it does not triumphantly surmount these, it does limp on. A
popular description of India is a ‘functioning anarchy.’ Can it continue
to function through peak phases of the AIDS pandemic, and the
related huge increase in numbers of orphans? If India does continue
to function as a political and economic entity, what specifically will be
the fate of the most vulnerable groups within its boundaries?
One major asset that India can draw on when confronting the
pandemic is the experience of Third World countries that have earlier
travelled the same traumatic road. We next take stock within the Indian
context of what is presently known about foster care and we consider
what developments may take place based on these trends when large
numbers of children are orphaned by HIV/AIDS. We also look across
to sub-Saharan Africa in search of new insights and stimuli.

The Indian Situation

India resembles not so much single African countries as all of subSaharan Africa, being a sub-continent with wide regional variations.
Infant mortality is as low as 17 per 1,000 live births in Kerala and as
high as 123 per 1,000 live births in Orissa (Chebbi 1995). Will those
regions of India that already rate high on the Human Development
Index maintain this position against the onslaught of AIDS? Certainly
careful thinking and planning for a full-blown AIDS scenario should
be applied to the areas in the north and east of India where children
are already at greater risk than elsewhere. We must think of India not
only as a collection of states, but also as a federation of states, whereby
the strengths of some areas can counterbalance the weaknesses of
others. Thus, the challenge facing India does not parallel that facing
any single African country. Instead, the need for a coherent policy to
address a combination of diverse sub-regional challenges is closer to
the situation in sub-Saharan Africa as a whole. Perhaps development
of such a policy within India may help with guidelines for similar
trans-regional initiatives in sub-Saharan Africa in the face of the AIDS
pandemic.

Foster Care in India: What Happens After Catastrophes?

That formal foster care is minimal in India, and informal foster
care is largely taken for granted and unexamined, is illustrated by a
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rare recent piece on the subject (Singh 1997).4 That brief overview of
fostering in India is perhaps too sanguine about informal fostering:
‘The multi-generational and multi-lateral nature of the Indian
extended family and kinship network provides sufficient psychosocial and economic support to deal with the kind of situations
which might otherwise give rise to the need for foster care’ (Singh
1997). How then, readers may wonder, are there so many children on
India’s streets? No doubt the informal fostering of relatives’, friends’,
neighbours’ and caste fellows’ orphaned children has proved a robust
social institution, but it is certainly not as comprehensive as suggested.
The crucial question here is whether informal fostering can weather
the AIDS pandemic and the unprecedented numbers of children who
will be orphaned by it.
‘Cases are known where relatives virtually stormed the site of
a disaster which left a child as the only survivor, and took up the
responsibility of care alone or in rotation … This is the intrinsic
strength of Indian society, and it still manifests itself through foster
parents, who are mostly relatives or friends’ (Singh 1997). Relatives
may well ‘storm the site’ of an earthquake or cyclone in order to locate
survivors, but such natural disasters do not usually carry perceived
risks of infection or the stigma of a socially-feared disease.5 This said,
we could probably still expect cases of tenacious family devotion
despite personal anxieties and likely social ostracism. Experience
in various parts of Africa suggests ways in which to support and
encourage resilient commitment to orphaned children by those who
feel some direct responsibility.
•• Early public education on the unfairness of stigmatizing children
whose parents have died of HIV/AIDS but who themselves are
not affected. If such messages are disseminated now, they have a
better chance of wide acceptance and awareness than if postponed
until more severe phases of the pandemic. Imaginative use can be
made of the popular media in India: a film or television series that
fictionalizes the plight and possibilities facing a child orphaned by
AIDS could well highlight some issues at stake and prepare the
public mind for contingencies to come.
4

5

This source locates very little previous research :essentially three evaluation
reports of formal foster care in two metropolitan cities, published between
the mid-1970s and 1980 (Apte 1976; Lalitha 1977; Delhi Administration
1980).
In this context it would be worth tracing through research what happens
in India to the orphaned children of leprosy patients.

346 | Care and Support: Systemic Approaches

•• Sensitive and timely testing of children orphaned by AIDS
can establish whether they carry the virus or not. If they are
uninfected, the raising of public awareness just described should
help to encourage family fostering. If they do carry the virus, it
may be more realistic to assume the need for institutional care
and to prepare for this. All the same, some public readiness to
foster children who are HIV-positive should not be ruled out: a
survey on community fostering of children orphaned by AIDS in
a high density area in Zimbabwe’s capital city revealed that many
respondents said that they would be prepared to foster children
who tested HIV-positive, provided that adequate support and
assistance were available (Khozombah 1999). Perhaps, again
well before the epidemic reaches a peak, experiments with such
fostering can be carried out with willing subjects and volunteers.
This will not only provide pilot cases to draw on later, but can be
used in media campaigns to educate the public.
•• Ideally, adequate attention to parent-child transmission should
ensure that as many children as possible are free of the virus –
and thereby more eligible for family fostering. Achieving this is
increasingly becoming easier and more accessible, reportedly
through six drops administered over a fairly short period around
the time of birth.6
From these more AIDS-specific barriers to fostering of orphans, we
move to more general social and cultural constraints that would apply
to the taking in of orphaned children after any catastrophe that wipes
out large numbers of adults. Here, it helps to examine the present
behaviour in situations of exigency. The recent earthquake in western
India, for example, may provide data about and insights into current
responses to orphaned children in crisis situations. We should also try
to learn from any future natural disasters.

Social and Cultural Contexts

While we work towards accumulating organized data on children
orphaned by catastrophe, in the meantime we can reflect on current
trends as we sense them. It can, for example, be predicted with
some confidence that healthy male babies will be more easily placed
(Singh 1997). We can also feel fairly sure that commitment to and
responsibility for orphans is likely to be manifested within the primary
ties of extended families, neighbourhoods and circles of friends, and
beyond this among the secondary networks of caste, religion and
6

Personal communication from Paula Nimpuno-Parente.
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region. Those who take on the work of facilitating informal fostering
will, therefore, have to support and stimulate these local networks.
What do experiences in sub-Saharan Africa suggest for the Indian
context? In manuals now available in southern Africa for organizations
that encourage community fostering of children orphaned by
HIV/AIDS, two major activities to raise community awareness are
emphasized:7
•• Meetings and discussions with people identified as ‘community
leaders’, and
•• Consciousness-raising at the primary levels of family and
neighbourhood.
The much larger scale and more differentiated nature of Indian
society will have implications here. For example, a far wider variety
of community leaders will have to be made aware of the need for
fostering. Hindu, Muslim, Sikh and Christian leaders (and sub-groups
and factions among them) will have to be contacted at the national,
regional and local levels. At the same time, meetings that bring all
these leaders together - again at various levels - will be necessary and
useful, to explore common experiences and problems, and to bulwark
a multicultural society facing catastrophic crisis.
The greater social differentiation must also be kept in mind
during the parallel awareness-raising at the local level of families and
neighbourhoods, i.e., among those who are going to take orphaned
children into their homes. Clearly when recruiting local ‘facilitators’,
there are advantages of including ‘insiders’ to encourage ordinary
people of their own religion and/or caste to take responsibility for
children at risk. If teams of ‘community child care volunteers’ carry
out this work (as in southern Africa), they will have to be multiethnic and multi-religious in composition. Experiences from the more
differentiated African societies (notably South Africa) may provide
insights here. Where people are prepared to foster across conventional
social groupings, this should be encouraged as strengthening
multicultural tendencies.
In awareness-raising, good use should also be made of
communication channels that transcend social divides, notably the
mass media. Newspapers and magazines can carry messages to India’s
influential middle class, and film, television and radio can overcome
barriers of illiteracy very widely.
In southern Africa, this work of sensitizing communities to their
responsibility for orphaned children appears to have been largely
7

See for example Child Protection Society 1999.
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undertaken by non-governmental organizations that coordinate their
activities with the state. There seems no reason to advocate different
arrangements in India. Non-governmental organizations facilitate
initiatives within civil society that have particular relevance to
informal foster care and the socially-based support it draws on. At the
same time, formal organizations are better able to coordinate with the
state than more amorphous social groupings. Rather than any sudden
entry by the Indian state into large-scale social welfare provision,
articulation between the state and non-governmental organizations
seems an arrangement that is both more congruent with the past and
a more stable basis for the future.
Should new non-governmental organizations be established for the
purpose, or existing organizations be used? The trend in Zimbabwe
seems to be to set up new organizations - e.g., the Farm Orphans’
Support Trust - or at least new arms of existing organizations, as
with the community fostering unit of the Child Protection Society. In
India, the issue can be left open for the moment, although we should
note that new organizations in Zimbabwe that prove resilient tend to
have been initiated from within the country and not implanted from
outside.
In the meantime, researchers can draw wider lessons from nongovernmental organizations that already facilitate informal fostering
along with their general welfare activities (see later section on
potential role of NGOs). Meetings of non-governmental organizations
at the national, regional and local level can provide fora within which
experiences can be exchanged, possibilities reflected on, and particular
contexts considered. Various generations of non-governmental
organizations should be mobilized into a concerted effort, the older
ones - both secular and religion-affiliated - that have long focussed on
children (Bose 1980), as well as newer ones that are more innovative
and challenging.
Such fora can also prove useful places to discuss the legal and
financial implications of large-scale quasi-formal fostering, on the
basis of earlier experience with the state and with external funders.
We now look briefly at these two aspects.

Legal Constraints

A pioneer experiment in the local fostering of children orphaned
by HIV/AIDS in a high density area of Zimbabwe’s capital city has,
in the few years of its existence, found that legal bottlenecks can
prove more problematic than social and cultural constraints. Its staff
has been relatively successful in mobilizing community leaders and
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in organizing a team of women community volunteers who work in
particular neighbourhoods, identifying children at risk and adults
who might take responsibility for them. An indication of modest
success is a list of around a hundred local households who are willing
to foster children who have been orphaned by HIV/AIDS. Of these,
only four have actually been able to take in children (to the great
mutual happiness of child and foster parent, in the two cases that I
know about, one involving a woman - most of whose children have
left home, and the other a childless couple).
All the other households who were prepared to foster have
been kept waiting for a very long time at the threshold of the state
Department of Social Welfare’s local office (and in the process many
potential foster carers have become demotivated). Zimbabwe’s
legislation on fostering dates from white settler rule and is, therefore,
oriented towards the detailed procedures and high material standards
of European-style formal fostering. It is possible that many of those
who are prepared to foster will be rejected by even soft applications of
existing legislation, because they do not own the houses they occupy
or because they are above the age specified. In any case most of these
potential fosterers have waited two years to be vetted - the offices
of the Department of Social Welfare are generally understaffed and
overstretched, and were not intended to cope with fostering on a scale
proportionate to the non-white population, let alone with the huge
numbers of orphaned children generated by the AIDS pandemic.
Within the last few years in Zimbabwe, as these legal and
bureaucratic constraints to fostering have become apparent, various
non-governmental organizations have mobilized platforms for
lobbying and advocacy. It is expected that a bill now before Parliament
will enable certain such organizations to process applications from
potential foster carers, and the Department of Social Welfare will
stamp its approval after a much shorter assessment than is required
by the original procedures. Related legislation is expected to allow
certified organizations to expedite registration of births and deaths,
bypassing the bureaucratic red tape that renders many orphans nonpersons in the eyes of the state because they lack birth certificates or
because their parents’ deaths were not registered. Such legislation
will also bypass inter-family politics whereby co-operation in legal
matters is contingent on the payment of ‘bride wealth’ by a man to his
wife’s family.
It is saddening to think of how such legal and bureaucratic tangles
have prevented some children from finding homes, and have delayed
and weakened any stimulus effect that successful fostering might
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have had in local communities. India will be wise to learn from
these experiences, and to reflect and act on needed legislative and
bureaucratic changes, so that instead of legal bottlenecks, we have
well-designed ‘legislative valves’ in place that facilitate the smooth
flow of children into homes prepared to take them.
Fortunately, from some points of view, existing legislation in India
on foster care seems to be minimal. Singh’s (1997) review suggests a
precedent whereby a pilot foster care project in Delhi that was started
in 1963 adapted from the Children’s Act of 1960 - subsection 1, section
16 - a provision whereby children could be placed with ‘fit persons’
on the responsibility of those who administer foster care agencies.
Perhaps this provision can be built on and strengthened through
further legislation, to prepare for a time when it can be used to provide
for large numbers of children orphaned by HIV/AIDS. Invoking such
a legal provision adds quasi-formal dimensions to informal fostering,
but there is a need to introduce some monitoring mechanisms for
huge populations of children at risk. We must also consider how to
operationalize responsibility for children, both at the levels of nongovernmental agencies that place children and the households that
foster them.
Related legislation can also be reviewed for implications within
a pandemic scenario. As Singh (1997) points out, uniform legal
frameworks are a sensitive issue in a plural society. All the same, civil
codes and the legal frameworks of the main religions in India must be
scrutinized, preferably by co-opting rather than antagonizing those
who traditionally wield influence within these religions. This will not
be easy, for example, when endeavouring to remove or counterbalance
the structural vulnerability of women, especially in India. How, for
example, do we protect the custody rights over children of a woman
widowed by AIDS against those of her husband’s family? A recent
Supreme Court decision that empowers Hindu women with natural
rights of parenting represents clear progress over earlier laws that
discriminated against Hindu women in favour of their husbands after
children attained the age of five years.
We are told that attempts in many parts of India to operationalize
the Family Courts Act of 1984 have had limited or no success (Singh
1997). Legal bodies and non-governmental organizations that work
on legal rights should strive to see that family courts are in place and
running smoothly as soon as possible. In the Zimbabwean case cited,
once the needed new legislation is passed, social workers associated
with community fostering projects plan to use long-established family
courts to speed up legal recognition of foster parents.
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Southern African experiences also suggest the need to make parents
aware that they must specify guardianship of children in the event
of parental death, by writing wills. Manuals now available within
southern Africa provide guidelines for NGOs to encourage simple
forms of making wills.8 Making a will helps focus parental minds on
planning for a future for their children in case of orphanhood. It removes
ambiguity where there are several possible guardians for a child, and
fixes some form of responsibility where potential guardians might shy
away from it. It can protect the orphaned children’s property from
greedy relatives. It has also allowed some social change to take place
in southern Africa, where the guardian whom the parent identifies
is different from what ‘tradition’ decrees. Introducing the writing
of simple wills as part of a campaign to protect children orphaned
by HIV/AIDS may prove even more difficult in India than it has in
southern Africa, given possible greater levels of denial and (in many
parts of India) very low literacy. Non-governmental organizations
active in the field of legal rights should focus on the issue.

Economic Frameworks

Southern African experiences suggest that the social and cultural
barriers to fostering orphans may be less significant than economic
barriers. The study cited earlier of attitudes to community fostering
in Zimbabwe’s capital city noted that 73% of respondents cited ‘lack
of money’ as a reason why they would not take in a child other than
their own, whereas only 2% cited ‘cultural constraints’. More than a
fifth of those who were not prepared to foster changed their answers
to ‘Yes’ when presented with scenarios where material assistance
would be available (Khozombah 1999).
Some of whatever little research has been carried out on foster
care in India is of relevance here. In two Indian states, Tamil Nadu
and Karnataka, foster care is organized through non-governmental
organizations that generally add this on to their other activities. In the
early 1990s, 179 such agencies were at work in Tamil Nadu covering
10,743 children, and 141 agencies in Karnataka were dealing with
5,565 children. We are told that such agencies channelled grants
from the central and state governments, and possibly also from such
organizations as the Central Social Welfare Board and UNICEF, to
foster families. The non-governmental agencies received Rs. 300 per
child a month and passed Rs. 250 of this to the foster family, retaining
Rs. 50 as service charge. These agencies were each supposed to cover
at least some 30 to 40 foster children (Singh 1997).
8

See Child Protection Society 1999: 43.
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Closer study of such foster care based on financial assistance, as it
exists at present on the ground, is well warranted. We are told little
about who the children fostered are, where they come from and what
their experience is, nor anything about the foster families. It is also
worth examining the role that non-governmental organizations play
in the support and monitoring of foster children and families. Does
adding on this function to wider welfare work promote economies of
scale and coordination of activities? Why have the adjoining southern
states of Tamil Nadu and Karnataka proved so relatively hospitable to
formal foster care?
Another study conducted in a metropolis (Delhi Administration
1980) tells us that most of the 370 foster families covered were from
lower income groups and about a third was illiterate. These families
spent money on the child fostered, but only 26% claimed maintenance
allowances. Only six such families regretted taking in a child to foster.
Intriguing questions arise. Why did these families seek out abandoned
children to foster from religious charities, hospitals and even from the
roadside? Why did they stretch their constrained resources further?
What benefits did fostering bring so that more than half of the
families said that their lives were happier as a result of it? The study
was conducted in response to concerns about children exploited as
domestic servants, but we are not told that any of the children studied
have been so exploited.
It is fortunate that existing research has identified areas suitable
for further investigation of family foster care that is administered
by non-governmental organizations and funded through the state,
because it appears very likely that this will be the predominant form
of foster care for children orphaned by AIDS, if we go by southern
African experience. What framework of economic support do such
foster care arrangements draw on in southern Africa, and what might
India learn?
In all foster care scenarios, there is uneasiness about outside
economic support (George & van Oudenhoven 2001) and apprehension
that considerations of financial gain may become the main motivation
to foster. Such fears have been expressed in India too (Singh 1997) with
examples given of abuse of monetary support for foster care through
collusion between foster carers and biological parents. In the early
years of ‘community fostering’ projects in Zimbabwe, arguements
against material support to foster carers were heard. However, it now
seems widely accepted that financial support is ‘all right’– i.e., it need
not corrupt foster care but may help to offset some of the economic
and non-economic costs of fostering, as well as provide a stable
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material base for the household including for the foster child – and it is
vitally necessary in the face of an AIDS pandemic.9 Informal fostering
within extended families requires an economic base, and when large
numbers of economically active adults die, that base is undermined.
It is possible that if legal bottlenecks to fostering had been eased and
financial support provided fairly early on in Zimbabwe’s experience
of the pandemic, more children would be in homes today and fewer
on the street.
India should benefit from this earlier experience rather than go
through the same painful learning curve, and accept that economic
support to most households that foster orphans will be necessary.
Here are some other lessons from Zimbabwe about organizing such
material support.
Link to the state… Community childcare volunteers (whose role is
more fully discussed in a later section) identify children at risk within their
neighbourhoods and report to project staff. They also pass on information about
households that are prepared to take in orphaned children. The social workers
employed by the project then investigate these cases more carefully. Where a
household is already fostering a child/children, or where a foster carer
and orphaned child are brought together by the project, the social
workers try to ensure that any allowances for which the state makes
provision, will be paid regularly to that household. Foster carers are
helped with paperwork and visits to the bureaucracy, whether for the
small monthly allowance to those who foster unrelated children or a
similar allowance for someone who is caring for a relative’s orphaned
child. (Help in attaining the latter allowance may be a godsend to
an indigent aged person bowed under the death of adult children and
suddenly forced to provide for grandchildren, without any knowledge
of possible aid from the state or the bureaucratic requirements to
benefit from this.)
The allowances that are currently provided are described as
unrealistically low, although any aid is welcome to households
struggling for economic survival. However, the basic principle
that the state is the main source of support for economically fragile
households that foster orphaned children is worth underlining here
from the viewpoint of long-term sustainability.
The Indian state is far from perfect but it does have some stability,
legitimacy and accountability. It already provides some social welfare
9

We refer here to contributing to costs within the fostering household and
not to possible remuneration of foster carers. This issue, keenly debated in
the First World (George & van Oudenhoven 2001), has not yet been raised
in southern Africa.
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services (hospitals and schools), even if through a skeleton service
that is of low quality. The state already, as we have seen earlier in
this section, pays allowances to some households that foster children.
It receives grants and aid from multilateral agencies and from rich
countries. Its human rights record is blotted but not to the extent
that it will forfeit external aid in the manner that Zimbabwe’s rulers
have in the current period. Most bureaucracies have a reputation for
inertness and lack of creativity, and India’s elephantine bureaucracy
notably so. All the same, there are many dynamic and innovative
Indian bureaucrats.
Reports from southern Africa suggest that the attitude of particular
individuals in official positions can make a significant difference. A
development worker with a non-governmental organization, who
arranges workshops on psycho-social support to orphaned children
in various parts of Zimbabwe, spoke with respect about a local senior
government official who did not cite the country’s fuel crisis as an
excuse for not attending such a workshop, but instead said that he was
going to hitch a lift to get to the workshop and urged his colleagues
and subordinates to do so too.
At the same time, AIDS takes its toll not only on parents but also on
officials responsible for child welfare. Plans to convert a conventional
orphanage in rural Zimbabwe into a place of transit for community
fostering have been greatly slowed down because a local official in the
Department of Social Welfare, who backed these plans enthusiastically,
is now in the terminal stage of AIDS-related illness.
There are also issues of corruption, both perceived corruption
(which affects willingness to contribute to state programmes by those
inside and outside the country) and actual corruption that will reduce
the resources available for and the effectiveness of state-managed
programmes for children orphaned by HIV/AIDS.
The state bodies in India that currently hold responsibility for
children and youth are the Ministry of Welfare, and the Ministry of
Human Resources Development’s departments of Women’s and
Children’s Development, Health and Family Welfare, Youth and
Sports, and Education and Culture (Singh 1997). Initiatives have to be
taken within and with these bodies to prepare for mass orphanhood
in the wake of HIV/AIDS.
There are some state-initiated projects in southern Africa for the
community fostering of children orphaned by HIV/AIDS (UNICEF
1999) but often non-governmental organizations seem to take the more
active role here. As discussed earlier, this strategy appears to be worth
encouraging in India as well, because informal fostering is embedded
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in the civil society within which non-governmental organizations
should have their roots. Non-governmental organizations ideally
provide momentum within civil society for change in desirable
directions, as well as major points of articulation with the state and
with other actors both within and outside the country – and all these
issues are of crucial relevance in the informal fostering of children
orphaned by HIV/AIDS.

Potential Role of NGOs

As already argued, non-governmental organizations - in India as
in southern Africa - are better placed and more likely to be accepted in
awareness-raising among community leaders and sensitization within
local communities than representatives of a state that is regarded
with a certain amount of suspicion and cynicism. In discussing new
legislation and legal fora, non-governmental organizations can play
watchdog as well as introduce checks and balances from a perspective
other than that of the state.
In the context of our present discussion about economic frameworks
for quasi-formal fostering, southern African experiences suggest that
the role of non-governmental oganizations should be not so much a
source of material support as a network that links vulnerable groups
and individuals to support from the state, and establishes such links
where they do not as yet exist. At the same time, non-governmental
organizations should not crystallize into permanent links between
vulnerable individuals and the state, but should work towards
increasing these individuals’ capacities and confidence to deal directly
with the state, or where necessary should stimulate the state to set up
additional long-term linking mechanisms.
This is the role that some non-governmental organizations active
in encouraging informal fostering have tried to play in southern
Africa, despite sharp differences between countries in the region
with regard to the popularity of the government in power and the
nature of the state apparatus. Even in the present adverse political
climate in Zimbabwe, the goals of such networking, lobbying and
advocacy have been advanced. As described earlier: (1) a bill has been
presented to Parliament in order to reform legislation on fostering, (2)
non-governmental organizations continue to coordinate with the state
Department of Social Welfare (and sometimes to claim a share of the
AIDS levy that has been collected from all formal sector employees),
and (3) local state officials are regularly included in awareness-raising
meetings.
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In contrast, there are sometimes impressive reports of material
gain where a local project of an international organization has taken
orphaned children under its wing by paying school fees, underwriting
income generating projects and providing infrastructure - but when
such local projects wind up because of changes in policy at the
international office, communities (and especially vulnerable children)
can be quite suddenly deprived of material support.

The Possibility of an Expanded Community

There is a need to draw on resources based on broader notions
of ‘community’ within the country. Non-governmental organizations
in southern Africa that seek to catalyze community fostering often
try to expand the perceived boundaries of a ‘community’. Notably,
the pilot project in a high-density area of Zimbabwe’s capital city has
looked for sponsors (for households that foster orphans) on ‘the other
side of town’, in low-density suburbs that are largely inhabited by
white Zimbabweans and black elites. Many such households may not
be ready to absorb orphans, but a sense of obligation can stimulate
material contribution. Often, according to staff of local fostering
projects, well-off people may not even be aware of how relatively little
money it takes to pay fees that would keep a child in a state school.
Such people may have lost gardeners or house servants to AIDS and
may feel responsible enough to contribute financially to the bereaved
family’s welfare, especially if this is done through a trusted nongovernmental organization that will monitor expenditure and the
well-being of children who may live in the remote hinterland.
Both indigenous and international commercial enterprises can be
tapped for substantial contributions that are exempt from tax and
can be used for positive publicity. Multinationals with subsidiaries
in Zimbabwe have shown some sensitivity to international public
opinion on ethical trade, and this could probably be extended to
contributions towards care of children orphaned by AIDS.
The community-fostering project we cite is now in its fourth year and
was set up well after the AIDS pandemic established itself. Talk of tapping
companies and approaching wealthy suburbanites is still at an early stage, and
the idea of tax rebates for individuals and firms who contribute to community
fostering seems to be relatively unexplored. Lobbying and advocacy to modify
tax laws have yet to be initiated.
India, with a different history and much larger size, has more
indigenous capitalists and millionaires, and already has tax legislation
in place that facilitates philanthropic contributions from national and
multinational companies. As a protagonist in a later wave of the AIDS

Community Fostering for Children: Perspectives from Southern Africa | 357

pandemic, India has more time to prepare than southern Africa had, at
the same time it can draw on what southern Africa has learned, about
– among other things - tapping non-state funds within the country to
support orphans.
Encourage external funders to contribute on a developmental
rather than a welfarist basis. A Zimbabwean woman on the staff of
a bilateral funding agency’s regional office in southern Africa was
discussing possible programmes to support children orphaned by
HIV/AIDS: ‘We want to support activities that put structures in place
and don’t just give out blankets. Of course, when people are struggling
for survival, welfarist components are necessary, but people must be
trained in lobbying and advocacy so that they can reach out and not
just hold their hands out’.
We argued earlier that non-governmental organizations play a key
role in articulating civil society with the state as well as facilitating
desired social change. If they are wholly funded by the state, or by
a commercial body, they lose the independence and the room for
manoeuvre that is vital to their role. The same can happen if they are
wholly financed by an external funding agency. Where then can such
non-governmental organizations turn to for support without (major)
compromise? What seems - just about - workable involves checks and
balances, plus strategic manoeuvring and alliances.
Non-governmental organizations in southern Africa that already
have a base in civil society and then apply to external funders for an
expansion of activities, appear to fare better here than local projects
of international agencies that are based on some kind of global
blueprint, or new local organizations created by international funders
for the particular purpose of caring for orphans. Some examples in
Zimbabwe that come to mind are two conventional orphanages (one
urban and the other rural) that local trustees are trying to transform
into hubs of quasi-formal fostering within community settings, and
a non-governmental organization already at work on participatory
programmes in squatter settlements that attempts to safeguard the
rights of orphaned and abandoned children.
In other words, the green shoots of initiatives should come from
the local context, and external funding should act as manure. While
the financial nourishment of new initiatives is crucial, we must not
forget exchange of ideas, perceptions and insights as those involved
on both sides listen to and learn from each other. External funding
should certainly not be the sunshine that constantly shifts to beam on
new subjects as the whims of ‘donors’ change.
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An ideal relationship may not often be realized, but it can serve
as a goal to be worked towards. What activities are to be generated
within this framework? As suggested earlier, external funding should
not mainly focus on the direct distribution of material benefits (x
number of children in school because their fees have been paid, or y
number of toddlers gaining weight through free meals at pre-school),
but on (1) encouraging change whereby people become protagonists
rather than recipients, and (2) working to establish social and political
mechanisms that support this.
India has a long history of activity by non-governmental
organizations that are prolific in number and diverse in nature and
scope. Many of these have relatively robust relationships with external
funders as well as creative approaches to the realities around them.
This should stand the country in good stead in protecting the interests
of children orphaned by the AIDS pandemic.
The ‘economic frameworks’ outlined in this section are of course
embedded in political relationships - between civil society, the state,
non-governmental organizations and the various interests represented
by external funders. We consider these next.

Towards New Coalitions in ‘Second Order’ Foster Care

The question that we address in this paper is not so much ‘Who
will foster children orphaned by HIV/AIDS?’ but ‘How can local nongovernmental organizations, the state and external funders encourage
and support the fostering of children orphaned by the AIDS pandemic?’
In other words, our focus is on ‘second order’ foster care rather than
the ‘first order’ fostering provided by families to children who have
come in from outside.
Our question is relatively new within the Indian sub-continent
where (as in much of Africa) none of the three actors identified - the
state, local non-governmental organizations and external funders
– have hitherto played any major role in ‘second order foster care’.
Extended families, supported by neighbourhoods and/or religious
and caste networks, carry out such fostering and generally keep the
state and various other formal organizations at arms’ length. If these
families are to continue to foster those whom they perceive as their
‘own’ (and if the circle of perceived responsibility is not to shrink
drastically), they will need new sources of support – when numbers
of orphans increase dramatically at the same time that family,
neighbourhood, caste and religious networks weaken and wither
under the onslaught of AIDS. This is why the state, non-governmental
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organizations and external funders must step in and bolster informal
fostering by providing new sources of ‘second order foster care’.
•• The state will have to establish legal, bureaucratic and economic
frameworks that facilitate the quasi-formal fostering within
households of children orphaned by HIV/AIDS.
•• Non-governmental organizations will have to collaborate with
the state in designing and setting up these frameworks. At the
same time, these organizations will have to take on the main
responsibility for rallying civil society to respond to an ‘orphan
crisis’ – in the case of India, a highly plural and often fragmented
civil society. Religious and community leaders will have to be
enlisted side-by-side with very local level consciousness-raising
in neighbourhoods. If civil society – or significant sections of
it - cannot be encouraged to take on primary care of orphaned
children, the ‘second order’ foster care of legal, bureaucratic and
economic frameworks will largely be useless scaffolding.
•• State bodies and non-governmental organizations must also
collaborate on raising resources from individuals and commercial
enterprises within the country. This will inevitably have to be
complemented by external sources of funding, from bilateral and
multilateral agencies. Government-to-government aid will probably
best be used to maintain state-established channels of support to
families that foster. Aid to non-governmental organizations will be
better directed towards initiatives that strengthen capabilities and
capacities within civil society.
If even modestly successful, the result of these efforts will
be somewhere in between the informal fostering that has so far
characterized much of the Third World and the formal systems of
foster care found in the First World. The term ‘community fostering’
has come into use in southern Africa in the context of children
orphaned by HIV/AIDS, without apparently any deep reflection on
the semantics and resonances of the term. It appears to be used as
a contrast to institutional care, and indeed has often emerged in the
context of making over conventional orphanages or hospital units
for abandoned children10 – i.e., ‘fostering in the community’ denotes
not holding children in institutions, especially given that the AIDS
pandemic has engendered a harvest of orphans with which no rushed
huge programme of orphanage building could hope to keep up.
10 Thandanani in South Africa is an example of a community fostering project
that has grown out of initiatives for children abandoned in hospitals.
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However, perhaps the term ‘community fostering’ can have
significant semantic content, if it is used to suggest situations where
neither the small world of the extended family (as traditionally in the
Third World) nor the impersonal apparatus of the state (as in much of
the First World) takes on almost full responsibility for fostered children.
Instead, a middle level should emerge more sharply than in the preAIDS situation, a level that comprises the amorphous social groupings
that have ‘traditionally’ supported those who foster children and that
constitute what we call civil society. At the same time, non-traditional
actors and linkages appear in the picture. Local non-governmental
organizations encourage and support nurturant capacities within
these amorphous social groupings, and simultaneously bring them
into contact with state agencies that can provide material aid in a
context where AIDS eats away at the economic underpinnings of
society. Both the state and the non-governmental organizations draw
on external support: the state for the material aid that it provides,
and the non-governmental organizations for their work in mobilizing
nurturing tendencies in civil society.
The framework just presented has not emerged from pondering
on some ideal state of affairs, but is based on observing realities and
potentials within ‘community fostering’ projects in AIDS-besieged
southern Africa. My connection with these projects is through external
funding agencies that have chosen to adopt the role outlined above,
i.e., to support local non-governmental organizations that see their
role as mobilizing and organizing fostering capacities within civil
society (rather than themselves directly providing material aid to
individual children). Where material support is needed (and this is
widely the case in societies whose economic base is being consumed
by AIDS), those who foster are encouraged and actively aided by these
non-governmental organizations to link to appropriate state agencies
– even in Zimbabwe, where at the time of writing the government is
generally disliked, is engaged in an expensive war in a neighbouring
country and has forfeited much external support through its abuse of
human rights.
Many questions arise here, notably complex political questions
about the various interests represented by and within diverse external
funding bodies, state agencies, local non-governmental organizations
and communities. Leaving these questions for further debate, I shall
here instead briefly consider the actors who function as ‘hinges’
between local communities and the coalition of non-governmental
organizations, the state and external funders that we have outlined.

Community Fostering for Children: Perspectives from Southern Africa | 361

The project in a Zimbabwean township frequently cited here
uses as its foot soldiers some twenty or so women in green uniforms
who are known as ‘community child care volunteers’. Many of them
appear to be widows or single parents, and many rely on petty trade
and services for a living. These women have become visibly more
confident and assertive over the four years of the project. It is hard
to estimate how much time they spend ‘in the community’, given
that it is their daily environment, but they say around seven hours
a day. They also receive visits at home, sometimes late at night. The
project staff describes them as de facto welfare officers. ‘Watch out
for the Greens [a reference to their uniforms]’ is sometimes heard in
the context of a child at risk. Their homes have become safe houses
for children in exigencies. They support sibling-headed households
and grandparent-headed households, with advice and help, and
sometimes (despite their limited means), material aid. The project
database on children at risk in the area draws on these women
volunteers’ reports, and they also identify households that are ready
to foster children. Accompanying them on visits, one becomes aware that
they seem to know their neighbourhoods well and are attached to particular
children in difficult circumstances. These women are linked to the ‘community
child care committees’ in their neighbourhood (that are also connected to the
project and headed by, for example, a school headmaster or a pastor) and try
informally to discourage child neglect and abuse. They say that their status
within their local community has now been enhanced.
A full assessment of the role of such ‘organic social workers’ must
await detailed ethnographic study, and here we will only highlight
the importance of their activity in countries where there are limited
numbers of social workers and limited funds to pay them. We must
also emphasize the more ‘seamless’ incorporation of such actors in
civil society, and not treat them as a default option to qualified social
workers. The monitoring mechanisms they represent can prove
effective in quasi-formal fostering, since as local residents they may
be privy to information about what is going on in households and
they may even have access to the backdoors of these households - in
contrast to the ‘closed fronts’ that many Third World families present
to formal representatives of the state. ‘Fostering within communities’,
if operationalized in such ways, can provide significant overlaps
between informal and formal foster care.
A great deal of further work remains to be done to understand
such ‘community fostering’ at the conceptual level, and to reinforce it
on the ground. In a similar project elsewhere in Zimbabwe, local residents
said that they had successfully identified cases of child abuse and even made
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formal complaints to a police outpost specially set up for such purposes, but
then routine procedures were set in operation from which the local community
was excluded - and the child was taken away from the neighbourhood and
from individuals whose contact with the child had been positive. Clearly,
rethinking and reorganization of standard procedures is necessary in
such cases, and ‘community monitoring’ cannot just be grafted onto
‘business as usual’. The preventive role that community activity can
play is also crucial.
Attempts to encourage ‘community fostering’ in India may have
to take account (as noted earlier) of the greater complexity and
heterogeneity of local communities than in most parts of southern
Africa.
Our example of ‘community child care volunteers’ in urban
Zimbabwe must consider the extent to which such ‘organic social
workers’ can be volunteers. Is it right to heap expectations and
responsibilities without remuneration on women who are already hardpressed? How sustainable is a programme of community fostering
based on volunteerism under dismal economic circumstances? The
women in green uniforms currently receive a stipend of 300 Zimbabwean
dollars a month from the project, which is a small return for the time and
energy they put in, especially given the adverse economic situation and high
rates of inflation. These women have now banded together to spend some time
on projects to generate income for child welfare in the area, as well as some
remuneration for themselves – at present they are engaged in sewing school
uniforms and tie-dyeing fabric, but there are plans (backed by the project
staff) for brick-making.
School uniforms have to be ready at the beginning of the school year,
and those new to the business and busy with many other things may not
be organized enough for this and may have to wait quite long for another
opportune moment to sell the uniforms (and realize some capital). Tie-dyed
fabric needs particular market outlets. Brick-making requires seed capital and
may well involve its own commercial pitfalls. The acute problems inherent in
setting up viable income generating projects are too familiar to be enumerated
here – but the urgent need continues for some sort of financial support for
community initiatives and those who work for them.
Yet, successful economic enterprises to support mobilization and
transformation in civil society will engender problems and dilemmas
of their own. A flourishing brick-making project may generate good
money, but may then engage much energy of the ‘women in green’
and keep them away from their vital work ‘in the community’– in
other words, the cart might pull the horse.
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At the crucial level of the women who ‘hinge’ local communities to
a coalition of wider forces, then, economic factors seem to dominate
and there are no easy answers to the issues that emerge. The AIDS
pandemic appears to be a crucible that tests the resilience of civil
society in particular contexts.11 The evidence from southern Africa
seems to suggest that if the coalitions we have discussed do support
local communities, then these communities will, largely, support their
orphans, whereas if outsiders rush to provide for orphans in ways
that bypass community mechanisms, they may alienate orphans from
their social contexts by singling them out for what may well appear
preferential treatment in economies devastated by AIDS – for example,
where many children are de facto orphans because their parents are
away searching for work in hard times. Yet, ways of ‘supporting
communities’ that do not benefit only the relatively privileged have to
be found, although this has proved more easily said than done.12
It is mainly the economically and socially marginal who will slip
through the safety nets of primary groups, in India as in South Africa.
HIV/AIDS will add many to these marginal categories who were not
there before. Traditionally vulnerable groups – sex workers, migrant
labour, adivasis and the urban and rural poorest (for example) - require
special safeguards, because their orphans will be amongst the most
vulnerable. Difficult, unhappy questions have to be raised. Will these
groups fall outside the pale of ‘community fostering’ in India? Do
coalitions for action have to think in terms of distinct arrangements
for these groups – and will this further marginalize them?
In any event, it will be wise to devote systematic attention and
research to children who live on the streets at present, in order to better
understand the strategies that help them survive and the measures
that they find the most supportive: ‘… psychologist Lewis Aptekar’s
detailed report of the Latin American street children he followed show
their resourcefulness and skill in establishing a network of contacts…’
(Phillips 2000). To what extent do such networks constitute a loose
form of community fostering and how can this be strengthened? ‘It
would… be interesting to find out more about adults who have a
loose fostering relationship with a particular child or children on the
streets, for example, households that occasionally provide a child with
food, or a shopkeeper who allows a child to sleep on the doorstep
11 See Barnett & Whiteside (2002) on Uganda.
12 George (1994: 456-491) describes how one rural development programme
in Zimbabwe ended up benefiting better-off and powerful households
even though the programme was set out to address and not buttress rural
in-equality.
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of his shop, or a tea shop owner who keeps leftovers for particular
children’ (George & van Oudenhoven 2001). Non-governmental
organizations that already work with street children – in India as well
as in the currently AIDS-saturated environments of various parts of
sub-Saharan Africa – can contribute to the discussion of potential
strategies when the numbers of children on the streets swell.
Similarly, it is worth looking at current realities in various kinds
of institutional care for children in India, limited as this is, and to
consider a future when the AIDS pandemic is further advanced.
Interestingly, responses to the pandemic in southern Africa have
included not only an emphasis on ‘community fostering’ but efforts
to transform institutional care and bring this closer to community
life. An orphanage in urban Zimbabwe, for example, is increasingly
becoming a hospice for children who are terminally ill with AIDS. This is
an uncongenial atmosphere for children within the institution who are free
of the illness, but rather than partition the orphanage or open a separate
one, the staff in charge of the local ‘community fostering’ project have
identified a house in an adjacent neighbourhood into which some of the
uninfected children will move along with a member of the orphanage’s staff
and her family. Ideally, this house will have a transit function and some of
the children may get absorbed into local homes. Even if they do not, they are
no longer within high institutional walls that cut them off from the social
world around, and in their new environment they will – optimistically have opportunities to interact with local families and their children.
Again, however, the long-term sustainability of this initiative hangs in
the balance. The house was acquired through a grant from an external funder
and for a brief period running costs will be covered. When asked about the
financial future, the project staff bravely say that they hope the house can be
funded from the surpluses of income generating projects (sewing and tiedyeing projects, brick-making…). Perhaps conventional donors who
support old-style orphanages can be prevailed on to contribute to the
upkeep of such a house – and others.
What might happen if adequate preparations are not made for mass
orphanhood in consequence of AIDS? Here is an example – also from
southern Africa - of foster care, provided by none of the traditional
or non-traditional actors whom we have earlier discussed, but by the
private sector, and even the multinational private sector.13
Tea plantations in the eastern highlands of Zimbabwe have
been allowed to recruit teenage children as labour in ‘Earn and
Learn’ schemes. These children are housed in single-sex supervised
13 This example is based on verbal reports and not on first-hand contact or
documents.
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dormitories and meals are provided to them. They work on the
plantations for six hours daily and attend school for the remaining part
of the day. Their earnings are put into bank accounts. A development
worker reports that these schemes have attracted children from a
considerable distance away, many of whom are orphans. They display
their bank books with pride, and talk about how the money will be
used to provide for siblings and for their own further education. When
one such ‘Earn and Learn’ scheme was shut down by the government
because of living conditions that were sub-standard (the development
worker reports), the children who were thereby displaced were
devastated and hoped to find a place in another ‘Earn and Learn’
scheme.
Such situations (involving a coalition between national or
multinational capital and the state in a loose regulatory role) will be
frighteningly easy to replicate in India, where the incidence of child
labour is already high. Such a prospect, as in Zimbabwe, may appear
benign in comparison with the alternatives available to children out of
homes, not to mention children in unhappy homes. The widespread
appearance of such schemes will make clear that nurturing capacities
within civil society and efforts to mobilize these capacities by nongovernmental organizations, have not been knitted together with
support from the state into an effective coalition reinforced by external
funders - and that all these actors have generally failed the most
vulnerable of children orphaned by HIV/AIDS.

Conclusion: Agenda for Research and Action

This paper highlights clear lines for future action in the context of
widespread orphanhood related to an AIDS pandemic in India. The
research component for such a situation would include:
•• Sensitive studies of informal foster care in various situations.
Under what circumstances do families take a child in as their ‘own’
and what sort of social support do they draw on? What are the
strengths and weaknesses of such informal fostering, especially
from the viewpoint of a child’s best interests?
•• Research into the limited phenomenon in India of formal foster
care, following up the earlier studies identified in this paper. How
do the state and the non-governmental organizations involved
monitor children who are fostered? Crucially – what happens at
the household level? What is the motivation to foster? What are
the child’s experiences (compared to other alternatives) and what
factors influence this? What are the economic and other costs to
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the fostering households and how does this relate to the state or
other aid provided?
•• Existing studies of institutional care for children should be taken
further, both of institutions maintained by the state and those run
by religious or secular non-governmental agencies. What levels of
material welfare and psycho-social well-being characterize children
in different kinds of institutions? To what extent are they cut off
from the social and emotional world around the institution? Can
institutional care be linked to part-time fostering? Are experiments
with family-scale houses in neighbourhoods (described earlier)
viable and, if so, who is to fund them?
•• Similarly, current research on children who live on the streets14
should be extended and elaborated. What factors are responsible
for children ending up on streets? How do these children
apprehend their present realities? What forms of support do
they find most helpful? What ideas do they have about possible
preferred alternatives?
•• Research is needed to explore what happens to children who are
orphaned by environmental disasters in India and what factors
influence differential outcomes. AIDS will combine disaster with
the social stigma of a dreaded disease. Can research tell us, for
example, what happens to the orphaned children of those who
suffer from leprosy?
The implications for ‘action’ of our discussion largely concern nongovernmental organizations. Perhaps fora of such organizations can
convene to address issues such as the following:
•• What potential is there to raise awareness within various sections
of civil society about the need to prepare for an ‘orphan crisis’, and
especially to increase awareness among parents at risk and among
possible foster carers?
•• Which strategies have proved to work best when sensitizing local
communities on very delicate issues?
•• What are the legal knots that need to be disentangled now to
facilitate quasi-formal fostering when numbers of orphans increase
sharply, and to avoid ‘log-jams’ and belated legislation after the
AIDS pandemic sets in (as has been the experience in parts of
southern Africa)? Non-governmental organizations that specialize
in legal aid and rights can make a significant contribution here.
•• If non-governmental organizations are to act as links between state
aid and families that foster, what bureaucratic interface will most
14 See for example Chinnapah & Jeyachandran 1996.
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••

••

••
••

facilitate this? Present arrangements - limited as they are – can
provide useful pointers here, including how such links should not
be structured.
How adequate are current state allowances for formal foster care
and the arrangements to disburse them? How well does the present
system work of recompensing non-governmental organizations
that act as links between state and fostering household?
What is the experience of charities that raise funds for children at
risk within the country? Which fund-raising strategies are most
effective? Which constituencies remain to be ‘tapped’ and how can
this best be done? A variety of children’s charities, from the local to
the national level, need to be consulted here.
What strategies have proved most effective in asking the private
sector for funds for civic causes? Are legislative changes – especially
related to tax – necessary to better exploit this source?
Which external funders have proved most supportive and sensitive
to local non-governmental organizations that work on awarenessraising in civil society? Which funding agencies can be counted
on to see local initiatives through to some sustainable basis, rather
than waft away with some shift in ‘donor’ fashion?

Visits by Indian local non-governmental organizations to
‘community fostering’ projects in southern and eastern Africa should
prove invaluable here, to expose Indian development professionals
to what has happened to children at risk in later phases of the AIDS
pandemic and to facilitate exchange and two-way stimulation.
Perhaps external funders that work both in sub-Saharan Africa and
in India can underwrite and participate in such visits. This would
already begin a process of coalition-forming on the lines discussed
earlier in the paper.
This should facilitate processes of researchers and activists who are
familiar with the state apparatus thinking and planning how best to
adapt quasi-formal foster care related to the pandemic, and discussing
the feasibility of proposed changes with open-minded bureaucrats.
If the suggestions put forward in this paper are adopted and found
effective, some legal, bureaucratic and economic frameworks will have
been drawn up in preparation. The limited coalition that we have just
identified – of researchers, activists and certain external funders – will
have to proceed through a situation where the AIDS affected children
are not necessarily identified as such. Their constituency will for the
moment be identified as ‘orphans’, or more generally ‘children at risk’,
and ‘children in especially difficult circumstances’, and their cause
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that of improved informal and formal foster care for such children
– limited initiatives that are worth pursuing in their own right, in a
country that already offers a soberingly low quality of life to many of
its children (UNICEF 1995). Such initiatives should be acceptable even
to a state and civil society that are locked into denial of the coming
pandemic, and should elicit some co-operation from these actors.
At the same time frameworks can be put in place in preparation for
large-scale orphanhood, even if through programmes that dare not
yet speak their full name.

Acknowledgement

I am very grateful to the communities and staff associated with
the following projects in Zimbabwe: The community fostering project
of the Child Protection Society, Harare; Child welfare projects in
three informal settlements near Harare carried out by Inter-country
People’s Aid; The Vimbainesu Children’s Home, Zvimba; The Farm
Orphan Support Trust.
I also thank the funding agencies that have brought me into contact
with these projects: the Verhagen Foundation and the Bernard van Leer
Foundation, both located in the Netherlands. Research on foster care
in a global context carried out with International Child Development
Initiatives, Leiden, provided useful material and perspectives for the
present paper. I especially acknowledge discussions on the Zimbabwe
situation with Paula Nimpuno-Parente, Greg Powell and Lynn Walker.
Des Gasper provided detailed comments on an earlier draft of this
paper. I thank the IDPAD programme for the opportunity to relate
experiences in community fostering in southern Africa to the realities
of the Indian sub-continent.

References

Apte M., 1976. Foster Care: A Non-Institutional Child Care Service. Mimeograph,
Tata Institute of Social Sciences, Mumbai.
Bagley C., Po-Chee Ko G. & O’Brien C., 1997. Hong Kong. In: Colton and
Williams (eds.), pp. 99-106.
Barnett & Whiteside, 2002. AIDS in the Twenty-First Century. PalgraveMacMillan.
Bose A.B., 1980. Welfare of Children in Need of Care and Protection. In: Profile
of Child in India: Policies and Programmes. Ministry of Welfare, New Delhi,
pp. 144-165.
Boushel M., 1999. Keeping Safe. In: Hill (ed.).
Chebbi V.K., 1995. Rating People’s Development. The Economic Times, 6
October.
Child Protection Society, 1999. How Can We Help? Approaches to CommunityBased Care. Child Protection Society, Harare.

Community Fostering for Children: Perspectives from Southern Africa | 369

Chinnapah F. & Jeyachandran S., 1996. ‘Presentation’ in Report on Workshop on
Street Children: 29-30 October 1996, Sri Lanka Foundation Institute, Save the
Children, London.
Colton M. & Williams M., 1997. The World of Foster Care: An International
Sourcebook on Foster Family Care. Arena, Aldershot.
Delhi Administration, Evaluation Cell, 1980. Evaluation Report on Foster Care
Service in Delhi. Planning Department, Delhi.
George S., 1994. A Matter of People: Co-operative Dairying in India and Zimbabwe.
Oxford University Press, New Delhi.
George S. & van Oudenhoven N., 2001. Stakeholders in Foster Care: An
International Comparative Study. International Child Development
Initiatives, Leiden.
Hill M. (ed.). Signposts in Fostering: Policy, Practice and Research Issues. British
Agencies for Adoption and Fostering, London.
Khozombah M., 1999. Highfield Community Based Foster Care: Household Survey.
Child Protection Society, Harare.
Lalitha N.V., 1977. Foster Care Service in Delhi: A Study. Mimeograph, National
Institute of Public Co-operation and Child Development, Delhi.
Mufune P., Mwansa L.K. & Osei-Hwedie K., 1997. Botswana. In: Colton and
Williams (eds.), pp. 21-40.
Mupedziswa R. & Kanyowa L., 1997. Zimbabwe. In: Colton and Williams
(eds.), pp. 273-284.
National Institute of Public Co-operation and Child Development, 1994. Child
in India: A Statistical Profile. New Delhi.
Phillips B., 2000. The End of Paternalism? Child Beneficiary Participation and
Project Effectiveness. Master’s Degree Research Paper, Institute of Social
Studies, The Hague.
Rugalema G., 1999. Adult Mortality as Entitlement Failure: AIDS and the Crisis
of Rural Livelihoods in a Tanzanian Village. Institute of Social Studies, The
Hague.
Singh R.R., 1997. India. In: Colton and Williams (eds.) The World of Foster Care:
An International Sourcebook on Foster Family Care. Arena, Aldershot, pp.
121-133.
UNICEF, 1995. The Progress of Indian States. UNICEF, New Delhi.
UNICEF, 1999. Children Orphaned by AIDS: Frontline Responses from Eastern and
Southern Africa. UNICEF.

Southern Africa: The School Without Walls

III.8

BUILDING PARTNERSHIPS FOR COMMUNITY
AIDS INITIATIVES IN SOUTHERN AFRICA:
THE SCHOOL WITHOUT WALLS
Ros Beatson & Josef Decosas
The disturbing statistics of HIV in Southern Africa are well-known.
The eight countries with the highest HIV prevalence rates in the world
are all in the Southern African region. Of the estimated 34 million
people in the world living with HIV in December 1999,1 12 million
lived in the 13 member countries of the Southern African Development
Community (SADC). Approximately 35% of the global burden of HIV
infection is borne by 3% of the world’s population. The following
table presents the estimates of the prevalence of HIV infection among
adolescents and adults aged 15-49 in SADC countries:
HIV Prevalence Among Adolescents and Adults (End of 1999)
Country
Botswana
Swaziland
Zimbabwe
Lesotho
Zambia
Republic of South
Africa
Namibia

Prevalence
Country
35.8%
Malawi
25.3%
Mozambique
25.1%
Tanzania
Democratic Republic
23.6%
of the Congo
20.0%
Angola
19.9%

Mauritius

Prevalence
16.0%
13.2%
8.1%
5.1%
2.8%
0.1%

19.5%

Source: UNAIDS 2000
1

The picture is similar after revision of country and global estimates, in
2007 – 33.2 million persons estimated with HIV infection globally, of
which 68% are in sub-Saharan Africa. (UNAIDS & WHO, 2007: 2007 AIDS
Epidemic Update, Nov. 2007. Geneva)
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Why Southern Africa is experiencing such devastating HIV
epidemics is not entirely clear. There is no single dominant cause;
there is rather a constellation of causes that make this region more
susceptible. These include: a very high level of gender-segregated
labour migration within and between countries; a high level of gender
inequality and consequently a large age difference among sexual
partners and a high incidence of compensated sex (sex in exchange
for goods or favours) and forced sex; low male circumcision rates
and a high incidence of dry sex practices; a history of civil unrest
and military movements that is still not concluded; and a colonial
past that has weakened or destroyed local social institutions without
adequately replacing them. Sexual education, for instance, all but
disappeared when mission schools replaced puberty rites. Finally, like
in most of Africa, a health care system that ignored the health needs of
adolescents and young adults.
After more than a decade of official denial and neglect, AIDS has
recently moved to the centre of public and political attention in Southern
Africa. At the same time, HIV incidence is starting to decline in some
locations. One country, Zambia, is recording a sustained reduction
in HIV prevalence (Fylkesnes & Musonda 2001). No doubt, Zambia
will become the next ‘success story’ in Africa. We suspect that other
countries are experiencing the same trend, but their epidemiological
surveillance is not good enough to show it.
It is impossible to establish a causal relationship between declining
HIV incidence and increased political commitment in Southern Africa.
They are more likely effects of the same cause: people living in the region
are experiencing sickness and death from AIDS at an unprecedented
level. Politicians, the media and international agencies cannot ignore
it any longer. People are changing their sexual behaviour; politicians
are changing their discourse.

Southern African AIDS Training

The (SAT) Programme started in 1990 as a project of the Canadian
International Development Agency (CIDA) implemented by the
Canadian Public Health Association (CPHA). It was conceived
according to the fashion of the time: as a project to transfer knowledge
about HIV prevention from North America to Southern Africa.
However, in contrast to most AIDS projects in those years, it was run
by development professionals rather than public health experts.
While the international effort on AIDS was still concentrating
on “fighting” a virus, SAT shifted its focus to people and their
communities. In those early years, there was still a lot of doubt over
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whether AIDS existed or not, but many groups and communities
started to experience something bitter. More people were sick, more
people were dying - young people were dying. The following graph
shows what people were seeing as early as 1992 (Morogoro Adult
Mortality Study 1996).
Age Distribution of Deaths in Dar es Salaam in 1992

Age Distribution
of Deaths in Dar es Salaam in
Compared to the UK in 1900 and 1990
1992 Compared to the UK in 1900 and in 1990
40 Percentage of Deaths
35
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UK 1990

25

Dar es Salaam 1992

20
15

UK 1900

10
5
0
0-04

5-14

15-24 25-34 35-44 45-54 55-64 65-74 75-84

85+

Age (Years)

The graph shows three patterns of mortality:
•• A “developing country” pattern with high infant death rates as
shown by the dotted line and recorded in the UK in 1900.
•• A “developed country” pattern with high death rates of elderly
people as shown by the dashed line and recorded in the UK in
1990.
•• A new pattern with a prominent “hump” of early adult death (ages
15 to 45 years) as shown by the solid line. This one was recorded in
Dar es Salaam in 1992, but this pattern could be found anywhere
in Southern Africa, and the “hump” has since become much more
pronounced.
People, communities, and community service groups knew
that something was happening, and they started to formulate their
own responses. While the international agencies were still looking for a
“technological fix”, community groups in Southern Africa were organising
themselves to face what has since become the greatest threat to health and
survival any society has ever had to face.
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Not surprisingly, the first responses to AIDS were frequently led by
rural mission hospitals. Missions are the primary providers of health care
in rural areas of Africa. They are the entry point and the referral point for
health care. People either get better or die; they cannot go anywhere else,
and mission hospitals do not have to wait for government directives.
They are locally controlled and respond to local needs. So very early in the
AIDS epidemic in Southern Africa, we saw the emergence of integrated
prevention, care, and counselling programmes that originated from
places like the Chikankata Salvation Army Hospital in rural Zambia, but
soon other groups joined in this response. By 1993, the SAT Programme
had established partnerships with nearly 100 different organisations in
Southern Africa. They included:
•• AIDS service organisations
•• Human rights and legal education and reform organisations
•• Institutions of local government (e.g., Municipal health
departments)
•• Mission hospitals and religious groups
•• National and regional AIDS networks
•• Professional associations (e.g., Public Health Associations)
•• Support groups of people living with HIV and AIDS
•• Trade unions
•• Women’s health and rights organisations
•• Youth organisations
In the same year, a group of Southern African organisations met
the SAT Programme staff and raised the following challenge: How
can we access the expertise and skills developed by local groups who have
found solutions to the problems we are facing every day? Clearly, these
organisations did not want another series of lectures and workshops
designed by experts. They wanted facilitated access to local solutions
developed by their peers. This was the birth of the School Without
Walls (SWW). The event was a milestone in the gradual shift of the
SAT Programme philosophy.

School Without Walls (SWW)

On advice and with assistance of a large number of local groups
and organisations, SAT started to build national and regional
networks of mutual learning. The networks are not formal and have
no secretariats or membership. They consist of a series of meetings
of organisations involved in similar types of programmes to share
experiences and discuss their particular problems. SAT acts as a
facilitator and provides financial support, but most of the network
meetings are organised by local organisations and involve anybody
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who is interested in the subject under discussion. The networks are
not restricted to organisations funded by the SAT Programme.
The networks are what hold the SWW together. As they are
based on mutual and common interest, they have a thematic focus:
counselling, home care, peer action, youth work, gender advocacy,
and economic activities. Some networks emerge and fade, but the key
programming areas tend to be quite stable. Within the networks, the
members organise their own learning and transfer of skills. This is done
through structured study visits, organisational mentoring, individual
apprenticeships, and specialised skills workshops conducted in the
field by host training institutions.
The SAT programme functions as a facilitator and co-ordinator of
the SWW. It supplies the overall structure and most of the financial
resources to allow the exchange of skills and expertise to take place.
Technical assistance provided by SAT is restricted to organisational
and management issues. The priorities, content, and type of training
offered are entirely decided by local organisations on the basis of their
needs and their experience.
Leaving technical leadership to the organisations that were
closest to the issues has resulted in a very high level of responsiveness
of the SAT Programme. In the past ten years, SAT has been engaged in
the support of programmes two or three years before the issues were
recognised internationally for being an important component of the
response to AIDS. These include issues such as the prevention and
treatment of child sexual abuse, involvement of people living with
HIV, and issues related to disclosure of HIV status.
The SWW is today characterised by a loose network of about 100
organisations in five countries involved in the following activities:

Structured Study
Visits

Less experienced groups or organisations that want to
introduce new activities visit more experienced organisations to observe their programmes in action. The visiting and host organisations are matched to ensure the
relevance of the concepts and skills to be transferred.

Organisational
Mentoring

Experienced organisations take on a mentoring role for
new groups over a period of several weeks to several
months. During this time, the staff of the mentoring organisation helps design programmes, supervise and
monitor activities, and solves technical and administrative problems on the basis of need and demand. Mentoring often develops into long-term organisational relationships of mutual benefit to both parties.
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Apprenticeships

Apprenticeships are usually organised in the context
of mentoring relationships. They are an attachment of
personnel for periods of one to four weeks to a wellestablished programme, to gain practical experience in
areas such as counselling, home care, peer education
programmes, or providing services for victims of domestic and sexual violence.

Field Visits/
Programme
Support

Organisations mentoring other organisations provide
on-site coaching during field support visits. They observe activities, discuss problems and difficulties, and
broker solutions and improvements.

Skills Clinics

Skills clinics are practical teaching sessions of two
to five days, organised by mentoring organisations
within their own working environment. They comprise personal coaching, group exercises and field
visits. Skills clinics are a means for new organisations
and personnel to rapidly acquire basic knowledge on
how to do what they have set themselves out to do.
The orientation of the clinics is towards basic project
implementation skills in common areas of work.

Specialised skills clinics are organised and hosted by
organisations with specific expertise. They usually
draw participants from throughout the region, many of
whom are also experienced. The skills clinics thereby
function not only as a one-way transfer of know-how
from trainer to trainee, but also as a forum to exchange
Specialised Skills programme experience and to find solutions to probClinics
lems mutually encountered. Specialised skills clinics
are organised on a variety of themes that will improve
the knowledge base and skills of community based organisations. Themes explored by the SWW in the last
year include palliative care and bereavement, child
sexual abuse, domestic violence, and survival skills for
people living with HIV.

Thematic
Networks

Thematic networks are a mechanism of mutual support
and learning for community-based organisations. The
networks may be national or regional. Members include
all organisations with interest or activities in specific
areas such as HIV prevention, counselling, home care,
gender equality and human rights advocacy. Networks
are mobile and participatory.
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CrossNetworking

The purpose of cross-networking is to widen the goals
and perspectives of organisations working in areas related to the response to HIV. In the past, SWW crossnetworking meetings have brought together activists on
gender equality, human rights and AIDS activists from
several countries in Southern Africa. This allowed different organisations to identify common areas of activity and interest, and assisted in the cross-fertilisation of
HIV and gender programming.

The model of the SWW has proven itself in two respects:
1.
It has allowed the emergence of a culture of facilitation to
replace the dominant focus on project implementation.
Implementation programmes “target” communities and
“do something ‘for’ them”. Their main problem is to get
“community participation”. However, people are usually
already taking care of their sick and their orphaned when
the implementation programme arrives. They do not need
to be targeted and convinced to participate. Their own
concerns and activities need to be given value and they
need help to become better at doing what they are already
doing. Learning through a network of equals promotes a
facilitation approach.
2.
The SWW has also proven itself as a viable alternative to
scaling up community AIDS initiatives.
Programme coverage is an important issue in the response
to AIDS. We all know that small programmes do excellent
work, and yet the problems seem so large and the effort so
small. Since the early 1990s, international donor agencies
have identified promising community AIDS initiatives
in Southern Africa and have given them massive support
in order to scale up their reach and coverage. The results
have been rather disappointing. Working on a larger scale
changes the content of an activity, even if it looks the same
on paper. Scale and content are linked. The type of activities
that have a major impact in a village will not have the
same impact if they are done countrywide. Some activities,
especially activities based on community voluntarism,
cannot be organised on a large scale.
However, the experience of the SWW has shown that smallscale initiatives can replicate themselves very rapidly by
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local transfer of skills. Important coverage can be achieved
by scaling out rather than scaling up.
The response to AIDS in India represents a very special challenge.
However, if, as in the SWW, we focus on local responses and local
solutions, then we see a different picture. We do not see hundreds and
millions of people at risk and millions of people infected with HIV.
We see hundreds of thousands of community groups coming together
to jointly face a new challenge.
Contrary to dominant media coverage, the history of AIDS in
Southern Africa is not a history of doom and gloom. It is a history of
hope and community mobilisation. We should never let ourselves be
paralysed by predictions of disaster, and most of all, those of us who
live with a problem, should develop and maintain a healthy amount
of scepticism towards those who come from outside and say that they
have solutions.
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Violence Against Women

IV.1

VIOLENCE AGAINST WOMEN
Manisha Joshi

Introduction

While the spread of HIV has been directly linked with cases of
rape by HIV positive men, violence against women creates a greater
societal vulnerability. It points to an environment of aggression against
women that will negatively affect efforts at AIDS control. This paper
is a review of available data and literature on the extent and nature of
violence against women in India and the related issues that have been
in public discussion in recent years.
Gender-based violence has only recently emerged as a public issue
globally, extending across regional, social, cultural and economic
boundaries. A near universal phenomenon, gender-based violence
threatens the well-being, rights and dignity of women (Fishbach
1997). In the United States, about 18% of women are sexually abused.
The Department of Justice reported 3-4 million women being battered
by their husbands or partners every year (United Nations 1999). The
condition in other developed countries is not any better.
The UN Special Rapporteur on Violence Against Women regretted
that even countries such as Denmark, Germany, Spain, Switzerland
and the United Kingdom, among others, could not provide accurate
documentation and statistics on domestic violence (UN 1999). The
available data on wife abuse is even more appalling. In Sweden, which
ranks high in the gender related index, 66% of the 18,650 reported cases
of violence against women in 1996 were of domestic assault. Further,
45% of 681 offences of homicide recorded in England and Wales in
1996 were cases of homicides, in which women were killed by current
or former spouses or lovers (UN 1999).
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Studies also illustrate that rape is common: six well-designed
studies in the US suggest that between one in five and one in seven
US women will be the victim of a completed rape in her lifetime (Koss
1993). The US data are consistent with studies of rape in other parts of
the developed world.
The data of developing countries is not encouraging either. Heise et
al. (1994) cited surveys from technologically less developed countries
of Antigua, Barbados, Columbia, Chile, Ecuador, Guatemala, Sri
Lanka and others. These studies, though not uniform in methodology,
reveal widespread prevalence of physical and sexual abuse on women
(ranging from 12% to 75%) by present or former partners.

I
VIOLENCE AGAINST WOMEN:
THE INDIAN SCENARIO
The Beijing Platform for Action defines violence against women
(VAW) as “an act of gender based violence that results in, or is likely to
result in physical, sexual or psychological harm or suffering to women,
including threats of such acts, coercion or arbitrary deprivation of
liberty, whether occurring in public or private life.”
In its 1995 report for the Fourth World Conference on Women at
Beijing, the Indian Government recognized VAW as one of the eleven
critical areas of concern. The Beijing platform contained three strategic
objectives, none of which have been implemented by the Government
of India:
(a)
to take integrated measures to prevent and eliminate violence
against women,
(b)
to study the causes and consequences of violence against
women and effectiveness of preventive measures, and
(c)
to eliminate trafficking in women and assist victims of violence
due to prostitution and trafficking (All India Democratic
Women’s Association et al., 2000).

Men as Victims

Anjali Gandhi in Wife Abuse: A Concern for Social Work Training and
Practice in the Indian Context (2001) points out that men abuse, though
infrequent, is a reality. Writers claim that men, unlike women, tend to
report only the most extreme abuse and also have greater resources,
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which allow them to utilize private source of help and avoid reporting
their victimization.
Data on husband abuse in India does not exist. Evidence of wives’
aggressive behavior and violence, though existent, is not common.
Feminists firmly hold the view that spousal abuse in fact is abuse
against women. It is perpetuated by structural (cultural sanction of
gender-based roles), institutional (isolation of women and family),
interpersonal (use of alcohol, male control of family wealth) and
individual (history of abuse and cruelty) factors (Gandhi 1997).

VAW – A Soaring Graph

Recorded data during the 1990s provide worrisome signals of
relentlessly soaring incidence of crimes against women, with more
and more women falling victims to various acts of violence and crimes
at home, at the workplace and in the community (Table 1).
An analysis of total crime rate points out that crimes against women
(CAW) comprise about 6% of all crimes in the country (CWDS 2002).
It is observed that crimes against women in 1999 reported an increase
of nearly 102% over the year 1989.
Among the crimes committed against women, torture (cruelty by
husband and relatives) recorded as high as a 278% increase in the cases
over the period 1989-99. There has been a steep rise in rape cases, by
69% between 1989 and 1999. It was followed by cases of molestation,
which accounted for 24% of total crimes against women in 1999.
Sexual harassment is another higher incidence crime against women,
recording a consistent growth of 86.2% in the period 1995 to 1999.
While the proportion of dowry deaths in total crime seems to have
declined from 7.2% to 4.9% over the period 1990-1999, the number of
dowry deaths increased from 4,836 in 1990 to 5,817 in 1993 and 6,699 in
1999. Since 1996 the cases registered under the Dowry Prohibition Act
have also been showing an accelerating graph from 2,647 in 1996 to
2,685 in 1997 and 3,578 in 1998. About 31.2% of the total dowry deaths
at the national level were reported in Uttar Pradesh alone. Crimes
recorded under special laws indicate a declining trend. Among these,
the Immoral Traffic (P) Act accounted for the highest level of crimes
between 1994 and 1999.
A most disturbing feature has been the large increase in cases of
molestation and sexual harassment, to about 40,000. Over 35% of
the cases of sexual assault are against minors (All India Democratic
Women’s Association et al., 2000). Recently, there have also been brutal
cases of violence when young women who have rejected such advances
have been burnt, had acid thrown on them, and some even killed.
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* Dowry is a traditional practice of offering payment in cash and goods from the bride’s family to the family of the groom at the
time of marriage. Families receiving dowry may demand more and more and may harass or abuse the new bride in order
to coerce her family into paying more. In some cases the family may kill her and fake suicide to disguise their crime. Dowry
is formally prohibited throughout India, but the prohibition is difficult to enforce. Dowry has actually increased in practice
with the accelerating shift in modern economic and material conditions and disparities of wealth.

Source: Crime in India, Government of India, NCRB 1992, 1995, 1998, 1999.
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Table 1

Incidence of Violence Against Women
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A critical analysis shows that the crime situation has worsened
over the years. The large number of cases that are registered may
indicate that the hesitation regarding reporting these crimes is perhaps
breaking down. However, studies indicate that the statistics conceal
rather than reveal the extent of the problem. The all-India crime
rate, i.e., number of crimes per lakh population for crimes against
women reported to the police, was 13.8 during 1999. The Crime in
India Report, 1999 itself acknowledges that this rate of crime - which
does not appear alarming at first - may be reviewed with caution,
as a sizable number of crimes against women go unreported due to
the social stigma and deterrent lengthy court procedures. Studies
also document claims by the police of more crimes coming to light
because of their increasing efficiency.
Studies provide a scenario of lengthy court procedures and low
conviction rates in CAW cases (CWDS 2002):
•• Courts try only 15% of all crimes against women cases.
•• Among compounded/withdrawn cases:
- More than half are that of kidnapping/abduction of women
and girls.
- One-third are cases of cruelty by husbands and his relatives.
• The percentage of tried cases is even lower for cruelty and
molestation cases.
•• Of the few CAW cases put to trial, less than one-third are
convicted.
•• Each year, more than four-fifths of all cases remain pending.
•• The lowest conviction rates are that of cruelty and rape cases.

The Contextual Framework

The phenomenon of violence against women arises from
patriarchal notions of ownership over women’s bodies, sexuality,
labor, reproductive rights, mobility and level of autonomy. Deeprooted ideas about male superiority enable men to freely exercise
and effectively legitimize unlimited power over women’s lives.
Violence against women is thus a result of highly internalized
patriarchal conditioning coupled with legitimacy for coercion to
enforce compliance and increasing aspirations. Frustrations and
‘might is right’ as a legitimate view, along with increasing need
for assertion of individual egos and control, all contribute to
violence.
Within this context, several developments serve as a backdrop
to the discussion and analysis of increased violence against
women. In the wake of liberalization, new modes of living are
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being introduced. Consumerism, unreal aspirations incited by the
barrage of the advertising industry and get-rich-quick-schemes
have been increasingly influencing thinking and behavior. Even
the remote hilly areas are being affected by the market forces and
are increasingly adopting the system of dowry, which was virtually
nonexistent earlier (Krengel 2000). An increasingly growing gap is
seen between aspirations and their fulfillment. In such a situation,
women have become more vulnerable.
The deluge of private companies into the electronic media
has led to a spate of programs based on sex and violence. Almost
all channels run programs which lay stress on bigamy or extramarital relationships. Advertisements use women’s bodies to sell
anything ranging from cars to soaps. A substantial population is
being influenced by the underlying philosophy of instant selfgratification, trying to actualize their sexual fantasies (All India
Democratic Women’s Association et al., 2000).
Worsening work conditions for women and increasing
contractualization/casualization of the female work force as part of
the liberalization policies have increased vulnerability at the work
place. In a presentation made at the Champa – The Amiya and B.C.
Rao Foundation Seminar on Violence Against Women (8 December
2001, New Delhi), Kavita Srivastava, associated with the women’s
movement and the People’s Union for Civil Liberties in Rajasthan,
pointed out that increasingly (i) the system of ‘Nata’ (Co-habitation
under customary law wherein the woman could choose the man
she wanted to cohabit with, but the man had to pay a price for
her to her parents or the present husband) is being replaced by
the husband selling the wife and collecting the price, and (ii) bride
price system is being taken over by dowry and subsequent violence.
This is inevitably interlinked with the women’s decreasing share in
the production process. Due to the onslaught of market forces, the
craft persons in Jaipur (mostly Muslim women) have now become
craft laborers. This economic context is immediately reflected in
their falling status and consequent violence. The increase in female
migration has also been leading to an increase in sexual harassment
of working women in the unorganized sector.
It is not as though older forms of violence have disappeared.
‘Witch hunting’ or ‘dayan halev’ (in Rajasthan), forms of
dispossessing a woman, almost always being directed against
widows or single women, still exists. The majority of these cases
relate to efforts to deprive her of property rights.
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Women’s organizations networks are indeed a strong platform.
However, policy level reforms in response to gender violence
will be able to succeed only when such various organizations/
networks are able to convince policy makers that responding to
violence is both necessary and achievable. Reflecting on this,
Kavita Srivastava, with reference to Rajasthan, points out “we do
have to use the mainstream institutions – the Police, Judiciary and
the Administration. But these have been completely hostile. If we
dialogue and negotiate we do manage something. But that also, only
when there is at least some political will. However, this political
will, that is, scope for dialogue has been completely arrested in
Rajasthan with the coming in power of the BJP”. Women activists
point out that in certain pockets, the police and administration
have been giving space to social workers for taking up the cases of
VAW. However, as far as the judiciary is concerned, it is completely
beyond reach.

Violence in the Conjugal Home

Wife battering is the most common form of abuse worldwide,
irrespective of class, religion and community; and in the case
of India, caste backgrounds. In India, studies have correlated
childhood abuse, alcoholism, unemployment and poverty with the
growth of this malaise (Mahajan & Madhurima 1995; Sood 1990).
The Revelation of Data on CAW compiled by CWDS (2002) points
out that a fairly clear relationship exists between higher work
participation by women and crimes like rape, molestation and sexual
harassment. This seems to imply that women are more vulnerable
to violence when they go out to work. The picture is darkened
further by the figures indicating that higher work participation is
linked to higher rates of cruelty at home. The document suggests
that working women are more vulnerable to violence both at home
as well as outside. However, the causes for this linkage need to be
explored further.
According to the study by CWDS (2002), the silent crime of
domestic violence is rampant in Indian homes. The violence is
so abusive that it forms the largest category of CAW as officially
recorded by National Crime Records Bureau (NCRB) over the years,
1995-97. From 1989 to 1999, torture of women by their husbands
and relatives increased by a colossal 278%. About 32% of all crimes
against women in India in 1999 alone were due to domestic torture
(NCRB 1999). Since the likelihood of routine domestic violence
being reported to the police and registered as a crime is low, given
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strong social taboos against making matters public, the figure seems
particularly shocking.
The phenomenon of VAW within the family in India is complex.
Marriage continues to be regarded as essential for a girl in India;
control over a women’s sexuality and its safe transfer into the hands
of husbands who are assumed to ‘own’ their wives is of primary
importance. According to latest figures, about 30% of women in the
age of 15-19 years, were married. As the official age for marriage is
18 for girls, it is possible that a large percentage of these marriages
were of underage girls.
In India, marriage establishes a network of interacting individuals.
It is rarely only a highly personal relationship between a man and
a woman. An important part of the power relationship between
spouses and their families relates to dowry and its ramifications.
Thus, the notion of property in marriage acquires another meaning.
Not only is the marrying girl viewed as the property of her husband,
if not of the conjugal family, but the event also marks the unequal
flow of goods and property between the two kin groups (Kumari
1989).
However, according to Madhu Kishwar (1998), dowry is only
another excuse for using violence against women. Evidence from
other countries has indicated that even without the additional
attraction of dowry, interpersonal violence is endemic. A study of
dowry victims in Delhi (Kumari 1989) shows that in a sample of
150 dowry victims, one-fourth were murdered or driven to commit
suicide, and more than half, i.e., 61.3%, were thrown out of their
husband’s house after a long drawn period of harassment and
torture.
An analysis of the suicide rates indicates that the suicide rate has
been showing a similar rising trend in the case of both males and
females since the mid-1980s, thus showing an increase in the general
stress level with comparable impact on men and women in society
(Table 2).

Violence Against Women | 389

Table 2
Trends in Recorded Suicide Rate
Year
1971
1972
1973
1974
1975
1976
1977
1978
1979
1980
1981
1982
1983
1984
1985
1986
1987
1988
1989
1990
1991
1992
1993
1994
1995
1996

Suicide Rate (Incidence Per 100,000 Population)
Female
Male
Total
6.5
6.2
5.6
6.4
5.8
5.9
5.4
5.2
4.8
5.4
4.9
5.4
5.6
6.0
6.2
6.3
6.5
6.9
7.3
7.6
7.9
7.8
8.1
8.4
8.4
8.3

9.2
9.2
8.4
9.1
8.3
7.5
7.2
7.2
6.7
6.9
6.7
7.3
7.3
7.7
7.9
8.0
8.6
9.3
9.6
10.2
10.5
10.5
10.8
11.3
11.0
10.6

7.9
7.8
7.1
7.9
7.2
6.8
6.3
6.3
5.9
6.3
5.8
6.3
6.4
6.8
7.1
7.1
7.5
8.1
8.5
8.9
9.2
9.2
9.5
9.9
9.7
9.5

Source: Accidental Deaths and Suicides in India, NCRB, Ministry of Home
Affairs.

A profile of suicide victims by sex and causes, reveals that the ratio
of male:female suicide victims for the year 1998 was 59:41. As per the
Crime in India Report (GOI 1998), it is observed that social and economic
causes led most of the males to commit suicide, whereas emotional and
personal causes mainly drove females to end their lives (Table 3).
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Table 3
Causes of Suicide among Males and Females in 1998
Causes of Suicide
Illness
(i) AIDS/STD
(ii) Cancer
(iii) Paralysis
(iv) Insanity/Mental illness
(v) Other prolonged illness
Economic
(i) Bankruptcy or sudden change in
economic status
(ii) Poverty
(iii) Prof./Career problems
(iv) Property dispute
(v) Unemployment
Family
(i) Cancellation/Non-settlement of
marriage
(ii) Not having children
(iii) Death of dear person
(iv) Dowry dispute
(v) Divorce
(vi) Fall in social reputation
(vii) Family problems
Gender Relationships
(i) Suspected/Illicit relation
(ii) Illegitimate pregnancy
(iii) Love affairs
(iv) Physical abuse (rape, incest)
Others
(i) Drug abuse/Addiction
(ii) Failure in examination
(iii) Ideological causes/Hero worshipping
(iv) Causes not known
(v) Other causes
Total

No. of Suicides
Male No. Female No. Total No.

13,585
309
572
378
3,018
9,308
7,660

8,486
235
292
221
1,832
5,906
2,472

22,071
544
864
599
4,850
15,214
10,132

1,899

453

2,352

2,374
645
1,234
1,508
12,982

1,083
179
520
237
14,001

3,457
824
1,754
1,745
26,983

318

541

859

239
392
91
117
925
10,900
2,625
530
19
1,971
105
24,834
1,015
1,293
88
12,883
9,555
61,686

592
558
2,426
337
403
9,144
3,011
730
303
1,697
281
15,057
109
1,058
63
8,186
5,641
43,027

831
950
2,517
454
1,328
20,044
5,636
1,260
322
3,668
386
39,891
1,124
2,351
151
21,069
15,196
104,713

Source: Accidental Deaths and Suicide in India, NCRB 1998.
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In the Delhi study, Ranjana Kumari also found dowry to be universal
across caste, religion and income groups. However, she observed,
“While desertion and harassment cases are more among higher income
groups, middle income groups show higher dowry death rates”. The
mortality and morbidity of this form of violence has been rising since
1979. In 1990, the police officially recorded 4,835 dowry related deaths
in all of India, but government sources readily acknowledge that this
is a gross underestimate. The official dowry murder toll rose from
2,209 in 1988 to 4,835 in 1990 and 5,157 deaths in 1991 (Kelkar 1992).
The Ahmedabad Women’s Action Group estimated that 1,000 women
might be burned alive each year in Gujarat state alone (Heise 1989).
In both urban Maharashtra and greater Mumbai, one out of every
five deaths among women aged 15-44 is due to ‘accidental burns’. For
those aged 16-24 years, the proportion is one out of four.
Police frequently fail to register dowry death cases: in Delhi, 90%
of women burned were registered as accidental, 5% were considered
murders, and the remaining 5% were attributed to suicide (Karkal
1985) – indicating that homicides and suicides are being recorded
as ‘accidents’ instead of intentional injuries. With reference to the
judiciary, Kalindi Majumdar points out that the judgment of the
Supreme Court expressed ‘strong reservations against the practice of
the police to file charges against all the in-laws in dowry death cases on
the basis of the allegations. The Supreme Court states that involving
other relatives ultimately weakens the case. However, the experience
of women’s organizations indicates that the husband is rarely alone in
this heinous crime (Majumdar 2001).
In an insightful study of the impact of wife beating on the
women as well as on other members of the family, Vijayendra Rao
(1997) found that in three multi-caste villages in Karnataka, only
22% women claimed to have been abused by their husbands. In fact,
during fieldwork, two women were hit by their husbands; but these
very same women did not say they had been abused. The researcher
concluded that it was only if the beatings were very severe did women
consider themselves as being abused. There was widespread societal
tolerance for wife abuse, which was even considered justifiable
under certain circumstances: disputes over dowries, a wife’s sexual
infidelities, neglect of household duties or disobedience of her
husband’s dictates. It is only when the torture becomes unbearable
or death appeared imminent that most women appeared willing to
speak out (Karlekar 1998). In a study of 346 women from five villages
in the Kheda district of Central Gujarat (May 1993 to January 1997)
(Visaria 1999) – 42% experienced physical beating or sexual assault.
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About 36-38% of women in a Tamil Nadu study and 42-48% of women
in an Uttar Pradesh study reported violence (Jejeebhoy 1998). In one
village in Punjab, 75% of the women from scheduled caste households
reported regular beatings (Mahajan 1990).
A study of 2,047 medico-legal case papers in the Thane district of
Maharashtra, of which 689 (33.7%) case papers were of female patients
– the hospital medico-legal case records specifically mentioned
domestic violence as the causal factor of injury in only 13.5% of the
cases. As per Tata Institute of Social Sciences, construction of probable
cases of violence by studying corroborating data shows that the
judgments contained in medical records may have overlooked an
additional 38.8% of women who were most likely victims of abuse.
The research points out that the recording systems within hospitals
and community health settings are neither rigorous nor sensitive
enough to capture the public health crisis of domestic violence (Jaswal
2000).
Like child rape within the family, another area about which
information is especially scanty is that of marital rape. In India, despite
some thinking along these lines by feminists and legal experts, there
has as yet been no amendment in law to include rape within marriage,
except in the case of a wife below 16 years of age.
It was only in the late 1970s that the issue of domestic violence
reached public platform through a strong anti-dowry campaign by
women’s organizations throughout the country. The change of criminal
procedure code through the introduction of Sections 498-A, 304-B
and 406 was effected under pressure from women’s organizations.
However, despite these codes, registering cases and enormous delays
in the judicial process present hindrances. To overcome these problems,
women’s cells, women police stations and family courts were thought
of as a solution and were established in many states. However, in most
cases the experience is negative: an unsympathetic attitude to victims’
problems, forced compromises, prolonged investigations, and above
all, corruption, have affected the functioning of these special bodies.
In Delhi, a Deputy Commissioner of Police (DCP) in charge of Crime
Against Women’s Cell, made a shocking statement to the press that
90% of the cases were false. In yet another case where the husband
was torturing his wife and was refusing to keep her, the DCP (woman)
looked at the flat breasts of the victim and said ‘I don’t blame him,
you do look like a Hijra (Eunuch)’ (as quoted in All India Democratic
Women’s Association et al., 2000).
To view domestic violence only in terms of a man-woman
relationship or non-relationship misses out the essence of the problem.
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The institutionalized nature of female second class citizenship is
not only a part of the system as it exists in India today, but also in
some respects a necessity for its further development. Contrary to
propaganda, the women movement activists against domestic violence
insist that they are not aimed against the family as an institution.
Rather, women’s organizations seem to aim at a democratization of
the family structure.

Sexual Violence:
Sexual Harassment

Statistics show that women are not particularly safe outside
the home either, with molestation (frequently outside the home)
comprising 28% of crimes against women (CWDS 2002).
Sexual harassment in the working environment is essentially
an uninvited or unwelcome conduct with sexual undertones. It
encompasses physical, verbal or non-verbal acts of a sexual nature,
which are offensive to the victims. Although men can be subjected to
sexual harassment, women are more likely to be affected by it.
In a pilot study conducted by SAKSHI (a Delhi-based NGO) at five
different centers in India, 72% of women respondents had heard or
encountered cases of sexual harassment at the work place. The same
study showed that 42% of women said that women generally experience
sexually inappropriate behavior at the work place. Research studies
also indicate that less than 1% of complaints are false. In fact, women
hardly file complaints even when they are justified. According to the
CWDS report, the uniformly low proportion of sexual harassment
cases suggests that victims are reluctant to report these crimes because
of social stigma, the complications that arise in family and society and
the difficulty in proving such cases.

Rape

The increased reporting of the incidence of rape across the country
is especially alarming. As per the NCRB statistics, between 1980 and
1995 there was an almost 205% increase in rape cases in the country.
The decadal period of 1989–1999 shows an inglorious increase of 69%
in rape cases (Table 4).
Of these, the majority were in the age group of 19-30 years. Madhya
Pradesh alone reported 23% of total rape cases in the country. It is
unlikely that this was because of greater awareness and openness
in reporting. Delhi, which represented only 3% cases, reported the
fourth highest rate at 3.0 after Mizoram (7.6), Madhya Pradesh (4.5)
and Andhra Pradesh (3.3). No state or union territory could be singled
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out for showing a downward trend in the number of heinous crimes
against women (Crime in India 1998).
Table 4
Incidence of Reported Rape in India for the Period 1989–1999
Variation in 1999
Over 1989

Crime Head
Year
Rape
Year
Rape

1989
1990
9,150 9,518
1995
1996
13,754 14,846

1991
9,793
1997
15,330

1992
1993 1994
11,112 11,242 12,351
1998
1999
15,151 15,468

69%

Source: Crime in India Report, NCRB 1992, 1998, 1999.

From 1999, NCRB has also initiated the compiling of information on
incestual rape cases. It is observed that out of a total of 15,468 rape cases
at the all-India level, 402 (2.8%) were incestual rape cases (Table 5).
Table 5
Offenders Relations and Nearness to Rape Victims During 1999
(% Of Total Rape Cases)
State /
UT / City /
All-India

States
(All)
UT
(All)
Cities
(All)
AllIndia

No. of Cases
in Which
Offenders
Were Known

Offenders Relations and Nearness to
Rape Victims
% Of
Total
Rape
Cases

Parents/
Close
Family
Members

Relatives

Neighbors

Other
Known
Persons

12,628

(84%)

306

678

3,553

8,001

370

(85%)

6

21

216

127

930

(92%)

21

43

404

462

12,998

(84%)

312

699

3,769

8,128

Source: Crime in India, NCRB 1999.

In a study of rape cases during the period 1950 to 1990 researched
by SAKSHI, in approximately 80% of the cases of rape researched, the
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accused was a well-known acquaintance of the woman and her family.
Most often, global figures show an overwhelming 64.8% of rape cases
occurring in or near a woman’s house: 37.4% of rapes occur at her
home and 27.3% occur near the vicinity [source: International Crime
(Victim) Survey, 1996]. With reference to Delhi, the Commissioner of
Police claims that out of the rape cases registered in 2000, 85% to 90%
were solved. 85% of the accused were known to the victims, and
in 101 cases the victims were aged below 13 years, and 139 victims
between 13-16 years. He further pointed out that the majority of the
victims, i.e., 239 (two-thirds of the victims) were from the lowest
socio-economic strata, 123 from the middle strata, and the number
of reported cases from the upper strata were almost negligible
(All India Democratic Women’s Association et al., 2000). This does
indicate the increasing victimization of the socially and economically
disadvantaged classes, although the question of reporting of sexual
violence due to the stigma and fear of social ostracism attached to it
remains extremely relevant.
An analysis of causes of suicide by age and sex during 1998 at the
all-India level shows that suicide consequent to physical abuse (rape
and incest) occurs among both men and women, though it is over
three times more for the latter (Table 6).
Table 6
Distribution of Suicides Due to Physical Abuse by Age and Sex
(All-India)
Cause

Upto 14 Years
M
F
Total

M

Physical
abuse (rape,
incest, etc.)

2

31

7

9

15-29 Years
F
Total
182

213

M
36

30-44 Years
F
Total
70

106

Source: Accidental Deaths and Suicides in India, NCRB 1998.

Deficiencies in law enforcement procedures regarding rape need
to be urgently addressed. At present, the conviction rate for rape is
barely 4% and cases take years before the judgment is delivered. In
all cases of rape registered in the country in 1998, 82% of the cases
were still pending trial. Thus, many of the victims do not want to go
through the procedures and tend to move out of their colonies, often
even out of the jurisdiction of the Thana (police station) in which the
rape took place.
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Women always stand outside the power equation between the
state and society. A rape trial is, after all her fight for justice, but in
actual experience, it serves to cause further humiliation and life-long
trauma. A phrase during the anti-rape campaign in the early 1980s
that ‘Mathura’ was raped twice – first by the police and then by the
courts – reflects the victim’s real experience with the criminal justice
system.
According to the criminal justice system, rape, like all offences, is
a crime against the state. Only the state can prosecute a rape case,
and the trial will be conducted only in a Court of Sessions rather than
the Magistrates’ Courts. The victim is not represented by her own
lawyer. It is the public prosecutor who conducts the prosecution. The
victim is merely the prosecutor’s witness. While the accused will be
defended by a lawyer (is also entitled to legal aid), the victim has
no one to represent her during the trial. The public prosecutor may
not even have met her before the prosecution. An ongoing research
by SAKSHI, covering 55 decided cases, points out that in 67.27%
of the cases the offenders were acquitted, and in 9.09% of the cases
conviction was reduced to either that of outraging the modesty of the
woman or an attempt to rape. In 21.8% of the cases the woman was
repeatedly raped, and 12.72% of the cases were of gang rape. In most
cases, the prosecution failed to produce the victim and witness before
the court and for examination. The conviction rate for rape victims is,
therefore, lower than any other major crime and women continue to
be victimized.

Child Rape and Sexual Assault in India – The Least
Addressed Crime

It has been argued that for every case reported against children,
there are one hundred which are not reported. A study conducted
by SAMAVADA during 1994-97 among 248 girls from 12 Bangalore
schools revealed that 83% of the respondents had experienced some
form of sexual abuse. Of these, 13% were less than 10 years when the
abuse took place. 15% experienced serious forms of abuse, including
rape, of which 13% were 10 years old then. The study reported that as
many as 40% of the patients undergoing psychotherapy at SAMAVADA
had suffered sexual abuse in their childhood. RAHI (Recovering and
Healing from Incest), a Delhi-based NGO, conducted a study amongst
middle and upper middle class women in four metropolitan cities and
Goa, which revealed that 76% women from a sample of 600 had been
abused as children. Of these, 71% were abused by relatives or people
known to them (RAHI 1998). The break-up of the abusers profile
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revealed that 46% of abusers were known persons. A further break–
up shows that 26% were neighbors, followed by male family friends
at 23%, and family persons accounted for 36% of the abuse. Most
frequent abusers were ‘uncle’ and ‘cousin’ and each constituted 42%,
father and brother constituted 4% each. The Delhi Police records of
1992 startlingly showed that in 80% of the cases the rapist was known
to the child. Another facet of this kind of abuse is that abuse can range
from fondling and molestation to rape over a long period of time and
thus is often protracted sexual abuse.
Crime statistics from the NCRB for the decadal period 1989-99
consistently show that rape of minors below 16 years comprise more
than 25% of the total rape cases. In 1999, children alone accounted for
20.4% of the total rape cases, a decline over previous years, but with
a reported increase of 13.2% in case of child rape for age group below
10 years as compared to 1998 (Table 7).
Table 7
Child Rape Victims (1989-99)
Age Group
Year
1989
1990
1991
1992
1993
1994
1995
1996
1997
1998
1999

Below 10 Years

10-16 Years

369
394
1,099
532
634
727
747
608
770
646
731

1,965
2,105
2,630
2,581
2,759
3,259
3,320
3,475
3,644
3,507
2,422

% Share of Child Rape
Victims to Total Rape
Victims
24%
25%
35.8%
26.5%
27.8%
30.2%
29.5%
27.5%
28.8%
27.4%
20.4%

Source: Crime in India, NCRB 1992, 1998, 1999.

Child sexual abuse, which does not occur within the family and by
known persons, victimizes mostly children who belong to the poorer
sections of the society and live on the streets or in slums. It has also
been reported that in rural areas, children going out to the fields for
toilet facilities are especially vulnerable.
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II
SOCIETAL RESPONSE: A VICTIM-CENTERED
APPROACH
Community Response

There is a great deal of hesitation by families to report cases of child
abuse because the social environment, police, and legal procedures
are not sympathetic to the victim. The trauma of insensitive and
callous police and court procedures is most often devastating to
the child. However, there are a few alternatives in the present social
environment.
Within the atomization of human relations and the isolation of
individual families in urban India, where most of the reported cases of
child abuse take place, the helplessness and vulnerability of the victim
and her support, usually the mother, is increasing. It becomes essential
for organizations to work much more closely within the community
on issues of violence against women, including child abuse, rather
than dealing with such cases only on an individual basis.
When the abuser is a male member of the family, pressure from
other family members or even the community focuses on saving
“family honor” as the main consideration. In such cases there is
virtually a conspiracy of silence. Women organizations and other
NGOs report being accused of undermining the family when such
cases have been taken up. Sometimes mothers do not report the case,
as the entire family may be dependent on the abuser. In other cases
the child’s future is of prime importance, and if the matter is reported,
there is the fear that then she will not be able to get married. More
often than not, the family is advised to “forget” the case. In case the
child is between 12 to 14 years, quite often it is she who is blamed for
“inviting” the assault, or her parents are accused of allowing her too
much freedom (Madan et al., 2001). Given the complex and lengthy
court procedures that the child has to go through, even if the family
does in the initial stage decide to file the case, they often come to some
compromise or drop the case later on being unable to cope with the
legal system.

Police System

There have been several reports of police trying not to register
a case or to close it, especially in case of familial child abuse.
Police action and inaction might range from non-recording of First
Information Reports to inadequate/fabricated investigations. The
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investigation procedures are a torture for the child who is forced to
make statements again and again to different police officers. There has
been very little systematic sensitization of the police to deal with cases
of sexual assaults, in general, and of child sexual assaults in particular.
No directions incorporating child sensitive procedures are given to
the police at the level of the police stations. The police, therefore, deal
with child sexual abuse in the same way as they deal with any other
ordinary crime.

The Law and Judiciary

The definition of rape only recognizes vaginal penile penetration
and does not recognize oral sex or anal penetration as rape and sexual
assault. Since vaginal penile penetration is often not possible and
does not occur in child rape, the rapist under the Indian law is only
liable for punishment on charges of molestation. In the S. Jakhu vs.
K.C. Jakhu (1996, 3DRJ29) case, even though the small 6-year-old girl
had been systematically fingered in her vagina and anus and made
to perform oral sex over a period of time, as well as forced to witness
sexual orgies by her father, the Delhi High Court held that no rape had
taken place. The judge, however, did realize the need to amend the
law and felt that the legislature should undertake this.
There is a total absence of law in the area of special procedure for
the child who is a victim of sexual assault. The child, also like other
women, is supposed to appear in an ordinary court and give evidence
in presence of the abuser who may be a close relative. In-camera trials
are also a traumatizing experience, as the child is totally isolated from
the family and others with whom she feels secure.
Another important feature is that in rape cases of young girls,
when the rape is committed by teenage boys or youths, the tendency
of the courts has been to treat the accused with leniency and reduce
the sentence. A 7-year-old harijan girl was raped by a boy of 18
years and left severely injured and unconscious. The sessions court
sentenced the accused to 5 years rigorous imprisonment. In an appeal
to the Rajasthan High Court, the court dismissed the appeal but held:
“Although the rape warrants a more severe sentence, considering
that the accused was only 18 years of age, it would not be in the
interest of justice to enhance the sentence of five years imposed by
the trial court”. [Bhai Singh vs. State of Haryana, Criminal Law
Journal (1984), p. 786]. In another case where an 11-year-old girl was
raped by a youth while another kept her pinned down to the floor,
the sessions court convicted the accused with 5 years imprisonment.
The Madhya Pradesh High Court stated that: “Increasing cases of
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personal violence and crime rate cannot justify a severe sentence
on youth offenders”. (Vinod Kumar and Another vs. State of MP,
Criminal Law Journal, 1987).
Agnes (1992) points out that even in case of positive judgments,
the reasoning for conviction has been conservative and also illustrates
how the judiciary looks at the issue. “Virginity is the most prized
possession of an unmarried girl, she would never willingly part
away with this proud and precious possession”. (Babu vs. State of
Rajasthan, Criminal Law Journal, 1984). The judgments quoted reveal
that the campaigns have not succeeded in evolving a new definition
of rape beyond the parameters of a patriarchal value system. Penis
penetration continues to be the governing factor in the offence of
rape.
In 2000, the National Commission for Women released the report
“Rape: A Legal Study”, putting forward certain recommendations.
The Union Home Minister, Mr. L.K. Advani, proposed an endorsement
of capital punishment for rapists. However, most of the women’s
organizations opposed this proposal. It was argued that today,
the courts are not even willing to give the maximum punishment
available. The death penalty will be another pretext for courts to give
the benefit of doubt to the accused. The problem lies not on the extent
of punishment, but in the failure to register the cases properly, the
failure to collect evidence and the lack of time-bound court procedures.
These obstacles often result in the victim giving up on the case and the
total lack of sensitivity in case of child victims.
Some groups put forward the view that such a proposal had also
come up earlier, but was not adopted because if a person has the
opportunity to commit rape, he usually also has the opportunity
to murder the victim. Thus, confronted with the death penalty,
a rapist would be sorely tempted to compound his crime with
murder in order to prevent the victim from testifying against
him. Another perspective raises the issue that by making rape a
fundamental form of violation, it could be seen as tantamount
to taking life itself, and this further associates a woman’s sexual
honor with her entire existence. Robbing her of her honor is then
like finishing her off altogether and taking away her right to live
with dignity. This could end up in reducing a woman’s life to her
sexual chastity only, an extremely oppressive notion. In a bid to
sound progressive, the death penalty might actually prove to be
essentially quite repressive.
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Conclusion

The growing international recognition of gender-based abuse
comes on the heels of almost more than two decades of organizing by
women’s groups to draw attention to the issue. However, the picture
seems to be grim: the soaring of crimes against women is obvious
with increasing evidence.
A variety of forces have converged to bring gender-based abuse
onto the world stage. The most important has been activism. In the case
of violence against women, autonomous women’s organizations, and
the degree of power they are able to exert within the political process,
play an important role in determining whether appropriate policy
changes are promoted. The challenge remains in terms of formulation
and implementation of strategies, legislations and sensitizing of
machineries to deal effectively with the multifarious manifestations
of violence against women. Mitra (2001) points out that most of the
groups largely focus on the immediate needs of women in distress. In
addressing these needs they have sought to empower women through
readjustments within the patriarchal network of relationships. Such
help, instead of exposing the foundation upon which violence against
women is built, serves to maintain the unequal power relationships
that create the situations for their subordination and abuse. Addressing
violence against women and the structures that promote it requires
a multi-pronged societal process to destabilize patriarchal notions of
power and control both in the home and outside.
[Paper written as backgrounder for the Workshop on Societal Concerns
and Strategies for AIDS Control in India, organized on 18–20 January 2002
by the Centre of Social Medicine and Community Health, Jawaharlal Nehru
University and Centre for the Study of Developing Societies, New Delhi.]
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Gender Neutrality: AIDS and Law Debates

IV.2

GENDER NEUTRALITY AND FEMALE
SEXUALITY: THE DISCOURSE AROUND
RAPE LAW AND THE AIDS DEBATE
Flavia Agnes

This essay examines contemporary trends in social campaigns
which pose gender in a seemingly progressive language of gender
neutrality and implications of such a premise to women. The first part
of the essay addresses the recent debate around amendment to the
rape law, and the second part explores the campaign for HIV positive
people’s right to marry.

Gender Neutrality in the Anti-Rape Campaign

The Law Commission of India in its 172nd report, while suggesting
sweeping reforms in the rape laws, has recommended that the rape
law should be gender neutral. Underlying this recommendation is a
presumption that, through a stroke of a pen, the offence of rape will
be desexualized and the stigma attached to the offence will vanish.
By rewriting a sexual crime located in a phalocentric culture, the
social norms and values of a predominantly heterosexual society will
automatically change. This article aims to question this misconception.
What is becoming increasingly apparent is that legal reforms are not
only slow, but when they do occur, they may also be injurious to women
and other marginalized sections, or they may simply hide or relocate
the fundamental problems. At this juncture, perhaps it is relevant to
trace the history of rape law reforms in India, which spans over two
decades, before examining the implications of gender neutrality to the
concerned segments – women, children and sexual minorities.
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The anti-rape campaign has been the central pivot around which
the Indian women’s movement has revolved since the 1980s. Its
significance lies not just in focusing upon sexual violence but also in
addressing theories of dominance and subordination, and construction
of gender within wider social parameters. Women carry the honour of
their communities upon their bodies; raping them is one of the surest
ways of defiling the entire community. Rape, as a weapon of terror
and subjugation in situations of caste, class and communal conflicts,
custodial and state sponsored rape by police, armed forces and the
para-military, have all been the concerns both of theoretical debates
and ground level interventions. Going beyond the premise that ‘rape
is a conscious process of intimidation by which all men keep all women in
a state of fear’,1 rape has been one of the means through which the
social hierarchy of power relationships is maintained and nurtured in
a gendered society.
The Supreme Court verdict in the now (in)famous Mathura Case1
had raised a series of concerns. Since the court had held that absence
of injuries implies consent, the legal indicators to determine valid
consent became the focus of the public debate. The myth that when
a woman says ‘no’ she means ‘yes’ had to be challenged within legal
echelons. The only way this could be achieved was through shifting
the burden of proof regarding consent to the accused, once the
prosecution had discharged its burden of proving sexual intercourse.
This demand triggered off a heated debate between women’s rights
activists on one-side and human rights groups at the other. As per
the established tenets of the criminal justice system, the prosecution
must prove an offence ‘beyond reasonable doubt’ and an accused is
‘innocent till proved guilty’. Human rights groups were apprehensive
that this demand may pave the way for the enactment of draconian
laws, curbing civil rights.
The relevance of the victim’s moral character and sexual history
became another important point of debate. Only through humiliating
and shaming the victim in a packed courtroom through crude and
vulgar cross-examination could a criminal lawyer display his legal
acumen and obtain an acquittal for his client, or so it seemed.
The campaign met with a measurable degree of success when the
archaic provisions were amended in 1983 after one century. Though
the central concerns regarding the moral character and sexual history
of the victim had been sidetracked, the state had acquiesced to the
demand for a deterrent punishment. The demand for shifting the
burden of proof regarding consent had been conceded to partially, in
1

Tukaram vs. State of Maharashtra AIR 1978 SC

Gender Neutrality: AIDS and Law Debates | 407

custodial situations. The aspiration at this time was that the initial
reforms would pave the way for substantial changes in the years to
come.
However, the euphemism regarding the success of the campaign
did not last long, as the amended law started unfolding in courtrooms
in the post-amendment phase. The procedures continued to be long
and harrowing, the investigative machinery lax and corrupt, and
cross-examinations of the victims degrading and humiliating. The
courts expressed a great concern and sympathy to ‘youth offenders’
and ‘first offenders’ by awarding less than the minimum prescribed
punishment of seven years in general rapes and ten years in situations
of gang rapes, custodial rapes and rape of minors. This rendered the
theory of deterrent punishment a mockery. Contrary to expectations,
the statistics revealed an increase in reported cases and a dismal rate
of convictions.
By the end of the decade, it was obvious that the amendments had
failed to evoke the desired response. Simultaneously newer issues,
which had remained unaddressed, began to surface. Central among
these was the patriarchal presumption that vaginal penetration by
the penis amounts to ultimate violation ‘a state worse than death’.
A paradoxical situation prevailed in criminal law where all assaults
are rendered grievous if a weapon is used, which aggravates the risk
of bodily injury. Only in rape cases it is the reverse. A range of sexual
violence meted out to little girls by inserting objects like bottles, sticks
and iron rods into their tender and as yet not fully formed vaginas,
causing multiple injuries and risk to life, were swept away under the
nomenclature of ‘violating modesty’ punishable with a maximum of
two years of punishment. The legal explanation was that the male
sexual organ was not involved - despite however gruesome the sexual
assaults may have been - hence the offence could not be brought within
the four corners of the offence of rape.
Having laid out the strict parameters of overlapping sexual
offences, which could easily spill over from one category to another, the
courts went into a lengthy and circuitous discourse as to when a rape
becomes a ‘mere attempt’ or when an attempt to rape can be reduced
to ‘a mere violation of modesty’. What then would modesty amount
to? This determination was essential to assess whether modesty had,
in fact, been violated. The courts went to absurd lengths to determine
whether a six-month-old baby who has been sexually assaulted by
an adult male was possessed of ‘modesty’ capable of being violated
and whether all females are ‘born with a sense of modesty’ and carry
it with them at all times - whether awake or asleep, in their conscious
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selves as well as into the recesses of their subconscious beings, from
birth to death - just so that sexual offenders could be brought to book
relying upon outdated Victorian tenets of ‘female modesty’.
Around this time, two new sets of issues emerged in the horizon
pressing for legitimacy and recognition. The first shattered the myth
that rape occurs only in dark alleys, outside the intimate domains
of a loving and nurturing home. Cases of sexual abuses by fathers,
uncles, brothers, cousins and grandfathers, through blatant and
vulgar usurpation of patriarchal power, started spilling out in
the public domain. Alongside this, the abuse of male children in
custodial situations in children’s home and reception centers became
known. Sheela Barse, a child rights activist, was among the first to
pierce the shroud of silence and question the rigid demarcations of
the gender divide. Since these offences could not be made culpable
under the conventional construction of peno-vaginal violations, an
archaic law formulated to regulate the moral behavior by penalizing
unconventional sexual acts under the title ‘unnatural offences’2
(Section 377) had to be invoked to punish the offenders.
By now, it was obvious that a new and complex definition of
sexual assault had to be evolved in order to impart justice upon
these vulnerable segments whose concerns had remained largely
unarticulated in the first phase of the campaign. In 1993, the National
Commission for Women responded to this felt need through a bill
titled ‘Sexual Violence Against Women and Children Bill’.
The bill advocated deletion of Sections 354 (violating modesty),
375 (rape), 376 (punishment for rape) and 377 (unnatural offences)
of the Indian Penal Code (IPC) and brought them under the broad
banner of ‘sexual assault’. In its ‘Statement of Objects and Reasons’
it proclaimed that the existing definitions of rape and molestation do
not adequately address the range of violations, nor do they sufficiently
recognize the gender-specific nature of such crimes. It also stated that
the law had become outdated, in terms of language and intent. The
unique character of the offence of sexual assault, and its effects upon
the lives of women and children and violation of their fundamental
principles of human rights, was specifically established.
2

Sec. 377 (IPC) Unnatural Offences - Whoever voluntarily has carnal
intercourse against the order of nature with any man, woman or animal,
shall be punished with imprisonment for life, or with imprisonment of
either description for a term which may extend to ten years, and shall also
be liable to fine.
Explanation - Penetration is sufficient to constitute the carnal intercourse
necessary to the offence described in this section.
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The bill defined sexual assault as ‘introduction (to any extent) by a
man of his penis into the vagina, the external genitalia, anus or mouth of
another person and also penalized the insertion of any object or a part of the
body into the vagina or anus of another person’. The bill specifically made
a note of incidences of child sexual abuse and incest and prescribed
measures to ensure due care and sensitivity in handling crimes of
sexual assaults and the need for speedy and effective justice.
The bill seemed to be introducing the following two important
legal principles:
(1)
Repeal of Sec. 377, which dealt with cases of ‘unnatural sex’, and
for the first time, provided legitimacy to same sex relationships
between consenting adults. This came as a natural corollary
to the process of redefining sexual assault. While this was a
positive move in redefining sexual norms of a predominantly
heterosexual society, gay rights support groups, whose concern
this provision seemed to articulate, were excluded from the
debate.
(2)
Through the usage of the term ‘person’ an element of gender
neutrality seems to have cropped in, specifically to include the
violation of male children, but despite this, it did not relocate
the offence of rape beyond the boundaries of aggressive male
sexuality. The bill seemed to indicate that an adult victim of
sexual assault is primarily a woman and suggested genderspecific procedural reforms. To give one example, it stipulated
that the statement of a victim should be recorded only by a
woman police officer.
The bill advocated a general shift in the onus of proof in all cases
of sexual assault and specifically barred reliance upon the previous
sexual history of the victim in a rape trial. It also contained suggestions
to prevent the traumatisation of the minor witnesses during crossexaminations. These procedural changes were meant to render the
ordeal of a rape trial more humane. Although the bill invoked some
debate, nothing further came out of it and it lay dormant for almost
a decade.
The 1990s witnessed a conflict of interest between two marginalized
and vulnerable groups, both situated across the conventional gender
divide, within the scope of the controversial Sec. 377. Groups
concerned with the rights of sexual minorities addressed the issue of
violation of human rights and enforcement of conventional norms of
sexual morality by challenging the provisions of Sec. 377. The issue of
homosexuality had reached the public domain when prevention of the
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spread of AIDS became a concern of public health, and homosexual
men and prostitutes were marked as ‘high risk’ groups who required
interventions to promote safe sex among them. Groups working with
sexual minorities also started questioning their marginalized existence,
lack of public space and visibility, and social stigma enforced through
the application of outmoded social norms.
The broad term ‘sexual minority’ includes groups working for the
rights of and providing support to lesbian women, gay men, bisexuals
and transgender groups (LGBT). Significant in the transgender
category were communities of eunuchs who were finally raising
their voices against routine police harassment, humiliation and rape.
Staking their claim to public spaces, they questioned the role of a
secular and democratic state to defend the principles evolved by the
ecclesiastical traditions and Victorian morality, and campaigned for
the deletion of Sec. 377. This would provide these groups freedom
from constant police vigilance in public places and the freedom to
build support networks.
This demand was in direct conflict with the concerns of child
right groups who, in recent times, had been entering the criminal
law through the portals of Sec. 377 by naming sexual assaults on
children as an ‘unnatural offence’. Hence, the deletion of this section
would leave a gaping void in the realm of protection of male children
against adult sexual abuse. A particularly significant litigation in
this area of paedophilia had been the prosecution of Freddy Peat, a
European settled in Goa, followed to a logical end by Sheela Barse,
which had resulted in a conviction under the provision of Sec. 377.
The case brought into the limelight the internationally instigated and
commercialized sex rackets involving abuse of male children on the
beaches of Goa.
The concern over the legal lacunae in cases of incest and child
abuse also surfaced before the Delhi High Court.3 A high-ranking
government official was charged with sexually abusing his six-yearold daughter. The acts included finger penetration and oral sex. The
police refused to charge the father with the offence of rape and instead
registered the complaint under Sec. 377. A writ petition was filed by
the mother before the Delhi High Court to bring the offence under
the scope of Sec. 376. Mr. Arun Jaitley (who was later Law Minister in
the Bharatiya Janata Party government), appeared for the mother and
pleaded for a realistic interpretation of the rape law (Sections 375 and
376), urging that when a male penetrates a female with any part of
his body or shoves any foreign object such as a stick or a bottle into a
3

4 S.J. vs. K.C.J. & Others 62 (1996) Delhi Law Times 563
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woman’s vagina without her consent, it would amount to rape within
the meaning of Sec. 376.
The court rejected this argument and held that insertion of a bottle
into the vagina would amount only to ‘violation of modesty’, which
stipulates a maximum sentence of only two years! Dismissing the
petition, the court held, ‘Penal statutes must be construed strictly.
The court must ensure that the thing charged is an offence within the
plain meaning of the words used and must not strain words’. Only
the legislature could expand the provisions of these sections, the court
concluded.
Nothing much came out of the judgment, but it paved the way for
advancing the argument of gender neutrality, a concept devoid of all
social reality of sexual abuse in our country. While suggesting changes
in the law, the conservative judge turned radical and commented in a
casual manner: ‘And if they really decide to look into it, what about
defining the offence in gender-neutral terms? I think the law reform
community will have no objection to it.’ He quoted a passage from
an article in a law journal of a western university in support of his
contentions of gender neutrality:
“Men who are sexually assaulted shall have the same protection as
female victims and women who sexually assault men or other women
should be liable for conviction as conventional rapists.”
This judgment, with its plea of complete gender neutrality both
for the victim and violator, marks a shift in the discourse on rape law
amendment in India. There seems to be a presumption here that if
women can be framed as violators, then the trauma of rape for women
as victims would be reduced and the stigma attached to the offence
would peel off. A strange logic indeed!
Ironically, this judgment is lesser known for its views on gender
neutrality and more for paving the way to an onward journey to
the Supreme Court by the Delhi-based group SAKSHI, who had
supported the wife in the KCJ case. The NGO sought the intervention
of the Supreme Court for a direction to the Law Commission (LC)
to frame a law on sexual assault. After much persuasion, in the year
2000, in its 172nd report, the LC recommended changes to the rape law
on the lines of some ‘Western countries’ and made the law genderneutral. It seemed that the discourse in the intervening period had
moved from partial to complete gender neutrality, inclusive of both,
victim and violator.
The LC report applauded the efforts made by Sheela Barse regarding
custodial child sexual abuse of both male and female children in tourist
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centers like Goa, by foreign tourists. While defending its stand of
gender neutrality, the LC relied upon the recommendations made by
SAKSHI, IFSHA (an offshoot of SAKSHI) and AIDWA (the women’s
wing of the CPM) in this regard.
Two comments of the LC warrant special mention. While
suggesting deletion of Sec. 377, the only content left out of its purview
was carnal intercourse with an animal. ‘We say leave these persons to
their just deserts’ is the recommendation, made perhaps in a lighter
vein. The only arena where the LC found it necessary to retain gender
specificity is marital rape. The reasoning here is, ‘this may amount
to excessive interference with marital relationship.’ Despite a long
struggle by women’s group to gain recognition to the offence of rape
within marriage, this logic argument prevailed. Here the LC deemed
it wiser not to follow the precedent set by many Western countries.
Hence, it is not that every law reform which occurs in the West is
mirrored in our country. The choice is very selective indeed!
Alarmed with the implications of the LC recommendations upon
vulnerable sections, i.e., women, children and sexual minorities, made
after consultations with only three groups, a national level meeting
was called in December 2001. The meeting, attended by around thirty
groups with diverse concerns across the country, aimed to arrive at
a consensus on this issue. The debate culminated in a letter to the
Law Minister opposing the principal of gender neutrality. While the
response of the law minister is awaited, the concern today is whether
the overlapping and conflicting interests of concerned segments could
best be served by a comprehensive law or would it be more prudent
to address these concerns severally and introduce reforms for specific
segments after wider consultations.
As far as women’s situation is concerned, throughout the two
decades of struggle, not a single case of a reversal of gender roles in
the realm of sexual offence had ever surfaced in the Indian context,
nor has it at any time formed part of the discourse. In this entire
history, no one has ever advanced the plea of sexual violation by
women. On the contrary, the core concern has been sexual violations
by men not only of women, but also of children - both male and
female – and other men. The social sanction awarded to aggressive
male sexuality, expressed through violent, penetrative sex, both
within and outside marriage, in the closeted secrecy of bedrooms
and in the public domains of civilian spaces, and the violations by
the state in custodial situations: these have been the central focus of
the debate. Yet, paradoxically, while addressing this concern, women
have now been posed as offenders and have been made culpable for
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an offence, which is far removed from the ground reality of their
social existence.
The premise of gender neutrality has been supported by the three
women’s rights groups who had been consulted, perhaps by adopting
a Western model where laws have been rendered gender-neutral,
through active intervention of feminists. However, subsequently
this model has been criticised by feminist legal scholars who have
felt that the equality model has had a detrimental impact on women
and children. For instance, Martha Fineman (1991) has commented
that reformers can and often do create new and even more complex
difficulties through the ill considered strategies which they seem
inevitably to employ when using the law to attempt to construct a
more ideal society. The rhetoric of equality defines and confines the
reforms. She suggests that in order to do equity, one must move away
from ‘equality’ as the grand principle of reform.
This would be even more applicable to Indian settings where the
status of women has declined during the last two decades and there
is a marked increase in domestic and public violence against women.
Wife murders, driving young wives to suicide, throwing acid on
girls for rebutting sexual advances, and maiming and killing young
women for choosing a sexual partner have all become the order of the
day. A gender-neutral rape law would open up avenues for inflicting
even greater trauma and humiliation to an already marginalized
section, and hence defeat the very purpose of reform. This premise
cannot be introduced on the pretext of safeguarding the rights of other
marginalized segments. Mindlessly aping the mistakes committed by
Western feminists may not be the ideal solution to the issue at hand.
The concern of women’s groups today is to widen the definition of
rape and to take the offence beyond the patriarchal parameters of
peno-vaginal assaults, which can be brought about without invoking
the principle of gender neutrality.
The engagement of child right groups is not only with the
substantive law but also with the procedural aspects. In order to
protect children, the present adversarial system needs to be replaced
with an inquisitorial one, where, to impart justice, judges will have to
play a greater role than the present one of a neutral arbiter. Children
need safety and reassurance and a congenial atmosphere in order to
be able to depose before a court of law. The rigid code of the criminal
justice system must bend to accommodate children whose articulation
and expressions are different from that of an adult witness. A separate
law on child sexual abuse, with both civil and criminal remedies
written into it, may best serve the interest of children. What needs to
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be contextualised even here is that the implications of sexual abuse
for minor girls and boys are not the same, as they are not similarly
situated.
Several complexities concerning this issue have also not received
due attention. For instance, paedophilia on the beaches of Goa and
sexual abuse by a father at home would pose very different challenges
to both the civil and the criminal systems of law. A mere prescription
of a higher sentence, which in any case would be awarded after 10 to
20 years of litigation, if at all, would not provide any solace to the child
who legally remains the ward of an abusive father. My experience
of dealing with such cases, as a child rights lawyer, has proved that
issues of custody and access, injunctions and alternate residence and
economic support to the child play a crucial role. At a more basic level,
a sensitized judiciary and a radical approach to address these concerns
need to be evolved.
The concerns of LGBT groups are pitched at yet another level.
Compared to women’s rights and child rights groups, they are more
recent entrants to this discourse. Their existence has been viewed as
a moral threat to society and they carry with them notions of shame,
stigma, delinquency and mental illness. Achieving a backhand
recognition of same sex relationships as a concession in the process
of reformulation of rape laws may not be the best way of raising
public consciousness. What is needed is the application of principles
of equality, equal protection under the law, and an assurance of nondiscrimination - the fundamental rights enshrined in our Constitution.
The debate must also address archaic notions of ‘natural’ and
‘unnatural’ sexual behavior, which then translates into violation of
several fundamental rights including that of life and liberty.
Some gay rights groups are concerned that, in absence of Sec. 377,
there would be no remedy in law for same sex violence. What needs
to be examined here is whether Sec. 377 provided any protection
for homosexuals against violent attacks from either homosexual or
heterosexual men. The answer to this question is in the negative. It
would indeed be optimistic to believe that such a provision would
protect marginalized communities. There would be more likelihood
of any such provision being invoked against them, rather than in their
favor. The criminal legal system is heavily loaded against the victim
and in a society with deep-rooted biases against unconventional
sexual norms, sexual minority men would be exposed to similar or
even worse kind of humiliation than women.
On the contrary, such a provision may even open the floodgates
for greater regulation of sexual behavior and greater state control in
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private domains. The comments by a British legal scholar, Carol Smart
(1989) in the context of Canadian reforms could be cited in support
of this premise: “The rape reform proposals suggested by feminists
became part of a package of greater regulation over sexual behaviour
deemed undesirable e.g., homosexuality or under-age sex.” While
the feminist demand was for a greater control over sexual behavior,
only those provisions, which gave more powers to the state and the
criminal justice system, were adopted.
In conclusion, though the move to reform rape laws is in the right
direction and is long overdue, unless it is fine tuned to the specific
needs of the concerned segments, its aspirations will remain at the
level of rhetoric at best, or result in misery and humiliation at worst.

Situating Women Within the Debate on HIV Positive
People’s Right to Marry

The focus on ‘gender neutrality’ discussed in the rape law is also
reflected in the AIDS campaign and camouflages the specificity of
women’s concerns. At the outset, it needs to be emphasized that the
issue of societal discrimination of positive people has to be situated
clearly within the canvas of human rights violations. However, my
concern here is to highlight that the campaign has not addressed the
implications of this affliction upon women specifically. I seek to focus
upon the need for women’s groups to enter this discourse clearly from
a gender perspective.
It is not my case that gender has never been located within the
AIDS debate, but what is problematic is that it has mainly been in the
context of commercial sex workers. In fact, the debate continues to be
contextualised within age-old biases of sexual orientation (gay men
with ‘perverse’ sexual behavior) and sexual morality (prostitutes who
contaminate ‘society’ – here read ‘respectable’ men) and whenever a
gender issue is addressed, it has primarily been within this paradigm.
Since the debate is shrouded in the premise of sexual morality, the
women who were addressed in these debates are those at the margins,
the outskirts, the sexual deviants.
The campaign has never crossed the divide of public/private
domains. A segment that has remained invisible, unprotected and
conspicuously absent from the public campaigns has been the
‘ordinary housewife’. Marriage and procreative rights have remained
sacrosanct and beyond the public health arena. It is only at the time
of motherhood that the housewife enters the domain of public health
services and is rendered visible, as well as an indicator, for the spread
of HIV within a community. Here she enters the public health sphere
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as the mother of the prospective child, with the main concern being
the control of mother-to-child transmission.
However, she has never entered the debate on her own right,
as someone in need of protective and preventive measures. The
centrality of the AIDS discourse revolves around men and views
the wife merely as a service provider. She remains incidental to his
concerns and does not occupy the central position herself, even while
she is afflicted. Her own status has never been addressed: that as an
innocent/passive player who has been defrauded and cheated into
a marriage which has been ‘arranged’ for her; as someone has been
kept in the dark regarding the ailment which has been subsequently
contracted; and the obligations of husband/in-laws/ state/natal
family towards her. Nor has any ‘prevention’ program been designed
to take her specificity into context. When her role as service provider
is terminated due to death/terminality of the illness of the husband,
the woman is discarded and is left to institutional care or left on the
street to fend for herself. Support from even her own natal family is
sadly lacking.
This trend is not specific to women victims of AIDS. It is visible in
other situations where women require extra care and concern from
the family. If one observes cells of women prisoners, female wards
in mental asylums and female wards for the terminally ill, a similar
pattern is observed. The care and concern expressed by the family for
men in such a situation is not extended to women, but where AIDS
is concerned, there is a cause for graver concern. Campaigns which
address the human rights of afflicted men do not simultaneously bind
them with legally enforceable obligations - financial, social or sexual
– towards their spouses. The fact that this category of women infected
by HIV is on the rise, is a cause for alarm.
The conspiratorial mode, which operates within the family, also
extends to health care providers and more specifically, doctors. Even
when afflicted men contract marriages or are in marriages with active
sexual partners, the doctors do not reveal the truth about the infliction
to the prospective bride or the wife in active sexual relationship
against the husband’s wishes. Further, most husbands do not wish
that their wife be informed of this fact until it is too late. By the time
the woman tumbles upon the truth, she has virtually no option left
and no avenues of justice or compensation for the criminal breach
of trust. At the initial stages, the symptoms of the husband’s ailment
are passed off as something less contagious, such as tuberculosis or a
general infection. There are instances where women have spent their
savings, sold their jewelry or taken loans to pay for the husband’s
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treatment. By the time she is afflicted, there are no resources left to
tend for her. It is these gender concerns that prompted us, as women’s
rights lawyers, to intervene in the legal discourse around HIV positive
people’s right to marry.
The HIV positive people’s ‘right to marry’ is the only instance
when the campaign crossed the public/private divide, although on
masculine terms. The campaign was mounted around a relatively
progressive and pro-women judgment of the Supreme Court in Mr.
‘X’ vs. Hospital ‘Z’.4 The campaign erroneously projected that the
central issue in this case was the positive person’s right to marry and
the Supreme Court had ruled in the negative by placing fetters upon
this fundamental right. The implications of such a campaign upon
gender concerns is grave, but since the issue was framed as a human
rights violation of HIV positive persons, gender concerns could only
be raised at the cost of appearing to be conservative, reactionary
and biased against AIDS afflicted people. Thus, only a handful of
women’s rights groups were willing to take a public stand, but before
addressing the gender concerns made invisible in this campaign, it is
critical to review the facts of this case.
The facts briefly stated are as follows: A doctor, a Class I gazetted
officer of the Nagaland Health Services, tested HIV positive while
donating blood in a hospital in Tamil Nadu. The patient to whom the
blood was to be donated was informed. Later, the young doctor was
engaged to a relative of this patient, who then revealed the HIV status
of the doctor to her, after which she called off the marriage. The fact
that the doctor was HIV positive became public knowledge, and the
doctor faced social stigma and subsequently left his job in Nagaland
and moved elsewhere. Backed by lawyers who were engaged in
litigations around human rights violations of HIV positive persons,
a case was filed in a consumer court for damages against the hospital
on the ground of breach of confidentiality. When the consumer forum
rejected the claim for damages with liberty to file a suit in a regular
court, the campaigners challenged the decisions of the consumer
forum in the Supreme Court on behalf of the doctor.
The Supreme Court was examining two contesting claims - that
of the afflicted person to confidentiality and that of the prospective
bride’s to information. It ruled that in the larger public interest, and in
defense of the right of a spouse to healthy conjugality, the disclosure
did not amount to breach of confidentiality.
In the process, the apex court examined the right of marriage
under the various matrimonial laws which place fetters upon persons
4

Mr. X vs. Hospital Z, AIR 2003 SC 664
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afflicted with certain diseases/deformity, i.e., insanity, impotency,
venereal disease (until recently, also leprosy and epilepsy) etc., as
these are grounds of annulment or divorce. It dismissed the claim that
the right to marriage is a fundamental right and held that the right is
statutorily regulated.
In this context, the court commented that the right of marriage
is deemed to be ‘suspended’ during the period of ailment and ruled
that ‘a suspended right cannot be enforced through a court of law’.
Under the criminal law, any negligent or malignant act likely to
‘spread infection of disease dangerous to life’ is an offence. The court
commented that this provision is likely to apply to an HIV positive
person contracting marriage. The crucial point to note here is that
since the issue before the court was ‘confidentiality’ and ‘disclosure’,
the comments were confined to this context.
In its concluding paragraph the court observed that persons
suffering from AIDS deserve full sympathy and are entitled to all
respect and dignity. Government jobs or service cannot be denied to
them, but sex with them or the possibility thereof should be avoided,
as otherwise they would communicate the dreadful disease to others.
The court concluded that therefore a court cannot assist them in this
object. The court extended to the wife/prospective wife the right to
information, a right which is awarded to any person from the health
care system for information about the health status of a person with
whom they come in contact.
Since the issue was limited to ‘confidentiality’ and ‘disclosure,’
the question of afflicted persons’ right to marry after disclosure
was not the issue before the court. Any lawyer worth his/her salt
knows that if the parties marry with full disclosure and are happy
in such a marriage with ‘valid and informed consent’, the issue of a
matrimonial offence does not arise. The matrimonial provisions will
be attracted only if the spouse chooses to dissolve the marriage on the
ground of non-disclosure, a ground available for any kind of fraud or
misrepresentation.
Regarding the offence under the IPC, it is common knowledge that
even in a grave offence like rape, the culprit cannot be prosecuted if
the victim does not wish to press charges. All of us are also aware
that we live under a legal regime where even martial rape is not an
offence; consent to marriage is deemed as consent to perpetual sexual
intercourse. Are we to believe that when an AIDS affected person
marries with full disclosure and is happy and well settled in such a
marriage, the state will intervene and prosecute against the wishes
of the concerned spouse? The logic seems rather farfetched, and the
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ground reality is to the contrary. Wives of AIDS afflicted people today
have no enforceable legal remedy, barring the right of divorce, which
in most cases turns out to be no remedy at all.
In its core, the judgment merely imposed a duty upon the afflicted
person, as well as anyone else who has knowledge of this affliction, to
disclose it to a prospective bride and ruled that such disclosure would
not amount to breach of confidentiality. The concern of the court was
to protect the right of the prospective bride to information that will
aid her in making an informed choice.
It is rather unfortunate that groups working with HIV positive
persons chose this judgment upon which to mount a public campaign.
The adverse propaganda against the judgment seems to be misplaced
and opportunistic, mischievously projecting an erroneous reading of
the judgment. The campaign was based on a false premise that all
afflicted persons marry only after disclosure and that the Supreme
Court has barred such marriages. The safeguards, which are
necessary to protect women and the duty of medical professionals to
disclose this information to a spouse, were deliberately suppressed.
Further, the campaign was based on an erroneous presumption that
HIV positive persons are ‘gender-neutral’ and privileges and rights
within marriage and consequences of marriage are similar to men and
women within a gendered society. This is a matter of grave concern
to women’s rights activists. Many young girls become victims of a
prevailing superstition that venereal diseases can be cured by sex with
a young virgin. The plight of several of these young widows, infected
with HIV, who are left behind with the additional burden of caring for
young children already afflicted with AIDS, is indeed pitiable. Neither
the marital family who are responsible for the infection, nor the natal
family who married them off without due diligence, are now willing
to take on their responsibility.
What is significant is that the subsequent attempts by the
campaigners, both in the Bombay High Court and in the Supreme
Court, for a declaration in favor of the unconditional right of AIDS
afflicted people to contract marriages have not been successful,
primarily due to the timely intervention of the women’s rights groups
who were able to place the specificity of women’s concerns within
this debate. Subsequently, on 3rd December 2002, the Supreme Court
clarified that the adverse comments regarding HIV positive people’s
right to marry were a mere obiter dicta and not binding.
The question which needs to be posed is that why were the
campaigners entangling themselves in several rounds of litigation
which is cumbersome and costly, over a non-issue, a comment which
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is merely obiter dicta? If such campaigns are donor driven, funding
related or publicity seeking is an uncomfortable question that needs
to be addressed within the human rights discourse. In this context,
one tends to endorse Professor Upendra Baxi’s (2002) formulation
that somewhere along the way, human rights movements have
been absorbed in human rights markets as constituted by the forces
of globalization, and ultimately, who gains and who loses in such
campaigns is a crucial question we need to ask amongst ourselves in
the context of the future of human rights in India.
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Role of Law: A Proposal

IV.3

THE ROLE OF LAW IN AIDS CONTROL:
A PROPOSAL
Amita Dhanda

I
Introduction
Both the governors and governed in India demonstrate a compelling
need to seek legal solutions for social problems. This quest is premised
on the belief that legal intervention is per se beneficial, consequently
the appropriateness of the legal remedy is seldom questioned, and
the strengths and weaknesses of legal intervention rarely assessed. In
order to make law an effective instrument of social change, there is
need to displace this messianic role of the law. An open and explicit
articulation of the various choices accompanying the lawmaking
process should aid demystification and thus lessen the divine aura of
law. Such exercises need to antedate every legal intervention but are
specially required when law is being used as an instrument of social
change.
The discourse on AIDS control has been accompanied with the
inevitable demands for legal intervention.1 These demands resulted
1

Legal intervention would include within its purview legislations
promulgated by central or state legislatures and decisions of courts. The
legislature can also delegate to the executive the power to make such rules,
regulations, orders and notifications as may be necessary to implement a
statute. The executive can also make laws in an emergency subject to the
approval of the legislature. Articles 123 and 213 of the Indian Constitution
allow the central and state executive respectively to issue ordinances if
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in a government-sponsored legislation,2 private member bills,3 and a
citizen drafted proposal.4 The plurality of proposals provides evidence
of the desire to obtain legal intervention in the field even as the fact
that each of these legislative proposals aimed at achieving different
objectives shows a lack of unanimity on the role that law is required
to fulfil in the sector. Despite these various proposals, no legislation
on AIDS has been included, as yet, on the statute book.
In the absence of a statute, courts have been required to address
different dimensions of the problem. These court cases do show us
the questions on which legal intervention has been found necessary in
dealing with AIDS. The reactions of approbation or criticism provide
indicators on the adequacy or otherwise of the judicial approach. These
cases also help deliberation on the appropriateness of adjudication as
a medium of legal intervention on AIDS.
It is generally opined that legislation is an appropriate vehicle for
the enunciation of general norms, whereas adjudication is the method
of individuation. Legislation speaks the language of uniformity
and certitude, whilst the task undertaken by the courts is more
uncertain. This is because judicial process is greatly controlled by the
information proffered to the court, the competence of the litigants
agitating before it and the predilections of the particular judges. This
judicial uncertainty is magnified when judges make decisions without
legislative guidance, which is how judicial intervention has occurred
in the field of AIDS.
I had started this paper by noting how the ever-present demand
for law is rarely accompanied with the requisite reflection on the role
that the law can and should perform. This paper uses the various
legislative proposals and judicial decisions as primary data to highlight

2
3

4

emergently required when the concerned legislature is not in session.
These temporary executive laws become permanent if approved by the
legislature. In the absence of approval they lapse.
The AIDS Prevention Bill of 1989, Gazette of India (Extraordinary)
18.8.1989 Part II S 2 at 43.
The Rights of Persons Suffering from AIDS Bill 2006 introduced by
Chandrakant Khaire; Bill No. 37 of 2006; The Protection of Rights and
Welfare Measures for HIV Infected Persons and AIDS Patients Bill 2004
introduced by Najma Heptullah; Bill No. LIII of 2004 and AIDS Prevention
Bill 2000 introduced by D. Saroja; Bill No. 56 of 2000.
After intensive research and subsequent to extensive consultation, the
Lawyers Collective has drafted a comprehensive legislation in 2006
entitled “HIV/AIDS Bill 2006”. For the research effort, see Lawyers
Collective Legislating an Epidemic HIV/AIDS in India, Universal Law
Publishing Co. Pvt. Ltd., New Delhi (2003).
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the different perspectives from which legal intervention in the field
has been planned or executed. This examination shall focus on the
strength and weakness of each approach and thus provide insight on
the role that law should play in AIDS control.

II
Different Perspectives on Legal Intervention
Coercive Public Health Approach

The coercive public health approach is that approach whereby the
force of the law is used to promote or prevent a particular kind of
behaviour, which the lawmakers believe shall further or harm public
health. For example, recent legislations imposing fines on persons
smoking in public places are an example of the coercive public health
approach. This approach was adopted in the AIDS Prevention Bill
of 1989.5 This Bill aimed to use medical practitioners and designated
health authorities and surveillance centres to prevent the spread of
the Human Immunodeficiency Virus (HIV) by singling out persons
and groups it termed “high risk”.6 Prostitutes and their customers;7
professional blood donors;8 and drug addicts9 were perceived as high
risk, consequently subjected to compulsory testing, and if required
isolated and segregated. The AIDS Prevention Bill was referred to a
joint select parliamentary committee, in order to determine whether it
should be enacted into law. Possibly because of the trenchant criticism
it invited from health and human rights activists, this legislative
proposal was not heard of again.10
The death of the 1989 Bill did not lead to the demise of the coercive
approach and examples of its use continued to surface in State
legislations and judicial decisions. Section 53(1)(vii) of the Goa, Daman
and Diu Public Health Act, 1985 authorized the state government to
isolate persons found to be positive for HIV. In Lucy R. D’souza vs. State
5
6
7
8
9
10

Gazette of India (Extraordinary) 18.8.1989 Part II S 2 at 43.
Clauses 5 and 6 of the AIDS Prevention Bill 1989.
Id clause 6
Id clause 10
Id clause 4
The parliamentary website informs that the Bill was withdrawn on 12
August 1992.
See http://164.100.24.167:8080/bills/listbills.asp last visited 19.4.2007.
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of Goa11 this provision was challenged as infringing the fundamental
rights of the affected individual. The Bombay High Court conceded
that isolation had several serious consequences, such as loss of liberty,
economic deprivation, and social ostracism. Despite this awareness,
it went on to rule that when there is a conflict between the right of an
individual and public interest, the former must yield to the latter. It
further justified its decision on the ground that isolation would not
merely serve the interest of society, but may also be in the interest of
the AIDS patient. The petitioner produced evidence to show that there
was no scientific basis whatsoever for utilizing isolation as a measure
for preventing AIDS. The court was not convinced. It, therefore, chose
to defer to legislative judgement and upheld the constitutionality of
the impugned Act.
In the Lucy D’souza judgement, the Bombay High Court upheld
a legislation which adopted a coercive public health approach. The
court did not think that the fundamental rights in any way constrained
the State from adopting this approach. In TY vs. Apollo Hospital
Enterprises Ltd.,12 the Supreme Court went a step further than the
High Court in endorsing the coercive public health approach.
In this case the doctors treating an HIV infected person disclosed
his medical condition to his fiancée. The disclosure resulted in the
marriage of the patient being cancelled. The patient sued the doctor
for breach of confidentiality. The Supreme Court did not accept the
patient’s case. In rejecting the contention of the patient, it in no way
felt impelled to balance individual and public interest; instead it
ruled that doctors were under a non-negotiable duty to disclose the
prevalence of any disease that could endanger public health. Any
failure on the part of the doctor to fulfil this duty would be criminally
punishable, with the derelict doctor liable to prosecution under the
Indian Penal Code. The Supreme Court thus used public interest to
trump the patient’s right to confidentiality.

The Humanist Approach

In the coercive public health approach, social concerns had prevailed
over individual rights. The humanist approach in comparison places
greater emphasis on individual rights. This approach recognizes
pain and suffering as an integral part of the human condition and
consequently declares that no person should be discriminated against
by reason of disease or disability. In the humanist approach, the law is
11 AIR 1990 Bom 355
12 Judgments Today 1990 (7) SC 626
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used to combat discrimination and to enforce rights. The force of the
law is used to protect rights and not to deny them.
It is this approach, which to a large extent informs the private
members bill, which was introduced in the Lok Sabha in 2006
to provide for compulsory treatment and rehabilitation of AIDS
patients.13 Humanist motivations are also the driving force of the
HIV/AIDS Bill 2006 mooted by the Lawyers Collective. Whilst the
private members bill limits its concern to ensuring that persons with
AIDS are not denied treatment,14 the citizen-sponsored legislation sets
its concerns on a larger canvas.
This legislation prohibits discrimination in any sphere of public
activity. This omnibus prohibition is accompanied with an inclusive
list of public activities in which discrimination is prohibited.15 The
legislation also recognizes the manner in which discriminatory
attitudes are fed by hate and prejudice, and consequently incorporates
a prohibition against hate and discriminatory propaganda.16
Legislative efforts to empower vulnerable groups often fail, because
the vulnerable groups are fearful of the consequences that may flow
from questioning those in power. The Citizens Bill includes an express
prohibition of victimization.17
The dignity of the AIDS patient is further protected by the
procedure for providing treatment devised in the legislation. This
procedure requires observance of the norms of informed consent18 and
confidentiality.19 The citizen legislation seeks affirmative action along
with non-discrimination, and to that end elaborate responsibilities
of social security have been placed on the State.20 This legislative
proposal by emphasizing on the basic human rights of persons with
HIV/AIDS does not just work at preventing exclusion but also seeks
active inclusion.
The humanist norms included in legislations become part of general
practice when they are observed by the people. There is a symbiotic
relationship between observance and implementation, and effective
implementation promotes observance. Judicial interpretation provides
guidance on what the law in fact requires of the people. Consequently,
13 The Rights of Persons Suffering from AIDS Bill 2006 introduced by
Chandrakant Khaire Bill No. 37 of 2006.
14 Id clause 3
15 Clause 4 of the HIV/AIDS Bill 2006
16 Id clause 5
17 Id clause 6
18 Id clause 8
19 Id clause 11 and 12
20 Id clause 22

426 | Gender and Sexuality: Mainstream or Marginal

observance of humanist norms inducted in legislations greatly depends
upon the manner in which courts interpret and implement them. Also
of importance is how courts activate the constitutional mandate of
rights to curb discriminatory practices in the absence of legislation.
To this end, the decision of the Bombay High Court in MX of Bombay
vs. Ms ZY21 is significant. In this case, the name of the petitioner was
deleted from the panel of casual labourers after he tested HIV positive.
The Bombay High Court found that the petitioner did not pose any
threat or risk to any person at the workplace and could continue to
perform his normal duty of loading drums in trucks. Consequently, in
affirmation of his right to life and livelihood, it ordered the restoration
of his name on the panel of casual labourers.

The Facilitative-Regulatory Approach

This approach looks to the law to facilitate the conduct of essential
activities by laying down rules, guidelines, and protocols, subject
to which the activity can be undertaken. These regulatory legal
regimes perform a facilitative role. This is because the idea here is
not to prohibit an activity, but to allow for its performance subject to
conditions. The actual task of constructing the conditions is, however,
seen as a technical one and legislations do no more than authorize the
accessing of such technical support.
The Citizens Bill has acknowledged the need for technical support
in several provisions.22 In realization of this requirement, it has set up
expert bodies that have been provided an illustrative list of the tasks
that they might perform,23 and specified the time within which these
standard-setting activities may be undertaken.24
In the absence of a legislation on AIDS/HIV specifying regulatory
norms, courts have either been petitioned by concerned citizens, or
have decided on their own, to perform standard-setting functions.
The first such request in this field was made when a petition in public
interest was filed in the Supreme Court of India to request the court to
initiate action to clean up the blood supply of the country.25 The court
established a high-level expert body to advise it on the procedures to
be adopted to undertake this task; and relied upon the report of this
expert committee to issue a number of directions to regulate blood
banking in the country.
21
22
23
24
25

AIR 1997 Bom 406
See for example clauses 8(4) and 18 of the Citizens Bill.
Id clauses 50(3) and 52.
Id clauses 55(1), 64(1) and 72(1).
Common Cause vs. Union of India 1996 1 SCC 753.
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In the Common Cause case, the Supreme Court was asked to
perform a regulatory role; however, in M. Vijaya vs. Singareni
Collieries Co. Ltd.,26 the Andhra Pradesh High Court undertook to
perform such a role, on its own. In this case, the petitioner had been
given a blood transfusion without testing the blood for HIV, which
resulted in her being infected with the virus. The petitioner alleged
that this action of the hospital constituted negligence, and she sought
appropriate relief from the court.
In this case, an individual petitioner activated the High Court
for redress of a personal wrong. However, the Court did not restrict
itself to only granting her relief.27 Instead, the Andhra Pradesh High
Court issued a series of directions to prevent the spread of the disease
and to ease the condition of the infected. The directions pertained to
availability of test kits, equipment, treatment and rehabilitation of
patients, training of doctors and disposal of biomedical waste. Rather
than confine itself to these instrumental directions, the court also
made suggestions to adopt other promotional measures, such as tax
exemptions and a comprehensive state legislation.
The Supreme Court had formulated its guidelines on cleaning up
the blood supply after setting up an expert body to advise it in the
matter. It is a different matter that the Court’s order does not make
clear to what extent the court has relied on the recommendations of
the expert body. The Andhra Pradesh High Court has not even sought
the benefit of an expert body to formulate its guidelines. However,
both cases do show that there is a felt need for the law to perform a
regulatory-facilitative role in the field of AIDS/HIV control.

III
The Approaches: A Critique
A twin track approach has been adopted in mounting this critique
of the varied perspectives towards legal intervention. On one level I
have examined the strengths and weaknesses of the approach; and
on another I have examined the most suitable legal medium for the
26 ILR (2001) A.P. 108(FB).
27 The Court awarded Rs. 1 lakh towards the medical expenses of the
individual petitioner. It also pointed out that this relief would not preclude
the petitioner to seek damages from the Company through a civil suit.
However, on the Company going up in appeal, this order of the AP High
Court was stayed by the Supreme Court.
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adoption of the approach. For example, I will not only dwell on the
strengths and weaknesses of the coercive public health approach; but
also consider how the advantages and disadvantages of this approach
vary when adopted in legislation or judicial decision.

Increasing Vulnerability Through the Coercive Public
Health Approach

The coercive public health approach promoted public health by
exercising force on people living with HIV/AIDS. The approach
has been criticized for being anti-human rights, as it both generates
and reinforces stigma against people living with HIV/AIDS. Insofar
as the approach singles out high risk individuals and groups, it is
questionable that it can even achieve its public health objectives.
This is because “in the absence of responsible behaviour of the entire
population, coercive procedures intending to modify the behaviour
of some individuals or groups are not going to prevent the spread
of HIV infection. Yet the discriminatory and stigmatizing treatment
meted out to the singled out group could cause others to stay away
from the detection authorities....”28
It is important to clarify that the adoption of the coercive approach
against the persons living with HIV/AIDS is being questioned because
it would enhance their vulnerability without promoting public health.
It is not being contended that the approach has no relevance to the
field of HIV/AIDS control. In fact legal coercion, through civil and
criminal sanctions, shall be needed to protect the rights of persons
living with HIV/AIDS, as well as to obtain institutional conformity
with regulatory regimes.
There is need to distinguish between the use of this approach
by the legislature and by courts. When the legislature adopts this
approach, despite representations to the contrary being made in
legislative forums, there is hope that the rigour of the law would
be lessened by the Courts.29 However, when Courts adopt rights
depriving postures, then the deprivation of rights is complete.30 This
is because institutionally courts are meant to redress deprivation of
rights and create a remedy to honour a right.31 Once the institution
28 Amita Dhanda (1991). “The AIDS Prevention Bill of 1989: An Agenda for
the Joint Select Committee” 33(1) JILI 98 at 99.
29 It was with this hope that the Lucy D’souza petition was filed.
30 Here the difference between Lucy D’souza and TY vs. Apollo Hospital
should be appreciated. In the former the court did not curb legislative
coercion but in the latter the Court inflicted coercion.
31 Significantly the right to approach the Supreme Court to redress
infringement of fundamental rights has itself been made a fundamental
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that is meant to devise remedies closes its doors, there can be no right,
as there is no remedy.32 This analysis is being put forth not to promote
legislative callousness, but to encourage cautious employment of
coercive instruments by the judiciary.

Protecting Rights of All Through the Humanist Approach

If the coercive public health approach is criticized as callous, then
the humanist approach is questioned as unrealistic and one-sided.
For example, human rights activist alleged that the decision of the
Supreme Court in the Apollo Hospital case stigmatized the condition
and initiated the process of exclusion for people infected with HIV.
An HIV infected person, they contended, had a right to marry, but
by not acceding to the claim of the petitioner, the Supreme Court had
infringed this human right.
These contentions have been countered by others who have raised
the issue of the rights of the non-infected partner. Such a marriage,
they pointed out, infected the non-infected partner. This ‘infected by
marriage’ person was very often a woman, who then bore the burden
of the disease, economic deprivation and social exclusion. In the
context of marriage, human rights of the HIV infected person could
not subsist independent of the non-infected partner, and rights of the
latter rendered claims of an absolute right to marry for HIV infected
persons questionable.
However, the fact that an absolute right to marry cannot be
asserted, is no reason to believe that the rights based approach
is irrelevant for persons living with HIV/AIDS. It is only on the
strength of the humanist approach that a right to marry can even
be asserted. The right to marry for an HIV infected person would
mean that an HIV infected person is not expressly disqualified from
getting married. There is need to make this contention because such
like disqualifications subsist for other medical conditions33 and have
significantly reinforced their social stigma.34
right by Article 32 of the Indian Constitution. Dr. Ambedkar, whilst
introducing this article in the Constituent Assembly, had described it as
the heart of the Constitution.
32 The common law, which is an incremental mode of creating law, has
primarily been developed by the judiciary developing remedies, as it
recognized rights. An opposing trajectory is being alluded to here.
33 Such disqualifications subsist for mental illness. Virulent forms of leprosy,
venereal disease and mental illness are also grounds for divorce.
34 Persons living with epilepsy have successfully obtained the removal of
the disqualification to marry by showing how it increased their social
exclusion.
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Having stated the above, I contend that rights are accompanied
with responsibility. It would be the duty of an HIV infected person
that he or she should not expose another to the dangers of the infection
from which he or she suffers. In the Apollo Hospital case situation,
TY would be under a non-derogable duty to inform his existing or
intended spouse of his infection. If he fails to show demonstrable
responsibility, doctors should intervene and claims of confidentiality
cannot be made. No person can use the disadvantage created by his
condition and its social context to shirk from his duty towards the life
of another. This breach of duty can be categorised as fraud, breach of
faith or cruelty. It, however, needs to be noted that these consequences
flow from the absence of responsible behaviour and not from AIDS.
What the above analysis highlights, is the need to argue for the
human rights of persons living with HIV/AIDS in a complex and
nuanced manner. Such complexity would recognize that there should
neither be oppression of, nor oppression by a person living with HIV/
AIDS. Rights are a mechanism for preventing wrongful exercise of
power. The moral force of rights protects the less powerful against
the more powerful. Depending upon the circumstances, this power
may be available both for and against a person living with HIV/AIDS.
Without such complex understanding, the humanist approach could
oppress rather than empower.
This need to balance competing interests has been recognized
in the Citizens Bill, which has attempted to balance the rights and
responsibilities of persons living with HIV/AIDS. Thus, the provision
on partner notification balances the right to confidentiality with the
partner’s right to know, by providing that if the person with HIV
fails to self disclose his infected status to his partner, then doctors,
after duly warning him, may do so. Though in the main this rights
and duties link forged by the legislation would be unexceptional,
these questions of disclosure can turn murky when vulnerability has
to be plotted on multiple axes. For example, should the obligation
of disclosure be enforced against women living with HIV/AIDS,
if such disclosure exposes them to violence or abandonment? The
legislative proposal exempts such women. It is undeniable that
women living with HIV/AIDS require more protection. However,
should such increased vulnerability exempt them from responsibility
towards their fellow beings? Further, can it be said that women are
the only bearers of this increased vulnerability? If not, then would it
not be appropriate that the legislation spells out the general tests of
vulnerability, and provides access to supportive networks for those
who need them, instead of categorizing an entire group as vulnerable
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and exempt it from the dictates of responsible behaviour. As the
lawmakers do not have comprehensive information on the various
kinds of vulnerabilities prevailing in society, it is more appropriate
that the statute only incorporates the more generalized standard.
This generalized standard can then be applied by the executive and
the judiciary from case to case. There is a danger that the mention of
specific groups in legislation may be under or over inclusive.
The humanist approach, which is prompted by motivations of
providing protection to the AIDS afflicted or HIV infected person,
makes the strongest case for legal intervention. When AIDS first
surfaced, it was believed to be the disease of certain risk groups such
as homosexuals, prostitutes or drug addicts. However, as knowledge
of the condition improved, it was increasingly realized that it was
risk behaviour rather than membership of the group that rendered
one vulnerable. It was hoped that the need for a universal spread of
such responsible behaviour would generate more inclusive attitudes
towards marginalized groups. However, these hopes were belied.
It was found that AIDS has further marginalized the marginal.
Consequently, there is a need for non-discrimination measures and
pro-active legal strategies to address social discrimination. In devising
these strategies, it is politic to align with other law reform movements
rather than only removing the deficits in the law for persons living
with HIV/AIDS.35
Both the legislature and the judiciary have a role to play in the
execution of the humanist approach. As our constitution includes a
fundamental rights chapter, the judiciary can, if inclined, provide relief
from discrimination to persons living with HIV/AIDS. However, the
certainty of obtaining this protection is considerably lessened in the
absence of legislative protection. Further judicial protection will be
of the firefighting variety - where the fires of discrimination will be
doused, but no fire safety protocols shall be established. As legislative
enactment is not supported with empirical research, it is more useful
if the humanist objectives of statutes are stated in general propositions
with the task of individuation left to the courts.

Facilitating Regulation - The Overlap Between Law and
Policy

To assess the viability of the regulatory approach, one needs to
appreciate the difference between law and policy. Policy encapsulates
35

See for example Chapter XIV of the Citizens Bill whereby special
provisions on registration of marriages; guardianship have been included
for persons living with HIV/AIDS.
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a manner of dealing with an area, issue or problem. This method can
be continued, modified or abandoned, depending upon the experience
obtained by using it. Illustratively, the use of disposable syringes
has been recommended in HIV prevention as a method of curtailing
contact between infected and uninfected individuals. However, with
the problems of improper waste disposal and consequent recycling of
disposable syringes, it has been felt that sterilization could be a more
effective method.36 When these various methods find place within
a policy, the inherent flexibility of policy makes it easier to change
them. However, when the same method finds mention within judicial
discourse, the legal quality of inflexibility attaches to procedures
which need to be flexible37 and this is what courts start to do when
they privilege a body of knowledge by making it law. If the Court did
not intervene, this knowledge would need to establish its viability on
the touchstone of experience.
The courts, in making their rulings, do place reliance on the opinion
of expert bodies. It is important to note here the difference between
legislative, judicial, and executive accessing of expertise. In both the
executive and judicial accessing of technocratic support, it was the
body seeking support that decided from whom to seek support and
whether to rely or not on the commissioned expert evidence. There
is little protection for the independence and autonomy of the expert
or experts. Further, the findings of the expert body emerge mediated
through the opinion of the court. Hence, the judges are free to put
their own generalist gloss to the specialized findings. Illustratively,
in the Common Cause case, in the prefatory part of the judgement,
before promulgating the requisite directions to clean up the blood
supply, the court informs that “the blood trade flourishes with poor
people like unemployed rickshaw pullers and drug addicts selling
their blood. Such blood sellers suffer from various infections and their
haemoglobin is lower than the prescribed level... poverty makes them
do so at first but later it is reported to become like an addiction, the
blood sellers enjoying the dizziness due to reduced blood supply”.

36 Kaushal Kishore Singh (2002). “Unsafe Injection to Disposable Syringe:
the Irrationality of Substitution”. Background paper at workshop on
Societal Concerns and Strategies for AIDS Control in India, JNU, New
Delhi, January 2002.
37 For example, the Andhra Pradesh High Court in Singareni Collieries
supra note 6 directed that “All the government hospitals should use only
disposable needles in injections. Registered medical practitioners should
be compelled to use only disposable syringes”.
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Having decided on the strength of selective research that the
professional blood donor is the villain of the piece, the court requires
the governments of the union, state and union territories “to take
steps to discourage the prevalent system of professional donors” so
that the system can be completely eliminated within a maximum
period of two years. The court is aware of the taboos against
voluntary blood donation and the difficulties of obtaining adequate
blood supply for the country through voluntary blood donations.
Its answer to the problem is “the launching of effective motivation
campaigns through utilisation of all media for stimulating voluntary
blood donations, launching programmes of blood donation in
educational institutions, among the labour, industrial and trade,
establishments and organisations of various services including civic
bodies....”
It is important to note that if the professional blood donor had
been singled out and discriminated in a statute, he could have
approached the court for relief. This relief is no longer available to
him as his exclusion is not being undertaken by the executive or the
legislature, but the judiciary. Regulatory activity, when undertaken
by the legislature and the executive, is subject to judicial oversight.
This reviewing activity is eliminated when the judiciary enters the
regulatory arena.
At the same time, total legal abstinence cannot also be practiced
in the regulatory realm. This is because the absence of law has been
found to either result in activities being left totally unregulated, or
policies being changed much too frequently. It is this situation that
has possibly caused for an extensive regulatory mandate to be built
into the Citizens Bill. Even as the actual task of establishing protocols
and guidelines has been left to the expert bodies established under
the Bill, the legislation includes detailed directions on the matters
meriting regulation, as well as the time within which the allotted
tasks are to be undertaken. The danger of an overly detailed work
brief is that it could stranglehold the imagination and autonomy of
the expert body. Further, whilst it is understandable that the makers
of the Bill wish to ensure the efficient completion of tasks, an overly
prescriptive time schedule is not very respectful of the high level
expert bodies. There may be a case to revisit the regulatory segment
of the Citizens Bill in order to consider whether the lengthy shadows
of legislative suspicion would assist organizational efficiency.
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IV
Conclusion
This article exploring the role of law in AIDS control shows that
there is a case for legal intervention in the field. This intervention is
required for addressing the discrimination practiced against persons
living with HIV/AIDS without singling out high risk individuals
and groups. Whilst providing legal recognition and protection to
the rights of persons living with HIV/AIDS, the correlation between
rights and duties is to be respected. In putting together the regulatory
regime, it is necessary to distinguish between law and policy to
obtain an optimum balance between flexibility and certitude. This
evaluation also shows that this legal role cannot be constructed on the
basis of any one perspective, but has to be an amalgam of all the three
approaches. This mix would need to take into account the strengths and
weaknesses of each approach; and the varied possibilities of making
law through legislation and adjudication. These technical inputs on
the instrument of law have been detailed so as to assist informed and
effective participation in the lawmaking on HIV/AIDS.

Price of Ignorance…About Identities

IV.4

THE PRICE OF IGNORANCE…ABOUT
IDENTITIES AND HIV
Shaleen

‘Screening sex workers for HIV’… ‘HIV hits Commercial Sex Workers
in North India’… ‘Women in Prostitution: The vectors of infection.’
- Recent headlines about the AIDS epidemic.
There is very scarce literature and few reports in the media that
discuss the spread of infection due to sex between men, and to the
wives of men who have sex with men (MSM). The story of the AIDS
epidemic in India is a strange one. It is true that in some countries, gay
men have been continually and wrongfully blamed for the spread of
the virus. In India, thankfully this has not happened. However, what
has happened is more bizarre. Health authorities here have been toeing
the line that homosexuality does not exist: it is alien to our culture.
The fact is that the government does not recognize the existence of
a large enough MSM community that merits HIV/AIDS intervention
work. At the moment, neither the government nor health agencies
have a policy that connects HIV transmission and same sex behavior.
Thus, in a country where it is estimated that there may be as high as 50
million MSM, the community is both stigmatized and denied relevant
safer sex information as well as care and support services.
The fact that Section 377 of the Indian Penal code criminalizes
homosexual acts further complicates the situation. The issue was
highlighted when the former Director General of Prisons, Kiran Bedi,
refused to distribute condoms in Tihar jail on the pretext that it was
tantamount to recognizing, if not promoting, the illegal practice of
homosexuality.
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Except for a handful of NGOs working with the MSM community,
there are virtually no programs that implement sexual health
interventions with this target population. The present situation not
only marginalizes the Indian gay community, but it also makes any
HIV intervention program harder to implement.
As it is, most gay men in India hide their sexual identities and behaviors
that are not socially sanctioned. Regardless of their sexual preferences and
HIV status, many of these men may marry in order to avoid the social stigma
that the exposure of their homosexual status entails. This decision increases
the risk of rapid transmission of the virus to their wives and eventually their
children.
There are several barriers and challenges facing organizations working
on sexual health issues with the country’s gay community. The biggest
obstacle is the stigmatization of the behavior of gay men. A high percentage
of such men are invisible (in the closet), which makes it impossible for
them to access any services that are designed for them. There is also an
overall lack of adequate education, awareness and sensitivity about
issues concerning gay men: in government agencies, NGOs working
in the area of reproductive health, the medical community and the
media. This gap thus makes it difficult for these men to access reliable
information and referrals from any of these sources. Due to social
stigma, it is also difficult for health care service agencies and NGOs to
find committed human resources to work in this area.
There are several issues that render the gay community in India
vulnerable to HIV. Lack of information and education results in
persistent myths and misconceptions. One of the biggest myths is that
HIV is only transmitted through vaginal sex and that anal sex is safe.
Lack of privacy, also a major issue, results in gay men having sex in
public places where space and time are constraints – thus making it
difficult to negotiate safer sex. It is unfortunate that despite such high
levels of risk, not much progress has been made in the area of MSM
internalizing the threat to infection.
Many gay men who have practiced unsafe sex do not approach
health care services out of fear and embarrassment of disclosing
their sexual behavior. Other aspects of testing, care and treatment
of the disease are enmeshed in the complex issues of confidentiality,
sensitivity and attitudes of medical personnel. The absence of formal
guidelines as part of institutional mechanisms to ensure adequate and
satisfactory care and services proves to be a deterrent for gay men in
being tested. They fear that people might ask and reveal their sexual
orientation to others during the process of testing. Many are afraid
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that if they test positive, they would have to live with the double
stigma of being gay and HIV positive.
There is an obvious lack of testing and care services that are
sensitive to issues concerning gay men. Many gay men who wish to
get themselves tested do not know where to go. Most mainstream
testing services assume people are heterosexual. While they record
the person’s age, income and profession, sexual orientation is seldom
asked for or recorded. Thus, there is neither any real data nor statistics
available to study the course of the epidemic in the Indian gay
community.
HIV has not yet visibly affected the gay community in the country.
While there is no reason for panic or alarm, there is enough reason
to be cautious, especially if one considers the apathy and indifference
of the social environment. It is wise to be aware and informed, and
foolish to get infected out of ignorance. What health authorities must
understand is that the spread of the infection through MSM does not
remain limited within the gay community alone. Many of these men
also have sex with women, in most instances their wives. What this
means is that the infection is slowly spreading to the larger population,
i.e., everybody is at risk.
What is the position of the gay community vis-a-vis the epidemic?
Vulnerable? Yes. Insignificant and of no consequence? Probably not.
Finally, who are the real vectors of infection, men or women?

Male Homesexual Identities in India

One of the basic questions that confront the Indian gay community
today is that of identity – the need for it and the impact of assuming
a gay identity.
It is argued by many that homosexuality has existed in India since
ages, and there has never been a need for people to claim or assert their
sexuality. Adopting a sexual identity is both limiting (since it makes a
person nothing more than a sexual being) and disempowering (since
it makes him vulnerable to harassment and homophobia). While this
maybe true, it is important to examine why it is considered necessary
to assume an identity.
It is important to note that there is no present self-identified ‘gay’
identity which is recognized in India at a social or political level. It is
only a handful of upper class gay men in urban cities who assume this
identity – that too only within the gay community. However, there is
a certain section of the homosexual community which has adopted/
acquired or has been forced to adopt or acquire an identity known
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as kothis. Before any further discussion on the nature of homosexual
identity in India, let us first examine the kothi identity.
Kothis have often been defined as passive, penetrated, effeminate
homosexual men. While one or more of these characteristics can be
observed in kothis, none of these are attributes exclusive to them.
Kothis are only as passive (the penetrated partner) or as active (the
partner who penetrates) as any other homosexual man. This assumes
that all kothis indulge in anal sex, which is usually not the case. Many
kothis are both passive and active, depending on the circumstances,
partner preference, opportunity, desire, etc.
The only situation where kothis claim to exclusively assume a passive
role is with their giriyas (husband/partner/‘real man’). Giriyas are
MSM who often penetrate them anally. The giriyas often also assume
the social and behavioral roles that are in consonance with the image
of the conventional male. This could involve the role of a husband in
a relationship, ‘the head of the family’ who makes decisions for the
household (especially in a typical middle/lower middle class Indian
framework in which kothis/giriyas often belong). They are guardians/
breadwinners and ‘pay’ the kothis or hand over their salaries to them.
It is interesting to observe that many kothis assume a role the giriyas
expect them to play purely for physical, emotional and financial
security – provided by giriyas. This role is not unlike many women in
India, especially in the middle and lower socio-economic strata. Kothis
often perform these roles because of the available choices or the lack of
options they are presented with. ‘But is the lack of viable options the
reason for their disempowerment or the result of it?’ This, I believe, is
the biggest issue to explore.
Being a kothi often means believing that they must do everything
possible to ‘keep’ their giriyas and make sure they are happy. This
includes being as much of a ‘woman’ to the giriya as a real woman.
This actually translates into their social roles which include dressing,
talking and behaving as a woman. Many kothis are intensely jealous and
suspicious of each other. Many who are in a permanent relationship
with a giriya observe a fast on karva chauth and follow other rituals and
customs that Indian women perform for their husbands. They also like
to give everything that their giriyas need in bed, which includes being
anally penetrated. Giriyas are known to beat the kothis in fits of anger
and jealousy. This is considered as a sign of affection and closeness
– ‘He beats me up because he considers me his own.’ Kothis are also
known to resort to extreme measures, such as suicide attempts, when
confronted with the fear of losing their giriyas. The kothis are much
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like the typical repressed, diffident and insecure traditional Indian
woman.
The adjective ‘effeminate’ is often confused with kothis. It is well
known that many gay men have effeminate characteristics (overt and
covert) visible to the trained eye. These are often well hidden because
most gay men assume ‘masculine’ gender roles in society. In spaces
that are private, many gay men can be extremely effeminate, including
desires to cross dress or dance like a woman as kothis do. Ofcourse this
is not a generalization, and many kothis would not like to behave like
this even in private spaces, just as some kothis would not like to cross
dress or behave like a woman. Kothis are not self-conscious about
being identified as homosexual. So while ‘being effeminate’ is not an
exclusive kothi characteristic, the public expression of being effeminate
is. This is a symptom of the real characteristic, which is to assume the
social/behavioral role of a woman.
The question that truly emerges is why do kothis assume the role
they do if it is so disempowering? One reason is a complete lack of
awareness and confusion about issues surrounding sexuality. Many
behave the way they do purely out of a desire to attract men for
sex. Some who are commercial sex workers, use their behavior as a
tool to attract potential clients. Many homosexual men start calling
themselves kothis from a desire to belong to a community, while some
do it out of ‘peer pressure’ once they enter the homosexual sub-culture.
For some homosexual men in the lower socio-economic strata, there
is no choice as the setup does not support their desires/aspirations in
any other way.
Many kothis cross over to join the hijra (eunuch) community which
is a step that speaks volumes about the disempowering nature of
their identity. The reasons why they do so include confusion about
their sexuality, which leads many to assume they are hijras. Na-mard
or chhakka is a label society pastes on them from the outset. Their
feminine behavior also makes it very easy for them to be a shame
to their family, friends and neighbors, which results in ostracization
– and leaves them with little option but to join the hijras. Often the
politics of money is at play. Many kothis belong to the lower socioeconomic strata and the hijra community promises them a lifeline and
financial security.
It is obvious that the biggest factors at play during the formation
of a kothi identity are the politics of class, gender and sexuality. All
these together make the identity vulnerable to abuse and humiliation
in society.
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Now let us look at the self-identified gay identity in India. At the
moment, this seems to stem from a desire to ape the behavior of gay
men in Western gay communities, without any responsibility for
their sexuality at the social or political level due to an invisibility in
mainstream society. Within the community, the behavior of gay men
mimics their western counterparts with relationships increasingly
negotiated on the tenets of ‘equality’: two men who love each other
as equal trusting partners where neither is supposed to assume a
gender role. This is far more healthy and empowering than the female
gender roles that kothis assume. However, it is when one broadens
this identity at a social or political level that a problem arises. India
has often been described as a ‘shame culture’. An individual’s role
and responsibilities are over-emphasized within the family and in
society. An individual’s success brings honor to the family, while his
fall from grace brings shame. This value system is extended further to
the society and the nation. Considering the social stigma associated
with homosexuality, it is considered a matter of shame and ridicule to
admit one’s homosexuality in public.
The possibility of bringing shame to the family is one of the biggest
obstacles for even a well adjusted gay man to assume an identity at
a social or political level. If he does, he is risking ties with his family
that provides the basic security in his life. This makes it very difficult
for gay people to assume an identity, and some may argue it is wise
not to. However, in the wider context of tackling homophobia for the
sake of lives of gay men in India, which are based on fear, guilt and
repression, this is necessary. To remain quiet and therefore repressed, is
merely to fulfil the silent expectation of a patriarchal and heterosexist
culture – which fosters guilt, frustration, anger and low self-esteem
in Indian gay men. It is true that to start assuming an identity that is
open and out is also an invitation to condemnation, ridicule and even
violence. But are we not already far too late in starting this process? Is
it not better to be honest and vulnerable, than to conform and remain
repressed?
This is the question that Indian gay men need to answer for
themselves if any attempt is to be made at building on a social identity.
We have to break out of the trap of guilt and shame if we wish to
assert an identity. It can also be suggested that it is possible to develop
an alternate Indian gay identity which is inclusive of family value
systems. However in today’s context, it seems to be nothing more
than an esoteric intellectual construct.
Those who argue that it is not necessary to assume a gay identity,
need to answer how they plan to deal with homophobia and
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repression. Some might argue that they lead a perfectly ‘normal’ gay
life that includes gay parties and group gatherings with monogamous
relationships all on the sly. They then need to realize that such social
privileges are not available to the majority of the country’s population
and that identity politics is about ‘inclusivity,’ not ‘exclusivity’. It is
really up to all of us to either remain passive and silent spectators,
or realize that culture and society are about evolution. If we choose
to contribute our mite, we can all become active catalysts in that
process.

Community Mobilization Among MSM

IV.5

REACHING OUT TO EMPOWER: SUSTAINABLE
COMMUNITY MOBILIZATION FOR SEXUAL
HEALTH AMONG MSM
Lalitha

Introduction

MSM (males who have sex with other males) is a behavioral category,
used by AIDS Service Organizations to cover a varied and complex
network of males of all ages, groups, marital status, educational
backgrounds, classes, castes, linguistic and religious groups. The
connotation MSM itself is not a criterion on which they can define
themselves, either in the sense of a community or individually. The
word gay cannot be used, since it usually refers to males who are open
about their sexual relationships with men, rather than to any form of
sexual identity, as in the West. Thus, we need to define males who
have sex with males on the firm basis of indigenous gender categories,
according to their sexual activity or sexual orientation.
In India, and talking for ourselves in Tamil Nadu, there exist
significant numbers of males who have sex with other males, but these
behaviors are invisible due to secrecy, shame and denial. The reasons
can be traced to the fact that during the pre-British period, India
boasted of a culture rich in sexual literature and freedom, but after
the advent of the British, sexual behavior and sexuality became topics
taboo to the general population. Thus, sex related issues are still not
discussed; sexual behavior is covert, unidentified and an uncharted
territory. Hence, male-to-male sexual behavior is considered appalling,
shocking and unacceptable. The MSM community, therefore, suffers
from a major problem of social acceptance.
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Background

Despite a lack of public acceptance, anal and oral sex between
males, and between males and females, takes place in Tamil Nadu, as
elsewhere in India. There is also a significant level of male commercial
sex work that seems to increase due to widespread abandonment,
unemployment, poverty, etc. While high rates of STDs (sexually
transmitted diseases) are prevalent among this community, STD
treatment centers, especially for anal and oral STDs, are non-existent
or totally inadequate. This, coupled with low levels of knowledge of
STD/HIV/AIDS, condom usage and health seeking behaviors among
MSM, make them extremely vulnerable to HIV and AIDS. Though
official figures may deny this risk, significant numbers of them are
already affected, with many MSM developing full blown AIDS.
Moreover, most MSM feel they are not at risk to AIDS as all information,
education and communication (IEC) and media presentations by
the Government and by most NGOs remain heterosexual-oriented.
Additionally, over 90% of the MSM community are either already
married or will get married. This puts their female partners also at
risk to HIV/AIDS and other STDs.
The need of the hour was, therefore, to start communitybased groups to address the issue of sexual health and HIV
prevention. On a national level, NACO (National Aids Control
Organization) recognized the need for a concerted effort by CBOs
(Community-based Organizations) and NGOs (Non-governmental
Organizations) to address and access this hidden and covert
community. Additionally, what is necessary, is the need to address
these men vis-à-vis their female partners also, as they would get
married sooner or later, if not already married. This is essential to
prevent infection from spreading unchecked from male to male to
female and back.
A look at Fig. 1 given below, depicting the complexity of male
sexual behaviors in India, is mind-boggling. It clearly indicates the
complicated sexual lives of MSM.
This complicated sexual mosaic came to light only after detailed
research programs were initiated based on sexuality and sexual
behavior, research that could then lead to an intervention program.

*

Married females

Single females

Male sex workers

Single males

Single females

Gay men/homosexuals
(married/single)

Married females

Female sex workers

Male relatives
(married/single)

Hijras

Street females

Female relatives

Wives

Female relatives

Street males
(married/single)

Street females

Married males

Kothis/Panthis/Giriyas *
(married/single)

Female sex workers

“Kothis” are feminized males, who use their feminized behavior to attract other males for sex, which is usually penetrative
sex, either anal or oral. These “kothis” call their male sexual partners “panthis” (also “giriyas”).

The Complexity of Male Sexual Relationships and Identities in India

Figure 1
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It was also found that a serious state of low self-esteem seemed
to plague MSM from the more economically disempowered sections,
leading to reckless and risky sexual behavior. The more educated and
economically independent males, predominantly English speaking
and well placed, ascribed to the “gay” identity and distanced
themselves from the existing MSM diaspora. These “gay” men felt
they were not at risk. Until as late as 1996-97, the government did not
even recognize the existence of MSM behavior - hence all IEC and
media presentations were heterosexual–oriented or rather focused on
penile vaginal transmission only.
This state of non-acceptance continued for a long time, until the
research carried out in various parts of the country reaffirmed the
existence and continuance of such male-to- male sexual behavior,
even after the marriage of the individual. This led various agencies to
recognize the need for addressing this group urgently, as a means to
control the epidemic.
The Prakriti-Sahodaran project was established in Chennai, during
October 1998, to address sexual health issues surrounding sexual
practices and sexuality among the male populace of the Metropolis.
Sahodaran aims to create awareness regarding STDs, HIV and AIDS,
and promote healthier lifestyles especially among MSM and their
sexual partners. This project is community-based with the focus on
skills training and capacity building. It aims to continuously assess
the needs of the community while providing counseling and sexual
health services to these men, using a safe-space to create rapport and
build a sense of community.

Initial Findings

An initial survey and assessment had shown that a cross-section
of the men indulged in sex with other men, besides having sex with
their wives or other female partners. Thus, the risk was found to be
manifold, as these men fulfilled their sexual needs whenever possible,
often irrespective of the gender of their sex partners.
Other data that was collected shed light on the situation of MSM
behavior in Chennai city. The survey was carried out at 72 high-risk
sites among 270 MSM.
To a question of who were their sex partners:Friends
: 11%
Relatives
: 3%
Strangers
: 64%
Paying clients
: 17%
Male sex workers : 5%
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Here we need to note that the majority were “strangers” indicating,
with condom usage levels at below 5%, an enormous risk for HIV
infection.
• Anal sex acts in a month
: 1,876
Sex acts in a month
• Oral sex acts in a month
: 8,100
• Vaginal sex acts in a month
:
692

}

• Condom usage

:

• Those who have had STDs
:
• Those who perceive themselves
to be at risk to STDs/AIDS
:
The number of married men
[N = 270]

Sex Partners

:

2-8%
7%
5%

}

(Self-reported)

60%

One of the significant points from these preliminary figures is
the sheer number of oral (8,100) and anal (1,876) sex acts in just one
month. We need to remember that the total population is just 270, and
these men are also reporting having vaginal sex. Further, the married
men in this survey are reporting between 3 - 4 vaginal sex acts with
their wives every month, more than enough to put their wives at risk
to STD/HIV infection. Condom usage is only 2 - 8%. Also, most of
the sex partners of these men are strangers - nothing is known about
their sexual behavior or histories or health. Again, on average, 60% of
the male sexual partners of the respondents were married men: thus a
considerable risk for their female partners as well.
Male-to-male sexual behavior in India does not follow the usual
reductionist patterns one expects. Firstly, marriage is not a choice,
but DUTY to one’s family; and, as for sex in marriage, wives are
“honored” partners - part mother, part sister, part bearer of one’s
children, and part torchbearer of the hallowed family tradition.
One cannot then think of her as a sex partner. Sex with her is for
procreation, not pleasure! Moreover, in India, women, (especially
“good” women) are not supposed to have sexual desires, except, of
course the “bad” women (stereotypically, wives vs. sex workers).
Men, however, are not men if they do not have sexual desires. In this
context, men cannot demand certain types of sex from their wives oral, anal, not even foreplay. In this situation, men automatically/
obviously have to fulfil their desires elsewhere, i.e., outside of
marriage. In India, and several other countries in South Asia, as long
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as the men are discreet, and do not bring dishonor to their families,
such behavior is tolerated.

The Project

MSM networks exist in small groups spread all over the city, where
either sex takes place or men come to choose a male sexual partner.
This network exists as an underground informal link between likeminded males who come to certain parts of the city seeking sexual
partners.
By employing the key players from various parts of the city of
Chennai where Prakriti-Sahodaran is situated, a link was established
and a relationship forged between the CBO and amorphous disjointed
community members. Thus, Prakriti-Sahodaran built and won
the trust and confidence of the community members and started
organizing groups to discuss issues ranging from sexual health, HIV/
AIDS prevention and safe sex to emotional dependence on male sexual
partners, low self-esteem and lack of self-confidence.
The project recognized the need to build a sense of community
if it were to realize its goal to sustain behavior change within the
community in a homogenous manner. Safer sex messages had to be
consistent, clear and concise, as well as be able to be grasped, absorbed
and understood by the population, as 70% and more were non or
semi-literate. Reading and writing skills were seriously lacking and
hence the messages had to be oral, on a one-to-one basis, as well as in
group discussions.
The backbone of the program is its Field Team comprised of 10
Field Officers and 20 site buddies. The Field Officers are permanent
who have an excellent knowledge and understanding of the locale or
site in which they work. They visit their allotted field or site on a dayto-day basis, checking and replenishing condom supplies to the users
frequenting their areas, as well as reach out to new MSM or one timers
who may have come or chanced upon cruising or sex sites. Armed
with IEC materials in Tamil and English, a wooden penis model and
condoms for demonstration, they are present during the course of
the evening till late night, making contacts, creating an awareness of
the program as well as the epidemic of HIV/AIDS. They share the
services available at the program office, like the drop-in-day center,
counseling services, referrals to STD clinics, doctors and hospitals,
group discussions, as well as a range of entertainment/recreational
activities to relax and unwind from their stressed life. Games (indoors)
are available as well as a range of books, periodicals, journals and
pamphlets in both Tamil and English.
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Facilities Offered at the Drop-in-Day Center Include:••
••
••
••
••
••
••
••

Counseling services
Referrals
Group discussions on safer-sex, HIV/AIDS prevention
Books, journals, periodicals and pamphlets
Condoms
TV & Video
Yoga, dance, music classes
Computer classes & literacy classes

It is these recreational activities and services that bring the
community members together at the drop-in-day center, a place which
helps bonding and nurturing a feeling of belonging and acceptance.
Until then, most MSM would feel extremely lonely, desperate and
neglected leading to low self-esteem and low self-confidence, and
even suicidal mentality. Some had even taken the irrevocable step
of emasculation to become part of transgendered groups. Having
internalized the notion that a male being sexually attracted to another
male is taboo/crime/wrong, they feel that their only recourse to this
issue would be to try and become “women”, so that their behavior
could and would be accepted by society at large.
The program offers a certain sense of anonymity as well as
confidentiality via-a-vis sexuality of the individual – a dimension
which reassures those accessing program services. They also realize
that they have friends who feel the same way as they do. Slowly, their
self-esteem and confidence is bolstered and the men realize the need
to take care of their own lives as well as their partners, both male and
female.
Moreover, Prakriti-Sahodaran has refrained from publicizing its
activities, as this would lead to exposure of many of the males who
accessed the services of the center. Hence, HIV/AIDS is not used as
a selling point for the program, but as part of a social support system
offered to a group of marginalized and stigmatized males to enable
them to be themselves without any fear of ridicule, sexual harassment
or social ostracization.
Recognizing the need for social and economic empowerment,
literacy classes in Tamil and Hindi, computer classes for field officers
and volunteers, yoga, and dance classes to promote healthier lifestyles
have all been included in the drop-in-day center’s services. By focusing
on their female partners, community members are also encouraged to
accept responsibility for the health of their female sexual partners and
families.
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Results of Mid-Term Survey After 18 Months
Respondents in possession of condoms
Anal sex
Knowledge on HIV/AIDS
Knowledge on STIs
(sexually transmitted infections)
Usage of condoms (Anal insertive)
Usage of condoms (Anal receptive)
Usage of condoms (Oral insertive)
Usage of condoms (Oral receptive)

Sep/Oct 1998
30%
65%
14%

May 2001
72%
42%
56%

11%

49%

15%
12%
1%
2%

55%
40%
10%
19%

Sahodaran project’s efforts for behavior change among MSM have
borne fruit - the rate of anal sex has significantly come down from 65%
to 42%. Further, condom usage for anal and oral sex has considerably
increased.
Over a period of two and a half years, the number of males
accessing the services at the center and in the field has been steadily
increasing - this too without any form of publicity or propaganda. The
message is spread by word-of-mouth throughout the city of Chennai
by the existing friendship networks accessing the field teams on a
daily basis. Thus, the concept of the community working for itself has
helped empower its members with knowledge, self-confidence and a
sense of belonging.

Single Women: Forbidden Frontiers

IV.6

SINGLE WOMEN’S SEXUALITY AND
FERTILITY: FORBIDDEN FRONTIERS
Deepti Priya Mehrotra

Sexuality and marriage are significant junctures for establishing
and consolidating masculine power. In India, female personal identity
is crucially defined around marital status, and marriage, for most
women, is considered coextensive with sexual activity.
We note the coexistence of multiple patriarchies, morality codes
and social norms affected by class, caste, religion and specific subcultures. Sexuality as well as fertility is enmeshed within complex
codes of prescription and proscription. The idealised woman is a wife
and mother – roles heavily loaded with duties and expectations. The
standard family defines commitments as well as sharp boundaries for
exercise of female sexuality and childbearing. While fundamentalist
forces are rigidly dogmatic about this containment of female sexuality
and fertility, most sectors of society conform and reinforce the same
paradigm.
Women who are single – that is, live outside any conjugal structure
– are by definition marginal. Respectability implies adherence to
normative behavior and lifestyle. For single women in most sections
of society, this enjoins a taboo upon sexual activity and childbearing.
Single women’s experience of living with this taboo has seldom
been documented. We ask the following questions - along with
integrating the perspective of several single women whose lives and
consciousness have contributed to this paper: How do they experience
social expectations and norms regarding sexuality and fertility? What
are their existential realities? How do they feel about being under
constant surveillance? Are they asking questions or posing challenges
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to dominant norms and institutions? Have single women created
alternatives and experiments? What relation do they work out with
their own sexualities?
This paper explores the terrain of single women’s perceptions and
experiences around sexuality and fertility/motherhood. These are
voices of ordinary urban women in north India belonging to a crosssection in terms of class affiliation, from poor to middle-class. They
are attached to a variety of professions: students, teachers, domestic
workers and folk artistes. The study is limited to ‘ordinary’ society. We
have not directly explored the world of sex workers, nor met women
who have chosen to be nuns/religious celibates.
The women whose consciousness is explored here are spread
throughout society – they are part and parcel of the social fabric.
These single women speak of stigma and stereotypes. They speak
also of resistance and experiments. They express a close connection
between sexuality on one hand and, on the other, emotion, fertility,
motherhood, power and desire.
Some of these voices were gathered during a research study
focused on single mothers’ experiences.1 I have also used data from
ongoing research on nautanki artistes in north India.2 Workshops
and discussions with college students in Delhi and young women
in Jabalpur have provided insights into the world of young single
women.
Being a single woman myself has provided an entry point, and
enriched my understanding of a number of salient issues. I got married
when I was 26 – late by Indian norms – and, therefore, experienced
a phase of being ‘marriageable but unmarried’. My marriage lasted
for approximately 5½ years, between the age of 26 to 32. Since my
separation in 1993, I reverted to being single. The motivation to go
deeper and articulate single women’s concerns has flowed from
long-time academic interests, as well as my own life experiences and
situated observations.
A range of qualitative methodologies was utilised. I have gathered
detailed narratives from single mothers that embedded their concerns
and issues. With college students, I elicited views and experiences
through gender workshops and during class. In Jabalpur, I interviewed
1
2

‘Single Mothers' Experiences: Strengths and Need for Support Systems’
– A research project supported by the MacArthur Foundation (1999 to
2001). See Mehrotra (2003).
Research on 'Gulab Bai: A Life in Nautanki', ongoing research as a fellow
of the India Foundation of Arts, 2002/03. (Now published as a book:
Gulab Bai – The Queen of Nautanki Theatre. Penguin Books, 2007.)
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a number of young women in slum areas. Interviews with nautanki
artistes have taken place in Kanpur.

Existential Realities of Single Women

It is difficult to assess the number of single women in India. Policy
makers, demographers and consequently the census data, project
little awareness of the significance of the theme. Figures on divorce
and separation are underreported. Widowhood is somewhat better
documented. Approximately 8% of all women are reported to be
widows – a figure of approximately 33 million women.3 In addition,
a number of women remain unmarried. A rough total of these various
categories would lead to the conclusion that India has a significant
number of single women, at least about 10% of the total number of
women. Small-scale research studies confirm this finding.4
Women are single due to a complex mix of choice and circumstance.
The category is far from homogenous. Their exact conditions are
influenced by class, religion, caste, age, education and related factors.
Indian society is in no way discrete, and the diversity is reflected in the
actual circumstances of various single mothers. Multiple patriarchies
are evident in different parts of society, so women are subject to
a variety of norms and expectations. Strict norms for the control of
female sexuality and fertility have traditionally been upheld by upper
caste Hindus. However, processes of sanskritisation have led to the
dispersion and wide penetration of such norms and values.
The data here is loosely organised into a life cycle approach. A first
set of single women is young - those of marriageable age yet unmarried.
A second set is older, unmarried women. A third set is of women who
have been married, but are single post-marriage. There are continuities
as well as differences in the particular norms and expectations from
these three sets of single women.
The following sections will develop and expand upon social
norms, how these are experienced, and at times subverted. Feminist
scholarship has uncovered ample evidence of women struggling
against the grain, creating worlds within worlds, sub-cultures
through which they contest prevalent norms and patriarchies.
Crossing the divide between ‘good’ and ‘bad’, a number of single
women are expressing and articulating concerns that shake some of
3
4

Census of India, 1991. Only a small percentage of widows remarry in
India.
For instance, a study found 206 single women in a survey covering 2,000
families in Dakshinpuri, a slum area in Delhi. 84% of these were widowed,
the rest separated or divorced (Maya, Abha & Shanti 1995).
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the foundational assumptions of patriarchal marriage, family and the
state.

Patriarchal Splitting: Between the ‘Good’ and the ‘Bad’
Women

Dominant social norms prevalent in most parts of India – across
class, caste and religion - render marriage compulsory. Being single is
tantamount to inhabiting ‘forbidden’ territory. Wives are supposed to
be sexually active only in the context of their husbands. Sex workers
are theoretically available to all men. For a wife, sex is a sacred duty
oriented towards her husband’s pleasure. For a sex worker, sex is a
profession, and sexuality explicitly a commodity available for the
buying pleasure of men.
This typology is the basis for defining and categorising women into
‘decent, good and respectable’ on the one hand, and ‘indecent, bad and
not respectable’ on the other. Relations of power and powerlessness exist
in both domains. Whereas a married woman’s sexuality legitimately
‘belongs’ to her husband in return for significant privileges conferred
by the position of wife-hood, a sex worker’s sexuality is up for sale. In
both situations the woman concerned typically has very little control
over her sexuality.
The ‘good’ woman is further obliged to be fertile. Childbearing
and motherhood are expected of the married woman. In particular,
she should be the mother of sons. At the same time, the dominant
construct of motherhood is antithetical to the image of a sex worker.
Sex workers are assumed to lack the competency to rear children.
Well-meaning social workers have even suggested that it should be
mandatory for children of sex workers to be taken away from them
and reared elsewhere.
Single women, who lead ordinary lives in ‘respectable’ society,
form a set that does not fit neatly into the typology described above.
Reality spills across the definitional boundaries, blurring any attempt
at neat divisions. Women who are not sex workers, yet live outside the
institution of marriage, are a paradox - their very existence a challenge
that perplexes the patriarchal order.
These single women fall between the two poles of ‘good - married
woman’ and ‘bad – sex worker’. Attempts are continually made to
assign individual single women to either one of the two categories.
Those who are ‘good’ are yet always in danger of slipping into the
‘bad’ side of the grid.
Since their sexuality belongs to no man, nor is it accessible through
payment, these women are especially made the brunt of speculation
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and harassment. The logistics of daily living is difficult enough. The
burden of stigma and surveillance is an additional source of stress.
Single women per se are supposed to deny having any sexual
dimension. A single woman who maintains an asexual image is
classified as ‘good, decent’, whereas if she expresses her sexuality she
can be re-classified as ‘loose, bad, dirty’.
The Sita-Surpanakha pair provides mythological images of the
‘good’ versus the ‘bad’ woman. The Ramayana presents Surpanakha as
a demoness, who roams the forest on her own. Finding Ram attractive,
she approaches him. Ram turns her down in favor of his wife Sita, and
leaves Surpanakha to Lakshman. A sharp contrast is posited between
the two women: Sita - a loving and devoted wife, Surpanakha - free,
licentious and single. Surpanakha is punished – her nose physically
cut off – by Lakshman. This ritual violence is regularly performed
in Ram Lilas. Surpanakha’s violation is occasion for masculine glee.
Her pain is routinely ridiculed, her humiliation celebrated. Masculine
power is consolidated through such ritual enactments. Taboos, and
brutal punishment if the taboos are broken, are articulated in public
space.
It is interesting that Sita too suffered - she was discarded when
suspected of infidelity. She lived on her own as a single mother. During
this stage in her life, she developed into an independent, though
somewhat forlorn, figure. She lived in a hermitage in the forest,
enduring hardships while bringing up her two children. When the
boys were grown up, their father invited them to live in the palace. He
invited Sita to return to her life as a queen. Sita refused, choosing to
return to mother Earth, rather than reverting to marriage.

Marriage: Locus of Dreams and Desires

When asked to imagine themselves 10 years hence, 19 out of 20
college students5 imagined themselves as married. Only one – who
also envisioned studying for a doctorate and traveling abroad - said,
“Maybe I’ll be married, maybe not. Maybe I will have a child, maybe I
won’t.” Of the 19, 18 imagined having one, two or even three children,
by the time they were 30 years old.
These young women were engaged in a professional teachertraining course. All saw themselves as pursuing a career, although
five thought they would give it a break when the children were small.
5

Fourth year students of the Bachelor in Elementary Education program,
Lady Shri Ram College, Delhi, 2002/03. I am indebted to the thoughtful
and frank articulation by these 20 students, during my sessions with them
while teaching the paper entitled 'Gender and Schooling'.
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All the students spoke of parental and societal sanction for a teachertraining course, arising from gender-role conditioning: “Teaching jobs
are considered good for women. They go out in the morning when
the children go to school, and look after children and home in the
afternoon”.
Several of these young women appreciated the logic of this
construction, yet experienced doubts as to their ability or desire to fit
in. They saw marriage and childbearing as inevitable – and impending.
Most wanted to marry and have children. They were at the same time
fearful, due to the complex nature of responsibilities that marriage
entails. As one student poignantly put it, “I can hardly look after my
own self. How will I take care of others?”
Their ambivalence came from an awareness of the extremely
heavy demands made upon daughters-in-law, wives and mothers.
They were articulate about the low status of housework and conflicts
between home and career. They knew they might be unable to pursue
various alternative desires and interests, or to keep up their female
friendships. They voiced extreme apprehensions about the emotional
relating with their husbands. Only two or three felt sure they would
marry somebody they knew, and chose. Most were reconciled to an
arranged marriage. One said, “Whether or not you know the man
before marriage, it might not work. It is better to have your own
family’s support, at least.” Collectively they were of the opinion that
“men are not as understanding or caring as women.”
Marriage remains the only legitimate space for expression of female
sexuality and childbearing. Young women’s fantasies and dreams of
emotional and sexual fulfilment are woven around marriage. They may
not have actually lived amongst or seen many happy marriages. The
notion of conjugal love may have entered the consciousness through
cinema and television, rather than through observation in real life. At
the same time, young women today are well aware that marriage can
be a violent, abusive space. They know, from observation of reality,
that marriage is likely to restrict their autonomy and individual
growth. Attitudes to marriage are, therefore, characterised by extreme
ambivalence. Desire and fear mix in this terrain. So do practicality,
wisdom and foolishness.
During the discussions, a number of students said they wanted to
earn and live on their own for a while, before marrying. Nearly all saw
this as a pipe dream, however - an impossible fantasy. Their families
would not want or allow it. Survival would be an uphill struggle:
earning sufficient income seemed impossible. Moreover, they were
aware that single women are subjected to negative comments and
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gossip, and even more vulnerable to assault and harassment than
other women.
If both singlehood and marriage are problematic in terms of
feminine identity, most women choose – or agree – to marry. They
even collude in their own oppression by learning to clip their dreams.
An exceptionally bright student gave this imaginary account of herself
at age 30 – an account with a strong element of parody, of which she is
partly aware. Her vision reveals significant shifts from the status quo,
yet the basic framework remains unchanged:
“I am Mrs. ‘Dash’.
I am married to Mr. ‘Dash’. He is an engineer. He works in a good
company.
I teach in this college. I like to teach here. My earlier teachers are
now my colleagues.
I live in a joint family, just as I wanted. I married into a Punjabi
family, just as I wanted. I did not want to adjust or change myself too
much. Right from the start, I was not submissive. I did not let anyone
dominate me.
We have a daughter, Anoushka, studying in Class 3, in G D Goenka
School.
Our son, Sahil, studies in Upper KG in the same school.
I see off the children in the morning, then get ready to go to work.
In the afternoon, I again spend time with my children. I want to give
them the best, especially my daughter. I want my daughter to have all
the opportunities.
My husband comes home at 6 or 6.30. I spend time with him. Then
it is time for dinner.
After dinner, the children go to sleep. I see my favourite serial on
TV at 10 o’clock – ‘Saas Bhi Kabhi Bahu Thi’.
Then, I go to sleep.”

Delaying Marriage: From Ambivalence to Rebellion

Traditionally, the age of marriage in India has been around puberty.
Puberty was publicly acknowledged as a critical event upon which
girls ‘flowered’ as sexual beings. Marriage was the rite of passage
signifying public acceptance of ‘girls’ as ‘women’, and simultaneously
providing socially sanctioned channels for their sexual energies and
fertility.
Due to social reform and women’s movements, today the average
age at marriage is well beyond puberty. The span between puberty
and marriage has been rendered a liminal, undefined space. There is
no cultural history or customary way of dealing with the sexuality of
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post-puberty non-married young women. Apart from the possibility of
unsanctioned self-chosen sexual relationships, there is pervasive fear and real danger - of sexual assault. Whereas all females are vulnerable
to sexual assault, the construction of a single woman’s sexuality as
being ‘owner-less’ marks her body as being ‘available’ to any man.
Parents are typically uneasy and uncomfortable due to an awareness
of the unchanneled nature of their daughters’ sexuality.
No social norms have developed to deal with the new reality of
unmarried adolescents/young women. The earlier norm, i.e., marriage,
has been displaced. No new norms acknowledging and respecting
youthful sexuality have arisen. Instead, young women’s sexuality
today is neglected, ignored, negated, repressed and swept under the
carpet. The result is a morass of repression, guilt, rage, frustration,
lies, abuse, violence and furtive sexual exploration.
Gender constructs are such that the young, unmarried woman
in India is supposed to know nothing about sex. Curiosity about
sexual matters is discouraged and repressed. Boys’ interest in sex is
at least acknowledged as natural, but ‘good’ girls are not supposed to
experience such natural interest.
Interviews with unmarried girls and young women, aged 14 to 24,
in a number of slum areas in Jabalpur (Madhya Pradesh), revealed
their common experience of exclusion from knowledge about sexual
matters. This was true across caste, religion and to some extent
economic status.
When an NGO6 tried to intervene in this situation, with the express
aim of improving the health conditions of ‘adolescent girls’, it met with
stiff opposition from community elders. Parents, school authorities
and religious leaders disapproved of any attempt to provide ‘body
information’ to girls/young women, since it would ‘spoil’ them.
The prevalent notion was that lack of information is conducive to a
state of innocence and chastity. However, as interviews with the girls
indicated, ignorance was not, in fact, synonymous with lack of interest,
or even expression. A number of the unmarried girls were sexually
active, or had had at least one sexual encounter – often forced, and
usually within the family.
The NGO gained entry through ‘social sanction’ campaigns,
designed to motivate parents and community elders. The use of the
term ‘health’ was strategically effective, especially attracting mothers,
6

CARE-India, the NGO mentioned, began a 6-year program 'Improved
Health Care of Adolescent Girls in Urban Slums, Jabalpur', in 1996. The
data used in this paper is from my notes while documenting the program
from a gender perspective, April to August 2002.
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and to some extent fathers and schoolteachers. The girls, thirsty for
information, flocked into ‘peer education’ classes. In schools, question
boxes were flooded with letters. These young people were eager
to learn about menstruation, ‘normal’ attraction, sex, pregnancy,
contraception, childbirth and sexual diseases. Many came with
‘problems’ to the didis – the grassroots teachers – largely concerned
with sexual attraction, affairs or sexual harassment.
Most of these girls and young women were under pressure to marry.
The average age of marriage in the population was 17 to 18 years. They
were typically ambivalent towards the possibility of marriage. Their
doubts arose from the same source as the college students’ doubts:
exposure to some harsh realities of women’s situation in marriage,
fear of being trapped in unhappy and/or violent situations, a new
awakening to their own identities, and the possibilities and rewards
of autonomous self-development.
Pushing the age of marriage can be a means of self-assertion and
protest, a strategy to have relatively greater autonomy over their lives.
Extending single status is seen as a real means to self-development
and formation of an independent identity. Paradoxically, the strategy
is successful only if the young women present asexual images. Parents
permit a daughter to study further, on the condition that she will be
a ‘good’ girl. Any transgression – sexual, having a male friend, or
perhaps even just talking to a boy of her own age – is considered
serious. She would be labeled ‘bad’, ‘dirty’ and ‘uncaring’. Public
knowledge of her transgression would bring dishonor to the family.
Such action usually signifies, to her alarmed parents, the urgent
imperative to marry her off.
The ideological presentation of marriage as ideal suffers from the
intrusion of obvious and contradictory realities. Once young women
have an opportunity to confront these realities, their earlier acceptance
of the expected way of life begins to collapse. Given some exposure to
the possibility of another way of life, a number of young women are
asserting the decision to not marry at all.
24-year-old Meera, from a slum area in Jabalpur, has decided she
will not marry. An ardent social worker, she studied well beyond
her sisters and brothers (all older than her). She is studying Office
Management, and is keen to take up a job. “I have so much to do”,
she says. “If I marry, I will not be able to do it. Why is it necessary to
marry? If I marry, I will also be forced to have children. I have seen
too many marriages. I do not want it. I want to live the way I want to.
I will take up a job – anywhere.”
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Her family has not accepted her decision. Interestingly, over the
years the family has grudgingly moved from extreme disapproval to
a position of respect for Meera’s abilities and knowledge. Although
unmarried, as a peer educator her knowledge of ‘health’ is respected.
She advised two sisters on contraception, the advice they benefited
from. When her elder brother’s wife had a third daughter, Meera
educated the entire family about how the sex of a baby gets determined
– thus putting a rein on the persistent blaming of her bhabhi. Despite
all this, her parents and elder brother are anxious about her single
status, and keen to marry her off. Her father has indulged in fits of
beating Meera, in order to coerce her to agree to marriage.
For Meera’s father, as for other fathers of single young women, the
choice is not easy. A father is responsible for protecting his daughter,
and simultaneously the family honor. Family honor resides in the
sexual sanctity of the girls and women of the family. How can this
be ensured, except through matrimony? An unmarried woman is like
a magnet – attractive and vulnerable. Giving her away in marriage
supposedly provides a sanctuary for her sexual being, neutralising
the danger.

Single Yet Sexual: Living the Forbidden Life

The question – “Can’t a woman and a man just be friends?” was
repeatedly asked during my research on various single women, both
young and slightly older. The question operates at several levels. At
one level it is an assertion of the possibility of inter-sex friendships that
do not have a sexual dimension. At another level there is an implicit
appeal to the possibility of friendship that includes sexual desire and
exploration.
Many women have crossed the first challenge of asexual friendships,
as part of the development of a ‘respectable single-woman’ persona.
Many of these women are identified by their professional standing
and competence. This includes single women who are educationists,
doctors, social workers, and politicians. Such women acquire a kind
of halo around their image, which is built around selflessness and
devotion to a higher cause. Some of these women remain surrounded
by, and provide critical financial support to, their natal families –
parents, brothers and sisters, nieces and nephews. Much of the social
sanction these women have is associated with their high levels of
achievement.
Another category of single/professional women has been explicitly
sexually active – and is not so ‘respectable’. Talented performing
artistes like Gulab Bai – Padmashree awardee and doyen of Nautanki
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through several decades of the 20th century - were celebrated due to
their immense talent and professional achievements. Such women
remained single, but had affairs and liaisons, and openly brought
up the children born to them. Explains Munni Bai (Gulab Bai’s niece
and herself a renowned artiste): “Nobody will marry a woman who
performs in nautankis. But men are mad about us when they see us
perform. One man will pursue. He is already married, but he wants
to marry again, a second time…. This is what happened to me. It is
what happened to Gulab Mausi. It happens with all of us here. We
live in our own homes, he comes and lives there. We are faithful…. but
invariably, after some years, he stops coming….”
Gulab Bai established a liaison with a well-known seth in Kannauj.
He lived with his wife and children, but made a house for her and
visited her frequently. She had a son. But after a few years, his visits
became less frequent and he developed an interest in a third woman.
At that point, Gulab Bai decided to leave and return to her career.
Later she had three more children. In a matrilineal family setup,
she was the unchallenged center. Born in a poor family in rural U.P.,
Gulab Bai supported her parents, five brothers and four sisters, as
well as their children – for years on end. She also brought up her own
(four) children, entirely on her own earnings.
To some extent, a woman like Gulab Bai triumphed over prevalent
norms. She was widely respected due to her enormous talent and
strong personality, and her extra-marital liaisons were simply accepted.
However, most women in nautanki and related forms like tamasha feel
exploited, and are considered to be of ill repute.
In fact, any single woman who openly acknowledges her sexual
dimension risks her reputation and izzat. It is always a razor’s edge
that she walks on.
Rani, a teacher and researcher in Kolkata, is frank about her need to
have relationships, as well as the problems associated, both personal
and social, internal and external:
“I ask myself - how come I get involved with people and then
break up? It’s as if I choose people with whom I will inevitably break
up. Perhaps I’ve got traumatised so much, I can’t handle it. But when
I have a relationship, I throw myself into it a lot. It sees me through
two or three years – and that’s important. But in Kolkata, people are
scandalized. It’s beginning to bother me.
I tell myself, ‘I have to be good this time. I have to stick to this.’ But
these things are stronger than rationality. You can’t force these things.
It’s hurt a lot, because each time it’s one person who walks off, and it
ends. When it’s the other person who says, ‘Okay, look, that’s it’, then
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for some time it does hurt. It ends up, so it hurts, but then one gets
over it. I don’t know what one wants, really….”

Single After All: Marriage and Beyond

Although the position of ‘wife’ calls for sacrifice and ‘adjustment’, it
also confers privileges. Thus women accept their socially ordained fate
– conjugality, within which they hope to experience a fulfilling sexual
and emotional life. But sometimes the dream of happy conjugality is
harshly shattered.
Babli,7 a 30-year-old woman in a large slum in Delhi, is a single
mother. She describes her experience of marriage at the age of 16 or
17:
“My parents wanted my best…. Those people had hidden the fact
that ‘he’ has fits. At night, he would just come and sleep off next to me.
This happened for many days. I didn’t have the sense to talk about it
to anybody.
When my brother came to bring me home, I came. My girl friends
teased me. I couldn’t say that nothing has happened to me. I told my
bhabhi. She gave me some advice on what to do when my husband
comes into the room. I did what she told me, still nothing happened….
I couldn’t tell my mother any of this. Later, those people started
troubling me. I had no option but to tell my mother...”
Babli’s parents were concerned about her well-being. Upon
discovering the situation, they brought her back. She filed for a
divorce. After a couple of years, they found another boy for her to
marry, but he turned out to be a drug addict.
Babli: “He had smack, and committed robberies…. I was married
to this man for nine years. During these years, I lived in my own home
much more. We let him come and live here, thinking he will change.
He would come, stay for a day or two, sometimes as long as two or
three months. Then he would go away…. He has been to jail many
times. He does so many robberies - beyond limit….” When I was
pregnant, he left me and went off. He didn’t want to look after me. He
wasn’t around when my son was born. My mother took care of me….
He never abused or beat me. But, the problem is the smack, and the
stealing….”
At the time when she recounted her story, Babli’s husband was
in jail. Even as he was led away handcuffed by the police, he had
threatened to kill her when he came out. When I met her, Babli was
depressed, sometimes suicidal. She had decided she would never take
her husband in again. Her mother would often say she would get Babli
7

Babli is from Dakshinpuri, South Delhi. See Mehrotra (2003) for details.
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married, a third time. Babli demurred. She spoke of the possibility of
friendship with a man. Her experiences prompted Babli to formulate
new questions, at the threshold of ‘forbidden frontiers’:
“My courage is broken. Inside me, I am broken. I have very strange
feelings. I sit alone a lot. I brood. I said to my mother, Mummy, if I
don’t get well, I will hang myself. I will kill myself!”
“People speak such wrong things. In our lane, there is a boy who
understands my sorrows. We used to play together, when we were
children. We talk - just like that, nothing else. People are always ready
to misunderstand. They don’t understand that a girl and boy can be
friends. Can’t a girl and a boy just be friends?”
“Sometimes I feel like telling society…. Sometimes I feel like eating
something, but…. My brothers and sisters are with me. We live in
society. We must do the right thing, otherwise…. But sometimes I feel
like doing what has not been done before. Let them see! Then at once,
I control my mind from inside. What else can I do? I have to step out.
If I were to trip and fall, I would just get up. But here, many people
will push, so that I fall further, and cannot get up! They should rather
be giving us courage.”
“One day, I got fed up with a neighbor’s comments…. I started
speaking loudly. I said, ‘Mami ji, I don’t have a man. Even if I love
someone, it is not wrong. What is wrong is, if somebody comes at
night, somebody else in the afternoon, another in the evening. That also
happens.’ She heard me. After that, she stopped passing comments.”

Single: Forever?

Jamila, a working-class woman in Delhi, had been single for nearly
15 years when I met her.
Said Jamila, “I have never considered marrying again. I was
hardly 35 when my husband passed away. My children were already
so grown up. My eldest daughter had a child already. My son-in-law
was there – such a handsome big fellow he was. Then after some time
I had other sons-in-law – both handsome big fellows! Does it look
good then, to marry? You tell me! Does it do one credit? – Does it look
graceful?”
“After my husband died, my jeth (elder brother-in-law) said that
he will go in for a nikaah with me. When I heard, my body went up in
flames. How shall I tell you how angry I was! What did he see, what
did he think? Well! If one eats, one should at least eat enough to fill
one’s stomach, enjoy the meal! Marry that old man, indeed!…. If I
were to marry again, I would marry somebody I like.”
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Sapna was also widowed in her mid-thirties, and similarly faced
sexual overtures from her jeth. She too was able to successfully resist
these overtures. Says she, “I can’t really say that my strength has
increased because I am single. But perhaps much of that strength
would have remained inside me…. It comes out depending on the
circumstances…. Independence helps one find one’s strength….”
Among the areas of growth and change, Sapna notes that she
discovered sexuality anew after she became single. She found she
is bisexual, and was able to express the lesbian dimension that was
earlier repressed.
When Nafisa left a violent marriage, she was desperate. Throughout
her married life her husband stayed out somewhere else in the same
slum area, leading a dissolute lifestyle in a slum in Hyderabad. She
came to Delhi with her young daughters, and managed to get a job
and send them to school. After leaving Hyderabad, she said:
“In Hyderabad, neighbours and relatives used to say, ‘She has run
away from home. She must have run away with some man. She doesn’t
know anything. She has never been anywhere. Surely, she has gone
away with a man.’ My parents, brothers and sisters never thought in
this manner, because they know me. They have always loved me, and
understand why I left…. Some others still pass comments – “She lives
so far off. Who knows what she does there?” They do not know what
it is like here. Here a woman can live safely, even if she is on her own.
Earlier, even I did not know this. I had never heard that someone has
gone away, and made a life for herself on her own.”
“…If he asks for a divorce, I will give it. Otherwise, it’s okay. I am
not interested in marrying again….”
Seema, a writer, left a marriage where she did not feel fulfilled, and
created a new life for herself. This included a search for meaningful
work and nurturing relationships. She had the option of returning to
her marriage, as well as the option of marrying her lover: and chose to
do neither. She explains:
“I was being asked, ‘Why don’t you marry this man you’re with?’
- in this very cut and dry way… I said, ‘No, I don’t want to. I’m not
getting into this rut again – fitting into somebody’s space. If I have
come so far for this, I have come nowhere….’
“At the core of any existence, be it a single existence or a marriage
– is looking at these things. In a way it was very nice to be absorbed in
domestic routine when I was married, ordering the maid and driver
around and all that, but there was a basic craving in my gut, a kind of
restlessness, which was what anything is about…. “I have had a lot of
growing up to do on every front. It really has been a hard process of

464 | Gender and Sexuality: Mainstream or Marginal

growing up. What is wonderful is to sit here and say – ‘I’m so happy
I don’t need any of you now. You’re welcome to come, welcome to
go’.”
“…The only reason I would have a man is for a very healthy
positive relationship. I don’t have space for negative relationships
in my life – male or female. If there’s something negative, I reject it
instantly. The process of sifting – the hard work - continues.”

Society and State: Sexuality, Fertility and Health
Sexuality and motherhood are social constructs (Tiefer 1995).8 Each
person internalises, conforms, negotiates with as well as struggles
towards personal goals, within larger frameworks set by families,
society and the state. People adapt and accommodate, reconstructing
norms in their own fashion. Thus as we have explored, many women
who are single are yet practising sexual choice – whether heterosexual,
homosexual, celibate or eclectic. They might be open, or prefer to
maintain an asexual image, even as they explore their needs and
desires.
Clearly marriage is not the only terrain within which sex is practised.
Nor is commercial sex the only other area. It is more accurate to see
these as two poles, within which lies a range of possibilities. Many
single women are choosing to remain out of marriage, yet recognising
their right to personal desire, expression of need and sexual-emotional
relating. A new ethics is evolving. In a society based on gender
discrimination, personal integrity is frequently violated within the
marital space. Many single women are expressing single-hood as a
place from which they can develop autonomous identity, live a life
free of domestic violence, enhance mental and emotional health, and
exercise freedom and choice.
Thus, despite the taboos and stigma, single women in India do
have a significant presence. Yet the state clings to the image of Indian
society as a monolithic entity composed of discrete male-headed family
units. These standard units are taken to be the norm. Any deviation
is considered an anomaly. Women and children are supposed to be
positioned firmly under the authority of male ‘household heads’.
Single women might be virtually invisible in the policy makers’
vision, yet they exist. This raises important questions regarding their
welfare and well-being.
A woman’s health is conditioned by the choice of services available
to her. A single woman’s capacity to negotiate her right to safe sex is
8

See Tiefer, Leonore (1995). Sex Is Not A Natural Act and Other Essays.
Westview, Colorado.

Single Women: Forbidden Frontiers | 465

compromised by lack of access to appropriate means of contraception,
and other protective devices. Legally, single women have a right to
contraceptives and abortion, but in fact these rights are typically
denied, or provided only at the cost of grave indignity. Government
as well as private practitioners question and humiliate single women
who come for these services. Rarely do clinics respect a woman’s right
to these essential health services irrespective of her marital status.9
Negotiating safe sex is difficult for women within marriage, and
all the more for women outside of marriage. Inability to access safe
abortion services may well mean that her ‘immoral’ and ‘illegitimate’
sexual activity becomes public knowledge. She may bear a child she
cannot acknowledge, or care for. The agony of single women who
are raped is compounded by the construction of the raped women as
guilty. Family, society and the state often consider her a burden, and
unmarriageable (Butalia 1999).10 However, sometimes public health
practitioners do come forward and provide needed health services in
a respectful way.
Women who want to have a baby, but do not want to marry, face a
real challenge. There are women who go ahead and act on this desire,
and face the uphill struggle it entails. Recent research indicates that
many of these single women are exceptionally caring and focused
on the welfare of their children.11 Yet, they usually prefer to remain
quiet as to their marital status, especially the fact that the child was
born ‘out of wedlock’. Society, schools and health services otherwise
collude to stigmatise and pathologise both mother and child.
Failure to acknowledge women’s needs and personal rights leads
to depression, anger and confusion, and can generate emotional and
mental health crises. There is little understanding or acknowledgement
of these problems, or their genesis in social pressures. In fact, the public
health system has a responsibility for devising ways and means to
support women facing such crises.
Despite being a ‘welfare’ state, we have no policies to provide
support to single mothers. Childcare and housework being unpaid,
many mothers and wives typically depend on their husbands
for financial support. By failing to create any alternative sources
for support of single mothers and their children, the state in effect
9

The Parivar Seva Sanstha is the most successful example of an organisation
offering privacy along with safety in healthcare services.
10 Urvashi Butalia (1999) illuminates this complex area in a particular
historical context, i.e., the partition of India, in 1947.
11 Conclusion based upon narratives gathered during fieldwork with single
mothers, 1999-2001. See Mehrotra (2003).
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reinforces female dependence on marriage and husbands – be they
violent or abusive. Thus far, the state as well as civil society has chosen
to shut their eyes to all these issues.
The failure to respect female sexual identity and rights is part and
parcel of a male-defined, patriarchal social order. Single women, by
their very existence, pose enormous dilemmas for the guardians of the
prevailing social and moral order. Be that as it may, single women’s
lives are today a locus for the play of conflicting ideologies and
realities.
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Women in Families and in Prostitution

IV.7

WOMEN IN FAMILIES AND WOMEN IN
PROSTITUTION:
THE CHANGING CONTEXT
Krishna Soman

It was during the discussion on ‘women in prostitution’ (WIP) in the
conference at JNU (New Delhi) in 2002 expressing societal concern for
AIDS, that a woman named Mira suddenly got up, a sense of disgust on her
face and an expression of protest in her passionate voice, thumping her chest
she challenged, “We have not read fat books as you people must have - yet we
know not less than you! We know from our lives that we live every day – we
know through our body, we know through the looks and words of our dear
and not-so-dear ones… we want to move out of the drudgeries… Give us 500
jobs and see what a difference we can make … it’s the society that alienates
us …we want our rights as workers, as citizens – want to live as any of
you – with children and family”. Mira’s colleague, Anwara - while waiting
for the doctor in a clinic in Kolkata city - once said, “When we are not to
enjoy a dignified status in the society - treating TB/AIDS alone is too little
a job - can you ensure education to my child, will you consider him as one
of yours? Will your family agree to your hobnobbing with us?” These were
the words of Mira, Anwara and others – the women who are engaged in ‘sex
work’- the trade called ‘prostitution’. Thanks to the initiators of HIV/AIDS
discourses in the developing countries for giving rise to a situation where
women like Mira and Anwara could publicly voice their protest against the
uncouth social alienation, discrimination and oppression, demanding their
rights as workers.
In the intellectual discourses on social change till the late last
century, ‘family’ as a social institution commands more importance
as compared to ‘prostitution’ as an institution of trade. Even within
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sociological inquiries into ‘Families in India’, women’s perspectives
have been marginal, except in the works of those such as Karve (1965),
Kolenda (1968), Uberoi (1994), and Desai (1997), since the 1960s. On
the contrary, creative writings, popular and performing arts and the
writings of some psychoanalysts have focused on the lives of women
to some extent. While the debates within the emerging Indian women’s
movements did take a detailed cognizance of women’s perspectives
of their existence, it has been largely around the institution of ‘family’
alone – the link between the changing society and women’s lives in
other institutions/social conditions remained missing for a long time.
Compared to all these efforts, the situation of WIP remained much
less explored till the global terror of HIV/AIDS was generated in the
international fora.
Simultaneously, the population control agenda had brought
attention to ‘human reproduction’ (functionally synonymous with
women’s biological reproduction) and was navigated through the
politics of reproductive rights and health at global level and forced
upon us (WHO 1988, 1994). Interestingly, while the techno-centric
vertical disease control programme blamed the women in the trade as
the major source of the anticipated spread of the disease and targeted
them for intervention, this focus also allowed issues related to their
social existence to come to the fore. Attempts were made to identify
and articulate their problems, find possible associations/causes and
social processes of perpetration of the problems and the impact on
these women’s lives.
This article attempts to examine the changing social context of
women’s health in rural West Bengal, with insights from Birbhum
district. The insights are based on two specific research studies on
women’s health conducted in a rural block during the 1990s and
continuous exploration of the changes in the lives of people in Sorpila
since then (Soman 1992, 1997a, 1997b, 2002). The narratives revealed
by adult women and men (of 15 years and above) in villages - across
generations - who made living in the trade, reinstated the link between
the two spheres of women’s existence in a changing social context.
The following story of ‘Sorpila’ - an imagined name of a cluster of
existing villages - presents a glimpse of this.
The district is Birbhum and Sorpila is the name of a peri-urban
village cluster. In the preceding century, Birbhum, like many other
districts, has undergone considerable transformation. For instance, it
has witnessed diversification of economy, reforms in land ownership
and power structures, rapid urbanisation and above all, the growing
influences of the markets overpowering common lives, more intensely
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in the peri-urban villages. The closer the villages are to a town, the
stronger are these influences. Yet, indulging in a public discussion
on ‘sexuality’ even with the health workers of similar sex identity is
socially forbidden here. Many in Sorpila are aware of the activities of
the AIDS control programme. However, women programme workers
are hesitant to share their work details with their families as they
might be forced to resign from their jobs – the valued source of their
little freedom, sense of self-worth and dignity. Under such a social
situation, the real names of individuals have been masked in this
writing.
Sorpila - a mix of ‘old’ and ‘new’ in appearance, is still popularly identified
with the name of the old landlords who, apart from owning agricultural land,
also had a share in the business of the East India Company. With the winding
up of the Company’s business, abolition of ‘zamidari’ system and much later
the land reforms in the state, power structures have reformed and loosened
their control over the lives of the common people. The village still carries
evidence of the control that was once held over the less privileged. There are
few young persons in the village who are often described (behind their backs)
by the villagers as ‘illegitimate children’ of the zamidars. The women who
gave birth to these children live with their children in the communities of
‘chhotolok’ (i.e., inferior by both caste and class) – helpless, deprived of social
status and denied inheritance of the family property.
Eighty-year-old Kalidasi Bauri died in her lonely hut in a corner of the
village, with fond memories of her ‘zamidar husband’ who lived in his fortress
and visited her at his convenience. Kalidasi’s neighbour Khuti, a woman of
the next generation, stated that when she came to the village as a daughterin-law, she had heard horror stories of how new brides could enter their
husband’s families in this village only after meeting the zamidar’s men first.
After her own marriage, however, what really bothered her for a long time
was to go to the roadside pond all alone to wash the vessels or have a dip in
the afternoon. This, however, is not a problem any more. In her words, “The
times have changed… now we can turn around and hit or drop men in the
pond if anyone makes undue advances”. Both she and her husband related
this to the identity and strength they drew from the ‘party’ and panchayat.
While this was a positive picture of the changes that happened in women’s
lives in Sorpila, there is another side of the story too.
The forms of male control over female sexuality are reflected now
in organized social activities like trafficking girls through marriage,
taking women away by men in the name of giving jobs, who never
return, and sexual compromises with the employer or contractor to
protect employment or wages. Despite diversification of the economy,
socio-political interventions for literacy, education, income generation
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over the generations and above all, the Panchayati Raj system, this
system persists. In a village where 45% of 2,000 households or families
are poor, the market grows and social values and environment in
Sorpila continue to change. These families make their living largely
through wages, where women work as construction workers, maids
and seasonal labourers in agriculture or in household industries.
While few families run shops in the neighbourhood, none has land
exceeding an acre. This economic section is largely comprised of dalits
and adivasis (46% and 20% households, respectively), followed by
18% Muslims and 15% ‘Biharis’ (migrated from neighbouring Bihar
or Jharkhand). Compared to the poor, the well-off or the wealthiest
families constitute a much smaller proportion - 12% of the families. Yet,
they own the largest land holdings - up to 5 acres, Class-I government
jobs and big businesses like transport or building contractors with
wider market links. Those in this section, who have smaller jobs or
petty businesses such as a tea or grocery shop in the locality, have a
balancing amount of land to maintain their position in the economic
hierarchy. This economic group is almost largely comprised of
brahmins, occupational castes, Muslims and kayasthas (32%, 29%,
20% and 8%, respectively). The most interesting feature of the socioeconomic hierarchy in Sorpila is the middle economic group (43% of
all households), who by occupation and wealth fall in between the
poor and well-off, and is mostly occupational castes (30%), followed
almost equally by the brahmins (18%) and dalits (17%). The adivasis
and Muslims constitute 13% each. The rest are the few kayasthas and
families migrated from other states such as Bihar, Jharkhand and
others in search of livelihood.
In Sorpila, socio-economic transformation influenced women’s
lives, following that of their men. The mediators of social
transformation, however, had differential impacts in the socioeconomic hierarchy. For instance, growing faith in formal education
and increasing employment opportunities for men of the earlier
(i.e., the third) generation had raised the average age at marriage,
increased mobility and exposure to the outside world for women,
followed by that of their men in the sections of well-off and few in
the middle economic category. Among the poor, women experienced
little change in wages as against that of the price of rice. Illiteracy and
low age at marriage limited the impact of education and employment
opportunities, compared to those in other economic groups. These
women, unlike their counterparts in other socio-economic groups, had
to sell labour for sustenance of their families. In their communities,
girls’ age at marriage was the lowest and had little to do with formal
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education. While 50-year-old Tulsi Bagdi got married at the age of
14, neighbours in Sorpila were worried to marry off her 15-yearold grand daughter Provati Bagdi, at the earliest. For these women,
mobility was never restricted, as they had to earn for the family
under any circumstances and, therefore, moved frequently in search
of material necessities of livelihood. What changed with time was
the distance between their home and the place of work. Recollecting
from what Kumu Ali (over 60 years of age) had said, “I could not
even care for the restrictions if there were any, as I had to feed a
bunch of children after my husband passed away. I had to take up a
job in the new settlement near the town – I had to walk up and down
four kilometers through lonely forests and fields. I could care neither
for the ‘burkha’ nor for evil men or dacoits waiting for me on the
roadside!” Unlike the poor, for those in the middle economic section,
mobility had increased with the penetration of formal education and
later employment that had strengthened the economic security of
the family. For the well-off, it was associated with not only formal
education or occasional employment of women, but also demands
rising out of the pressures of reorganization of roles, responsibilities
and clocks of their men and not as a spontaneous conducive attitude
of the family. For instance, visiting the market to procure household
items was forbidden earlier for women in the well-off families. It
was a man’s job, but with their growing pre-occupation in the
diversified economic or educational activities, it has become a norm
for the women who had to accommodate even if they were engaged
in education or income generation too.
In Sorpila during the late 1990s, the reported literacy rate for women
among the poor was as low as 34% as compared to 73% of their own
men, and more than 80% among women in other economic sections. In
addition to the burden of illiteracy, 22% of women in poor households
were pulled out of primary school before completion. Their own men
and women of the middle economic group, who were literate in larger
proportions, also shared this experience. Completion of secondary or
higher secondary education was not at all a reality for the women in
poor households, though their men were marginally (3%) privileged.
Women in the wealthier sections, however, had completed secondary
and higher secondary education in larger proportions to the extent of
45%.
The picture of women’s employment was grim too. Among the
poor, nearly 60% women were employed, as compared to 90% of
their men. In middle and well-off economic categories, however,
fewer women (33% and 16%, respectively) took up employment.
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Similar to employment, the levels of women’s income and terms and
conditions varied with the types of occupation they were engaged
in. For instance, 80% of the employed women among the poor were
engaged as regular maids and combined agricultural wage labourers
in seasons, or worked at construction sites all alone. The remaining
one-fifth was largely engaged in piecemeal work in the household
industries, and marginally in petty business or jobs (3%). Compared
to this, 80% of their own men who were employed worked as wage
labourers, and the rest engaged in petty business such as running
a shop in the locality or job ensuring monthly wages for the whole
year. In contrast, women in the well-off sections - though employed in
less proportions - were in government jobs (two-thirds) and the other
one-third in other jobs or business including household industries.
Employed women in the middle economic section, however, were a
mixed group. While two-thirds of these women were equally engaged
in household industries and in government or petty jobs or business,
the rest one-third was engaged as wage labourers or as maids. Unlike
the poor, these families had larger land holdings - up to 2.5 acres, or
higher income – sometimes from other sources.
It was obvious that those few who were employed in the
organized sector enjoyed fixed working hours and better terms and
conditions at work, as compared to the overwhelming majority in
the unorganized sector who came from poor and middle economic
groups. The latter had no choice but to accept the poor terms and
conditions at work. Their working hours often intruded the domain
of domestic roles and responsibilities. The challenge of combining
the roles of bread earner and caretaker was greatest among the poor.
Despite being employed in the largest proportion, these women
had to slog in poverty. Women, in general, were often pushed to
skipping meals, overwork compromising rest/sleep at night, and
bearing the related tensions at home as well as at work. This double
burden had implications on their general health. The prevalence and
burden of reported chronic illness was higher among women than
men, irrespective of the socio-economic background of the family.
Interestingly, the social responsibilities of caretaking were often
accepted by the women to the extent that they failed to recognise
this as ‘work’. Once, Parul, a resident of ‘Bauri Para’ and a maid
by occupation, reported that she worked in ‘three households’. Her
neighbours pointed out, “No. You work in two households only”.
Parul winked, smiled with humour and said, “What about my
own household, where I am not paid but blamed and abused at the
smallest slip in my duties?”
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Women’s lives generally became more difficult, not only due to
covering longer distance to the place of work in town, working in the
field during harsh seasons or long hours in household industries, but
also from managing the household and living up to the expectations
and timings of others in the family. Thus, women among the poor
have benefited little under the changing forces of education and
employment. The changes that had taken place in different aspects
of women’s lives might have created certain opportunities for them
depending on the family’s position in the socio-economic hierarchy,
but it was unable to change their secondary social status. Within
specific socio-economic groups, men continued to take the lead and
women were mostly passive followers.
Simultaneously, the growth of markets has inculcated a new culture
among women that has altered their values in life. Those who had better
employment wanted to have a bicycle or scooter first for easy mobility,
while others looked for employment opportunities and started their
own business of supplying meals, marketing pickles or invested in
‘kantha’ embroidery work. Profits of these businesses, however, were
made partly from low payment of labour, which was provided by
the local women from poor communities. The women among the
poor, thus, got the worst deal. As women in general interacted with
urban culture and received consumerist messages through cinema,
television and video advertisements, their taste for dresses, jewellery
and their sense of beauty and leisure activities changed to a great
extent. The craze for trying out new cosmetics, cold drinks, furniture
and household goods like television, refrigerator, etc., has increased.
A retired schoolteacher had said, “Television/video directly enters
into the head of women and men who develop their needs according
to the TV norms”. Women who had adopted the consumerist norms,
rationalised these as needs emerging out of ‘changing times’. While
this was the impact of the markets on the values of the well-to-do
families, poor women, who could not extensively purchase, were very
negatively affected. When they indulged in consumerism, they spent
a very large proportion of their total resources. This distorted the
family’s consumption patterns and pushed the women into earning
‘easy’ money. Yet, poor women could hardly satisfy their desires, due
to the continuing poverty in which they lived.
This onslaught of consumerist culture also undermined the social
security and protective influence of traditional culture. The little that
these women could afford in terms of luxury included contributory
video shows of mostly Hindi films or going to the theatre. The worst
impact, however, was in various expressions of social commodification
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of the poorer women, including marrying off daughters to aged
and unknown men, and giving in to various other kinds of sexual
exploitation, especially with the growth of business, transportcommunication and tourism in the area. The faith-dimension of the
religious identity of women was manipulated through offerings of
magic solutions to their personal and familial problems by a religious
outfit of ‘Shakti’. This had given enough opportunities to some socioeconomically powerful men for interaction with women from lower
socio-economic status.
Urbanisation was a double-edged sword for the women –
particularly for the poor. While urbanisation helped few women’s
capacity to challenge the hold of the traditional norms of patriarchy,
e.g., by driving a scooter on the highway or staying alone and far
away from home as demanded by a job, independently choosing
their life-partner from another community or looking after old
parents when brothers refused to take responsibilities, market
influences, commodification and exploitation of the poorest women
also replaced the relative security of community life. The commercial
and consumerist influences broke traditional norms in the poor
easily where women’s exploitation by the market was rationalised
by its economic returns, absence of social support and at times by
camouflaging trafficking girls into respectable marriages. In the name
of providing employment or finding a match, women were taken away
by known men - but many never returned to the family. The families
deprived of resources, information and power - left them with little
ability to get their daughters back. Poverty further weakened their
strength for resistance.
For instance, 40-year-old Phullora dasi in Aditipur village lived with
her husband and two unmarried sons in a thatched hut. Her husband
worked as an attached labourer and two young sons who, apart from
going to school, helped in the small plot of land and at home. Phullora
was often unwell, unmindful and depressed. Once on probing she
broke down into tears. Neighbours suspected that this was because
she had been missing her daughter – who was married off around
five years ago and had visited her parents only once since then, soon
after the marriage. Her husband brought out an old sealed envelope
returned by the post office. The address written on the envelope was
of a village in a neighbouring state. It was returned from the local post
office with the postmaster’s note as ‘left the area’. After consulting
the village postmaster and neighbours, Phullora‘s husband came to
realize silently that they might have lost their only daughter! He kept
quiet rationalizing this loss as an act of the ‘almighty’, but Phullora
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was not to give up hope. She strongly believed that her daughter was
certainly happy with her family. She vaguely remembered, “A man
in the town whom my husband got to know through some one else
in the town had brought the match for my daughter. We are poor –
we thought language would be no bar if the boy were able to look
after my daughter well. He was tall and dark but quite handsome. We
borrowed money to get them brass vessels. After marriage they visited
us only once … that was soon after the marriage. No news since then…
the registered letter was returned.” In Sorpila, this was not an incident
in isolation. A rickshaw puller in another village was forced to marry
off his daughter to a man three times her own age, already having a
family in another state. For them, a daughter’s material security was
the most important criterion in marriage.
In the poorer families in Sorpila, women’s labour is integral to the
economic sustenance of the family. This, however, does not ensure them
equal status to that of men. Relationships are shaped by the survival
strategies of the family. Restrictive norms do not bind women as they
do in the better-off families. Women’s self-image in these families
evolves out of their struggles for the existence of family against the
economic odds. For these women, it is difficult to think of themselves
as individuals alone without interdependence. This perception acted
as a major deterrent whenever they joined any collective assertion of
rights and revolt at work, especially the gendered occupations as that
of maid or ‘kantha’ embroidery. Those few who could not stay home
after a day or two and had to disassociate from their own struggles
said, “Strike means no food for us, no food back home for children,
pressure on the family, long faces of the employers and finally spoil the
relationship with them and loose the security in bad days”. In other
occupations like agriculture or construction work, these women are
subjected to the terms and conditions negotiated by their men at the
organizational level. The expressions of protests or demand of rights
in this informal sector, however, were not gender specific.
A woman panchayat member representing the poor communities
once admitted her helplessness in the meetings, which are ‘crowded’
by men. She had difficulties in ‘understanding’ their language and
interacting with them. Though poor, these women in Sorpila do
consider organized assertions for their rights as workers or ‘unionism’
as an important way of supporting one another.
Collectivising is also the prime agenda of women sex workers in
Kolkata city (DMSC 2002). In addition to demanding workers’ rights
in ‘sex work’, members of Durbar Mahila Samanwaya Committee
(DMSC) strongly stress that their ‘movement is not against the
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institution of family’ – family that perceives them as a threat. Rather,
it is against ‘inequity, oppression within the dominant notions of an
ideal family that support and justify unequal distribution of power
and resources between sexes (DMSC 1997).
Women in a popular red light area represent multiple regional and
cultural backgrounds, yet share a common origin – the family. Vibrant
and vocal Mira, who has been the prime force in initiating this paper,
works here as a flyer as she has to return home everyday to feed a
family of four - including dependent parents and a son. Another
woman, Aalo was born and brought up in the ‘moholla’ itself as her
mother had made this their own home since Aalo’s father abandoned
them after his second marriage. Unlike Mira or Aalo, Archana was
brought here by a village neighbour on the pretext of giving her a
job in a factory and had the only option of gradually making the
‘moholla’ her home – letting go of her hope of relieving an ailing
father from the burden of looking after the family. Nalini – a ‘flyer’
finds this occupation convenient as she can return to her family in a
village ‘holding her head high just like any other woman who visits
the city for a livelihood’. According to her, this is a better option to save
the starving children while her husband is unemployed. The social
processes through which women travel from ‘family’ to ‘prostitution’
or constantly shuttle between the two, originate largely in poverty
and women’s subservient status in social and familial relationships
as a consequence of growing commercialization of the female body
and sexuality. They travel through socially obscure paths - facilitated
by local agents, gradually pushed out of the traditional bounds of
the family and are finally dropped in the trade. While women in
‘prostitution’ and women in ‘family’ are the two visible extremes of
women’s social existence, there are informal shades in between.
For a long time women’s conditions were largely explained in terms
of gender - as a social and cultural construct that differentiates women
from men and defines the ways in which they interact with each other;
the widely shared expectations and norms in society about appropriate
female and male behaviour, characteristics and roles. ‘Sexuality’ was
marginal in this discussion. However, as a part of the bio-medical
discourse on women’s reproductive health, later extended to HIV/
AIDS and also as reaction to the inherent attitude towards women,
the issue of sexuality came to the centre stage - sharing the common
fundamental element of power with gender. The lives of women in
prostitution is shaped within the power dynamics of the ‘trade’ taking
care of the direct interests of the landlord, keeper, local agents/pimps,
goons, the ‘men visitors/clients’ and above all the police, as agent of
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the State to maintain law and order in the area. The women in this
institution, women in the ‘family’ and those in shades between these
two, share a common struggle against the combined oppression of
gender and poverty. The oppressions leave impressions on their lives
– the state of their health/ill health, health actions and the societal
perceptions of all these. The battle against AIDS is, therefore, located
within the wider struggles for their rights and dignity in society.
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Voices of the Women: Dignity Through Legalisation or Decriminalisation

IV.8

VOICES OF THE WOMEN OF SONAGACHHI
AND CHATURBHUJ STHAN:
ON THE DILEMMAS OF DIGNITY THROUGH
LEGALISATION OR DECRIMINALISATION
Manimala & Putul

Prostitutes of Sonagachhi of Kolkata are demanding legalisation
for prostitution and proper legal status for sex workers, as well as
better working conditions to help prevent the spread of AIDS and
other sexually transmitted diseases (STDs). “We cannot improve our
lot and play our role in prevention of HIV transmission if our demands
are not fulfilled,” said Mala Singh from the port city’s Sonagachhi red
light area. “I cannot force a client to use a condom if a pimp holds a
dagger at my throat. I have to sleep with him without a condom”, she
said. She urged her colleagues to fight for the scrapping of Immoral
Traffic (Prevention) Act, 1956 (henceforth PITA) and for the formation
of a regulatory body. An estimated 4,000 to 5,000 women work in over
370 brothels in Sonagachhi alone, and another 1,500 drift in and out of
the area. They range in age from 13 to 45, but 30% are under the age
of 30. The sex workers rely on the 20,000 men who visit this area for
their daily bread. Described as a warren of crumbling, densely-packed
tenements in central Kolkata that is frequented by migrant workers
and the city’s underclass, it is home to thousands of sex workers, most
of whom turned to the sex trade in the face of grinding poverty.
Over the last few years, the Durbar Mahila Samanvaya Committee
(DMSC), a Sonagachhi based group whose membership consists of
over 50,000 sex workers, has emerged at the forefront of a campaign
for the recognition of prostitution as work. ‘’Sex Work is Real Work,
We Demand Workers’ Rights’’, say slogans splashed on walls in
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Sonagachhi, one of India’s biggest red-light areas where sex workers
have joined hands to demand dignity of labor. It is one of the oldest
professions in the world, but whether prostitution is work or social
evil is yet to be settled even among sex workers, as was apparent in
the discussions. After the first ever conference of prostitutes in March
1999, the organisation is leading a debate all over the country on
whether prostitution should be recognized and glorified as a form
of labor. Mrinal Dutta, Coordinator of DMSC, strongly recommends
legalisation of prostitution. He introduces himself as a son of a sex
worker. He talks about his mother with all love and respect. He says,
“Like me, many others introduce themselves as sex workers or children
of sex workers. We want recognition, respect and representation.”
DMSC is focused on strategies to be developed for securing rights
for sex workers in order to fight abuse and exploitation, as well as
demand education for their children; recognition of their families as
legitimate; and safe and healthy working conditions for themselves.
They discuss strategies to remove the stigma from their work as well
as provide a platform to address sex as a healthy human desire, not just
as an issue to be addressed exclusively through the lens of violence,
abuse, exploitation and harassment. Their strategy has been summed
up in a slogan, which reads, “We want bread. We also want roses.”
In contrast, prostitutes of Chaturbhuj Sthan of Muzaffarpur in Bihar
do not have any voice of their own. Clearly divided into two different
groups of tawaifs (dancers-singers) and vaishyas (sex workers), tawaifs
have created their own organisations and excluded vaishyas. To them,
sex work is undignified immoral work that should not be legalised.
This is the basic difference between Sonagachhi and Chaturbhuj Sthan.
If we go into details, we will find that all sex workers in Kolkata are
also not of the same opinion. Prostitutes of Bahu Bazar feel as if they
are a bit superior to Sonagachhi prostitutes, and are not active in the
DMSC.

Legalisation and Decriminalisation

To understand the genesis and possible impact of the demand if
fulfilled, we spoke to organisation leaders, office bearers and members.
We also had several rounds of discussions with prostitutes and
prostitutes’ leaders at Chaturbhuj Sthan. There are two organisations
in Muzaffarpur: (i) Akhil Bhartiya Kalakar Manch, headed by Reshma,
and (ii) Akhil Bhartiya Kalakar Kalyan Manch, headed by Rani. Both
organisations oppose the demand for legalising sex work. They are
not prepared to consider the business of sex as ‘work’. Reshma says
sleeping with men is not work. If it will be recognized as ‘work’, women
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would not try to learn other arts. Rani also responds in same way.
“If you want to earn you should work hard. You must acquire some
skill of dancing and singing. Your performance should be recognised.
Where is work if you sleep with so many unknown men? It will give a
bad name to us also. We are khandani tawaifs, not vaishyas.”
We spoke to a cross-section of people in Sonagachhi and Chaturbhuj
Sthan, both outsiders and insiders. Out of 40 vaishyas in Vaishya gali of
Chaturbhuj Sthan, we did not find a single woman who entered the
profession by choice. Thirteen had been brought by some one else on
the pretext of marriage, 14 in the name of employment, and the rest
came due to chronic poverty and abuse within the family and society.
The scenario is not different in Sonagachhi, where 25 prostitutes were
covered in our study. Out of 25, 19 had been brought on the promise
of employment, 2 on the pretext of marriage, 2 under pressure of this
as the traditional occupation, and only 2 had come willingly. When
we discussed the matter with the office bearers of DMSC, we found
that most of them were not working as sex workers. They either
ran brothels, or were living in courtship with a married man in the
locality. Yes, at sometime they had performed sex work in difficult
days. When they found a long-term partner, they left the profession.
They apply sindur and wear sankhas in the name of that man. They
compare themselves with their wives. It seems as if everyone was in
search of a suitable partner who could take care of him or her.
For example, Sruti is active in the Samiti. She had applied sindur.
When asked how her family allows her to carry on this profession,
she replied she is not married, but she has a fixed babu who loves her
more than his wife, and also spends more money on her than on his
wife. The situation gives her lots of satisfaction. She says, “We serve
better. We know what a man needs. We fulfil his desire and sex urge.
We dress up in style for our babus, but housewives do not. They are
monotonous. After an in-depth discussion, she said, “Who would like
to change her sex partner every day? We do this because of our belly.”
(‘Jab tak gal me boti tab tak pet me roti.’)
Anima Banerjee’s story also suggests that women enter this
profession out of a compulsion to earn a livelihood and support their
families. Anima, the first president of DMSC, says “Sometimes we
find much more sensitive men in red light areas than in the samaj (the
so-called civic society)”. She got married at 14; had a son at 15; lost
her husband at 16; was thrown out of her in-laws’ house at 17; joined
the profession at 19; and left it after a week as she found a fixed babu
whom she lived with till his death. When there was nothing to survive
on, Anima managed her subsistence out of this profession. She neither
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loves this profession nor hates it, but feels as if it is essential for
women’s survival. Though she is the first ever president of DMSC, she
does not believe in legalisation of sex work. She is actively associated
with organisational activities even after her retirement from the
presidentship. Organisation and awareness is more important than
legalising the act, she says. The solid outcome of this demand is the
strength of unity.
Meena, a non-prostitute activist of the organisation ADITHI in
Chaturbhuj Sthan, doubted if legalisation would help. “We don’t
want to penalise the women. On the contrary, we want to penalise
the pimps, the criminals and corrupt officials. Legalisation, in the
prevailing situation in India, will only help the pimps, criminals and
corrupt officials to exploit the women more,” said Meena. “What we
need to do now is to get them (prostitutes) a pro-rights approach, a
trade union and a regulatory body”, she said. ADITHI works among
tawaifs not among vaishyas.
The two organisations, Akhil Bhartiya Kalakar Sangh and Akhil
Bhartiya Kalakar Kalyan Sangh, do not allow any sex worker to the
right of membership. They say it is only for performers, though they
accept that they have intimate relationships with their clients. Reshma
says openly, “If we do not have sex relation with any man, then from
where do our children come? We do sex, but are not sex workers. We
are tawaifs. We sing and dance. We do sex when we like it. It is a kind of
relationship, not a business.” Rani is known for her performance. She
hates sex workers and also the word. She is dead against legalisation
of sex work. ‘Anarth ho jayega’, she says. ‘Gali gali kothe khul jayenge.
Hamara pesha badnam ho jayega.’ So many girls have come in our gali
and we are in trouble. Police perform raids only because of them. Our
performances are not against law. We do not do illegal acts. We cannot
support the demand. We want the opportunity to develop different
skills and performances. A few have succeeded to go to the Mumbai
film industry and perform as extras. So I also try to teach these young
vaishyas (sex workers) to perform. Legalisation does not have any
solution.”
Unlike Meena and Rani, most of the sex workers who live in
the nearby gali are not aware about the demand of legalising the
profession. When informed about it, they said, “Who would enjoy it?
Who are going to be benefited? At least none of us, who sell their lives
only for a piece of bread. We sell our uterus. We keep our children at a
distance. We kill our fetus. What kind of relief will we get if the market
gets a legal sanction? After all who comes to this vaishya bazar? - Those
who do not have any other option.” We found that out of 40 women
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we spoke to, 29 have undergone a uterus removal operation. 21 had
felt compelled to do so, while 8 had been forced by the pimps/madams
for this operation. They are hardly at the age of 30-32. Roshni has five
children. All are staying with a distant relative in the city area. She
sent all her earnings to them. She says, “I am not able to say whether I
am in this job out of my own will or under pressure. If my owner will
ask me to go even then I would not like to go. Where is the answer
of hunger of my five children? Hamara koi man hota hi nahi hai, na hi
hamari koi marzi hoti hai.”
Even in Sonagachhi, out of 25 women we spoke to, only 3 are in
support of legalisation, while 22 are against it. Purnima (45) asks do
we follow rule of law? Where is the enforcement of existing laws?
All take bribes. I wish to quit the profession. If the government really
wishes to do something for us or for our children, it should provide
respectful alternatives.” Aalo asks, “Would legalisation help in our
social acceptance? We want a dignified place in the society. If the
government wants to frame rules, it should be to check arrival of new
girls.” 80-year-old Anandita says, “This will help in opening of kothas
in every household. Prostitution insults women.” Asha, a brothel
owner also says that she does not want legal status of the profession –
“Society must think about our social acceptance. Once you have been
labelled as a prostitute, you would never be accepted as a woman in
the society.” Purnima says, “It will help pimps, brothel owners, and
landlords only.” Shaily Singh is of the opinion that legalisation will
help intervention of police and local goons. Other two women who
want law to protect prostitution also responded in the same way.
Sanlaap (a Kolkata based organisation working among prostitutes)
workers are also of the opinion that accepting sex relations as work
and legalising the sex market and sex workers means to accept that
women are made for the pleasure of men. If she is not available any
other way, then one can buy her in exchange of money to satisfy his
sexual urge. When posed the question, Mrinal Dutta, coordinator
of the Samiti, said we are fighting for sex workers, both male and
female, but we did not see any male prostitutes either in Sonagachhi
or in Chaturbhuj Sthan. According to Mrinal, 14 male prostitutes
are members of the Samiti. Others said they are not males, they are
hijras. Sanlaap activists say this sex market serves male sex desires
and denies women’s sexuality. Women serve men anyway, it does not
matter whether they receive money for that or not. Legalising it means
legitimising the thought that women do not have a sexual urge.
Soma, office bearer of the DMSC, says legalisation would help
get better working conditions and medical facilities which, in turn,
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will help prevent HIV transmission. “Legalisation depends on the
respective governments. But if we get our rights, we can improve
our condition.... We can ensure proper medical check up and we can
educate clients about the prevention of AIDS,” she said. Anima, the
first ever president of the DMSC, says, ‘we need more autonomy for
prostitutes. We have to restore the rights of those victimised.... give
them support to stand on their own. The need is to increase autonomy,
self-determination and self-representation. Sex Work is Real Work, We
Demand Workers’ Rights. We want dignity of labor’.
Some women’s groups have been supporting the demand for
legalisation of the trade, but there is also a genuine fear that this
would arm the authorities with the arbitrary power to revoke licenses,
thus leaving sex workers even more open to harassment. Again,
if sex work is to be recognised as legitimate work, it would imply
the decriminalisation of the infrastructure of the trade – brothel,
brothel-keeper, agent and pimp, which are all essential to her work.
A valid concern here, however, was how to empower the sex workers
vis-a-vis those who control the sex industry. ‘’Sex workers have to
be empowered, so that we can protect ourselves from violence and
exploitation by those who control the sex trade,’’ said Mala Singh, the
former general secretary of DMSC. Indian laws to check trafficking,
like the Immoral Traffic (Prevention) Act, 1956 only penalises the sex
workers, she said, and have done nothing to stop the forced entry of
thousands of poor girls and women into prostitution.
There is a debate on decriminalisation. Unfortunately, there has
been a lack of clarity on this issue, which has frequently been equated
with a demand for legislation. Sex workers only want decriminalisation
of their work. Legalisation does not help sex workers as it involves
mandatory health checkups, zoning (restricting sex work to specific
zones in the city) and licensing. Setting up a licensing regime would
merely produce yet another structural hurdle, as the issuing of licenses
would invariably involve the payment of a fee or bribe. It would not
stop exploitation, but merely shift the location of exploitation. Ratna
said decriminalisation would be meaningless unless certain rights
of sex workers are enforced: rights of liberty, work, safe conditions,
freedom of movement and custody of children.
Decriminalisation involves the removal of all aspects of sex work
from the purview of the criminal law and a repeal of the Immoral
Traffic (Prevention) Act, 1956, which has proven to harm more women
than it helps. One reason for this demand is that it is impossible to
secure a conviction of the brothel keepers, pimps and others without
the testimony of the sex worker, and there has yet to be a case where
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a sex worker has been willing to testify against those who provide her
with employment and look after her needs when the State refuses to
do so, or is simply interested in her as a criminal or as a victim in need
of (moral) rehabilitation, says Ashima, a brothel owner and committee
member.
However, Kolkata police officials worry that scrapping the current
anti-prostitution law would mean children turning to prostitution.
“Their (prostitutes) demands for rights can be considered, but
scrapping of PITA and legalisation of prostitution will pave the way
for entry of more minors into the profession. It will be dangerous for
society,” said a police official who did not want to be named.
Unionisation for self-regulation and self-empowerment is different
from demanding legalisation of sex work. How would it be possible to
legalise sex work but punish trafficking? Legalising sex work means
legalising all the segments of this industry, but organising sex workers
for their upliftment may help them as is seen in Sonagachhi.
The Sex Worker’s Manifesto, however, stops short of legalisation
of the profession. ‘’We don’t want any license for our profession,’’ says
Banerjee. ‘’We don’t want to be branded as prostitutes. What we want
to do is to stop the extortion.’’ Dr. Jana, who was actively involved in
the start of the organisation argues for legal protection, which he says
‘’will stop forceful entry into the profession, trafficking and curb child
prostitution. It would also ensure better working conditions and will
give the sex worker the right to say ‘no’ to police and mafia excesses.’’
The manifesto stresses the need for an autonomous board of sex
workers that ‘’will make rules and regulate the trade and entry of new
girls and also deliberate on issues ... (of) all-round development of sex
workers and control all relevant activities.’’ Sonagachhi’s sex workers
have still to figure out the ultimate aim of their campaign. “But the
fight to establish prostitution as a recognised means of livelihood has
definitely begun”, says activist Nandini Bandopadhyaya.

Other Approaches

The DMSC’s own ‘self regulatory boards’ that work within the
sex workers’ community have been far more successful in restricting
forced and child prostitution, Singh added. Even their experience of
promoting safe sex has been positive. In the Sonagachhi area, condom
use has gone up from a mere 3% in 1992 to 90% in 2001, which
‘’outside’’ intervention could scarcely have achieved, Singh claimed.
Unionisation and the collective mobilisation process has raised the
self-esteem of sex workers, she said, which means they take better
care of their health. No matter how much cash is offered, they insist
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on clients using condoms, she said. ‘’There is no sense in earning our
livelihood by paying the price with our lives,’’ Singh pointed out. Sex
workers know what is best for them, seems to be the message.
“One of the main objectives of our program was to increase
women’s power to negotiate with their clients,” says Dr. Smarajit Jana
of the All India Institute of Hygiene and Public Health who initiated
an STD/HIV Intervention Program in Sonagachhi, a three-point
project designed to arrest the spread of disease by providing health
services and condoms, and educating sex workers. There is strength
in numbers, so Jana’s focus shifted to empowering sex workers
within their community and within society using the principles
of respect, reliance and recognition. Soon, Jana and his team found
that the project was an effective agent of social change. To reach the
women, the project managers used an innovative approach to inform
sex workers about the threat of disease and the need for condoms.
Educators were recruited from among the sex workers in the hope
that women would respond better to their peers. The project started
with 12, but it has grown to over 65 in Sonagachhi alone. The peer
educators were trained for six weeks about sexually transmitted
diseases. The training they received whetted their appetite for more
education, prompting the project to offer literacy training. They study
English, Hindi and Bengali according to their education level, one
hour each day the whole week.
Recruiting sex workers to educate other women in their trade
helped to create a sense of trust in the program and its leadership.
The needs of the community were taken into consideration and
the women consulted before efforts were initiated. Democracy in
the process was vital and sex workers were included in all spheres.
Fieldwork brings peer educators into contact with 40 to 50 sex workers
a day, and from 10 to 15 madams. Using pictures and videos, the
educators can overcome the illiteracy barrier to promote their safe sex
message. Today, the peer educators come to work in a green uniform
jacket complete with a photo nametag. “I feel like I have respect.
People listen to me, and my children know that I have a real job,”
said one educator from Chetla. They say they have gained a sense of
self-respect, dignity and a social identity. Their newly acquired selfesteem, education and a steady income have allowed these women to
leave their former profession.
Women benefit from the program’s holistic approach - it reaches out
to both sex workers and their families. Health services are available to
sex workers and their families, an immunisation program is offered
for their children, and participants can join in cultural programs and
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other social/educational activities. The project also offers sex workers
information and education on their rights to combat exploitation at
the hands of police and dons.
Social workers, religious preachers and the State have all tried
to abolish the sex trade in vain. Laws and sermons only serve to
strengthen the image of sex workers as ‘whores’, isolating and
humiliating them, and consolidating the power of landlords, pimps
and moneylenders. Recognition of the women’s profession and the
absence of a mandate to ‘convert’ them inspired an atmosphere of
faith and reciprocity. Project leadership and volunteers expressed
a genuine interest in the well-being of the women. Learning about
their occupational rights and providing a forum to assert them helped
strengthen their professionalism.
Sex workers in Kolkata have forged another weapon against
oppression, a co-operative run by and for prostitutes. Registered in
June 1995 under the Co-operative Societies Act, 1983, the Usha Cooperative Multi-purpose Stores is the first of its kind on the Asian subcontinent, and maybe even the world. A board of directors composed
of six people controls it. As per the requirement of the law, a person
can become a member of the co-operative provided he has a ‘good
moral character’, and there was a question whether prostitutes met
this qualification. The interpretation was that a person must not be
convicted of an offence. At first, the department officials suggested
the women call themselves a co-operative of housewives, which they
steadfastly refused to do. For them, recognition of their trade was
important. After six months, the then State Co-operative Minister,
Saral Dev, intervened to make his ministry the first government body
in the country to recognise and register a co-operative run by and for
sex workers.
The co-operative is experimenting with other income-generating
ventures. It manages a condom-selling project, which provides
employment to ageing members. Condoms are purchased in bulk
and sold by former sex workers, called Basanti Sena, for a profit.
They hope to eventually open a consumer co-operative store to sell
daily commodities. The advent of a co-operative on the exploitative
moneylender’s turf was perceived as a direct threat.
Since their work is dependent on their bodies, the sex workers
are also concerned about their security as they age. The co-operative
has helped them develop alternative employment for older women
and those who want to opt out. Before forming the co-operative, one
woman said through a translator, other people had control over her
money.
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Referring to the National Commission of Women’s call for
rehabilitation of sex workers, Nimmi Bai said, “People only talk about
rehabilitation. We are not happy to be in the trade. If the Government
rehabilitates and provides for schooling of our children, we will quit.”
Besides pointing an accusing finger at politicians for not taking up the
cause of commercial sex workers, she also blamed the Government for
not implementing welfare measures, like housing and health care, for
commercial sex workers.
Prostitution in India is in a twilight zone – both legally and socially.
Every town and city has brothels, but there are no rules or laws to
protect sex workers. ‘’There is no specific law on prostitution. The
only legislation is the Suppression of Immoral Trafficking Act, which
merely regulates the inflow of new girls into the profession. “But the
profession itself is neither legal nor illegal,’’ says Anima. She adds,
“Under Indian laws, soliciting is illegal, which leaves sex workers
vulnerable to extortion and violent abuse from the police who take
bribes to let them do business, and from pimps who control the flesh
trade”. India’s Immoral Traffic (Prevention) Act has not been able to
stem the flood of poor women and girls who end up in brothels.
The trade feeds on poverty and ignorance. Persuaded by the promise
of secure employment, women and girls are tricked into brothels across
porous borders, from where there is no escaping. In most cases, their
illiterate parents, who cannot pay to marry off daughters, think they
are better off wherever they might be taken, rather than being at home.
Many times teenaged girls from impoverished homes are picked up
by traffickers. The latter are quite often from a neighboring village or
even known to the families. They are lured by the promise of as little
as Rs. 1,000-5,000 a year, which is a huge amount for desperately poor
people who have no regular income. The girls are then sold by the
pimps to brothel owners for anything between Rs. 3,000 and 20,000 or
sometimes even more. The ‘’madam’’ takes responsibility for the girl’s
food, make-up and clothing – but for a price.
Says Anima Banerjee, herself a brothel owner: ‘’Once the girl enters
my house, I make it clear that till she returns the money I have spent
to buy and keep her, she will work only for me and all her earnings
will be mine. Once I get back my investment, the girl is free to work
independently.’’ Quite contrary to what most people believe, the
business is not very profitable for brothel-owners either, say some
owners. Roughly 80% of their money is spent in paying off the police,
pimps, local gangsters, and on rent. Those who oppose legalisation
perhaps correctly say that basically brothel owners have raised the
demand. All that the women keep for themselves is the “baksheesh
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(tips) from satisfied customers given to us behind closed doors,” says
Sameera, a sex worker. “In Sonagachhi, the houses are rented out on a
daily basis. And rents are exorbitant. A tiny room is for 60 rupees. And
if you can’t pay one day, it doubles the next day. There are no rules to
this vicious trade,” the owner explains.
The co-operative campaign has helped them in regulating their
business with less interference of local goons and police, but there is not
much change in the internal power structure. Yes, as they have taken
the decision unanimously that minor girls would not be permitted to
enter into the business, there is some check on minor’s entry. The Cooperative society helps them in organising their money.
Sanlaap and ADITHI activists say that legalise it or not, this sex
industry is based on the concept that women are to fulfil men’s desires.
They are made for men. It is a denial of the sexuality of women. As if
women do not have any kind of sex desire or choice of person. This
form of sex work provides opportunity to choose partners only to
men, and not to women. A woman can hardly say ‘no’ if she does
not like to sell sex to someone, but if you are selling something, any
customers can come to you. He has so many choices. More women
will provide more choice for men, and there is less choice to say ‘no’
for women. Whatever protection a sex worker will get, it will remain
a man’s world where men will be consumers and women will be there
to be consumed. Sony rejects this argument saying that this is the only
place that gives some freedom to women to express their sex desire
and to enjoy sex in different ways. She says from her own experience
that she could not enjoy sex with her formal husband, as there was
nothing to do for her. Her husband used to be the active partner and
she a passive receiver. She took initiative in sex relations only after
coming to Sonagachhi and explored the joy of sex. She adds that it is
not true that women do not enjoy their customers. It is true that they
are serving as sex workers, but they are not slaves.
Sunita, a dance teacher in the DMSC, feels that this market satisfies
women’s desires too. There are so many women who are not satisfied
with their husband. As they usually have sex outside home, they are
not interested in having sex at home. In such a situation where would
women go? She explains her own case. She had good relations with her
husband but was not sexually satisfied. After many years of marriage,
she found another person as her sex partner and liked him. As the
civic society did not allow having another man in her life, she opted
to live in the red light area though she did not opt for the profession
of sex work. She says the red light areas provide a sort of freedom to

Voices of the Women: Dignity Through Legalisation or Decriminalisation | 489

women also. It gives an opportunity to express sexual desires to both
the sexes. It is a requirement of society.
Mrinal Dutta further adds that sex workers are doing great service
to the society. There are so many lonely persons. Widowers, single,
unmarried, frequent travelers, migrant laborers who do not have any
place to fulfil their sex desire and often tend for sex crime like rape
and molestation. This industry provides sex to them. Also, persons
who are not satisfied with their wives or want to change sex partners,
get satisfaction here. In turn, women get their earnings and many a
time a person to look after her.
These arguments do not respond to a few basic questions; is it
not based on the concept that women are for men? In an effort to
respond to it, many women in Sonagachhi and Chaturbhuj Sthan
said that even the institution of marriage and family is based on that
concept. Women leave their home, their family members and friends,
to move with the husband. Here the situation is changed. Men move
to women. Women have at least their own place. Men come and go,
but in the families, women come and women go, or are thrown out.
However, sex workers do not own the place, it is controlled by either
a brothel owner or landowner, in some cases by pimps. The answer
comes, “Most of the pimps are employees of women, of sex workers.
... traffickers are the ones who abduct women and minor girls and
force them to work under their control. We wish to fight against their
control.”
[Paper based on research done by the authors for the Project on Dialogues
on Strategies for AIDS Control in India/South Asia of the CSDS & CSMCH,
JNU and CED, Finland.]
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CUT-OUTS AND CASUALS:
VIRTUAL IMAGES OF WOMEN ON
POPULAR TELEVISION IN INDIA
Usha V.T.

“She is simply what man decrees; thus she is called ‘the sex’, by
which is meant that she appears essentially to the male as a sexual
being. For him she is sex - absolute sex no less. She is defined and
differentiated with reference to man and not he with reference to her;
she is the incidental, the inessential as opposed to the essential. He is
the Subject, he is the Absolute - she is the Other.”
- Simone de Beauvoir, 1972
Visual images of the woman are omnipresent on the media, and
the projected stance bestowed on the women represented in the media
is, on the whole, provocative and vulgarized. The postures appear
contrived, for they usually arise out of a perverted male centered
imagination. This is, of course, a historically generated factor. The
visual picture thus created serves only to reveal the stereotypical image
of a “woman” expressing a multitude of gestures and expressions,
ranging from the smiling and the enticing, to the weeping and
pouting - but nevertheless, fitting into the “required” mould. This is,
in fact, something common to both the print media and the visual
media, and in particular television. The real images of the woman are
rarely represented, despite these catchy and provocative pictures.
Projected portraits of women, on the contrary, take hold of the popular
imagination, creating distortions in the psyche and leading to problems
and persecutions in the socio-cultural scenario for the average woman
who is forced to face the repercussions. This leads to the creation of
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a virtual reality. In what follows, I have made attempts to identify
and describe some of the stereotypical presentations of the woman on
popular media and explore the countercultural notions, which form
the offshoot of these problems. Though apparently tangential, these
portraits provide the basis for much of societal transgressions. Much
of the observations that follow in this paper, and in particular the
statistics I quote, are based on a study on ‘Gender, Value and Signification:
Women and Television in Kerala’ conducted during 2000-2002, under the
Kerala Research Programme on Local Level Development (KRPLLD)
at the Centre for Development Studies, Trivandrum.
In almost every known field, the presence of the woman, as
well as any evidence of her work involvement and commitment, is
treated as virtually ‘invisible’ unless, on the other hand, they take on
conventionally acceptable positions of subjectivity or corporeality. The
television, the most popular visual medium with a large viewership,
especially among women, is, paradoxically, no exception to the rule.
Women are very much in the forefront on the box; appearing as
newsreaders, actors, models, and even as the audience, as they are
considered visually appealing. However, when it comes to less visual/
physical participation, they tend to be marginalized or are simply
not heard. The valorization of silence as a desirable feminine trait
is not only actively followed on the box, but also evidenced in the
representations of women on the various programmes telecast over
this medium. The repercussions and consequences of this intentional
neglect are only beginning to be felt and studied in a systematic
manner by women scholars.

The Power of the Small Screen

Since its very inception and popularization, the television has been
considered a source of both information and entertainment to all. Very
few people actually pause to study the veracity of information provided
by the medium or look for factual evidence to underscore the visual
presence. With the aid of sophisticated machinery and powerful
visual images, the television has out spaced any other visual medium
in its capacity to tell a tale. It also popularizes the tale to seize the
popular imagination in a far more sophisticated manner than the once
popular oral ballads, as it can reach out to both the visual and auditory
imagination of the viewer.
What makes television so appealing to the viewer? First of all, there
is the visual quality of the medium that attracts so much attention
from the viewer. “Seeing is believing” in popular parlance. Despite
numerous theories with regard to the varieties of seeing (see John

Virtual Images of Women on Popular Television in India | 495

Berger’s BBC presentation Ways of Seeing [Berger 1972]), the average
viewer is gullible and prefers to believe what she/he has just seen
“with her/his own eyes”.
Secondly, there is the element of immediacy that the medium brings
in. People believe that television news must be the latest information,
and that somehow authenticates the information and makes it important
and valid. The truth is thus generated by the television. This becomes
virtual reality.
Thirdly, there is the glamour associated with the medium. Many
people believe that whatever is shown on television is important. Even
if they were actually present on the site of a “news event”, they would
prefer to watch the televised version of the scene and accept that
representation as the more important one. Perhaps it is the gestalt!
Of course it is an accepted fact that the TV can communicate
directly and in an equal measure to the literate and the unlettered
without the presence of an intermediary. It appears to make complex
issues accessible and apparently simplifies them to cater to the average
viewer.
These very same issues are what make the television programmes
popular with the women viewers. The box provides entertainment
without effort or expense. The programmes are easy to comprehend. This
entertainment comes into their homes so they do not have to venture
into the outer spaces, which are fraught with dangers for them in more
than one sense. They can even combine household labour with their
daily dose of entertainment. Therefore, they can derive entertainment
without experiencing guilt. These are the entertaining shadows on the
kitchen wall!
Watching TV, talking about its various programmes, and often
substituting its world for the real has become almost a way of life.
Lifestyles have changed to incorporate TV schedules. Patterns of
socialising, religious devotion, and outdoor activities among Indians
(men, women and children) have changed considerably. In fact, social
visits, religious rituals, and even study timetables are decided after
viewing the daily/weekly television schedules. The daily timetables
for students prescribed by school authorities allot a specific timeslot for
the day’s television viewing. Cinematic dance, dress parades and such
entertainment rituals, clearly influenced by the television, are now part
of the stage performance of every school or educational institution.
The television and its schedule often extend beyond their professed
domain and occupy not only leisure time, but also take up study time
or enter the working environment through discussion and precept.
Television programmes, their story content, the depiction of the tale,
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the portrayal of news by various channels, even the appearance (the
dress, the accessories or the hair styles) of the presenter are discussed
both in the home and at the workplace. Pressing affairs of state are
often laid aside while the worker/employee catches up with the story
line of the previous night’s serial that she/he may have had to miss
due to other commitments.
Hence, it is not difficult to see how the television, being easily
accessible and providing stimulation to the average person, can
become a source of great influence on even the self-conscious viewer;
and one can only begin to imagine the seriousness of the influence
when the viewer is unlettered and, therefore, inaccessible to other
forms of knowledge from outside the immediate environs. The
moving image within the home and the sounds accompanying the
image become a source of vital information disseminated through the
medium. In the modern home, the television quite often takes on the
role of the grandmother in the traditional Indian family - telling tales,
very often with a moral suffixed, but what are the models created by
the modern storyteller? An analysis of the content of the programmes
would tell the tale and the resultant distortions created by the story in
the popular psyche.

Gender Representations

One of the major theoretical contributions of the women’s
movement has been its insistence on the significance of cultural
factors, in particular, in the form of socially dominant representations
of woman and the ideological character of such representation both
in constituting the category woman and in delimiting and defining
what has been called “Sex/Gender System” and defining “…the set of
arrangements by which a society transforms biological sexuality into
products of human activity, and in which these transformed sexual
needs are satisfied”. (Rubin 1975)
Any gender issue would perforce have to begin with the notions
of sex and gender as binary oppositions. Much of the prevalent
stereotypes of woman arise out of the confusion with regard to
terminology and usage - the term “sex” being interchanged by
“gender”. All the socio-cultural factors that go into the making of the
woman as accepted by the popular, such as dress code, patterns of
social behaviour, even management of space and time, are treated
as merely biological factors, and not as socio-cultural constructs as
they should be, and stereotypes of the female are reiterated through
the socio-cultural milieu/pursuits. It is assumed that a woman has
to appear, act, or talk in a particular way, if she were to be socially
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acceptable, which she has to of course. Likewise, there are particular
dress codes and prescribed patterns of behaviour as well as a common
female space allocated to women.
The television is an arena of interior colonization, and
consequently it has brought in a received visual awareness as well
as an aesthetic conceived in male terms. The woman does occupy an
enviably prominent position on the small screen in this publicityhungry age; however, in the power equation her image is controlled
and manipulated by the implicit dominant patriarchal frames.
A large majority of the programmes on our Indian television
channels are film-based. Serials and now mega serials, particularly
with the large-scale invasion of film stars onto the small screen, are
created on the lines of the melodrama. The heroines, in particular, as
well as the roles they are made to enact, are modelled on popular films
with minor variations. Despite the evidence provided by statistics
and the fact that sitcoms and advertisements are consciously directed
to satisfy the female segment of viewers, filmmakers rarely make a
conscious effort to take a woman-centered perspective. Feminist film
theory has shown how the film is conceived with the projected male
viewer in mind. The woman is, through this medium, treated as an
object of male gaze. She is most often seen in terms of her body and
subjected to typical phallocentric notions of her self.
It was Simone de Beauvoir, the French Feminist thinker, who
pointed out how women were treated as the other, an unknown factor,
a deviant from the normal and the accepted. This apparently was one
major means of marginalizing her. It also accounts for the gender stereotyping
of women – in their roles as dutiful daughters, wives, mothers, housewives,
nurses and unpaid domestics – always expected to be caring, suffering,
passive, and hardworking, but never looking for rewards of any sort. They
have an existence only with relation to man, in the popular imagination. This
accounts for one of the major means of representation of women on television.
It is particularly true of the sitcoms, the serials.
The women portrayed in these sitcoms follow many of these
stereotypes. The typed roles of the wife, the sister, the daughter
and the mother in particular are repeatedly portrayed. They are the
faithful replicas of the stereotypes and mouth impressive sounding
anti-woman slogans like “Na stree swatantriyam arhathi” (Not for
woman - freedom) attributed to Manu, the ancient Indian politicaljudicial philosopher. The dialogues stress the subsidiary position
of women, and dwell upon her inferior position in the family and
society as well. The language used towards women characters as well as
by them reflects their socially inferior position. The woman’s position can
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only be secondary and subsidiary and less worldly-wise. This kind
of approach is repeated very often, and cleverly incorporated into
the programmes so well, that the addicted female viewer often feels
like a deviant form if she does not toe the line. She, therefore, usually
makes a hasty attempt to do so at all costs, for fear of a wise society
ultimately marginalizing her. Female role models are used to provide
some visual gratification for the masses (what in ordinary speech is
referred to as mass appeal), according to the common explanation
of the programme producers. Women are rarely effective unless
subservient to the male and backed by support of a sympathetic man
to whom she pledges eternal allegiance and servitude. The language
of the dialogues and the dress and deportment of the characters are
made to suit this pattern. (Minor variations might be there - like the
present day penchant for the villainous females who plan, plot and
prevail over male and female alike; however, their villainy is what
takes over.)
Close content analyses of the popular films telecast, and in
particular the television serials, reiterate the self-sacrificing image
of the woman who places her family ahead of her. She foregoes her
career promotion, either for fear of the male ego or sexual exploitation,
or even insinuation of sexual deviation from the norm. The television,
by providing the role models and placing them within the personal space of
the home, has a prime role in perpetrating the subservient virtual image of
the good woman, contributing to devaluation of the woman’s position. In
fact, survey results point to the fact that most women, regardless of
whether they are educated, employed or stay-at-home housewives,
strive to be obedient and self-effacing in order to fit into the frame
of the ideal, whether mother, daughter, sister, wife or in-law. Though
statistics point to high educational and health levels for the women
in Kerala, there is little indication of the large-scale gender bias
prevalent in the state and the resultant abuse - sexual and otherwise.
As elsewhere, the affected people, the women, prefer to stay silent on
matters relating to gender bias.
Let us look closely at the protagonist of Sthree, the first wholly
Malayalam mega serial. Indu, the woman around whom the entire
plot is woven, is so self-effacing that she gives away even her beloved
child, on whom she is emotionally dependent (after the fickleness
of her husband!), for the selfish personal pleasure of her former
husband and his “second” wife. The question of the legality of the
second marriage when the first wife is alive is glibly passed over and
marginalized/silenced. Her totally submissive position has evoked a
wide range of responses from women viewers ranging from revulsion
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at her passivity to admiration of her capacity to suffer. Enjoying
unprecedented popularity as the first mega serial made in Malayalam,
this phenomenal success broke all previous records, and made public
the truly subsidiary and subjective position of women in the Malayali
psyche.
The actors are typecast in roles such as the loving and dedicated
mother, the dutiful wife, the suffering sister, the obedient daughter,
and so on. On the other side, there are the figures of the mean motherin-law, the errant daughter-in-law, the selfish daughter, sister, usually
married off but demanding their dues from the family of their birth,
taking sides with the mercenary husband against their own kith and
kin. The role of the avenging ghost – the yakshi – is usually a variant
of this position, feared by men and women alike, and accepted with
a burden of guilt for their ill-treatment in the past when they were
maltreated women. According to the story position, if the women
characters are good, they suffer all along in silence, and perhaps will
be rewarded in the end or their reward is the happiness of their loved
ones. If they are mean, they are generally punished in the end. Of
course, the good woman never expects any reward for herself. She
does not merit or require any personal benefit, but her meritorious
actions could be rewarded by proxy, so to say – by rewarding the male
with whom she is associated. Of course, no woman is consulted with
regard to her opinion in the matter, for she is not expected to have
an individual opinion, as different from the commonly accepted (the
male-centric) one.
There is also the villainous female, who is independent in thought
and deed, and dresses often in tomboyish clothes (read unfeminine,
and thereby unacceptable), is harsh or rash in her speech and
mannerisms. She fits into the feminist mould. She generally ends
up being punished for her harshness and is usually betrayed by her
men (husband, father or son), for whom apparently she has shed her
“femininity”. However, she regrets her unseemly behaviour towards
the end of the story, sometimes turning over a new leaf and regretting
her actions or making amends for them in some way - a submissive
marriage, perhaps.
The mother figure, typical to the Indian film situation, invested
with the spiritual qualities of self-sacrifice, religious devotion and
steadfastness, is another popular stereotype. She is also the ideal of
goodness, always suffering in silence, yet maintains her equilibrium
and balance in her soft words, actions and her ever-forgiving nature.
She is sober in her dress as well as demeanour. Tears and helplessness,
as well as dependency on others, particularly the male, for emotional
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and financial support, are her normal accessories. There are several
characters of this style in all the serials. In the original Sthree, Hari’s
grandmother fits this role/situation quite well. Almost all the serials
include a few characters of this prototype.
By deflecting responsibility from men, the woman is placed in
the role of “gatekeeper”, as in the case with Indu of the mega serial,
the prototypical sthree, taking responsibility for both her own and
her man’s (here partner’s) sexual behaviour. As in popular cinema,
women characters are seen as “the icing on the cake - upholding
traditional virtues” of virginity, religious devoutness, sincerity and
reliability, whether to God or family, or service to men (Pendakur
1989). By taking upon herself the entire responsibility, not only for
her own actions, but also for those of her husband and the prevalent
socio-cultural norms, she absolves him as well as the society of all
feelings of guilt.

The ‘Modern’ Woman: The ‘Consumer’ and the ‘Commodity’

Commercial advertisements, on the other hand, appear more
gender sensitive in their efforts to portray the modern woman and
her aim to link the past with the present. The modern middleclass
workforce of women working outside the home made it possible
for women to enjoy greater economic freedom, financial stability,
and power of choice. The more recent phenomenon of the smaller
nuclear family unit gave the housewife greater control over income
and expenditure. She developed ways of either assisting the earning
partner or finding new sources of additional income. Consequently,
the standard of living of the family improved. As a result, advertisers
display a growing interest in “wooing” the financially shrewd female
householder.
With the onset of the widespread commercialization of Doordarshan
and the perpetration of private television channels, prime time
programmes are often sponsored by advertisers and their products.
Advertising and the title songs take up almost one-third of any serial
time, in the most popular ones, as evidenced through this study. The
actual story telling and action of the serial, for the most, takes up only
17 to18 minutes of the allotted 30 minutes (which includes the updates
on the story), while the rest of the time is devoted to advertisements at
intervals during the programme and the title song.
In the advertisements, there are two, sometimes contradictory,
pictures of the woman that gained representation. In the first case, she
is the sex object pandering to the male ego, either as a hapless victim
or helpless female, or servile but adoring and considerate assistant.
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On the other hand, she is seen as the shrewd housewife shouldering
the entire responsibility of the household. The repetitive nature of
the advertisements with the message of the woman’s stereotypical
positioning in them is what is most damaging to the female ego.
Commercials selling expensive stuff aim at the male consumer, while
the woman is targeted only in the case of cheaper household purchases
such as cleaning powders and detergents. Even advertisements for
pressure cookers and ovens and washing machines are directed to
male viewers and the theme displays that they are preferred by men
whose worldly wisdom and greater expertise show them the greater
benefits of using the particular product in hand. For instance, the
washing machine advertisement features a man washing clothes after
messing them up in the absence of the wife, the suggestion being that
even he can operate it with ease. Here the man’s wisdom in using the
machine is extolled rather than critiquing his inefficiency in managing
jobs around the house – a situation which would have been injurious
to the male ego. Or there is the pressure cooker advertisement where
the carelessness of a woman is highlighted first in her creation of traffic
disasters and the resultant commotion while driving. The expression
of agony and worry on the husband’s face is replaced with smugness
when she is in the kitchen, for the brand of cooker she uses is safe even
when handled by fools. The message being projected to the woman
viewer seems to be - “Take the all-knowing man’s advice. After all, he
should know better than you, being more worldly wise. And you are
but a child in terms of maturity”. The consequences of such continuous
devaluing of the female intelligence could undermine the confidence
of the most ardent and independent woman consumer.
The unnecessary use of the woman’s body in advertisements
has been the topic of intense discussion. As per The Indecent
Representation of Women (Prohibition) Act of 1986, the female body
is not to be exposed or exploited for such commercial benefit, but this
Act is totally ignored by most advertisers. In fact, most people in the
advertisement field with whom I spoke denied having ever come
across such a ruling, though they knew it existed. A large number of
advertisements use the voyeuristic interest in the female body to draw
attention to their products. The female form is unclothed and projected
ad nauseam as in the advertisement for a bike, where each part of the
bike is equated to some part of the woman’s body, to be ridden by the
conquering male. In an advertisement for a variety of toothpastes, the
woman behind the camera - the technically accomplished person - is
converted to a model, once again an object of voyeuristic interest, and
the change is perceived as a progressive one for the woman in the social
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ladder. Here, the movement is from the intellectual achievements to
the physical, with the message that the latter is the more relevant
and justifiable. Another advertisement for a two-wheeler projects the
woman as an irresponsible and untrustworthy person who runs away
with the machine, fully exploiting the genuine concern and faith placed
upon her by the serious male. The woman herself is often seen as a
mysterious identity to be won over by special scents and perfumes,
or even certain male underwear. Here also, she is the heartless female
who can be led away easily from one male to the other on the basis of
the perfume he uses, which of course is irresistible. Advertisements
for shaving creams, soaps, or masculine scents fall under this category.
The women portrayed in these advertisements are represented as
incapable of much intelligence or ability to discriminate; the woman is
led by her senses, which are mostly wayward and unpredictable. She
is thus seen as the “other”, mysterious, unfathomable and unreliable,
as deviant from the normal or the sensible individual.
On the other hand, she is also modelled on the roles of the dutiful
daughter, loving wife or adoring mother subordinating herself
continually and giving up her personal pleasures for the greater social
needs of her family. Almost all the Wheel soap powder advertisements where the use of the right soap powder by the wife bring in promotion
for the husband, or the advertisement for Ujjala - where the child comes
in for ridicule on account of the wrong choice of blue by the housewife,
come under this category. The Whirlpool advertisement, where the
housewife’s choice of refrigerator is important for the sake of family
prestige, is another extreme version of this situation. The housewife,
in these advertisements, identifies herself and her choices completely
with the other members of her family. Yet she is often presented as
a source of expenditure for the husband or the father in some of the
advertisements, either due to the childishness of her choices or is
seen as someone to be pampered or fussed over (the overgrown child
syndrome). The gold and the jewellery advertisements, as well as the
textile advertisements, fall within this category. The women in the
jewellery advertisements or the silk sari advertisements are seen as
either decking themselves in the jewels or silks, or dreaming of doing
so, thereby making it necessary for the indulgent father/husband
to fulfil their dreams. The man’s need for clothing or adornment
is seen as essential for his daily upkeep, whereas in the woman’s
case, the commodity or accessory is seen as an indulgence – thus
perpetuating the stereotype of woman as spendthrift or indulgent.
These advertisements, in fact, completely deny any intelligence to the
average woman.
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Perhaps this was the reason why most women viewers vehemently
stated that they did not make their choices on the basis of these
advertisements. The only advertisements they admitted that they
enjoyed viewing were the ones that featured children or the happy
family situation. However, the first category where she was projected
as the alluring but mysterious sex symbol who could entice anyone
with her hidden wiles was definitely the most popular stereotype
among advertisers. Her presence in advertisements for male clothing,
after-shave or even exclusive male underwear and motor bikes,
was considered not merely welcome but imperative, as it was the
attractiveness of the other sex that was supposed to arouse male
interest. In all these advertisements, the notion of the woman as the
“other”, as an unknown but mysterious identity yet appreciative of
the male assistance, particularly of the “macho” type, was reiterated.
The third portrait was that of the so-called emancipated modern
woman - with her quick shrewd and efficient actions and decisions.
This woman was always seen as smart, well-dressed, smiling, outgoing and efficient, unlike the helpless and hapless counterpart of the
past. Here she was the individual in control of the household finances,
capable of choice and selection. Even when she was not the wage
earner, she was a shrewd operator, choosing well in the interests of the
family, but even here, the family was her first priority. Here also, she
was seen as an epitome of sacrifice and service to the larger social unit
of her family. The need for her to be beautiful (Fair and Lovely, creams,
soaps and perfumes) as well as ornamented/ornamental (gold, jewels,
sarees, dresses, etc.) was repeatedly stressed. Here also, the tone of the
advertisements suggests that the need to beautify herself is to attract
male interest rather than to fulfil herself. The advertisements, on the
whole play up the male-female dichotomy. The woman is most often
seen as the other - strange, alluring, mysterious, a being that cannot
be fathomed due to its unpredictable nature, thereby adding to its
attractiveness. The virtual world becomes the more real.
The survey results are also a good indication of the widespread
appeal of advertisements. Though a large majority of individuals,
especially women, stated that they made use of the advertisement
break during the programmes to catch up on household chores, they
were still able to mention at least a few advertisements they liked or
abhorred for personal reasons.
Only 45% of rural viewers and a little more than 50% of urban
viewers openly admitted to being influenced by the advertisements
in their buying of consumer products like detergents and household
goods. Among women viewers, the family was obviously an area of
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high priority for most, especially those from the rural areas rated the
advertisements featuring children or family relationships as their
favourites. Advertisements for nappies such as Huggies and the Johnsons
baby products received a high rating among them, whether they made
use of the product or not. The Horlicks advertisements featuring healthy
and naughty children, the umbrella as well as the dress advertisements
with children, and the sweets and biscuits advertisements were high
in the popularity ranking of the women viewers. Absence of vulgarity
and the homely quality of the advertisement was another high priority.
The Raymonds advertisements, which feature the complete man as
a family oriented man, were high on the priority list of the women
viewers. The funny advertisements, the unusual ones and those that
feature a favourite film star or sportsperson are only next in priority.
Among the commercials displayed during the period of the survey,
the Pepsi advertisement featuring the popular film star Madhavan, the
Coca-Cola one with Hritik Roshan, the Cinthol one with Aravindswamy
as well as the Boost advertisement with Sachin Tendulkar, were the
most popular ones. Interest in the gold and jewellery advertisements
was expressed only by a minimal 1% of urban women viewers, and
that too for the presence of the children and the visual appeal of the
models rather than the wares on display, while hardly any of the
people interviewed as part of the survey, seemed impressed by the
advertisements on beauty products or clothing, contrary to popular
notions.
For the Malayali consumer, such large-scale pampering of the
woman as a householder gave her a greater sense of importance and
well-being. Identifying with the projections of woman on TV, she saw
herself as an efficient and confident householder. As consumers,
women viewers resembled more the virtual ideal on the television,
smarter in apparel and appearance, and shrewd and efficient with
regard to time or money management. She was seen both within the
household as well as outside it. She moved with dignity and was
treated with greater respect by the retailer. On television she saw
herself as the rest of the world saw her - often in terms of the malecentered society. She was the viewer who observed projections of her
ideal self and often strove towards the idealised approximations. Yet
the ideals on the advertisements gave her greater confidence while
moving around the outer spaces. The Kerala woman who was once
seen only in the household, the temple or the festival ground, now went
shopping, drove her own vehicle and managed her child’s education.
In short, she became the superwoman of the advertisements - smart,
well-dressed and confident, unlike her former plain and conservative
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self. Her confidence, even whilst moving outside the traditional areas,
grew manifold.
Woman presence in the visual media has been and still is
undoubtedly ubiquitous - the only question seems to be whether it
is active or passive. Women appear as faces on the television, or as
bodies, but only rarely as thinkers or experts. They are employed
as presenters, hostesses, scorers, actors, dancers, singers and even
occupy an important position as part of the audience viewed during
a programme, yet they are rarely called upon to voice their opinion
on serious matters such as politics, current affairs, economic policy
or political decisions, unless directly concerned with women’s issues.
In fact, most women experts complain that they are rarely asked to
give their opinion unless it is on a woman-centered issue. The women
presenters are usually there because they have a pleasant face, voice
or personality and will be able to make the matter they render seem
appealing to the masses. (The world cup fame on Sony Max Ms Bedi
is one such instance: she was there for a different purpose from the
game.) They almost never voice their opinions. They are given a script,
which they learn by heart and render as required by the director. In
fact, most interviewers, male or female are specifically instructed to
keep their personal opinions or views out of the discussions they
participate in, in the name of objectivity. They are, in actuality enacting
a role, faithfully, another male-directed role, with little intellectual
or emotional participation in it. They are even given instructions,
sometimes explicitly but mostly implied, regarding their dress for the
role. In fact, wearing a sari was at first considered imperative for most
woman presenters on screen, specifically within the Kerala context;
other dresses were strictly taboo.
This rule seems to be upheld even today by regular newsreaders,
the most conservatively dressed of the presenters. Survey statistics
show how most women viewers admire the dress of the newsreader
and her mode of presentation is watched closely. In fact, in some
places the newsreader is treated as some kind of celebrity and she is
called upon to grace public functions with her glamorous presence.
Her presence on the screen is clearly more than functional. She fits into her
virtual image in all perfection.
Now that dresses other than the sari have become socially
acceptable, they are allowed on the small screen as well, but the
producers of programmes on the Malayalam screen prefer to keep
away girls dressed in short skirts or body-hugging dresses as on
MTV, for fear of offending popular taste. Here TV producers, both
male and female, pay special attention to propriety in dress in order
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to cater to popular sensitivity. While producers outside Kerala choose
flamboyant colours and stylish outfits for presenters, the Keralabased ones opt for sober colours and simple costumes. Survey results
also point to dislike of people dressed in such costumes, even in the
advertisements, and definitely not for serious presentations on the
Malayalam screen.

Gender in the Television Studios

The working environment of the production crew in itself is a
very important starting point for this study in gender status. In the
production area of the major television studios, very few women
are seen in action. A random sample of the staff list of Surya TV,
which includes the full-time as well as part-time workers on the
channel’s roles showed that, among the full-fledged staff on the rolls
there, women are a minimal percent. Even those in the managerial
cadre exerting influence on the type and quality of programmes to
be broadcast are few, or to be more precise, nonexistent. Even the
two women producers on the rolls are limited to producing typical
women’s programmes such as cookery, fashion or tailoring, or predesigned film-based shoots or the film song programmes. In the
case of casual hands, the number of women employees is more in
the position of announcers or pre-planned presentations, or even as
telephone attendants for song requests (referred to as ‘hostesses’),
where it is deemed that the woman’s physical appearance and gentle
manners are more important than professionalism or ability in public
management. It is the commonly accepted view (sic) that women
are better at handling the public - gentler and more polite. They also
provide greater visual appeal. However, when it comes to the road
shows and live theatricals, young men or teenage boys are preferred
to women of the same age group. On the other hand, over 60% of
the newsreaders are women. Their work ethics, translated as their
reliability and their capacity as well as willingness to put in longer
hours of work in the studio, is hardly mentioned. What is pertinent is
the fact that their personal opinions or views are not discussed on the
television. Their job is only to deliver the script already written and
given to them, and not to comment on them.

Viewership Patterns

Surveys reflect that even the busiest of individuals devote at least
some part of their hectic schedule to television viewing. Patterns
of viewing differ from individual to individual. While news and
current affairs programmes are regarded as educational, other
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programmes, such as serials and film songs, as well as the Sunday
movie, are considered as mere entertainment and thereby relaxing.
The various quiz programmes, including the music competitions, and
the live campus or road shows, are considered both informative and
entertaining, and hence popular. These music shows, unlike the more
intellectual quiz performances, also include a female partner, perhaps
for visual appeal. Each one of these programmes has its own exclusive
and hence captive viewership. While the men in a household claim
to prefer to watch news and political coverage as well as sports, the
women, on the whole, fall into the stereotypical pattern of viewing
serials, films and film-based programmes. Of course, none of these
assumptions are final, for there were several men who regularly
viewed the serials as well as the film-based programmes, and many
women who preferred news, politics or current affairs to mere song
and dance, or catching up on the soaps. Yet, the survey statistics point
to the stereotypical viewership patterns.
Quiz shows and their dramatic popularity on the tube is indeed a
recent phenomenon. As they are supposed to provide both information
and entertainment, the viewing of these programmes is encouraged,
particularly for students, by most families, even the conservative
ones, where television viewing for children is normally banned. They
also allow the viewers a certain degree of participation, almost by
proxy, even if not very active participation. One of the most popular
programmes, almost phenomenal in its success, is, of course, the
Amitabh Bachchan starrer Kaun Banega Crorepati (KBC), popular
on primetime Star TV on most weekdays. Though not conceived or
produced in Malayalam, it has captivated Malayali audiences, as
much as audiences anywhere else in India. The typical American
Dream of getting rich quickly, without much effort or even intelligence
by answering simple questions that do not even test the brains or
memory of an average individual, brings the possibility of immense
wealth closer to the average person. In this programme, gender, class,
caste, educational level or upbringing, seems to matter little in the
common person’s race for riches.
The FTQ or Family TeleQuiz on the Malayalam Asianet channel,
provided a much-watered down version of this show. The stakes here
are hardly a match for the KBC ones, but what attracts the viewer is
the fact that they do not have to be physically present for the quiz.
As the participants phone in and answer questions, there is a partial
anonymity. This is, perhaps, one reason why a large number of
housewives and others, usually shying away from publicity, participate
unhesitatingly in the show. The presence of a woman on the other side
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as interrogator without a severely critical tone or a harsh attitude could
be another of the reasons for the popularity of the programme. In this
programme, the script and research is by a woman, Rekha Menon,
unlike the usual quiz programmes, where the woman usually dons the
role of a scorer or a presenter, who is merely a glamorous nonentity.
In dress and demeanor she is sober and conservative, thereby fitting
the Malayali requirement, despite her gender transgression. Of late,
there have been newer entrants to the Malayalam Television scene,
such as the programme Kodeswaran on Surya TV, a clear imitation
of the Amitabh Bachchan starrer. Anchored by the Malayalam film
actor, Mukesh, it seems to be gradually gaining ground in the popular
Malayali psyche. Though the settings and tone are very much like the
Hindi original, the questions are more localized. The wholehearted
and almost equal participation of women in the programme along
with the men is noteworthy, though with regard to codes of conduct
on the screen there are definite gender-specific ‘rules’: the men greet
the audience with a swaggering “hello”, while the women are to be
more restrained with a polite “namaskaram.”
Another much touted programme on the Malayalam small screen
is the talk show. Among them, the most popular show seems to be
the one called Nammal Thammil anchored by Srikantan Nair on
Asianet, which completed its 300th programme sometime ago. In
this show, prominent individuals discuss their views on specific
topics and respond to an invited audience. The show is meant to be
contemporary and controversial in its approach, but the question
of whether it achieves its aims is debatable. In the 300th episode, for
instance, the topic under discussion was the decreasing importance
in the role of women on the Malayalam screen. The topic at the outset
seemed gender sensitive, but the discussion followed the usual
pattern, with men lined up on one side away from the women. The
female actors present clearly expressed their ardent desire to portray
powerful women characters, which could be a challenge to their acting
prowess, but expressed their inability to do so without the supporting
framework of producers, directors and story. The filmmakers, on the
other hand, stated financial and societal reasons for their helplessness.
The final comment from the anchor laid the blame on the female
audience, rather than the filmmakers (who were all male), and
revealed a gender insensitivity verging on the ridiculous.
Almost all discussions on gender issues on television follow
this general pattern with the men lining up against the women,
unashamedly making ignorant sexist statements in a forthright
manner. A typical example would be that women incite rape by
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wearing provocative clothes, disregarding the fact that the rape victim
is often a school child, quite oblivious of her sex or its implications.
Here the tendency is to remove sympathy and guilt from the public
position and replace it with blame on the victim so that the violence
against women can be continuously perpetrated by the ignorant
masses with a clean conscience. Even in women’s programmes, the
same pattern is reiterated, with the women’s voices, often including
that of the female anchor, being shouted at by the authoritarian and
even silly but predictable male responses.
Television, in Kerala in particular, usually took over the role of
the older-woman of the former joint family setting, often acting as
advisor, comforter and mentor. The cooking classes meant particularly
for women, as well as the women’s programmes with health and
beauty advice and instructions for improving the household or tips
on handling relationships, fall within this category. Since mothers and
grandparents have very little time for story telling, the television has
adopted this task as well, telling tales, particularly enlarging upon the
exploits of the mythological heroes. These stories, very popular from
the outset, are handed down from one language to the other, with a
mere voiceover. The story bias is clearly and blatantly male-centered,
perhaps not unlike its oral predecessors, with its perpetration of the
stereotypical figures of the female. In our survey, a large number of
women quoted Parvathi, the wife of the Lord Shiva as their favourite
or ideal character. They liked her simply because she was the epitome
of the Goddess, beautiful and dutiful, and submissive even when
powerful - the stereotypical notion of the Indian woman personified.
The notion of ‘Ardhanareswara’, where the God and the Goddess were
equal in power and spiritual ability was completely lost to them,
for to them the wife was to be always at least a step below/behind
the man, constantly looking up to him and obedient to his wishes,
whether spoken or unspoken.
One of the professed social objectives of Doordarshan is “to highlight
the need for social welfare measures including welfare of women,
children and the less privileged”. Perhaps to fulfil this requirement
there is a weekly programme for women on Doordarshan’s Malayalam
channel, as on other channels. They churn out programmes on cookery,
homemaking or beauty treatment, perhaps on the assumption that
women can be interested in little else. On the positive side, they
also hold interviews and discussions with successful women from
various fields that could give women viewers greater confidence and
inspiration to venture ahead on their own and thereby assist in their
empowerment, contrary to the message provided by the sitcoms.
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They also hold discussions on women’s issues, such as the need for
‘purdah’ or dowry or even women’s education, interviewing both
men and women, but not always displaying much gender sensitivity.
The anchor in these cases is usually a woman, and she is in control of
the situation by common consent, even if not by popular socio-cultural
norms. However, even in these situations, the discussion often follows
along the lines of male-centered thought, with the women having to
take a defensive stance against the dominant patriarchal discourse.
The women’s programmes on television, whether on Doordarshan,
Asianet or Surya, were definitely not high on the popularity rating
scale in my survey. Among the women viewers interviewed, only onethird admitted to watching them at all. Among them, about 20% were
occasional onlookers. The majority of both urban and rural viewers
preferred not to watch them at all. Those who did watch on the other
hand, found the programmes interesting and informative, particularly
the programmes on cookery. They also viewed the programme as a
window to the world, which they were not at all sure they knew.
Thus, the presence of women on the small screen provides little
other than a certain degree of voyeuristic pleasure for the common
viewer. Their very presence on the tube goes against the grain of
feminist thinking and only serves to prove that the woman’s voice
and her genuine opinion are rarely articulated in the Kerala context.
Her silencing is a social necessity and indicative of many of the deeper
social evils that are hidden behind the inhibition that can be extended
to be seen as oppression. This is merely the tip of a much larger social
iceberg, which could hasten greater divides in the social situation at
large.
In the final analysis, women on the small screen are very much
visually present. The representations are empowering the women
viewers in some ways and strengthening the notions supporting
subordinate status of women in many others, but how far their visual
presence is reflective of the real, is a matter of much conjuncture. It is
the virtual that shadows the real, and in fact, the virtual disfigures the
real and transposes its own self.
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AIDS in India: Construction of a Social Phenomenon

V.2

COMMUNICATION OF AIDS IN INDIA:
CONSTRUCTION OF A SOCIAL PHENOMENON
Amar Nath Sinha

Newspapers constitute a privileged discourse in modern society
and play an important role in shaping our perception of the local and
universal reality. It is, therefore, relevant to know how AIDS and its
social meaning developed in the English language press and how
the social phenomenon of AIDS was created through it. The press
unfolded the reality of AIDS before readers by shedding light on
related social, political, economic and scientific issues. News reports
about AIDS, its nature and spread, national and global trends and
the various responses to it – all these constructed a new reality in the
minds of the readers about a hitherto unknown disease. This research
attempted to study the process and nature of construction of AIDS as
a social phenomenon, as reported in the Indian press during the initial
years, i.e., 1983-1994.
This is a cultural study of communication that examines actual
social processes wherein symbolic forms are created, apprehended
and used. ‘Communication’ has been considered as a symbolic process
through which a shared culture is created, modified and transformed
(the cultural view), and not as an act of mere imparting of information
or influence (transmission view). Under this view, news is a historical
reality, existing in a historical time, portraying an arena of dramatic
forces and action, inviting our participation on the basis on our
assuming social roles within it.
The analysis of 378 news reports on AIDS and HIV that were
published during 1983-1994 in English language newspapers in India
was conducted with the following understanding of ‘news’:
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(a)
(b)
(c)
(d)
(e)

News accounts construct realities as readers try to make sense
of the phenomena.
The process of news reading can be seen as a drama involving
media messages, which are specific type of texts and talks, and
the reader engages in a continual shift of roles.
News has texts that exist in their cognitive, social, cultural, and
historical ‘context’.
News has a function that lies mostly in an implicit form.
News accounts show variations according to their function.

Through news reports, the following three phases of social
construction are distinctly observable, based on the epidemiology of
the disease, social issues covered, administrative and legal measures
they cover.

The Construction of the Image of AIDS through Foreign
Versions (1983-1986)

News items were mostly reprints of the reports from abroad,
which inform the public of an outbreak of a ‘quite mysterious’, ‘sure
killer’, a ‘death warrant’ that affected mostly homosexuals and IVDUs
(The Hindu 24 Jul 1983; Ind Exp 14 Sep 1983; TOI 16 Nov 1985; HT 30
Jun 1986). Breaking news and articles alarmed readers that ‘AIDS kills,
ruthlessly, deceptively, remorselessly, and surely’. By 1985 reports warned
that ‘AIDS can be transmitted by blood, body fluids, semen, saliva and tears’
(TOI 16 Nov 1985). Also, reports covered that in developed countries,
there is a mass hysteria about the disease – nurses are quitting jobs,
staff and doctors are refusing to attend AIDS patients, dentists are
wearing gloves, etc. (Ind Exp 14 Sep 1983).
Some articles also tried to allay fears. Sudhir Gupta, the famous
immunologist, assured the public that AIDS is not as contagious as
it is thought to be: its virus cannot be breathed in and ordinary touch
does not cause it (TOI 10 Sep 1983). Dr. V. Ramalingaswami, head of
ICMR, was quoted, saying that - ‘It is very important to impress that
AIDS is not contagious - you will have to try very hard to get AIDS. Doctors
and nurses run no risk at all.’ (Hindu 25 Oct 1985).
Reports stated that globally AIDS was spreading fast and some
experts opined that it is spreading in India as well. The World Health
Organization (WHO) observed that AIDS is spreading fast and 31,646
cases have been reported (HT 20 May 1984; TOI 4 Nov 1985; Hindu
30 Apr 1986; HT 24 Oct 1986). However, Asia was considered safe,
with only 52 cases. In February 1986, the Health Ministry claimed that
two surveillance centres have been set up in Pune and Vellore and no
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incidence of AIDS has been found in India (HT 7 Feb 1986). Another
article in June stated that AIDS was gradually making its presence felt
in the country, even though the number of the cases reported was five
(HT 30 Jun 1986). While one headline suggested that there was ‘No
evidence of AIDS in India’, the other questioned with panic – ‘Is nobody
safe from AIDS?’ (HT 7 Feb 1986; ET 9 Feb 1986).
In this period, readers were informed about this new and mysterious
disease. Because of the hype that was attached to AIDS in developed
countries, it was natural that the Indian press provided a fair amount
of coverage to warn the public of the impending dangers of this new
disease. Some basic long lasting impressions relating to AIDS were
constructed during this phase - that too based upon an alien view of
reality.

The Initial Official Response: Reinforcing the Image (19871988)

Reports from abroad provided information of the global status
of infection, especially by WHO assessments. A number of scientific
claims along with unscientific assertions were appearing. Readers
were informed that – heterosexuals are risk prone to AIDS, breast milk
can transmit AIDS, the syndrome takes 7-8 years to become a full
blown case and that the infected will die in the absence of a cure – all
claims which were to gain validity in later years (TOI 13 Dec 1987; Nat
Herald 7 Mar 1988; TOI 6 Jun 1988). Alongside these reports there were
also claims that ‘Laser rays cleanse AIDS virus’ from blood, a vaccine
is showing promise, a drug helping 75% of victims to survive, and
that another Japanese drug claimed to be halting the virus maturation
(TOI 14 Jan 1988; Statesman 17 Jun 1988; TOI 2 Nov 1988; HT 26 Nov
1988).
Coverage of a seminar organised in London by the PANOS
Institute highlighted that the US scientists and media’s attempts
to blame Africans and other minorities for the spread of AIDS was
being challenged (Ind Exp 12 Jun 1988; HT 19 Jul 1988). News from
the First World AIDS Conference and the London and the Stockholm
Conferences informed readers that there is no cure or vaccine for
AIDS and the numbers of HIV/AIDS cases were growing in geometric
proportions. It also stressed that international efforts must be made on
a war footing and discriminatory methods by individual nations were
proving counter-productive (Statesman 21 Jun 1988).
There were a number of reports about growing incidents of HIV/
AIDS cases in India also. The government showed its keenness on
surveillance by establishing 36 centres by October 1987. The number
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of cases was reported as jumping from 9 cases to 12 to 167 to 266 to 625
by December 1988 (Statesman 23 Oct 1987; TOI 26 Nov 1987; Patriot
13 Mar 1988; Ind Exp 24 Apr 1988, 20 Dec 1988). Most of the reports
did not distinguish between HIV-positive cases and full-blown cases,
nor were they sharing the fact that the testing is mostly being done on
high-risk groups.
Experts like Dr. John Jacob warned that AIDS ‘has definitely
reached India and is no longer another country’s problem’. One could
say that the scare that AIDS has finally hit our country was firmly
established in this phase. There were also concerns about the absence
of a clear-cut policy on AIDS and the delay in AIDS control plan for
lack of funds (HT 28 Dec 1987).
The apprehension that the epidemic has potential for unlimited
expansion created an emergency, which led to panic measures on
part of the government and some outlandish proposals from some
public health experts. The government’s proposal for mandatory HIV
screening of foreign students and deporting them if found positive,
invited protests from students who criticised the test as being
‘discriminatory’, ‘infuriating’ and a projection of medical apartheid (Ind
Exp 28 Feb 1987; HT 28 Feb 1987). Some reports judged this step as
a case of government hysteria and called it ‘political symbolism at its
shabbiest’ and in violation of WHO norms (TOI 27 Feb 1987; TOI 22
Mar 1988).
Another controversy was aroused in June 1988 when Dr. Paintal,
Director General (DG), ICMR (Indian Council of Medical Research),
proposed a ban on Indians having sex with foreigners and nonresident Indians, to arrest the spread of AIDS. The law ministry
turned down his request and observers opined that such an idea was
ludicrous. Nearly all newspapers decried this proposal because of its
impracticality and fear of invasions into the privacy rights of citizens
(TOI 9 Jun 1988; HT 10 Jun 1988; TOI 15 Jun 1988; HT 17 Jun 1988; HT
19 Jun 1988; Statesman 21 Jun 1988).
The government also intended to develop a comprehensive
legislation to make a HIV test compulsory for foreign students willing
to stay more than a year, to test all foreigners except diplomats,
and to screen all Indians returning from abroad. The legislation
also proposed to empower the government to forcibly test highrisk groups and isolate them if required. It was reported that WHO
advised against the isolation of patients and urged the government
to reconsider the legislation. The government was also considering
provision for screening all blood samples before transfusion, but on
the advice of ICMR, which found low prevalence of infection even
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among ‘high risk groups’, the idea was dropped (Ind Exp 12 Jul 1988).
However, in later months the number of HIV-positive blood donors
increased, compelling the decision to test all blood and its products for
transfusion irrespective of heavy costs (Ind Exp 20 Dec 1988). It was
indeed a learning phase for policy makers and public health experts.

A few things are quite discernible in this phase:
(a)

(b)

(c)

There was panic reaction on part of government and public
health experts, which was based on limited understanding of
AIDS.
Denial was one reaction to the epidemic and understandably
the population tried to blame it on ‘the other’ : minorities/risk
groups, foreigners, injecting drug users (IDUs), homosexuals
and prostitutes. Cases of carrying out discriminatory tests,
singling out African students and the decision to test foreign
students while not testing others travelling/coming from
abroad.
Reports in this phase cast an impression that AIDS is associated
with foreigners and risk groups and cannot happen to ‘us’.
Reporting on the AIDS Bill proposed by the government, it was
suggested to readers that coercive methods might be necessary
to combat AIDS. It also suggested an impression about the
government’s inability to evolve a clear-cut policy decision in
absence of a proper understanding of the disease.

Crystallisation of Social Responses (1989-1994)

Reports asserted that the ‘AIDS epidemic had worsened in all
regions of the world’ and its ‘proliferation in India was likely’ (HT 10 Jul
1989; Hindu 1 Dec 1989). In 1989, the seropositivity rate per thousand
in India had increased from 3.8 in January to 4.5 in November and out
of 379,470 samples screened, 1,784 were found seropositive (Hindu 1
Dec 1989). However, these samples were taken mostly from high-risk
groups. The ICMR reports suggested that cases are rapidly increasing.
WHO also predicted that AIDS cases are rising at an alarming rate
in India and that 20% of sex workers in Bombay are infected (News
Times Hyd. 16 Jul 1990; Ind Exp 8 Dec 1990). Taking a cue from the
WHO warnings, Dr. Paintal, DG, ICMR told the PTI that ‘We are now
approaching disaster phase…hospitals and the public should gear up to meet
this disaster.’ He also raised a controversy by claiming that the WHO
experts have predicted that by 1995 every third pregnant woman in
Bombay is likely to be found infected with the AIDS virus (News
Times Hyd. 16 Jul 1990).
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In June 1991, Mr. Jim McDermott, a US Congressman, warned of
a ‘catastrophe’ and claimed that around one million Indians are HIVpositive, whereas the WHO estimated this figure between three to four
lakhs (Ind Exp 10 Jun 1991; HT 2 Jul 1991). In 1992 it was acknowledged
at the Amsterdam conference that by the turn of the century India
would be one of the worst AIDS-affected countries. It was also claimed
that Bombay and Bangkok are becoming the ‘vortex’ of the epidemic
(Statesman 26 Jul 1992). The editorials described the scenario as
‘Epidemic Out of Control’, ‘AIDS Meet Underlines Grim Scenario’, and ‘A
Grim Forecast’ (Deccan Herald 29 Jul 1992; HT 29 Jul 1992; Statesman
1 Sep 1992). Mr. John Dwyer, President of Asia-Pacific AIDS Council,
predicted that ‘India may face Africa-like situation’ (Pioneer 13 Oct 1992).
WHO kept warning of the holocaust and estimated that there are one
million people infected with HIV in India (Ind Exp 9 Jun 1992; TOI 21
Nov 1992).
The reports of growing incidence of AIDS in India shocked the
readers. From five full-blown cases in 1986, the number had risen to
237 in August 1992 and by March 1993, there were 712 full-blown cases
reported. ICMR suggested that there could be 2.5 million HIV-positive
people in India. WHO projected that by 1996 India could have 3 million
HIV-positive people. The rise in AIDS cases in Manipur, Nagaland
and Meghalaya amongst the IDUs was prominently reported (Deccan
Herald 20 Apr 1992; TOI 21 Nov 1992). The highest numbers of cases
were reported from Maharashtra, Tamil Nadu, Manipur and Delhi
(TOI 12 Mar 1992; TOI 19 Oct 1993). It also ‘became clear’ from the
data that heterosexual promiscuity is the main cause: truck drivers
and migrant labourers have a significant role in its spread, while rural
areas were also becoming affected (Pioneer 21 Sep 1992; HT 15 Mar
1993; TOI 12 Jan 1994, 27 Jan 1994, 26 Mar 1994).
The above statistical projections reinforced apprehensions about
an impending catastrophe. The magnitude of the epidemic became
the isolated focus; AIDS was not being seen as a part of the larger
health situation in India, which some of the earlier articles had
attempted. Now the reports had also stopped questioning projections
of the spread of HIV. With the growth of the AIDS epidemic and its
initial social construction, a number of reports of ostracisation, forcible
isolation, illegal confinements and arrest of AIDS patients appeared.
A professional blood donor in Bangalore who tested HIV-positive
recently is untraceable. The efforts made by the police to locate the
man have gone in vain. By the time the report came the blood bank
had sold the blood. The private blood bank business has come to a
grinding halt after this chilling incident… the owner has registered a
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complaint but the police were unsuccessful in tracing him (the donor)
- (Telegraph 19 Mar 1989).
In another case, Mr. Swapan Ganguly was kept in jail on being
suspected of being HIV-positive. The Health Minister of West Bengal
supported his detention till the blood reports came from National
Institute of Virology. The tests in Kolkata had been inconclusive, as
one had shown him HIV-positive while the other three had shown him
seronegative (HT 18 Jun 1989). Such reports of ostracisation, forcible
isolation, illegal confinements and imprisonment of AIDS victims
also came from Goa, Chennai, and elsewhere. The reporters chose to
call the infection as ‘the scourge of secret shame’ (Statesman 7 Oct 1989;
Ind Exp 1 Mar 1990). It was also reported that ICMR and AIIMS were
forcibly testing prostitutes in Delhi and were not even bothering to
give them their results (Ind Exp 1 Mar 1990; Telegraph 9 Mar 1990).
It was widely reported that the medical community was also
gripped by the fear of contracting HIV. Even the prestigious hospitals
of Delhi with manpower trained abroad were ‘turning away AIDS
patients’. ‘Physical facilities for the AIDS unit are ready, but there are no
staff. What can we do?’ asked the helpless director of AIIMS (TOI 8 Jul
1990). Even resident doctors were opposed to creation of an AIDS
ward in AIIMS. Dr. A. N. Malviya, Head of AIDS unit at AIIMS, tried
to allay fears by commenting that ‘I am ready to kiss or hug an AIDS
patient’ (Nat Herald 7 Oct 1989). By now the whole world knows that
AIDS is not infectious.
Ironically, not many in the medical community were convinced.
There were reports of a Zimbabwean diplomat’s body quietly shifted
from AIIMS to another hospital without warning that it was an AIDS
case (TOI 27 Jan 1990; HT 2 Feb 1990). There was another report of a
hospital calling an outside doctor to conduct the delivery of an HIVpositive patient, as all the doctors on its roll had refused to attend to her
(TOI 3 Jul 1991; Patriot 2 Aug 1991). Generally hospitals were asking
the HIV patients to leave immediately, and doctors who were willing
to treat AIDS cases were being ridiculed by colleagues (Deccan Herald
29 Nov 1992). The infected learnt to live in this culture of insensitivity
and began to speak against discrimination. Organisations like ABVA
and IHO, which played an important role in spreading the message
of prevention, questioned the governmental policies and programmes
and helped AIDS victims (Telegraph 9 Mar 1990; The Sunday Observer
20 Apr 1991, 1 Dec 1991; TOI 13 Nov 1992, 26 Apr 1994).
Many social issues evolving from social construction of the
epidemic also arose for public debate. Opinions were voiced that in
the light of the AIDS issue, the legalisation of prostitution should be
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seriously considered (Tribune C’garh 17 Jan 1993). The uncomfortable
question of the rights of sexual minorities and those infected with HIV
were already being addressed (Pioneer 19 Nov 1992).
By October 1992, a US $100 million project with the assistance of
World Bank under NACO was launched which focussed on blood
safety, AIDS education, strengthening programme infrastructure,
STD control and surveillance. While launching the programme, Mr.
P.R. Dasgupta, the programme in-charge, hoped that in the next five
years, at least the rise in the graph of HIV people should be somewhat
flattened (Statesman 15 Oct 1992). Reports in the next two years
reflected the growing problems with the programme – that fund
utilisation was poor, blood safety was difficult to ensure, AIDS test
kits were showing different results and were unreliable. Consider
these headlines: ‘J&K, Meghalaya, slow on AIDS programme’, ‘AIDS check
programme in jeopardy’, ‘AIDS fund in north‑east unutilised’, ‘AIDS cases
shooting up in Bihar – illegal blood banks and drug abuse’, ‘Centre stops
AIDS fund for Bihar’, ‘Minister sits over AIDS funds – 30 crores unutilised’.
(HT 15 Mar 1993; TOI 15 Aug 1993; Ind Exp 25 Jan 1994; TOI 29 Jan
1994, 12 Feb 1994, 27 Feb 1994). All these developments show that the
programme was not running as expected. By 1994, it became quite
clear that much of the Rs. 223 crores given by the World Bank, to be
utilised over five years for the AIDS programme, was not trickling
down to the programme officers. Out of Rs. 11.43 crores released by
NACO in 1992-93, merely Rs. 3.06 crores had been accounted for. Mr.
Das Gupta, the programme in-charge, feared that ‘the whole AIDS
control programme could come to a grinding halt if some drastic remedial
steps are not taken’ (Ind Exp 25 Jan 1994).
The reports indicated that lack of blood safety was a major cause
of rise of AIDS cases in Bihar and that ‘two Delhi hospitals risk AIDS
with open tenders for blood’ (HT 15 Mar 1993; TOI 11 Dec 1993). NACO
was also worried about the faulty AIDS test kits, which were showing
vastly different results (TOI 11 Oct 1993).
The above information about the AIDS programme gave the
readers an impression that it was being adjusted in the already
existing socio-economic and administrative arrangements, like any
other governmental programme.
Every little piece of information or technique developed in drugs
and vaccines for fighting AIDS, was portrayed as a major finding.
For instance ‘New drug holds promise for cure’, ‘AIDS cure in sight’,
‘Marijuana cure for AIDS’, ‘Ayurvedic cure for AIDS?’ (Deccan Herald
17 May 1989; HT 12 Jun 1989; Pioneer 25 Jul 1992; HT 20 Oct 1992; TOI
17 May 1994). Reports also claimed that the AIDS vaccine was quite
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promising and in the next five to six years it would be ready. Not
many reports discussed that there is no major breakthrough in any
cure or a vaccine for AIDS.

Conclusion

AIDS reporting is an example of effective media coverage of a
public health issue. The print media helped in setting the discussion
agenda of AIDS for society and created the boundaries within which
the debate took place. It gave not only the official version but also
other perspectives – that of public health experts, HIV infected persons
and high-risk groups. It questioned the administrative and legal steps
initiated by the government, especially those involving human rights
issues. The media also played an effective role as a watchdog by
reporting on programme formulation and implementation. It brought
to light the negative social responses to the infected and highlighted the
need for promoting non-discriminatory messages in IEC programmes.
In the second and third phases, it was often reported on how AIDS is
not spread, as a method to allay fears generated in the public.
There was another aspect of the social construction as well. News
reports reproduced unquestioningly information and speculation
about AIDS based on foreign accounts. The linkage of the disease
with socially marginalised high risk groups in Western countries in
the first phase of reporting, and its unquestioning juxtaposition in
Indian context, led to a particular construction of AIDS imagery. This
image was firmly created in the first phase and reinforced by the initial
official responses in the second phase; there is later evidence of social
behaviour in consonance of the image.
The media’s fascination with technological solutions demonstrates
the conventional view of health and medicine, where health problems
are intended to be solved by medical technology alone. While AIDS,
with no preventive and curative technologies available, has forced a
focus on preventive behavioural aspects, media reporting betrays a
fascination with technological solutions.
The reason why AIDS received so much print space is that media
gatekeepers realised that the disease is going to be a potential threat
to its primarily upper and middle class newsreaders. Any news item,
which affects “us”, is extensively highlighted, given its good sale
value. Owing to its modes of transmission, AIDS has more selling
power as news that allows public discussion on subjects which have
traditionally been taboo. Yet with the changing social milieu, they are
no longer really so.
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[Paper based on his unpublished M.Phil Dissertation, written for the
Workshop on Societal Concerns and Strategies of AIDS Control in India,
organised on 18-20 January 2002 by the CSMCH, JNU & CSDS, New
Delhi.]

References

‘Struggle against a mysterious disease’, The Hindu (Mad.), 24 July 1983.
‘Fears over AIDS’, The TOI, 10 Sept 1983.
‘AIDS the new killer’, The Ind Exp (ND) 14 Sept 1983.
‘AIDS fast becoming global phenomenon’, The HT, 20 May 1984.
‘Task force on AIDS devises strategy’, The Hindu, 25 Oct 1985.
‘WHO setting up global panel on AIDS’, The TOI, 4 Nov 1985.
‘The way fatal AIDS disease spreads’, The TOI, 16 Nov 1985.
‘No evidence on AIDS in India’, The HT, 7 Feb 1986.
‘Is nobody safe from AIDS?’ ET, 9 Feb 1986.
‘WHO Report on AIDS’, The Hindu, 30 Apr 1986.
‘AIDS – A death warrant’, The HT, 30 June 1986.
‘31,646 AIDS cases reported to WHO’, The HT, 24 Oct 1986.
‘Panic Reaction’, The TOI, 27 Feb 1987.
‘Students for end to medical apartheid’, The IE, 28 Feb 1987.
‘Infuriating tests’, The HT, 28 Feb 1987.
‘No AIDS in 31 countries’, The Statesman, 23 Oct 1987.
‘AIDS test to with consent’, The TOI (ND), 26 Nov 1987.
‘Breast milk can transmit AIDS’, The TOI, 13 Dec 1987.
‘AIDS control plan delayed for funds’, The HT, 28 Dec 1987.
‘Laser cleanses AIDS virus from blood’, The TOI, 14 Jan 1988.
‘Heterosexuals risk AIDS’, National Herald, 7 Mar 1988.
‘Other Side of AIDS’, The Patriot (ND), 13 Mar 1988.
‘Shabby Symbolism’, The TOI, 22 Mar 1988.
‘Law to control AIDS’, The IE, 24 Apr 1988.
‘AIDS develops after 7-8 years’, The TOI, 6 June 1988.
‘Call to ban sex with foreigners’, The TOI, 9 June 1988.
‘Dr Paintal’s Remedy (Ed.)’ The HT, 10 June 1988.
‘Disinformation on AIDS decried’, Ind Ex. 12 June 1988.
‘Outlandish Proposals (Edit)’, The TOI, 15 June 1988.
‘AIDS vaccine shows promise’, The Statesman, 17 June 1988.
‘Encroachment on Privacy’, The HT, 17 June 1988.
‘Interview: Dr AS Paintal, DG of ICMR’, The HT, 19 June 1988.
‘AIDS will hit every five minutes’, The Statesman, 21 June 1988.
‘Screening NRIs for AIDS’, The In Ex, 12 July 1988.
‘AIDS triggering off racial prejudice’, The HT, 19 July 1988.
‘New Medicine for AIDS’, The TOI, 2 Nov 1988.
‘AIDS drug helping 75% to survive’, The HT, 26 Nov 1988.
‘Blood for transfusion to be tested’, The Ind Ex., 20 Dec 1988.
‘Blood donor with AIDS still untraced’, The Telegraph, 19 Mar 1989.
‘New AIDS drug holds promise of cure’, Deccan Herald, 17 May 1989.

AIDS in India: Construction of a Social Phenomenon | 521

‘AIDS cure in sight’, The HT, 12 June 1989.
‘AIDS victim held in jail’, The HT, 18 June 1989.
‘AIDS proliferation in India likely’, The HT, 10 July 1989.
‘AIDS claims first victim in Capital’, The National Herald, 7 Oct 1989.
‘The Scourge of secret shame’, The Statesman, 7 Oct 1989.
‘AIDS epidemic has worsened’, The Hindu (Mad.), 1 Dec 1989.
‘AIDS scare in Lady Hardinge, The TOI, 27 Jan 1990.
‘Handling AIDS (Edit)’, The HT, 2 Feb 1990.
‘Protest against policy on AIDS’, Ind Ex., 1 Mar 1990.
‘AIDS – A new tool for harassment’, The Telegraph (Cal.), 9 Mar 1990.
‘Hospitals turning away AIDS patients’, The TOI, 8 July 1990.
‘Alarming rise in AIDS cases in India,’ News Times (Hyd.) 16 July 1990.
‘India sitting on AIDS time bomb’, Ind Ex., 8 Dec 1990.
‘Beyond the Disease’, The Sunday Observer, 20 April 1991.
‘India on brink of AIDS catastrophe’, Ind Ex., 10 June 1991.
‘US warning on AIDS’, The HT, 2 July 1991.
‘AIDS hit delivers with outside help’, The TOI, 3 July 1991.
‘Scourge of AIDS’, The Patriot, 2 Aug 1991.
‘Not someone else’s problem’, The Sunday Observer, 1 Dec 1991.
‘104 full blown AIDS cases found’, The TOI, 12 Mar 1992.
‘AIDS in India: Dangerous portents’, Deccan Herald, 20 April 1992.
‘WHO warns of AIDS holocaust in India’, Ind Ex., 9 June 1992.
‘Marijuana cure for AIDS’, The Pioneer, 25 July 1992.
‘Bombay and Bangkok vortex of AIDS’, The Statesman, 26 July 1992.
‘AIDS meet underline grim scenario’, Deccan Herald, 29 July 1992.
‘Epidemic out of control’ (Edit.) The HT, 29 July 1992.
‘A grim forecast’, The Statesman, 1 Sep 1992.
‘AIDS travels fastest on the highways’, The Pioneer, 21 Sep 1992.
‘India may face Africa-like AIDS situation’, The Pioneer, 13 Oct 1992.
‘Project to check AIDS takes off’, The Statesman, 15 Oct 1992.
‘Ayurvedic cure for AIDS?’ The HT, 20 Oct 1992.
‘AIDS congress concludes amid protests’, The TOI, 13 Nov 1992.
‘What is the status of moral minority in democracy: Naina Kapoor’, The
Pioneer, 19 Nov 1992.
‘High incidence of AIDS in NE alarms officialdoms’, The TOI, 21 Nov 1992.
‘AIDS: The human face’, Deccan Herald, 29 Nov 1992.
‘Prostitution and AIDS’, Tribune (Chandigarh), 17 Jan 1993.
‘AIDS cases shooting up in Bihar’, The HT, 15 Mar 1993.
‘J&K, Meghalaya slow on AIDS programme’, The TOI, 15 Aug 1993.
‘HIV test kits to be checked out’, The TOI, 11 Oct 1993.
‘Snake charmers to preach safe sex’, The TOI, 19 Oct 1993.
‘Two Delhi hospitals risk AIDS with open tenders for blood’, The TOI, 11 Dec
1993.
‘AIDS virus spreads to rural areas’, The TOI, 12 Jan 1994.
‘AIDS check programme in jeopardy’, Ind Ex., 25 Jan 1994.
‘AIDS waiting to erupt in Surat’, The TOI, 27 Jan 1994.
‘AIDS funds in NE unutilised’, The TOI, 29 Jan 1994.

522 | Creating Images

‘Centre stops AIDS funds for Bihar’, The TOI, 12 Feb 1994.
‘Minister sits over AIDS funds (Rs 30 crore unutilised)’, The TOI, 27 Feb 1994.
‘AIDS bomb ticks in Rajasthan village’, The TOI, 26 Mar 1994.
‘ABVA for condoms to jail inmates’, The TOI, 26 Apr 1994.
‘Ayurveda drug to be tested against AIDS’, The TOI, 17 May 1994.

Information Management Strategies of Positive People

V.3

THE IMPACT OF STIGMA: INFORMATION
MANAGEMENT STRATEGIES ADOPTED BY
HIV-POSITIVE PEOPLE
Jyotsna Bapat

In the context of stigma attached to HIV-positive persons, this study
emphasizes the importance of considering the particular social factors
which determine information management strategies adopted by
HIV-positive persons. The conceptual framework for understanding
information management strategies is based on Goffman’s studies of
stigma.
The study examined the behavior of positive patients in the light
of the state policy for ‘voluntary testing’. The main objective was to
understand information management by Persons Living with HIV/
AIDS (PLWHA). The information management strategies about
their HIV/AIDS status in dealing with people in the society, in the
two distinct contexts – socio-cultural settings and economic relations
concerning work environment – were documented. The reconstruction
of the strategies helped us understand the unwritten rules adopted by
patients to cope with their infection. The assumption was that patients
act rationally to optimize their goal of living a long and physically and
mentally healthy life.
In the context of Mumbai city, it was found that the stigma attached
to HIV infection is so strong that positive persons prefer not to be
identified. They prefer to avoid detection or conceal their status as a
way to cope with most social situations. The study considered these
responses in the social interactions of positive persons with immediate
family relatives and friends, neighbors and at place of work. This
understanding of a positive person’s response and attitude should
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shape subsequent policies related to people suffering from HIV
infection.

Introductory Overview

The discipline of anthropology from its inception has retained a
healthy interest in sexuality and sexual morality of cultures studied
by it. Every culture has its own unique set of expectations about
sexual behavior (Kardiner 1955; Malinowski 1963). More recently in
the context of the pandemic of HIV, Ford & Koetsawang (1991), in
their study of socio-cultural context of the transmission of HIV in
Thailand, emphasize the importance of considering the particular
social and historical factors which shape and sustain the transmission
of HIV. Tuzin (1991), in his in-depth review of sexual behavior studies
by anthropologists, points out the intra-societal variation in the
anthropology of sex.
In the Indian context, where HIV transmission is mainly through
heterosexual contact, all these observations become relevant. Research
on HIV in India, as in other developing countries, needs to focus on
four areas: poverty, productive employment, social integration, and
implementation (Godwin 1997). Poverty is a major cause of migration
to either urban areas or out of the country, mainly to the Middle East.
Migration offers productive employment and money, but leaves the
migrant lonely and away from his family. Once his status as HIVpositive is detected, he loses productive employment (despite the law
against it), is denied credit, health care and life insurance. The stigma
attached to the disease makes social integration of a positive person
difficult. Existing government health care systems discriminate against
positive persons and there are reported instances of social isolation of
the families of positive persons (personal interview: January 8, 2000
Dr. Shirgopikar, FADA). There are increasing problems of violence
against positive persons (Trivedi 1995) and women (Bhagat 1997).

State Policy

The Government of India is committed to accelerating the pace of
activities for prevention and control of HIV/AIDS pandemic (MAP
1997; Planning Commission 1997; NACO 1998; Salunke et al., 1998). A
major concern is its impact on productive labor in the country (Sethi
& Carter 1996). The age groups most vulnerable to the infection are
adolescent and young adults, mainly between 18 to 35 years of age,
which also happens to be the prime economically productive and
reproductive age group in any country.
The government has adopted four major strategies:
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The first strategy is education and communication for prevention.
The emphasis is now on promotion of information and knowledge
about how the infection spreads and how it can be prevented. This
includes promotion of sex education and safe sex practices through
public interest messages and reaching out to various vulnerable people
through sex education. Mass media and other forms of communication
are explored and emphasized.
The second strategy is a head count of the infected. It includes
setting up of HIV testing centers to promote voluntary testing,
biomedical research, and research in human sexuality and sexual
practices aimed at behavioral changes that would help arrest the
spread of the infection.
The third strategy of punitive action by law, against individuals
perpetrating the disease, was adopted by Goa (Personal Interview
at MNP+ February 29, 2000) in the late 1980s and early 1990s, in the
initial stages of the spread of HIV, but it has since been abandoned. It
was initially targeted at commercial sex workers. They are no longer
seen as ‘criminals’ but as ‘victims’. This is reflected in actions taken
by the state. Instead of punishment for the prostitutes, their education
through NGOs is advocated.
Use of condoms by their clients is pushed, for the fourth strategy
is rehabilitation and treatment. Instead of isolation and segregation
of the HIV-infected persons, the government has adopted a policy of
involving Non-Governmental Organizations (NGOs).
NGOs are encouraged through Government funding, to set up
and run various support groups, undertake rehabilitation and run
counseling and testing centers. In addition, at least as per principle on
paper, government hospitals offer treatment to the people living with
HIV/AIDS (PLWHA).
This changing attitude of the state and availability of funds has
prompted interdisciplinary interest in the research related to human
sexuality and sexual behavior. The major concern and interest of the
state is to make the epidemic ‘visible’. These government strategies
have led to routine procedures of registering and record keeping of
patients coming to the government hospitals who have tested HIVpositive. These routine procedures generate data that allows the
state to reconstruct the profile of people who are infected. This is in
addition to the sentinel surveys, which are used to predict the trends
of the disease. Through this method the state ‘sees’ how the disease is
spreading in the population.
The surveys and research have led to recognition of new categories
of people and new terms. The new category of beggars is called
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vulnerable populations, or people involved in ‘high risk’ behavior.
They include commercial sex workers and their clients, drug addicts,
homosexuals, hotel workers, migrant laborers, etc. The dominant
discourse in the public domain, such as the press, mass media and
government documents on human sexuality in the context of HIV/
AIDS, revolved around this ‘high risk behavior of vulnerable
populations’. Thus, PLWHAs there were portrayed as either a
minority, street people abandoned by family and friends, commercial
sex workers and their clients, drug addicts and gay communities, and
in all these cases considered as socially deviant (Schiller et al., 1994)
living on the margins of society. But with the spread of HIV/AIDS
into all sections of the population, the concepts and terminology no
longer hold good.

A New Morality and Stigma

Positive people are expected to behave in a certain manner by the
state, given the fact that there is no known treatment for the infection
and no known form of prevention of the disease, except physical
barrier to exchange of bodily fluids. They are expected to avoid ‘risky
behavior’ and are considered as a ‘vulnerable population’. Both the
terms, ‘vulnerable groups’ and ‘high-risk behavior’ are biomedical
terms, but have now gained social meanings different from that
originally intended (Schiller et al., 1994). In India, vulnerable groups
include persons involved in multiple sex partners or those who visit
commercial sex workers, or those who have sex with people who have
multiple sex partners. The ‘risk behavior’ in this context is having sex
without using condoms.
All these sexual behavior patterns are considered socially
permissible behaviors. Most males visit commercial sex workers
before marriage or experiment with drugs and sex during their
adolescence or early adulthood, as a norm. These same behavior
patterns are now considered as uncommon deviation from the ‘new’
sexual morality. This new morality is no different, but the ‘ideal type’
of sexual behavior, i.e., monogamy, is difficult to achieve by all.
Once the HIV infection develops into AIDS, there is no cure and no
restorative measures or damage control measures are available to the
person. At the same time the normative expectation from an infected
person is negation of ‘normal’ life: sex, wife, children, and family life,
all are denied to him. The message he gets is that there is no cure for
HIV once he is infected by it, and that it is only a matter of time till
he dies. In the meantime altruism should motivate him to become an
ascetic.
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Normative expectation of ‘asceticism without reward’ is a new
morality imposed on him. This new set of normative expectations has
not been incorporated in the society for a rule to be fully incorporated
in a society. There have to be checks and balances in place, so that
when rules break down, there are punitive and restorative mechanisms
in place. Hence, the new rules of ‘safe sex’ and no children within
marriage that are supposed to apply to AIDS patients are flouted - as
is evidenced by narratives of positive persons during their personal
interviews with the researcher.
At the same time when these rules are broken/flouted, there are
no restorative measures or damage control measures in place. So the
perpetrator cannot resort to them, nor is a social control agency in
place to perform this. Legal provisions are just a beginning towards
the development of damage control mechanisms.
The perpetrator in this case, the infected patient, has every incentive
to flaunt the normative expectations as there are no punitive measures,
and he leads a normal life and has someone to take care of him towards
the end of his life. He has everything to gain and nothing to lose in
leading a ‘normal’ life and spreading the disease. The new social norm
(in the light of AIDS pandemic) for sexual behavior, monogamy and
sex within marriage, is not yet accepted as ‘normative’ by the general
population.
The concept of deviation is the bridge that links the study of stigma
to the study of the rest of the social world. The concern for ordinary
deviation from the common social norm is important. Experimenting
with drugs by teenagers or experimenting with sex by adolescents
and young adults were historically considered ordinary deviations
from the common norm. The threat of AIDS makes these ordinary
deviations ‘uncommon deviation’ and focus of attention for the ‘social
gaze’.
A necessary condition for social life is sharing of a single set of
normative expectations by all participants. These norms are sustained
because social behavior rules associated with these norms are
incorporated in the society. When the rules break down, restorative
measures or damage control measures for victims (social provisioning)
exist in society. It would, therefore, be of interest to know whether
people have modified their sexual behavior norms in the light of HIV
epidemic.
•• Do people actually behave as per the government expectations?
•• Do they voluntarily test for HIV/AIDS?
•• Do they reveal their status to their sexual partners?
•• Do they seek treatment wherever possible?
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These are some of the important questions that the study
addresses.

The Experience of Stigma

Let us first look at the consequences to a person who seeks
voluntary testing in Mumbai. There is already enough awareness
in the society that being declared HIV-positive is like being called a
‘leper’ in the past. The common perceptions are that the implications
of the HIV status being known to the person’s neighbors, relatives,
and especially in-laws for a woman, and employer, amount to a ‘death
sentence’. There are enough ‘stories’ floating about HIV/AIDS and
its spread. The person who is known to have it is seen as a ‘sinner’,
i.e., someone who has indulged in ‘risk behavior’. He is either a drug
addict or someone who visits a commercial sex worker. Either way he
is treated as a social outcast.
The stigma attached to the disease makes it impossible for the
person to openly admit that he has AIDS. If he does, there are often
stories of neighbors treating his wife and children as social outcasts.
They are not allowed to share public utilities like water sources or
toilets. All social communication and contacts are often severed with
the family. Other children often refuse to play with his children and
even relatives hesitate to visit his home or enter his room. Even the
wastewater coming out of the house is viewed with suspicion and
neighbors complain about it. Even among the economically better off,
the person is usually given a separate accommodation and taken care
of by his family.
Women, especially widows of persons who have died of AIDS,
typically suffer more than men. If a woman is detected positive in the
husband’s house shared by her in-laws, the first thing she is expected
to do is leave his house with at least the nursing child and go back
to her natal home. Older children are taken care of by the husband’s
family. If she continues to stay, she is not allowed to enter the kitchen
and is forced to confine herself to a room without receiving proper
treatment. She is usually unemployed or employed as an unskilled
person, or helps her husband in his business. The husband rarely
rejects her and continues to visit her at her natal home. If they have
a small independent business, the woman’s situation is better than
compared to that of one living in a joint family. She has a better claim
over the family income and has better access to food and treatment in
the former case. In the latter case, she is usually driven out of her inlaw’s house, especially after her husband’s death, with no money or
any claim to his property.
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Thus stigma and the experience of social discrimination is a reality
if the positive status of a person becomes public knowledge. Yet, the
person involved in ‘high risk behavior’ is expected to voluntarily test
himself or herself. When a person is referred to the center for testing,
the first thing that is done is recording his personal details. If the
state assures there would be no discrimination and expects positive
persons to do certain things like voluntary testing, while the social
reality of a positive person contradicts these assurances, then what
does a positive person do? What type of social strategies she uses
becomes an important question. The study proposed to find answers
to these questions.

Conceptual Framework for the Study
Stigma

We need to understand what stigma is. Society establishes the
means of categorizing persons and the complement of attributes felt
to be ordinary and natural for members of each of these categories.
Social settings establish the categories of persons likely to be
encountered. When a person meets other people, first appearances
are likely to enable individuals coming in his contact to anticipate his
category and attribute, a ‘social identity’ and ‘social status’. Each of us
living in a society leans on these anticipations, transforming them into
normative expectations, and finally righteously presented demands.
When a person is reduced in our minds from usual to a discounted
one, there is a stigma, especially when there is a discrediting effect.
It constitutes a special discrepancy between virtual and actual social
identity.
There is always fear in the mind of a person suffering from stigma
that others will disrespect him because of something he exhibits or
discloses about his reality. He is always insecure in his contact with
other people. ‘I am inferior therefore people will dislike me and I
cannot be secure with them’. The stigmatized individual feels unsure
of how other ‘normal’ members of the society will identify him and
receive him. This discrepancy spoils his social identity. It has the effect
of cutting him off from society; he stands a discredited person facing
an unaccepting world.
Whether it is a visible mark or an invisible stain, stigma acquires its
meaning through the emotions it generates within the person bearing
it and the feeling and behavior towards him of those affirming it.
These two aspects of stigma are indivisible since they each act as a
cause and effect of the other. Goffman (1964), based on case studies
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of various stigmatized individuals, generalized their behavior and
created a conceptual framework which categorized the information
management strategies that were used by stigmatized individuals.

Techniques of Information Management

The conceptual framework proposed in the study takes into account
the sex conceptual techniques identified by Goffman (1964) in his
study of stigma, reconstructed through detailed studies on individuals
suffering from some stigma. The six techniques of information
management by the stigmatized person mentioned by Goffman in his
study of stigma are: denial, avoiding detection, concealing, creating a
core group of confidants, lying about the condition by passing it for
something less significant, and finally ‘coming out’ in the open with it
(D’Souza 1992). These are generalizations that Goffman made based
on studies of persons with physical handicaps and diseases.
Each of the terms needs to be defined precisely in every specific
context. Any predetermined definition of the techniques based on
the conceptual framework is not correct because we do not know at
the data collection stage if the conceptual framework indeed fits the
data generated. After some preliminary data collection and analysis,
it was found that five techniques reveal themselves in the case of
HIV-positive persons, while the sixth technique of ‘denial’ had to be
dropped. The operational definitions of the strategies of coping with
the stigma of HIV/AIDS by the discredited persons are:
1.
Denial: The very first strategy is denial. But for the present
study, we cannot consider this strategy as the infected persons
have already accepted their positive status and cannot deny
it to the interviewer either. One often comes across persons
at the HIV Testing Centers who are still denying their disease
and are in no state to talk about either themselves or about the
disease. Therefore, for practical reasons we have dropped this
information management strategy.
2.
Avoiding Detection: Avoiding testing for HIV to the extent
possible is a strategy used by a few people coming to the center.
Some five cases at the counseling center were referrals from
people suffering from TB, pneumonia or acute dysentery, which
could not be cured by conventional drugs.
3.
Concealing: There is enough awareness about the disease that
infected people realize that they may have it, but avoid getting
tested and hide it from every one. Two persons chose to go back
to their village, while others chose not to tell anyone about their
status so that they could lead a normal life.
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4.

5.
6.

Creating a Core Group of Confidants: A widely employed
strategy to handle the risk of being discredited, is to divide
the world into a large group to whom the infected person
tells nothing, and a small group to whom he tells everything
and relies on their help. The second group not only helps the
infected person, but also serves as a protective circle, allowing
him to think he is more fully accepted as a normal person than
in fact is the case. Those who share a particular stigma often
rely on mutual aid in ‘passing’ in a society. Most persons told
only selected kin persons, usually including the spouse. Only
a few in the initial stages do not tell their wives. These are the
only people who take the patient to treatment and on whom the
patient depends for help and support.
Lying About the Disease: Passing it for a less stigmatized one.
Most people use this as a technique for dealing with neighbors
by telling them the infection is something else, usually TB.
Coming Out: Revealing the status and network to create support
group. Tell any one who cares to ask and publicize it, like the
one positive person who is used by the medical doctor in the
Salvation Army Center to convince patients that having the
infection is not the end of life. This is especially the technique
that the MNP+ support group encourages. But in most cases it
was a forced ‘coming out’ as the employer forced the employee
to undergo annual medical check-up, including tests for HIV,
and the medical record is used for not re-employing the person.
This is a requirement for long-term contracts, especially for the
labor markets in the Middle East.

Having established that the five techniques (excluding 1 above)
indeed exist among the positive people, the next step was to identify
which of these techniques are predominantly used and in which
context by positive people.

Context of Social Interactions of Positive Persons

Positive people, at least at the initial stage of being positive, do not
look any different from others and live in the same society. Though
conceptually positive people are categorized as people indulging
in ‘risk behavior’, the socio-cultural and economic contexts of
interaction of positive people are no different than others. Therefore,
the family, kinship groups, social world and the economic world are
the same for positive people. These are identified in the following
manner:
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1.

2.

3.

4.

Immediate family with whom the social and physical space
is shared by the positive person on a day-to-day basis. These
include the nuclear family and the joint and extended family
with whom they live and share space.
Immediate neighborhood where the physical space is definitely
shared by the positive person on a daily basis. These are people
living in the surrounding areas with whom they share some
public space every day. They may or may not choose to have
face-to-face interactions with every one, but there are a few
people with whom they choose to interact socially at formal
levels.
Relatives and friends who may or may not share the physical
space, as in urban areas, but are part of the shared social
space either as kinship members or by association. These are
extended kinship ties and voluntary associations with friends.
These are people with whom the positive person has face-toface interactions and whom he meets at social functions.
Work area as the physical space shared with co-workers with
whom there is professional contact and where economic activity
takes place.

These are not watertight compartments of interpersonal relations,
but determine the dominant types of relationships of a positive
person.

Research Questions

Based on the conceptual framework, the four main research
questions were:
1.
Irrespective of the context of interaction between the positive
person and others, which is the most frequently used technique
of information management by positive persons?
2.
Which is the most frequently used technique specific to the
context?
3.
Which is the least frequently used technique irrespective of the
context?
4.
Which is the least frequently used technique specific to the
context?

Methodology
Point of Entry

The research involved enquiry into the sexual history and sexual
behavior of people, which was a difficult and delicate issue to talk
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to strangers. The added complication in this was the enquiry into
a much publicized and stigmatized disease. Any discussion about
the infection in public places is a taboo. Therefore, it was essential
to look for a social space where the positive person felt secure and
was willing to talk to the researcher (Pelto 1995). The positive person
feels vulnerable and uncomfortable talking about how she acquired
the infection. Therefore, it was decided that a testing and counseling
center would be a good point of entry. A researcher was selected for
her ability to know and understand the local language and dialects
(Pelto 1996). She was introduced by the technical person at the center
and his permission was taken first. Before the researcher even began
asking questions, she assured the person that he was free to quit
or refuse to answer any of the questions. He was assured that the
information would be confidential and would not be used for any
purpose other than research. In spite of this, about half the people
who were contacted refused to be interviewed.

Locale of Study

Mumbai city and its suburbs were selected as a place for the
study. It is the capital of Maharashtra and is an urban metropolitan
center. As such, it has a lot of industrial activity and migrant laborers
working in the factories. There are also better treatment facilities run
by government agencies - both municipal as well as state government
- for general medical treatment and for HIV treatment and counseling.
It is naturally divided into the island city, the western and central
suburbs and residents of each of these parts have a unique socioeconomic profile. The government institutional health facilities are
well spread out. There is enough NGO activity in the city. All this
made it an ideal locale for the study.

Selection of Centers

The study was conducted with persons coming to the counseling
center. There are a total of 29 HIV/AIDS counseling centers
established by various NGOs and the Government, where free testing
and counseling facilities are offered. All centers located within the
Mumbai Municipal Council (MMC) limits were visited and facilities
and information about the centers and their functioning were
recorded. ARCON run centers and two privately-run AIDS testing
and counseling centers, each representing the geographic spread of
the MMC limits, were covered in the study. One of the centers was
affiliated to a hospital and is also offering a treatment facility for AIDS
patients. 39 HIV-positives were interviewed per center.
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Typical Situation

The researcher visited one center daily, after consulting the
technical person in charge of the center for a convenient day when
she could meet the positive persons and when they were likely to
be in a mood to talk. As and when a positive person completed his
consultation with the technical person, the technical person introduced
the researcher and asked if she would be willing to talk to us. If they
were willing, we introduced ourselves and the nature of our research
focus, and then we began the conversation. The casual conversation
mode was adopted for data collection. Very often the conversation
meandered to topics not directly relevant to the research. We had to
gently steer it to the topic of our choice. We started with questions on
the onset of the disease, the various stages of infection, and the steps
taken by the positive person before the information about the positive
status was revealed to him. We then asked him how many people he
had informed about his infection. He usually listed out the names and
his relationship with them. We asked him to narrate how he broke
the news to the first person he spoke to. Then we asked him what he
told his neighbors, friends, other relatives and at his place of work,
especially if he took leave or stopped going to work, etc. Finally, it
ended with him asking us if we knew of someone who could change
him ‘from positive to negative’. Only three out of 39 respondents
could be interviewed twice in the same premises and so a consistency
check could be done to a limited extent. No one was willing to give
their address or workplace and they were all afraid that we might
come and visit them at these places. Most of them begged of us not to
do so.

Special Interactions

We also visited NGOs and organizations, and documented
the various types of initiatives taken by them to help HIV-positive
persons within the MMC limits. In addition, there are three other
types of activities taken up by various groups. Given the profile of
the HIV-positive persons and their families who come from skilled
labor, small business class or self-employed persons, loss or potential,
loss of the most productive earning member in the family is a grave
crisis. Support groups run by NGOs provide relief and rehabilitation
in the form of material goods and services, like providing ration cards,
inexpensive goods, finding employment for widows, or free treatment
for HIV-positive persons. We were denied permission to meet the
positive persons during their support group activities.
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An interdisciplinary forum, created and run by ARCON, helps
interdisciplinary researchers and activists to come together on
a common platform and review the need for new directions for
research. This group meets every Tuesday for nine months of the
year and has a pre-planned program of presentation. We managed to
attend their meetings for one full academic year. Lawyers, counselors,
psychologists, medical practitioners and biochemists discussed
a variety of topics and issues at the forum. But the emphasis was
more on intellectual stimulation among practitioners than hands-on
implementation, though many of the practitioners were themselves
treating AIDS patients in their private clinics and had set up AIDS
testing centers. This initiative is funded by the University of Texas and
hosted in the J.J. Group of Hospital premises, typically in the Venereal
and Skin Diseases building.
The third and the most important activity from the HIV-positive
person’s perspective is the support group, MNP+, which meets once
a month. It is an NGO formed by HIV-positive persons. This forum
claims to be a support group for HIV-positive people, of HIV-positive
people, and by HIV-positive people. The interaction between members,
observed in the three meetings attended by us, was constrained. They
might be meeting outside and sharing their experiences. However,
there appeared to be a divide between the founder members of the
group who were obviously from the affluent class and the others who
were not so well off. This forum provided an opportunity at least to the
office bearers, to be abreast of the latest information, and medication/
treatment for their advantage. In the fight against HIV, information
about medication is the key to survival. The people actively involved
in the group also traveled a lot and were given special training for
preparing research projects and writing reports. They had high selfesteem and confidence, which was not seen among people coming to
testing centers.
All these activities seem to indicate that a lot of information
exchange takes place between the activists and researchers working
on the HIV/AIDS topics.

Data Collection

Data was collected from four centers through face-to-face
interactions, using a partially structured schedule at the counseling
center. The schedule was memorized by the researcher so that the
interview could take the form of a conversation. Since the HIVpositive persons were already under tension, we initially tried to
record their conversation after taking prior permission; but we seemed
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to intimidate them in the process and they gave limited responses.
We, therefore, quickly abandoned the attempt and documented the
conversation immediately after the interview through recall. We
could do that easily, as the number of positive persons that one could
interview was limited to a maximum of two or three in a day.

Method of Analysis

The data collected was qualitative and we converted it into
categories of responses and reported the quantified profile of the
positive people interviewed for the research. This procedure of data
collection and analysis, therefore, took up much more time than
anticipated. The qualitative responses to information management
strategies were put in relevant categories and the findings reported
in a tabular form.

The Findings
Profile of the Study Group

The profile of the total of 39 HIV-positive persons interviewed for
the present study indicated that they were between 25 and 35 years
of age. This conforms to the state findings. Out of the 39 persons,
only 7 were women - of whom 6 were less than 30 years of age. The
remaining 32 were men above 25 years (Table 1). All women who
came to the center were either married or widowed, while 13 men
were unmarried. Most of the men were from the skilled labor force
and a few were white-collar workers from the service industry. The
men were working as electricians, cobblers, rickshaw drivers, drivers
and cooks. They all earned between Rs. 2,000-6,000 a month. Eight of
them were self-employed people. All of them had apparently been
detected as HIV-positive within the past one year to six years. No one
reported to be positive for more than seven years, even when they had
children older than seven years. All the men reported that they had
been visiting CSWs before marriage.
Table 1
Age and Sex Composition of the Sample
Age
Male
Female

25-30
14
6

30-35
14
1

35+
4
0
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At the center in the western suburb, the profile of the positive
persons indicated that they were skilled labor earning on an average
Rs. 3,500-5,000 a month. Most of them had learnt about their positive
status just one or two years ago, possibly because the center was new.
But one particular person, who knew of his positive status seven years
ago, said he was asked to come to the center by the doctor who was
treating him because it provided free medicines.
Persons visiting the government hospital-based center had known
about their status for more than six years. Most of them were menial
workers on daily wages or subsistence wages. Some even came to the
center for treatment from out-station. Persons visiting the center in
the southern tip of the city were mainly young and single men in their
late twenties. Some were even aspiring to go to the Middle East for
jobs. They said they could still go to Sri Lanka for short-term jobs. The
central suburbs and central city location attracted people from ethnic
groups, as people belonging to the groups ran them.

The Strategies Used

The techniques used by positive persons for information
management were divided into five categories: avoiding detection,
concealing, forming a core group to protect themselves from outsiders,
lying about the illness, and revealing their positive status to every one
they know. These techniques were studied in three social contexts the immediate family, among relatives and friends, among neighbors
and at workplace (Table 2).

Most and Least Frequent

•• The most frequently used technique by positive persons in all
circumstances is concealing (68 points).
•• The second most frequently used strategy was forming a core group
of confidants who protected them from the others (40 points).
•• Lying about the disease and passing it for less stigmatized ones
was the next most frequent strategy (26 points).
•• Avoiding detection by permanently migrating to their village or
not collecting the reports of the tests were strategies adopted by
some positive persons (16 points).
•• Coming out and voluntarily disclosing the information about the
infection was the least used strategy (6 points).
Except for one HIV-positive person, the employees through
compulsory annual medical check-ups forced all disclosures. Thus,
the three most frequently used techniques of concealing, core group
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formation and lying, account for 85% of responses by positive
people.
Table 2
Matrix Indicating Various Information Management Techniques
Used in Different Contexts
Avoiding
Detection

Concealing

Family
Friends/
Relatives
Neighbors

1

6

4

17

10

8

0

39

2

26

1

10

0

39

Workplace

9

19

0

5

6

39

16

68

40

26

6

156

10.25

43.59

25.64

16.66

3.84

Total
Points
Percentage

Core Lying RevealGroup
ing To
All
29
3
0

Sample
Size
39

Within Family

Within the family, the most frequently used strategy is forming a
core group of confidants that usually includes the wife who helps them
deal with the outside world. Twenty men out of 39 positive persons
used this as a strategy in the context of family. Only two respondents
had not informed their wives. Even if some wives had been forced to
leave their homes by their in-laws, they rarely lost contact with their
husband and continued to have a relationship with him, sometimes
even clandestinely. This reveals that the positive person least fears
rejection by family members due to the stigma attached to the
disease.
This was followed by concealing the status (6/39). One person
avoided detection by leaving the city. The ‘never used’ technique is to
come out in the open and admit to all members of the family.

Among Relatives and Friends

Among friends and relatives, concealing is the dominant strategy,
followed by 17 out of 39 people. This is followed by forming a core
group of confidants among friends and relatives. 10 out of 39 used
lying. Passing off the disease as a less stigmatized one was used by
10/39 people, and avoiding detection by severing contact was adopted
by 4/39 people. No one came out and revealed their discredited status
to all their relatives and friends.
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With Neighbors

Concealing the infection from neighbours was the dominant
technique adopted by 26/39 people. Only one person trusted his
neighbors enough to form with them a core group of confidants. 10/39
lied to the neighbours about their illness and 2/39 left the place of stay.
No one came out and revealed their status to all their neighbours.

At Workplace

At the workplace, forced detection and revealing of status was the
least common, with only 6/39 persons revealing this status to fellow
workers, that too because of the employer forcing the revelation on
the employee. Concealing is the most common technique, used by
19/39 people. No one used the core group formation technique at the
workplace and interestingly, 9/39 people chose to avoid detection
by never returning to the work force at all. Whenever possible, the
self-employed small businessmen handed over their business to some
relative to run it and casual laborers provided the employer with a
substitute and received a ‘rent’ in return.
Table 3
Ranking of Management Techniques Adopted in Different Contexts
Technique #1
General
Family
Friends/
Relatives
Neighbors
Workplace

Technique #2

Technique #3

Concealing
Core group

Core group
Concealing

Lying
Lying

Concealing

Core group

Lying

Concealing
Concealing

Lying
Avoiding detection
Avoiding detection Lying

To summarize, the overall dominant technique of concealing is to be
expected given the stigma attached to positive status. This is followed
by core group formation. Intra-group variations are revealing. The
positive person lies to these people only as a third option. She prefers
to form a core group in the family who knows about their status
and protects them against others. In a more removed social context
like friends, relatives, neighbors and place of work, they prefer to
conceal their status. Thus, concealing and lying in all the four groups
combined is the most frequently used technique by positive persons.
This clearly indicates the fear of stigma and discrimination faced by
positive persons.
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Discussion

This brings us back to the basic question of how positive people
behave in the socio-cultural and economic context.
•• Do people actually behave as per the government expectations?
•• Do they voluntarily test for HIV/AIDS?
•• Do they reveal their status to their sexual partners?
•• Do they seek treatment wherever possible?
•• Do they dare reveal their status to the employer?
•• Do they not get married and have children after their status is
known?
In reply to the first question, it is interesting to note that not even
one person (among those who had come to the AIDS Testing Center)
had come without being referred to by some doctor for an untreatable
ordinary illness like skin disease, diarrhea or TB. Thus, the expectation
of the state that people should come voluntarily for testing for HIV is
not met.
Do positive people reveal their status to their sexual partners?
Majority of our respondents had mentioned about their condition to a
core group of family members, including their spouse, by whom they
felt confident of being accepted, whom they could depend on, and
who could support them through illness. Only two people had not
told their wives.
Do they seek treatment wherever possible? Most of them claimed
they were taking ayurvedic medicines to keep themselves healthy
and to prevent themselves from losing weight and appetite. But no
one liked going to the government hospitals where they were treated
badly by the staff. They complained of discrimination even by trained
doctors.
Do they dare reveal their status to the employer or neighbors? No
one trusted their employers. 19/39 concealed their status, and 15 of
those who had to reveal their status avoided detection or were fired
from their job. There is still not enough public acceptance of positive
persons, as indicated by the 43/68 points given for concealing among
friends and neighbors.
Do they not get married and have children after their status is
known? This is a tricky question to provide a definite answer. Most
of the persons at the centers are married and some of their children,
usually the second or third child, are HIV-positive. Thus, for those
who are married and have children, the question is do they know of
their status before marriage. The answer to this is typical, “at the age
(at 17-18 years of age and before marriage) who knows about these things
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and preventive methods, etc? The ‘masti’ is enough of a motivation”. None
of the married respondents ever bothered to get themselves tested
before marriage. One pregnant woman came to know about her status
due to compulsory testing for HIV in government hospitals; was it
not the doctor’s responsibility to advise her husband? One person,
despite knowing about his status, got married and wanted to have
children only if they could be free of the disease. His justification was
‘I am the only grandson and I have a grandmother who is still alive.
She is longing to see my first-born son. So I had to get married and
have a child. I can afford to pay for what it costs to have him born free
of the virus. I have not told my wife as yet but I will explain it to her.
But I cannot let my grandmother die without letting her see the face
of my first-born child. I am also quite willing to make provisions for
my wife after my death.’

Policy Implications

These observations have significant policy implications. Firstly, the
issue of job security for labor in spite of laws against discrimination is
not assured; more firm and proactive measures need to be taken, like
job guarantee for a positive person.
The second aspect, dependence on the family by positive persons,
reveals that in the absence of more sensitive health care personnel and
lack of special facilities for positive persons, the burden of morbidity
and mortality of the positive person will be borne mainly by the family.
There are innumerable instances of discrimination against people
living with HIV/AIDS, viz., refusal of doctors to touch the patients
during routine medical examination, delay in treatment, and routine
testing done without written consent. One finds cases where even if
there is a slight suspicion that a patient requiring surgery may be HIVpositive, then often the patient is refused surgery, usually on some
false pretext. Positive people are often asked to pay more. According to
the law, state health care institutions/providers are obliged to provide
medical treatment to all persons in emergency and non-emergency
situations. Though the legal position is clear, positive persons have
had bitter experiences at hospitals about the behavior of the doctors
and nurses as soon as they learnt about their positive status. They
were not provided beds and had to lie down in the corridor for hours,
waiting for someone to attend to them.
The most important social context is the family context for a positive
person. Within the family, they prefer the technique of forming a core
group of confidants who would protect the knowledge about the
infection from the rest of the world. This has serious implications for
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the treatment of positive people. Given that a positive person fears
discrimination in almost all social contexts, except within the family,
the treatment for the infection to the extent possible is handled by
family members most effectively. Therefore, subsequent targeted
interventions should focus on involving the immediate family in
passing on the latest information about drugs and cost of treatments, so
that informed decisions can be made within the household. Therefore,
either there should be emphasis on facilitating treatment for positive
patients at home, or there should be special care facilities for positive
persons run by the state where the family can be involved in the care
and treatment of the positive person.
Last, but not the least, is the issue of stigma attached to a positive
person. In spite of education, information and awareness campaigns,
the stigma attached to the disease has not reduced and is feared by
positive people. People prefer to conceal, avoid detection or lie about
their positive status in most social contexts. Two solutions present
themselves:
1.
Promote more organizations like MNP+ and allow them to
have higher visibility in public spheres and media.
2.
Advertise the fact that AIDS has partial cures.
Life expectancy of the positive persons is on the rise due to
availability of retroactive drugs in the market.
We believe that the time has come to emphasize on the curative
aspects of HIV/AIDS and provide information about options and
treatment costs of these options. Especially, information on preventive
medicines available to reduce the risk of transmitting the virus infection
to neo natal babies is the need of the hour. Due to social compulsions,
positive persons get married, pass on the infection to their wives, and
they want to have children – mainly because children offer hope of
continuity and are seen as social security. Instead of ignoring this fact,
we need to help prevent spread of infection to the next generation by
ensuring they follow a proper treatment regimen.
Right now, no information is available to positive persons about
treatment, and more people would like to have this information from
reliable sources. Given this information vacuum, this lacuna is filled
by ‘quacks’ who make dubious claims. Therefore, the time is ripe to
provide more information about HIV treatment and its development
into AIDS. A major shift in ‘education and communication’, from
preventive measures towards treatment options is needed. Information
on the mix of drugs, their costs, life expectancy after positive status
with and without drug treatments, and how to avoid transmitting
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it to children born to infected parents is needed. This is especially
relevant due to the stigma attached to the disease, and also the fact
that professional care providers discriminate clearing the burden of
care for the patient on the immediate family. Therefore, it makes more
sense to offer more information on cure and care to the professional
care providers/immediate family.
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V.4

COMMUNICATION CAMPAIGNS FOR
DESTIGMATIZING HIV AND AIDS
Pradeep Krishnatray

Although most communicable diseases have ceased to be medical
crises because of availability of treatment, they continue to cast a
debilitating social influence on patients, families, and communities
(Sontag 1978). Public communication campaigns have played an
increasingly important role in mitigating negative psychosocial
consequences. Evaluations of campaigns have identified reasons
for failure (Hyman & Sheatsley 1947; Hornik 1988) and success
(Mendelsohn 1973; Rogers 1995), and have suggested measures to
improve their effectiveness.
This paper is not about what can be done to prevent AIDS or
manage its medical consequences, important though these issues are.
Rather, it is about what the ‘normal’ others do to those who develop a
‘spoiled identity’ because of the virus. More precisely, it is about how
public health communication can ‘treat’ the normals so that they do
not discredit those who are seen as having deviated from the norm.
In that sense, this paper is about understanding stigma and how
communication can be employed as a strategic tool to destigmatize
HIV and AIDS and those who suffer because of it and the norm.
The paper first reviews the literature relating to campaign effects,
especially with reference to AIDS-related knowledge, attitude, and
behaviour (KAB) - variables that have been identified as components
of stigma. It then proposes a conceptual framework based on the
attitude-behaviour relationship and builds scenarios that require
distinctive communication approaches to destigmatize HIV and
AIDS.
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Brief Note on Campaign Effects

Early campaigns were based on assumptions that communication
programmes, as a sole intervention, could perform a variety of
functions such as producing knowledge, empathy, revolution of
expectations, achievement motivation, and development (Lerner 1958;
Schramm 1964; McClelland 1966; Melkote 1991). If anticipated results
did not occur, the audience was often to ‘blame’ (Ryan 1976). Over
the last five decades, communication scholars have used a variety of
terms to characterise such audiences: from “chronic know-nothings”
(Hyman & Sheatsley 1947) to “laggards” (Rogers 1995).
However, since the 1960s, public communication campaigns have
been increasingly informed by a variety of theoretical perspectives.
Some campaigns have focussed on knowledge and awareness and
have measured increase in them as a criterion of success (Campbell
& Waters 1987); some have emphasised changes in attitudes (Petty
& Cacioppo 1986); still others have aimed to alter their behaviour
(Rogers & Storey 1987). Some persuasion researchers have explored
motives to explain attitude change (Aronson 1968; Schelenker 1982).
Other psychological researchers have studied mass mediamediated persuasion. Sherif & Hovland (1961) emphasised a twostep judgemental process in which the receiver first evaluates the
central arguement of the message, and attitude change occurs after
judgement is made. Fishbein & Ajzen (1975) considered intentions to
be the critical determinants of behaviour. Chaiken (1979) highlighted
the attributional aspects of persuasion. McGuire (1989) reconfigured
the Lasswell model into a sequence of 12 steps that culminated in
attitudinal consolidation.
An important intellectual contribution to the communication
campaign theory was the diffusion of innovations model. Between
1962 and 1995, diffusion-based research expanded across nations
and disciplines. The profusion of research activity resulted in 4,000
publications. Rogers (1995) stated: “No one field of behaviour science
research represents more effort by more scholars in more disciplines in
more nations” (p. xv). During this period, the model metamorphosed
from a top-down and linear (“classical”) model to a “convergence
model” of communication characterised by information-exchange
among participants (Rogers 1995, pp. 6-7).
The classical diffusion model was widely applied to public health,
family planning, and agricultural development in many countries
including India. An early specific application of the diffusion research
was the “KAP” (Knowledge-Attitude-Practice) studies. These studies
provided a practical and flexible framework to implement and
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evaluate the effectiveness of development programmes. KAP surveys
helped identify the “KAP-gap”, i.e., the relative difficulty in changing
behaviour, despite knowledge gain and attitude change. With the
exception of a family planning field experiment in Taiwan, most KAP
studies were “dismal” (Rogers 1995, p. 70). The author pointed to the
continued paucity of field experiments based on pre- and post-test
control design to evaluate campaign effectiveness. It is ironic that
lessons learnt from public communication campaigns during the
diffusion era of the 1960s and 1970s were not recalled when HIV/
AIDS, and the socio-psychological phenomena associated with it,
became a public health issue two decades later.

Evaluating Stigma

One socio-psychological phenomenon that has occupied
researchers, particularly with reference to HIV/AIDS, is stigma.
According to Goffman (1963), stigma is an attribute that is deeply
discrediting within a particular social interaction (p. 3). It influences
the behaviour of both the participants (the normal and the other) in a
social interaction.
Based on Jones et al. (1984), AIDS-related stigmas affecting social
interaction can be ordered along six dimensions:•• The first dimension of concealability refers to the hidden or obvious
condition of stigma. Visible conditions attract high stigma, whereas
conditions low on visibility permit the bearer of stigma to interact
with greater ease.
•• The second dimension on which stigma differs is its level of
disruptiveness (or obtrusiveness). Disruptiveness can be thought
of as characteristics that make social interaction uncertain or
awkward for the participants.
•• The third dimension of aesthetic quality of stigma refers to how
physically unattractive the signs of disease may be. Physical
disfigurements that appear repellent, ugly or upsetting evoke
more stigma.
•• The fourth dimension is the condition’s origin. The extent of
interaction depends on how responsible a person is held to be for
the stigmatizing condition.
•• The fifth dimension is the course of stigma over time. Interpersonal
contact is less with those whose condition is perceived as
irrecoverable.
•• The sixth and final dimension on which to locate any stigma is
perceived peril, i.e., the extent to which others feel physically,
psychologically or morally threatened by the stigmatizing
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condition. Social interaction (behavioural involvement) is avoided
with those whose condition is perceived as risky for physical or
social well-being.
Despite such theoretical clarity, evaluating stigma has posed
some conceptual and methodological challenges. The conceptual
challenge relates to the ambiguity surrounding the term itself.
Goffman (1959) proposed that stigmatized people share a common
experience in social–behavioural interaction. The methodological
implication of such a proposition is that stigma is a unified factor,
a global term. However, Spicker (1984) argued that stigmatization
refers to a diversity of experiences and attitudes and stigma can be
understood as a “pattern of ‘family resemblance’, which defines
similarities between related clusters of factors” (p. 174). Volinn (1983)
pointed to the need to disentangle the global term into its attitudinal
and behavioural components. Tausend (1980) provided support for
such an analytical approach when she showed that responses to the
two components were more predictive of behaviour than the global
concept. Significantly, such an approach allows exciting theoretical
possibilities of understanding health-related stigma and designing
practical communication strategies to destigmatize diseases.
A comprehensive investigation of the social psychological
antecedents of AIDS-related stigma was done by Herek & Glunt (1993).
The researchers first administered a questionnaire that determined
knowledge about AIDS transmission, attitude toward AIDS policy
and gay men. The subsequent national sample survey was a modified
version of this questionnaire and included additional attitude items.
The researchers found racial differences in responses. Analysis of
variances showed that black respondents were more likely than
whites to determine risks due to casual contact and endorse “coercive
AIDS-related policies” and “pragmatic AIDS-related policies” (p. 244).
Regression analysis indicated that overestimating the risk of casual
contact was the main predictor of support for coercive policies between
both the ethnic groups. It revealed two separate but uncorrelated
cognitive domains: the coercion/compassion (or the stigma factor)
and the pragmatism/moralism factor. Combining the two dimensions
produced four categories of societal responses:•• Compassionate secularism (support for free distribution of
condoms and opposition to quarantine).
•• Compassionate moralism (compassion for people with AIDS but
opposition to prevention programmes not based on abstinence
from sex and drug abuse).
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•• Punitive moralism (support for coercive policies and opposition to
pragmatic programmes).
•• Indiscriminate action (support for both pragmatic and coercive
action).
Unlike Herek & Glunt, Kelly et al. (1987a, 1987b) focussed their
study on the behavioural component of stigma. They constructed
a prejudicial evaluation scale that contained items such as: Mark (a
hypothetical person with AIDS) should be quarantined, deserves to
lose his job, deserves to die, etc. However, they also constructed a social
interaction scale that described seven routine social/conversational
events that mainly measured intention to interact (If you were his
landlord, would you renew Mark’s lease to the apartment; attend a
party where Mark was present, where Mark prepared food; willing to
work in the same office with Mark, etc.).
Link et al.’s (1988) operationalisation of stigma was based on
hospital residents’ practices, actual as well as expected, in the treatment
of AIDS patients. Their instrument elicited information about the
number of patients cared for, beliefs about occupational transmission,
degree of concern about personal risk for contracting AIDS from
patients, and the potential effect of such concern upon current and
future clinical practices. Pleck et al. (1988) measured negative attitudes
of professional and technical-level health care workers by developing
scales with items concerning perceptions of AIDS and physical and
social contact with AIDS patients.
It is thus seen that AIDS stigma-related research has tended to either
emphasise one component (behaviour/practice) or a combination
of any two components: knowledge-attitude (or perception) or
attitude-behaviour. The next two sections present an overview of
research organised around axes of knowledge-attitude and attitude
(perception)-behaviour with particular reference to HIV/AIDS.

Knowledge-Attitude Axes

Tied to the biomedical model, public health communication
campaigns have either emphasised transmission of information
or particular types of information such as preventive messages
(Koop 1986). Based on notions of reasoned action, such campaigns
have assumed knowledge as a prerequisite for changes in attitude
(and behaviour). Research has shown overall increase in awareness
about diseases (Kegeles et al., 1988; Hingson et al., 1990). However,
persistence of misconceptions despite high, correct, and increased
knowledge has been observed (Sherr 1987; Hingson et al., 1990; Rao et
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al., 1996). On other occasions, increase in knowledge has been found
to be short-lived.
Effectiveness evaluations of public health campaigns have
examined the association between knowledge and attitude/perceived
risk. Pre-test and post-test after an intervention in a Seattle urban
high school showed significant increases in knowledge about AIDS
and attitudes toward AIDS patients (Miller 1988). However, in some
instances, increased or accurate knowledge was not accompanied
by changes in attitude or behaviour (Sherr 1987; Blendon & Donelan
1988; Stimson et al., 1988). Still, in other cases, greater knowledge was
associated with greater empathy towards AIDS victims. Knowledge
was found to be an important predictor of attitude to persons with
AIDS and a better predictor of fear of AIDS than age, race, and gender
(Royse et al., 1987; Ndeki et al., 1994; Melkote & Goswami 1996). Less
knowledge was associated with greater perceived risk (DiClemente
et al., 1988; Landefeld et al., 1988). Sometimes, knowledge produced
attitudinal change in the opposite direction (Gatherer et al., 1979;
Valencia 1986; Franzini 1993).
Differences in levels of knowledge have been observed in terms
of demographic characteristics. Whites were more knowledgeable
than blacks, and blacks were more knowledgeable than Latinos about
the cause, transmission, and prevention of AIDS (DiClemente et al.,
1988; Chitwood et al., 1991). Blacks and Latinos were twice as likely
as whites to have misconceptions about casual transmission of AIDS.
Other studies found no difference in fear of AIDS among white, black
and Hispanic students (Negy & Webber 1991).

Attitude-Behaviour Axes

Most public health communication models include risk as a critical
factor in influencing behaviour. However, little is known about the
role of perception of risk in the destigmatization process. Is perceived
risk influenced by knowledge? Or does contact between patients and
non-patients lower perceived risk for contracting HIV/AIDS?
Preventive health campaigns have often assumed knowledge as an
important determinant of perception of risk (Prochaska et al., 1990).
Wildavsky & Dake (1990) found that cultural biases, operationalised
as individualism, egalitarianism, and hierarchy, were best predictors
of technological risk perception. The researchers concluded:
Knowing what sort of perceptions come from which kind of
people may allow for practical applications of cultural theory
in a variety of policy contexts. . . Since cultural theory generates
clues to the propensities of those with various worldviews to
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underestimate or overestimate specific kinds of risks, it can be
used to tailor educational programs– say cigarette and alcohol
warnings– to the plural rationalities represented in the general
public (p. 57).
The relationship between perceived risk and health behaviour has
been extensively investigated using the health belief model. Although
various modifications have been proposed since its inception, the
model essentially pertains to a set of health cognitions concerned
with perceived susceptibility, perceived severity, the perceived value
(efficacy) of action for reducing the threat and barriers to the action. It
has also been suggested that if these beliefs are above some threshold,
action to counteract the perceived risk is likely particularly when
conditions permit. In addition, Rosenstock (1974) indicated that a cue
was necessary to trigger action.
However, the results of studies using health belief model have tended
to vary according to the nature of behaviour, the degree of perceived
risk, the specificity of the belief concepts, and the operationalisation
of health belief variables. Rosenstock (1994) pointed out: When
reviewing research examining a susceptibility-behaviour association,
we found very mixed results. In a longitudinal study of gay men’s
AIDS-protective behaviour, Aspinwall, Kemeny, Taylor, Schneider &
Dudley (1991) found decreases in numbers of sexual partners chiefly
among seronegative men, who had earlier perceived themselves to
be at risk of contracting HIV. Cross-sectional studies also have found
significant susceptibility-behaviour associations. Countering these
studies are a number of longitudinal and cross-sectional studies.
According to Kirscht (1988), cognitive models such as the health
belief model are more appropriate for non-repetitive behaviours, and
they play an important role only when decisions to change behaviour
are made. Some studies showed the effects diminishing over time
(Becker & Joseph, 1988) or non-existent (Cleary et al., 1986). Shaw &
Palco (1986) argued that HIV education programmes are not taken
seriously in areas where the incidence of infection is low. They called
for educational strategies that emphasise decision-making and risk
evaluation. However, DiClemente et al. (1986) found that sustained
information campaigns even in areas of high incidence of AIDS
produced no significant difference among school children. Simkins &
Kushner (1986) found that fear of AIDS resulted in little behavioural
change among Kansas City students between two surveys. Silverman
(1986), however, reported that communities at risk responded
positively. The incidence of rectal gonorrhea among gay men declined
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75 per cent between 1980 and 1984. McKusick et al. (1985) found
concern about AIDS to be a strong predictor of behavioural change.
Keeter & Bradford’s (1988) study amongst gay men corroborated this
finding. In Tanzania, actual risk of AIDS, and not self-efficacy and
perceived risk, was the most powerful predictor of adoption of AIDS
prevention practice (Rao et al., 1996).
Health perception studies have distinguished between perceived
risk of infection for others and personal estimation of risk. Previous
research has indicated that people tend to underestimate their own
risk. Burger & Burns (1988) found that although sexually active
undergraduate female students appeared to be aware of factors that
cause pregnancy, they perceived their own chances as less likely than
average female students at the school. Avis et al. (1989) found that
56 per cent of respondents rated their risk of heart attacks as lower
than average. Similar findings have been reported from other health
domains such as cancer, smoking, and AIDS (Weinstein 1980; Perloff &
Fetzer 1986; Timmins et al., 1994). This phenomenon of people rating
themselves as significantly less likely than others to risk has been
variously termed the “illusion of unique invulnerability” (Perloff &
Fetzer 1986) and “optimistic bias” (Weinstein 1980).
However, research also shows that people tend to overestimate
personal risk. Over 40 per cent of 1,460 Chicago respondents considered
themselves at risk for developing AIDS. More importantly, Asian
Americans perceived themselves at greater risk than other racial/
ethnic categories of respondents even though the incidence of AIDS
among them is low (Prochaska et al., 1990). Overestimation of risk for
contracting AIDS has been shown to affect medical personnel. Fortyfive per cent of the professional nursing staff were fearful of eating in
a particular restaurant which had a waiter with AIDS, and 54 per cent
were fearful of attending a particular party where one of the guests
had AIDS (D’Augelli 1989). Such excessive and unrealistic assessment
of personal risk has been termed “stigmaphilia” (Goffman 1963) and,
in the case of specific illnesses, “leprophobia” (Skinsnes 1968), and
“AIDS phobia” (Jager 1988), or “FRAIDS” (Fisher 1986).
Studies conducted to examine the relationship between perceived
risk and objectively measured probability of risk has found differences
between the two concepts. Contrary to what statisticians suggest,
people have higher personal risk of dying in an accident than from
diseases (Slovic et al., 1979). Using a logistic risk model for heart
attacks developed by the new Carter Center Healthier People HRA
programme, Avis et al. (1989) found that 42 per cent of the respondents
underestimated their risk (optimistic bias). However, 18 per cent of the
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sample overestimated risk. Overestimation bias was also seen in an
AIDS study that compared single-encounter risks with risk estimates
based on public health data (Linville et al., 1993). The latter indicated
that the probability of a woman’s risk of HIV infection from having an
intercourse once with an infected male partner, not using a condom,
was about 1 in 500 (0.2 per cent). The study found the perceived
risk to be 50 per cent for females, and 35 per cent for males. The
researchers called for greater specificity in instrument construction so
that responses based on single-encounter risks could be distinguished
from those based on multiple-exposure risks.
Various explanations have been offered for the observed
discrepancies between knowledge and perceived risk on the one
hand, and perceived risk and behaviour on the other. Rogers (1995)
proffered that individuals do not perceive the relative advantage
of preventive health behaviour. Freimuth (1992) concluded that
knowledge is a necessary but not sufficient condition for behavioural
change. Freudenburg (1988) suggested that unlike experts who often
discuss risk in probabilistic terms, most people lack the training to
comprehend factual or statistical information. In the presence of
difficulties posed by such knowledge, people either misconstrue
research findings or use readily available communication shorthands
as intuitive devices, socially constructed images and stereotypes to
classify cases and events (Douglas 1985). Markova (1992) related
the discrepancy to the fundamental paradox between scientific
and social representational knowledge. While the former is cold,
objective and distant, the latter is intimately linked with individual’s
social and daily life experiences. Suchman (1965) explained the
disagreement between the two ideologies by relating them to social
group structures. According to this view, people’s attitudes and
orientations are acquired through structured social relationships
and the lack of behavioural change (compliance, for instance) can be
understood as a mistrust of medical system that denies participation
of laypersons.

Insights Gained From the Review

The need to deal with stigma first. Although public health
communication strategies have identified the need for behavioural
interaction between the community and the patient, the need to
destigmatize the disease and the person suffering from it first was
perhaps never so clearly and definitively articulated. The realisation
that destigmatization is a necessary precondition for control and
eradication programmes to become effective, is fairly recent.
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Stigma, cure, and community. It is often the case that medicine
helps mitigate illness-related hopelessness. But cure does not
necessarily eradicate stigma. And social psychologists’ ‘impression
management’ or coping strategies may empower the stigmatized,
but these efforts hardly address the issue of destigmatization. In both
the cases - medicine as well as social sciences - the unit of analysis
and attention has traditionally been the patient. Perhaps, for the first
time, communication campaigns shift attention from the patient to the
community.
Stigma is amenable to communication management. One of the
important social psychological contributions to destigmatization
of relevant health contexts is the suggestion that stigma is a threedimensional construct comprising knowledge, attitude/perception,
and behaviour. In the case of HIV/AIDS, this translates into knowledge
of transmission and prevention, perception of risk, attitude towards
HIV/AIDS and persons with AIDS, and behavioural involvement
with them.
Knowledge is a necessary but not sufficient condition for change.
Evidence from various stigmatized health contexts (TB, leprosy,
epilepsy, cancer, abortion, etc.) has shown us that the correlation
between knowledge and attitude on the one hand, and knowledge
and behaviour on the other, may not be high and positive. This has
two clear implications for campaign planning: (i) Campaign managers
cannot rely on mass media alone to bring about significant gain in
knowledge among different segments of the population. (ii) Managers
also need to examine the source (expertise versus attractive), message
(one-sided versus two-sided presentation of arguements), and media
(media mix strategies) characteristics to strengthen knowledgeattitude and knowledge-behaviour linkage.
Attitude-behaviour relationship is more important for AIDSrelated communication campaigns at the present juncture. It is safe
to assume that AIDS-related knowledge is moderate to high among
different (but not necessarily all) sections of the society. In any case,
high knowledge with no significant change in attitude and behaviour
is the least effective situation from a practical standpoint. The crux
of the problem, therefore, is the degree and direction of the attitudebehaviour relationship. People either have a coercive or compassionate
attitude towards persons with AIDS. They exhibit low or high social
interaction (behaviour) with them. To create conditions conducive for
destigmatization, AIDS communication strategies need to get normal
people to show a more compassionate attitude as well as a high level
of interaction. How can a communication campaign enable this?
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The weight of the evidence in literature indicates that attitude
and behaviour are, on the whole, positively related. But this attitudebehaviour consistency holds at the aggregate level. Such consistency
is not borne out in a case-by-case analysis. This leads to attitudebehaviour discrepancy. Such attitude-behaviour consistencydiscrepancy produces four scenarios. The first two are consistency
scenarios where the direction of relationship between attitude and
behaviour is either positive or negative. For instance, some smokers
may have a negative attitude towards cigarette smoking and may
not smoke (positive relationship), while others may have a positive
attitude towards smoking and may smoke. The other two are
discrepancy scenarios where the direction of the relationship between
attitude and behaviour is in the opposite direction. To continue with
the smoking example, there could be some smokers who may have a
negative attitude towards smoking but still smoke (cannot give up or
because of peer pressure), while others may have a positive attitude
towards smoking but may not smoke.
This general conceptual framework can be applied to HIV/AIDS
with some modification. Informed by our review of literature, we will
replace the negative-positive attitude with coercive-compassionate
attitude. Similarly, the two aspects of behaviour will be low and high.
Table 1 shows the four attitude-behaviour consistency-discrepancy
scenarios as applied to HIV/AIDS. Each scenario suggests the most
likely communication treatment required to deal with the scenario.
Table 1
A Typology of Communication Treatments for AIDS Destigmatization
Behaviour (Interaction & Involvement)

A
T Coercive
T

Low
(1)
Enforce 
legal rights of HIV+

High
(2)
Educate

(3)
Motivate
for interaction

(4)
Reinforce
commitment

I
T
U Compassionate
D
E

Scenario 1 is an attitude-behaviour consistency situation. People
exhibiting such consistency may seek segregation (must be quarantined)
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of persons with AIDS and may even demand punitive action against
them. Moreover, their level of involvement or interaction is minimal
or non-existent. The scenario assumes that negative (coercive) attitude
inhibits high behavioural involvement (social interaction). The focus
of communication campaigns should be to support legislation that
protects the rights of persons with AIDS.
Scenario 2 is an attitude-behaviour discrepancy situation. A
coercive-high behavioural situation assumes that high behavioural
involvement produces a coercive attitude towards AIDS (or persons
with AIDS). People exhibiting such a discrepancy (doctors, nurses, etc.)
have role-based interaction with patients. They tend to overestimate
personal risk of contracting infection and seek specialised facilities,
training, and incentives to protect themselves against perceived
threat. Education-based (safety) communication approaches may be
the preferred mode to deal with this discrepancy.
Scenario 3 is again a potentially attitude-behaviour discrepancy
situation. People exhibiting such a discrepancy are morally or politically
inclined to help persons with AIDS, but they may not interact with
them or, in any case, their extent or intensity of interaction may fall
short of expectation. Motivational approaches that facilitate contact
with patients and impart skill-based training may enable them to get
out of the compassionate-detachment situation.
Scenario 4 is an ideal compassionate-involvement situation for
HIV/AIDS destigmatization. The attitude-behaviour relationship
is consistent and in the positive direction. Involvement with AIDS
efforts could occur in a variety of ways ranging from individual
initiatives to institutionalised social support mechanisms. Examples:
NGOs, social workers, advocacy groups, and other concerned citizens.
Participatory communication approaches that reinforce commitment,
reward behaviour, and promote volunteerism may be more useful for
this scenario.
Table 2 presents detailed communication characteristics of the four
scenarios.
The conceptual model and the description of each scenario must
be considered tentative at this time. However, the model reiterates
the need to design specific communication programmes to meet
the imperatives of a scenario. The scenarios, by themselves, are not
exhaustive. For instance, structuralists who primarily see HIV and
AIDS as a development issue are not located in the model. So are those
who champion the rights of the gay community. It will be interesting
to explore how they propose to deal with community norms that
marginalise those who do not conform to it.
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Table 2
Description of the Four Attitude-Behaviour Scenarios
Communication
Characteristic

Scenario 1

Scenario 2

Scenario 3

Scenario 4

What to do
(Focus)

- Enforce

- Educate

- Motivate

- Reinforce

How to do
(Strategy) General

- Mandatory
rules
- Counterpropaganda

- Reassure
- Sensitise

- Modelling
- Create
opportunity

- Reward
- Recognise
- Support

How to do
(Tactic) - Specific

- Warn
- Confront

- Engage
- Negotiate

- Train

- Use as role
model

Who are they
(Segment)

- Religious
groups

- Doctors
- Nurses

- Concerned
citizens

- NGOs, etc.

What’s their
orientation

- Moralist

- Realist

- Secularist

- Idealist

What’s their
perceived
personal threat

- High

- High moderate

- Moderate low

- Low

What’s their
nature of
interaction

- Casual

- Role-based

- Casual

- Ideologybased

What’s the effect
of their
orientation
What do they
fear
What’s the main
arguement

- Patients shy
- Administraaway; hide;
tive action
avoid
- Self-stigma
- Social/moral
disorder
- Infection
- Decadence
- God’s wrath
- Segregation
(for safety
- Protection
of others)

Keywords used

- Sin
- Culture
- Danger
- Abstinence

- Cure
- Care
- Prevention
- Medicine

What’s their
belief

- They defied
the law of
God and
incurred his
wrath…
- They
deserve it.

- I care for
them, and
I will… but
I am worried
about my
well- being.

- Awareness
- Openness
created

- Transformative
influence

- Uncertainty - Courtesy
- Commitment stigma

- Respect

- Integration

- Justice
- Education
- Sexuality

- Dignity
- Self-respect

- They need
support…
I wish I
could do
something
for them.

- Life, despite
illnesses, must
be treated with
dignity.... And
society must
ensure this.
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Public health communication campaigns have tackled a variety of
health contexts from different theoretical perspectives. But with new
diseases showing old diseases’ social syndromes (leprosy and AIDS,
for instance, show similar socio-psychological characteristics), it is
necessary to get back to basics. This paper attempts to do just that.
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V.5

CONTRADICTIONS OF AIDS PREVENTION
IN NEPAL: A CASE STUDY IN THE
POLITICS OF DEVELOPMENT
COMMUNICATION
Stacy Leigh Pigg

This paper is a case study of an early AIDS prevention program in
Nepal to invite reflection on the gap between program rationales and
the daily dilemmas of program implementation. It examines how the
content and approach of an AIDS awareness campaign of the early
1990s took form as donor-led technical assistance and was put to use
by Nepali NGOs. In the decade since this early program was launched,
AIDS prevention activities in Nepal have expanded and grown more
complex as skills, funding, and public awareness have increased. AIDS
activism and intervention efforts foster an orientation towards the
future and a focus on garnering resources to meet the next challenge.
This is as it should be. Yet it is worth pausing to look backwards in
order to consider how the pathways of outreach work have come to
be the ones traveled, how the content of AIDS messages come to be
standardized in a certain form, and how points of intervention in the
epidemic have been prioritized.
We know a great deal about the contemporary history of AIDS in
western industrialized nations and the politics of resource allocation,
social control, stigma, and marginalization that have shaped what
AIDS “is” in these nations.1 For countries of the resource-poor south,
however, analyses of the broader historical and socio-political context
of both the epidemic and the response to it remain rare. The focus is
on disseminating an already formed template of accepted facts about
HIV and implementing international public health wisdom for AIDS
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intervention strategies. In South Asia, health planners and activists,
together with the public at large, have encountered AIDS through
the mediation of a well-consolidated international AIDS expertise. In
Nepal, most notably, a burst of well-funded, high profile, concentrated
AIDS awareness programs in the early 1990s came to the country
well before the epidemic itself. Thus, the national experience of AIDS
came primarily through acts of communication and representation,
rather than experiences of suffering (or reports of others’ suffering).
This was a situation quite different from that of the United States,
Haiti, or East Africa, for instance, in the 1980s, when scientific and
clinical knowledge was evolving rapidly and intervention strategies
were formed in a context of crisis. I argue here that to understand
and evaluate the effects – both intended and unintended – of various
prevention efforts, it is important to consider not just the documented
aims and content of these efforts, but also the more subtle ways that
such programs set agendas in a wider, but regionally specific, context
of program delivery mechanisms and class relations.
In 1993, the American Foundation for AIDS Research (AmFAR)
chose Nepal as its research site for an experiment in AIDS prevention.
AmFAR funded 16 non-governmental organizations (NGOs) for two
years to “develop appropriate and effective responses to the threat
of AIDS” (Hannum 1997: p. 30) with the understanding that these
responses might include broad strategies of community development
to address problems of economic inequality and social marginalization.
AmFAR’s approach was inspired by a then newly articulated model
of AIDS prevention that emphasized the social conditions underlying
vulnerability to HIV infection, an approach that stood in contrast to
the narrow focus on individual behavior change that had dominated
responses in the first decade of the epidemic in the West. The AmFAR
program provides a particularly clear window on to the formation of
Nepali responses to AIDS precisely because its vision was so socially
progressive.
When the “social vulnerability” approach was operationalized
in projects designed by Nepali NGOs, its critical impetus was
unintentionally thwarted. The actual activities, set in motion in the
name of AIDS prevention, had embedded within them the politics of
development – in the tensions surrounding donor priorities, in the
operations of NGOs in the Nepali context, and in the interactions
between NGO workers and the people they intended to reach with
their programs. These politics of development are not unique to AIDS
prevention programs, but, in the case of AIDS, they influenced how
and why particular groups became identified as especially “at risk”
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for a stigmatized sexually transmitted disease.2 The practices that
evolved during the AmFAR program in Nepal (1992-1995) invite
reflection on the ways that international social welfare agendas
become intertwined with the contextually specific political processes
implicit in the delivery of development.
Local responses to AIDS are typically seen as spatially constrained,
parochial end points where international know-how bumps up against
local prejudices, bureaucracy, and misconceptions. In this chapter,
I view the approach to AIDS prevention that arose from AmFAR’s
Nepal “experiment” as an outcome of the complex connections and
multiple relations among donors, elites, communities, government
leaders, international activist networks, and institutional structures.
The seemingly straightforward triadic picture of the funder, NGO,
beneficiary community – with the linear trajectory from plan to result
it implies – dissolves into a more disparate (though not disorganized)
set of expectations, motives, and desires that are formed within a
constellation of pressures and constraints. What actually happens in
a project always goes beyond the intentions of the organizations that
plan and execute it (Fisher 1997).
Seeing “development” in this way allows me to ask how the structure
of international development might itself enter into the politics of
AIDS, where blame, stigma, and discrimination so dramatically
influence societal responses to the epidemic and to individual suffering.
What are the implications – in Nepal, or elsewhere – of refracting
AIDS prevention through the development apparatus? This is not a
question of how “western” values are imposed from the outside on
Nepalis; it is a question about how variously positioned Nepalis act
and interact in and through a field constituted as development. Not
a global monolith, this field is a set of place-specific forms that have
emerged through a history of engagement in a web of global exchanges
mediated by the nation-state.3 The development apparatus is a loosely
integrated complex of international and national institutions, planning
rationalities, and ideologies of social and economic transformation
that are associated with flows of funds and expertise from North to
South. In nations like Nepal, where the development apparatus looms
large in public life, development also spills over from the institutional
arena of policy and programs, and becomes a feature of local contexts
of everyday action and meaning. In Nepal, the public has encountered
the very idea of AIDS as a social and medical problem through the
mediation of this development apparatus. I argue here that this
matters. Local NGOs are not simple conduits for progressive AIDS
prevention strategies. Embedded as they are in the specifically Nepali
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development apparatus, NGOs may inadvertently perpetuate the
very conditions their programs are intended to improve.

AmFAR

The story of what actually happened under the AmFAR program
in Nepal is a story of the tensions around donor-funding, a story about
the NGO scene in 1990s Nepal, and a story about the interpretation
of AIDS, with the assignment of blame and responsibility this
interpretation implies. At a time when official statistics in Nepal
recorded a mere 114 cases of HIV infection ever, 180 NGOs evinced
an interest in devoting themselves to HIV/AIDS prevention. The
NGOs funded by AmFAR were seduced into an interest in AIDS
because AmFAR asked them to address AIDS by providing funds;
when they began their projects, they lacked the historical commitment
to AIDS-related social struggles that motivated AmFAR’s US-based
directorate. The highly publicized AmFAR program raised many
hackles in the tight-knit development industry in Nepal because of
its unconventional way of managing its relations with both the NGOs
and the government. AmFAR, some observers thought, was dangling
too much money, with too few restrictions on its use, in front of NGOs
that in many cases had little experience in program delivery. AmFAR
was considered by some to be arrogant towards government officials
and naïve in relation to the opportunism of Nepali NGOs. Some of the
organizations that had to work with AmFAR felt that the New Yorkbased directorate was inappropriately micro-managing the program
from a half a world away, without any real grasp of Nepali conditions.
When AmFAR abruptly withdrew its funding, due to a budget
shortfall, two years already into an operational projected three-year
program, some observers felt this merely confirmed that AmFAR was
running rough shod over Nepali lives in pursuit of its own agenda.4
The criticisms directed at AmFAR’s high profile program are not easily
separated, even in retrospect, from widespread feelings of discomfort
at elevating AIDS to the cherished status of legitimate development
activity. If AmFAR was seen by some as somehow more imperialistic
than other donors, it was partly because the AIDS issue itself was seen
by many as not particularly relevant to Nepal.
AIDS was seen in Nepal at the time (1992-1993) as an essentially
foreign disease, linked to immoral sexual activity that largely evoked
fear, disgust, or morbid fascination. To the extent that people had heard
of AIDS, many felt that traditional Nepali social values would protect
the country from the epidemic. There was almost no appreciation of the
implications for Nepal of known epidemiological patterns and even
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less grasp of the extent of myriad practices through which HIV could
be transmitted. The few AIDS awareness messages being produced
in the late 1980s and early 1990s tried to instill fear about this “new
and fatal disease” without providing much concrete information
about transmission or prevention. Fear about AIDS entering Nepal
centered on foreigners and, especially, prostitutes returning to Nepal
from India. The role of Nepali men in chains of transmission was (and
continues to be) effaced.
The AIDS epidemic has been gendered female in countries
where heterosexual transmission of HIV has been the main focus of
prevention efforts, much as AIDS was figured as a “gay disease” in
North America. Recognition, from a public health perspective, that
women are biologically and socially more vulnerable to HIV infection
intertwines with an overwhelming tendency, in popular views, to
demonize sex workers or other supposedly sexually “immoral”
women as dangerous and diseased. A conundrum for intervention
arises: to focus resources on women and AIDS, as necessary, tends to
reinforce the widespread sense that AIDS is women’s problem, taking
the spotlight off the roles and responsibilities of men. AIDS in Nepal
now carries some class and racial connotations as well as those of
gender.
In advancing the capacity within Nepal to organize AIDS prevention
efforts, the AmFAR program made important contributions. It went
out of its way to fund smaller regional NGOs that are usually left
out of the loop.5 As part of its technical assistance to NGOs, AmFAR
introduced models for AIDS prevention approaches that were as
yet untried in Nepal. AmFAR emphasized clear, non-judgmental
communication about AIDS and sexuality. It introduced models
for training peer educators and including counseling in programs.
Drawing on insights into socio-economic determinants derived from
international research on AIDS, but lacking any Nepal-specific data,
NGOs were encouraged to think about HIV transmission in relation to
factors such as poverty, caste oppression, gender inequality, illiteracy,
and the living conditions of laborers. They were supported by AmFAR
in bold, though often tenuously grounded efforts to address HIV/
AIDS transmission at multiple levels. In place of the usual measures
of program effectiveness, in the form of tallies of condoms distributed,
households visited, and school children educated, AmFAR asked
the NGOs to write periodic process-oriented self-evaluations of the
“lessons learned”. Though the results of the various NGO projects were
uneven, and at best only first steps, AmFAR’s impact was ultimately
significant, for it dispersed its technical training and its philosophy of
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AIDS prevention more widely than other concurrent AIDS programs.
My reason for devoting critical attention to the AmFAR program,
therefore, is not to denigrate its accomplishments. Rather, it offers
a window on an era of intense donor funding for AIDS prevention,
an era worth documenting as a formative period in which societal
visions of AIDS – and sexuality and health, more broadly – have been
constructed.
The Nepal program was based on the cutting-edge model of AIDS
prevention: the societal vulnerability approach being articulated at
the time by world-famous public health experts like Jonathan Mann,
Daniel Tarantola, and other members of the Global AIDS Policy
Coalition (Mann & Tarantola 1996).6 This approach was a departure
from the dominant emphasis on individual behavior and “risk” of HIV
transmission, and it was embraced by many activists. Its main tenet is
that if we understand that ill-health results from living and working
conditions, taken broadly, and not simply exposure to a pathogen,
then AIDS too must be placed within the socio-economic contexts that
organize and intensify possibilities for the transmission of HIV.
A book called AIDS in Nepal: Communities Confronting an Emerging
Epidemic, presents this perspective. Commissioned by AmFAR,
American freelance writer Jill Hannum spent a few weeks in Nepal
talking to NGO leaders and local AmFAR program officers, reading
the “lessons learned” reports, and making brief site visits to see
projects in action. In the book, Hannum weaves an overview of
conditions thought likely to affect vulnerability to HIV in Nepal into
extensive presentation of the views of the NGOs themselves through
quotes that Hannum patched together from her conversations and the
written reports. I first read this book when it appeared in 1997, while I
was in Nepal carrying out ethnographic research on AIDS prevention.
Two years after AmFAR’s pullout, I was following the work of AIDS
educators and outreach workers in a number of NGOs, most of which
had been funded and trained by AmFAR. Speaking to many of the
same individuals Hannum had encountered two years earlier (but
speaking to them in Nepali as well as English), I heard many of the
same views and anecdotes that she heard. I was explicitly concerned to
contextualize the work of the NGOs within the larger social tensions of
politicized development, and therefore, less inclined than Hannum to
hear the views of my research collaborators, however insightful they
might be, as unproblematic records of “the” Nepali perspective.7
What struck me most about the book, in fact, was the record
(albeit filtered) it offered on the dialogue between AmFAR and the
NGOs, on the one hand, and the NGOs and their target communities,
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on the other. The “lessons learned” reports written by the NGOs
present working assumptions, anecdotal evidence, and preliminary
conclusions in accounts of the “successes” - and more often, the ongoing difficulties - the NGOs experienced in implementing a social
vulnerability approach tied to community-based action.

“Building a Partnership”: NGOs and AmFAR in the Politics
of Development in Nepal

“AmFAR never acted like a funder”, according to its director of
International Programs. “We acted like a programmer and designed
the program in common purpose with the grantees and treated them
like partners. We were intimately involved from the beginning, which
most funders can’t do because they don’t have AIDS expertise.” (quoted
in Hannum 1997: p. 53). For AmFAR, the mechanisms of getting the
funds and the technical assistance to Nepal were mere logistics. The
New York-based directorate gave little importance to hiring program
managers with international development experience, because they
thought that the expertise that was required was to be specific to
AIDS. Within a Nepali context saturated with foreign aid, however,
the fine distinction between a funder and a programmer was not
nearly so clear. AmFAR had its timelines, its accountability protocols,
its program requirements, and its key jargon just like any other donor,
and the NGOs correctly understood that their first responsibility was
to conform to these.
Once off the planners’ desks, AmFAR’s prevention program
became imbricated in the Nepali development apparatus, an apparatus
produced by the intertwining histories of post-war international
relations and the modern Nepali nation-state. Though ordinary
Nepalis do not know the details of donor programs and agreements,
and though few will experience tangible benefits from these many
projects, all citizens live in a context in which modernization is the
idiom of political legitimacy and development resources the stakes.
Development provides revenue, not just in the form of aid and loans
to the state, but also as a business that generates employment, payoffs,
and political benefits. AmFAR introduced its program just two years
after a mass movement successfully agitated to establish a system of
multi-party parliamentary democracy, after thirty years of centralized
rule under the partyless panchayat system. This was a volatile period
in which intensified economic liberalization was accompanied by
political reshuffling, as previously repressed civic freedoms were
exercised and previously outlawed political parties and their factions
vied for power. By some estimates, the number of registered NGOs
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burgeoned from around 200 in 1990 to over 7,000 by mid-1995
(Hannum 1997: p. 59).
AmFAR entered this scene carrying its own historical baggage.
As an organization funding research on HIV/AIDS, AmFAR was
founded in 1985 in the volatile context of uncertainty, desperation,
official stonewalling, and gay community mobilization for self-help
in the United States that characterized the early years of the AIDS
crisis. AmFAR had strong ties to community-based prevention and
care efforts, and an equally strong belief in the futility of working
through governments. At the time that AmFAR formulated its Nepal
program in the early 1990s, NGOs were being touted worldwide as
crucial agents of development and democratization. Reformists saw
NGOs as flexible organizations able to step in to fill the gaps left
by cumbersome state-led development, while critics of mainstream
development looked to NGOs as leaders of social movements that
would offer an alternative. Among AIDS activists and some public
health policy makers, NGOs were (and continue to be) seen as the
most effective vehicle for delivering prevention and care programs, as
for instance analyzed by O’Malley:
One of the greatest strengths of NGOs responding to HIV/
AIDS is their roots within communities. Responses based on
the assessed needs, priorities, and dynamics of local people
are not only likely to have an impact on a local epidemic, but
will also help ensure “ownership,” unity, and sustainability
in community efforts…The most effective NGO responses are
embedded in a local context, and thus reflect and are sensitive to
the actual norms of a community, rather than what outsiders…
perceive to be the norms. (O’Malley in Mann & Tarantola 1996:
p. 344)8
These were the expectations and experiences that inspired
AmFAR’s Nepal program.
General statements about NGOs, such as the one quoted above,
treat NGOs as a type of organization whose distinguishing feature is
their “locality”. Indeed, the legitimacy of an NGO depends on its ability
to claim connections to local constituencies. These connections may
be indirect – the literature on NGOs recognizes differences between
grassroots organizations and the NGOs that deliver services to them –
but some claim to “locality” is integral “to the pursuit of the varyingly
interpreted, contemporary development objectives of participation
and empowerment” (Fisher 1997: p. 454; Forbes 1999). Fisher has
criticized the writing on NGOs for producing “reductionist views of
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NGOs as fixed and generalizable entities with essential characteristics”
(Fisher 1997: p. 442). Instead, Fisher argues, any consideration of the
efficacy of NGOs should situate them in “specific places and at specific
times” (Fisher 1995; Fisher 1997: p. 449). While broad patterns in ways
of organizing can be discerned, NGOs of whatever type operate in
different cultural, economic, and social contexts, and it is within these
contexts that they take on their political significance.9
The prevailing cynicism about NGOs in Nepal contrasts with
the uplifting international rhetoric about them. In Nepal, the very
word “NGO” carries connotations of opportunism. NGOs have
been accused within Nepal of forming a “parallel government” - in
part because of the policy-shaping power they hold due to donor
support for them, and in part due to the number of former (or
current) government officials running them. Moreover, NGOs are
often fiefdoms with a single charismatic leader. Many NGOs are, as
one study put it, “…individual based institutions established with
the leadership ambitions of the founders and attended by no second
tier of command, thus giving the impression of their being just like
personal household affairs or private enterprises”. (Maskay cited in
Prasain 1998). Far from being closer to the grassroots, the majority
are based in the capital city and are led by the same tier of middle
and upper class people, mostly high-caste Hindu and urban Newars,
who have long dominated the political and economic establishment.
These have, as Maskay notes, “virtually remained under the influence
of the government authorities or donors for all of their objectives and
operational modalities”. (Maskay cited in Prasain 1998: p. 369)
Much of the criticism of NGOs from within Nepal thus has to do
with the ways the old elite political order continued to operate under
the new veneer of post-jana andolan democracy. Prasain, for instance,
argues that under the so-called partyless panchayat system from the
late 1970s onward:
NGOs, at least as understood at the popular level, were a
promising new conceptual tool that the elite seized upon to reap
the benefit of international aid. [There is also a] more political
aspect of the NGO history. Through the use of NGOs, the ruling
class was co-opting the educated elite into the Panchayat system
by promoting a lucrative but controlled sphere and also trying
to shut down oppositional use of the ‘sewa’ (service) rhetoric
that the state was promoting.
With the lifting of overt repression after the pro-democracy
movement of 1990-1991, a broader range of players could participate
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in the formation of civic associations and NGOs. But, Prasain
argues:
The NGO ‘movement’ still seems crippled by that legacy
to a large extent. [It is necessary to] research into the social
connections and characteristics of the most well-funded NGO
people in Nepal. [Such a study would] perhaps [find] that the
majority of such big and ‘successful’ NGOs were, and are still,
run by powerful people from the government, the rich, upper
caste, politically connected and urban elite (and to some extent
rural elite with urban connections as well). (Prasain 1998: p.
369)
In the 1990s, NGOs proliferated not so much as a grassroots
alternative to traditional development approaches than as a nominally
non-profit private sector to which development funds could be
channeled. The growing role of NGOs in Nepal has meant that
development benefits could move through a more diversified set of
patronage networks. They operate, out of necessity, within a context
in which donor-driven development priorities, internationally salient
causes, party factionalism, and traditional patterns of patron-client
relations criss-cross in complicated ways. This is inescapable. NGOs
need recognition and support from international allies, they need
connections across sites, and they must cultivate local, regional, and
national spheres of influence. If this creates potentials for opportunism
or corruption, and if it reinforces certain aspects of the political status
quo, it does not preclude meaningful accomplishments and significant
acts of solidarity. The NGOs funded by AmFAR shared this context,
though they differed in their placement and ways of operating within
it. A small, regionally-based NGO operates from a social platform
which is different from that of an elite NGO of the capital city. It may
be run by and for women, ethnic minorities or low-caste people, but it
still must operate in the networks of alliance and affiliation organized
around kinship, patronage, and party affiliation, and it must use these
to organize an effective space of operation. As all NGOs are creatures of
the over-determined arena of development, all speak of their mission
in terms of the usual development mantras: providing needed skills
and services, empowering communities, encouraging participation,
alleviating poverty, and promoting sustainability. Claims to represent
local needs, foster participation, and empower local people, therefore,
are not reliable indices of the commitments of any given NGO.
Such words reveal nothing about the actual allegiances guiding an
organization.
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AmFAR had a conceptual framework for dealing with the politicized
social location of NGOs: it placed NGOs on a linear continuum from
distance to closeness to “the community”. Closeness was construed as
unproblematic solidarity and intuitive understanding between NGO
staff and community members. NGOs were called upon to continually
speak about their relationship to “the community” in these terms,
when in fact all NGOs are connected to communities in socially
significant, though variable ways. Even those NGOs whose staff
share social characteristics, such as caste, with their client community,
nonetheless negotiate dilemmas of status and difference. What Fisher
(1997) calls the micropolitics of NGOs within civil society remains
obscured in this spatialized framework. Power relationships within
NGOs, between NGOs and their clients, and in civil society at large,
shaped the emergent societal response to AIDS in Nepal in ways that
AmFAR’s rhetoric about “community” could not address.

“Communities at Risk”: Target Groups, Discrimination, and
Poverty

The selection of target groups for AIDS prevention projects was not
an innocent matter. As in so many other places, in Nepal AIDS was
already, by the early 1990s, construed as a disease of the “other”. As
AIDS prevention efforts tried to change the public perception of AIDS
as a “distant foreign disease” to a possible threat to Nepal, the location
of “otherness” correspondingly shifted from Western decadence to
prostitution and promiscuity at home. AIDS had to be discursively
brought “into” Nepal through the specification of sources of infection.
It was impossible to talk about AIDS in Nepal without implying that
certain people were to be blamed for it as sources of contagion. The
societal vulnerability paradigm used by AmFAR shifted the locus of
blame from individual actions to features of the social context, thereby
offering a political rather than a moralistic stance on AIDS. Transposed
to Nepal, however, and implemented through development channels,
a discourse about societal vulnerability became a more politically
equivocal discourse about the “poverty” inherent to Nepal and the
“development” actions required to address it. This slippage has
important implications, for when AIDS prevention is slotted smoothly
into the familiar frames of Nepali development discourse, it becomes
part of a system reproducing certain power relations rather than
challenging them.
In NGOs’ representations of the AIDS problem, the figure of the
socially marginalized person vulnerable to HIV infection merged
with the figure of the poor, unaware person in need of development.
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One of the pervasive cultural effects of the development industry in
Nepal is to foster an idiom of social difference (Pigg 1992; Burghart
1993). A social distinction between those who provide development
and those who receive it reverberates through every encounter and
conversation in a development project, and many outside the context
of actual projects. It is a contrastive distinction, relative to each context,
and therefore, not fixed in any simple bifurcation between elites and
“the people”. NGO workers are caught up in the status differences
implied by development work. For NGO workers - whatever their
intentions, their own social backgrounds or their own degree of
personal warmth towards the people they educate about AIDS - this
status difference infuses their interactions with people, because they
are in a certain structural position vis-à-vis the intended beneficiaries
of their programs.
This is not simply a matter of class difference or social distance;
the twinned markers of modern education and development create a
hierarchy of knowledge that reverberates through interactions at all
levels of society. Development-based social distinctions pervade even
the work of peer-educators within poor and marginalized communities
(Pigg & Pike 2001: pp. 192-193). Only the most educated members of
marginalized groups can function as peer educators because they are
the only people who can carry out record-keeping tasks required by
donor protocols of evaluation and monitoring. They are the people
most able to absorb in some way the biomedical information, expressed
in non-colloquial Nepali, in which AIDS information is provided (Pigg
2001). For instance, among the Badi community of western Nepal
(discussed in more detail below), a history of caste-based exclusion
from the educational system means that very few Badi women can
function as peer-educators, and those who can are those who are least
likely to see themselves as “like” the local sex workers they are to
educate. The AmFAR NGOs took on the mission to impart “AIDS
awareness”, a mission that itself implied “ignorance” or “mistaken
beliefs” on the part of recipients and positioned the NGOs and their
workers as authorities according to the well-established, pervasive
hierarchies of development interactions.

Targeting

Under AmFAR tutelage, NGOs were encouraged to specify target
groups in order to concentrate their efforts where they would have
the greatest impact. The NGOs acceded by finding the target groups
of greatest interest, worldwide, to AIDS prevention efforts: sex
workers, transport workers, mobile workers, and youth.10 (One NGO
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was already working on harm reduction for intravenous drug users).
The road map for intervention efforts in Nepal has been drawn from
experience with epidemic patterns elsewhere in the word because
there was (and is) a paucity of epidemiological data on patterns of
HIV prevalence in Nepal. The societal vulnerability paradigm, for
its part, directs us to look for economic disadvantage and social
discrimination to find the groups likely to be hardest hit. Yet, in a
society like Nepal, this is still a very wide field. Some of the many
groups of people potentially at increased risk for becoming infected
with HIV have received a great deal of attention, while others have
been overlooked altogether. For instance, carpet factories ended up
being singled out as special sites for concern because it was assumed
that the dormitory-like living conditions in them led to “promiscuity”
and that they were a staging ground for girl-trafficking operations.
Dominant, brahmanical stereotypes about ethnic groups and Tibetans
helped shape these inferences.
The extrapolation from epidemic patterns elsewhere has melded
with social preconceptions within (and about) Nepal to substitute for
reliable information. Reasonable guesses are turned into certainties.
The result: the false impression that the communities targeted by
NGOs are also the communities truly at highest risk for HIV infection.
In framing reasons for targeting specific groups and in identifying
conditions that put people at risk, the NGOs and donors that
introduced AIDS prevention programs to Nepal established the very
terms on which AIDS would be discussed.
The various target groups, once identified, were treated quite
differently, largely as a function of their status vis-à-vis the elite and
the degree to which their behavior diverged from the unmarked norms
that the urban, mostly high-caste middle-class viewed as “Nepali”.
High-school and college students were offered sex education and
information about AIDS in a manner that invited them to see this
knowledge as essential as to their formation as enlightened citizens.
They were called upon to educate others and encouraged to enter
essay contests in which they could address the importance of AIDS
prevention for Nepal’s development. In contrast, women identified
as sex workers – who were mostly of lower castes or ethnic minorities
– were explicitly asked to alter their own behavior in order to protect
others. NGO leaders and staff reasoned differently about prevention
for men and women. Migrant laborers, members of the police and
military, and truck drivers were of interest because they had been
constituted as clients of sex workers. They were encouraged to be
faithful to their wives if they could, or to protect themselves and their
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families by using condoms. The social status of intended beneficiaries
- as a complex function of class, educational level, caste, and ethnicity
- also skewed approaches to these groups.
Targeting became a de facto means to differentiate among stances
NGOs could adopt towards their intended beneficiaries. Although
one reason for specifying target groups for a health intervention is to
tailor the presentation of information and advice to the actual realities
of each target group, the NGOs did not put this principle into practice.
The form, content, and presentation of the core HIV/AIDS information
were invariably the same for all groups (with biomedical information
as the baseline). What targeting actually did was to distinguish, on the
basis of an unexamined consensus about what was needed, whether
the group in question needed to be controlled, rescued, advised, or
educated.
One of the first lessons the AmFAR NGOs learned was that target
groups did not appreciate being targeted. One NGO related the
following experience as a “lesson learned”:
“At first, we set up educational seminars and group discussions
in town, but the [truck] drivers were reluctant to attend. And
we were only approaching drivers, which made them ask, ‘Why
only us? Why do you always talk about truck drivers?’ So now
we say ‘transport workers’.” (ICH in Hannum 1997: p. 129)
Another NGO also had difficulties with this group:
“In our target area there are some 1,700 transport drivers and
their families, but it is very hard to reach them. We tried to
recruit drivers to be in our peer educator group. Some former
drivers joined, but no one is working now. So we thought to
bring the education to them through their wives. At first it
was very difficult to make it clear we were not accusing their
husbands of anything, that we were bringing information only.
We tell the wives they can make sure their husbands use a
condom with them, because they can’t know what the men do
outside.” (NESCORD in Hannum 1997: pp. 130-131)
Truck drivers were being asked to see themselves as in need
of knowledge about AIDS, and many apparently refused to see
themselves in this way. Despite the insistence of NGOs that they were
“not accusing anyone of anything,” most people targeted by NGOs
saw quite clearly that they were indeed being singled out, on the basis
of a single feature of their identity, as members of a group whose sexual
behavior was likely to breach a certain ideal of sexual chastity within
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marriage. Their “vulnerability” was collapsed into its manifestation in
patterns of sexual activity.
Their reactions show a much clearer grasp of the social implications
of being chosen as a beneficiary of targeted AIDS education than the
NGOs themselves exhibited. The NGOs could only repeat that no one
was being accused. They remained, for the most part, puzzled and
frustrated that their helpful efforts were unappreciated. The resistance
of many targeted groups is, I believe, an important clue to the sociopolitical implications of packaging AIDS prevention in the familiar
form of development programs. So many AmFAR NGOs encountered
resistance because people knew that AIDS education came as part of
a “project”, and, as I have pointed out, to be positioned as in need of
a project is to be marked out as somehow different from the people
who deliver that project to you.11 In other circumstances, people often
embrace this position because it attracts benefits and patronage.12
They are willing to have their living conditions converted into a
public symbol of Nepal’s underdevelopment because it links them to
a network of resources and powerful institutions. In the case of AIDS
prevention programs, NGO-led efforts were stigmatizing for their
beneficiaries in a way quite particular to this logic of development
rationality: to be positioned at the receiving end of AIDS education was
to have your sexual behavior placed on the map of public problems, to
be thrust into the civic realm not because of your need for medicines
or seeds or clean water, but because of your imputed moral laxity.
Instinctively, NGOs found ways to soften their approach. NGO staff
quickly learned to say that “someone” might need this information
rather than saying “you” need it. They provided discussions of HIV
and condom use as part of programs to train people to be “peereducators” who would then educate others. But in this they tended
to be more careful with some targeted groups, deflecting from these
audiences any imputation that HIV/AIDS might be a concern within
their own personal lives. The social distance between NGO staff and
the targeted groups determined who would be protected in this way.
It was easy for elites, however polite they might be in talking faceto-face with people, to assume that, for instance, low-caste or ethnic
women were “at risk for becoming sex workers”. A community-based
regional NGO called SAFE showed the greatest self-consciousness
about the implications of targeted AIDS interventions. SAFE worked
with a low-caste group in western Nepal called the Badi, among whom
many families subsist from the sex work of their younger women.
Most SAFE staff are themselves Badi or low-caste. SAFE wrote, in a
protest against the views of some of the more elite NGOs:
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“There is much prejudice against the Badi. We cannot educate
just them about HIV/AIDS, the whole society has to be involved.
The Badi get blamed for bringing HIV into Nepal, even by those
who should know better – like one NGO representative who
implied it at a rally near the Indian border…The more we can
educate the general public and especially involve local leaders,
social workers, journalists and the police the more everyone will
understand the real risk. At educations we stress that the Badi
are very aware of HIV/AIDS but their problem is in motivating
certain groups of clients, like the police, to use condoms…The
Badi feel more secure when we do general education…If the
Badi feel that they are being singled out or pressured to stop
doing sex work, they are less willing to participate.” (SAFE in
Hannum 1997: p. 110)
Most NGOs handled resistance from target populations by
“learning” ways to deflect, disguise, or displace their actual reason
for engaging with these groups. Only SAFE’s comment suggests
attention to the NGO’s own complicity in creating an environment of
stigma and blame.13

Labeling

Programs directed at sex workers show most vividly the slippage
between targeting and discrimination (Pike 1999). Among all the
targets for programs, sex workers were most explicitly addressed
in terms of their own sexual conduct. There was ambiguity about
whether sex workers should be reached because they are endangered
by AIDS, or because they are a danger to others. In her book on the
AmFAR experience, Hannum tells us that “Program Officer Ganesh
Shrestha…had never knowingly spoken to a sex worker before.” He
told her:
“Initially I felt some agitation dealing with them, but that
changed. At first, I thought they would be open and talk to
me, but they didn’t want to talk about their private life. It was
hard for me to ask: ‘Why did you become a sex worker?’ People
don’t like that kind of question. Later I learned to ask it in a
better way.” (Hannum 1997: p. 55)
“Sex worker” was a label introduced to Nepal by international
donors like AmFAR as a more morally neutral way of talking about
women that would be called beshya, or more vulgarly, randi in Nepali.
Although the English term quickly became part of NGO lingo, the
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moral neutrality supposedly contained within it was less easily
absorbed. Prostitutes were already stigmatized as the source of AIDS
in Nepal well before AIDS prevention programs came on the scene.
Hannum was even told by NGO workers that “some people believe
that only sex with a sex worker can transmit HIV” (Hannum 1997:
p. 107). AIDS awareness campaigns may well have strengthened this
view. Indeed, some of the early posters produced by AmFAR-funded
NGOs explicitly stated “sexual contact with a prostitute” was one
of the main ways HIV was transmitted, and it was part of AmFAR’s
technical assistance to the NGOs to suggest that this message was
not entirely accurate (Pigg 2001; 2002a and b). Prostitutes, as symbols
of the furthest extreme of female sexual misconduct, were already
figures of contempt. The AIDS prevention discourse that emerged in
Nepal in the 1990s was novel in constructing sex workers as a valid
site for development intervention. Yet, rather than opening a space
for solidarity with the women in question, the need to prevent an
HIV epidemic simply became another reason why prostitution was
a “social evil”.
NGOs focused on preventing women from entering the sex trade or
getting them out of it as a means to reduce their vulnerability. Although
a number of NGOs “learned” first-hand about the limitations of this
strategy, most continued to consider the elimination of sex work as
the most important goal. For the Badi community, among whom sex
work was one of the few available means for economic survival, an
outright campaign against prostitution had to be muted. The NGO
called SAFE was clearest about this because:
Many of us are from the Badi community and we know their
problems, but still we had to build trust. First, all of us work
very hard for the community and that is noticed…It took six or
eight weeks to convince them that our message wasn’t no sex,
but safer sex. We also provided things in addition to the HIV/
AIDS message that fit their real needs and hopes… (SAFE in
Hannum 1997: p. 110)
Another NGO working in western Nepal also tried to reach the
Badi, but their social distance from them is evident. They admitted
that:
“The project staff is from the Kailili region, but not from the
Badi community, and we had some problems at first gaining
their full trust and support. There was perhaps some level of
negative attitude toward sex workers and also a hesitation
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to talk about sexuality and condom use with them.” (ICH in
Hannum 1997: p. 111)
Yet, in extracting “lessons” from their difficulties working with the
Badi, they shifted focus from the upper-caste staff’s feelings about the
low-caste Badi to the Badi’s distrust of outsiders:
“Two other things made it hard: the woman felt the society was
discriminating against them as being carriers of AIDS and they
feared legal action by the police. We learned that to be effective,
we had to get very close to the target group and give them the
right message. The wrong messages got out to the Badi at first
– for example, they thought our STD camp only targeted them
and they would not come until we made sure they knew it was
for the general public, too.” (ICH in Hannum 1997: p. 111)
In this passage, discrimination and police violence are transformed
into “fears” that, however understandable, make the Badi recalcitrant
and ungrateful subjects of NGO magnanimity. This NGO did not
treat caste discrimination and police violence as issues of societal
vulnerability to be seriously addressed by their program. Instead, the
issue for the NGO becomes finding “the right message”.

Surveillance

The benevolent aim of disease prevention spawned new tactics
of surveillance. Again, this is most evident in relation to the most
vulnerable target group. “It has been hard for our village peer
educators to find out who the sex workers are”, one NGO related.
When NGOs took on the task of identifying “hidden sex workers”
they soon found that an unexpectedly large number of women might
fall under that category. This category of “hidden sex worker” was
exceedingly elastic, for the de facto line separating a “housewife” –
the category used in Nepali AIDS discourse to refer to women whose
sexual virtue is not under question – and a “sex worker” appears to
be any sexual action by a woman that might be deemed by others
as promiscuous. The burden of these labels falls differentially on
women depending on their class and ethnic community. Although
class intersects with caste and ethnicity in complex ways that make
most generalizations about this problematic, it is worth noting that
among the people noted to most vigorously enforce women’s sexual
propriety as the site of family ijjat, or honor, are middle-class highcaste Hindus – precisely the people who dominate the institutions
charged with AIDS prevention (Liechty 1996). An incident from the
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NGO just quoted shows both the sorts of activities brought under
the rubric of sex work and the new forms of surveillance entailed by
outreach work:
“One [village peer educator] visited a woman’s house several
times. Because she asked for condoms, he did some follow-up
and learned she was one of five women who carried wood to
the nearest market to sell. On the way they would do sex work.
So, that peer educator lived in that village, and he was aware
about SWs and STDs, yet knew nothing of this. You cannot just
go to a community, you have to go deep into it many times.
There are no indicators for who is a SW. These five women are
35 to 47 years old and their families have no idea that they do
this. It takes all day to sell the wood and earn 50 Rs. [rupees].
They can get that much in half an hour for sex.” (BPMHF in
Hannum 1997: p. 108)
This story is unusual among NGO “lessons learned” for its
descriptive detail, and it is told and re-told precisely because the
discovery of housewives engaged in sex work was so unsettling. We
do not know, from this account, how discreet this particular village
peer educator was: by doing the “follow-up” did he end up harming
the woman or her family, or did it simply help her access condoms?
The potentially coercive aspect of locating sex workers is even
more vivid in the approach of another NGO, working in towns of
eastern Nepal:
“Identification is easier through the pimps, and we identify
the pimps by cultivating the hotel owners. We have also found
that the Dada, the local gang boss, knows everything about
sex work in his territory. We get a lot of negative comment for
working with this man, but we acknowledge his influence. And
sometimes he says to us, that girl over there, she works out of
such and such a hotel. Then we introduce ourselves to her, invite
her to our office and treat her like everyone else. (NESCORD in
Hannum 1997: p. 108)
Harm reduction programs for sex workers have to work within
the existing structures of the sex trade. Yet, in the situation described
above, the NGO is more interested in finding the girl rather than
pausing to consider the reasons a local gang boss or hotel owner might
point her out, or what the consequences of this might be for her. Other
NGOs relied on police – the very people about whom the Badi women
continually complained that they were beaten by them – for drawing
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sex workers to their attention. For women, public identification as
a “sex worker” carries profound and lasting social consequences.
They can no longer be like everyone else; they can only perhaps be
condescendingly treated, as the NGO quoted above so tellingly put it,
“like everyone else”.14

Needs

Much of what the NGOs reported learning, were techniques to
lure their targeted beneficiaries to them and to out-maneuver their
disinterest. Some offered general health camps because “if we said
‘STD camp’ no one would come”. (BPMHF in Hannum 1997: p. 70)
“The first year we did six health camps offering all services,
even simple surgery. You cannot imagine it – people would line
up at 4 am. But that was very expensive, so we concentrated
on STDs, though we still said ‘general camp.’ If we said ‘STD
camp’ no one would come. We educated all the people who
attended about HIV, but only for an hour or two…” (BPMHF in
Hannum 1997: p. 70)
“If we did not provide general health care, people would not
come. They come because there is no medicine at the government
health post and the people know we have some stock. First our
nurses provide education individually or in groups of two or
three. Only then do we give medicine. If we provide medicine
first, people will leave.” (WOREC in Hannum 1997: p. 72)
Attendees, no matter what their health concern, were educated
about HIV. The whole point of the prevention program, of course,
was to get there ahead of the crisis, before AIDS became a widespread
problem. The NGOs sought workable compromises between the
donor-led agenda and the aspirations of designated beneficiaries. The
NGOs recognized this contradiction when they devised strategies
to offer something they knew people wanted in order to also give
them something towards which they were likely to be indifferent, if
not hostile. (We can only speculate on the reaction of a person who,
having lined up at 4 am to see a doctor found himself rounded up for
a lecture on STDs).
Disturbingly, the NGOs that tried to provide on-site clinics or
general medical care had to drop these efforts because demand
swamped their ability to provide it. Explained one NGO leader:
“I was working in the country hospital and women from
the carpet factory would come with children who were
very undernourished and in the last stages of diseases like
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meningitis…It seemed important to make some health care
available inside the factories, to catch things sooner…We
started a referral clinic last year as one way to attract women
to come to our office, and they did come. The decision to move
away from providing care was partly due to a lack of a regular
supply of the medications to treat more and more clients from
the factories.” (CDS in Hannum 1997: pp. 147-148)
Decisions not to attempt to provide basic health care services were
realistic under the circumstances, but they underscore the disjuncture
between profound local needs and the limited solutions projects such
as those which AmFAR can offer.
Literacy classes, a cheaper and easier alternative to comprehensive
health services, became the favored means for addressing contextual
vulnerability. They are also desired by many.
“The women who come to NFE [non-formal education/adult
literacy classes] often have very specific reasons. The two most
common are that they want the privacy of being able to read for
themselves the letters they receive, and they want to be able to
understand their receipts so they are not cheated…” (CDS in
Hannum 1997: p. 149)
In the broader Nepali development context, medicines and literacy
classes are also tokens that mark patronage relations. Real need for
them exists, certainly, but they are also symbols of development. The
requesting and offering of these services is over determined by their
valence as markers of development in patron-client relations and
party politics (Leve 1999).
NGOs also favored literacy classes because they saw literacy as a
prerequisite to understanding the information they were providing
about AIDS. The AmFAR NGOs gave great priority to creating posters,
booklets, and pamphlets on HIV/AIDS even as they recognized that
their targeted risk groups were largely unable to read these materials
or understand the erudite vocabulary in which AIDS was explained.15
NGOs struggled with twinned problems: persuading people that they
needed to hear about AIDS and then telling them about AIDS in a way
they could understand. For instance, with young women in carpet
factories:
“We would talk to them about anything – movies, make-up –
just to get started. Then we slowly introduced AIDS information,
but we had to begin with the absolute basics so they had enough
background to understand HIV.” (CDS in Hannum 1997: p. 93)
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NGOs discovered that providing HIV/AIDS information to nonliterate people was extremely difficult not so much because they could
not read, but because they had not been inculcated, through schooling,
into the entire vocabulary used to explain AIDS. Having identified
lack of knowledge about AIDS as the problem, NGO educators
emphasized information-heavy descriptions of the biomedical facts.16
This biomedical thrust in AIDS communication staked out a very
narrow pathway to reach AIDS awareness. The virus itself was the
centerpiece of AIDS education - its name, how its presence is detected
through an antibody test, how it can and cannot be transmitted - such
that to “know what HIV is” was the most common measure used to
gauge people’s understanding of AIDS. Most lessons on AIDS begin
to answer the questions “What is AIDS?” and “what is HIV?” by
unpacking the acronyms. This requires use of the Roman alphabet so
that the English words for which each letter stands can be discussed.
These terms themselves often involve several sentences (or more)
of explanation because the Nepali translations for them are arcane.
What counts internationally as the basic facts about AIDS presumes
some background knowledge about germs, infectious diseases, and
immune systems.
These concepts (virus, transmission, infection, antibody, and
immune system) are hard to explain in colloquial Nepali to people
whose way of understanding illness is not grounded in a germ theory
of disease. The inability to understand the basic concepts of the
health message is thus an effect of a profound marginalization from
institutions of modernity (Pigg 2001). What might seem to health
educators like a very simple, fairly non-technical explanation is
embedded in a complex politics of knowledge. Being an “uneducated
person” is more than just not knowing how to read; it is both a social
position and a kind of self (Skinner & Holland 1996). The NGOs
tended to portray the education gap as a problem of illiteracy in target
communities, rather than a challenge to themselves to find other
ways to communicate. It also made it difficult for NGOs to use local
educators:
“We found that different communities learn at different rates.
We had more success with awareness programs at Udyapur
than in Nuwakot where the village level educators and the
people were not so literate. That little bit of education made
a difference, we found. If the educator has less education, he
cannot perceive the message as well and cannot communicate
it to the community as per requirement. And if the community
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is illiterate, it is more difficult to understand these things.”
(WOREC in Hannum 1997: p. 67)

Poverty

If literacy was to be the key to awareness and empowerment,
“income generation” was proposed as the standard solution to poverty.
Poverty was treated by the NGOs as a condition reflecting a lack of
opportunities rather than as a product of structural relations. It was
further identified as the cause of girl-trafficking, labor migration, and
prostitution. The AmFAR-funded NGOs had little expertise in rural
economic development per se. They came up with schemes (usually
involving very small-scale handicraft production, proposed without
any market research) that seemed to them, as outsiders, to have
potential, and were dismayed when locals were not enthusiastic.
“Our survey of the Tamang people showed that they are trained
in bamboo work so we introduced this enterprise along with
sewing and knitting training. At first not one household sent
their daughter. The Tamang fathers said, ‘Why are you asking
only our daughters to go to this program? If it was really useful,
the higher caste Brahmin and Chhetris would have accepted it
first’.” (Hannum 1997: p. 78)
The Tamang analysis of the intersection of NGO development
proposals with local power relations was interpreted by the NGO as a
further sign of the need for their outside intervention:
“They thought, since we did not offer it to high caste people,
it could not be a good program. That shows their level of
humiliation.” (Hannum 1997: p. 78)
However, it turns out that the NGO had not actually thought
through whether the training in sewing, knitting, and bamboo work
could realistically pay off:
“When we located the training center, we did not know there
was a military camp nearby whose people would buy the
clothes and goods. We were lucky they are a good market.”
(Hannum 1997: p. 78)
Perhaps the Tamang were right to be cautious. As Hannum gently
puts it:
“The NGOs have found that developing successful income
generation projects for the general population can be
problematic.” (Hannum 1997: p. 78)
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Much to the shock of the NGOs targeting sex workers, it was
found that prostitution was much more lucrative than anything else
these women might do. Most of the income-generation projects were
directed at the Badi.
“We conduct sewing training and beautician training for the
Badi women, but for now we cannot call them income generating
programs. Compared to the sex business, there is little income.
At first we thought they might change the profession. Now we
think no, but she might have less partners.” (ICH in Hannum
1997: pp. 118-119)
NGOs shifted toward seeing small loans and sewing training as a
form of “harm reduction” in the context of the familial interdependencies
that place the burden of support on young unmarried Badi women.
Among the Badi, the prospect of alternative income created a complex
set of moral demands around women’s labor within a field of economic
action that is still quite limited.17 One Badi shopkeeper made a point
in distancing himself from others when he told Hannum:
“This shop makes enough to support me and my wife and baby
daughter. But even if I was not running this shop, I wouldn’t
send anyone into sex work. I’d get another job. I hate that
business. It is socially unaccepted, and so our community has
been dominated and exploited.” (Hannum 1997: p. 118)
An NGO reported that:
“Badi men say to us, ‘Sir, you are always coming here and talking
to our daughters and missing us. Why don’t you support us?
If we could earn more money, the daughters may not do that
business.’ They are interested in taking training for a profession
and mention carpentry, wiring, or plumbing.” (ICH in Hannum
1997: p. 119)
These quotes suggest that the gendered balance of power within
households generates conflicting moral and economic pressures on
women. None of the NGOs working with the Badi reported learning
any “lessons” about this. Rather, NGOs facing prostitution and girltrafficking proposed a stronger, more normatively high-caste, middleclass patriarchal family as the solution. A specific set of expectations
about women’s conduct informed thinking about sex work. Women
from communities in which women trade, run tea shops, or otherwise
move freely, or that tolerate discreet premarital sexual exploration, or
that allow women some latitude on choosing her marriage partner
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are particularly prone to being treated as “potential” or “hidden” sex
workers because they strike middle-class, urban high-caste Hindu
NGO staff as unusually outspoken, independent, forthright, and by
inference, sexually free. The conclusion drawn by the NGOs was that
women needed to be better protected by their men and more firmly
ensconced in the domestic sphere (Joshi 1999).

The Politics of Development and the Politics of Health

What should we make of this enthusiasm for addressing vulnerability
to HIV through literacy and income-generation programs? Mann et al.
(1994) argue that even small changes can have an impact on the health
of people involved. The magnitude of the social inequalities should
not become a reason to shun efforts to address them. AIDS prevention
programs can, as Hannum explains:
“Work side by side with other INGOs and NGOs that have
acquired expertise and have a commitment to social and
economic development… Programs that integrate HIV
elements into a broader development context not only address
a community’s vulnerability to HIV, they are also most likely to
be sustained with funding.” (Hannum 1997: p. 172)
But the “broader development context” is treated here (in the rhetoric
of international consultants) as an apolitical arena, and “development”
itself is invoked as a good so self-evident that it requires no further
specification. Aligning AIDS prevention efforts with development in
these terms already limits the aspects of the societal context that can
be discussed in relation to HIV. Most obviously, it begs the question
of whether tighter integration into a capitalist world system – the
indirect goal of most development efforts – helps or harms already
poor and marginalized people in Nepal. To invoke development is
to presume certain goals, even if these are softened by attention to
local participation and needs. Ferguson (1994: p. 256) has dubbed the
development industry an “anti-politics machine” that “through the
ideological effect of depoliticizing both poverty and the state” is able
to create the illusion that political operations are not at all political.
In proposing literacy classes as a means to empower people and
income generation schemes to give them economic options, the NGOs
funded by AmFAR “found” the very strategy being touted across
the board by the major development donors as part of neo-liberal
strategies of market-led development.18 They thus stayed firmly within
the mainstream of the development industry and did little to advance
an understanding of the actual factors affecting specific communities’
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vulnerability to HIV. The reason why people become mobile laborers
or sex workers, is that their hopes and aspirations in doing so, their
experiences, their myriad ways of navigating opportunities and
constraints – are flattened into a narrowly economic view of poverty
as a sole cause that forces people to become “migrant laborers” or
“sex workers” (Porter 1997). This kind of explanation for societal
vulnerability has what Porter calls a quality of singularity: it tends
always to collapse lives into a single, flat feature of identity, forcing
“reality to fit the model like the feet of the Ugly Sisters [forced] into
Cinderella’s glass shoe” (Reid quoted in Porter 1997: p. 218). When
“poverty” and “lack of education” are the one-size-fits-all glosses for
various social conditions and experiences of marginalization, providing
“income” and “literacy” become the equally versatile solutions that
reaffirm the power of development institutions themselves. This
effaces structural relations of power and production, as well as the
caste/ethnic and gender ideologies, which generate inequalities. It is
the lack of income and the lack of education in groups targeted for
HIV prevention that become the “problem” and not the actions of elite
businessmen or landowners, political leaders, state policy makers, or
foreign aid donors. These latter groups are exempted from the “HIV
problem”.

Conclusion

AIDS activists have long been concerned with the politics behind
responses to AIDS. Much attention has been given to the ways certain
forms of representing the problem or presenting solutions further
marginalize or stigmatize those most vulnerable. Surprisingly little
thought, however, has been given to the political implications of
merging AIDS prevention with development activities in countries
of the South. Calls to link AIDS issues to grassroots struggles place
activist AIDS experts in the midst of a tangled international web of
alliances and agendas. Invocations of the goals of “empowerment”,
“community mobilization”, and improved economic conditions
can accommodate many, even contradictory political intentions, for
everyone involved in anything called “development”, claims these
ideals as their own.
Porter (1997: p. 231), writing of the unintended political effects of
NGO-led HIV/AIDS prevention programs in Myanmar in the early
1990s, warns that “boundaries between one set of political interests
and another are not immutable”. The risk-group categories used to
make sense of the various modes through which HIV enters people’s
lives are “translatable” into categories that serve other aims. And
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though they may be intended to empower and help, they can easily
converge with other political interests in the containment, monitoring,
and management of lives lived at the margins of the state’s control.
Macrosociological perspectives on HIV/AIDS widen the field of
issues understood as relevant to epidemics of HIV/AIDS. They push
us to recognize systemic factors, such as poverty and discrimination,
which intensify the likelihood of HIV transmission. This perspective,
with its emphasis on patterns of vulnerability rather than individual
acts and their risks, is extremely important in placing the politics of
health in the forefront of discussions of AIDS. What I have tried to
show in my discussion of AmFAR’s Nepal program is how readily
the categories, which have been used to talk about the politics of
health, can jump tracks, and be smoothly integrated into projects of
development management in which other political projects may take
precedence.
Perversely contrary to the AmFAR objectives of learning about
and responding to community needs, the understanding of AIDS
that developed out of the NGOs’ work reinforced stereotypes about
people’s conditions and strengthened the legitimacy of interventions
from outsiders. It is true that some NGOs acquired important skills
and that knowledge about AIDS became more widespread, and it
is likely that some of the prevention activities actually did prevent
some HIV infections. At the same time, however, AIDS became firmly
ensconced as a problem to be dealt with through the usual development
channels in the usual way. I have argued here that it is a mistake to
view NGOs – or for NGOs to view themselves - merely as transparent
agents that deliver AIDS prevention programs appropriately to local
communities. NGOs are very much a part of the societal context in
which they work. Development, similarly, is not merely a goal for
social change but also a political milieu.

Endnotes

1. See Fee & Fox 1988, 1992; Patton 1990; Berridge & Strong 1993; Epstein
1996; Treichler 2000.
2. The stigmatization faced by people living with HIV/AIDS is beyond
the scope of this paper. Here I focus on the prevention programs that
dominated through the 1990s. Because very few people in Nepal were
known to be HIV positive, the voices, experiences, and concerns of people
with HIV/AIDS were given very little attention during this time.
3. For discussions of development in this frame see: Pigg 1992; Ferguson
1994; Cooper & Packard 1997; Gupta 1998; Moore 1999; Sivaramakrishnan
2000.
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4. AmFAR continued evaluation activities into the third year and assisted
the NGOs in obtaining funding from other sources.
5. Three of the NGOs from outside Kathmandu work with marginalized
ethnic groups or untouchable castes (BASE, DSS, SAFE) and one was a
small locally-based anti-trafficking organization (MANK). Other NGOs
included a Kathmandu-based organization that was already involved in
harm-reduction work with IDUs (LALS). Three were large Kathmandubased women’s organizations with many projects across a range of areas,
including work against girl-trafficking (ABC, WATCH, WOREC). Two had
larger health-related mandates (BPMHF, ICH). Two set out to work with
factory workers, especially in the carpet industry (CDS, NCWCA). One
had a mixed mandate, with an emphasis on police and military (WICOM),
and another had a regional focus (NESCORD).
6. AmFAR had contracted with the newly established Francois-Xavier
Bagnoud Center for Health and Human Rights of the Harvard School of
Public Health, led by Mann and Tarantola, to design the key features of
the program.
7. My research project involved a comprehensive review of the educational
materials produced from 1988-1997 as well as a comprehensive review of
the media coverage of AIDS in that period. For seven months in 1997, I used
ethnographic methods to follow the work of Kathmandu-based NGOs
involved in AIDS prevention activities. I talked to many NGO leaders and
outreach workers about their activities and their views of the difficulties
involved in carrying out their work. My analysis here is informed by
their perspectives on their practices and by my own observations of the
tensions inherent in the implementation of AIDS awareness programs. At
the time of my research, many of my Nepali colleagues and interlocutors
were actively reflecting on the mixed legacies of the AmFAR program. See
Pigg 2001, 2002a, 2002b, 2005; and Pigg & Pike 2001 for further discussions
based on this research.
8. See also Janssen 1994; Jönsson & Söderholm 1995.
9. Indeed, I follow Fisher (1997) in arguing that all NGOs, in whatever
country, necessarily work within the opportunities and constraints of
their context. I do not mean to suggest the Nepali NGOs are somehow
less pure than, say Canadian ones.
10. Three of the NGOs from outside Kathmandu work with marginalized
ethnic groups or untouchable castes (BASE, DSS, SAFE) and one was a
small locally-based anti-trafficking organization (MANK). Other NGOs
included a Kathmandu-based organization that was already involved in
harm-reduction work with IDUs (LALS). Three were large Kathmandubased women’s organizations with many projects across a range of areas,
including work against girl-trafficking (ABC, WATCH, WOREC). Two had
larger health-related mandates (BPMHF, ICH). Two set out to work with
factory workers, especially in the carpet industry (CDS, NCWCA). One
had a mixed mandate, with an emphasis on police and military (WICOM),
and another had a regional focus (NESCORD).
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11. It is not the information itself that people reject. I heard numerous
anecdotal examples which show that information, carefully presented
in non-stigmatizing ways by educators, was perceived as genuine in
their concern for a community, and AIDS prevention information has
been embraced as something “we need to know.” Hema Pun (personal
communication) was able to present AIDS information to Magar villagers
in this way.
12. See Woost 1993; Leve 1999.
13. SAFE’s analysis, unfortunately, proved prophetic. The Badi had previously
toiled in relative obscurity, achieving relative prosperity through sex
work, in the region of western Nepal where they are settled. The upsurge
in interest in AIDS thrust them into national consciousness as the most
readily identifiable and locatable group of “commercial sex workers” to
be found in Nepal. A few years later they were forcibly evicted from their
homes in a neighborhood of Nepalganj, losing much of the property and
possessions (Linnet Pike, personal communication). The discursive effects
of AIDS awareness activities have in this case amplified contextual risk
rather than reducing it.
14. It is, therefore, not surprising that NGOs working with the Badi, who
“self-identify as a community of common interest” (Hannum 1997: p.
107), had more success than programs whose very means for identifying
“hidden sex workers” may have prevented these women from seeing
them as reliable allies.
15. The NGOs did use other media, such as street theater and video productions,
but they saw these more as entertainment that would lure crowds rather
than sufficient means to communicate HIV/AIDS information. NGOs put
much energy into producing printed materials for distribution.
16. This was in part because the educators were themselves absorbing basic
information about AIDS for the first time. They were, therefore, reluctant
to depart from the established script and stuck very closely to the template
materials in English on which most of their own educational materials
were based.
17. I am indebted to Linnet Pike for valuable insights into the current
conditions of the Badi.
18. See Rankin 1999 for an analysis of the ways neo-liberal micro-credit
schemes position rural women as entrepreneurial subjects and for a
discussion of aspects of neo-liberal development in Nepal.
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Epilogue

Summarising the Dialogue

ISSUES FOR CONSIDERATION OF
AIDS CONTROL IN INDIA:
SUMMARISING THE DIALOGUE
Ritu Priya & Shalina Mehta

The estimated HIV infection prevalence rate for 2005-06 among
adults in India has been cut by about half to 0.36%. Phase-III of the
National AIDS Control Project (NACP) of the World Bank has begun
in April 2007. However, claims of declines in prevalence being largely
attributable to the control programme (Kumar et al., 2006; Ramadoss
2007) are clearly disputable. The continuing approach of the NACP
has also been strongly questioned from the public health and feminist
perspectives based on effectiveness, administrative and financial,
socio-cultural and political economy arguements (Deodhar 2003;
Priya 2003; Chhabra 2007). The need for a wider dialogue is evident.
At the end of the volume, this chapter summarises the debate
and dialogue, or rather ‘multilogue’ related to AIDS and its control,
highlighted within the papers and between them. It also attempts to
state some form of resolution as emerging from a reading of the diverse
views. The dialogue has been between the disciplines of epidemiology
and social sciences; between economists and anthropologists; health
scientists and medical practitioners; sociologists, psychologists
and communication experts; public administrators and academics;
academics, activists and the affected groups; between micro and
macro perspectives, programmatic and societal perspectives.
Each section has unfolded before us a multi-layered context that
provides some answers to the ‘how’ and ‘why’ of the HIV epidemic
and of the responses to it. Two dimensions decipherable in the
papers are integrally linked - (i) determinants of HIV spread (helping
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understand the epidemic and its future), and (ii) factors influencing
responses to the epidemic. We will cull out issues from the papers
and discuss them separately for greater clarity. We seek to outline
the corroborative links and the divergence between the broad sweep
explanations that have been provided by some of the papers with
the very specific issues and explanatory phenomena highlighted by
others.
Three contentions are borne out by the papers: firstly, a bio-medical,
technocentric and bureaucratic bias afflicted the global and national
response to HIV and AIDS; secondly, local societal context have not
been adequately incorporated in the planning of AIDS control efforts;
and thirdly, a simplistic understanding as well as mis-communication
of the epidemiology of HIV infection and AIDS in populations
underlies the flaws in response. We are bringing together some of the
major issues presented in the various papers to highlight the relevant
social and epidemiological context, its complexity and its implications
for AIDS control.

The Determinants of HIV and AIDS in Populations

Since the sexual route is the predominant mode of spread of HIV
in India, we begin with discussion on the papers that present various
dimensions of the social and cultural reality. Gender relations and
sexuality have not received adequate attention in the AIDS literature
in India. They are lost in the programmatic paradigm of disease
control. Field studies, review of existing studies and data sets inform
these papers. Some are focused on groups who do not follow the
dominant sexual norms and are considered ‘deviant’, and others on
the conditions that link these groups to the mainstream. The medical
route of HIV transmission has been discussed when dealing with the
health service system, and the transmission by intra-venous drug
use has been addressed only in relation to some macro determinants
common to the other routes.
Elizabeth Reid’s observation (1994) that HIV/AIDS “throws into
stark relief the fault lines of a society: the way power is exercised,
gender constructed, socio-economic stratification exploited” sums up
very well the proximate to distal causes of HIV spread identified in the
papers. This is, of course, most clearly reflected in the issues related
to the sexual modes of transmission. Several papers also demonstrate
how it applies equally to the international power equations impacting
on economic, social, political and cultural dimensions that have
increased vulnerabilities to all the modes of transmission and limited
the potential coping responses in some ways.
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Gender Relationships and Sexuality

Manisha Joshi’s review of macro-data from the National Crime
Monitoring Bureau on violence against women (VAW), and the public
discourse related to it, highlights this menace that afflicts the women
worldwide, of all sections, both within and outside the home. The
data shows an escalation in reported cases of VAW over the decade of
the 1990s, but whether this is due to greater reporting of such crimes
than before or it reflects a real rise, is debatable. The determinants
of such violence are clearly on the rise. The concern of researchers
and women’s organisations is that the incidents of violence are
increasing, and the nature of violence is harsher than before. The
context of male violence against women has several correlates as
found by a multitude of studies across the world. Patriarchy in its
various ‘avatars’ (incarnations) and the deep-rooted ideas about male
superiority legitimise the use of violence to subjugate women. It
becomes a tool to exorcise frustrations as well as assert the individual
male ego. There are various causes listed in the studies in the volume
that attempt to explain increasing violence against women. Some of
them are: the increasing spread of consumerism and the widening
gap between material aspirations and their fulfilment; the worsening
conditions of work with greater insecurity and unemployment of men;
the increasing participation of women in the manual workforce with
greater casualisation... Traditional practices are changing and taking
on a more anti-woman form, e.g., in communities where paying brideprice was the practice, it is being replaced by the dowry. As cited in the
paper, ‘nata’ the practice in Rajasthan that allowed the woman to leave
her husband and live with another man if she wanted to, the other
man having to pay a price to her husband or parents, is changing to
the husband selling his wife for a price. More examples of increasing
conditions leading to VAW have been presented in subsequent papers
(Deepti Priya, Krishna Soman and Usha V.T.). Under such conditions,
that sexual harassment, molestation and rape should increase is not
surprising. On the flip side, that more is also being reported has been
made possible because of the visibility given to such issues under
pressure of the organised women’s movement, as well as progressive
increase in the confidence of women, enabling them to voice such
problems. However, the fact that this mainstream phenomenon
reflects economic conditions and gender relationships that enhance
vulnerability to spread of HIV in society at large is indisputable.
In this context, also relevant is Radhika Ramasubban’s (1998)
exposure of the hypocritical notion of ‘promiscuity’ as one of the
mirrors to Indian society. She points to the differential sexual freedom
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norms for men and for women, permitting degrees of freedom for men
without knowledge of how to prevent disease, but enforcing through
severe moral and religious strictures, pre and post marital chastity for
women.
Deepti Priya’s paper brings out the neglect of single women as a
category by public health due to its conventional focus on ‘mother
and child’ within a nuclear or joint family. It brings us insights into
the lives of single women and their multiple identities. Constituting
about 10% of the women in the country, ‘single women’ include those
who are of marriageable age but chose not to marry, those who got
married and have got separated/divorced or have been deserted, and
those who are widowed. As she points out, they represent a threat
to the mainstream social order that requires all female sexuality
to be controlled within marriage. The single women who are in
prostitution are ‘understood’ within the mainstream framework as
the ‘bad women’, therefore the other single women are a perplexity
and each one is made understandable by slotting her in the ‘good’ or
‘bad’ image. The case studies presented in her analysis demonstrate
the dilemma of the present generation of young middle class working
women and college-goers, being desirous of an independent identity,
but most giving in to the compulsions of the dominant social order.
That the option increasingly being chosen even by a few, of opting out
by either delaying marriage or foregoing marriage altogether, reflects
this dilemma and the growing disillusionment with marriage as an
institution. In a society where traditionally the norm was marriage
around the age of puberty, the paper also points out the implications of
rising age at marriage. It generates a period of several years when the
girls are single, but as yet there is no socially defined way of expressing
their sexuality, resulting in repression or furtive explorations and guilt,
as well as increased vulnerability to HIV.
Krishna Soman’s paper examines the changing lives of married
women. Reflecting on her insights from fieldwork in rural West Bengal
brings out very vividly, the context of the impoverished women in
the village and the changing values with greater penetration of the
‘modern’ consumer market. She finds that there is a movement between
the ‘women in family’ and ‘women in prostitution’, breaking down the
sharp divide that the conventional image of ‘good’ and ‘bad’ women
creates. Her research empirically demonstrates that social change over
the past several decades has given the women of the better-off sections
in the village a somewhat greater mobility and voice, as well as some
ability to retaliate in case of sexual or physical abuse. The pressures
of the labour and consumer market fall mostly on the women of poor
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households, whether it is because of the longer working hours of
the men, or the longer distance they themselves travel for work in
the town, or the increasing sexual abuse they encounter. The forms
of male control over female sexuality are reflected now in organised
social activities like trafficking girls through marriage, taking women
away by men in the name of giving jobs, and sexual compromises with
the employer or contractor to protect employment or wages. Thereby
her findings question the categories of ‘commercial sex worker’ and
the ‘general population’ that is used in AIDS programme documents,
at the same time questioning the acceptance of prostitution as ‘work’.
Manimala & Putul’s paper (in this volume) constructs the dialogue
among brothel based sex workers at Sonagachhi in Kolkata, West
Bengal and Chaturbhuj Sthan in Muzaffarpur, Bihar, on their selfperception and the proposed measures for improving their conditions.
The field data presented in the paper reflects the differences in
perceptions between the women who have been in the profession for
different periods of time, as well as are now in different roles. The
older ones who have become entrenched in the area are the peer
educators in the AIDS control initiatives, who have tried avenues
of opting out but experienced the futility of their attempts due to
social and economic compulsions, state strong arguements about
the recognition of ‘sex as work’. Younger and new entrants are still
fresh from the trauma and often hopeful of ‘getting out’, and finding
a ‘babu’ as permanent mate who will make this possible. The other
difference in self-perception is between the ‘dancing girls’ or ‘tawaifs’
and the ‘vaishyas’ or sex workers. A marked hierarchy exists where the
former see themselves as artists and thereby distinct from the ‘lower
level’ women in prostitution. The tawaifs’ organisation will not allow
membership to the vaishyas. There are pros and cons of the proposal
to legalise prostitution, alternatively to decriminalise it, which are all
well articulated by the various sections involved in the trade itself.
The essence seems to be that the basic desire of the affected women is
not for the licensed identity of a ‘sex worker’, the struggle is for social
dignity and a harassment free life.
Shaleen’s paper on the identity of MSM and Lalitha’s experience
of working among them outline for us the multiple avenues of sexual
relationships for men. About 5-10% in any population are estimated
to naturally possess a homosexual orientation. The social stigma and
legal sanctions against MSM activity prevents most MSM from being
open about their sexual orientation, creating dual lives for many - being
married and having homosexual relationships, as well - introducing
psychological problems of inferiority, insecurity and guilt. These are
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compounded by the social attitudes of rejection and lack of support.
Non-identification as a distinct social group also makes information
and services relevant to them less accessible.
They also highlight the divergent identities among the MSM
themselves - the giriyas, kothis and hijras - taking on roles that are just
as gendered and power-laden as between men and women. While
many MSM have monogamous relationships between them, multiple
partners is a common pattern. The problems of child sex abuse and
‘rape’ (forced penetrative sex) of men by men is an issue addressed
in Flavia Agnes’ paper (also in this volume). The vulnerability of the
MSM, as reflected in the seropositivity rates from sentinel surveillance
sites is explained by not only the biological, but also the social and
psychological consequences of their sexual orientation.
Dr. Ashok Nagpal, speaking as a discussant from a psycho-analyst’s
perspective, explained that those who engage in sexual relationships
only as a physical act without the emotion (which he calls a perversion),
reflect one dimension of each human being’s subconscious. Therefore,
understanding them can teach us much about the different sexual needs
of all, and assist in developing a better understanding of ‘Responsible
Sexuality’. He focused on the importance of “uplifting the conjugal
couple”. He felt that the fantasies around the conjugal couple would
bring much more richness into the issue of relationships – the physical
dimension, the social intimacy and the emotional relationship that
goes with it.
He clarified that “when we refer to the conjugal couple, we are
lifting it from the structure of marriage. But we are also trying to draw
from the structure of marriage a kind of a fantasy pattern, which has
been woven and aroused in both persons – men and women - as a part
of this sexuality. …If we start looking at sexuality and also include
the psychological ripples of sexuality by which various emotions are
stirred in one, one can create an awareness of it. Then it is not merely
seen as a bodily affair (though certainly not excluding the bodily
affair), then we would constitute the conjugal fantasy for variable
durations in many relationships.
We would not be able to bypass the conjugal fantasy - the desire to
somehow not merely have a good sexual relationship but also to find part of
oneself in the other. So I refer the conjugal couple to this wish which is
not easily held back except, as I said, in ‘perversions’ of various kinds
which of course we are all also simultaneously living.” (Nagpal 2002).
This wish forms an element in the aspirations of women and men
represented in the papers as well, corroborating its relevance for those
‘at the margins’ and ‘in the mainstream’.
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This set of papers thus lays out the contemporary psychological,
social and economic correlates of sexuality and gender relationships
from different parts of India, that increase the vulnerability to the
spread of HIV. While most papers are focused on the condition of
women, what they reflect is the impact of social attitudes and the
consequent behaviours of men. As repeatedly demonstrated, Indian
specificities of patriarchy, with the impact of poverty and gender
inequality, consumerism and commodification of sexuality, all
enhancing the vulnerability of both men and women.

A Macro Perspective

With the gender inequality and patriarchal structures and practices
in India, combined with high levels of poverty and migration, the levels
of HIV prevalence and AIDS should be extremely high. However, the
rates in India are low to intermediate relative to the global picture. We
get the explanation of this from the paper ‘Revisiting Epidemiology’.
Its inter-country and inter-state analysis finds correlates that take us
to a more nuanced understanding of the vulnerability factors and the
socio-cultural barriers to the spread of HIV.
The paper compares characteristics of different societies in relation
to the level of HIV seroprevalence in adults to identify the macro
determinants of HIV and AIDS. The comparison between high, middle
and low income countries reveals a general association between the
HIV seroprevalence rates and gross domestic product, the higher
income associated with lower HIV prevalence. However, there are
several exceptions in each category, questioning this direct simple
relationship. The Indian inter-state comparison indicates that the
income levels can also have a reverse association. This phenomenon
is explained by the association of HIV spread more with the degrees
of disparity than with poverty, the disparity being, in turn, linked to
the rapid pace of economic growth, urbanisation and a significant part
of the economy being export-oriented. With these comes a ‘culture of
consumption’ that highlights the disparities and promotes an unhealthy
individualistic pleasure-seeking. Within each country income level, it
was found that those exhibiting greater collective responsibility (for
instance in terms of the state ensuring basic needs to each individual,
as in the Scandinavian countries) was associated with more responsible
individual behaviours and lower HIV infection prevalence rates
(Scandinavian as compared to the USA). The comparative link of low
HIV levels seen with a balanced development, i.e., economic growth
and human development (represented by GDP rank minus the HDI
rank) being in tandem, corroborates this interpretation.
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Medical transmission, besides the small quantum that occurs
due to the inevitable ‘window period’ in detecting HIV infection in
blood samples, is largely a reflection of the negligence and lack of
social responsibility rampant in the health services. This has also been
compounded in recent decades by the ‘health sector reforms’ that
have promoted commercialisation and corporatisation of the health
sector, converting ‘patients and doctors’ into ‘clients or consumers
and service providers’.
Critical conceptual issues related to societal vulnerability emerging
from the papers discussed above are the following:
•• It is economic ‘disparity’ in addition to ‘poverty’ that generates the
vulnerability to HIV.
•• The ‘culture of unrestrained consumption’ of the better-off,
whether countries or social segments within countries, enhances
the poverty of others, strengthens the power hierarchies and
generates a ‘culture of inequality’. The ‘culture of unrestrained
consumption’ and ‘culture of inequality’ are thus the determinants
rather than the ‘culture of poverty’ that is commonly depicted
as the causal factor for HIV transmitting behaviours. Both sides
of the power hierarchies become at greater risk to HIV infection.
Men of the relatively economically higher section buying sex from
women of the more impoverished section is an example of this.
However, as the ‘culture of consumption’ gets established as the
basis of social status, the ‘culture of inequality’ includes an attempt
at emulating the consumption of the better-off by the poorer in an
attempt to overcome the social disparity. This puts the poorer at
even graver risk than the better-off. The power hierarchies become
stronger and the ‘culture of inequality’ more ingrained. The papers
by Krishna Soman, and various analyses of the violence on women
cited in Joshi’s paper, also demonstrate this link.
•• The ‘cultures of unrestrained consumption’ are explanatory also
in the context of high levels of substance abuse and transmission
among the heterosexual and the MSM.
•• The denial of social responsibility and caring in social relationships
is linked with the culture of unrestrained consumption and the
commodification of sexuality to create vulnerability of both men
and women to HIV. The extent to which social structures and
cultures in a society generate these ‘value-free’ notions seems to
determine the vulnerability of that society to HIV. This complex
web of factors defines the culture of societies with market driven,
consumer economies low on social welfare, with little moderating
effect of collective responsibility for people’s welfare, whether in
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high or low income countries. The paper by Ros Beatson & Josef
Decosas (in this volume) cites this as one of the determinants of
the epidemic in Africa. Krishna Soman and Deepti Priya’s papers
show how the earlier socio-cultural mechanisms for protection
of women are no longer workable in the changed and changing
Indian context, and no new mechanisms have yet been evolved.
•• The papers on the MSM point to the necessity of social acceptance
of the MSM ‘as they are’, and then expecting ‘social responsibility’
from them. MSM organisations struggling for recognition of their
natural identity, are also acknowledging the need to sensitise
members of their sexual community about their responsibilities as
well.
•• ‘Social responsibility’, when viewed as allowing of human rights
and dignity of others, becomes a liberative concept rather than a
detractor of individual freedoms, since it enhances these at the
population level for a larger number of people, and is protective
for its practitioners at an individual and group level. Compared
to the USA, the other industrialised countries, especially the
Scandinavian, have much lower HIV levels, and apparently have
more ‘responsible sexuality’ even with as much, if not more, of
‘openness’ about sexuality and serially changing partners.
•• Thus, it seems possible to conclude that manifestations of collective
societal responsible behaviour towards individual well-being leads
to more responsible individual behaviours. Relatively lower levels
of HIV are found associated with high levels of collectivisation,
and a cultural ideal of responsible inter-personal relationships
including monogamy, whether serial or life-long. The hypocrisy
and guilt associated with violation of such norms will also be
minimised if the societal framework includes an emphasis on
individual well-being within the social structures.
Arun Kumar’s tracing of economic development in India
demonstrates the reasons why, based on the epidemiological
determinants outlined above, HIV infection rates are at low
to intermediate levels. Despite an elite section of ‘rulers’ after
Independence, there was a slow but steady development in terms of
economic growth with those below poverty line decreasing (from 55%
in 1971 to 26% in 2001), education reaching a greater proportion (18%
literate in 1951 to 65% in 2001), and life expectancy doubling (from 32
years in 1951 to 65 in 2001), all achieved despite a trebling of population.
As data from the UNDP report (2002) in Chapter I.1, Table 6 shows,
the income disparity between the top 10% and poorest 10% was much
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lower in India than the industrialised or other middle and low income
countries, and the levels of HDI reached were commensurate with
the economic growth. Consumption levels of even the Indian middle
class have been low by world standards. These could have acted as
the societal protections against a high spread of HIV.
Arun Kumar’s analysis of the implications of globalisation and
structural adjustment policies that shifted the paradigm from a mixed
economy and self-reliance to a market-driven and internationallydriven one, show that it undermines the notion of ‘Social responsibility’.
He argues that markets are ‘value free’. ‘Free markets’ are supposed
to operate on the principle of demand and supply. However, as the
paper argues, this is an abstract unreal understanding, since ‘demand’
is shaped by social power equations and values, e.g., if greater value
is given to ‘social justice’ and human rights, then food, employment,
education and health services become public priorities. But if ‘economic
growth’ is the primary value, then there is low growth of employment,
poorer wages and longer hours of work. This also has implications for
access to housing, educational and health services. Well-being of the
large majority declines. As the market thrives on competition rather
than cooperation, disparities increase. Greater inequalities are known
to result in rise in social conflict and individual frustrations. Thereby,
violence across all existing power relationships escalates, from across
nations in the international sphere, to the state on its citizens, to that
of the better-off on the poor, to that of men on women. A backlash
by the weaker section then emerges, completing a vicious cycle that
destroys the humanism of all sections of society. Instead of mending
the existing ‘fault lines’ of a society, the market driven globalisation
thus ends up accentuating them further.
Markets are based on the notion of ‘consumer sovereignty’
and are likely to be bringing in a stronger ‘culture of unrestrained
consumption’, Usha V.T.’s paper on popular media in Kerala
demonstrates the increasing commercialisation and consumerism
linked to reinforcement of the stereotypical family, roles of women,
and gender relationships. What it also shows is the way the
commodification of sexuality and women is simultaneously breaking
down the cultural protections that have traditionally existed. This
combination of factors will increase societal vulnerability. The greater
penetration of corporate markets and this culture of commodification
in the more industrialised and urbanised countries and Indian states,
which already suffer higher levels of HIV infection, demonstrates an
association. The papers reflecting pre-existing disparities enhanced by
the direction of changes in gender relationships and sexual cultures of
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all sections corroborates this analysis. Despite the declining trend in HIV
infections in the regions affected early, the analysis emerging from all
these papers also provides the warning that, if the same development
path is continued with no correctives, disparities continue to increase
rapidly and social relationships and human values get under-valued,
there may again be an increasing trend in HIV infection rates in India
in the coming years.
Thus, while the perspectives of the ‘vulnerable’ or ‘high risk’ groups
are generally articulated in terms of individual freedoms and rights,
then pitted against the notion of ‘social responsibility’, the dialogue
across the seemingly divergent perspectives presented in several
papers leads to a recognition of both as essential, as not mutually
exclusive but mutually re-enforcing. Social responsibility for meeting
basic needs with dignity emanating from the societal level, together
with a recognition of multiple identities and pluralism, would allow
for the individuality of each one and enhance the well-being of all.
Clearly the dialogue has enriched the volume and our understanding.
For epidemiology and public health, statistics are considered
essential building blocks, especially in the study of determinants.
Shalina Mehta and Vijay Thakur’s forthright statements about their
discomfort with the arguement of numbers present a divergent
perspective. However, most papers combined quantitative and
qualitative data for their analysis, mobilising the strengths of both
for an integrated understanding. Also, the macro and micro-analyses,
along with a comparative frame based on descriptions of diverse and
changing realities, have helped us outline the social processes that
explain the prevalence of HIV infection in India as a public health
problem, at the same time also explaining its limited spread relative
to the global picture.

The Response

Decision-making regarding the planned response to the AIDS
epidemic required innovative thinking since it was a new disease
that rapidly became a worldwide killer, and which spread by modes
that were socially sensitive and difficult to ‘control’, be it the sexual,
medical or intra-venous drug route. Much innovation has occurred in
the field of AIDS control, internationally, nationally and at the micro
level. Yet several shortcomings remain, as they will in all human
endeavour. The way forward is to constantly examine the effort, ask
the right questions and find answers that can then help in corrective
action and provide lessons for the future. The questions raised in the
introduction were the following: -
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•• Why did we undertake IEC in a way that has promoted the fear
and stigma?
•• Why was care and support a low priority for the programme in its
initial phase?
•• Why have the medical professionals not been trained to respond to
HIV scientifically, rationally and ethically?
•• Why is ‘gender sensitivity’ not an issue for the programme?
•• Why did it take almost 15 years to recognise the problem with
IEC strategies and 20 years to recognise the problems with the
estimates of prevalence of HIV infection?
•• Why were no efforts made to tap or generate indigenous economic,
human, and cultural resources for developing a sustainable
response?
Summarising the issues emerging from this set of papers, we find
that answers to most of the questions about the AIDS control efforts
lie in the interplay of international and national power hierarchies,
mediated by the politics of knowledge; reflected in perspectives in the
production of knowledge and its use.

Governance, Knowledge and Corporate Markets

Arun Kumar makes a strong point about how the current
globalisation is undermining democracy in national planning. His
observations are critical to the understanding of policies relating to
HIV/AIDS management as he comments that ‘national governments
are forced to adopt policies that may not be in the best interest of
their population’. The multilateral institutions, like the IMF and the
World Bank, are not accountable to the people, yet they force their
conditionality on national governments. Often the legislatures are
bypassed and it is argued that these are international obligations that
cannot be debated but have to be implemented.
His second major issue is about globalisation deciding the direction
of flow of ideas across the countries and within them. With the
dominance of flow of ideas from the western, industrialised AngloSaxon world to the rest over the past two hundred years, the elite of
‘developing’ countries have imbibed their lifestyles and worldview
that cuts them off from the poorer majority of their own country, and
from the less westernized, locally rooted cultural frameworks. Rise
of the black economy and the current globalisation have cemented
these divides further. Thereby, the policy and programme approaches
generated by the national elite tend to follow those evolved by the
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‘developed’ world or under its influence. This further undermines
democratic processes from within.
Imrana Qadeer (in this volume) endorses these observations within
the sphere of public health. She argues that WHO, a body that was
created to provide support to national health ministries through its
technical and health system training, had to make strategic changes
under the influence of multi-national companies (MNCs) and funding
agencies. Globalisation, and its direct manifestation in relation to
health service policy proposed by the international agencies, the
Health Sector Reforms, has led to decimation of the public health
services that had been built up since the 1950s in many parts of the
world (Banerji 1999; Navarro 1999). Strong critiques and campaigns,
nationally and globally, based on evidence of the negative impact of
the ‘reforms’, have led to acknowledgement of this and some kind
of a reversal in policies has taken place in the past few years. While
‘corporatisation’ of the health services takes place on the one hand,
the necessity of maintaining a public health service infrastructure is
also recognised, even if for diverse reasons - from the people’s point of
view it is to ensure access to a basic service, from the health industry
viewpoint it is necessary to ensure profits since purchasing power of a
large majority is too low to pay for what it offers, and so public funding
will give definite returns. The Global Fund for AIDS, TB and Malaria;
World Bank funding for health programmes; Gates Foundation
philanthropy; are all serving diverse interests. Besides AIDS control,
the birth control agenda and its human face, the Reproductive and
Child Health programme, as well the need for vaccine trials and
‘outlets’ for the vaccine market, all have led to a return of the public
health services. However, these services are now to be subservient to,
and poor cousins of, their private sector corporate ‘partners’, even
while the public exchequer foots a large part of the bill. Thus, as
Qadeer points out, whose perspective provides the dominant thrust
to the health services is the central issue.
Pertinent in the context of AIDS is the response to a query posed to
the UNAIDS representative at the Amsterdam workshop in June 2001,
“UNAIDS can be passive information gatherers and distributors with
a limited value. We are brokers. We are continuously taking in what
is relevant and discarding the rest. UNAIDS has developed forms for
interaction, though they are not structured” (Mehta 2002). Who is part
of the interactions and who decides what is relevant become crucial
issues for shaping the response to AIDS.
The papers introspecting on the AIDS control efforts by those who
have been involved in the process - either from within the official
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programme structure or as external advisors and analysts - identify
the processes for planning and implementation that explain much
of the shortcomings. They observe the influence of international
and national forces in the perspectives underlying the AIDS specific
programme approach through its details.
Rajeev Sadanandan, who has been involved in programme
formulation and implementation, discusses evolution of the NACP
post-1992, and argues that it was the limitations of the public health
services and their inability to deal with issues of sexuality and human
rights, of groups such as sex workers and IVDUs, that necessitated
dependence on NGOs. According to him, it was the unwillingness by
state governments and the civil society to accept AIDS as a special
problem, and the inability of governments to satisfactorily interface
with the NGOs, that created shortcomings of the programme.
Still others explain it by the planning and implementation
processes not drawing upon local expertise and knowledge, especially
at the state level. Shalina Mehta demonstrates how the conceptual
perspectives that take local specificities into account are missing,
and the bureaucracy is unable to handle the diversity and flexibility
required. Yet the knowledge and skills of social scientists, specifically
an anthropologist, are wasted even when she is a staff member of the
States AIDS Society team. Ritu Priya’s paper on ‘Introspecting on the
AIDS Control Perspective in India’ shows how mechanisms such as
the Technical Resource Groups of NACO, meant to draw upon Indian
expertise were, by and large, not made fully functional or enabled
to generate their own framework or articulate anything outside the
dominant international approach.
The health NGOs and analysts did not get involved for long since
they were not convinced by the internationally driven pronouncements
of the magnitude of the epidemic or the prescriptions for control of HIV
and AIDS. The AIDS NGOs that emerged rapidly were too narrowly
focused, and often funding driven. The genuine NGOs and PLWHA
networks were overwhelmed by existential issues. They witnessed the
harsh realities most. Consequently, the dominant alarmist picture was
espoused along with an uncritical emphasis on bio-medical solutions.
Lately, access to ARV therapy has become the priority issue for them.
This suits the interests of the pharmaceutical industry and medical
establishment. It also became a priority issue for the PLWHA of the
middle class. They already had some social security and support or
the skills to earn a living somehow, and are beginning to acquire social
visibility and a political voice. But for the poverty-striken, invisible
class of PLWHA, more basic needs still take precedence. They are
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deprived of work, food and general medical care. Ensuring these
basics to large numbers requires questioning the wider economic
policies and structural adjustment that promotes employment-less
growth, generating wider disparities in society. Somehow, the PLWHA
networks and other civil society organisations engaged in AIDS action
and advocacy do not address these issues. Even their questioning of
WTO is only for its impact on drug prices and availability, not linked
to the larger economic policies.
That the epidemiology-based critiques of the official estimates of
prevalence of HIV infection in India by Indian bio-statisticians and
public health experts went unacknowledged, is an indictment of the
knowledge system which claims to be ‘scientific’. Ritu Priya argues
that it was the international discourse that placed a moral value
judgement on any such critique, labelling it as a criminal ‘denial’, and
thereby prevented any rational thinking until the writing on the wall
became much too clear. The panic generated by the sensationalized
pronouncements of the projected epidemic as a doomsday scenario
created a mindset that uncritically accepted international prescriptions
in its haste, generating a politics of knowledge where ‘political
correctness’ meant toeing the universalist line, otherwise you were
‘non-progressive’ or even a ‘rightist’. This allowed full opportunity
for the dominant public health approach that Imrana Qadeer has
defined.

Targeted Interventions and the Complex Reality

Rajeev Sadanandan argues for effectiveness of the approach
adopted, demonstrating an association between intervention and
outcome. He finds that the states of India with a greater concentration
of Targeted Interventions (TIs) in the population have controlled the
epidemic more effectively. Others who have been involved as external
consultants in the implementation of the TIs argue that the focus on
the groups most vulnerable to HIV is a good idea, but the strategies
adopted in the TIs and their manner of implementation have been
inappropriate. Vijay Thakur’s analysis in this volume points to the
paradox of free condoms being part of the Family Planning efforts
of the government, but they were being sold to the sex workers, a
direct consequence of the World Bank conditionalities that stated that
no services must be given free. Elsewhere, it has been argued that an
entirely integrated approach would be more appropriate, TIs being
counter-productive and not cost-effective, being far too expensive for
the number of infections they prevent. If all slum-dwellers were to
get access to health services and information about control of HIV, it
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would reach the women in red light areas as well, without specially
targeting or labelling them (Chhabra & Banerji 2001). Clearly, the
arguements for and against TIs have their merits.
The larger issue of course is that of the recognition of prostitution
as legitimate ‘work’ by legalisation of prostitution (or legitimisation
of intra-venous drug addiction as ‘drug use’ rather than ‘substance
abuse’ by the strategy of ‘harm reduction’). As the earlier discussion
showed, the aspiration of women in prostitution is ensuring that their
basic needs are met with dignity, including protection from HIV. TIs,
with their focus on the most vulnerable to HIV, may be an imperative
of the programme. Those already in prostitution must be ensured
their basic rights in the immediate and the TI focus may be most
effective in doing so. But there is also the preventive approach, about
minimising the number of women coming into prostitution. This is
where the debate on strategy arises, since it also means minimising
the demand for commercial sex. This goes against the interests of the
women currently in prostitution. Minimising demand for prostitution
also goes against the larger framework of globalisation that thrives on
commercialisation and commodification of sexuality. As Thakur argues
in this volume, to have TIs that are based on the women’s initiative
and assertion, it is important to ensure health services for all the core
group population. Equally important is the need for education for
their children. Distribution of condoms free of charge is an important
measure, even if only a partial solution. Facilitating the CSWs efforts
for other sources of livelihood, and sensitising the police to deal with
the problems of these women humanely are other ways of improving
the quality of life of these women. It is not really necessary to tamper
with the existing legal provisions. This approach requires a constant
process of democratic negotiation and ongoing dialogue. However,
the discourse created by the international and local organisations is
such that any questioning of ‘sex as work’ has become ‘politically
incorrect’ (Sathyamala & Priya 2006).
Dealing with issues of disease control and sexuality through law
does not necessarily lead to the most effective or liberal approach, as
Amita Dhanda’s analysis of the judicial response to the relevant AIDS
related cases demonstrates.

Operationalising Human Rights

Legal instruments have to deal with the real life complexity while
they safeguard the human rights of affected persons and groups.
The two papers included here highlight this, and point to the need
for relating social responsibility in gender relationships at macro
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and micro levels. They relate the issue to the laws and prevailing
environment within which judgements are made in courts. Flavia
Agnes raises questions about the human rights approach taken in the
campaigns for two legal instruments related to AIDS discourse – one
for a ‘gender-neutral’ rape law and the other for the ‘right to marry’ of
HIV positive persons. Documenting the whole set of public concerns
related to coercive sex, she highlights the conflict of interest that has
arisen between the campaigns for the rights of children and of the
MSM. While the former has used Section 377 of the Indian Penal Code
for bringing to book cases of paedophilia, the latter is fighting for
repeal of Sec. 377. In such a situation, one resolution is to modify the
rape law so that it includes the rape of males. However, Agnes points
out that this making of a ‘gender neutral’ rape law denies the reality
of women’s subjugation. Her analysis is from the perspective of the
women’s movement and the ground reality of HIV-affected women.
AIDS related cases in her legal practice show that an approach more
sensitive to the lack of agency of women and their ‘use’ by men as well
as discarding by the in-laws necessitates legal instruments that protect
the women’s interests. Amita Dhanda’s analysis of AIDS related
judgements brings her to argue for an approach that, simultaneously,
allows for men behaving ‘responsibly’. Reflecting on the debate of
the right of HIV positive persons to marry, she finds that there is a
need for pro-active legal strategies to address social discrimination on
grounds of any disease. Simultaneously, her advice is that, “In devising
these strategies it is politic to align with other law reform movements
rather than only removing the deficits in the law for persons living
with HIV/AIDS.” The coercive public health approach, the humanist
and the facilitative-regulatory approaches are presented as the three
evident in relation to HIV and AIDS. Analysing their strengths and
weaknesses in view of the various debates and controversies related
to the sexual/gender issues as well as health service issues, she argues
that they need to be brought together.

Social Responsibility of the Health Services

A campaign for ‘Access to ART’ is the strongest demand articulated
by AIDS activists and Positive People’s Networks, internationally
and nationally. This is a hangover of the germ theory era where
single cause (the germ) and therefore drug/drugs that attack it (e.g.,
antibiotics) became the one solution. It has distracted attention from
the conditions that lead to increased vulnerability to HIV infection, or
the other medical as well as support and care needs of HIV infected
people.
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Epidemiological as well as economic and political analysis set the
stage for understanding the spread of HIV and the manifestations of
AIDS. ‘Revisiting the Epidemiology of HIV’ points to the currently
evolving epidemiology, since the entry of a new infection sets off a
highly dynamic process until a state of relative stability is reached
in which the disease agent and the host species adapt to each other
and settle down to a steady endemic level. While generally viewed
as an inevitably fatal infection, the paper documents some important
dimensions of the biological processes leading to the population’s
adaptation to HIV - such as the evidence of innate resistance to
the HIV in some humans, the action of triggers that accelerate the
transition from HIV infection to manifest AIDS, the category of HIV
infected persons called ‘late progressors’, the increase in duration
between infection/diagnosis and death even without ARV treatment.
Avoiding the triggers (such as nutritional deficiencies, alcohol and
drug abuse, chemical pollutants including immune suppressing
medicines, opportunistic infection overload, and psychological stress)
and strengthening the immune system are then the logical preventives
for conversion of HIV infection to overt disease. These are the same
factors that have been found to facilitate the transmission of HIV as
well. Thus, they are indicated as critical dimensions in the health
management of an HIV positive person and for minimising the spread
of HIV. ARV therapies and vaccines are not ruled out, but become
low in priority as compared to the more contextual issues of access
to adequate food, a healthy physico-chemical and socio-psychological
environment. This is the operational resolution of the much debated
issue - ‘the cause’ of AIDS - is it an HIV or is it only a manifestation
of the combination of malnutrition, infectious disease, environmental
pollution and social stresses in the contemporary world? The
epidemiological understanding brings both views together, the
conditions creating the soil in which the seed of HIV could thrive.
With the advent of ART, economic and gender disparity,
irresponsible social relationships, and care and support during the
early phase of the infection appear to have become non-issues for
AIDS advocacy groups. These issues have also become marginal to
campaigns of PLWH networks. This has allowed the violation of several
basic rights going unchallenged. The provision of comprehensive care
is a rational measure for the initial several years before CD4 counts
drop and ART is started, besides being needed during ART as well.
However, the campaign for ART overshadows comprehensive care
as a right, and consequently many who are detected HIV positive
and cannot afford ART are told by the doctor that they should just go
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home to die! Or ART is irrationally started too early and has soon to
be given up because side effects set in or resistance develops, and the
ART becomes ineffective, or it becomes unaffordable.

Rational Priority Setting: ‘Felt Needs’ and ‘Objective’ Needs

It is indeed heartening that the AIDS epidemic has forced
mainstream public health to accept the role of affected persons
themselves in the programme formulation and implementation
(GOI et al., 2000). However, lay people’s perception about choice
of technologies for prevention and treatment will depend upon the
information provided to them about the various options available
(at least until there has been adequate experience of their use). Also
individual experience and choice may not always incorporate the
larger experience. Therefore, the AIDS control programme must first
prioritise those measures that are both the people’s ‘felt needs’ and
‘epidemiologically assessed needs’ (Banerji 1992).
The papers on health care and support for the HIV affected
demonstrate the relevance of these issues for AIDS control. In India,
we are currently engaged in the challenging task of evolving new
mechanisms for structuring the health services to better deliver
health care to the under-served. We already have a large public and
private sector in health care. The public services had been allowed
to deteriorate in the past decades of the globalising ‘health sector
reforms’. It has a renewed thrust since 2003. Allocation to health in
the central government budget has risen from 0.9% to 2% of GDP.
The National Rural Health Mission has been initiated in 2005 to
strengthen functioning of the primary health care services. Local
citizens’ participation is being structured through the Panchayati
Raj institutions and the Rogi Kalyan Samitis. Diverse forms of
public-private-partnership are being worked out. But if irrational
medical practice is to be the order of the day, with unnecessary tests,
medicines and surgery being prescribed as the accepted form of
patient management, if vaccines are to be off-loaded on our children
just because they are there and the health industry creates a mirage of
‘eradication’ of all disease, then whether public or private, all services
will be iatrogenic, i.e., disease producing. Further, we will be paying
more and more for them! So, besides the issue of access to services and
the ‘right to health care’, equally important is the issue of optimality
of use of medical technologies and health resources.
Kaushal Kishore Singh’s background paper at the JNU seminar
had also raised several of these issues, relating them to the economic
resource base of the 30% of the country who live below the minimal
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poverty line (Singh 2002). It reflects the close links of medical care with
prevention and treatment, as well as with the wider societal context.
The problems of managing care of patients in a resource-constrained
situation are a major challenge. These are urgent issues at the present
juncture when there is a thrust for ‘Health Sector Reforms’ as part
of the globalisation processes, with an aggressive push for industrydriven growth within the sector and encouragement of the private
sector at the cost of the public sector services. We need to critically
examine all the options open before us within the health service sector
as a whole and decide rationally on technologies and delivery systems,
rather than let ourselves be pushed into a mindset that accepts the
propaganda that ‘There Is No Alternative’ (the TINA syndrome) to the
internationally driven measures. It is in this context that the issues of
technological options become significant.
Atul Kotwal’s paper examines the medical injection as a component
of health culture, its history and role in the health services, the social
perception of injections in low income countries such as India, its
safety and effectiveness issues, and the AIDS control strategies related
to it. The widely pervasive injection culture and the negligence of
the health care providers leading to high levels of unsafe injections
makes this an important route of HIV transmission. However, as he
demonstrates through an extensive review of studies, unnecessary
overuse of injections is a major problem. Substituting glass syringes
that require boiling with disposable syringes does not deal with this,
and only adds to costs of treatment. Further, the environmental cost
of safe disposal of such a large quantum of injection equipment poses
an unresolved hazard for present and future generations. Changing
technology without changing the attitude of negligence and the health
care providers’ overuse of injections is another technocentric solution
found in an attempt to evade the basic issue of social responsibility of
the medical profession.
In the case of ART for treatment of HIV infection, Ritu Priya’s
review of issues brings out the need for weighing its efficacy against
side effects on the malnourished. Clinical trials of ART need to assess
the drugs not only against each other, but also against outcomes of
care and supportive management. The latter incorporates nutrition,
psychosocial support, avoidance of chemical pollutants and adoption
of healthy lifestyles to enhance the quality and length of life. Also to be
factored in, is the frequency of development of resistance to the antiretroviral drugs. Relevant to ART is the capacity of the health services,
public and private, to monitor side effects and resistance, and to tailor
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the treatment accordingly to achieve reasonable levels of benefit from
this technology.
Whether the focus is on ART or comprehensive treatment, the
quality of health services is of significance for the HIV positive persons
and for AIDS control. Rama Baru and Chris Mary Kurian’s paper
examines the issues, expanding the conventional conceptualisation of
quality of single health care institutions to the quality of public health
services and a public health programme. Adopting the classification
of parameters of quality as the ‘tangibles’ and ‘intangibles’, they
argue for the importance of the complex inter-relationship between
the infrastructural inputs and the behavioural aspects of personnel.
The tangibles include factors such as availability of finances, physical
location of institutions, infrastructure, equipment, drugs, and
manpower. The intangibles include areas such as staff behaviour and
measure responsiveness of the health system. Mechanisms to improve
quality on both these counts are discussed in the following papers.
Vijay Rai’s paper, coming from a public health physician and
administrator, proposes several measures for improving the services
and their management. He advocates for improving the Health
Management Information System, setting of standards and quality
benchmarks for services, and mechanisms for ensuring their application.
The state governments, armed with appropriate legislation and
licensing, should monitor all health care delivery institutions, whether
private or public, to ensure basic quality parameters. Better resource
mobilisation through community participation, decentralisation of
administrative and financial decision-making, flexibility in operations
of the health service institutions with less adherence to fixed rules,
while making the management more responsible for its actions and
transparency of decision-making processes are the larger systemic
changes recommended. Besides institutional strengthening, it is
contended that a healthy relationship between the community and
the dispensary or health centre management, and ownership by both,
if achieved, can do wonders.
Alpana Sagar’s paper based on her research on antenatal care
empirically demonstrates the importance of the sufferer’s own
perception and voice in understanding the problems and dealing
with them. The pregnant women attending an antenatal clinic in a
slum area were better able to identify their problems in relation to
the totality of their lives than even the sensitive doctor. Thereby
she contends that, “quality services need to incorporate a dialogue
between physician and patient which would help medical personnel
understand people’s health as well as their health seeking behaviour.
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A non-judgemental understanding of people’s health culture can only
be achieved by understanding the circumstances of their lives”.
Shalini Bharat’s paper in this volume provides an empirical
description of the gender differentials in vulnerability factors for
HIV and in care and support to the infected, discrimination being
practiced in the medical settings as well in the social. In fact, the issue
of social support to abandoned women, to victims of domestic and/or
sexual violence, to orphans, to widows and such other groups is one
that we have to face as a society even without the problem of AIDS.
The latter only compounds the problem and adds some facets to an
already serious and complex situation. Some papers highlight these
issues and others examine possible strategies in the wake of the AIDS
epidemic. In Africa, where a massive epidemic has occurred with little
or no public health services in many countries, communities have been
forced to develop ways to provide support to the many that suffer in
their midst. These efforts provide lessons to draw upon.

Community Support and Participation

The issues of social care and support are highlighted through
Shanti George’s paper on preparing for AIDS orphans. Taking into
consideration the caste and economic divides as well as gender
discrimination in the Indian communities, the feasibility of ‘informal
fostering’ and its ability to strengthen multiculturalism in India has
been explored. To prepare for provision of care to AIDS affected
children, with the added stigma, she recommends that fostering be
developed as a mechanism for all orphans. Community fostering is
not merely a referent but a conceptual and practical tool. Arguing for
active involvement of non-government organisations in orphan care,
George writes that non-governmental organisations ideally provide
momentum within civil society for change in a desirable direction.
She also contends that non-governmental organisations should not
be so much of a material support as a network that links vulnerable
groups and individuals to support from the state, and establish such
links where they do not as yet exist. A similar role for NGOs has been
proposed by Vijay Thakur for CSWs in the earlier section analysing
the Indian AIDS control efforts, Ritu Priya has envisaged similar
networks of various affected groups, public and private care providers
and the community for strengthening health care systems in the paper
on ‘Introspecting on the AIDS Control Perspective in India’. Linking
ART services with support and care NGOs is a valuable step in this
direction.
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There is also an urgent need to evolve some workable strategies
backed by formal structures, wherever necessary, for macro level
inputs that enable communities to provide the support they want to,
but are constrained by lack of resources or information. The paper by
Jenniskens et al., with their experience of working in international health
and development agencies, argues that it is impossible to successfully
implement multi-sectoral programmes by relying on central sector
agencies and central co-ordination. The central theme that runs through
the paper states that the communities should be given opportunity to
develop and control their own response. Recounting the constraints
faced by most community-based HIV and AIDS prevention, mitigation
and care initiatives in sustaining and improving their programmes, the
paper presents a strategic framework that is meant “to strengthen and
build upon existing organisational structures for a multi-sectoral response
to HIV/AIDS prevention and mitigation through community mobilisation,
with support from all appropriate levels and sectors”. The paper represents
the African experience that has also shaped much of the international
approach to AIDS control, the principles set out being in line with
the UNAIDS local response initiative, with social mobilisation as an
integral component.
Ros Beatson & Josef Decosas’s paper briefly discusses the
epidemiology of AIDS in sub-Saharan Africa, but mainly describes
the processes in South Africa responding to AIDS. It specifically
documents the School Without Walls initiative of sharing lessons
learnt during AIDS control efforts among NGOs working towards
the same goal. It arose in the early 1990s with workers of these
organisations not wanting another series of lectures and workshops
designed by experts, but instead interested in access to local solutions
generated by local groups and organisations. Regional and national
networks of mutual learning were built to facilitate such exchange.
The networks are based on common interest with a thematic focus:
counselling, home care, peer action, youth work, gender advocacy,
and economic activities. The paper outlines the processes of mutual
learning adopted by these networks, many of which have become
common practice among NGOs in India as well.
These two papers provide insights, the specifics of which are
directly applicable to areas with high prevalence of HIV. However, the
principles for evolving and strengthening local methods and strategies
are more widely relevant and provide important lessons useful not
only for AIDS control, but also for health services development in
general. They also demonstrate the basis of much of what has now
become ‘best practice’ in planning for AIDS control programmes,
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and like any set of principles, their real impact depends on whether
they are translated into concrete action by mechanical imitation or as
triggers for effective innovation.

Communication Strategies, the Mass Media, Stigma and
Destigmatisation

Whether it is the creation of images about feminine and masculine
ideals, about gender relationships or sexual norms; whether about the
bio-medical entity of HIV infection or the social profile of the AIDS
epidemic; the uncritical acceptance of medical technology or the ways
of prevention of spread of HIV, mass communication channels have
played a major role. These have been generated as part of programmatic
efforts as well as through the popular media’s reporting on AIDS, and
other features that deal with related issues.
Usha V.T.’s paper on role of the popular media in commodifying
women and sexuality, questions the direction of changes that are
rapidly occurring at the macro level within the mainstream. Based on a
study on Gender, Value and Signification: Women and Television in Kerala,
it showcases how the women viewers are seeking a new ‘modern’
space, an assertion as ‘informed’ beings with a mind. Her analysis
of the popular programmes, however, reveals how they fail to fulfil
this need and only reinforce the prevailing stereotypes. The women
viewers dislike the titillating dresses on the screen, but their presence
is increasing. Women viewers are seeking a link with the outside,
but are also bound to the family – its responsibilities, its emotional
appeal and its ‘security’. The small screen is, seemingly, responding
to this, but without in any way creatively imaging gender equality or
notions of the ‘Ardhanareshwara’ (i.e., the notion of a complete human
being with the positive of both the feminine and masculine traits,
representing also the complementarity of the two) within the spheres
inside or outside the home. Instead of questioning the existing gender
stereotypes, they are only used by marketing strategies, thereby
strengthening traditional stereotypes of the self-sacrificing ‘good
women’/wife/mother or an abrasive and consumerist modern homemaker.
The issue of media representation of women is an issue that had
been taken up by women’s groups in India in the 1980s. It resurfaced
with the advent of aggressive marketing through sexual and ‘feminine’
representations in the 1990s. The increasing legitimisation of violence
against women and commodification of their bodies on one hand, and
reassertion of the middle class female stereotypes on the other, are
widely recognised as trends furthered by the market globalisation.
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The negative imagery for construction of a ‘modern woman’ has also
been widely commented upon (Bhaiya & Kapur 1994; Priya 1996;
Nischal 1999; Chakravarti 2000). Simultaneously being promoted is
the macho-male image, which has not been a prominent part of the
traditional popular or ideal male images, thereby promoting a cultural
context that increases vulnerabilities of both (Priya & Reddy 2005).
However, how to regulate the media on such issues is a challenge. A
debate ‘To censor or not to censor’ remains unresolved, as this tool
of social control is double-edged and has more often been used to
stifle the voices of the marginalized rather than to create a supportive
environment for them (Tax et al., 1995; Kannabiran 2000).
Amar Nath Sinha’s paper analyses the reporting on AIDS in
major national dailies during the initial period, 1983-1994, finding
three distinct phases. It reveals the early process of construction of
the image of the AIDS epidemic in the English reading, middle class
readership, largely urban professionals including doctors, business
and civil society. While the media did create awareness of AIDS as a
serious problem, reporting of the national AIDS control programme
and the social responses to HIV positive persons in the later periods
demonstrates the negative impact of the image, the stigma and
discrimination arising out of the kind of reporting one finds in the
early period.
Both these papers demonstrate the crucial influence of nonprogrammatic communication messages on shaping of determinants
of the epidemic and the response to it. The fact that the TV can
communicate directly and in an equal measure to the literate and the
unlettered without the presence of an intermediary allows it to carry
the messages on an unprecedented scale. However, the meaning of
the message becomes more varied across sub-groups and can have
unintended/unfortunate consequences.
Jyotsna Bapat’s paper examines stigma from the vantage point of the
positive persons’ response to it. Her study is located among Mumbai’s
HIV positive persons. Her arguements follow the sociological
construction of the notion of stigma by Goffman. She shows how the
expectations of voluntary testing and of ‘safe sex’ using condoms are
unrealistic ‘new moralities’ expected of the HIV positive person. The
most common forms of ‘information management’ by the positive
persons in the study were of concealment and creating a group
of confidantes within the family. The paper then examines policy
implications of these findings, primarily focusing on ensuring meeting
of basic needs for the positive persons, recognising the significant role
of the family as a source of support to the positive persons, thereby
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the need to give both the infected person and a member of the family
information about the treatment, and publicizing the availability of
treatment for AIDS so as to destigmatise the disease.
Pradeep Krishnatray reviews literature on stigma and public health
communication campaigns to develop a conceptual framework for
evolving communication strategies to ‘destigmatise’ HIV and AIDS.
Outlining diverse patterns of ‘normal’ attitudes towards HIV positive
persons and people’s behaviour in the interaction they maintain
with them, he suggests measures that would be most appropriate for
each scenario. The measures include enforcing non-discrimination,
education that sensitises and reassures, motivation for proactive
support, reinforcing positive attitudes by recognising and rewarding
it. Which of these measures, or a combination of these, should be used,
depends on the prevalent attitudes of the group being addressed. The
‘natural’ process of destigmatisation has already been experienced
in diverse settings internationally. The disease gets ‘normalised’ (i.e.,
viewed as any other chronic disease) when it can be kept under control
for long periods, although with life-long precautions and medical
attention.
From both these papers, the need to ‘normalise’ the disease
appears to be the common message. This implies the generation of the
perception of the disease as a chronic disease similar to many others; in
that the infected person can live for years with no serious ill-health.
Communication for AIDS control has involved:
(i)
Giving information to make it a priority on the public agenda
(ii)
Building perspectives on how to tackle it
(iii) Sharing of experiences from control efforts across the world
(iv) Creating popular awareness about HIV and AIDS to promote
safe behaviours
One central dilemma in communicating about AIDS is that of
conveying all the facts without generating negative attitudes. The
challenge is to communicate the seriousness without creating a panic,
and the social as well as behavioural determinants without creating
stigmatising images. The second dilemma is about how universal or
how specific should the message to the target group be, through the
mass media. The approach adopted has been to communicate with
groups such as of the women in prostitution through personal contact
and group activities as in the ‘targeted interventions’. The mass
media messages were meant to inform the general public about the
new disease, its cause and modes of spread, and its prevention; and to
motivate them to adopt ‘safe’ behaviours.
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Stacy Leigh Pigg’s paper documents the implications of biomedicalised IEC messages situated within the ongoing historical
process of ‘modern development’ through NGOs led by the
international development agencies and supported by the state.
Through her ethnographic data, she shows how ‘the people’ are
marginalized by the ‘participatory’ strategies, which attempt to
replace the people’s knowledge, worldview and behaviour with
what is ‘correct’ as decreed by international development discourse.
The IEC does not satisfy either the youth hungry for information or
the middle class moralizer, the medical professionals or the NGO
workers. It creates ‘awareness’ without any section relating directly to
or ‘owning’ the knowledge. It poses for us the challenge that emerges
before all those concerned with AIDS control – that of dialoguing
across perspectives, across diverse social contexts, experiences and
world views at all levels, local to global. The right to information and
to effective technology and services becomes truly meaningful when
the right to evaluate and reject these is also allowed; not thrust upon
people through the ‘manufacturing of consent’ (Chomsky & Herman
1988).

Answering the Questions

From all these papers, our initial posers get answered in general
and specific terms. The IEC messages promoted stigma because
they were constructed with a bio-medical, technocratic perspective,
not understanding the social and psychological correlates of the
transmitting behaviours, or the likely unintended impact of the
messages projecting a doomsday scenario. This answers the first
question ‘Why did we undertake IEC in a way that has promoted the fear
and stigma?’
With such a dominant health paradigm, medical technological
solutions are viewed as the only possible form of care. When, in
the initial years, no anti-retroviral drugs were available, prevention
through behavioural change was seen as the only effective intervention.
Since no medical technology was seen to be available, little role was
envisaged for the doctors and so no training was given initially. By the
time training was organised for them, they had already imbibed the
negative images transmitted by the newspaper reports conveying the
fearful projections. Even while the medical professionals are trained
in the facts of HIV infection, the fear prevents rational action. This
answers the questions ‘Why was care and support a low priority for the
programme in its initial phase?’ and ‘Why have the medical professionals not
been trained to respond to HIV scientifically, rationally and ethically?’
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‘Why is ‘gender sensitivity’ not an issue for the programme?’ Several
dimensions provide answers to this question. The international
paradigm of human rights arose from the struggle in the USA and
Western Europe of the powerful white gay community. It got coupled
with the progressive demand of non-discrimination of the HIV
positive persons in Africa. This has privileged the expression of male
sexuality, suggesting any restraints on it as ‘politically incorrect’.
Since individual behaviours were not viewed as outcomes of social
conditions but as matters of ‘individual choice’, any negative value
position was considered an infringement of individual freedoms and
rights. The consumerist, market-driven environment also supports
this perspective. A contradiction arises when the monogamous wives
who get infected by their husbands are viewed as ‘victims’, but their
husbands are not to be morally judged. The contradiction can be
addressed only when the larger conditions that create the vulnerability
of the men, become part of the dominant discourse. Thus the gender
insensitivity is in relation to both, the women and the men, who are
made vulnerable by the socio-cultural context of gender roles, sexual
norms and sexual aspirations.
The issue is made even more complex because of the limited
options seen as meaningful in terms of institutional arrangements
for gender relationships. As Ashok Nagpal expressed it, the marginal
identities throw into relief one part of the mainstream itself which
tends to lie submerged within it and needs to be confronted and come
to terms with before ‘responsible sexuality’ can really be imbibed
(Nagpal 2002). For instance, homosexuality represents a same sex
bonding, or a desire for it, that all ascribe to in one way or another.
What the single women suffer may only be an aggravated form of
what married women suffer as well – neglect of their needs, bearing of
family burdens, of earning a livelihood and domestic work, domestic
violence, ignoring of their sexuality, sexual abuse….
The whole set of papers leads to one possible conclusion, the need
for breaking stereotypes of the singular form of family, idealized
masculinity, femininity, and ‘modernity’ along with strengthening
of collectivities with individual space and a democratic pursuit of
common interests. Mary John’s summarising of issues serves us very
well – “Firstly, what has emerged clearly from all the papers is the
nature of the dominant structure of sexuality which hinges on dominant
conceptions of masculinity and femininity - with masculinity aligned
with sexual aggression, and femininity with passivity – a sexuality
that is being strongly challenged today, and from multiple sides.
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These sides being both within dominant institutions as well as from
marginal locations.
Secondly, the suggestion has been put forward that the principal
institution for housing and reproducing legitimate sexuality - that is
the patriarchal heterosexual institution of marriage - is under severe
strain. However, we are nowhere near gaining an adequate perspective
on the nature and extent of this potential crisis in the making.
Thirdly, all of this space is available for alternative struggles.
Moreover, there is a real temptation that, given the overall repressiveness
and control that is attached to sexuality and sexual issues, one might
conceive of a more liberated egalitarian sexual world to be based on
a greater individual sexual right. But we must remember that greater
autonomy requires new social relationships, new support structures,
and new institutional arrangements. So let me end with a question
for everyone here. What sort of relationships and institutions can be
imagined today beyond the dominant order?” (John 2002)
‘Why did it take almost 15 years to recognise the problem with IEC strategies
and 20 years to recognise the problems with the estimates of prevalence of
HIV infection?’ A reading of this volume suggests that it took so long
because the dominant stream did not examine the local social context
with an epidemiological perspective until now. ‘Why were no efforts
made to tap or generate indigenous economic, human, and cultural resources
for developing a sustainable response?’ Both these questions have the
same answer - the international and elite hegemony with a bio-medical
and corporate consumerist worldview influenced the knowledge base
for developing a response. The initial official Indian response was
bureaucratic and coercive. The World Bank and other international
agencies then came with massive funds, pronouncements of doom,
and a standard set of prescriptions in the name of technical assistance.
Local efforts were needed only to implement the prescriptions. The
AIDS activists imbibed this perspective, their encounter with the
everyday trauma did not let them examine issues beyond the existential.
The dominant perspective suited the articulate, organised members
of the vulnerable groups, and professional interests lay in accepting
the international pronouncements. The general environment thus
created disallowed any serious examination of local appropriateness
or listening to dissenting voices.
Since the issue of gender stereotypes and gender relationships is
of concern for AIDS spread and control, the mainstream projection
of the ‘liberated woman’ needs to be examined and addressed.
In this era of ‘women’s empowerment’, if the power equation in
gender relationships is not questioned at macro level, what ‘enabling
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environment’ can we create at micro level? However, individualistic
solutions and images offered by the industrialised west may not be
the best in our context.

Through the Dialogue: Some Guidelines for Actionable
AIDS Control Strategies

Knowledge generation and its use for planning and implementation
of AIDS control efforts (knowledge management in current
development parlance) emerge as the primary issue to be addressed.
Several focal points have been identified, including the following
outline of a general approach and specific issues:

General Approach to Knowledge Generation and Use

The most urgent corrective required in the interest of the
ordinary HIV positive persons is ‘normalising’ the disease, and this
must underlie all AIDS control activities. This requires erasing the
exceptionalism linked to this disease and treating it as other chronic
diseases. Diagnosis and treatment services should be integrated with
the general health services. Preventive measures need to be integrated
with initiatives at societal level dealing with the relevant social
dimensions, such as gender relationships and medical negligence. The
thrust of all knowledge generation and language for its dissemination
must give due consideration to this need for normalisation.
Secondly, people’s conditions of life and sense of well-being
have to be the central focus for any research or planning exercise.
As Nancy Romero-Daza (1994) said “the design and implementation
of educational campaigns and preventive measures to control the
spread of AIDS must be preceded by, and founded on, as thorough an
understanding as possible of what the disease means to people”. While
this is amply stated as desirable, it is rarely evident in the planning
processes or the programmes undertaken. It involves delineating
the diversity of life experience between different social segments (by
occupation, caste, class, gender, socio-cultural predilection, etc.) and
giving due consideration to them. Most processes of consultation
for policy formulation and planning tend to get biased with inputs
from one or the other segment. Diversity of needs and interests even
within segments as commonly defined in AIDS discourse - CSWs/
WIP, women ‘in the general population’, migrants, MSM, …. - has also
to be recognised so that representation of interests of the group by a
few is not assumed.
Thirdly, the structural macro-perspective cannot be ignored since it
shapes so much of the life patterns, economic activity and livelihoods,
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knowledge perspectives and research agendas; influences social
perceptions, social aspirations, social relationships; and through all
these impacts on how health and disease are viewed and prioritised,
how they are dealt with from macro to individual levels.
Fourthly, the contributions of bio-medical technology are to be
acknowledged, and treated with the caution and respect they deserve.
HIV tests were the first technology that became available in the mid1980s, and made a singular contribution to our understanding of the
epidemic and dealing with it (Chapter I.1 in this volume). Disposable
and auto-disable syringes make injections safer. Anti-retrovirals came
in the 1990s and have a definite role in the battle against the disease.
The caution is important because of the grave negative consequences
for individuals and for macro-level planning. There have been frequent
mis-interpretations of diagnostic tests with their inherent limitations
of false-positive and false-negative results. Often avoidable financial
and environmental costs are added when other options with wider
benefits are feasible, as with injection equipment. Side effects and
development of resistance to ARVs are scientifically documented.
Therefore, optimality of use has to be built in, even as we strive for
improving technologies. As the papers demonstrate, heavy financial
and ecological costs have to be paid for their use, and they distract
from the primary preventives and promoters of health and well-being
- security of basic needs and responsible human relationships based
on mutual respect.
Fifthly, an enabling context of ‘social responsibility’ must come
from the top; the government policies and communities must reflect it
through ensuring basic needs of all and creating a caring environment.
Dignity and well-being are the aspiration of all sections. How far
the mainstream respects pluralism, human relationships and social
responsibility will decide the nature of pursuit of all, and protect
against societal vulnerability to HIV.
Sixthly, while the organised voice of the most vulnerable must be
strengthened, such organisations must constantly assess their own
priorities and agendas against the needs of the weakest among them.
Also, they will have to locate the source of their vulnerability in the
larger context, link up with other sections that have the same sources
of vulnerability, enlarge the scope of their struggles from the sectional
self-interests.
Finally, how well we are able to link all these issues together to
take a systemic and bottom-up view of the situation will decide how
realistic and effective our steps to deal with the epidemic will be
envisaged, planned and implemented. Only flexibility of approach
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at the national and international levels that is facilitatory to local
initiative can take care of the social diversity. Research and planning
at local levels must be promoted, with questions and perspectives
arising from the local milieu. ‘Best practices’ from across the globe
are useful to expose us to the wide possibilities in terms of solutions,
but they must not be seen as models to be followed uncritically. Mere
‘adaptation’ of external approaches will not be enough. Local genius
has to be allowed to flower, from the community level, to the village
and district, to the state and national levels.

Specific Issues for Action

How can this general approach be operationalised? Actionable
points include the following that mostly require the re-orienting of
existing efforts, as also undertaking some new initiatives:

(1) Health Care System

•• The annual country updates, as well as state and district reports on
HIV infection and AIDS control, should include a brief description
of the larger societal context, thereby reflecting recognition
of social determinants. This could include a data summary of
indicators of income, degrees of economic disparity, proportion of
population below poverty line, migration patterns, trends in rural
livelihoods and indicators of gender inequality and the condition
of health services. Discussions in the situational analysis on work
conditions and the quality of livelihoods, gender relationships,
quality of health services, among others, would add greatly to any
analysis of HIV and AIDS data, as well as to the subsequent policy
formulation and planning of control activities. The annual Health
Information of India of the Ministry of Health and Family Welfare
includes atleast many of these indicators, but not the NACO
reports.
•• Health personnel must be oriented to comprehensive care for HIV
infected persons rather than merely treating the opportunistic
infections or giving ART. Training programmes, modules and
textbooks must be designed to give this orientation.
•• Health care services for HIV positive persons must be integrated
with the general health services and linked to structures of
community care and support. The structural linkage in a continuum
of home to hospital care should become part of all health services,
and not only for those targeting HIV infections.
•• Measures to increase the social responsibility of health services
include making functional the public health facilities at all levels
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••

••

••

••

along with regulation of the private sector. Health professionals
must be sensitised to issues of social responsibility and made
accountable for ensuring the safety of their patients by the least
costly means. Safety technology must be rationally assessed and
guidelines prepared avoiding their unnecessary use. For instance,
in the case of injection equipment, the unnecessary overuse of
injections as well as the impact of disposable and auto-disable
syringes on access and environmental degradation, need to be
considered. Ethics of the profession must be internally promoted
as well as be open to societal checks through state and civil society
mechanisms.
The significant role of families in providing care and support to HIV
positive persons must be recognised, and the programme should
include provision of inputs to the confidantes of the PLWHAs
and care givers in all possible ways, including information and
psychological support. Special attention is required for the
families of HIV positive women to ensure that they do not face
discrimination and rejection by the family. Livelihood planning
for the HIV-affected families is an important measure. Counsellors
and social workers involved in VCTCs, ART centres and the linked
NGOs should be oriented accordingly.
Institutional care of persons with HIV infection or HIV-affected
family members, especially children, must be a last resort when
family and community structures fail. Such institutions should
also be run with local community support as far as possible, but
the necessity of such support institutions for the families in poverty
has to be provided for.
Promoting care of HIV-affected children requires community
sensitisation to the plight and needs of all orphans. Social services
and laws enabling fostering have to be reviewed and revamped
for a greater scale of response in light of ill-health, as in the case of
AIDS and re-emergence of other epidemic diseases, as well as the
escalating social conflict and violence.
Palliative care through community support, along with medical
back-up, has worked in some areas, and needs to be developed in
others.

(2) Gender and Sexuality

The issues of gender relationships need questioning of stereotyped
images of the two, or in fact three, sexes for an adequate societal
response. Mutual responsibility and respect should be the basis for
remoulding of all relationships with no place for coercion, allowing
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for pluralism in thought and action. Thus, dignity of each individual
can be ensured within a framework of collectivity and social
responsibility.
•• Legal instruments that regulate behaviour of the HIV infected
persons must be drafted such that they allow for men behaving
‘responsibly’. For instance, the men could marry while ensuring
that they do not endanger the life of the woman they marry. If this
responsibility is violated, the man should be tried as any other who
violates the right to life of another human being. The fact that HIV
positive persons are also socially responsible beings, is something
we need to acknowledge, allow for and project. At the same time,
‘social responsibility’ needs to be promoted among them, just as in
any other section. Social ‘irresponsibility’ must also be dealt with
as for any other citizens in the country.
•• The female sex workers’ organisations should work with an
understanding of their issues as linked to the larger women’s
struggle against patriarchal structures and commercialisation
of human life, becoming part of the wider liberative struggles.
Simultaneously, state and societal efforts have to create conditions
that ensure their meeting basic needs with dignity. Legalisation of
prostitution does not serve the purpose, creating an environment
of social responsibility and non-coercion towards women does.
This requires an environment where demand for commercial
sex is minimised. Existing criminal legislation on physical and
sexual assault can be used for punitive action against those who
coerce women into prostitution. It needs to be critically examined
whether male demand for commercial sexual services can be
curbed by legislation criminalising the clients, as is currently being
proposed.
•• Similarly to be examined are appropriate inputs for creating
cultural images of responsible malehood and a mutually
satisfying gender/sexual relationship based on the recognition of
complementarity between the partners. Sex education is one tool
to address these issues, besides giving basic biological information
about the reproduction and sexuality. These are larger issues than
the public health system is equipped to handle, but the analysis can
be generated by interdisciplinary holistic public health research.
•• Priority to creating conditions that decrease the societal
vulnerability to HIV provides an opportunity to raise the urgency
of addressing the issue of livelihood patterns and conditions, for
instance the condition of rural employment that is leading to high
levels of migration. The transport industry, especially the long-
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distance truck industry, is one that needs to be restructured rather
than merely providing IEC or BCC to the drivers.
•• Conscious measures for destigmatising the disease need to be
included in programmatic efforts – (a) rational advice, treatment,
care and support to be available from the time of diagnosis of the
HIV positive status, and this fact should be publicised, (b) antidiscrimination laws should be used as campaign mobilisers and
sensitisers for attitude change, as well as used for punitive action
when necessary, and (c) familiarity with HIV positive persons who
are living normal lives should be enhanced.
•• The media should be sensitised to ‘normalisation’ of the epidemic
and destigmatisation of the disease, as well as to the need for
questioning of gender stereotypes and gendered images. The
issue on the commodification of sexuality and commercial use of
women’s bodies having negative impact in terms of detracting
from the notion of responsible relationships, is an area that
requires urgent attention as well. Once appropriately sensitised,
the communication skills evident in the advertising and film world
can work wonders in creating the right ‘enabling environment’ of
individual dignity and social responsibility.
Finally, mechanisms must be evolved to ensure that all policy
formulation has a wide consultative process, with identification of
points of dissent and a reasoned response to them being mandatory
components of the exercise. Thought needs to be given to whether
legal constitutional provisions for public policy formulation processes
would be meaningful in this regard. Societal dialogue on the AIDS
related issues will, in any case, continue, whether the programme
allows for it or not.
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