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1            Background and Politics of HIV in South Africa 

 Since HIV/AIDS fi rst appeared in the 1980s, it has been associated with fear, stig-
matization and discrimination (Parker and Aggleton  2003 ; see also chapters in Part 
I in this volume). Several studies have reported the pervasive and detrimental effects 
of HIV-related stigma on the lives of people living with HIV. Furthermore, stigma 
contributes to the expansion of the epidemic in several ways (Parker and Aggleton 
 2003 ; Campbell et al.  2005 ). Stigma and its accompanying secrecy affects decisions 
about HIV testing, disclosure and treatment and is therefore an obstacle to reducing 
the spread of infection (Bond et al.  2002 ; Parker et al.  2002 ; Mbonu et al.  2009 ). A 
comprehensive understanding of stigma is therefore necessary in managing the 
epidemic. 

 HIV infection has reached epidemic proportions in South Africa and has serious 
consequences for individuals as well as the country’s health resources and econ-
omy. South Africa boasts the greatest prevalence of HIV/AIDS in the world – with 
estimates hovering around 11 % for the country as a whole and 17.8 % for adults 
aged 15–49 years. Approximately 5.6 million people in South Africa are living with 
HIV, and women account for an estimated 58 % of all HIV infections (Shisana et al. 
 2009 ; UNAIDS  2010 ). In fact, almost one in three women aged 25–29 are living 
with HIV in some provinces such as KwaZulu-Natal and Mpumalanga (Department 
of Health South Africa  2009 ; Shisana et al.  2009 ). These alarming statistics, how-
ever, are only part of the story. For a more complete understanding of the South 
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African context, we must recognise both the sociocultural situation of the country 
and the political action and inaction taken in response to the pandemic. In fact, 
many have suggested the disproportionate size of the epidemic is partly attributable 
to the government’s response to HIV/AIDS (Butler  2005 ; Chigwedere et al.  2008 ; 
see also Chaps.   1     and   8     in this volume). 

 Although HIV/AIDS was introduced in South Africa later than in other African 
countries due to the relative political and economic isolation during the 1980s 
(Grimond  2001 ), there was a lack of early response to the epidemic from the South 
African government. This contributed to community apathy and denial and allowed 
for the development of many misconceptions. Sociopolitical issues were perceived 
as far more important than the developing HIV/AIDS epidemic. This view was 
largely due to the political turmoil resulting from the country’s long history of apart-
heid and attempts to end the regime. During the late 1980s and early 1990s, all com-
munication was seen as political and part of an ongoing ‘racial war’. Misconceptions 
regarding HIV emerged, including the notions that HIV was a war strategy invented 
by the apartheid government or a disease to stop black population growth. After the 
1994 democratic election, radical changes took place at almost all levels of the soci-
ety, again keeping people involved in sociopolitical issues and hampering serious 
dedication to combating the spread of HIV/AIDS. Sherriffs wrote ( 1997 : 11) “[m]
uch of the response to AIDS has been too much talk and too little action. We knew 
about AIDS so long but we didn’t do enough…We have lost half a generation of 
time to do something signifi cant.” 

 Despite the general acknowledgement that HIV/AIDS was crippling South 
Africa during the late 1990s into the twenty-fi rst century, President Thabo Mbeki 
(in offi ce 1999–2008) strongly criticised the conventional wisdom around HIV. He 
refused to believe that HIV was a virus which could be treated with antiretroviral 
medications (ARVs). During the inaugural session of the 13th International AIDS 
Conference in 2000, Mbeki publicly denounced the idea that the “world’s biggest 
killer and the greatest cause of ill health and suffering across the globe” could be 
attributable to a “single virus.” He believed it was the result of “extreme poverty.” 
The solution he suggested, therefore, was the alleviation of poverty instead of 
investment in expensive Western medicines (Horton  2000 ). The South African gov-
ernment therefore rejected free drugs and grants to support treatment of HIV up 
until the end of 2003. After serious internal and international pressure on the gov-
ernment, ARVs became available in the public health sector for treatment of those 
with low CD4 counts (fi rst <200 and later <300) in selected health facilities in April 
2004. This political context and governmental response to HIV resulted in poor 
understanding of the epidemic, denial of the magnitude of the epidemic, the inhibi-
tion of prevention strategies and HIV-related stigma and discrimination. 

 In Western countries, the fear and hostility directed towards people with HIV/
AIDS is often derived from negative attitudes towards homosexuality and drug use 
(Herek et al.  2002 ). In Africa, however, the virus is spread primarily through hetero-
sexual contact and from mother to child (Department of Health  2009 ). Women in 
South Africa are particularly vulnerable because of gender inequality. Many women 
depend on male partners for survival (Abdool Karim  1998 ; Warwick et al.  1998 ; 
Strebel et al.  2006 ; Kasese-Hara et al.  2008 ). As a result, men are often “excused” 
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for engaging in high-risk sexual behavior, such as having multiple sex partners, 
while women are often wrongly perceived as the main transmitters of the disease 
(Warwick et al.  1998 ; Strebel et al.  2006 ; Amuyunzu-Nyamongo et al.  2007 ; 
Campbell et al.  2007 ). Consequently, the stigma associated with HIV in South 
Africa is largely embedded in beliefs about contamination, sexuality, morality and 
religion (Mbonu et al.  2009 ). Women living with HIV are often considered promis-
cuous, dirty, irresponsible (Bond et al.  2002 ) and bewitched (Aggleton and Chase 
 2001 ; Bond et al.  2002 ). It is through this political and sociocultural context that the 
unique HIV-related stigma in South African communities should be examined.  

2     Defi nition of Stigma 

 Stigma is a multidimensional concept primarily focused on deviance or departure 
from an accepted standard or convention. The term stigma originates from the 
Greek language and refers to a tattoo mark branded on the skin of an individual as 
a result of some incriminating action, identifying the person as someone to be 
avoided (Crawford  1996 ). In the social sciences, stigma can be described as a devia-
tion from an ideal or expectation, contributing to a powerful, discrediting social 
label that reduces the way individuals see themselves and are viewed by others 
(Goffman  1963 ; see also Chaps.   1    ,   2     and   17     in this volume). The attribute is not 
inherently deviant, but the deviance is derived from culturally embedded meanings 
in the context of a particular historic period and culture. Deacon and colleagues 
( 2005 ) integrate several defi nitions of stigma and describe it as a social process that 
results in differentiating those with the disease in negative social terms. The func-
tion of stigma was originally to secure social structures, safety and solidarity by 
casting out offenders or reaffi rming societal values (Gilmore and Somerville  1994 ). 

 Stigma in an African context is built on a series of shared beliefs that HIV is 
associated with immoral behavior, religious punishment and lack of adherence 
to cultural norms. These beliefs result in blame for contracting the disease and 
perceiving those with HIV as socially dead (Aggleton and Chase  2001 ; Nyblade 
et al.  2003 ; Deacon et al.  2005 ; Niehaus  2006 ). Two essential core elements of 
HIV- related stigma in Africa are the fear of transmission derived from a lack of 
knowledge about HIV and judgment created by asserting morality and assigning 
blame (Ogden and Nyblade  2005 ; Nyblade and MacQuarrie  2006 ). 

 Various perspectives can infl uence ways the HIV-related stigma is perceived and 
experienced. These perspectives include those of the infected (a subjective experience 
defi ned as internalized stigma), the noninfected (an outsider perspective defi ned as per-
sonal stigma of community members) and the general perception of stigma levels in the 
community (stigma attributed to others). Levels of enacted stigma refer to actual experi-
ences of stigma and discrimination (Gilmore and Somerville  1994 ; Deacon et al.  2005 ). 

 Theoretically, these various perspectives on stigma are interrelated. For instance, the 
development of stigmatizing attitudes within a community is often expressed through 
discriminatory actions towards people with HIV. An individual’s perspective can then 
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be infl uenced by the extent to which stigmatizing attitudes are attributed to others in the 
community. For people living with HIV, direct or indirect experiences or even their 
anticipation of stigmatization can contribute to their sense of being stigmatized. 
Stigmatized persons often accept some of the negative social judgments and discredit 
themselves (internalized stigma). Internalized stigma is rooted in a survival mechanism 
aimed at protecting the individual from enacted stigma through reluctance to disclose 
(Mbonu et al.  2009 ). This can be psychologically damaging for the infected person, 
since high levels of internalized stigma is often associated with lower levels of self-
esteem, more symptoms of depression (Berger et al.  2001 ; Freeman et al.  2007 ; Brandt 
 2009 ) and less disclosure of HIV status (Kalichman et al.  2003 ; Sethosa and Petlzer 
 2005 ; Makin et al.  2008 ; see also Chap.   5     in this volume). Stigmatized people respond 
to community stigma by either conforming to it or resisting it. This response can affect 
the impact of stigma in a community, irrespective of the actual level of enacted stigma 
or discrimination (Deacon et al.  2005 ). High levels of internalized stigma then reduce 
incentives to challenge stigmatization, thereby perpetuating this perception and propa-
gating negative consequences for both the individual and public health programs. 

 To gain a greater understanding of the complexity of HIV-related stigma in a 
South African community, we conducted a series of scientifi c studies involving 
HIV-infected women and community members from the same community. These 
studies were part of the Serithi project, a longitudinal study which examined disease 
progression in women diagnosed with HIV during pregnancy. Our fi rst task was to 
develop parallel stigma scales for measuring distinct aspects of the HIV-related 
stigma in both sample groups. These results are presented elsewhere (Visser et al. 
 2008 ). Using these scales, we then sought to (1) understand the experience of stigma 
and characteristics associated with levels of stigma in two sample groups, (2) exam-
ine how these facets of HIV-related stigma may have changed over time and (3) 
compare the different perspectives of stigma in the two sample groups to understand 
the level of stigma in communities.  

3     The Study 

 The Serithi project assessed the experiences of HIV-related stigma in two samples: 
HIV-infected women and community members of unknown status. Both samples 
were recruited from a community that is part of Tshwane in South Africa. 

3.1     HIV-Infected Women 

3.1.1     Participants and Study Design 

 Women diagnosed with HIV during pregnancy were recruited from four antena-
tal clinics in two urban townships in Tshwane (Atteridgeville and Mamelodi). 
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The study enrolment period occurred over 3 years, from June 2003 to July 2006 
( N  = 609). Participants were interviewed during pregnancy shortly after diagno-
sis (mean gestational age 28 weeks) and when they brought their babies to the 
clinic for their 3- and 9-month check-ups. Interviews were conducted by trained 
research assistants in the subject’s preferred language, Sepedi, Setswana or 
Isizulu.  

3.1.2     Measurement 

   Stigma 

 Two stigma scales (Visser et al.  2008 ) were used to assess (1) the level of inter-
nalised stigma, which is the extent in which a person accepts being stigmatized, and 
(2) stigma attributed to others in the community. The scales consist of 12 items 
each, assessing moral judgment and social distancing which are core elements of 
HIV-related stigma in Africa (Ogden and Nyblade  2005 ; Nyblade and MacQuarrie 
 2006 ). Scale scores ranged from 1 (low stigma) to 12 (high stigma). The internal 
consistency of the scales was 0.70 for internalised stigma and 0.77 for attributed 
stigma. An open-ended question was also included to explore the women’s fi rst 
reaction when they became aware of their HIV status.  

   Socio-demographic Characteristics 

 Women reported their age, marital status and education level. Women also reported 
whether they had a regular income and whether they had ever been a victim of physi-
cal or sexual violence. Last, socio-economic status was derived from a series of three 
questions about the presence of amenities in the home (i.e. material their house was 
made of, electricity and water source). These items were sumed for a socioeconomic 
status score ranging from 0 to 3, with higher scores indicating higher status.  

   Epidemic-Related Characteristics 

 Four variables that were considered likely to change as the epidemic spread 
were included. First,  knowledge about HIV  was assessed using a series of 15 
questions to determine a participant’s understanding of HIV transmission and 
clinical presentation (WHO  1990 ). Total scores represented the number of ques-
tions answered correctly and thus could range from 0 to 15. Second, participants 
reported whether or not they  knew someone else with HIV . Third, women 
reported whether or not she had  disclosed her HIV status  to her partner, family 
or friends. And forth,  enacted stigma  was assessed using 9 items regarded 
as potential discriminatory behavior that women may experience because of 
stigmatization in the community.  
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   Psychological Characteristics 

 Psychological characteristics included self-esteem, depression, social support and 
coping. Established measures were adapted for the South African context.  Self-
esteem  was assessed using the Rosenberg self-esteem scale (RSE) ( 1965 ) which 
measures the extent to which one values and feels content with oneself on a four-
point scale (10 items,  α  = 0.75).  Depression  was measured with the Center for 
Epidemiologic Studies Depression Scale (CES-D) (Radloff  1977 ), which asks 
respondents to indicate the frequency with which depressive symptoms were expe-
rienced during the previous week. The somatic items which could have been related 
to either pregnancy or HIV status, identifi ed by Kalichman and colleagues ( 2000 ), 
were removed (15 items,  α  = 0.88). The Multidimensional Social Support Inventory 
(MSSI) of Bauman and Weiss ( 1995 ) was adapted to assess the individual’s per-
ceived practical, emotional and affi rmational  social support  integrated into a posi-
tive support scale (9 items,  α  = 0.87). The Brief COPE scale (Carver  1997 ) was used 
to assess various  coping  strategies. An exploratory factor analysis identifi ed two 
factors: positive coping (13 items,  α  = 0.75) and avoidant coping (8 items,  α  = 0.54).   

3.1.3     Analysis 

 Descriptive statistics were fi rst generated to describe the characteristics of our sam-
ple at baseline. Our analytic approaches then followed according to our aims. To 
describe the stigma experienced by the HIV-infected women, we used both a quali-
tative and quantitative approach. Content analysis (Stemler  2002 ) was used to 
explore the responses to an open-ended question about the women’s initial reactions 
to discovering that they were infected with HIV. Next, basic means and frequencies 
were generated to describe levels of internalized and attributed stigma, epidemic- 
related characteristics and psychological health reported at baseline. We then tested 
the unadjusted associations between these variables and levels of both internalized 
and attributed stigma using analyses of variance (ANOVAs) and Pearson correla-
tions ( r ) for categorical and continuous variables, respectively. Variables that were 
signifi cant ( p  < 0.2) in the unadjusted analyses with internalized and attributed 
stigma were entered into corresponding linear regression models. Backward elimi-
nation was used to determine covariates that were independently associated with 
internalized and attributed stigma (removal  p  > 0.1). 

 To explore the way HIV-related stigma changed over time (objective 2), we used 
two different approaches, examining changes on both the individual and population 
levels. First, we compared women’s scores at baseline, 3 and 9 months postpartum 
to determine the experiences of women up to 1 year after diagnosis. We used a 
within-subject analysis to examine these changes and thus demonstrate how wom-
en’s experience of stigma changes from shortly after diagnosis to having known 
their status over approximately 1 year. 

 We then examined how stigma may change over time among populations of 
newly diagnosed pregnant women. We used baseline data collected between 
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June 2003 and July 2006. Time was used as a continuous measure, obtained by 
calculating the difference (in months) between the date of the fi rst baseline 
interview (June 10, 2003; time = 0) and the date of the index participant’s inter-
view. Larger values therefore indicated later/more recent interview dates. We 
tested the unadjusted associations between each variable and time to determine 
which factors may have changed over time. ANOVAs and Pearson correlations 
( r ) were used for categorical and continuous measures, respectively. Those that 
were marginally signifi cant ( p  < 0.2) were considered potential confounders and 
were entered into multiple linear regression models. We then modelled changes 
over time for both internalized and attributed stigma while controlling for poten-
tial socio-demographic and HIV epidemic-related confounders.   

3.2     Community Sample 

3.2.1     Participants and Study Design 

 Our community sample ( n  = 1,077) was recruited in 2004 from the same communi-
ties in Tshwane (Atteridgeville and Mamelodi). These townships are part of a his-
torically disadvantaged area and are home to a mainly black, low to middle 
socio-economic class urban population. The townships are comprised of both infor-
mal dwellings (temporary housing) and permanent formal housing and are repre-
sentative of a large portion of the urban population in South Africa. A proportional 
sample was obtained using a stratifi cation technique to approximate the age and 
gender distribution of the population in each community based on 2001 census 
data. Participants were recruited from clinics, shopping centres, community cen-
tres, taxi waiting areas and the areas around street vendors. These sites were pur-
posely selected because they represented public access sites within the community. 
A systematic sampling method was used (Struwig and Stead  2001 ) in which inter-
viewers approached every third passer-by and requested an interview. Consenting 
adults aged older than 18 years were eligible to participate in the survey (Visser 
et al.  2009 ). 

 The study was repeated in 2005 1 year after the initial community survey 
with a sample of 500 respondents in one of the townships (Atteridgeville). The 
same scales were used to determine changes in stigma, HIV knowledge and 
knowing people with HIV over time (Forsyth et al.  2008 ). A similar sampling 
technique was used, by recruiting a proportional sample according to commu-
nity gender and age ratios (based on 2001 census data). Four public sites were 
chosen for data collection, selected because of their accessibility and potential 
to facilitate the recruitment of participants. Permission to use the sites was 
attained from the ward coordinator. Participants were eligible if they were South 
African, over 18 years of age and resided in the area. In both samples, university 
students conducted the interviews with consenting participants in their chosen 
language.  
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3.2.2     Measurement 

   Stigma 

 Two stigma scales (Visser et al.  2008 ) were used to assess (1) personal perceptions 
and reactions towards people living with HIV/AIDS (personal stigma) and (2) 
stigma attributed to most people in their community. These scales were similar to 
those used with the infected women, though the wording was slightly different to 
refl ect the specifi c perspective. In a factor analysis of both scales, two factors were 
identifi ed: a moral component (blame and judgment) and interpersonal component 
(social distancing). The Cronbach alpha coeffi cient was 0.76 for the personal stigma 
scale and 0.88 for the attributed stigma scale.  

   Socio-demographic Characteristics 

 These included age, gender, marital status, level of education, employment status 
and length of stay in the community.  

   Epidemic-Related Variables 

 Four variables related to the experience of the epidemic were included. First,  knowl-
edge of HIV  was assessed using the same 15 questions used with HIV-positive 
women. All correct answers were counted into a scale score ranging from 0 to 15. 
Second, respondents reported whether they  knew someone else with HIV . Third, 
respondents reported whether they had been  tested for HIV . And fourth, responses 
to an open-ended question was used to determine experienced or witnessed  acts of 
discrimination  towards persons living with HIV/AIDS in their community, here 
referred to as enacted stigma.  

   Cultural Beliefs 

 Respondents were asked whether they believed traditional healers could cure HIV 
and whether they believed people with HIV are bewitched. In an open-ended ques-
tion, respondents were asked how members of their community viewed HIV/AIDS 
from a cultural or spiritual viewpoint.   

3.2.3    Analysis 

 Descriptive statistics were used to describe the characteristics of the sample. Our 
analytic approaches then followed according to our aims. 

 To describe the stigma experienced by community members, we again used a quali-
tative and quantitative approach. Content analyses (Stemler  2002 ) were performed to 
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categorize and code responses to the two open-ended questions. Two independent 
researchers interpreted the data and whenever there were discrepancies, developed 
consensus after discussion (Visser et al.  2009 ). Exploratory analyses were performed 
to assess the relationships between independent variables and the two stigma scales, 
personal and attributed community stigma using analyses of variance (ANOVAs) and 
correlations. Variables that were signifi cantly related ( p  < 0.05) in the unadjusted analy-
ses with internalized and attributed community stigma were entered into backward 
stepwise linear regression models to determine factors that were independently associ-
ated with personal and attributed community stigma ( p  < 0.05). 

 Stigma over time in the community was investigated by comparing data of the 
2004 and 2005 community samples using independent t-tests (objective 2). Stigma 
scores for the community and HIV-positive samples were thereafter compared to 
illustrate similarities and differences in perceptions of HIV-related stigma (objec-
tive 3). We specifi cally examined the differences between the internalized stigma 
felt by HIV-positive women, the level of stigma they attribute to others and the 
personal stigma expressed by members of their community and the stigma they 
attribute to others in their community using t-tests.    

4     Results 

 A description will be given of the experience of stigma (objective 1) and the experi-
ence of stigma over time (objective 2) separately for both sample groups. Stigma 
scores in the two sample groups will then be compared (objective 3). 

4.1     HIV-Infected Women 

4.1.1    Sample Characteristics 

 The socio-demographic characteristics of the HIV-infected women are shown in 
Table  12.1 . The average age of the women was 26.6 (SD = 5.16) years. The majority 
(82.9 %) were not married, but 89 % had partners. Almost 90 % had secondary 
school education or higher. Only 25 % of the women had a regular income. Eleven 
per cent had been victims of physical violence, and 4 % had been victims of sexual 
violence. The median time from diagnosis to the fi rst interview was 4 weeks.

4.1.2       Objective 1: Description of Stigma Among HIV-Infected Women 

   Women’s Experiences of HIV and Stigma 

 Women’s reaction when they fi rst received the diagnosis were the following: 25 % 
feared death; 24 % reacted with sadness and helplessness; 23 % accepted passively; 
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19 % reacted with shock, denial and confusion, while 7 % were angry with their 
partners; and 2 % blamed themselves (Mdlalose  2006 ). 

 Many women experienced aspects of internalized stigma. Half (49 %) of the 
women indicated that they felt ashamed of their status, 33 % blamed themselves and 
27 % saw HIV as punishment (moral judgment scale). In terms of social distancing, 
63 % of women felt uncomfortable interacting with others, 49 % would understand 
if others do not want to be friends with them, and 56 % expect employers not to hire 
them because of their HIV status. Comparing women’s internalized stigma scores 
(mean 4.5) with the stigma they attribute to others (mean 9.6) suggests that they per-
ceived people in their community to be highly stigmatizing. Internalized and attrib-
uted stigma were signifi cantly correlated ( r  = 0.334,  p  < 0.01); higher levels of 
internalized stigma were generally associated with higher levels of attributed stigma. 

 On average, women responded to 10 of the 15 questions about HIV knowledge 
correctly. Slightly more than 40 % knew someone else with HIV, about half of 
which were family members. At baseline, which for most of the women was 
approximately 4 weeks after diagnosis, 59 % of the women had disclosed their 
status to one person. Seventy-four per cent of these women had disclosed their 
status to their partners, and 26 % had disclosed their status to someone else, mostly 
family members. 

 Of the women who disclosed their status at baseline, 25 % had experienced some 
kind of enacted stigma as a result of their HIV status. The percentage of women 

  Table 12.1    Participant baseline socio-demographic characteristics  

 Gender 
  Female  609 (100.0 %) 
 Age  26.6 (± 5.16) 
 Marital status: 
  Married  104 (17.1 %) 
  Unmarried with partner  440 (72.2 %) 
  No partner  65 (10.7 %) 
 Education: 
  Primary or less  66 (10.8 %) 
  Secondary  468 (76.8 %) 
  Tertiary  75 (12.3 %) 
 Employment: 
  Employed  173 (28.4 %) 
  Unemployed  436 (71.6 %) 
 Regular income 
  Yes  149 (24.5 %) 
  No  459 (75.5 %) 
 Victim of physical violence 
  Yes  67 (11.0 %) 
  No  542 (89.0 %) 
 Victim of sexual violence 
  Yes  26 (4.3 %) 
  No  583 (95.7 %) 
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who experienced discriminatory behavior is given in Table  12.2 . Enacted stigma 
ranged from loss of friendships and rejection to verbal and physically abuse and 
being threatened with death. Enacted stigma was mostly subtle in nature, though 
13 % experienced verbal abuse, 4 % were threatened with death and 9 % lost their 
partners.

      Factors Associated with Stigma Scores 

 To determine which factors were independently associated with levels of internalized 
and attributed stigma at baseline, we fi rst assessed the unadjusted associations between 
the independent and dependent variables. In bivariate analyses, age, education, having 
been a victim of physical violence, HIV knowledge, knowing someone with HIV and 
having disclosed her status were all associated with internalized stigma ( p  < 0.2). 
Furthermore, all psychological variables – including self-esteem, depression, social 
support, active coping and negative coping – were also associated with internalized 
stigma ( p  < 0.2). We entered these independent variables simultaneously into a linear 
regression model and used backward elimination to derive our fi nal model (Table  12.3 ). 

  Table 12.2    Enacted stigma experienced by women who disclosed their status  

 I have lost friends because of HIV  10 
 I felt hurt by other people’s reaction  20 
 People do not touch me  15 
 People do not want me around their children  11 
 People do not want me to come to heir houses  8 
 I have been called bad names  13 
 I have been physically hurt  5 
 I have been threatened with death  4 
 My partner left me because of my diagnosis  9 

   Table 12.3    Characteristics associated with levels of internalized and attributed stigma   

 Internalized stigma  Attributed stigma 

 B(SE)  Beta  B(SE)  Beta 

 Age  0.06 (0.019)**  0.123**  0.10 (0.021)**  0.190** 
 Education  −0.61 (0.205)**  −0.115** 
 Victim of sexual violence  1.11 (0.532)*  0.084* 
 Disclosed HIV status  −0.45 (0.201)*  −0.085* 
 HIV knowledge  0.13 (0.044)**  0.123** 
 Self-esteem  −0.12 (0.025)**  −0.197**  −0.07 (0.027)**  −0.114** 
 Depression  0.04 (0.179)**  0.179**  0.02 (0.009)*  0.083* 
 Social support  −0.05 (0.018)**  −0.114** 

  * p  < 0.05; ** p  < 0.01  
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Age and level of depression were positively associated with levels of internalized 
stigma, while having disclosed her status and higher education were both negatively 
associated with internalized stigma. Self-esteem and social support were also inversely 
related to internalized stigma.

   In our unadjusted analysis, attributed stigma was associated with age, marital 
status, employment, having a regular income, having been a victim of sexual vio-
lence, HIV knowledge and all psychological variables ( p  < 0.2). Our fi nal linear 
regression model, however, suggests only six remaining characteristics that were 
independently associated with levels of attributed stigma. Older age, having been a 
victim of sexual violence and having more HIV knowledge, was statistically associ-
ated with greater attributed stigma. As with internalised stigma, self-esteem was 
negatively associated with attributed stigma, and depression was positively associ-
ated with attributed stigma, after controlling for all other related characteristics.   

4.1.3    Objective 2: HIV-Related Stigma Over Time Among 
HIV-Infected Women 

 Because the data in this study was collected over a 3-year period, this allowed us to 
observe possible changes in the perception and experience of stigma over time. 

   Changes in the Experience of Stigma During the First Year 
After Diagnosis Among HIV-Infected Women 

 Longitudinal data for each participant was used to compare the experience of stigma 
from being recently diagnosed at baseline to living with HIV for almost 1 year. 
Stigma scores at enrolment, at 3 and 9 months, are compared in Fig.  12.1 .

   Women’s experience of internalized stigma was the highest at enrolment shortly 
after diagnosis and progressively decreased at the follow-up interviews ( F  = 33.7; 
 p  < 0.000). There was a signifi cant effect of positive coping on internalized stigma 

0
1
2
3
4
5
6
7
8
9

L
ev

el
 o

f 
st

ig
m

a

diagnosis
(n=669)

3 months
(n=483)

9 months
(n=442)

Internalized stigma

Attributed stigma

  Fig. 12.1    Level of stigma over time       

M. Visser and H. Sipsma



217

 

over time – when positive coping was high, the women experienced less internalized 
stigma and vice versa. In contrast, their attribution of stigmatizing attitudes to others 
in the community was much higher than their internalized stigma at enrolment 
( p  < 0.000) and remained at this high level over time.  

   Changes in the Experience of Stigma Among Newly Diagnosed 
Pregnant Women Over Time 

 The women’s stigma scores at baseline were compared over time to determine 
changes in internalized stigma and attributed stigma over 3 years of enrolment. 
After controlling for changes in the socio-demographic characteristics of the sample 
population seen over time (socio-economic status, past experience with sexual vio-
lence and marital status), there was evidence of a signifi cant decrease in internalized 
stigma women experienced over 3 years ( p  = 0.034) (Fig.  12.2 ).

   This decline, however, became nonsignifi cant after controlling for changes in 
epidemic-related characteristics ( p  = 0.212; HIV knowledge and knowing someone 
with HIV). These models suggest that decrease in internalized stigma can be partly 

  Fig. 12.2    Internalized stigma over time       
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attributed to an increase in knowledge about HIV over time and more women know-
ing someone else with HIV. Internalized stigma was signifi cantly higher among those 
of lower socio-economic status and those who were less knowledgeable about HIV. 

 Conversely, attributed stigma decreased signifi cantly only when changes in the 
epidemic where taken into account (Fig.  12.3 ). Those with increased knowledge of 
HIV attributed more stigmatizing attitudes to others in the community. Furthermore, 
women who reported having experienced sexual violence attributed higher levels of 
stigma to others in their community.

4.2          Community Members 

4.2.1    Sample Characteristics 

 The sample was representative of the proportions of people in the age and gender 
categories, with the majority between the ages of 26 and 50 years (Table  12.4 ). The 

  Fig. 12.3    Attributed stigma scores over time       
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majority had at least a secondary school education, yet two-thirds of the sample was 
unemployed. The majority of the respondents had stayed in these communities for 
more than 10 years (Visser et al.  2009 ).

4.2.2       Objective 1: Description of Stigma Among Community Members 

   Community Members’ Experience of HIV and Stigma 

 In an open-ended question, respondents indicated how members of their community 
perceived HIV. Themes identifi ed through content analysis indicate that members of 
these communities often associated HIV with death (31.4 %), immoral behavior 
(that they did something wrong) (27.6 %) or punishment from God or something 
evil happening (19.1 %). A small percentage of respondents (13.5 %) indicated a 
traditional cultural perspective on HIV by relating HIV to bewitchment or the lack 
of adherence to cultural traditions, while 8.1 % indicated that people in their com-
munity denied the existence of HIV. 

 In the second open-ended question, respondents were asked to describe inci-
dents of discrimination that they had either witnessed or experienced in their com-
munity (enacted stigma). Seventy-eight per cent (78 %) of the respondents 
reported such incidents. Subtle discrimination, such as gossip (38.1 %), not treat-
ing people living with HIV/AIDS (PLWA) with respect (20.7 %) and keeping a 

  Table 12.4    Participant 
baseline socio-demographic 
characteristics  

 Gender 
  Male  576 (53.5 %) 
  Female  501 (46.5 %) 
 Age: 
  18–25 years  334 (31.0 %) 
  26–50 years  590 (54.8 %) 
  51+ years  153 (14.2 %) 
 Marital status: 
  Married  292 (27.1 %) 
  Unmarried with partner  531 (49.3 %) 
  No partner  250 (23.2 %) 
 Education: 
  Primary or less  139 (12.9 %) 
  Secondary  663 (61.6 %) 
  Tertiary  259 (24.0 %) 
 Employment: 
  Employed  358 (33.2 %) 
  Unemployed  719 (66.8 %) 
 Length of stay in community: 
  Less than 5 years  243 (22.6 %) 
  6–10 years  97 (9.0 %) 
  More than 10 years  737 (68.4 %) 

   Source : Visser et al. ( 2009 )  
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distance (18.2 %) from PLWA, was the most common form of stigmatization, 
whereas overt discrimination, such as attempts to humiliate (11.0 %) or physically 
harm (2.3 %) and not taking care of infected people (1.2 %), was less commonly 
reported. 

 The level of HIV knowledge was relatively high in this sample ( M  = 11.8, SD 2.6, 
range 0–15). More than 90 % of the respondents knew the major transmission routes 
and that the virus could not be transmitted through casual contact. Most respondents 
knew someone with HIV (72.9 %), whether a family member, close friend or an 
acquaintance. Almost one-third reported that they had been tested for HIV. A small 
percentage of the respondents believed that people with HIV are bewitched (5.7 %) 
and that traditional healers could cure HIV/AIDS (15.7 %). There was a low but 
signifi cant correlation ( r  = 0.14,  p  < 0.00) between the beliefs that traditional healers 
could cure HIV/AIDS and that people with HIV are bewitched. 

 The proportion of participants indicating agreement with each of the items in the 
two stigma scales are shown in Table  12.5 .

   The most frequently endorsed items in the personal stigma scale were those that 
had to do with blame and judgment, while respondents endorsed the interpersonal 
distancing statements, indicating fear or discomfort, less frequently. For each of 
the items, respondents more often attributed more stigma to others in their com-
munity than they themselves did. Scale scores showed that personal stigma scores 
( X  = 2.8; SD = 2.5; range 0–12) were signifi cantly lower than attributed stigma 
scores ( X  = 7.4; SD = 3.7; range 0–12), ( t  = 34.26;  p  < 0.001). There was a weak but 
statistically signifi cant correlation between personal and attributed stigma scores 
( r  = 0.09,  p  < 0.005) (Visser et al.  2009 ).  

   Table 12.5    Personal and perceived community stigma responses ( N  = 1,077)   

 Personal stigma 
 Attributed 
community stigma 

  N  (%)   N  (%) 

  Blame and judgement  
 Getting HIV is a punishment for bad behavior  456 (42.3 %)  647 (60.1 %) 
 People with HIV have themselves to blame  363 (33.7 %)  704 (65.4 %) 
 Person with HIV must have done something wrong 

to deserve it 
 333 (30.9 %)  703 (65.3 %) 

 People with HIV should be ashamed of themselves  246 (22.8 %)  662 (61.5 %) 
 Think less of someone because they have HIV  116 (10.8 %)  661 (61.4 %) 
  Interpersonal distance  
 Would not employ someone with HIV  318 (29.5 %)  709 (65.8 %) 
 Feel uncomfortable around people with HIV  255 (23.7 %)  716 (66.5 %) 
 Would not drink from a tap if person with HIV had just 

drunk from it 
 215 (20.0 %)  591 (54.9 %) 

 Would not like to sit next to someone with HIV in public 
transport 

 189 (17.5 %)  547 (50.8 %) 

 Afraid to be around people with HIV  182 (16.9 %)  709 (65.8 %) 
 Would not like to be friends with someone with HIV  174 (16.2 %)  651 (60.4 %) 
 Would not like someone with HIV to be living next door  156 (14.5 %)  507 (47.1 %) 
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   Factors Associated with Stigma Scores 

 In bivariate analyses, age, gender, level of education and marital status were associated 
with levels of personal stigma. Additionally, HIV knowledge, knowing someone with 
HIV, having tested for HIV and traditional beliefs were related to personal stigma 
( p  < 0.01). Variables with a signifi cant relationship ( p  < 0.01) with personal stigma 
scores were entered into a backward stepwise linear regression model to determine the 
manifestation of stigma in the community. The analysis showed that male respondents 
and those who were older, less educated and held traditional cultural beliefs had higher 
levels of personal stigma, while those with more knowledge of HIV and knew someone 
with HIV had lower levels of personal stigma. The fi nal model accounted for a fair 
proportion of the variance in personal stigma ( R  2  = 0.23,  p  < 0.00). 

 The same was done for attributed stigma. Age, level of education, HIV knowl-
edge and knowing someone with HIV were associated with attributed commu-
nity stigma. The linear regression model examining attributed community stigma 
indicated a similar pattern as for personal stigma, but in the reverse direction. 
Respondents who were more knowledgeable about HIV or knew someone with 
HIV considered the community to be more stigmatizing, while older respondents 
considered the community to be less stigmatizing. The variables in the model, 
however, do not contribute substantially to the variance in attribute community 
stigma ( R  2  = 0.07).   

4.2.3    Objective 2: HIV-Related Stigma Over Time Among 
Community Members 

 To shed some light on the possible changes in HIV-related stigma in communities 
over time, the stigma data of 2004 was compared with data obtained 1 year later in 
a similar sample in one of the communities (Atteridgeville,  n  = 500). 

 Results revealed that personal stigma was signifi cantly lower in the 2005 cohort 
than the 2004 cohort (Table  12.6 ); however, the 2005 cohort perceived the commu-
nity to be more stigmatizing than the previous year. In the 2005 sample, signifi -
cantly more participants (87 %) knew of someone living with HIV/AIDS, as 
compared with the participants in the 2004 sample (73 %), ( p  < 0.001). There was 
no difference between the levels of HIV/AIDS knowledge between the two cohorts 
( p  = 0.64) (Forsyth et al.  2008 ). 

   Table 12.6    Comparison of measures of stigma over time in community samples ( n  = 500)   

 Range 
 2004 Mean 
(SD) 

 2005 Mean 
(SD)   t    p  

 Personal stigma  0–11  2.73 (2.38)  2.37 (2.26)  −2.46  <0.01 
 Attributed stigma  0–11  6.68 (3.30)  7.25 (3.31)  2.74  <0.01 
 HIV knowledge  0–15  11.15 (2.34)  11.22 (2.09)  0.47 
 Knowing someone with HIV  0–1  0.73 (0.45)  0.87 (0.34)  −5.57  <0.001 

   Source : Forsyth et al. ( 2008 )  
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4.3         Objective 3: Comparison of Stigma Scores 
in the Two Samples 

 The scores obtained on the stigma scales in the two study samples are compared in 
Table  12.7 .

       Participants in the community sample attributed much higher levels of stigma to oth-
ers than they reported for themselves (mean score 7.32 vs. 2.79,  t  = −34.35,  p  < 0.001). 
HIV-positive women felt that people in the community were even more stigmatizing 
than did community members (9.83 vs. 7.32,  t  = −11.28,  p  < 0.001). The level of inter-
nalized stigma felt by the HIV-positive women was signifi cantly higher than the level of 
stigma expressed by community members (4.64 vs. 2.79,  t  = −11.19,  p  < 0.001). 

 There was only a weak correlation between personal and attributed stigma scores 
in the community sample ( r  = 0.09,  p  < 0.05) although this association was stronger 

   Table 12.7    Descriptive statistics for the stigma scales of both samples   

 Community sample ( n  = 1,077) 
 HIV-positive + pregnant 
women sample ( n  = 317) a  

 Range  Personal stigma 
 Attributed 
stigma 

 Internalized 
stigma 

 Attributed 
stigma 

 Total  0–12  2.79 (SD = 2.5)  7.32 (SD = 3.7)  4.64 (SD = 2.7)  9.83 (SD = 2.4) 
 Blame and judgment  0–6  1.71 (SD = 1.6)  3.87 (SD = 2.0)  2.25 (SD = 1.6)  5.08 (SD = 1.4) 
 Interpersonal 

distancing 
 0–6  1.09 (SD = 1.4)  3.45 (SD = 2.1)  2.39 (SD = 1.6)  4.75 (SD = 1.4) 

   a Only scores of women participating in the fi rst part of the research (2003–2004) were included in 
the analysis  
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among the HIV-positive women ( r  = 0.28,  p  < 0.001). This suggests that women who 
attributed higher levels of stigma to others tended to feel more stigmatised. Analysis 
of the scores on the two subscales for the two sample groups showed that the scores 
for blame and judgment were signifi cantly higher than the interpersonal distancing 
scores for all scales ( p  < 0.001) except for the scale measuring internalized stigma 
among the HIV-positive women in which the scores obtained on the two subscales 
were similar. For each of the scales, there was a strong association between the 
scores obtained on the two subscales ( r  > 0.4,  p  < 0.001 for each of the four scales).   

5     Conclusion 

 This research shows that HIV/AIDS is perceived in negative terms by both HIV-
infected women and community members three decades into the epidemic. Our 
samples considered HIV/AIDS to be directly associated with death, immoral behavior, 
punishment or failure to adhere to cultural traditions. Furthermore, results suggest 
that moral issues were more important in the formation of stigma in this community 
than fear of contamination through social interaction. 

 Internalized stigma among women with HIV seems to be higher than the stigma 
reported in community groups. Although their experience of internalized stigma 
decreased during the fi rst year following their diagnosis, these women still attrib-
uted extremely high levels of stigma to others in their community, more than what 
other community members did. Both internalized and attributed stigma were related 
to decreased states of well-being for the women – self-esteem and social support 
were negatively related, and depression was positively related with stigma scores. 
Higher levels of internalized stigma were also related to lower levels of disclosure, 
which could negatively infl uence their health-seeking behavior. In this sample, 
59 % of the women disclosed their status to at least one person about 4 weeks after 
the diagnosis. A small percentage of women reported some forms of enacted 
stigma – but only a few reported serious adverse effects such as death threats (4 %) 
and abandonment by their partners (9 %) because of their HIV status. The presence 
of mostly subtle forms of stigma (such as gossiping and keeping a distance) is con-
fi rmed by the responses of the members in the community sample. Only a few com-
munity members referred to incidents of humiliation, physical harm or not taking 
care of HIV-infected people in their community. 

 The different perspectives on stigma and the low levels of enacted stigma 
reported in the two sample groups make conclusions about the actual level of stigma 
present in the community diffi cult. It seems as if infected women may overrate the 
level of stigma attributed to members in their community, but this stigma may be 
disguised by women’s selective disclosure. 

 Similar to the fi nding from a meta-analysis of studies done in sub-Saharan Africa 
that stigma decreases over time (Mbonu et al.  2009 ), this research found that the 
experience of stigma decreased in both sample groups over the period of 2–3 years. 
On a personal level, infected women reported lower levels of internalized stigma 

12 The Experience of HIV-Related Stigma in South Africa



224

after a year of knowing their status. This change was related to increased positive 
coping strategies. On a community level, women diagnosed with HIV experienced 
less internalized stigma if diagnosed more recently. This lower level of internalized 
stigma is likely related to lower levels of stigma reported by community members 
in the 2005 community sample. 

 In both sample groups, the level of stigma was related to epidemic-related factors 
such as HIV knowledge and knowing someone with HIV. The more involved people 
are with HIV, the less personal stigma they reported. Lower levels of stigma can 
therefore be explained by higher levels of HIV knowledge and greater awareness of 
HIV as the epidemic develops. On the contrary, the level of attributed stigma 
remained high over time in both sample groups. Whereas knowledge of HIV and 
personal involvement with someone who is infected was associated with lower lev-
els of personal stigma in both groups, more involvement with HIV resulted in higher 
levels of attributed stigma. The perception that communities are stigmatizing is thus 
not changing, and this may continue to infl uence the behavior of both the infected 
and uninfected. 

 It needs to be recognized that the personal attitudes reported by individuals in the 
community may be falsely low as it is possible that they may have wanted to project 
themselves in the most positive light. Also, items that explore social distancing 
often represent hypothetical situations, and responses may not be an accurate refl ec-
tion of an individual’s behavior in a similar situation where additional social dynam-
ics play a role. The direct relationship between personal and attributed stigma 
indicates that the level of attributed stigma is positively associated with a person’s 
personal stigma and behavior. These relationships add to this work’s conceptual 
complexity as we cannot say that stigma is overrated in these communities. 

 Our results suggest opportunities for addressing the internalized stigma felt by 
those living with HIV and for decreasing stigmatizing attitudes within communi-
ties. While it is true that HIV-infected individuals suffer adverse societal conse-
quences because of their disease, helping them recognize the extent to which 
stigma has been internalized could help them cope better with their HIV status and 
thus improve their overall health status. For interventions focused on decreasing 
stigmatizing attitudes within communities, an important fi rst step is to make peo-
ple aware of the difference between the limited extent to which people express 
stigmatizing attitudes and the possibility of exaggerated attribution of stigma to 
others in their community. An attempt to address high levels of attributed stigma 
(which is a generalized belief) could have an important effect both for HIV-
infected individuals and changing behaviors of those in the community, such as 
making HIV testing more acceptable. More knowledge and close interaction with 
people living with HIV could decrease personal stigma in communities. To chal-
lenge attributed stigma as a shared belief, more openness in communities is 
needed to discuss sexuality and HIV and to openly demonstrate compassion and 
support for people infected with and affected by HIV.     

  Note   The chapter integrates a large number of fi ndings from the Serithi project and draws from 

several research papers based on the data of this overall project.  
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