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Abstract
Objectives—In this paper, we describe the first phase of a research project designed to quantify
the role of race and cultural identity in HIV-related stigma. The ultimate purpose is to develop an
intervention that could be implemented in Black and Colored communities in Cape Town, South
Africa.

Design—The PEN-3 model provided the theoretical basis for this research. A total of 397 Black
and Colored participants were recruited from two communities to complete a 16-item multi-part
questionnaire that was developed based on focus groups and key informant interviews. A total of
196 questionnaires were administered in Mitchell’s Plain and 201 were administered in
Gugulethu. Both communities are located approximately 20 km outside the city of Cape Town in
an area known as the Cape Flats. Data were collected on individuals’ perceptions of stigma in the
contexts of the family, healthcare settings, and the community. However, only the family context
is explored here. Participants were also asked to identify what they felt should be the most
important area of emphasis for researchers in eliminating stigma. Similarities and differences in
perceptions between Black and Colored South Africans were examined.

Results—Data were compiled on the family support domain of stigma. Though most either
disagreed or were neutral, nearly equal numbers of Blacks and Coloreds thought stigma occurred
in families. Blacks were also more likely than Coloreds to report experiencing stigma in their
families. Both Blacks and Coloreds felt the family should be the most important focus of
interventions for eliminating HIV-related stigma.

Conclusion—Within the context of the family race, cultural values, and religious and spiritual
values all contribute to HIV stigma in South Africa. Interventions should address the role of
stigma within families in order to promote better HIV prevention, treatment, and care.
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Introduction
Though numerous efforts have been made over the last several years to address the HIV/
AIDS epidemic through educational and policy changes (Herek 1999, Shisana et al. 2005,
Simbayi et al. 2007), many countries and regions throughout the world have experienced
little or no change in their infection rates, and subsequent deaths. South Africa has the
highest prevalence of persons living with HIV or AIDS (PLWHA) in the world. An
estimated 10.8% of all South Africans over 2 years old were living with HIV in 2005.
Among those between 15 and 49 years, the prevalence was 16.2%. Females are much more
likely than males to have HIV, and Black Africans and Coloreds make up the overwhelming
majority of current HIV and AIDS cases (Shisana et al. 2005).

HIV/AIDS-related stigma is a key factor that contributes to the difficulties in controlling the
pandemic. This pandemic has been reported to be a key factor in South Africa’s perceptions
and attitudes toward AIDS. AIDS-related stigma is defined as ‘prejudice, discounting,
discrediting, and discrimination directed at people perceived to have AIDS or HIV, and the
individuals, groups, and communities with which they are associated’ (Herek 1999, p.
1107). This results in a number of negative health behaviors, such as not seeking voluntary
testing, which in turn means that those who are positive, may not know to seek appropriate
treatment, care, and support.

Stigma has had particular implications for South Africa given its history of racist apartheid
and other stigmatizing practices (Skinner and Mfecane 2004). Apartheid was a system of
segregationist laws based on policies of racial oppression against Black and Colored
individuals. This system, promulgated by the White minority, not only led to strained race
relations, but also to inequities in income, housing, education, and health (South Africa
2009).

A stigmatized person is often labeled as powerless, thus creating greater differences and
diminishing that group or person’s social status and self worth (Link and Phelan 2002).
According to Goffman (1963), stigma is an attribute that is deeply discrediting within a
particular social interaction. He saw stigma as a discrepancy between social expectations
and reality, which leads to a spoiled identity by preventing the stigmatized person from
meeting the expectations of particular kinds of social interactions. However, Goffman
(1963) stressed that stigma is not inherently an attribute. Rather, it is inherent in social
interactions where the attribute is relevant to the participants’ expectations of the other
person. In contemporary times, stigma has come to denote any sort of socially undesirable
characteristic. For example, stigmatized individuals are members of social groups ‘about
which others hold negative attitudes, stereotypes, and beliefs, or which, on average, receive
disproportionately poor interpersonal or economic outcomes relative to members of the
society at large because of discrimination against members of the social category’ (Crocker
and Major 1989, p. 609). The devaluation of identity and discrimination associated with
HIV-related stigma do not occur naturally. Rather, they are socially constructed by
individuals and communities, who for the most part, generate stigma as a response to their
own fears (Health Resources Services Administration [HRSA] 2003). It is hypothesized that
eliminating stigma in the family is pivotal to eliminating stigma in general. However, the
source of stigma in the family is important to uncover.

Defining the ‘family’ in HIV/AIDS research is difficult at best. The various contextual uses
of the term make it clear that there is no consensus as to what constitutes the family. It is
clear, however, that HIV affects social networks beyond the ‘nuclear family’ (usually
comprised of two parents and their children in the same household; Bor et al. 1993). The
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social networks of African families (which often make up the ‘extended family’) are of
particular interest to this research. According to Kayongo-Male and Onyango (1984), the
extended family has important functions with regard to production, economic and social
support, and socialization of new members. It may also be characterized by several key
features: the extended family is a kinship-based group usually living in close proximity, it
can identify a common household head, it recognizes reproduction as being central to the
survival of the group, and it cooperates in economic matters, among other things. Overall,
the family can often be thought of as a cohesive unit made up of members who share strong
emotional ties that promote sharing and mutual dependence (Bharat and Aggleton 1999,
Krishna et al. 2005).

Families function according to different sets of cultural values. For individual families these
may include things such as specific customs to honor deceased family members, sharing
food to show friendship and compassion, or participating in acts of charity. Families may
also subscribe to a set of shared values that are part of the culture of society. These may
include things like celebratory customs, work ethic, or the value placed on education and
wealth. Religion and spirituality are important aspects of a given culture and often determine
which values a family adheres to. They can be more or less influential than other cultural
values. While cultural values are not necessarily exclusive of religion and spirituality, they
can be employed differently within families when it comes to making decisions – for our
purposes – relative to HIV/AIDS. For example, a family’s cultural values may dictate that
the infected family member deserves the highest level of care and compassion from her
relatives regardless of affliction simply because she is part of the family. However, if a
family’s religious beliefs dictate that a lack of morality is the cause of HIV/AIDS, they may
conflict with the notion of providing care and support and instead lead to stigmatization.

Race and stigma
It is not difficult to appreciate the fact that social conditions are important in determining
exposure to disease (Packard 1990, Farmer 1999). Race, in contemporary society, is not only
a social construction (Jones et al. 2008), but is also a means of social control that serves to
perpetuate economic, social, and political inequality (Krieger 2000, Coates 2003). Thus,
race can be thought of as ‘a process of structured events which over time demonstrate a
system whereby groups and individuals are racialized’ (Coates 2006, p. 5). This lends
credence to the socio-historical frame of reference with which race must be examined in
relation to social conditions, including population health status. Historically, the concept of
race in South Africa has played out in the form of hierarchical differentiation and
discriminatory practices that were fueled by the political and economic environment of the
country’s apartheid regime (Charasse-Pouele and Fournier 2006, Williams et al. 2008). The
economic structures and political processes that foregrounded the country’s history make the
reality of certain health disparities evident (Campbell and Williams 1999).

Fassin (2001) asserts that humans live within a social order characterized by hierarchies and
inequalities, and that AIDS, therefore, can be viewed as a social condition that not only
unites human beings in common suffering, but also divides them in terms of exposure to risk
and access to treatment (Fassin 2003). Other factors leading to disparities among individuals
include the distribution of wealth, the status of women, and health and social policies
(Fassin 2003), all of which are frequently laced with racial undertones both in South Africa
and in other countries. This racialization of certain health conditions, particularly HIV/
AIDS, has created a prime breeding ground for HIV/AIDS-related stigma.

Stigma has been considered by numerous researchers (Herek 2002, Deacon et al. 2005,
Airhihenbuwa 2007, Simbayi et al. 2007) to be a barrier to HIV/AIDS prevention and
treatment. At the beginning of the pandemic, HIV/AIDS-related stigma was framed as an
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‘African disease’ – one from which the rest of the world tries to distance itself (see for
example, Patton 1990, Jungar and Oinas 2004). The resulting ‘blaming’ (Petros et al. 2006)
that occurs is characteristic of how HIV/AIDS remains constructed as an illness of poor,
Black communities, with women receiving much of the blame. This is particularly true in
South Africa where racial wounds still fester in the wake of the violence, abandonment, and
suffering that characterized the apartheid era. The sweeping representation of Africans as a
diseased population, in overly sexualized bodies has led to such stigmatization, and has
caused a profound resistance among many Africans to what they see as ‘racist’ AIDS
prevention campaigns (Fassin 2003). In addition, a notion of conspiracy against South
Africans that is believed to be instigated by the country’s White conservatives or from the
pharmaceutical industry reinforced the notion that the AIDS epidemic and its treatments are
part of a plot to eradicate the Black population (Fassin and Schneider 2003).

The current study aims to quantify the role of race and identity in HIV/AIDS-related stigma
within the context of the family. The research was conducted with two specific aims in
mind: (1) to examine the most salient individual and contextual factors that contribute to
both non-stigmatizing and stigmatizing behaviors in South Africa; and (2) to recommend
critical intervention points of entry (consistent with the PEN-3 model, which is described
later under the subheading Theoretical Framework) based on results of the data in which
participants were specifically asked to make such a recommendation.

Specifically, we focus on the family and how perceptions are either shared or different
between Black African and Colored1 individuals. We also provide a discussion of
participants’ thoughts about where they feel researchers should focus their interventions to
eliminate the shame and rejection associated with HIV/AIDS.

Theoretical framework
The PEN-3 cultural model provided the theoretical basis for this research. The model was
developed by Airhihenbuwa in 1989 to establish a cultural approach to studying health
behaviors and their sociocultural contexts with a focus on Africa (Airhihenbuwa 1989;
Airhihenbuwa and Webster 2004). The model has been used by researchers to examine the
health behaviors that are central to how people establish relationships and formulate their
own expectations. PEN-3 is designed to guide the planning of community-based health
research, as well as to assist in the analysis of the results of qualitative and quantitative
research. It also serves to guide the planning, implementation, and evaluation of health
interventions. At the level of research analysis and intervention, the model guides
researchers and interventionists in examining cultures from a number of perspectives that
range from positive to negative. This inclusion of positive aspects of culture avoids the trap
of focusing solely on negative aspects, which typically leads to blaming the failure of
programs on aspects of the culture that are misunderstood and ill-defined by the researchers
and interventionists (Airhihenbuwa 1989, 1995, 2007). As seen in Figure 1, the model is
made up of three interrelated and interdependent dimensions: relationships and expectations
(RE); cultural empowerment (CE); and cultural identity (CI). In RE, there are three domains:
perceptions (i.e., beliefs and values held by people about a condition); enablers (i.e.,
resources that either promote or hinder efforts at changing behavior); and nurturers (the role
of friends and family in making positive or negative changes). In CE, there are three
domains: positive (i.e., identifying positive attributes rather than focusing only on the

1Black and Colored are two of the officially recognized race categories in South Africa, which were established during the Apartheid
era. Blacks descend from one of several ethnic groups of what were formerly known as Bantus. Coloreds are generally of mixed race,
including Bantu, Khoisan, Malay, and European ancestry. Coloreds were oppressed in much the same way as Blacks during
Apartheid. While we do not endorse the historical apartheid classification system, these categories continue to be used by the South
African
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negatives); existential (i.e., understanding the qualities that make the culture unique but that
should not be blamed for program failure); and negative (i.e., values and behaviors that
contribute to health problems). In CI, there are also three domains: person (i.e., focusing on
the one person who may have the most impact on health decisions); extended family (i.e.,
the role of kinship in decisions that may affect one person); and neighborhood (i.e., the
context of the community and values that shape health decisions).

There are two phases involved in the application of PEN-3: the assessment phase and the
intervention phase. In the assessment phase, the domains of the RE and CE dimensions are
crossed to create nine cells. During the intervention phase, researchers present their findings
and learn from the community before using the three domains of CI to decide on the
intervention point of entry. Community engagement is critical to the application of PEN-3
(Airhihenbuwa et al. 2009).

Methods
Sample

Participants were recruited from two communities in Cape Town, Western Cape, South
Africa – Gugulethu and Mitchell’s Plain – which lie in an area known as the Cape Flats.
Gugulethu is one of the oldest predominantly Black townships in South Africa and is
arguably one of the fastest developing. It lies approximately 20 km east of the city of Cape
Town and has its roots in the migrant labor system of apartheid South Africa. Mitchell’s
Plain, approximately 20 km southeast of Cape Town, is a sprawling, predominantly Colored
township originally built to house Coloreds of the middle income group who were forcibly
removed from their homes in the city during the apartheid era. It now houses a mixture of
lower income residents (i.e., those who may not have enough money for basic goods, like
food and clothing) and middle income residents (i.e., those who are mostly of working class
and may have enough money for necessary goods like food and clothing, but very few
luxury items).

Using a snowball sampling method, the researchers recruited a total of 400 participants to
complete the survey in this study (200 from Gugulethu; 200 from Mitchell’s Plain). The
participants in Gugulethu were recruited by canvassing the community. All potential
participants met at a central location at a pre-determined time to reduce any influence of
outside factors on questionnaire responses. In Mitchell’s Plain, participants were recruited
by patient advocates who do weekly home visits with clinic patients. They were able to
assist with participant recruitment because of their regular and easy access to community
members. The participants from Mitchell’s Plain were drawn from a potentially larger area.
Different patient advocates were assigned to various geographic areas, essentially providing
services to patients in all corners of the township. None of the participants were pre-
selected.

Measurement
A 16-item multi-part interview questionnaire was used. The items were based on data from
focus groups and key informant interviews in the parent grant (Airhihenbuwa et al. 2009).
The questionnaire examined the racial and cultural similarities and differences between
Black African and Colored communities in Cape Town, South Africa. The questionnaire,
therefore, drew on salient items from published research that locates HIV/AIDS stigma in its
historical and cultural contexts in South Africa. We consulted the work of Krieger (2000),
Jones (2000), Williams and Collins (2001), and others to develop a measure of the role of
race and CI on stigma. The questionnaire included demographic items that measured stigma
within the context of three domains of HIV/AIDS stigma: family support; healthcare
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institutions; and the general community. However, for this paper we only use the family
support domain. The questions used for assessment of family support and stigma are:

Family support and stigma (all responses – Agree, Disagree, Neutral/Don’t Know)

1. The reason people shame their family members living with HIV/AIDS, is because
of their cultural values.

2. The reason people shame their family members living with HIV/AIDS, is because
of their religious and spiritual values.

The conceptual difference between these two levels of family support has been discussed in
the introduction. Linear transformations were conducted to obtain a continuous domain
score composed of both items. Transformed variables were averaged within the domain
score. Both domain items were linearly transformed to represent a score from 0 to 100. Then
the items were averaged. Internal consistency reliability for items in this domain was
assessed using Chronbach’s α. A higher composite score indicates that individuals
perceived more stigmatizing behavior with regard to the items related to family support.

Participants were also asked to rank three of six possible community entities on the basis of
where they thought researchers should place more emphasis in eliminating shame and
stigma with regard to HIV/AIDS. Of those three, participants ranked their selections from
(highest importance = 1) to (lowest importance = 3). It should be noted that ranking
percentages for each entity were not calculated with respect to the other entities. Only
rankings within each entity were calculated.

Among the following, where should we place emphasis for eliminating shame and rejection
associated with HIV/AIDS? Please rank your top 3 in order of importance

(1) Family 1 2 3

(2) Community members 1 2 3

(3) Hospitals or clinics 1 2 3

(4) Provincial government 1 2 3

(5) National government 1 2 3

(6) Other, please specify 1 2 3

The stigma domain, which we have termed family support, and the ranking of community
responsibility for eliminating HIV/AIDS stigma item served as the dependent variables for
this study. In this study, family support refers to the multiple levels at which the family
directly or indirectly helps another member cope with HIV or AIDS.

Data collection
Participants in the Gugulethu community responded to the questionnaire in a group setting
of approximately 20–25 persons at a time. The questionnaire was read aloud in both the
English and Xhosa languages, and participants marked their answers using a paper and
pencil method. In Mitchell’s Plain, the questionnaire was administered by a group of
community patient health advocates. Each patient advocate randomly selected 10 patients
with whom they were assigned to conduct regular home visits. If a patient declined to
participate in the study, another one was selected. These participants also responded using a
paper and pencil method. The questionnaires in Mitchell’s Plain were administered in
English, Afrikaans, or Xhosa. All questionnaires were checked for completeness before
being collected, and participants from Gugulethu were given a small monetary
compensation for their time and to cover transportation costs. Participants in Mitchell’s
Plain received compensation for their time as a gesture of fairness according to ethics review
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protocol. A total of 196 completed questionnaires were collected in Mitchell’s Plain and 201
were collected in Gugulethu. Due to a miscalculation in the recruitment procedure, one
additional participant was allowed into the sample from Gugulethu and subsequently
completed the questionnaire. Due to the time constraints of the study, the patient health
advocates were only able to administer the questionnaire to 196 of 200 originally anticipated
individuals in Mitchell’s Plain. None of the questions used for this research study asked
participants directly for their HIV status.

Main effect
Race is the independent variable against which all the descriptive and behavioral variables
are measured. The currently recognized racial classifications (White, Indian, Colored, and
Black African) came out of the apartheid era. While some South Africans reject these
classifications, it is understood that they are still important for the purpose of understanding
differences in South Africa today and for the challenge of accounting for the historical basis
for group relationships today. There is a degree of mixture of the races and certain historical
factors that determine self-identity as either Black African or Colored. However, participants
identified with a particular racial group in ways that allow us to examine feelings of
mistrust, blame, and discrimination both within and between groups.

Other covariates
Dependent variables of interest that were analyzed against racial category include age,
education level, location of residence (Gugulethu or Mitchell’s Plain), and language most
often spoken at home. There are 11 officially recognized languages in South Africa.
However, study participants primarily spoke one or more of the three prominent languages
in the province – Afrikaans, Xhosa, or English.

Data analysis
All data were coded from individual surveys into a Microsoft Excel spreadsheet, with each
item having an assigned variable name. The data were then imported into the SPSS 15.0
statistical software package. Descriptive statistics were run on the demographic variables,
which were stratified by race group. Only the mean and standard deviation for the age of
both race groups in the sample were calculated. Cross tabulations were done on each of the
other variables in order to determine contextual differences in attitudes and beliefs between
race groups, chi-square values were calculated for each cross tabulation. Linear regression
models were employed to investigate the relationship between each of the first three stigma
domains and the participants’ race, while controlling for age of the participants, gender, and
educational level.

Results
A total of 397 participants completed the questionnaire. Basic demographics of the sample
are shown in Table 1. All participants were adult men and women at least 18 years of age
(mean age = 35.29 years). Among Black Africans in the sample, approximately 57% were
female while 63% of Coloreds were female. Approximately 53% of the entire sample lived
in Gugulethu, as did two-thirds of the Black Africans. Nearly all (98%) Coloreds in the
sample lived in Mitchell’s Plain. A majority of both Black African (85%) and Colored
(62%) participants were high school educated. Nearly all of the Black African (96%)
participants indicated that Xhosa was the language they most often spoke at home, although
English is widely spoken. Coloreds indicated that they spoke exclusively either Afrikaans
(79%) or English (21%) at home. Although participants were not asked their HIV status
during the study, the sample did include PLWHA, as well as other community members.
According to the 2000 Income and Expenditure Survey, the average per capita income in
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2000 in the Western Cape was R21,344 (US$2753) (Statistics South Africa 2002). This was
due in large part to the economic toll the AIDS pandemic had taken on individuals and
communities in South Africa. Therefore, participants from both communities were generally
of a disadvantaged socioeconomic background.

Family support and stigma
Results of perceptions of stigma and family support are shown in Table 2. When asked
whether they thought people shamed their family members living with HIV/AIDS because
of cultural values, the majority of Black Africans disagreed (50%) or were neutral (35%) in
their response to this statement. More Coloreds (61%) were neutral in their response, and
about one-quarter of them also disagreed with this statement. Asked the same questions, but
substituting religious or spiritual values for cultural values, 41% of Black Africans still
disagreed compared to 24% who agreed with this statement. However, over half of Coloreds
were neutral to this statement, while one-quarter of Coloreds either agreed or disagreed with
the statement.

The Chronbach’s α coefficient for Family support and stigma was α = 0.80. When linear
regression was conducted, the calculations revealed that when controlling for age, gender,
and education level, being of Black African or Colored race was associated with a greater
likelihood (β = 11.712 [2.672, 20.752]) of perceptions of stigma within the family. Age (β =
−0.122 [−0.419, 0.175]), gender (β = −0.128 [−7.34, 7.08]), and education level (β = −0.052
[−8.854, 8.750]), however, showed a decreased likelihood of perceived stigma under this
domain.

Table 3 presents the sample means and standard deviations for the relationship between
family support and stigma. With equal variability in stigmatizing attitudes between both
racial groups, there is a significant difference (p = 0.0146, df = 363) between the number of
Black Africans and Coloreds who feel that people shame their family members living with
HIV/AIDS because of cultural and religious/spiritual values. The mean score of how
strongly respondents agree that people shame their family members living with HIV/AIDS
due to cultural values or religious/spiritual values is higher among Black Africans than
among Coloreds. Therefore, according to the scale of measurement, Black Africans feel
more strongly than Coloreds that family members shame PLWHA on the basis of cultural
and religious/spiritual values.

Eliminating shame and rejection associated with HIV/AIDS
Table 4 reveals that, given the choice to select where emphasis should be placed for future
efforts targeted toward eliminating the shame and rejection associated with HIV/AIDS, both
Black Africans and Coloreds ranked the exact same three choices the highest, but not in the
exact same order of importance. The family was the top choice of both groups (88% of
Black Africans, 64% of Coloreds); hospitals and clinics was the second choice of Black
Africans (17.2%) and third choice for Coloreds (14.8%); and national government was the
third choice for Black Africans (9.8%) and second choice for Coloreds (17.3%).

Discussion
This study adds to the existing literature on perceptions of race and HIV-related stigma by
examining both within the context of the family in South Africa. The data show that nearly
one-quarter of the respondents felt that people shame their family members living with HIV/
AIDS because of their religious or spiritual values. This corroborates previous research
(Hamra et al. 2006, Neville Miller and Rubin 2007) on HIV/AIDS in the family context, as
well as how religion has contributed to blaming others (Otolok-Tanga et al. 2007, Zou et al.
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2009). The role that religion and spirituality play in the context of family and its influence
on stigmatization of PLWHA requires further study. Cultural values seem to play a lesser
role than religious values in family members’ stigmatizing attitudes toward PLWHA.

The family unit in South Africa is often a strong source of social support. It remains the
strongest source of support for caring for those who are living with HIV or AIDS (Bor et al.
1993, Iwelunmor et al. 2008). Consistent with the PEN-3 model, we cross the RE and CE
domains to determine the various levels at which family systems play a role in supporting
members who may be dealing with the issue of HIV/AIDS. Families remain the strongest
source of support when caring for members infected with HIV/AIDS. Positive perceptions
of familial support are important when it comes to disclosure of one’s HIV status. Research
has shown that disclosing one’s status can yield even greater social and emotional support
for PLWHA and foster a sense of trust among family members (Bor et al. 1993, Krishna et
al. 2005, Iwelunmor et al. 2008). This is an important part of coping with the stress of HIV/
AIDS and maintaining trust and mutual respect within the family. Disclosing to family
members can also provide another conduit through which information is shared. For
example, family members can solicit medical advice and treatment options from doctors on
behalf of the PLWHA. Counselors can provide referrals for various social services that may
be able to assist PLWHA in a safe and confidential manner. These positive enablers can
serve as excellent resources in assisting families affected by HIV/AIDS. Yet another level of
support can come in the form of positive nurturers, where family members accompany the ill
to clinic visits and support groups. These are ways in which families take positive actions to
support HIV-infected relatives.

Despite the heavy toll HIV/AIDS can take, families develop different ways of coping. Their
existential perceptions may dictate that family members must come together to discuss the
issue before deciding on a course of action to support and care for the infected member.
They counsel each other and educate themselves about its consequences (Iwelunmor et al.
2008). Existential enablers may be other community members who step in to fill the role of
family member to provide an extra layer of support and security in case the family is unable
to access a particular resource. Counselors and social workers may fulfill this role.
Existential nurturers are often identified by the PLWHA. This could be someone like the
mother or a sibling to whom the PLWHA first disclosed. As a matter of respect and trust,
these nurturers would be the first line of support and perhaps the one who discloses the
PLWHA’s status to the rest of the family (Iwelunmor et al. 2008).

However, family relations do not always embody the type of emotional support and physical
care that PLWHA require. Stress can impact PLWHA through negative perceptions. For
example, when families shun PLWHA or keep their status a secret from the rest of the
community, this gives the perception that the family is ashamed. Such perceptions are
reinforced by negative enablers that prevent a PLWHA from getting the help they need, and
therefore, fuels stigmatization by the family. For example, in South Africa if a PLWHA
cannot secure the government disability grant for people with HIV and AIDS, it creates a
hardship on the family because the infected member is not contributing financially.
Therefore, family members become upset, which can create a more stressful situation
(Iwelunmor et al. 2008). Families may encounter negative nurturers based on their religious
beliefs. Although they may want to be supportive, their values regarding immorality and
HIV/AIDS may contradict their intentions, which can impose undue stress on the PLWHA.
This is quite relevant to the study we have presented here.

Because the burden of the South African HIV/AIDS epidemic lies mostly within the Black
African and Colored communities, exposure to disdainful and stigmatizing attitudes on the
basis of one’s HIV status only reduces the likelihood of disclosure. Consequently, it
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increases the difficulty of finding proper care, treatment, and support in one’s community. A
more pessimistic outcome can be argued, given the history of discrimination experienced by
Black African and Colored South Africans. Feelings of inferiority, being shunned by family
members, and enduring constant racial discrimination can create unbelievably difficult
circumstances for PLWHA in South Africa. It is not surprising then, that the large majority
of study participants (96% of Black Africans and 94% of Coloreds) felt emphasis needed to
be placed on the family – among all possible contexts listed in the questionnaire – for future
development of strategies to eliminate shame and rejection associated with HIV/AIDS. Of
those, a majority (88% of Black Africans and 64% of Coloreds) felt that the family should
be the highest priority when developing and implementing such strategies.

Given the high prevalence of HIV/AIDS in South Africa and the pervasiveness of stigma
against PLWHA, there is a pressing need for social and structural interventions to change
societal beliefs about PLWHA (Kalichman and Simbayi 2003). Thus far, much of the
published research on stigma seems to suggest that interventions have been geared toward
reduction of stigma in healthcare settings or in the general community (Brown et al. 2003).
When interventions are attempted, they often utilize social marketing techniques like mass
media campaigns to raise AIDS awareness and reduce stigma (Blankenship et al. 2000,
Kalichman and Simbayi 2003). Many current stigma campaigns are also aimed at promoting
antidiscrimination policies and protecting the human rights of PLWHA (Shriver et al. 2000,
Kalichman and Simbayi 2003). However, none of them specifically target families of
PLWHA in an effort to curb stigma at a level where perhaps the most intimate and familiar
relationships occur.

Study limitations
Some important limitations of the study must be considered. First, this was a convenience
sample gathered from two townships in Cape Town, South Africa. Geographically speaking,
Cape Town is quite large and many of the other existing townships could have yielded an
adequate sample. The townships also have varying levels of racial diversity, so
generalizations to other geographic areas in Cape Town and throughout South Africa should
be made cautiously. Furthermore, individuals from only two South African racial groups –
which include many different ethnic groups – were included in this study. There are a
number of ethnic groups within those two racial classifications that may not have been
included in the study. This special population should, therefore, be considered when
reflecting on the existence of HIV/AIDS-related stigma worldwide. While some results were
gathered in a group setting and others were gathered individually, they all relied on self
report.

The validity of some of the questionnaire items could be challenged because of the
underlying assumption that ‘shame’ is imposed by the family. Although it was not the
authors’ intent, forcing this assumption on the respondents could have led them to respond
to the questionnaire in a certain way. Thus, the response to such items would have been less
the honest opinion of the respondent and more a function of the respondent’s inability to
indicate a ‘don’t know’ response or to abstain from responding all together. This sort of
response bias is a fundamental shortcoming of the research methodology and must be taken
into consideration when interpreting and generalizing the results. Additionally, the validity
of the responses to the question regarding where researchers should place more emphasis in
eliminating shame and stigma could be brought into question. It was the authors’ intent to
gather data on the respondents’ top three choices. The instructions indicated that a ranking
of ‘3’ meant the corresponding entity was of lowest importance. The respondents could have
interpreted this to mean that ‘3’ was least important to them of the six possible choices.
Alternatively, the respondents could have listed ‘3’ as their next most important entity for
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stigma elimination after ‘2’. This was the initial intent of the question. Due to the possible
contradiction of responses, it might have been appropriate to exclude the number ‘3’
rankings from the analysis. Re-wording the question will be necessary in future studies
utilizing this questionnaire.

Conclusion
Although caution should be used in generalizing to Black and Colored individuals in other
areas of Cape Town and in South Africa in general, the results of the study are indicative of
a major research gap in interventions on stigma in the family context. Results from the
survey and focus groups suggest a strong desire for researchers to focus on family in order
to reduce HIV-related stigma, particularly on the basis of their religious and spiritual values,
as demonstrated by one-quarter of respondents. This will advance ongoing efforts to reduce
the burden of stigma and lead to increased support and better health outcomes for PLWHA.
Further study is necessary to fully grasp the social impact that family has on the
stigmatization of PLWHA within the cultural contexts of Black and Colored South Africans.
PEN-3 does provide a starting point for examining the positive, existential, and negative
supporting structures within the family, as well as a point of entry (CI domain) for
intervention development (i.e., the extended family). Further study might include more
analysis at the spiritual and religious level (e.g., Christian, Muslim, and traditional African
religions) to gain a clearer understanding of the source of stigma within families and to
inform the type of community-based interventions that may be suitable for tackling
spiritually based issues within the family. More specifically, future analysis might examine
the way in which particular Christian denominational backgrounds influence the way family
members stigmatize PLWHA. As it could be rather costly and time-consuming to launch an
intervention directly to families, it might be more reasonable to involve religious and faith-
based organizations, as well as adult education centers. These entities may be able to
provide some of the community resources necessary to facilitate educational interventions in
which families can participate as a collective unit.

Key messages

The key messages that should be taken from this research are:

1. Stigma has particular implications for both the spread and reduction of HIV/
AIDS in South Africa.

2. The family is an important context on which researchers should place emphasis
for eliminating HIV/AIDS-related stigma.

3. Religious and spiritual values within the context of the family can be a starting
point for developing interventions to reduce stigma.
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Figure 1.
The PEN-3 model.
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