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Stigmatization of people living with AIDS is a
key obstacle to HIV prevention and AIDS
care. It is now generally accepted that efforts
to reduce stigma should be an integrated part
of all HIV/AIDS programming.1 However,
discussions of the form such efforts should
take remain in their infancy. Here we discuss
the social roots of stigma in the interest of
contributing to debates about appropriate
stigma reduction interventions, drawing on a
case study of HIV/AIDS management among
young people in South Africa.

The existing HIV/AIDS literature points to 3
antistigma strategies. The first is information-
based awareness programs designed to re-
duce ignorance about people with AIDS.
However, while ignorance often plays a key
role in perpetuating stigma, providing people
with factual information about the conta-
giousness of illnesses does not lead to wide-
spread stigma reduction.2 The second strategy
is institution of legal safeguards making dis-
crimination against people with AIDS a pun-
ishable offense. Antidiscrimination legislation
has the potential to reduce the explicit and
public stigmatization of such individuals.3

However, manifestations of stigma are often
too subtle to be immediately apparent, rooted
within individual psyches, families, and com-
munities and beyond the reach of the legal
system. Thus, while education and legal safe-
guards may arguably be necessary conditions

for fighting stigma, they are certainly not suf-
ficient ones.

The third strategy—which we believe should
go hand in hand with the first 2—involves par-
ticipation of local community members in
antistigma efforts. Our interest in this strategy
informs the discussion provided here. Al-
though community participation is repeatedly
advocated, there is a lack of clarity regarding
precisely what community members should
participate in and how this participation
should take place. Much work remains to be
done in providing specific direction to calls
for participatory initiatives, lest they result in
nothing more than programs in which partici-
pants are encouraged to tell one another that
stigma is a bad thing and that they should not
contribute to it. Such didactic approaches are
less likely to succeed than initiatives promot-
ing debate and dialogue within a group of peo-
ple, especially in marginalized communities
where social obstacles may undermine atti-
tude or behavior change. It is through such di-
alogue that a group may develop critical un-
derstandings of the social roots of health-
damaging attitudes or behaviors, enhancing
their awareness of the obstacles to change they
will have to overcome and, ideally, leading to
collective action to challenge such obstacles.4

What are the social roots of stigma? The
theoretical literature emphasizes that stigma
results not only from fear of physical conta-

gion but also from fear of “symbolic conta-
gion,” a threat to both the health and well-
being of individuals and to the well-being and
legitimacy of the status quo. Whereas the
form and content of stigma will vary from
one context to another, various forms of
stigma are united by the way in which they
serve to support systems of social inequality
and social difference and to reinforce the in-
terests of powerful social actors seeking to le-
gitimize their dominant status.3 We examine
the form taken by stigma in 1 small local
community in the interest of understanding
some of the ways in which stigmatization of
people with AIDS is situated within other
patterns of material and symbolic social ex-
clusion. We conclude by discussing the impli-
cations of our findings for participatory strate-
gies that challenge stigma.

CONCEPTUAL FRAMEWORK

Psychodynamic thinkers speak of the exis-
tence among humans of a universal uncon-
scious fear of collapse and chaos.5 People
may cope by projecting their worst fears
onto identifiable out-groups. This process of
stigmatization or “othering” is thought to
serve an “identity-protective” function by
producing feelings of comfort and security
and a sense of personal invulnerability to
threats and dangers that might otherwise
appear overwhelming.

Stigmatization is also argued to serve a
“system-justifying” function.6 The content of
the psychological processes associated with
“othering” may often reflect wider social in-
terests. A study of representations of AIDS in
Zambia highlighted how the stigmatization
of women as vectors of AIDS, with men de-
picted as the “innocent parties,” is part and
parcel of a more general devaluing of
women.7 In another context, people with
AIDS have been described as the symbolic
markers of all that threatens to undermine
American society and economic success.8 In

We examined the social roots of stigma by means of a case study of HIV/AIDS
management among young people in a South African community (drawing from
interviews, focus groups, and fieldworker diaries). We highlight the web of rep-
resentations that sustain stigma, the economic and political contexts within which
these representations are constructed, and the way in which they flourish in the
institutional contexts of HIV/AIDS interventions. 

Stigma serves as an effective form of “social psychological policing” by pun-
ishing those who have breached unequal power relations of gender, generation,
and ethnicity. We outline an agenda for participatory programs that promote crit-
ical thinking about stigma’s social roots to stand alongside education and, where
possible, legislation as an integral part of antistigma efforts. (Am J Public Health.
2005;95:808–815. doi:10.2105/AJPH.2003.037499)



May 2005, Vol 95, No. 5 | American Journal of Public Health Campbell et al. | Peer Reviewed | Public Health Matters | 809

 PUBLIC HEALTH MATTERS 

a country where economic success is built
on traditional values of self-discipline, self-
control, and prosperity, HIV/AIDS (stereotyp-
ically associated with promiscuous sex, drug
abuse, and poverty) can be seen as standing
for everything that threatens the middle
American way of life. HIV/AIDS is an “epi-
demic of signification” at the same time as it
is a biomedical epidemic, and stigmatization
of people with AIDS has been an important
vehicle for affirming the status quo.9

The widespread stigmatization of sex in
South Africa and President Mbeki’s well-
publicized refusal to acknowledge the extent
of the AIDS problem have been linked to the
president’s project of postapartheid nation
building and to his conception of the type of
citizen best equipped to carry forward his vi-
sion of an “African Renaissance.” The presi-
dent makes a strong distinction between
South Africa’s wretched past and a bright
new postapartheid future. AIDS, and its asso-
ciation with promiscuous and diseased sexu-
ality, threatens to blur this distinction. Public
discourses and silences around sexuality are
embedded in “a wider matrix of moral anxi-
ety, social instability and political contesta-
tion” characterizing the current historical mo-
ment in South Africa, where people battle
with “the complexities and vulnerabilities of
the drive to produce a newly democratic uni-
fied nation.”10

More broadly, Africanist historians have
found that policing of sexuality, stigmatiza-
tion, and social inequalities are linked. They
have shown how the teachings of the church
(particularly Victorian sexuality as mediated
by Christian missionaries) were combined
with the construction and reconstruction of
so-called “traditional African culture” to place
limits on the sexuality of African women, pre-
serving the patriarchal social relations that
continue to dominate in South Africa, despite
challenges and resistances.11,12

METHODOLOGY

We draw on a case study of a youth HIV
prevention program run by an international
body, the Christian Youth Alliance (CYA), in
the South African community of Ekuthuleni,
a periurban area near Durban in KwaZulu-
Natal province. (Both the name of the com-

munity and that of the youth organization
have been changed in line with the ethical
principles of anonymity and confidentiality.)
Sixteen percent of all KwaZulu-Natal adults
aged 15 to 49 years are HIV positive,13 as are
36% of women attending antenatal clinics.14

Heterosexual sex is the most common mode
of transmission, and levels of HIV among
young people are particularly high.4 Ekuthu-
leni is home to 20000 people, some living in
formal housing with road access and services,
but many living in makeshift shacks with min-
imal access to water and electricity. Unem-
ployment and poverty are rife. Although
many residents are HIV positive or suffering
from AIDS, levels of disclosure are minimal.
Nearly all of our research informants re-
ported that they were not aware of anyone in
the community who they were sure was HIV
positive.

Funded by overseas donors, the CYA has
established a nongovernmental organization
in Ekuthuleni that promotes peer education
among young people, both in and out of
school, in the context of an integrated ap-
proach, including support groups and individ-
ual counseling for people with AIDS. We
examined how local community contexts fa-
cilitated or hindered the success of CYA’s peer
education program. An open-ended topic
guide focused on informants’ views of the
South African political context; local commu-
nity life; the causes of HIV transmission, the
impact of AIDS on their community; the role
of their particular peer group in contributing
to HIV/AIDS management; and their views
on peer education, participation, and partner-
ships as strategies for HIV prevention.

This case study took the form of 3-hour
interviews conducted in 2003 with 44 peo-
ple, 11 focus groups involving a total of 55
people, and fieldworker diaries. Informants
included young people and peer educators
both in and out of school, teachers, a school
principal, community health workers, com-
munity leaders (traditional leaders, the local
ward councillor, youth leaders, and members
of the local development committee), CYA
staff, a traditional healer, clinic nurses, par-
ents, people with AIDS, church ministers, a
government official, and representatives of a
multinational company that employs local
people.

Thematic content analyses were used in
analyzing interviews.15 Stigma emerged as a
central topic, and the goal of the preliminary
data analysis was to identify the forms taken
by stigma and its effects on the CYA’s work. A
more detailed secondary analysis sought to
identify the material, symbolic, and organiza-
tional contexts associated with stigmatization
of people with AIDS.

FINDINGS

Forms of Stigma and Effects on the
Christian Youth Alliance’s Work

We found that stigma was rife. One anec-
dote after another referred to the vicious
stigmatization of HIV-positive individuals of
all ages. As reported by a youth worker:
“Children are not comfortable to disclose
[their HIV status] to their parents. Their
mothers gossip, saying ‘I have an evil child at
my house who has contracted this disease.’ ”
Family members sometimes hid away sick
relatives, depriving them of health care or
support. According to a community health
worker, “Neighbors will tell me there is a
sick person in the bedroom at the back of the
house. But when I arrive the family denies
having such a person. The families them-
selves prevent anyone from helping them.”

Families sometimes disowned dead rela-
tives, refusing to collect their bodies from
the mortuary, for example. Amidst stories
of rejection and prejudice, there were a few
stories of care and compassion among fam-
ily members. However, even in such fami-
lies it was not uncommon for both the
dying person and his or her family mem-
bers never to refer to the fact that the per-
son had AIDS, even when everyone was
fully aware of the situation. One woman re-
ported that, even after her sister’s death,
no one in the family had ever strayed from
the “official story” that she had died of tu-
berculosis, despite everyone secretly being
aware that she had died as a result of
AIDS-related illnesses.

People with AIDS who did disclose to fam-
ily members often did so in indirect ways.
One man stated that his brother, 2 weeks be-
fore his death, wrote the family a letter dis-
closing his status rather than telling them face
to face. When the man told mourners at the
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funeral that his brother had died of AIDS,
several friends and relatives berated him for
“spoiling his brother’s name.”

Stigmatization by one’s family members, at
the very time one most needs their support, is
often cited as the most hurtful and damaging
form of stigma and the form that has the
most negative effects on the HIV prevention
struggle.1 As one parent commented, 

We mothers and grannies play a key role in
allowing HIV/AIDS to continue. Our refusal
to disclose keeps the disease underground,
and feeds into people denying the humanity of
[people with AIDS] and their sense that they
are no different to animals, with nothing to
live for.

This stigmatization also served as a strong
deterrent to young people seeking HIV/
AIDS-related counseling.

One CYA worker reported that “there is
fear of this place. Youth are scared to be
seen entering our office that is known to
be providing AIDS counseling. And the
people who do come here are not from
Ekuthuleni.”

Other CYA workers reported that young
people feared their parents would see them
attending HIV prevention meetings and pun-
ish them. Many informants spoke of the way
in which churches and schools also actively
undermined HIV prevention efforts. Accord-
ing to a CYA worker,

When we ask to talk about HIV in the
churches they say we are encouraging the
youth to sin. We recently called youth to attend
a meeting on life skills [and had] a very poor
turnout. Later we were told by youth that the
minister said if they attended the workshop
they would be demoted in the church.

Another CYA worker said “we sometimes
use ‘loveLife’ brochures in schools, which
have some sexual pictures in them. At one
school the principal told us never to come
again, that we were promoting pornography.”

Symbolic Contexts of Stigma
What are the contexts that sustain the

types of rejection and isolation of people with
AIDS just outlined? We highlight 3 different
aspects of context: the symbolic context
(mapping out the wider field of social repre-
sentations within which stigma is located); the
economic, political, and local community con-

texts within which these representations are
constructed; and the organizational context of
efforts to address HIV/AIDS in Ekuthuleni.

Virtually every informant reported that
stigma originated in the association between
HIV/AIDS and sex. For example: “People
know HIV/AIDS is here, but they won’t talk
about it because they believe if you have got
AIDS you have got it through sex.” Stigmatiza-
tion of people with AIDS is supported by an
associative network of symbolic links (some-
times logical and sometimes arbitrary) be-
tween such individuals and other negatively
valued groups or attributes (in the very differ-
ent context of the United States, a study of
stigma highlighted the associative links be-
tween people with AIDS and homosexuality,
death, drug use, and ethnic minorities).16 In
the following, we examine the web of repre-
sentations within which stigma is located.

Many adults showed a strong unwillingness
to acknowledge that their children were sexu-
ally active. When asked whether her son had
ever told her he had girlfriends, one mother
responded, 

Wow! Wow! He could never tell me that.
Wow! There is no need for him to talk about
that here. . . . I don’t believe a parent must talk
to their children about their love life. This is
how I grew up. It wouldn’t be right for me to
know my children have relationships.

Such contexts exclude the possibility of par-
ents providing a supportive environment for
the promotion of safer sexual behavior by
young people.

Some of the more frank adults in our sam-
ple wryly commented that this posturing by
their peers was unconvincing, given that sex-
ual activity among young people had been
common for many years. According to one
mother who was in her early 50s,

In my time I could sleep with 7 men and only
be infected with [a sexually transmitted dis-
ease]. I would go to the hospital or traditional
healer and be cured in no time. The only dif-
ference now is that HIV has no cure. Nothing
has changed in sexual behavior.

Denial of young people’s sexual desire and
relationships was particularly strong in the
case of girls. Mothers refused to discuss sex in
any way that resonated with their daughters’
personal experiences of desires and relation-

ships. They would darkly and indirectly al-
lude to a link between sex, shame, and dan-
ger rather than accepting that their daughters
were sexually active and teaching them how
to protect themselves from sexually transmit-
ted diseases and pregnancy.

According to one adolescent girl,

Mother says that when you sleep with a boy
you get a baby, he dumps you, and it’s only
afterwards that you regret that you ever slept
with him. She says if you are a girl you must
protect yourself against boys who will destroy
your life.

Such denial of young girls’ sexuality is re-
lated to what has been referred to as the
wider “demonization of women” that the epi-
demic has provoked in sub-Saharan Africa.17

In our interviews, many informants spoke of
the way in which the weakness of women
had fueled the epidemic. One of the church
ministers stated, “The key to respect and
good behavior is in the hands of women. A
person who has the right to say no to sexual
advances is a woman.” Within such contexts,
young women often had a particular invest-
ment in hiding their sexual activities. This
made them less likely to seek out information
about sexual health and to seek out or carry
condoms. They often depicted sex as some-
thing that “just happened” to them, as some-
thing they did not expect and therefore did
not prepare for.18

However, behind this public discourse is a
thriving and dynamic world of young people’s
sexuality, away from the oversight of adults.
In this world, many girls want and enjoy sex
as often and as much as boys and adults. This
counterstereotype emerged repeatedly in our
interviews, and, not surprisingly, it was boys
rather than girls who spoke of it. For example,
according to one of the male youth inform-
ants: “Girls don’t like trains that are not mov-
ing.” Another stated: “Some girls say they
don’t want sex, but after an hour of kissing
they always change their minds.”

Another factor that supported stigmatiza-
tion of HIV/AIDS was the link made by
many between sex, sin, and immorality. The
church was the main contributor of symbolic
ammunition sustaining this link. According to
one of the senior nurses, “If people reduce
their sins God will cure their diseases. . . . It is
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the devil that overpowers people [when they
engage in wrongful sex].”

Similarly, in the words of a parent, “The
Bible says the end of the world will come when
we are struck down by incurable diseases. The
Kingdom of God will come to destroy all the
evil that is prevailing in this world. I always tell
myself that AIDS shows us this time has come.”

Part of the link between sex and sin that
was widely lamented in the interviews was
the sin of disrespect by young people for their
elders.19 According to one of the health vol-
unteers: “God is angry with us. We have
sinned so much, and we are living in bad
times. This younger generation does not listen
when they are told, they have no respect. He
is punishing us for this.”

Informants in all age groups spoke of young
people as a “menace” needing to be controlled
and disciplined. Aside from young people’s
engagement in sexual activity, informants fre-
quently referred to their involvement in crime
and drugs as further evidence of youthful bad
behavior, proposing strong discipline as the
solution. Informants frequently linked alleged
“youth disrespect” with the political freedoms
characterizing postapartheid society, stating
that so-called “children’s rights” contradicted
the traditional culture. An out-of-school youth
informant reported,

Government policies on children’s rights make
it difficult for parents to discipline their chil-
dren. What used to be called punishment is
now called abuse, and a social worker can be
called in. These “rights” contradict our tradi-
tional culture. . . . It is wrong that the threat of
social workers should be allowed to disrupt the
smooth running of the household.

Several informants spoke approvingly of
the link between harsh discipline of young
people and the so-called “African culture.”
The view of young people as “mad, bad, and
deviant” was underpinned by parents’ lack of
confidence in their ability to control their
offspring in general or, in particular, to talk
to them about sex.

A number of informants spoke, sometimes
in a self-denigrating way, of HIV/AIDS as a
problem facing Black Africans. According to
one father, 

The cause of the problem of HIV in this coun-
try is that we Black people don’t behave our-

selves. We have many girlfriends, that is what
spreads AIDS all over. I have never heard that
Whites, Indians or ‘coloreds’ [people of mixed
race] have AIDS, yet AIDS infects many Black
people.

The conceptual rationale underlying these
informants’ linking of HIV/AIDS with specific
ethnic groups varied. Some informants re-
ferred to the spread of HIV/AIDS as the
White regime’s last gasp attempt to under-
mine Black opposition. A teacher spoke of
members of the apartheid regime injecting
Black political prisoners with the virus and
then releasing them back into the community
to infect others. Informants also spoke of the
spread of HIV/AIDS as resulting from
postapartheid White envy, with Whites infect-
ing Blacks to “reduce the Black vote.” Several
people spoke of Whites spreading HIV/AIDS
through the lubricant contained in condoms.
One influential local leader spoke of how he
had boiled a condom in water and taken the
water to a medical laboratory for HIV testing.
The water tested positive, he said.

What are the contexts within which this
web of representations is constructed and
sustained? We focus on this topic in the 2
sections to follow.

Economic, Political, and Local
Community Contexts

General context of poverty and political dis-
empowerment. Life in Ekuthuleni is character-
ized by high levels of poverty and political
marginalization.20 Many young people have
little tertiary education, few skills, and poor
job prospects. Some families are refugees
from political violence in the surrounding
areas and have suffered traumatic experi-
ences. Many unemployed young men from
poor families engage in crime, and informants
spoke of drug abuse among young people as
a serious problem.

Furthermore, young people have virtually
no political representation and play no deci-
sionmaking role in the local political or com-
munity development structures, and there
were many stories of petty adult elites
squashing young people’s attempts to de-
velop local initiatives. Youth representation
on school councils was described as ineffec-
tual by both students and teachers. Against
this background, it was not surprising that

many of the informants spoke of low morale
among young people and a prevailing sense
of apathy in regard to asserting their needs
and rights.

Poor intergenerational communication. In-
formants reported that many young people
have little support and guidance from their
parents and that intergenerational communi-
cation is poor. Many young people spoke of
their parents’ failure to educate them about
sex. According to one out-of-school youth:
“Our parents have been shy to tell us the
truth, they tell us children come from aero-
planes. This is a big mistake. They should
have told us the truth. I got pregnant and I
didn’t know what had happened to me until
my child was born.”

Many parents refused to consider talking
to their children about sex. A father of 10
told us that discussing condoms with his sons
“would constitute pornography and only en-
courage them to have sex.” A mother of 9
repeatedly insisted that it would be inappro-
priate to acknowledge that her children were
sexually active outside of wedlock. Yet, 2 of
her unmarried daughters (who lived with her)
had their own children, and she herself had
nursed a third unmarried daughter for the
18 months preceding her death from AIDS.
Moreover, she spoke openly about the cause
of her daughter’s death.

Some women did speak of how important
it was for mothers to be open with their chil-
dren about sexual health. However, at differ-
ent stages of their interviews, it became clear
that they had not succeeded in doing so
themselves. One who spoke at length about
the importance of promoting intergenera-
tional communication about sex later re-
ported that she did not know whether her
daughter had started menstruating and did
not know how to broach the topic. Our sam-
ple did include parents who were more suc-
cessful, however. One 41-year-old father of 5
praised the AIDS training his son was receiv-
ing at school. He also believed that young
people received better guidance if their par-
ents sat down and talked with them as op-
posed to disciplining them strongly. However,
such parents appeared to be in the minority.

Community networks. Much has been writ-
ten about the roles of “civic engagement”
and local solidarity as key assets in poor
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communities.21 It is frequently argued that
health promotional projects have the greatest
chance of succeeding in united communities
with dense local networks.4,22 There are
strongly supportive relationships and support
systems among Ekuthuleni residents, includ-
ing women’s groups, prayer groups, garden-
ing collectives formed to cultivate food for
the sick and the unemployed, community
health volunteers sharing their own meager
incomes and food with destitute patients,
and savings clubs run by housewives and
pensioners.

These groups are a key element in the so-
cial fabric and economic survival of the local
people. Yet, while they provide effective social
support in a range of ways, these networks do
not serve as potential resources for HIV pre-
vention efforts among young people. Rather,
they are usually adult dominated, and they
tend to have a narrow focus. Furthermore, to
date there has been no effective community
leadership to take up the challenge of mobi-
lizing these small, dispersed, and fragmented
networks in the pursuit of other goals (such
as initiatives to reduce stigma).

The solidarity that does exist in Ekuthuleni
is mostly that among micro-networks of older
women united by their commitment to “re-
spectability.” According to social identity the-
ory,23 human beings have a fundamental
need for positive self-esteem and often seek
to achieve this need through making favor-
able comparisons between themselves and
others. Two types of “social competition” form
the basis of these comparisons: objective com-
petition (competition for material resources
such as money) and subjective competition
(competition for symbolic resources such as
respect or recognition). Sex and alcohol use
constitute 2 key ways in which a person’s re-
spectability might be compromised.24,25

In the context of poverty and disempower-
ment, many people lack access to the con-
ventional social advantages of a highly mate-
rialistic society (e.g., expensive clothing and
cars) and thus to those objective resources
that might boost their self-esteem. Symbolic
resources—such as respectability—come to
constitute valuable currency in individuals’
efforts to enhance their self-esteem. In the
case of many Ekuthuleni residents, openly
expressed stigmatization of people with

AIDS has become a way of asserting claims
to respectability.

AIDS-Related Institutional Contexts
Many of the informants commented re-

gretfully on the shortcomings of govern-
ment services aimed at HIV prevention and
AIDS care. Lack of national government
leadership and services went hand in hand
with a lack of local leadership and inade-
quate or nonexistent local services. Accord-
ing to a health worker,

I don’t see the government having any care for
[people with AIDS]. Here there is no proper
hospital treatment, people can’t afford medica-
tion for opportunistic infections, there are de-
lays in grants . . . until patients are dead—the
money arrives too late to help them eat and
get tablets to survive—so far I haven’t heard of
1 who was still alive when the grant [govern-
ment grant for people in the later stages of
AIDS] came through.

Both the school principal and the clinic di-
rector expressed bewilderment in the face of
frequent media publicity highlighting the
availability of government funds for HIV/
AIDS management, stating that such re-
sources had never materialized at schools or
clinics of which they were aware. Informants
also remarked on the poor networking be-
tween local health professionals involved in
caring for people with AIDS (another symp-
tom of the failure of local leadership and local
coordination of networks and services). In the
words of a community health worker,

There are so many people that need us. This is
a frustrating job. When we complain or make
suggestions, we don’t get any response from
the hospital. The lines of communication are
very poor. Social work referrals are even
worse. Sometimes I have to hide from my pa-
tients in the street because the response from
the social workers has been so slow I no
longer know what to say to them.

The lack of adequate government leader-
ship, resources, and infrastructure went hand
in hand with lack of action in Ekuthuleni
schools. The school principal who partici-
pated in the present study, who was head of
the local school in which the CYA had insti-
tuted its most extensive peer educator pro-
gram, repeatedly referred in glowing terms
to the positive contribution the CYA was
making to young people in the local commu-
nity and how the school found its support in-

valuable, because there was so little aid from
the government.

The principal also insisted that despite his
compassion for affected pupils, he did not
have the resources or time to take any ac-
tion in relation to AIDS (while informally
estimating that up to 50% of his pupils
might be HIV positive). He stated that the
school could not address a problem of this
magnitude without counseling and welfare
backup: “If the 14 schools in this area were
to take up this problem we would need a
clinic, a psychologist, and a social worker to
back us up.” This seems like a reasonable
requirement given that such an effort would
involve more than 7000 pupils, many in-
fected or affected by AIDS.

Lack of resources was often identified as
a cause of loss of hope among people with
AIDS. A support worker reported that “we
visit people with AIDS in their homes and
offer emotional support through counseling.
But you find people expecting more from us
because they are sick and don’t have any-
thing to eat. How can you motivate people
to live positively if they are hungry?”

The CYA’s work is further complicated by
the dual leadership system that prevails in
Ekuthuleni, with hereditary traditional chiefs
existing side by side with municipal council-
lors elected according to political party affilia-
tions (in this case, the African National Con-
gress). According to CYA workers, the
councillors tended to have a relatively pro-
gressive attitude toward women and sexuality
that appealed to many young people. Tradi-
tional leaders tended to be more conserva-
tive, highly critical of sexually active young
people, and supportive of the “policing” of
young people’s sexuality, particularly that of
young women, through practices such as vir-
ginity testing.26,27

CYA employees stated that they had to
take care not to offend either of these constit-
uencies, usually through working with differ-
ent sets of leaders on different occasions. For
example, they might work with traditional
leaders in setting up HIV/AIDS events on
the more traditional Heritage Day, and they
might work with councillors in setting up
other types of HIV/AIDS activities on holi-
days such as June 16, which celebrates South
Africa’s history of radical political protest.
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DISCUSSION

In unequal societies, social dynamics are
often inherently conservative, and a series of
multilevel symbolic, material, and institutional
dynamics are in place that ensure that in-
equalities are perpetuated even in the face of
challenges or resistance.28,29 Foucault’s work
highlights the way in which power hierarchies
are policed not only by overt systems of
power and government (inherent in laws and
police forces, for example) but also by covert
systems of power: the internal “psychological
policing” through which people at all levels of
the social hierarchy are socialized to voluntar-
ily behave in ways that support the status
quo.30 Integrating our Ekuthuleni findings
with this theoretical frame, we argue that
stigmatization is 1 form of covert psychologi-
cal policing whereby those who breach power
relations of gender, generation, or ethnicity
are disciplined and punished. Stigmatization
of people with AIDS serves as a mechanism
for highlighting the literally fatal conse-
quences that face young people or women
who step out of line, for example.

High levels of HIV/AIDS among youth
expose the previously hidden ways in which
many young people in general, and young
women in particular, have resisted adult
attempts to control their sexuality (with
such control playing a key role in the per-
petuation of male and adult authority).
They have done so through their active par-
ticipation in a thriving sexual subculture.10

In many ways, this subculture is a positive
element in Ekuthuleni, part of young per-
sons’ assertion of energy and creativity in a
community where they tend to be marginal-
ized at best and denigrated at worst. Some
of the excitement and mystique of this
world comes from the fact that many as-
pects of young people’s sexual relations
take place away from the eyes of adults and
are shrouded in secrecy. Yet, the secret na-
ture of young people’s participation in this
world—secret not only from adults but often,
in the case of girls, from each other—places
it beyond the reach of the best-intentioned
(and almost always adult-orchestrated) HIV
prevention efforts.

The nature of this world also places it out
of the reach of adults, such as parents. Many

parents are particularly ill placed to con-
tribute to the fight against HIV because of
their (often well-founded) fear that their chil-
dren are more worldly wise than they are in
regard to much of the new way of life in
South Africa. Their refusal or downright un-
willingness to talk about AIDS is part and
parcel of their attempt to maintain what they
believe is their “traditional” or “cultural” right
to dominance over young people.

Many authors have pointed to the impor-
tant role the church has played in sanction-
ing and sustaining unequal relationships be-
tween men and women and between adults
and young people, postulating a strong link
between the moral order of the church and
the sexuality of its members. The very pub-
lic nature of the HIV/AIDS epidemic brings
the church face to face with the dramatic
contradictions between (1) its teachings that
sex should take place only within the con-
text of a faithful marriage and (2) the epi-
demic’s very public and assertive evidence
of the church’s failure to reinforce these
teachings. By implication, the existence of
the HIV/AIDS epidemic highlights the loss
of the church’s moral authority. One of the
strategies now being used by representa-
tives of many churches to regain this lost
moral authority is that of vigorously linking
sexual transgressions and AIDS with sin,
immorality, and, sometimes, even the end
of the world.

In a similar way, the existence of the
epidemic—drawing attention to the sexual
activity of large numbers of people who are
not located within monogamous marriages—
highlights the lack of influence of traditional
chiefs and the traditional leadership system
over the sexuality of many women and young
people. Supporters of traditional systems of
authority seek to reassert this influence by
reinstating old-fashioned practices such as
virginity testing, rewarding girls who pass
this test with “goods” ranging from enhanced
social status to virginity certificates. In short,
stigmatization of people with AIDS is part
and parcel of a conservative reassertion of
power relations of gender and generation
and a public reinforcement of social institu-
tions whose moral authority rested on their
ability to control the sexuality of women and
young people (or to at least be seen as con-

trolling this sexuality at the level of rhetoric,
if not at the level of reality, in the pre-AIDS
days when it was easier for sexual “transgres-
sors” to be discreet about their activities).

Stigmatization also serves as 1 aspect of
a vicious reassertion of the racial and eco-
nomic marginalization of many Black South
Africans. At the symbolic level, the close
link that several of our informants made
between HIV/AIDS and Black African peo-
ple both draws on and feeds back into neg-
ative stereotypes of Black people that have
a long history in South Africa. At the mate-
rial and political levels, stigmatization of
people with AIDS dramatically undermines
the likelihood that they or their families
will stand up openly and challenge inade-
quate levels of social recognition and sup-
port in a society that often fails to acknowl-
edge even their existence, let alone their
needs and rights.

Much has been written about the way in
which AIDS undermines the economic
well-being of both sufferers and their fami-
lies.31,32 In the absence of appropriate med-
ical and welfare treatment and support,
people with AIDS and their families become
trapped in a downward economic spiral that
has extremely negative consequences for
individual families and communities and
threatens to undermine many of the devel-
opment gains of recent years; examples are
the negative effects of AIDS on life ex-
pectancies, which had previously been ris-
ing, and on the material well-being and
morale of communities.33

IMPLICATIONS FOR INTERVENTION

Although the strategies of education and
legislation are vital elements in the fight
against stigma, they will not be adequate on
their own. Communities need to be mobilized
to engage in critical thinking about the wider
webs of representation and practice that feed
into stigmatization of people with AIDS. Ar-
guments that provision of free and accessible
medical treatment to people with AIDS will
contribute to the end of stigma are increas-
ingly common.34 We have no doubt that a
key facet of the fear and denial surrounding
HIV/AIDS in many of the poorer countries
where the disease flourishes is linked to its
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currently incurable status in the case of those
who do not have access to drugs. However,
we believe that even after treatment is avail-
able and HIV/AIDS is no longer fatal, the
link between HIV/AIDS and “bad behavior”
(i.e., sexual behavior) will still exist in ways
that associate the disease with shame and
embarrassment. In the absence of initiatives
to tackle root social causes, the potential im-
pact of treatment on stigma will be reduced.

Paulo Freire argued that marginalized
groups are most likely to improve their cir-
cumstances in projects that simultaneously
work to challenge the social conditions that
contribute to their exclusion.35,36 Writing in
the context of HIV/AIDS among more confi-
dent and articulate groups residing in wealth-
ier countries (e.g., gay men in San Francisco
and Australia), researchers have pointed to
the positive role of collective action by mem-
bers of stigmatized groups.5 These groups
have often organized themselves in a strong
and assertive way to improve their access to
health services and challenge those who seek
to discriminate against them.

In South Africa, the Treatment Action
Campaign (TAC) has opened up the exciting
possibility of collective action by people with
AIDS, engaging in many high-profile actions
highlighting the ways in which people’s lives
are blighted by various forms of interpersonal
stigma and institutional discrimination.37 CYA
workers in Ekuthuleni were aware of the exis-
tence of the TAC and had invited individual
TAC speakers to address local meetings on
different occasions. However, much work re-
mains to be done to extend the reach of this
high-profile organization in South Africa and
to mobilize collective action by people in the
marginalized communities (such as Ekuthu-
leni) within which many of the country’s peo-
ple with AIDS reside.

Furthermore, the necessary support must
be in place if people are to be expected to
disclose their HIV status even to 1 close
friend or family member, let alone stand on
public platforms asserting their rights and
needs. Freire would contend that a key stage
in doing the necessary groundwork would
be development of critical thinking about the
social roots of the problem of stigma and
about the social obstacles standing in the
way of its solution.

We agree with Freire and argue that an im-
portant first step toward mobilizing people
with AIDS would involve initiatives that work
toward facilitating the participation of local
community groups in critical thinking pro-
grams. Such programs would aim to expose,
confront, and resist the webs of signification
and practice that sustain stigma and under-
mine the confidence of communities and indi-
viduals who might otherwise challenge it. Our
case study suggests that, in contexts such as
Ekuthuleni, programs could include critical
thinking about the marginalization of young
people and women, denial of young people’s
sexuality, and, more particularly, denial of the
sexual activities of women. Programs might
also seek to generate critical thinking about
the ways in which social institutions such as
the church, the family, and the traditional
leadership system do or do not contribute
to these forms of marginalization and denial,
which are so undermining of effective HIV
prevention and the humane treatment and
care of people with AIDS.

Such critical thinking might also seek to
challenge the fictional notion that young
people of the current generation are neces-
sarily more sexually active than those of ear-
lier generations. It might seek as well to de-
construct and challenge the distinction
between “good” and “bad” behavior and,
particularly, the invariable association of sex
outside faithful marriage with “bad” behav-
ior. Finally, it might highlight the possibility
that sexual activity need not “destroy” a
young woman’s life if she is discreet and pro-
tects her sexual health.

Our case study highlights the gap between
rhetoric and reality in terms of the way in
which people often seek to give the impres-
sion that they or other family members are
sexually inactive or HIV/AIDS free when, be-
hind this curtain of social desirability, the
truth might be very different. It also highlights
the way in which the conventions of what
constitutes social desirability may often both
feed on and perpetuate unequal power rela-
tions between young and old, men and
women, Black and White, and rich and poor.
Community participation has a key role to
play in promoting forms of critical conscious-
ness that both expose and challenge the un-
equal social relations drawn on and sustained

by stigma. As such, it should stand alongside
education and legislation as a powerful
weapon against stigma.
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