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An overview of social responses to AIDS, characterized by high levels of stigma, discrimination
central to the global AIDS challenge, as related to human dignity is described. Stigma is
conceptualized as a problem of ‘they’ and ‘us’, or interactions perspective. Causes and consequences
to enable the varied perspectives in understanding this third epidemic of social impact of
HIV/AIDS are described. In the absence of an effective medical intervention, the social factors like
stigma and discrimination attached to HIV/AIDS are a major obstacle in the curtailment of the
disease requiring urgent action. The different forms of stigma associated with other diseases are
compared. Ignorance about the disease, fear of discrimination and consequent denial for testing
and treatment, contribute to spread of the disease. The disease status adds to vulnerability especially
in women. The disease is often identified with groups like intravenous drug users (IDUs), and
homosexuals who face a double stigma as a result of HIV. Research scenario on stigma associated
with HIV/AIDS is reviewed to understand the future needs. Initiatives of ongoing intervention to
reduce stigma exist globally. Emerging issues in research priorities have been highlighted to counter
consequences of pandemic from social perspective of human dignity and rights.
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The AIDS scenario

HIV/AIDS is increasingly being recognized as
not merely a medical problem, but a social problem
as well1. The latter aspect requires an understanding
of the determinants of risk behaviour and factors
influencing behaviour changes related to the issues
of treatment of opportunistic infections, anti-
retroviral therapy (ART), and adherence and
prevention of secondary transmission. In India,

prevention programme interventions initially
focused on increasing awareness and knowledge of
HIV/AIDS, and in nineties it became evident that
increased knowledge was not enough to change
behaviours, but in absence of a cost-effective
therapy or a vaccine, the behavioural change for
preventing HIV transmission remains a viable
option. However, research focusing on intervention,
behaviour research and human rights needed to be
pursued intensively2.
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With nearly 87 per cent of infections contracted
sexually and transfusion associated, intra-venous
drug use and vertically transmitted infections
accounting for the rest3,4, focus on behaviour change
and prevention intervention seems to be crucial.  In
India, HIV prevalence varies widely according to
geographical areas and risk groups leading to stigma
and discrimination. The consequences of this stigma
indicate two different situations. Firstly, there is a
lack of support and care for the HIV infected both at
the level of community and in health care setting,
secondly, the fear of stigma may dissuade many
individuals to get themselves tested5-7.

Social issues related to HIV/AIDS

One of the major factors that plays a role in the
dynamics of HIV infection, is the level of
empowerment. The low level of education, especially
in women and patriarchal system puts women in a
subservient position. Consequently, women have
lesser control over their own bodies and lack
negotiating skills for their protection8-11. Also, sex
and sexual behaviour were hitherto tabooed subjects
for discussion between parents and children and even
in a formal set-up between teachers and college
youth. Thus,  children and youth are likely to have
more misconceptions and be misinformed, and in the
long run, pose risk for HIV/AIDS  8-12.

People living with HIV are stigmatized leading
to severe social consequences related to their rights,
health care services, freedom, self-identity and social
interactions. It also severely hampers the treatment
and diagnosis of HIV contributing to further spread
of the disease1,13,14. Infected people are blamed for
causing the condition through their risky behaviour,
observed as early as in late eighties in opinion polls
in US among Americans15,16. According to the polls,
‘It’s people’s own fault if they get AIDS’. Such
responses disrupt an individual’s social interactions
and thereby lead to a feeling of isolation16.

The eventual death with AIDS evokes anxiety and
may lead people to believe that not enough time
remains to weigh carefully the strengths and

weaknesses of various alternative solutions to an
AIDS related problem. These beliefs are likely to
foster a vigilant style that can isolate HIV infected
still further. In such decision making the easiest or
most readily available perceived solution is adopted
without considering its consequences17,18.

In India, public health officials until recently held
that women in prostitution, homosexuals, or
intravenous drug users (IDUs) only could contract
AIDS largely ignoring a dramatic rise in new AIDS
cases among monogamous, married women19. Even
diseases like tuberculosis (TB) carry stigma as
children with TB were not permitted to return to
classes even after successful treatment due to
misconceived notions, that they would still spread
the disease to others19. The HIV/AIDS scenario
appears to be even worse as this still remains an
incurable disease. The persons suffering from
stigmatized diseases are assumed to have violated
certain social norms and taboos and thus responsible
for it. Stigma and discrimination take different forms
for varied diseases indicating a need for focused
prevention and treatment strategy. Lessons learnt
from the successful experiences of stigma associated
with other diseases must be borne in mind when
HIV/AIDS related programmes are developed as it
amounts to denying the rights of the infected
individuals20-23.

HIV and its consequences

The AIDS epidemic has often been associated
with severe negative public reactions ranging from
banning entry of HIV infected individuals to
isolating an individual in the family, deserting a
pregnant wife on knowing her HIV status in the
hospital, or removing a person from his job, or even
denying a child admission in school. These negative
reactions have shaped the behaviour of infected
individuals and have limited the effectiveness of
prevention efforts. AIDS also evokes anxiety
because of its association with death14. People in
AIDS group reported lower levels of social support
in response to bereavement24, as compared to that
in cancer group indicating the social stigma attached
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to HIV/AIDS that does not get erased even after
death.  Also, there is no control over stressors like
communal and social ostracization, victimization,
and deprivation in India25.

Conceptualizing HIV/AIDS stigma

AIDS and HIV stigma can be better understood
when the perspectives are realized from both the
outsider’s and the insider’s viewpoints. According
to Goffman26, stigma in context of HIV/AIDS may
be interpreted from the point of view of the outside
observer as follows, “Psychological, interpersonal,
sociological, economic and/or political effects on
persons who possess certain characteristics.
Alternatively, the focus of attention may shift to those
who identify themselves as not possessing the
specified traits” or “Stigma may be understood from
an interaction’s perspective based on the language
of relationships, stigma viewed as a product of, and
inherent in a relationship between ‘normal’ and the
‘other’.”

This approach attributes state of mind or
describes socio-economic effects of the possessor,

the accuser, or the relationship of one or the other.
Thus, the approach  uses the viewpoints of persons
who are themselves stigmatized and those who
actually stigmatize. Stigma may be approached
from a phenomenological perspective. Stigma
incorporates an acknowledgement of cultural
values; it is a depiction of life as an individual
experiences it within the social cultural milieu. In
the context of HIV/AIDS, stigma is associated with
the medical progression of opportunistic infections,
moral transgressions of both homosexual and
heterosexual relationships and afflictions
transmitted through the notion of risky group as
opposed to risky behaviour. These descriptions have
led to the notions of ‘us’ and ‘they’ where the latter
are stigmatized through the values and attitudes
based on moral judgments rather than the medical
aspects of the infection27-29.

HIV/AIDS stigma has been described in varied
ways starting from understanding it as a social
construct existing in relation to a deviance. Stigma
is a multi-dimensional concept, its essence centering
on the issue of deviance30. Further, stigma is a feature
of HIV infection/disease and many people who are
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Fig. Conceptualizing stigma: Key determinants to AIDS - related stigma.

Source: Modified from ref. 27-29.
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HIV-positive report that their lives are affected by
fear of discrimination and how the infection affects
the life of these individuals. Stigma can be described
as a felt and as an ‘enacted stigma’,that refers to
sanctions  individually or collectively applied upon
those with HIV whereas the felt stigma relates to
feelings of shame and an oppressive fear of enacted
stigma. The social consequences of both felt and
enacted stigma are experienced by the individuals in
terms of their   rights, freedom, self-identity and
social interactions that often influence the decisions
to seek HIV testing and to access prevention
services31 (Fig.).

Individuals with HIV and AIDS are stigmatized
because their illness is associated with behaviours
that are not acceptable socially, both as a product
and producer of such behaviour32. It is viewed as the
responsibility of the individual33, tainted by a
religious belief as to its immorality30,34 and/or thought
to be contracted via a morally sanctioned able
behaviour33, not well understood by the general
community and viewed negatively by health care
providers35. All these factors influence the
appropriate health care that  an HIV infected
individual is otherwise entitled to as a right1,2.

Global response to HIV/AIDS stigma

The organized global sector responded to the HIV/
AIDS epidemic in eighties and  since then there has
been a serious concern about how the epidemic would
impact the community. As defined by Mann36, HIV
epidemic exists in three phases. In the first phase,
the epidemic enters a community silently, unnoticed
and often develops over many years without being
widely perceived or understood. The second phase
is the epidemic itself, the syndrome of infectious
diseases that can occur because of HIV infection but
typically after a delay of number of years. The third
phase is a response to AIDS and that revolves around
the social, cultural and political issues, this phase
has been described as the most explosive phase
resulting from the reactions that are characterized by
exceptionally high levels of stigma, discrimination
and at times collective denial. These social and
behavioural issues are central to the global AIDS

challenge, as the disease itself requires concerted
action from local to national and global level36,37.

HIV is a biologically complex virus, but this
complexity pales in comparison to the complexity of
the social forces involved in the production and
reproduction of stigma in relation to HIV/AIDS38.
However, factors related to stigma, discrimination
and denial are poorly understood, and there have been
few attempts made to understand this very complex
problem. Each country has responded to the
consequences of this epidemic in its own ways.

In India, to alleviate the epidemic’s devastating
social and economic impact, the National AIDS
Control Organization (NACO) vision envisages to
catalyze an expanded response to the HIV/AIDS
epidemic in order to contain the spread of infection;
reduce people’s vulnerability to HIV; and promote
community and family based care to HIV/AIDS cases
in an enabling environment without any
stigmatization and discrimination39. However,
mechanisms to cope up with these consequences are
not specified making prevention efforts far more
challenging. This is especially so, when it involves
vulnerabilities of populations that include the women,
the youth, the specific groups with sexually
transmitted infections, the men who have sex with
men and the intravenous drug users.

HIV/AIDS and the groups with risky behaviours

People living with HIV/AIDS (PLHAs): PLHAs and
the social groups to which they belong to, have been
stigmatized worldwide since the beginning of
epidemic40-43. Perhaps, the epidemiological need to
conceptualize risky groups has alienated the
marginalized groups. This is especially so, when
research has shown that poverty and associated high
risk behaviours may be far more predictive of
acquiring the disease. PLHAs have been distanced
by strangers and family members, discriminated
against in employment and health care, driven from
their homes, and subjected to physical abuse. Such
fears of stigma has deterred individuals from being
tested for HIV and from disclosing their
seropositivity status to sexual partners, family, and
friends44-48 (Fig.).
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Men who have sex with men (MSM): The recent
surveillance report indicates an HIV prevalence of
24 per cent in Mumbai and 4 per cent in Tamil Nadu
among the MSMs49. Among the MSMs in a rural area,
stigma was predictive of modified high sexual risk
when compared to low and no risk categories47.

Women: The traditional patriarchal societies put
women at low risk of HIV infection but men’s
behaviour is tolerated even if it puts them to certain
risky behaviours, their greatest risk being husband’s
behaviour ranging from 1 per cent in general
population of antenatal cases to 14 per cent in
monogamous women attending STD clinics11,26,50.
The social hierarchy and the differential power
relations that exist, blame women for bringing the
infection in the family, especially seen when the
woman has been tested for HIV before the husband,
as happens in several antenatal clinics51. Coping
with her HIV status and looking after her child is a
double burden that she has to manage along with
her own health and social vulnerabilities. Social
norms, subservience in marriage, often reinforced
by violence, can compromise women’s ability to
protect themselves, while a husband although
asymptotically HIV positive gets opportunity to
leave his wife with AIDS and his children to find
another wife52,53. Further, women are often blamed
for spreading both STDs and HIV54-56. However, the
early cases reported in women were attributed to
their being “prostitutes” or drug abusers and the
source of HIV/AIDS57.

When women are diagnosed with HIV/AIDS, the
psychosocial implications, rather than the
physiological impact, become the focus. Though
research indicates that method of transmission affects
the level of stigma, this was not true in women58.
Those infected by their husbands or blood
transfusions suffered as much stigma as those who
contracted the virus from a sexual encounter with an
unknown individual. Though women are more likely
to disclose their HIV/AIDS status to employers than
men, they are still hesitant to tell and often do not,
unless it is necessary to adjust work demands to
accommodate their health status59.

Women with HIV/AIDS are hesitant to access
health care for fear of breach of confidentiality,
perceive stigma from provider,  and are reluctant to
take medications that identify them as being ill60.
Women are afraid that disclosing their HIV-positive
status may result in physical violence, expulsion
from their home or social ostracism, or their
property being seized after their partner died61-63.
The denial of these rights increases women and
girls’ vulnerability to sexual exploitation, abuse and
HIV. The impact of epidemic on women and girls is
especially marked as they face heavy economic,
legal, cultural and social disadvantages64. According
to the Centers for Disease Control and Prevention
(CDC), the number of women with HIV/AIDS
continues to increase. Women with HIV/AIDS are
not rare but hidden65.

India is a signatory to numerous international
agreements on the rights of the women and has a
constitution that prohibits discrimination and
exploitation by gender, however, it has failed to
protect the human rights of women satisfactorily
particularly those of sex workers. This discrimination
is manifested in high levels of violence in the sex
industry, child sex workers, lack of access to health
care and high levels of HIV infection66. Rising levels
of HIV among sex workers can provide early warning
of increasing probability that the epidemic will
expand into the general population64. In India,
commercial sex workers have been documented as
sources of HIV/AIDS, STDs and other communicable
diseases67-69.

Intravenous drug users (IDUs): The IDUs carry the
double burden of stigma of addiction and HIV
infection. The HIV prevalence among IDUs in
Manipur was 54 per cent, in Kohima and Dimapur it
was more than 50 per cent70. These increasing
numbers are adding to the social problem. It is seen
that stigma associated with HIV/AIDS is known to
have a negative impact. The people with HIV/AIDS,
were often quarantined, subjected to universal
mandatory testing, and tattooed for identification60,71.

Stigma at health setting: Influence of stigma upon
health decisions has been studied extensively. It has
been suggested that a high degree of stigma among
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individuals living with HIV infection could have the
potential to impact an individual’s decision to enter
medical care regimens72. Stigma shares a relation with
care, drop out and inconsistency in adhering to
medical regimens73,74.

HIV testing and counselling support: HIV/AIDS
stigma affects issues related to HIV testing including
delays in testing, the effect of delay on secondary
transmission, and individuals’ responses to testing
positive73. Voluntary counselling and testing is an
important strategy for HIV prevention entailing pre-
test to post-test counselling for optimal impact.
Failure to return for report and post-test counselling
has been reported to be associated with lower levels
of social support, knowledge about HIV/AIDS testing
and perceived risk for HIV infection and more
common among those with higher perceived risk of
HIV stigma75-77. A study in Pune78 showed ongoing
confidential counselling and testing were positively
associated with risk reduction behaviours among
men. On the other hand, lack of privacy in stores,
the social stigma associated with using condom were
the most significant barriers for its use79.

Consequences of disclosure of HIV status: Disclosure
of HIV infection can lead to important social support
to mitigate the negative effects of stress. Such stress
may arise due to the perceived discrimination,
disgrace, disharmony, concern about insurance and
employment, a desire to protect oneself and others
emotionally and from violence45,80-83. Hiding one’s
serostatus may not only preclude HIV related social
support and benefits but may also have direct
negative effects on disease progression for HIV-
positive individuals84. The choice of disclosure is a
complex decision and varies in different cultures from
revealing HIV status to friends and sharing this with
family members80,82,85,86.  Studies indicate that
disclosure rate of HIV infected individuals to family
members is higher than to friends  for illness
management and treatment for HIV in India and
Thailand86,87. It has been shown that perceived stigma
and discrimination are at times more powerful than
enacted stigma and discrimination in discouraging
people from being open about their own serostatus
and in accessing treatment and support especially for
reducing the development of psychological morbidity

and its cost50,88,89. Consequence of disclosure with
respect to mental health was also found to be
favourable among asymptomatic males90.

Research on HIV/AIDS related stigma

As a result of the social impact of HIV epidemic,
studies on HIV/AIDS related stigma have been
initiated globally, especially in Europe, US, Australia,
Africa and Asia including India to document the
forms of the stigma and the resulting discrimination
in varied settings, particularly in health care settings.
These studies6,31,90-92 attempted to understand the
complexity of stigma using  both qualitative and
quantitative research approaches (Table).

A National AIDS Research Institute-Yale
University (USA) study being conducted in a high
prevalent city in Maharashtra, India, used qualitative
and quantitative methods to document stigma in
health settings5,6. The study has shown that (i) a wide
range of feelings exhibited by clinicians about HIV-
positives who often made moral and non clinical
attributions about individuals’ past “misbehaviour,”
and “misconduct”; (ii) few providers reported fear
of touching HIV/AIDS patients, while others
considered it a special duty. Initial testing and
disclosure often occur without
the patient’s knowledge, consent, or counselling;
(iii) hospital practices, such as a separate AIDS ward,
HIV diagnoses on open charts, and the conspicuous
use of biohazard labels serve to discriminate
HIV/AIDS patients; and (iv) hospital policy is often
unclear to clinicians and the hospital practices often
have discriminatory consequences.

It is recommended that inconsistent knowledge,
beliefs and standards of care for HIV positive patients
by hospital staff should urgently be addressed through
comprehensive training to focus on HIV/AIDS care
standards, universal safety precautions, patients
sensitivity, and modified standards.

Quantifying scales that measure stigma

As a result of collaborative efforts of Yale
University, USA and NARI, Pune, India, for the first
time an Implicit Association Test (IAT) has been
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Table. Research studies on HIV/AIDS related stigma

Author/year/study title Study site/population/methodology Importance of the study/lessons learnt  for future action

GIPA98, 2004 Paris A high level of satisfaction amongst study participants
PLHA who felt that their rights were respected and for the
Participatory methodology approach first time their consent was truly valued.

G. Gill31, 1995 U.K. The public’s avowed attitudes towards HIV are not a
Men and women punitive or stigmatizing as the infected believe them
Street survey questionnaire to be.

Need to alleviate the felt stigma with HIV diagnosis
through counselling.

Bharat et al92, 2001 India
PLHA, Health care providers, NGO staff, Identified forms of stigma in health care and
Industry personnel, Social welfare officers, community setting.
Lawyers/Activists, Patient rights activists, It is recommended that there should be more proactive
Insurance expert, Gay activists responses that address the root cause of discrimination
Qualitative: KII, IDI, FGD an stigmatization namely AIDS related misconceptions,

ignorance, prejudices and biases.
Need to understand the extent of stigma issues
influencing policy changes in HIV/AIDS.

Cobb & Chabert91, 2002 U.S. The service providers working with HIV/AIDS
Social Service providers (men and women) affected, attributed more anger and were less likely to
Questionnaire help male targets than female targets.

More studies to validate the findings in other settings.

Kalichman & Simbayi90, 2004 South Africa Misinformation about AIDS among the community is
Men and women the cause of stigmatizing beliefs.
IDI, FGD, Questionnaire Need to explore factors affecting HIV/AIDS stigma in

depth.

Bird et al94, 2004 U.S Discrimination based on race and socio-economic
PLHA status was perceived by the HIV infected in their
Questionnaire interactions with providers while seeking treatment for

HIV/AIDS.
Need to explore perceptions of discrimination based
on other factors among HIV-positive individuals.

Mawar N6-7 India Understanding of stigma processes in health care
Doctors, nurses, ward boys, counsellors, settings.
PLHA and their family care givers Identified the forms of stigma at structural, attitudinal
IDI, FGD, Implicit association test (IAT) levels, behavioural level in health care providers
& explicit questionnaire. Self stigma at individual level.
IAT is developed first time in India to Quantifying stigma through IAT and explicit
measure HIV/AIDS stigma questionnaire.

Need for urgent intervention in health care setting.
Also, to measure changes in stigma with ART
intervention.

SHARAN93  (Horizons/ India Assessing   factors that affect the quality and type of
Population Council), 2001 PLHA care received by PLHA.

Self assessment questionnaire An additional objective is to assess and address factors
that affect staff safety with respect to infectious
diseases.

GIPA, Greater involvement of people with HIV/AIDS.
PLHA, People living with HIV and AIDS; NGO, non government organization; KII, Key informant’s  interview; IDI, In depth
interview; FGD, focus group discussion; ART, anti retroviral therapy



developed and used to measure stigma associated
with HIV/AIDS as a fatal disease or as a sexually
transmitted disease or as an infectious disease5,6,14.
This test has been developed specifically to suit
Indian culture. It is a self-administered test, designed
to examine thoughts and unconscious feelings of
health care providers that exist while treating patients
with HIV6. The IAT was introduced by Greenwald et
al95 to assess attitudes related to race and gender
issues in the West, and reveal the existence of
discrepancy between our implicit and explicit
attitudes. Once this method is standardized, it would
serve as a useful tool to measure HIV/AIDS stigma
in other settings.

Pre-existing stigma and the burden of dual stigma
of HIV/AIDS

At the initial stage, the HIV/AIDS epidemic in
the west was socially defined as a disease of the
marginalized groups, often identifying the disease
with the four H’s: the homosexuals, the heroin addicts
(through iv drug use), Haitians, and the
haemophiliacs. This identification of an illness with
group of individuals, defined as “risk group” gave
an opportunity to others to see themselves “as
removed from the epidemic and protected from it”94.
Thereby, the stigma attached to AIDS as an illness is
layered upon pre-layered stigma. The definition of
the HIV/AIDS syndrome results in a dual stigma, first
from identification of AIDS as a serious incurable
illness, second from the identification of AIDS with
persons and groups already stigmatized due to their
behaviour prior to the epidemic13,96,97. This
discrimination was in a way the starting point of
differentiating the infected from the uninfected
individuals. According to the CDC report72, AIDS had
been a disease of already the stigmatized group of
homosexuals (63%); IDUs (19%) and about 7 per cent
cases fitting in both groups, and Blacks and Hispanics
were disproportionately represented in all
transmission categories. The only exception was the
group of haemophiliacs who did not represent any
of the stigmatized group.  In United States, AIDS
became a symbol and reactions to AIDS are reactions
to gay men, drug users, racial minorities and outsiders
in general14.

AIDS related stigma interacts with pre-existing
stigma in various ways. According to Goffman’s
terminology26 identification of a person with AIDS
transforms a man from “discreditable” (secretly gay)
to “discredited” (publicly gay). This also leads to
bifurcating individuals with a disease as outsiders
that further leads to increasing community’s
solidarity by clearly identifying its boundaries44. The
frequent use of the “general public” as counterpart
to the “risk group” conveys a clear distinction
between in-group and out-group; with the gay men,
IDUs and their sexual partners not considered part
of “the general public”14,27,44. HIV related stigma
refers to the prejudice, discounting, discrediting and
discrimination that are directed at people living with
HIV or AIDS (PLHAs) and at the individuals, groups
and communities associated with the PLHAs98.

Innocent victims to most blame able victims

The persons who did not contract AIDS through
homosexual behaviour or drug use have been
categorized as innocent victims and included the
haemophiliacs, spouses of HIV positives, children
of the HIV infected mothers etc99. The social fall out
thereby, has been seen as a wide spectrum of the
haemophiliacs, monogamous women and infants with
HIV infection as the most “blameless victims” to the
“most blame able victims” who were infected due to
an already stigmatized behaviour like being a gay,
an IDU, or being a promiscuous person.

In developing countries, particularly in African
and Asian countries like South Africa and India, the
heterosexual route is the most common route of
transmission where the high and low risk behaviour
groups were identified on the basis of the sexual
behaviour and in restricted pockets through the
intravenous drug use. Moral connotations were used
to describe the behaviours as those with ‘promiscuous
behaviour’ while the haemophiliacs and the infants
with HIV infection were considered as the innocent
victims.  In India, more than three fourths of the HIV
infections are due to the heterosexual route, thereby
the groups with risky behaviours like the commercial
sex workers, truck drivers and the mobile populations
were labeled as the groups with ‘promiscuous’
behaviour and the ‘others’ as the innocent victims
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who were the partners of these persons particularly
the spouses4. The ‘other’ group of concern was
children of infected mothers. This concern eventually
paved way for a short-term zidovudine (AZT)
intervention programme to prevent mother-to-child
transmission on an urgent basis at eleven sites with
successful results3,51. This has now been translated
into a major intervention programme at government
hospitals with the replacement nevarapine given to
HIV infected mothers just before delivery to avoid
the transmission to the newborn.

Stigma associated while participating in HIV/
AIDS research studies

While intervention research is on its way to look
for solutions, identifying participants for such HIV/
AIDS research during trials is not easy, as it involves
the HIV/AIDS associated stigma as seen in the
following studies:

(i) Short-term AZT intervention feasibility study to
prevent mother-to-child transmission (PMTCT):
Pregnant women volunteering to be enrolled for AZT
intervention to reduce the HIV transmission to their
newborn evinced interest in participating in this
study. However, these women were not clear about
the long-term implications of participating in this
short-term AZT intervention feasibility study during
pregnancy to reduce the HIV transmission. This
included the fear of being stigmatized by the family
members on revealing her HIV status, especially by
participating in the study entailing several visits to
the clinic. Thus, monitoring women’s comprehension
during follow up visits with provision of psychosocial
support is essential. This should be incorporated
through understanding women’s comprehension of
the trial as an ongoing strategy and support provided
accordingly51.

(ii) Vaccine trials: A study conducted with STD clinic
attendees100 to assess their willingness to participate
in HIV vaccine trials in India also raised the issue of
fear of stigma of being labeled as high risk individual.
Of those who thought that HIV is discriminating
disease, 56 per cent individuals feared discrimination
due to vaccine induced HIV-positive report.
Therefore, a reduction in stigma is required to

actually conduct vaccine trials that would contribute
to curb HIV infection.

Strategies to eradicate stigma and discrimination
related to HIV/AIDS

HIV/AIDS stigma exists at both individual and
societal levels, and all attempts to eradicate this
stigma need to target at these two levels. It is
imperative to design intervention and education
programme to impart information for individuals at
varied levels to reduce the stigma attached to HIV/
AIDS. There is an urgent need that the public policies
address issues of treatment and prevention to
establish social norms based on acceptance and
respect for HIV infected persons. Initiatives in this
direction have been made across all continents,
keeping in mind the foremost issue of human rights
that includes by its very definition social acceptance,
respect, compassion and support without blame. A
change in attitudes of service providers through
greater knowledge and political will is considered as
the most significant approach to challenge the
existing stigma in health care settings and in the
community as well.

Eliminating AIDS related stigma would require
action in the following areas: (i) An individual’s HIV
status must remain confidential and unauthorized
disclosure of this information should be condemned.
(ii) Discrimination on the basis of HIV status should
be prohibited. (iii) Public education efforts must
directly confront HIV/AIDS related stigma and these
efforts enable norms that increase acceptance, respect
and compassion for the infected, starting from home
and the family to the place a person works, seeks
health and other services. (iv) The responsibilities
of researchers on rights of research participants
through the involvement of PLWA are utilized.

Future needs and other research priorities

Research that elucidates the ways in which public
health decisions are taken in view of the epidemic
would be useful. Research is needed to explain
differential standards for men and women, the
meanings of sexual “promiscuity”, “prostitution”,
interactions of different power relationships and the
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nature and extent of stigmatization experienced by
persons with AIDS.

While earlier studies have given useful insights
through the systematic use of qualitative methods and
contributed to the recommendations for prevention
programme, generalization based on these data may
not be adequate to influence policy. Research
focusing on stigma in health care settings and related
services would increase the scope of such studies to
become realistic advocacy tools to influence policy
changes. Few studies in India are underway and it is
hoped that these would contribute in developing
prevention strategies that focus on minimizing the
social harm resulting from stigma and
discrimination5,6,99.

Research priorities on HIV/AIDS related stigma

Research is required to enable a better
understanding of the varied forms of stigma taking
place in the community and at the level of service
providers. It is imperative that the lack of adequate
documentation be fulfilled. This would interface with
developing models to influence the much desired
policy changes for meaningful interventions to take
place. More studies are needed to focus on the
following: (i) Measuring stigma in health care and
related service providers through development of
implicit and explicit scales appropriate for Indian
conditions in different health care, service delivery
settings and community settings. (ii) Develop models
to reduce HIV/AIDS stigma for strengthening the
role of voluntary counselling and testing centres.
(iii) Improving patient care approaches through
measuring changes in treatment seeking behaviour
of HIV infected individuals for opportunistic
infections through improved patient care approaches.
(iv) Develop strategies for greater involvement of
PLHA (GIPA)98, especially to create an ambience for
women to access antenatal care services and avail
prevention of mother-to-child transmission (PMTCT)
intervention. (v) Understand the role of the GIPA in
reducing the process of stigma and discrimination in
the community. (vi) ART and treatment related issues
in the context of HIV stigma. (vii) Stigma related to
participation in research trials for HIV vaccine,
microbicides, ART and other research trials. (viii)

Utilize research initiatives to influence policy level
decision- making for reducing stigma in health care
settings, workplace and other service providers. (ix)
Assessing the prevalence of varied forms of stigma
and focus on the dual stigma and discrimination that
impacts on services in public and private health care
settings, workplace and community especially among
vulnerable population like women, drug users, MSMs
to develop models for meaningful preventive
interventions. (x) Develop and demonstrate the
impact of intervention strategies at vertical and
horizontal levels to reduce the stigma and
discrimination practices and influence policy
changes.

Conclusions

AIDS related stigma poses a problem for all in
the society thereby, imposing severe hardships on the
people who are its targets and it ultimately interferes
with treatment and prevention of HIV infection.
Emphasis on the eradication of AIDS related stigma
would enable in creating a social climate conducive
to a rational, effective and compassionate response
to this epidemic93,97,98. Public health managers and
the government need to address the following types
of AIDS stigmatization101 : (i) Theologically/morally
based blame on those who are infected, (ii) The
concern for the health of those not afflicted by
disease, (iii) Eliminating risk group categories as it
gives false security to its marginalized group, and
(iv) The civil rights problems, human rights centered
approaches are enforced.

A major challenge that requires frequent debates,
the human rights approach would prove to be a long
term investment for HIV/AIDS treatment and
prevention. There is a need to bring an understanding
between the rights of the individual, who is at risk of
exposure and condemnation because of stigma, and
the rights of the rest of the society for the effective
development of large scale effective public health
programme. A human rights approach lies at the heart
of any HIV/AIDS programme that seeks to prevent
HIV transmission and supports those already
infected102,103. In the long run of the third phase of
HIV pandemic centering on the human rights would
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emphasize on minimizing the erosion of the social,
economic, cultural and political impact this pandemic
has caused. The human rights approach would also
reduce the stigma.
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