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Introduction

In addressing the United Nations General Assembly in 1987, Jonathan Mann, the founding director
of the United Nations Global Programme on AIDS, described what he saw as the three phases of
the HIV/AIDS pandemic (Parker & Aggleton, 2002):

. the first phase of HIV infection, often unnoticed and silent;

. the second phase of the AIDS epidemic, with a range of infectious diseases and the disease
becoming more visible; and

. the third phase, potentially the most damaging of all, with an epidemic of social, cultural
and political responses to AIDS, including stigma, discrimination and denial.

The HIV/AIDS pandemic has already impacted significantly on South African society. Current
estimates are that nearly 5 million South Africans are infected with HIV. South Africa has the fastest
growing epidemic in the world, with an estimated | 700 new infections each day (Soul City, undated).

This means that at least one out of every nine people in South Africa could already have experienced
some form of discrimination based on their HIV status, and have been subjected to stigmatisation,
rejection and prejudice.

The natute of stigma

The concept of stigma is often used interchangeably with that of discrimination (Population Council,
1999; Advocacy for Action on Stigma and AIDS in Africa, 2001). However, their meanings differ.
Discrimination focuses on behaviour: the ‘unjustifiably different treatment given to different people
or groups’ (Manser & Thomson, 1999, p.369).

In contrast, stigma is defined as an attribute or quality which (UNAIDS, 2002, p.8)

“significantly discredits” an individual in the eyes of others ... Importantly, stigma is a process.
Within a particular culture or setting, certain attributes are seized upon and defined by others as
discreditable or unworthy.

The stigmatised person is seen to possess a spoiled or polluted identity which is considered different,
or deviant to societal norms and which deserves sanctioning (Erving Goffman, in Parker & Aggleton,
2002). Stigma is thus an attribute used to set affected persons aside from the normalised social
order, and the separation involves an implicit devaluation (Population Council, 1999).

Parker and Aggleton (2002, p.9) suggest that the dominant definition of stigma as an ‘undesirable
difference’ ignores the fact that stigma is socially constructed. They oppose the idea that stigma is
a static individual characteristic, and argue in favour of stigma as a social process. Ultimately,
stigma creates and is reinforced by social inequality (UNAIDS, 2000a).

How stigma opetates

Stigma has been identified as a complex, diverse and deeply rooted phenomenon that is dynamic in
different cultural settings.As a collective social process rather than a mere reflection of an individual’s
subjective behaviour, it operates by producing and reproducing social structures of power, hierarchy,
class and exclusion and by transforming difference (class, race, ethnicity, health status, sexual
orientation and gender) into inequality (ICRW, 2001; Population Council, 2002; UNAIDS, 2002a).
As Herek and Glunt (in Population Council, 1999, p.2) point out, ‘... the stigma attached to AIDS
as an illness is layered upon preexisting stigma’.
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Stigma is not unique to the HIV/AIDS pandemic (ICRW, 2002a; Heywood, undated). It has been
well documented with other infectious diseases such as tuberculosis, syphilis and leprosy. Stigma is
most common with diseases, which are seen as incurable, disfiguring or severe. Itis also frequently
seen in diseases associated with transgression of social norms, such as socially unsanctioned sexual
activity. Both these sets of criteria fit HIV/AIDS.

Bollinger (2002) concur that there are a number of reasons why stigma affects those who have
HIV/AIDS:

. HIV/AIDS is a fatal disease, and this causes fear of infection;

. HIV/AIDS is often associated with behaviour which is already stigmatised (e.g. sex work,
drug taking);

. becoming infected is seen as the result of choices made by the individual; and

. having HIV/AIDS is also seen as a punishment for deviant behaviour.

Language is crucial to stigma. Since the beginning of the pandemic, a series of powerful metaphors
were mobilised around HIV/AIDS which served to reinforce and legitimise stigmatisation. These
included HIV/AIDS as death, horror, shame, punishment, crime, war and otherness (Treichler, 1999).

Stigma can be characterised as internal or external (UNAIDS, 2002a). Internal stigma (felt or imagined
stigma) is the shame associated with HIV/AIDS and the fear of being discriminated against which is
felt by people living with HIV/AIDS (PLHA).

Internal stigma and external stigma may have different effects. Internal stigma often causes refusal
or reluctance to disclose HIV status, or denial of HIV/AIDS. For example, felt stigma may lead HIV-
positive nursing mothers who are aware of their positive status to breastfeed (despite the dangers
of transmission to the child) because of fear of the revelation of status arising from bottlefeeding.
Internal stigma may be chosen as a survival mechanism to protect oneself from enacted stigma
(Brown, Macintyre & Trujillo, 2002).

External or enacted stigma, on the other hand, refers to actual experiences of discrimination (UNAIDS,
2000). This may include the experiencing of domination, oppression, the exercise of power or
control, harassment, categorising, accusation, punishment, blame, devaluing, prejudice, silence, denial,
ignorance, anger, a sense of inferiority, social inequality, exclusion, ridicule, resentment or confusion.
It may sometimes lead to violence against a person living with HIV/AIDS (Parker & Aggleton, 2002;
UNAIDS, 2002a).

Marshall (in Parker & Aggleton, 2002a) describes enacted stigma and discrimination as a collective
dislike of what is unlike. Enacted stigma is usually intentional, although people are not always
aware that their attitudes and actions are stigmatising (ICRW, 2002).

It has been suggested that stigma is applied with varying degrees of force, depending on local moral
judgements about how a PLHA contracted HIV (Population Council, 1999). For example, in Southeast
Asia the AIDS discourse comprises a clear continuum of ‘guilt’ and ‘innocence’, with sex workers
or intravenous drug users seen as most guilty, followed by clients of sex workers,and monogamous
wives infected by their partners seen as most innocent, followed by HIV-positive children infected
during pregnancy, childbirth or breastfeeding. In South Africa it appears that women who are
infected are stigmatised more than infected men (Department of Health, 2002).
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An unfortunate aspect of stigma is its overwhelmingly powerful capacity to produce internalisation
and acceptance of inferiority by the oppressed group and justification of discrimination by the
dominant group. Its primary effects are therefore to (Population Council, 2002):

. create ‘difference’ between groups of people and social hierarchy; and

. produce, legitimise and perpetuate social inequality.

Government policy and the law

Stigmatisation in many countries is expressed through laws and policies directed at PLHA which
claim to protect ‘the general population’ (Population Council, 2002). Such examples of stigmatisation
include compulsory screening and testing for HIV, compulsory notification of AIDS cases, prohibition
of PLHA from certain occupations and isolation of PLHA from the general population. South Africa
has more enlightened laws prohibiting discrimination, but actual practice falls far behind the
progressive principles enshrined in legislation (Department of Health, 2002).

Another widespread example of stigmatisation concerns limitations on international travel and
migration. Despite widespread agreement between governments that laws to prevent PLHA having
freedom of movement are discriminatory, many countries have adopted policies which restrict
travel and free movement between countries. Foreigners have been deported from a wide range of
developed and developing countries after authorities have discovered their HIV-positive status
(Population Council, 2002).

Finally,a problem more unique to South Africa has been conflicting messages concerning HIV/AIDS
emanating from government, together with bad judgement calls regarding policy. This has had the
effect of nullifying the work done by AIDS activists to demystify the disease, and increasing stigma
(Department of Health, 2002; Bollinger, 2002).

Language and the media

The words used to describe HIV/AIDS play an important role in shaping perceptions (Soul City,
undated). Words such as ‘victim’,‘AlIDS carrier’ and ‘sufferer’ stigmatise PLHA and create images of
powerlessness. Prejudices are perpetuated by media portrayal of HIV-positive people as helpless
and hopeless. A common visual media image is of PLHA as emaciated, passive and dying; there is
little coverage of people who are living positively with HIV.

Media reporting of HIV/AIDS has also used the language of guilt versus innocence and the metaphor
of war, and depicted it as the disease of the ‘other’ (Richter, 2001). Often HIV/AIDS has been
branded a disease of only particular groups: in the early days of the pandemic these were gay men,
Haitians and sex workers; more recently it has been Africans and people of colour. HIV/AIDS has
also been seen as reflecting irresponsibility or sinfulness. These modes of depiction usually create
a false sense of protection as they permit the disease to be seen as characteristic of the ‘other’.

The sheer volume of reporting in South Africa on HIV/AIDS has increased with time, but has been
dominated by sensationalism (Cadre, 2001). Reporting has focused on wild speculation about the
origins of the virus, the political conflict between role-players in the HIV/AIDS arena, the inadequacy
of government strategies, and the sheer devastation caused by the disease. It has been claimed that
these issues appeal to the media audience. However, misleading and false information has produced
fear and confusion.

Many journalists find HIV/AIDS difficult to confront due to the relationship between HIV infection
and social and political inequalities in South Africa.The effects of HIV/AIDS on poor and vulnerable
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communities are more visible, so that journalists find it challenging to report on HIV/AIDS and yet
not end up stigmatising such communities (Cadre, 2001). Some editors are also said to have exercised
their editorial function in a manner which has trivialised or misrepresented the pandemic.

Reorientation of media professionals to use non-alarming, non-discriminatory and non-moralistic
language in HIV/AIDS reporting will enable the media to be used to promote hope and acceptance,
and to reduce stigmatisation (Cadre, 2001; UNAIDS, 2002). Partnership with PLHA in HIV/AIDS
journalism can create solidarity and hope, and can be achieved by training of journalists, and
reviewing of editorial policy on the quality of HIV/AIDS reporting (Cadre, 2001).

Family and community responses

The HIV/AIDS pandemic has elicited both negative and positive responses from families and
communities. Following disclosure of HIV-positive status, some families and employers have come
together, offered sympathy and care, and sometimes contributed funds towards monthly purchases
of antiretroviral drugs (Brown et al, 2002). On the other hand, disclosure has also evoked
stigmatisation and discrimination. Such a response in turn inhibits disclosure by other people and
undermines strategies aimed at the prevention of HIV transmission and the promotion of voluntary
counseling and testing (VCT) (UNAIDS, 2001).

In the majority of developing countries the family is often the only source of caregiving for HIV-
positive individuals (UNAIDS, 2001a), and hence it is important to reduce stigmatisation in this
sphere.Yet stigma within the family has also been described as the most subtle and insidious form
of stigma, and the hardest to address effectively (Advocacy for Action on Stigma and HIV/AIDS in
Africa, 2001). By inhibiting open communication in the family, stigma makes disclosure in the family
difficult, and without disclosure, prevention and care are well nigh impossible.

Social exclusion of PLHA, beginning in the family and extending into the community, has also been
linked to poor self-esteem. PLHA with poor self-esteem are more likely to engage in high-risk
sexual behaviour, hence perpetuating the spread of the pandemic (Terence Higgins Trust, undated).

The impact of stigma is mediated by gender and its impact is experienced more by women than by
men. This is rooted in the current social constructions of sexuality and sexual relations, which
accept male promiscuity and blame women for the spread of HIV (UNAIDS, 2002a).There is extensive
evidence that PLHA who are women or non-heterosexual men are more likely to be badly treated
than children and heterosexual men. Evidence from around the world shows that attacks on men
who are assumed to be gay have increased, and that sex workers (often blamed for HIV transmission)
have been singled out for abuse. HIV and AIDS-related murders have increased in a range of
developing countries (Parker & Aggleton, 2002).

Families and friends of PLHA often experience secondary stigmatisation. In South Africa, this process
has exacerbated the erosion of communal values amongst Africans, including the support provided
by the extended family. One effect is that the care of orphans has become a major challenge to
communities (Brown et al, 2002).

Another effect of stigmatisation is that regardless of HIV status, employees working in HIV/AIDS
programmes may be seen by community members as HIV positive, and discriminated against. One
case cited in the research literature is that of a woman who was denied the blessing of her marriage
ceremony by a pastor because of her involvement in HIV/AIDS work (UNAIDS, 2002).
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The health cate system

Stigmatisation by health care workers is widely reported in various countries, including discrimination
against PLHA and the withholding of treatment (UNAIDS, 2000a). A South African example which
was reported involved a clinic in Tembisa (Gauteng) where HIV-positive patients were allegedly
asked by staff to queue separately to patients not identified as positive.

Health workers’ fear of infection has jeopardised the quality of the services and social support
rendered to PLHA (Brown et al, 2002). Finally, persistent discrimination has made PLHA reluctant
to access available health services, including VCT and programmes to prevent mother-to-child
transmission (ICRW, 2002; UNAIDS, 2002a).

Lack of confidentiality about HIV status is cited throughout the literature as a problem in health
care settings (UNAIDS 2000, 2002). Wide variations in practice exist between different countries
and even between health care facilities within countries. Disclosure of HIV status without patient
consent has led to secondary stigmatisation by community members. It appears that health care
workers still require extensive training to reduce prejudice towards PLHA and to understand the
importance of confidentiality.

The wotkplace

The most prominent form of discrimination in the workplace is in the form of termination of
employment or refusal to offer employment, based on employees’ alleged HIV status (UNAIDS,
2000).This is most often linked to employers’ unnecessary fears about the transmission of HIV in
the workplace. There is also extensive evidence that workers who are open in the workplace about
their HIV status are more likely to experience stigmatisation and ostracism from colleagues (Panos,
1990; UNAIDS, 2000).

The stigma associated with HIV/AIDS in the workplace has been linked to senior management’s
reluctance to prioritise HIV/AIDS programmes. The success of HIV/AIDS workplace programmes
has often being associated with an individual in a company who happened to be passionate about
the subject, but who is then perceived by other employees as infected with HIV, whether or not this
is true (Richter, 2001).

In South Africa the AIDS Law Project has documented numerous discriminatory acts regarding
HIV/AIDS in the workplace. Cases of exclusion from employee benefits, non-consensual pre-
employment HIV screening and non-consensual disclosure of HIV status have been widely reported
despite the existence of legal protection (Richter,2001). Domestic workers are especially vulnerable
to stigmatisation, given their limited protection by the law and employers’ anxieties about employing
an HIV-positive person in the home, particularly where young children are present.

A study conducted by Cadre (2001) found that most companies’ human resource managers, despite
offering adequate medical benefits, did not know about the services that insurance companies
offered to employees living with HIV/AIDS. Ignorance in the workplace is also reflected by the lack
of policies defining the employer’s responsibilities towards PLHA and protection from discrimination
by others, limited or no budgetary allocations for HIV/AIDS programmes, and failure to commit
time for employees to participate in AIDS awareness campaigns.This appears to be a more significant
problem in the developing world.
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Faith organisations

Faith organisations often associate HIV/AIDS with allegations of sexual immorality, and this may
lead to severe negative sanctions. In many countries, both developing and developed, this is due to
the perception that HIV/AIDS is a punishment from God (UNAIDS, 2002; Population Council,
2002). Faith organisations, including churches, have a key role to play in discouraging and challenging
this perception.

There are many reports in Africa of PLHA receiving discriminatory treatment, including ostracism,
from faith organisations because of their status.This has sometimes resulted in PLHA being summoned
for special prayers or confessional sessions before congregations, often based on fraudulent and
insistent claims about miracle cures for AIDS (UNAIDS, 2002). Exaggerated fears of contagion have
led to PLHA being ordered to be last when taking Holy Communion in churches, or being excluded
from religious rites altogether (Campbell & Rader, 2002).

However, there is also evidence that religious leaders can be sensitive to the needs of PLHA and
can play a major role in promoting a culture of acceptance and respect for PLHA, including notions
of responsibility and tolerance (Vitillo, 2002). Provision of spiritual and moral care to those infected
and affected by HIV/AIDS is necessary because they may experience a range of difficult emotions,
including fear of death, depression, suicidal ideation, guilt, anguish, anger, denial, shock, rejection
and isolation, arising from stigmatisation (Population Council, 2002)

Some researchers suggest that religious leaders can also play a vital role in educating people about
the prevention of HIV transmission, over and above the current discourse of abstinence and being
faithful to one partner. The ideal for religious leaders is usually the promotion of ‘sound family
values’ and no sex out of marriage but the reality for many people is very different (Faith in Action,
2002). Religious leaders need to base their teachings on the lived reality of people’s lives, and not
just on abstract ideals.

Some religious leadership — such as the Anglican hierarchy in Kenya and the Catholic leadership in
the US — has taken a strong stand in declaring stigma and discrimination sinful and unacceptable
(Council of Anglican Provinces in Africa, 2002;Vitillo, 2002). This message needs to filter down to
clergy at local level and to congregations if it is to be effective.

HIV/AIDS programmes

Finally, HIV/AIDS programmes themselves may unwittingly contribute to the development of stigma
(Parker & Aggleton,2002). It has been suggested, for example, that government HIV/AIDS prevention
programmes are often targeted at the so-called ‘general population’, often omitting mention of
high-risk populations such as gay and bisexual men or sex workers. In so doing, these groups are
implicitly labeled as less important or of lower priority. This reproduces pre-existing stigmatisation
of such groups.

Addressing stigma effectively

Mitigation of stigma needs to move beyond documenting and highlighting actual discrimination. It
should also address existing inequalities and social mechanisms of exclusion and dominance if it is
to be effective (Population Council, 2002).

The current failure to adequately address stigma is associated with the limitations of available
theoretical and methodological tools. Stigma mitigation efforts have relied on anecdotal and
comparative evidence from other areas in the health field
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Brown et al (2002) examined 22 studies, which documented strategies for the reduction of HIV/
AIDS stigma. They found that the following methods were most often used:

. an information/education/communications-based approach (IEC), the most common approach,
provided information about HIV/AIDS in a didactic manner, with an emphasis on the idea
that PLHA should not be blamed for their condition;

. a skills-building approach, which entailed teaching individuals how to resolve conflict at
individual or group level, and coping skills for hypothetical contact with a PLHA;

. counselling, which involved providing information and emotional support to PLHA through
support groups; and

. contact between the general population and a PLHA in the form of a media message or real
interaction.

Brown et al (2002) said that it was difficult to generalise from the studies in terms of effectiveness
when small samples were used and long-term impacts were not able to be observed due to the
limited time scales of the studies.They found that in the majority of studies, impacts were limited or
superficial. Contact with a PLHA was a slightly more effective intervention. However, their conclusion
was the use of multiple interventions in combination was advisable because no single approach to
reduce stigma was clearly most effective.

Bollinger (2002) argued that IEC campaigns alone did not generate significant change in
stigmatisation, but that the following elements were essential for interventions to have effective

impact:

. IEC campaigns which were innovative and imaginative;
. interpersonal communication with peers;

. improving access to services; and

. interventions involving the community.

Bollinger warns that it is crucial to consider the impact of interventions on those affected by
stigma, as certain campaigns have been found to marginalise stigmatised groups even further.They
suggest that the inclusion of PLHA in campaigns to lessen stigma is crucial.

Other research suggests that interventions aimed at reducing stigma need to address social
inequalities promoting social exclusion, such as poor access to education, financial services, insurance
and housing ownership. These interventions necessitate the understanding that the sources of
stigma are diverse and multiple, and hence require complex and considered responses (Heywood,
undated; Parker & Aggleton, 2002).

One cautionary note is that in the past, stigma reduction has been compared to ‘a model of
enlightenment, whereby those who know best intervene to correct the bad thoughts and actions of
others’ (UNAIDS, 2002, p.18).This approach sees the target audience of stigma reduction programmes
as passive recipients of knowledge. Instead, UNAIDS suggests, communities need to be empowered
through a participatory process that makes use of their existing knowledge and experience.

UNAIDS (2002, p.21) concludes that:

If effective responses to HIV/IAIDS-related stigma are to be promoted, work has to occur
simultaneously on several fronts: communication and education ... action and intervention ... The
fundamental objective, however, is to strive for action based on this understanding: action that will
promote more egalitarian and gender-progressive role-models, and that will help guide the manner
in which we live and interact with one another.
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