Abstract

Against the backdrop of the developing global epidemics of HIV and
AIDS, demands have been made for a radical scaling up of the interna-
tional response. Central among the steps that need to be urgently taken
are efforts to combat stigma and discrimination. This article offers a
conceptual overview of the relationship between the stigma associated
with HIV and AIDS and discrimination and human rights, with the goal
of demonstrating the interconnectedness of these concerns and describ-
ing elements of a future, and potentially more effective, programmatic
response.

Sur toile de fond d’évolution des épidémies mondiales du VIH et du sida,
une révision a la hausse radicale de la réponse internationale est attendue.
Au ceeur des mesures urgentes, des efforts doivent étre mis en ceuvre pour
lutter contre la stigmatisation et la discrimination. Cet article présente un
aper¢u conceptuel du lien qui rattache la stigmatisation associée au VIH
et au sida et la discrimination aux droits civiques. Notre objectif est de
démontrer 'interconnexion de ces aspects et de décrire les éléments d'un
futur programme de réponse susceptible d’étre plus efficace.

Con la epidemia global del VIH y del SIDA como telén de fondo, se han
hecho demandas por un incremento radical de la respuesta internacional
en la Iucha contra la epidemia. El esfuerzo para combatir el estigma y la
discriminacidn asociados a la epidemia es una de las medidas urgentes
que se deben tomar. Este articulo ofrece una revisién conceptual de la
relacion entre el estigma asociado con el VIH / SIDA, la discriminacién
y los derechos humanos, con el objetivo de demostrar la manera en la
cual estas preocupaciones estdn interconectadas y de describir elemen-
tos para una respuesta potencialmente mds eficaz en términos de pro-
gramas futuros .
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HIV- AND AIDS-RELATED STIGMA,
DISCRIMINATION, AND
HUMAN RIGHTS: A Critical Overview:

Miriam Maluwa, Peter Aggleton, and Richard Parker

All over the world, the epidemics of HIV and AIDS
have been capable of bringing out the best and the worst in
people: the best, when, in solidarity, people join together to
combat government, community, and individual denial, and
to offer support and care to people living with HIV and
AIDS; the worst, when people are stigmatized and ostra-
cized by their loved ones, their families, and their commu-
nities, and discriminated against individually as well as
institutionally.23

Recent demands to radically scale up the international
response to HIV and AIDS, and the recognition of their con-
tinued and damaging effects have created a resurgence of
interest in HIV- and AIDS-related stigma and discrimina-
tion.4 New studies describing the forms, contexts, and con-
sequences of HIV- and AIDS-related stigma have been pub-
lished, and both USAID and the Horizons Project (2000 and
2001) have commissioned recent briefings.> An Internet
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forum on AIDS-related stigma has recently been established
and meetings to develop elements of operational research
agendas are underway.6 As a prerequisite for ongoing, more
focused action, it seems appropriate to review what has
already been learned about the relationship between stigma,
discrimination, and human rights.

At a United Nations (UN) Special Session on HIV and
AIDS, the UN General Assembly unanimously endorsed a
Declaration of Commitment on HIV/AIDS.” That
Declaration called on states, by 2003, to enact, strengthen, or
enforce legislation, regulations, and other measures to elim-
inate all forms of discrimination against people living with
HIV and AIDS and against members of vulnerable groups and
to ensure their full enjoyment of all human rights and fun-
damental freedoms. In particular, it stressed the necessity to
ensure access to education, inheritance, employment, health
care, social and health services, prevention, support, treat-
ment, information, and legal protection, among other things,
while respecting privacy and confidentiality and developing
strategies to combat stigma and social exclusion connected
with the epidemic.

Furthermore, the Declaration called on states, by 2003,
to ensure the development and implementation of multi-
sectoral national strategies for combating HIV and AIDS.
These strategies must address the epidemic in forthright
terms, confront stigma, silence and denial, address gender-
and age-related dimensions of the epidemic, eliminate dis-
crimination and marginalization, and involve civil society,
the business sector, people with HIV and AIDS, vulnerable
groups, people at risk, women, and young people in devel-
oping and implementing the strategies.

In this article, we discuss what AIDS-related stigma is,
its origins, and its effects. Our goal is to show how HIV- and
AIDS-related stigma and discrimination are closely tied to
other inequalities and how they ultimately create and rein-
force each other—that a synergistic relationship exists
between multiple forms of inequalities and that these con-
verge in relation to HIV and AIDS. By analyzing the kinds of
stigma that many people living with HIV and AIDS experi-
ence, we hope to illustrate the close linkage between stigma
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and discrimination, and to call attention to the significant
human rights issues that lie at the core of effective local and
international responses. Finally, we offer some suggestions
about how best to challenge HIV- and AIDS-related stigma
and discrimination wherever it occurs—both immediately
and in the longer term.

Stigma: An Old Idea

Interest in HIV- and AIDS-related stigma and discrimi-
nation is far from new. In Sex and Germs: The Politics of
AIDS, Cindy Patton was one of the first to discuss how
AIDS exploits peoples three primitive anxieties: fear of
germs and disease, fear of death, and deep-seated worries
about sex and sexuality.® Shortly thereafter, in AIDS and its
Metaphors, Susan Sontag examined some of the similarities
(as well as the differences) in the fears people have about
AIDS and the fears they have about leprosy, tuberculosis,
and cancer.?

In the late 1980s, Jonathan Mann pointed to three phas-
es in the AIDS epidemic in any society: The first is the epi-
demic of HIV infection, which typically enters a communi-
ty silently and unnoticed. The second is the epidemic of
AIDS itself, which emerges when HIV triggers life-threaten-
ing infections. And the third epidemic is a combined reac-
tion of stigma, discrimination, blame, and collective
denial.l0 He, like others, was certain that it was this third
epidemic that made dealing with the other two so difficult.
In December 2000, at the 10th meeting of UNAIDS
Programme Coordinating Board (PCB) held in Rio de Janeiro,
Peter Piot, then the executive director of UNAIDS, renewed
the effort to combat stigma and listed the top five most
pressing items for the world community.!l Additionally, UN
Secretary General Kofi Annan, in his recent call for action,
said that a radical scaling up of efforts to combat stigma and
discrimination was needed to help “break the silence” sur-
rounding HIV and AIDS in many countries.!2

The Nature of Stigma
But what is stigma and where does it come from? The
origins of the word can be traced to the classical Greek
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where it was used to brand outcast groups with a permanent
mark of their status.!314 Stigma has more recently been said
to result from a quality that discredits the individual.
Drawing from research on people with mental illness, phys-
ical deformities, or socially “deviant” behaviors, sociologist
Erving Goffman has argued that the stigmatized individual
is a person who possesses “an undesirable difference.”15
Society uses “stigma” to conceptualize what constitutes
“difference” or “deviance.” Stigmatization is society’s
response to a person who has a “spoiled identity,” as defined
by its rules and sanctions.16

Since the 1960s, the literature on stigma has grown sub-
stantially. Stigma has been applied to a variety of circum-
stances, ranging from urinary incontinence to leprosy, can-
cer, and mental illness.1722 Social psychologists interested
in social categories and stereotypical beliefs have developed
much of this rapidly expanding literature.2324

Most of this work has, however, suffered from serious
limitations. Definitions of stigma are often vague, and some
authors ignore definitional concerns all together.2> Others
define stigma simplistically, describing stigma as, for exam-
ple, “a characteristic of persons that is contrary to a norm of
a social unit” or as a “mark” that links a person to undesir-
able characteristics such as stereotypes.26.27

Moreover, much of what has been published has
focused on the social-cognitive (and therefore individualis-
tic) aspects of stigma.2829 As a result, work has largely
focused on stereotyping rather than on the structural condi-
tions that exclude people from social and economic life.
Stigma thereby has come to be seen as something in the per-
son stigmatized, rather than as a designation that others
attach to that individual.30

Stigma is, however, not a thing but a process. The qual-
ities of the individual on which stigma operates (e.g., skin
or hair color, a manner of speaking or acting) are essential-
ly arbitrary. Particular cultures or settings fixate on certain
attributes and define them as discreditable or unworthy.
“Undesirable differences” and “spoiled identities” do not
naturally exist but are created by individuals and by com-
munities. Stigmatization is therefore a process of devalua-
tion rather than a thing.
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What Does Stigma Do?

To properly understand stigmatization and discrimina-
tion, in relation to HIV and AIDS or to any other issue, it is
vital to examine how some individuals and groups become
socially excluded. Stigma neither occurs naturally nor does
it necessarily spring from the minds of individuals. Rather,
stigma is always a reaction to a social history that influ-
ences when and where it appears and the forms it takes.
Understanding this history can help us combat it better.

Much HIV- and AIDS-related stigma builds on and rein-
forces earlier prejudices. In many countries, for example,
people with HIV and AIDS are often viewed as having
engaged in illicit sex with sex workers (if they are men) or
as having been “promiscuous” (if they are women). In some
parts of the developing world, HIV may be seen as a
“woman’s disease,” similar to many other forms of sexually
transmitted infection.3! In parts of the West, AIDS may be
viewed as a disease contracted only by junkies or as a “gay
plague.”32 Although these perceptions vary widely, they are
not random. In fact, they are patterned to ensure that HIV
and AIDS-related stigma plays into and reinforces existing
social inequalities. These inequalities include those that
regard women as inferior to men, that deny prostitutes and
sex workers their rights, and that are linked to drug and sub-
stance use, to nationality and ethnicity, and to sexuality.

HIV- and AIDS-related stigma do not therefore spring
from the minds of “bad” people but instead are linked to
power and domination in the community as a whole. They
play a key role in producing and reinforcing relationships of
power and control. They cause some groups to be devalued
and others to be considered superior. Ultimately, social
inequality creates and reinforces stigma.

Stigma, discrimination and human rights violations
There is a substantial body of literature suggesting that
stigma principally takes two forms—felt and enacted stig-
ma.3334 Felt stigma refers to the shame associated with a
potentially stigmatizing condition and the fear of being dis-
criminated against. Enacted stigma, on the other hand, has
to do with actual experiences of discrimination.3s It is
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unclear which is the more common: felt or enacted stigma.
What is significant, however, is that both forms have impor-
tant consequences for individuals and for how these people
organize their lives.36

Within the context of HIV/AIDS, prejudiced thoughts
frequently lead to actions or inactions that are harmful or
that deny a person services or entitlements. Such responses
may, for example, prevent a person living with HIV or AIDS
from receiving health care or, alternatively, may terminate
employment based on a person’s HIV status. This is the def-
inition of discrimination: When, in the absence of objective
justification, a distinction is made against a person that
results in that person’s being treated unfairly and unjustly
on the basis of belonging or being perceived to belong, to a
particular group.37

The stigma associated with HIV and AIDS and the
resultant discrimination frequently violates the rights of
people living with HIV and AIDS, as well as the rights of
their families. HIV- and AIDS-related stigma, discrimina-
tion, and human rights abuses can originate from govern-
ments, private organizations, and institutions, as well as
from communities, families, and individuals.

The following serve as a few examples of the rights denied
to people living with HIV and AIDS.38

The Right to Employment

The South African case of Hoffmann v South African
Airways was an appeal from the Witwatersrand High Court
concerning the constitutionality of South African Airways’
(SAA) practice of not employing as cabin attendants people
living with HIV. In the High Court, SAA defended its policy
as promoting the safety and health of its passengers and its
own competitive capacity. The High Court upheld SAA’s
defense. Fortunately, the Constitutional Court of South
Africa set aside the decision of the High Court and held that
SAA had infringed Mr. Hoffmann’s constitutional right not
to be unfairly discriminated against. The court further held
that people living with HIV have been stigmatized and, as
one of the most disadvantaged groups in society, deserve spe-
cial protection by the law.3
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The Right to Marry

Some jurisdictions require mandatory HIV tests before
granting marriage licenses, thus denying those who test pos-
itive the right to marry. The Supreme Court of India has
held that the right of an HIV-positive person to marry is
suspended as long as the person is HIV-positive.40

The Right to Freedom of Movement

Some states require those returning to their countries to
submit to HIV testing, whereas other states may use segrega-
tion, quarantine, or “rehabilitation” to restrict the movement
of nationals and aliens living in their countries. Certain pop-
ulation groups have been denied the right to return to their
countries or are refused visas or entry permission because of
suspicions about their being HIV-positive.41:42

The Freedom from Inhuman and Degrading Treatment

Individuals may be segregated in schools and hospitals.
Cases of degrading treatment are particularly prevalent in
prisons where inmates may be forced into mandatory con-
finement, often being denied their basic needs, including
access to sufficient medical care.

Each of these examples dramatically illustrates situa-
tions in which stigma has resulted in discriminatory action
and violations of human rights and fundamental freedoms.
Stigma, discrimination, and human rights violations form a
vicious, regenerative circle. Conversely, condoning human
rights violations can create, legitimize, and reinforce stigma
that can, if left to fester, lead to discriminatory action and
further human rights violations.

HIV- and AIDS-related stigma and discrimination com-
pound the suffering of people living with HIV and AIDS and
of the poor, members of minority groups, indigenous peo-
ples, migrants, refugees, and internally displaced persons,
men who have sex with men, prisoners, injection-drug
users, those with disabilities, and other marginalized, vul-
nerable groups. This situation is even worse for women and
children within these groups. HIV- and AIDS-related stigma
and discrimination continue to erode the human rights of
these individuals or groups, thus increasing their vulnera-
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bility to HIV infection and lessening their ability to cope
effectively with the disease should they become infected.43

Freedom from discrimination is a fundamental human
right founded on universal and perpetual principles of natu-
ral justice. The core existing international human rights
instruments—the Universal Declaration on Human Rights,
the Convention Against Torture, Inhuman and Degrading
Treatment, the International Covenant on Civil and
Political Rights, the International Covenant on Economic,
Social and Cultural Rights, the International Convention on
Elimination of All Forms of Discrimination Against
Women, and the Convention on the Rights of the Child—
prohibit discrimination based on race; color; sex; language;
religion; political or other opinion; national, ethnic, or
social origin; property; disability; fortune; birth; or other
status.4448 The right to nondiscrimination is also detailed in
such regional instruments as the African Charter on Human
and Peoples Rights, the American Convention on Human
Rights, and the European Convention on Human Rights.49-51

In addition, recent resolutions of the UN Commission on
Human Rights, have stated unequivocally that “the term or
other status in nondiscrimination provisions in international
human rights texts should be interpreted to cover health sta-
tus, including HIV/AIDS,” and has confirmed that “discrimi-
nation on the basis of HIV/AIDS status, actual or presumed,
is prohibited by existing human rights standards.”52

Discrimination against people living with HIV and
AIDS, or those thought to be infected, is therefore a clear
violation of their human rights. People living with or affect-
ed by HIV and AIDS are entitled to the same rights as all
other members of society and to equal protection under the
law. They must be legally protected from discrimination in
all spheres of life—both public and private—including in
health care, employment, education, travel, housing, and
social welfare.

The Role of Human Rights in Combating Stigma and
Discrimination

The links between human rights violations and stigma
and discrimination must be clarified and then acted on for a
number of reasons. First, freedom from discrimination is a
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human right, which brings into play an existing framework
of responsibility and accountability for state action. Human
rights draw attention to states legal obligation to regulate
the relationship between individuals living within their bor-
ders. Thus, governments are responsible and accountable for
directly violating rights, as well as for ensuring that indi-
viduals are able to fully realize their rights. In short, states
have obligations to respect, protect, and fulfill human
rights.53

In the context of HIV/AIDS related discrimination, the
obligation to respect requires states to ensure that their
laws, policies, and practices do not directly or indirectly dis-
criminate based on HIV or AIDS status.>* The obligation to
protect requires states to take measures that prevent
HIV/AIDS related discrimination by third parties, and the
obligation to fulfill requires states to adopt appropriate leg-
islative, budgetary, judicial, promotional, and other meas-
ures that address HIV/AIDS related discrimination and that
compensate those who suffer such discrimination.s

Second, a human rights framework provides access to
existing procedural, institutional, and other monitoring
mechanisms that should not only enforce the rights of peo-
ple living with HIV and AIDS but should also counteract
and redress discriminatory action. Since HIV- and AIDS-
related discrimination lead to legal offences being commit-
ted, persons who discriminate can be held accountable by
law, and redress can be provided where appropriate.
Procedural, institutional, and other monitoring mecha-
nisms have also been established at national, regional, and
international levels. At the national level, these include the
judicial system (courts of law) and national human rights
institutions, such as National Human Rights Commissions,
Ombudsmen, Law Commissions, and other administrative
tribunals.>657 In the Lomé Declaration adopted on 16 March
2001 during the Third Regional Meeting of African National
Human Rights Institutions, national human rights institu-
tions noted with “deep concern the increasing and worsen-
ing misery, poverty and risks relating to the serious threat
posed by pandemics such as HIV/AIDS,” and emphasized
“in view of the increasing challenges presented by
HIV/AIDS, the need for intensified efforts to ensure univer-
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sal respect for and observance of Human Rights and
Fundamental Freedoms for all, to reduce vulnerability to
HIV/AIDS and to prevent HIV/AIDS-related discrimination
and stigma.”’58

At the Sixth Annual Meeting of the Asia Pacific Forum
of National Human Rights Institutions, held in Colombo,
Sri Lanka from 24 to 27 September 2001, the Asia Pacific
Forum members concluded that HIV/AIDS should not be
viewed solely as a health issue but also as a human rights
issue “because of its serious economic, social and cultural
implications.” Forum members “committed themselves to
combat discrimination and human rights violations on the
basis of HIV/AIDS” and called on “the assistance of the
United Nations, governments and NGOs in the perform-
ance of this task.”®

National Institutions of Australia, Fiji, India, Indonesia,
Mongolia, Nepal, New Zealand, Philippines and Sri Lanka,
at the Workshop on HIV/AIDS and Human Rights: The Role
of National Human Rights Institutions in the Asia Pacific,
from 7 to 8 October 2001 in Melbourne agreed that “nation-
al human rights institutions for the protection and promo-
tion of human rights, in partnership with people living with
HIV/AIDS, the United Nations, States, NGOs and other
stakeholders can play a central role in the realization of
human rights in the context of HIV/AIDS as part of the glob-
al response to HIV/AIDS."”¢0

At the international level, the six UN human rights
treaty bodies monitor states compliance with their obliga-
tions to ensure respect for HIV-related human rights at the
national level. The treaty bodies provide an important
avenue for raising HIV-related human rights issues, elabo-
rating relevant principles of international human rights law,
and helping states to better understand and comply with
their obligations.

For example, the UN Human Rights Committee has
addressed the issue of the right to privacy in the context of
HIV/AIDS, noting that Article 17 of the International
Covenant on Civil and Political Rights is violated by laws
that criminalize private homosexual acts between consent-
ing adults.6! Specifically, the Committee has found that the
“criminalization of homosexual practices cannot be consid-
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ered a reasonable means or proportionate measure to
achieve the aim of preventing the spread of HIV/AIDS . . . by
driving underground many of the people at risk of infection
... [it] would appear to run counter to the implementation
of effective education programmes in respect of the
HIV/AIDS prevention.”6? Importantly, the Committee has
also held that the term “sex” in Article 26 of the Covenant,
which prohibits discrimination on various grounds, should
be understood to include sexual orientation.63 The Human
Rights Committee has also confirmed that the prohibition
against discrimination thus requires states to review and, if
necessary, repeal or amend their laws, policies, and practices
to proscribe differential treatment that is based on arbitrary
HIV-related criteria.64# Of course, legally addressing and
redressing HIV- and AIDS-related discrimination has its
own challenges. There are major gaps in supportive legal
frameworks, and many countries do not have antidiscrimi-
nation policies or legislation. Even where these exist, people
may be unaware that discrimination is unlawful.
Additionally, those subjected to discrimination may not
know where or how to lodge a complaint, or no mechanism
for redress may exist. Further, legal services may either be
unaffordable or inaccessible to the most vulnerable commu-
nities. Nonetheless, a focus on discrimination is critical as
it will ultimately shine a light on and force those who per-
sist in perpetuating stigma to be held accountable and thus
counter legitimizing stigma.

A Multipronged Response?

Clearly there is a need to establish community legal aid
centers and services based in AIDS service organizations that
can handle complaints and enforce HIV- and AIDS-related
rights and address cases of discrimination.65 In addition,
existing legal-aid institutions must be trained in human
rights and AIDS-related issues, as should members of associ-
ations of people living with HIV and AIDS so that these asso-
ciations can provide in-house paralegal counseling.

But any law is ineffective unless a society as a whole
supports its values and expectations. A society’s expecta-
tions and values can either create and sustain stigma or dis-
courage it from taking hold. For society to embrace and
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therefore enforce a law, its members have to participate in
its development, as well as to understand it. Thus, without
an interaction between the law and the cultural and social
values that closely govern people’s lives and behavior, the
fundamental changes required to alter the course of the epi-
demic remain unattainable. And it is on these cultural and
social values that we will now focus. If much of HIV- and
AIDS-related stigma and discrimination are rooted in exist-
ing prejudices and social inequalities, then human interven-
tion can modify their nature and effect.

Past stigma reduction efforts appear often to have been
developed from a model of “liberal enlightenment” in
which those who supposedly know best (usually, communi-
cations experts and program planners) intervene to correct
the “bad” thoughts and actions of others. This “banking”
theory of pedagogy, as educationalist Paulo Freire once
described it, sees the minds of those who are being educat-
ed as needing to be filled by interventionists who presume
they know the truth about what is needed.c6 More rarely
have the goals of interventions been designed to unleash the
power of resistance to enable those stigmatized populations
and communities to fight back. And as Kaleeba and col-
leagues have pointed out, it is the power of community to
resist and to “take charge” (not, on the whole, behavioral
interventions) that has made the greatest strides against the
epidemic in many poor countries.6?

It is therefore time to build on existing empirical evi-
dence, as well as on the literature devoted to community
organizing to develop new and stronger models for advoca-
cy and change. What might these look like? If models of
community mobilization, advocacy, and social change are
important, they must operate alongside structural or envi-
ronmental interventions aimed at transforming the context
in which individuals and communities operate.8.69 This
approach has grown out of the assurance that human rights
are respected, protected, and fulfilled and is key to success-
ful intervention.

Importantly, while research has shown at best very lim-
ited results in influencing or changing stigmatizing atti-
tudes through “empathy inducement,” legal protections for
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people living with HIV and AIDS, together with appropriate
monitoring, reporting, and enforcement mechanisms (rang-
ing from legal-aid services to hotlines for reporting acts of
discrimination and violence), can powerfully and rapidly
mitigate the worst effects of the unequal power relations,
social inequality, and exclusion that lie at the heart of HIV-
and AIDS-related stigmatization and discrimination.”0

In fact, two examples drawn from very different parts of
the world illustrate the potential importance of such
approaches.

In Mumbai, India, for example, the Lawyers Collective
successfully defended workers who were discriminated
against and who lost their jobs because of their HIV status.
Highlighting ongoing stigma, one of the significant related
achievements of this case has been to uphold the “suppres-
sion of identity” clause, which allows persons with
HIV/AIDS to file their cases under pseudonyms.”!

In Costa Rica, there had been official resistance to anti-
retroviral therapy because it was assumed to be too expen-
sive to provide. In response, the Patient Coalition, a small
group of people living with AIDS, negotiated unsuccessfully
with the government for an entire year. The group then took
its cause to the Costa Rican Supreme Court in 1997. The
court forced the government to begin offering antiretroviral
drugs to people with HIV/AIDS. Today, many Costa Ricans
with AIDS receive combination therapy and as a result can
be more open about their serostatus.”2

In elaborating any agenda for future research, the inti-
mate symbiosis between stigma and discrimination makes
it important to bear in mind the development of two kinds
of alleviation strategies: those who work to prevent stigma
or prejudicial thoughts being formed by individuals and
those who address or redress the situations where stigma
persists and/or is enacted through discriminatory action.

Thus, future work should focus on a multipronged
response, combining community mobilization with legal
and structural interventions that together support a rights-
based approach to fight HIV- and AIDS-related stigmatiza-
tion and discrimination. Addressing stigma and discrimina-
tion requires leadership accountability, and responsibility,
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as well as advocacy and respect for human rights. Most
important, however, it requires action that is grounded in
the experience of individuals and the communities. Only in
this way can we create a transformed social climate in
which HIV- and AIDS-related stigmatization and discrimi-
nation will themselves no longer be tolerated.
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