CHAPTER 1: INTRODUCTION

BRIEF OVERVIEW AND RATIONALLE

Stigmatisation of people with HIV and AIDS has beemestigated in numerous
studies. However, little research has been dornexpiore the impact of these individuals’
experience of HIV-related stigma on their self-este The aim of this study therefore was to
do a qualitative investigation on psychologist®@ws on the self-esteem of people living with
HIV and AIDS exposed to HIV-related stigma.

UNAIDS in their 2007 report indicated that Swern Africa is the country most
seriously affected by HIV and AIDS in the world (BNDS & WHO, 2007). Thirty-five
percent of people infected globally with HIV andDS are in South Africa. South Africa
also accounts for 32% of all new infections. HI\therefore an issue that cannot be ignored
in South Africa. These statistics provide an intaraof the number of people infected with
HIV and AIDS that may be in need of care. The Hldhgemic in South Africa cannot be
separated from contextual factors that enable #ned@mic to grow. Conversely it also
significantly influences the psychosocial circumsts within the South African context (van
der Walt, Bowman, Frank & Langa, 2007). One offdetors associated with HIV and AIDS
that has a negative impact on the psychosocialitistances of South Africa is HIV-related
stigma (Campbell, 2004).

The severity of stigma that people with HIV and A@ncounter is profound and is
evident in several research reports (Herek & Camtal993; Herek, Capitanio & Widaman,
2002; Deacon, Stephney & Prosalendis, 2005; Kalahrat al., 2005; UNAIDS, 2007).
People respond differently to these stigmatisingeelences which creates a challenge for
managing its effects on society (Green & Sobo, 208figma therefore continues to play an
important role in the management of the AIDS pandenot only because of its effect on the
prevention of HIV but also because of the mannemjacts already infected individuals
(AIDS Action, 2001; Kalichman et al., 2005) Studs HIV report that stigmatisation may
threaten the identity of individuals or groups &&ald to loss of self-esteem of those infected
(Visser, Kershaw, Makin, Forsyth, 2008). Existingerventions and research, however,
seems to be more focused on the stigmatiser trestipmatised (Deacon et al., 2005). In
other words too much attention is being directedaaises of HIV-related stigma, resulting in
the effect it may have on aspects such as theestdem of the victim being neglected
(Deacon et al., 2005).



The general importance of self-esteem has beergmeszd through the works of
leading authors and academics such as Rogers, IBavgesand James (Katz, 1998). A review
of literature shows studies in which measures efitlpact of HIV-related stigma revealed an
impact on the self-esteem (Deacon et al., 2005; IINA 2007). However all the studies
mentioned used quantitative research as a methgtlighting the need for qualitative
inquiry into the impact HIV-related stigma may hawethe self-esteem of people living with
HIV and AIDS.

Rogers (1950 & 1961) conducted extensive studiesedhesteem with clients he
consulted with over a number of sessions. He fahad the self esteem is best understood
through a collective view of clients’ reflectionsay time. Based on these postulations the
researcher believed that psychologists who havenbatkrous consultations with clients that
have been diagnosed HIV positive would provide titsl account of the self esteem of

people living with HIV and AIDS.

STRUCTURE OF THE RESEARCH REPORT

Chapter 2 is a review of the literature that infedrthis study. Here the alarming
nature and impact of HIV and AIDS on a global leset more specifically on a national
level (either or) is provided. The literature ravialso gives an indication of what the concept
stigma entails and how it impacts on the self-este& description of stigma in relation to
Goffman (1963) is provided alongside the notiorstidma as a social process postulated by
Parker and Aggleton (2003) and Deacon et al. (200%} is followed by a description of the
self-esteem. The self-esteem is depicted by pmogidiccounts of what is perceived as
personal identity as well as self-esteem and thieative identity. Self-esteem as a personal
identity is primarily informed by Albert Bandura’€l986 & 1989) concept of social
cognition; whereas self-esteem as a collectivetijeis primarily informed by Luhtanen and
Crocker's (1992) proposed four-dimensional modelcoliective identity, referred to as
collective self-esteem (CSE). These provided irtsighthe explanation of the impact of
stigma on the self-esteem.

Chapter 3 provides a synopsis of the methods eraglay conduct this research by
providing an account for the research design. Agson of the participants interviewed is
also given, followed by an account of the procedaredata collection. The steps employed
for the data analysis is also outlined and finalyreflection on the ethical procedures
accounted for during the research process is disdus



Chapter 4 provides the major findings of this reseaThree major themes supported
by sub and sub-sub themes are presented in thiecha

Chapter 5 provides a discussion of the most salieames in the findings. A
reflection of the strengths and limitations of gtady is also provided in this chapter. This is
followed by a discussion of the areas highlightedf@iture research and finally some closing

comments are presented.

CONCLUSION
The above chapter introduced this research papeuilning the underlying

principles that informed this study. This was dbyegoroviding a brief statistical overview of
HIV and AIDS both globally and in South Africa. Fuermore it was highlighted that not
only do these statistics create concern with regrdhe HIV infection and mortality rates in
South Africa, but that the contextual factors tleamtable the growth of this pandemic
associated with these statistics cannot be viewedrately from this. One of these factors,
which has negatively influenced the psychosoci@ucnstances of those living with HIV and
AIDS in South Africa, is HIV-related stigma. It hasen proven that HIV-related stigma can
have detrimental effects on the self evaluatiothote who are infected with HIV. This study
therefore focused on the manner in which HIV-reladégma may influence the self esteem
of stigmatised individuals who is infected with HIVinally an overview was provided of the

structure of this research report.



CHAPTER 2: LITERATURE REVIEW

INTRODUCTION

This chapter is a presentation of previous resetdrahwas explored to inform this
study. A profile of HIV and AIDS sets stage in 8tuating the number of people infected
with HIV and AIDS. It particularly illustrates theumber of people that could be subjected to
the sufferings of an HIV diagnosis, particularlyffeting brought about through HIV-related
stigma. This profile is representative of the glpBdrican and national infection rates. Next,
important aspects around the concept of stigmaliameissed as it is important to understand
stigma in relation to its broader social, politieald cultural context (Deacon et al., 2005).
However, it is essential to first clarify how stigntan be defined, how it arises and its
operating mechanisms. As a point of departure eudgon of the definition of stigma is
provided in order to structure the conceptualisatib this phenomenon. This discussion has
been initiated by the work of Ervin Goffman (196Bjarly studies in this area drawing on
stigma from this perspective have encouraged iddalised analyses of this concept
(Deacon et al., 2005; Herek, Capitanio, & Widam2®02 and Parker & Aggleton, 2003).
Drawing on research from Parker and Aggleton (20@3jnore detailed understanding of
stigmatization as it functions in the context ofVHand AIDS indicates the need to also
understand stigma as a social process, specificaliglation to social inequality. Deacon et
al., (2005) agrees with this notion of stigma asoaial process, but further adds that
although the process of stigmatisation facilitatke process of social inequality, social
inequality too contributes to the spread of stigsaaion, especially against those who are
HIV positive.

Following the definition of stigma, the differentamifestations of HIV-related stigma
within a social context, the family, the workplaaed the health sector have been outlined.
The outline of the manifestations of HIV-relatedgsta provides an indication of sectors
within society where HIV-related stigma is mostyaent. Similar to the process of defining
and explaining stigma an understanding of the estlbem has been provided. This
understanding has been presented from the pergpedi self-esteem as a personal identity
as well as a collective identityThis follows a reflection on the impact stigma nt@we on
the self-esteem of individuals who are HIV positivehich was informed by the
conceptualisation of stigma and the development rahel of the self-esteem previously
explained. The chapter will be summarised in thecksion paragraph.



PROFILING HIV AND AIDS

Southern Africa is the country most seriously afedoy HIV and AIDS in the world
(UNAIDS & WHO, 2007). According the December 200iblaal AIDS epidemic update,
South Africa accounts for 35% of all people livimigth HIV and almost one third (32%) of
all new HIV infections and AIDS deaths in the wofldNAIDS & WHO, 2007). Reports
from the Department of Health National HIV and SiigiSero-Prevalence Survey in South
Africa revealed that 29, 1% of pregnant women wiereg with HIV in 2006 (Department of
Health, 2006). Furthermore, the report of the Schfiican National HIV Prevalence HIV
Incidence, Behaviour and Communication Survey egtnthat 10,8% of all South African’s
over the age of two years were living with HIV iA05 (Shisana, et al., 2005). The highest
prevalence rates were in the 20 to 35 year agepgand among those aged 15 to 49 years
old. (Department of Health, 2006). Provinciallye thstimates indicate that in KwaZulu-Natal
(40%), Gauteng (35%) and the Free State (33%),0appately one in every three pregnant
women are HIV-positive. Comparatively, the West&ape (15%) and Limpopo (19%)
provinces have low HIV-prevalence rates among megmvomen (Department of Health,
2006).

Comparing these statistics to statistics providgdhle UNAIDS (1998), South Arica
ranked fifth in the adult prevalence rate, with ®eana comprising the highest HIV
prevalence rate at the time. Over the 16 yearsdime introduction of this survey in 1990,
the prevalence amongst antenatal attendees haasect from less than 1% in 1990 to about
30% in 2005, showing a very rapid rise of the HiWection rate amongst women of child-
bearing age.

HIV is a medical condition as well as a psychodasisue. In order to conceptualise
the demographical and psychosocial progressiomefdisease it is therefore important to
understand how the disease progresses medicadll d® outlined below.

HIV (Human Immunodeficiency Virus) is a 'Retrovitughich consists of, amongst
others, retroviruses consisting of Ribonucleic AGRNA). These contain a special viral
enzyme called Reverse Transcriptase, which allbeirus to convert its RNA to DNA and
then integrate, and take over a cell's own gematterial. HIV replicates in and kills the
helper T cells, which are the body’s main deferagainst illness (Van Dyk, 2001). Infection
occurs when the virus particles enter the body attdches itself to the CD4 cells and
microphages which are immune cells. Once the \hassattached itself to the cells surface it
penetrates the wall, which protects it from theyd®@nmune system and therefore cannot be

destroyed by the body's defence mechanisms (WH#e& Sunter, 2000). Following the



window period, when the virus cannot be detectesl tduthe HIV antibodies (what is tested
for when testing for HIV) being unidentifiable thmdy goes into an incubation period.
During this period a battle commences between thes\and the body’s immune system
whereby the virus and cells from the immune sysiestroy each other. Eventually, the virus
is able to destroy the immune system more quidkdytit can be replaced, which causes the
CD4 count to fall. With the decline of CD4 cellgppmrtunistic infections begin to occur
(Whiteside & Sunter, 2000). The HIV therefore resxtan advanced stage often referred to
as Acquired Immune Deficiency Syndrome (AIDS). AIBSharacterised by the appearance
of the opportunistic infections. These are infatsidhat take advantage of a weakened
immune system (Van Dyk, 2001).

The above provides a statistical as well as a naédiccount of the severity of the
HIV and AIDS pandemic. The statistical analysisb&sed on global research as well as
research conducted within South Africa. Due to phevalence of HIV, it is important that
stigma not be underestimated. The change in statistdicate there is no generic solution
because of the diversity in cultures or social aotitical context, which is what will be
explored in chapters below. The next section |Iqukdicularly at the concept of stigma and

the impact it has on people and their social sgdtin

CONCEPTUALISING HIV-RELATED STIGMA

A lack of common ground has been identified in literature when defining stigma
(Deacon et al., 2005). Disputes have been arourubsiiog on stigma from an individual level
in relation to the social dimension of stigma (Dmaet al., 2005 & Parker and Aggleton,
2003). Furthermore, the notion of stigma is ofteseds synonymously with that of
discrimination (POLICY Project, Centre for the Sguof AIDS, USAID & Department of
Health, 2003b). Discrimination, however, refersbhaviour, whereas stigma is defined as
an attribute or quality. In other words, when peoptt on their prejudice, stigma turns into
discrimination. Discrimination can be defined asy action or measure that results in
someone being treated unfairly because they beloage perceived to belong, to a particular
group, for e.g. a gay man being discriminated asjaiecause of his sexual orientation
(UNAIDS, 2002).

The attachment of discrimination to illness ha®mgl history, impacting on people
with mental illness and physical disorders suchcascer, Tuberculosis (TB), Sexually
Transmitted Diseases (STD’s) and leprosy (Skinn&if&cane, 2004). According to Deacon

et al. (2005) biology is an important aspect in ensthnding variations in the strength and



content of stigma towards a disease. In the sameasahe pandemic or disease changes
through the various biological stages, so too ¢@mstisation as a result of the pandemic or
disease change. This is particularly true for add@on such as HIV and AIDS (Alonzo and
Reynolds, 1995) as it progresses through diffgpaases, which can evoke different levels of
stigma at each phase. These changes can affecstigwa is experienced by individuals
living with HIV and AIDS. Considering the four stg of HIV, Alonzo and Reynolds (1995)
splits the variation in the experience of stignadten into four phases. The first phase is the
phase of being at risk: pre-stigma and the womvietl. Phase two relates to the diagnosis:
confronting an altered identity. Phase three iidesd as the latent phase: living between
illness and health and phase four is the manifless@: passage to social and physical death.

Literature contending around the nature of stigpaaticularly HIV-related stigma has
predominantly been informed by the work by Ervin filBman (1963) and therefore
contributes to the theoretical underpinnings forcmof the literature on stigma (Parker &
Aggleton, 2003). Goffman (1963), described stigmaaasignificantly discrediting attribute,
which reduces the person who possesses the attiibihe eyes of society. He categorised
stigma into three significant themes. The firsiegarisation is termed “Abominations of the
body” which relate to various physical deformitig#fie second theme is called “Blemishes of
individual character” which relates to people wathveak will, to have unnatural passions or
to be dishonest. Lastly Goffman (1963) refers tabydl stigma of race, nation, and religion”
or stigma relating to race, nation or religion agmbership of a discredited social group.

Goffman’s (1963) definition of stigma as a “disdtet) attribute” has provided focus
and insight to stigma as an individual attribute, other words, a relatively static
characteristic. However, there is another anglenfrehich Goffman’s concept of stigma can
be understood. Link and Phellan (2001) and Parker Aggleton (2003) postulate that
Goffman’s work also involves social aspects of mtigisation, which can be devaluing to
relationships rather than being a fixed attriblter example, Goffman (1963) pointed out
that individual attributes can be stigmatisingte associates of such an individual, a process
referred to as secondary stigmatisation (Angerme@ehulze and Dietrich, 2003).

According to Link and Phelan (2001) stigma can éygasated into three mechanisms.
Firstly stigma can occur at a person-to-personljeeéerred to as direct discrimination. This
includes activities that devalue, reject, exclude btame the other person. Structural
discrimination is a second mechanism whereby sootaitexts enforce stigma without
person-to-person actions. An example would be a&eplaf social interaction where the

occupants are believed to be HIV positive, whicforre stigma without person-to-person



actions. The third mechanism is self-stigmatisatianprocess that operates through the
stigmatised person. This mechanism indicates ttigmatised persons apply labels to
themselves, that they believe in these labels, tartefore live accordinglyThis kind of
stigma people apply to themselves is also knowmtasnal stigma (POLICY Project et al.,
2003b).

Internal stigma is distinguished from external risigg otherwise referred to as enacted
stigma. External stigma (enacted stigma) referthéoactual experience of discrimination.
This may include, amongst others, experiencing atocsolation, social inequality,
oppression, categorising, anger, and exclusioerdat stigma relates to the felt or imagined
stigma. This is the shame linked with a discredgsienomenon, such as HIV and AIDS, and
the fear of being discriminated against. The lattéien causes reluctance to disclose.
Activities associated with external stigma as idett by POLICY Project et al. (2003b)
include: avoidance, rejection, moral judgment, dlmgness to invest in persons living with
HIV and AIDS and abuse. Internal stigma may be ehass a coping mechanism to protect
oneself from enacted stigma (POLICY Project et20003b). Distinguishing between internal
and external stigma is necessary as it allows u®ftain from merely defining stigma in
terms of discrimination. In other words, accordingDeacon et al. (2005) it is important to
be mindful that stigma may occur without the preseof discrimination. This occurs through
the process of internalised stigma, whereby theqremay experience stigma based on his or
her personal beliefs about a specific attributey theay possess, whether enacted upon by
society or not.

Herek et al. (1998) defines HIV-related stigma ascalinting and discrediting
behaviour directed at people perceived to have &t¥XIDS and the individuals, groups, and
communities with which they are associated. Thigind®n has been selected as it
incorporates the multiple stigma expressions from iadividual as well as a social
perspective. On a social or community level stigind discrimination are processes that can
be reinforcing of power relations, devaluing thetimised individual or group (Holzemer &
Uys, 2004). This is because stigma creates difétereand social hierarchy which in turn
legitimizes and perpetuates social inequality (Par&Aggleton, 2003). Some groups
therefore feel devalued whereas others feel supéhimugh the acts of discrimination.
According to Parker and Aggleton (2003) stigma heréfore ultimately linked to the
workings of social inequalityLink and Phellan’s (2001) model is in agreementhis as it

describes stigma in terms of status loss.



Deacon et al. (2005), however, is of the view thak and Phellan’s (2001) model
fails to illustrate the similarities of diseasegstia in relation to other forms of prejudice.
Describing stigma as a multi-dimensional concepicg@eed differently from different
contexts, cultures and individuals, Deacon et 2006) is of the opinion that it cannot be
assumed that one definition represents stigma paréicular community or context. It is
therefore necessary to seek a broader explanafidrow stigma is brought about, why
stigmatisation is a practice for some and not tbers, and how the same social context can
be characterised by different forms of stigma fdfedent diseases (Deacon et al., 2005).
Similar to Parker and Aggleton (2003) it is suggdghat stigma is instead a complex social
process linked to competition for power and tieo iexisting social mechanisms of exclusion
and dominance. However, according to Deacon ef2805), the functions and effects of
stigmatisation need to be explained without onlffimieg stigmatisation in terms of
discrimination. In conjunction with this there imaed to understand the role of the individual
in stigmatisation without resorting to defininggstia as a problem of individual ignorance.
An informed understanding of issues relating tgmatitisation and discrimination, in relation
to HIV and AIDS therefore requires the incorporatiof social exclusion as well as the
individual processes of these individuals or groufg$e social understanding of
stigmatisation can particularly be helpful when erstianding stigma within the context of
the developing world. Throughout much of the depelg world, for example, bonds and
allegiances to family, village, neighbourhood andchmunity make it obvious that stigma and
discrimination, when and where they appear, areakand cultural phenomena linked to the
actions of whole groups of people, and are not dmyconsequences of individual behaviour
(UNAIDS, 2000). According to Parker and Aggletor0Q3) and Deacon et al. (2005),
understanding the social context of stigmatisatod its likely consequences for affected
individuals and communities can help develop betieasures for combating and reducing
the effects of stigmatisation in relation to diseas

Factors contributing to HIV-related stigma

Considerable research has been contributed to dheept of HIV-related stigma
(Holzemer & Uys, 2004; Visser et al., 2008), foample research conducted by Herek et al.
(2002) whereby the prevalence of HIV-related stigwas monitored in the United States
from 1991 to 1999. At the time of this research HBmained a significantly stigmatised

condition despite measures to decrease this pheramme



The International Centre for Research on Women YIGR2005) identified various
factors contributing to HIV-related stigma. Thislmde the fact that HIV and AIDS is life-
threatening and therefore people have a fear fomwo of the primary modes of HIV
infection are through unprotected sexual activiesl intravenous drug use, behaviours
which are already stigmatised by many societieses€hbehaviours are viewed as the
responsibility of the individual and therefore pepwith HIV and AIDS are perceived to be
responsible for contracting the condition. Peopltedted with HIV are therefore often
blamed for their condition and many people belithat better moral decisions are associated
with staying HIV negative (ICRW, 2005). In some isties the infection is associated with
minority groups or group behaviour, for examplemiosexuality (Deacon, et al., 2005). HIV
is a progressive, incurable, degenerative, anaaftsfiguring condition. It is also thought to
be highly contagious and a threat to the commuatitiarge. The former two manifestations
relate stigma as an exercise of power, but stigamaatso be a response to fear or risk of a
disease that is incurable and potentially fatalotimer words, people with HIV are perceived
to be a danger to society (ICRW, 2005). The aboweifestations of HIV correspond with
Goffman’s categorisations of stigma types.

HIV-related stigma has its own unique qualitiesiiBer and Mfecane, 2004), but
possess a “double deviance”, Green and Sobo (280)frequently goes together with other
stigmas associated with race, gender, homosexudhiyg use, promiscuity etc. This relates
to a previous discussion regarding the social m®ad stigmatisation. Due to its social
nature stigma not only affects the individual wkccarrying the virus but also increases the
exclusion of already stigmatised groups (HolzemeU§s, 2004). Consequently certain
communities or cultural groups perceived to be maffected by HIV experiences more
discriminatory acts (Skinner & Mfecane, 200Examples would be of a black gay HIV-
positive man, or a physically handicapped HIV-gesitwvoman. Each of these would feel
stigma in all areas of difference from the normthvaach point of stigma isolating them from
different sectors of their community.

The social nature of stigma can also create ardiite@ation by which stigma is
experienced. In other words, the manifestation experience of stigma may vary from
different cultures, race groups or between gen¢ieodzemer & Uys, 2004). The degree to
which a person with HIV or AIDS actually feels stigtised may also depend on individual
differences. This means that members from the samep, that is people from the same race
or culture, may experience certain discriminatot{saas more derogatory than others. For

example, research has demonstrated that womenfettemore stigmatised than men as they
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experience more isolation from their communitiesl agjection from their families. It has
also been found that persons with HIV experienceenstigma than individuals with cancer
(Fife and Wright, 2000). The following section is axploration of the manifestations of
HIV-related stigma in different contexts.

Manifestations of HIV-related stigma

Research has proven that an HIV infection, of witlehacquisition is prominently
associated with sexual and drug-usbehaviours, is capable of provoking intense, value-
laden reactiongrom society (Centre for Disease Control [CDC], @0QICRW], 2005).
According to a 2000 study conducted among 564 loreggnts in the United States, 40.2% of
participants responded that HIV transmission cawicur through sharing a glass, and 41.1%
responded that it could occur from being coughedngezed on by an HIV-infected person.
Other responses included that persons who acqé®& through sex or drug use have
gotten what they deserve (18,7 %). ApproximateBo2H those who were misinformed gave
stigmatising responses, compared with approximdté® who were informed (CDC, 2000).
Evidence from a multi-country study by the ICRW @3) conducted from 2001-2004 in
Ethiopia, Tanzania, Vietham and Zambia shows th&t-tdlated stigma is still a great
concern in African countries. In Ethiopia, TanzaN&tnam and Zambia, people commonly
expressed the fear that HIV could be transmittedudph ordinary, daily interactions with
people living with HIV or AIDS, and that no exchang@f body fluids was needed for
transmission to occur (ICRW, 2005).

According to Deacon et al. (2005) in many Southidsin societies people living with
HIV and AIDS are seen as shameful. In some cas&é dtid AIDS may be linked to
'‘perversion' and those infected will be punishedggon et al., 2005). Sometimes, HIV and
AIDS are believed to bring shame upon the familycommunity, and whilst negative
responses to HIV and AIDS unfortunately widely éxtbey often feed upon and reinforce
dominant ideas of good and bad with respect toasekillness, and proper and improper
behaviour. Six factors as features of stigma hasenbidentified according this study by
Holzemer, et al. (2007) conducted over three ph&ses 2003-2006. Data were collected
from five African countries namely Lesotho, MalaBiputh Africa, Swaziland and Tanzania.
The six factors include verbal abuse, negative-@iteptions, healthcare neglect, social
isolation, and fear of contagion and workplacemstg Levels of negative self-perception

proved to be the highest of all factors.

11



The manifestation of stigma has left visible tratkshe history of HIV and AIDS in
South Africa. A well known case is the case of Glgamini who was murdered in 1998 for
disclosing her HIV positive status in public (Ni@dus, 1999 in Skinner and Mfecane,
2004). The Treatment Action Campaign (2000) alseudwented the murder of Mpho
Mtloung together with her mother by her husbando wien also committed suicide after he
learned about his wife’s HIV positive status. Ferthore Sapa (2002) in Skinner and
Mfecane (2004) also reported cases whereby HIVtpeschildren could not register into
schools. In addition to the above many other wabhwn cases have been covered by the
mass media.

POLICY Project et al. (2003a) conducted a fieldwstldy to obtain a wide range of
experiences of HIV- related stigma. The study imedl 182 participants who participated in
23 focus groups and 11 in-depth interviews acrass provinces of South Africa. This study
revealed that HIV positive people experience thestnstigmas at the workplace, with their
families and from the health services. They alamébthat the stigma is highly differentiated
by gender. The following paragraph will be an explon of these HIV-related
manifestations.

HIV-related stigma and the workplace

HIV and AIDS is a workplace issue because it affeebrkers and the families,
enterprises and communities which depend on thekplare. In conjunction with the
dependence of HIV positive people on their emplptee workplace has a vital role to play
in the wider struggle to control the epidemic. €mmiational Labour Organisation [ILO],
2005). However, workplace HIV and AIDS preventiomdatreatment initiatives are more
welcomed by employers in developed countries. Mois have been directed at HIV
prevention, education and condom promotion, somve ka&en expanded to include care and
treatment. (Pulerwitz, 2004). HIV and AIDS stignmmwever, presents major challenges to
the successful implementation of workplace HIV &iBS programmes (Pulerwitz, 2004).
Employees may experience HIV-related stigma froheagues and supervisors. Almost a

quarter of employees reported a fear of being fifgtey had AIDS (Pulewitz, 2004).

HIV-related stigma and the family
The HIV and AIDS pandemic have elicited both negatnd positive responses from
families and communities (POLICY Project et al.,028). HIV positive disclosure has

caused some families to get together with othepstpstructures (for e.g., employers) to
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offer support and care and sometimes to find a mé&amnthe access of Antiretroviral (ARV)
drugs (Brown, Macintyre and Tuljillo, 2002). Howeyeccording to Policy Project et al.
(2003a) disclosure evokes stigma, which resulta meluctance to seek such support from
family members.

The family system is a very important source ofpsup and care giving for HIV
positive people (POLICY Project et al., 2003bjsltherefore important to enquire into social
exclusion beginning in the family as often it exderio the community. This often results in
inhabited communication in the family, hence thigst interfered with possibilities of
disclosure which in turn inhabits possible care anpport from family members (POLICY
Project et al., 2003a).

HIV-related stigma, gender differentiation and s&Exarientation

Gender is a major mediating factor toward the impddHIV-related stigma, and its
impacts is experienced more by women than by m@LIBY Project et al., 2003a). Social
constructions of sexuality and sexual promiscutyNAIDS, 2002) is a major influence on
the impact of gender discrimination on HIV-relatsiigma. International researchers have
proven that females and homosexual males are nikely lto experience discriminatory
treatment in comparison to heterosexual males (K&888). The attachment of gender
discrimination to HIV stigma has led to women beirigmed for spreading the epidemic
(Skinner & Mfecane, 2004).

The prevalence of sexual behaviour among homosexgal in South Africa is
currently unknown due to the focus on heterosekealviour as it is the primary mode of
HIV infection. Consequently there is also littlea@ness of formal documentation regarding
the stigmatisation and discrimination of homosexuales in South Africa (Cloete, Simbayi,
Kalichman, Strebel & Henda, 2008). A study was d¢fme conducted by Cloete et al.,
(2008) to examine the stigma and discriminationeeigmces of men who have sex with men
(MSM) living with HIV and AIDS in South Africa. Tisi was done by collecting anonymous
venue-based surveys from 92 HIV-positive men wheehaex with men and 330 HIV
positive men who only reported sex with women (MSWW)e results revealed a high level of
internalised stigma among all HIV positive men whbok part in the survey, with 56% of
men reporting that they concealed their HIV stdtosn others. Furthermore HIV-positive
MSM reported experiencing greater social isolagma discrimination resulting from being
HIV-positive, including loss of housing or employmtedue to their HIV status. However

these differences were not significant.
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HIV-related stigma and the health sector

Research have revealed the extent to which peoplst@matised and discriminated
against by health care systems. Some studies leaealed the reality of non-attendance of
hospital staff to patients, HIV testing without sent, lack of confidentiality and denial of
hospital facilities and medicines (Duffy, 2005; Ma@003).

Holzemer and Uys (2004) indicate that researchrtgygpon the conditions of the
health care workers who have to care for HIV pesitindividuals can be a contributing
factor to stigma among doctors and nurses. Workigditions and the lack of protective
equipment results in a fear of exposure to HIV. theo frustrating factor is the lack of
medicine for treating HIV and AIDS patients. A syucbnducted by Unger,Welz and Haran
(2002) as cited in Holzemer and Uys (2004) studledworkload and job satisfaction of 200
nurses working in a rural KwaZulu-Natal hospitdlwlas reported that between 1995 and
2000, nursing staff increased by 10% (from 62088)6However the annual absenteeism of
staff increased by 310%. Working conditions arottidd and AIDS therefore had a major

impact on nurses’ job satisfaction and absenteeism.

The effects of HIV-related stigma

The extraction of the above-mentioned literaturdidates the extensive nature of
stigma against people with HIV and AIDS. From tiisan be seen that HIV-related stigma
can significantly impact on those infected as wadl those affected by an HIV positive
diagnosis. Research conducted regarding the opdtip between HIV-related stigma and
the health care sector for example, also reveahtpact HIV related stigma may have on the
pandemic itself. The acknowledgment of these matdfmns of HIV-related stigma is
important for the eradication of the stigma. Onehsstrategy would be the visibility of the
pandemic as one of the major impacts of discrinonaagainst people infected with HIV is
the suppression of the pandemic, forcing individuaho are infected or have anything
associated with the virus into hiding. (Skinner &dane, 2004).

It has been reported that the fear of discrimimabéien overpowers the fear for the
disease itself (Lie & Biswalo, 1994). Hence therfefdiscrimination also impacts on the
diagnosis and treatment as due to such fear pelepdg diagnosis, which in turn also delays
treatment and exposure to guidance regarding #hierdifestyle (Lie & Biswalo, 1994). The
stigma associated with an HIV diagnosis perpetudiiesassociation of HIV to death, hence

members of society perceives avoidance of a pa@sgiasitive diagnosis as a more
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comforting option. As previously indicated in thehapter fear of discrimination results in
reluctance of disclosure to friends and family, réfiere the fear of discrimination also
restricts access to care and treatment to thoseamh@ware of their HIV positive status
(Brown, Macintyre and Tuljillo, 2002).

As previously indicated stigma can get internalisethe self-perception and sense of
identity of an individual, referred to as interiséigma. Internalised stigma can impact on the
individual's perceptions of him or herself and canrfluence interaction with society.
Examples of the impact of internalised stigma o& $bIf evaluation have particularly been
identified among the homosexual population and emdgr differentiation. For example,
research among homosexual men found that the immeekperienced by homosexual men
due to an HIV-positive diagnosis fed into their senof self, causing them to feel
compromised and to blame themselves for their sindlsaacs, 1993). Similar results were
found with a sample of HIV positive women. The irapaf HIV-related stigma on self
evaluation, incorporating identity formation of imdluals who are HIV positive is the
primary focus of this research paper and will thenee be discussed in more detail in the

following section.

CONCEPTUALISING SELF-ESTEEM

William James played an influential role in the el®pment of self-esteem, although he often
did not refer to self-esteem but rather "to his awgard" (Katz, 1998). He described self-
esteem as a judgmental rating of the self, selttwathen one has high self-esteem and self-
degrading or self-hate when one has low self-estdeis a ratio—the James equation—
success divided by pretensions (Mruk, 2006, p. Aapther influential figure to the notion of
self-esteem is Morris Rosenberg (1965¢lf-esteem has been described by Rosenberg as the
favourable or unfavourable attitude toward the $Blbsenberg, 1965). He contends that
every individual has attitudes towards a multitedebjects in the world, and one of these
objects, probably the most important, is the atgttoward the self. It involves the extent to
which a person values, approves of or likes hirhenself. This favourable or unfavourable
attitude toward oneself has been termed the stdéss According to Mruk (2006) self-
esteem encompasses both beliefs and emotion andpgn specifically to a particular
dimension, for example the belief that you are adgperson or feeling proud of yourself
(Mruk, 2006). Furthermore it can be related to peadity constructs (e.g., shyness),
behavioural (e.g., task performance), cognitivg.(eattributional bias), and clinical concepts

(e.g., anxiety and depression).
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Often an association is made between the selftesteel the self-concept. However,
clear distinctions can be drawn between self-commemnd self-esteem (Bhatti, Derzotes,
Kim and Specht, 1989, Roland & Foxx, 2003). Lan@®99) contends that to esteem is to
evaluate and therefore self-esteem relates todahee\an individual places in him or herself.
According to Bhatti et al., (1989) the latter rektto the concept individuals hold of
themselves as physical, social and spiritual beilmgether words, the self-concept relates to
the way in which individuals define themselvesessence one can say that the way in which
an individual evaluates him or herself (which reféo the individual's self-esteem) is
typically based on certain aspects of the self-ephdRoland and Foxx, 2003). In this
formulation, self-esteem is the dimension of selfi@ept, which addresses whether one
accepts, respects, and considers oneself worthfRd&and and Foxx, 2003). An individual
with clear, definite and consistent ideas about dirherself will therefore possess of a high
self-concept and low self-esteem will be the resiila confused self-concept (Baumeister,
1999).

Self-esteem is believed to play an integral rolthenunderstanding of normal and
abnormal behaviour (Roland and Foxx, 2003; Van Zynje & Payze, 2006). This
association of self-esteem to mental health asdetself-esteem is related to positive
mental health. It is believed that higher levelseif-esteem can be associated with variables
such as internal control, autonomy and high egetfan. Conversely, it is suggested that
lower levels of self-esteem can be associated matfative outcomes, including certain
mental disorders (Roland and Foxx, 2003). In addito mental iliness, low self esteem is a
vulnerability that has also been linked to physitaéss (Jonsson, 2006). Jones et al. (1984)
draws a distinction between physical conditions &ma known and those that are unknown to
the possessor. They refer to these as ‘marks’eointtlividual. Examples such as skin
disorders can leave a person confused resultitftgeim seeking professional assistance in
trying to alleviate themselves of these symptomfrimation regarding this condition
therefore becomes known to the person. Howevee thier some conditions people find too
degrading to talk about to others. One such candig HIV and AIDS. Information
regarding such conditions therefore remains unknoktY can therefore be considered as
an unknown condition. The presence of the ‘marksufght about by the condition can result
in the person paying particular attention to thelnover a period of time resulting in an
integrated network of thoughts, feelings and exatemts with respect to the mark. As
individuals accumulate self knowledge pertaininghiir ‘mark’ they can develop feelings of

personal responsibility and may begin to attachenwaitue to their own perceptions of the
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‘mark’ when constructing the self concept. In thiscess they may value their own
perceptions more than that of others (Jones et@84) as they do not feel free to seek
guidance regarding their condition. With regardsitd and AIDS, research (POLICY
Project, 2003a) have shown that people who arepdiitive often develop internalised
stigma due to personal beliefs around the diagnBsisple who are HIV positive may
therefore base their self concept on the interngdns of being HIV positive. On the
contrary, individuals who can turn the experientelkv-related stigma into a positive
experience may be able to build their self conaepelation to their physical well-being
based on these positive evaluations.

Roberts et al., (2001) contend that low self-esteambe a risk factor for conditions
such as depression and the possibility of suidi@rovement of self-esteem can therefore
be a valuable tool in addressing problems suchepsedsion and suicide brought about by
the daily demands society brings (Van Zyl, et 2006). Van Zyl et al. (2006) reflect on the
contributing factors to the development of a low-esteem.One of the factors highlighted
by them is family background. Labelling can alsoveeas a contributing factor to a low self-
esteem, examples include being named in derogatayg or being referred to as not good
enough. They have found that contributing factarshe development of low self-esteem
(discrimination) tend to form the core of the negatiabels people tend to associate with
their diminished self-esteem. People who experigheeabove-mentioned factors tend to

linger on these negative labels and associate thiéseheir self-esteem.

Types of self esteem

Exploration of the literature indicated that distions can be made between global
and specific, personal and social, and trait aatk stelf esteem (Jonsson, 2006; Luhtanen &
Crocker, 1992; Rubin & Hewstone, 1998). Trait atadesself esteem will be discussed
briefly. Personal and social self esteem can betirwith the individual and social process of

stigma and will therefore comprise a more detadiedboration.

Trait and state self esteem

Self esteem can be divided into two separate coementrait and state self esteem (Jonsson,
2006; Rubin and Hewstone, 1998). Traits are peeckio be dispositional forces that cause
individuals to have consistent experiences regpltithem carrying the past into the present
and across the diverse circumstances (Jonsson). 204t self esteem can therefore be

described as “the product of self-evaluations nade a relatively long period of time”
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(Rubin & Hewstone, 1998, pp 42). State self esteedescribed as a temporary
psychological condition and the product of selflgsia taking place in the here-and-now
(Jonsson, 2006 & Rubin and Hewstone, 1998). THeesedem may therefore be a stable trait
or brought about as a result of a process of selfyais that is continuously updating self-
perceptions based on recent experiences.

Drawing a distinction between trait and state essteem when attempting to
understand the self esteem of people living with/ Eihd AIDS can be important for various
reasons. State self esteem can be important inrstadeing brief experiences of
discrimination as a result of different stageshef HIV condition the person may go through.
In other words, a person’s experience of HIV-reladggma may be different when he or she
is in stage one of the condition in relation to wine or she is in stage four, which can result
in such person changing previous self attitudesdas more recent experiences of HIV-
related stigma. Understanding the concept of selftesteem can be important for being
mindful of traits an individual may have acquiréddugh his or her upbringing. These traits
may influence his or her resiliency when analyshmgself. By being mindful of such traits
one would be reminded that different individuals experience similar HIV-related
experiences differently, which in turn can meart geoples self esteem can be affected

differently by these experiences as well.

Personal and social self esteem

Traditionally issues of self and identity have beenceptualized at the level of the personal
self. The personal self is mainly concerned withcpsses among individuals, in terms of
how reflected appraisals from others contributthtomanner in which a person defines the
self (Ellemers, Spears & Doosje, 2002). Social ssiéem on the other hand refers to the
shared image a person holds of him or herselflatiom to the social group he or she
associates him or herself with (Rubin & Hewstor#?98). These concepts will now be
discussed in more detail referring to examples edates to HIV-related stigma. Personal
self esteem will particularly be discussed in ielato social cognitive theory as postulated
by Bandura (1986 & 1989). Social self esteem diective self esteem will be based on
Luhtanen and Crocker’s (1992) proposed four-dinradimodel of collective identity.

Self-esteem as a personal identity
Bandura (1986, 198%elieves that the capability of reflective-self solousness is a

unigue human trait that enables people to analysie €xperiences. People however do not
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only gain knowledge themselves through reflectioh dso through self-evaluation. People
monitor their ideas through this self evaluatioat an them, judge the results and change
them accordingly. Bandura refers to this procesdf“@flective capability”. Self reflective
capability operates similar to Rogers’ (1951) notad self-esteem which argues that acting
on misjudgments of personal evaluation can prodaterse consequences or inaccurate
evaluation of one’s functional value.

Social Cognitive theory is considered appropriaie dnderstanding the impact of
HIV-related stigma on the self-esteem becausesdbetief that the manner in which people
interpret the result of their behaviour informs amdifies their environments and the
personal factors they possess, which in turn infana alter subsequent behaviour (Bandura,
1989). The notion of reciprocal causation as wekelf reflection in relation to the influence
it might have on a person’s life path form parttieé social cognitive theory and will be
discussed in following paragraphs of this section.

Social Cognitive theory challenges the notions thahan behaviour is based on one-
sided determinism, whereby behaviour is depictedeasg shaped and controlled either by
environmental influences or by internal disposiéidBandura, 1986 & 1989). According to
Social Cognitive Theory behaviour, cognition anchest personal factors as well as
environmental influences all operate as interactieterminants that influence each other
concurrently. Bandura (1989) refers to this procassreciprocal causation. Reciprocal
causation of personality factors and behaviournsiralicator of the relationship between
thought, affect and action. (Bandura , 1986 & 19&®ople’s thoughts, beliefs and feelings
affect their behaviour. These behaviours will haeetain external effects which then get
reciprocated and partly determine thought and ematireactions (Bandura, 1989). If the
notion of reciprocal causation is to be appliedHty positive people’s experience of HIV-
related stigma it would mean that the thoughts #&melings evoked from stigmatic
experiences may have an impact on these peopleavimeir. The external effects brought
about by this behaviour can in turn impact on tiledughts and feelings. In other words, the
person has a part in the reactions received fraiegoas external effects can be traced back
to his or her own interpretations and feelingshef discrimination experienced.

The relation between environmental influences aasgnal factors express social
influences that activate emotional reactions thhougodelling, instruction and social
persuasion. Physical characteristics for example, agjze, race, sex and physical
attractiveness also evoke different reactions femmiety in comparison to what is said and

done. Similarly, socially conferred roles and stadlso generate different social reactions. A
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person’s social environment can therefore be peedwbed by his or her social status and
observable characteristid®fore they even have to say or do anything (Bandi®86 &
1989). For example, the status assigned to HIVtipespeople by a particular community
can determine their social status and based oth&wey of reciprocal causation may in turn
influence his or her thoughts and feelings. Théective identity (which will be discussed in
the following section of this chapter) of peopleing with HIV and AIDS can therefore
impact on their thoughts and behaviours. A holiggitection of the social cognitive theory as
postulated by Bandura in relation to the stigmexiperiences and discrimination experienced
by people living with HIV and AIDS demonstratestthbaople living with HIV and AIDS can
be directly involved in the behaviour received freotiety. However society’s preconceived
ideas about them equally impact their status.

Accurate appraisal of one’s own capabilities is yvémportant for effective
functioning. Bandura (1989) refers to this procassself reflection. Accurate information
regarding a person’s own capabilities provides fthendation for human motivation and
personal wellbeing. In other words people needel@be in themselves in order to persevere
in the face of difficulties (Pajares, 2002). Adultho have to deal with many demands such
as marital relationships, careers and parenthaovdeXample may find many aspects of life
stressful and depressing (Bandura, 1986 & 1989disaussed in the previous section of this
chapter people living with HIV and AIDS experienpeoblems such as these referred to
above due to the stigma associated with their ¢crmmdand are therefore likely to experience
life stressful and depressing as indicated aboeeoAling to Bandura (1989) people who do
not believe in their personal abilities undermiheit ability in the efforts they take up to deal

with these challenges.

Variation of life events that occur progressivatypacts on the course of a person’s
life (Bandura 1986 & 1989). These life events aagiude social experiences determined by
age, occurrences in the physical environment ological occurrences. Other life events
such as iliness, divorce and career changes etcato influence the direction an individual's
life takes. Bandura (1986 & 1989) postulates that ability to alternate course of life is
dependant on self beliefs of efficacy. According@meenwald and Banaji (1995), theories
regarding social behaviour such as what has besmusied above describe social behaviour
as being under conscious contidbwever, considerable recent literature suggesdt tthe
influence of past experience on a person’s judge¢mietihhe self can also operate in a fashion

that the individual does not have introspective rawass of (Greenwald and Banaji, 1995).
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Thus, the effect of internal evaluation on a pels@ocial behaviour may not always be
based on conscious thought, but can rather be topgi@ an implicit, unconscious fashion.

This phenomenon is referred to as implicit socagration. Taking this into consideration it

would therefore be difficult for a person to exevntrol over his or her course of life as he or
she would not be aware of the operating mechanisah influences the self's beliefs of

efficacy.

Self belief is therefore dependent on a consideréhiel of social support. In order
for a person to overcome the stresses his or feepéth takes, he or she requires social
support to give meaning and worth to what theyBiandura , 1986 & 1989). According to
Bandura (1986 & 1989) the cognitive process by whieople decide how to interpret
phenomena, is determined by symbols (verbal/ nobale Cognitive factors greatly
influence the observations of environmental evahis manner in which they are interpreted,
their effects, the emotional impact it might havel daow this information will be organised
for future use (Bandura 1986 & 1989).

The above illustration of Bandura’s social cogrtitheory is a depiction of the
autonomy that is associated with the self. In Westeltures, the values of independence and
autonomy are undeniable. The following will provide illustration of people’s evaluation
with regards to their identification with the sdaj@oups to which they belong, which may be
more applicable to less Western cultures in Sodtit#

Self-esteem as a collective/social identity
Collective identities refer to people’s evaluatiook and identification with the

various social groups to which they belong. Théective identities are grounded on aspects
such as demographic factors and personal sociabniet. For example, most people identify
themselves as members of a certain nationalitye, rgender, religion, social class, marital
status, sexual orientation, and occupation (Katmel & Kwon, 2002). However although
membership to a social group is necessary, it tssafficient to hold a collective identity.
According to Katz, et al., (2002) there is a widwiation in terms of the manner in which
members of a social group identify with the grolipe diversity in culture as well as the
socio political history of South Africa is a cleeaxample of this. One cannot assume that all
South Africans hold similar norms and beliefs abloeihg South African. At the same time,
it is unclear precisely what types of thoughts, exignces, and behaviours constitute

collective identification with a group, for examplene woman who is HIV positive may
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experience the HIV diagnosis differently to anothaesed on her experiences. Based on the
above, the social identity of people who are HI\sigwe can be influenced by their socially
constructed identities, for example their identisya woman or a man or their identity as a
homosexual or heterosexual man or woman. As destrib the previous section of this
chapter the stigma associated with HIV often rasuit people who are HIV positive to
isolate themselves from society and therefore basesocial identity on their HIV status.

Luhtanen and Crocker (1992) proposed a four-dinoeasi model of collective
identity referred to as collective self-esteem (E3Examples utilised to better explain each
dimension will be based on the belief of people wh®HIV positive that their social identity
and therefore CSE is based on their HIV statuse firet dimension of their model refers to a
person’s perception regarding how he or she funstas a member of his or her social group.
This type is called Membership CSE. An example Wdgé a student’s perception regarding
his or her function within that social group, foraenple the belief of the person who is HIV
positive that his or her status can impact hiserrgotential to pass a degree. The second is
private CSE, which involves a person’s private eatbn of the social group. For example,
the belief of the person who is HIV positive abaliat it means to be HIV positive. The
third involves the extent to which a person’s badi that the social group is valued by
others, referred to as Public CSE. For examplep¢iief of the person who is HIV positive
about society’s perception of people with this diegjs. The fourth is identity CSE, which
involves the extent to which group membership ipantant to a person’s individual self-
concept. This would involve the extent to which thdividual with HIV will allow the
diagnosis to determine his or her value in the. dédfre it is important to be cautious in
conveying that people who are HIV positive shouttndnstrate pride in their diagnosis, but
rather that he or she should not devalue theirigé@SE or the CSE they possessed prior to
their HIV diagnosis.

The notion of a collective self-esteem can be ipomted with Bandura’s Social
Cognitive Theory. The two-way influence between débur and environment indicates
behaviour modifies environmental conditions throulgiily interactions and is in turn altered
by the very condition it creates. The involvemehth® environment can serve as social or
collective influence. Social cognitive theory asssnthat values and behaviour patterns arise
from diverse sources of influence, as Bandura (188%8eves, in an interactional theory that
treats human development and human evaluation @educt of both internal and social
influences. According to Pajares (2002) naturaivdigs that people engage in with success

or failure influence future decisions. Bandura (@P%ypothesize that behaviour can be
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predicted by beliefs of capabilities rather thae #ctual capabilities. This provides an
explanation for why people’s behaviours are somegimot similar to their actual capabilities
and the behaviour for one person may be differenahother though they possess the same
potential (Pajares, 2002). For example, two grastuathose capabilities are the same but the
one is HIV positive and the other HIV negative. Tdme who is HIV positive often evaluates
himself as less worthy and therefore avoids intevacwith society and therefore does not
attend class. The HIV negative person who has lagtemding class regularly is therefore
more likely achieve to higher grades than the Hb&ifive person though their capabilities
are similar. Similarly, someone with a more confileelf evaluative nature, but with less
skill may achieve better than the person with lesl§ belief. The evaluative strengths an
individual possesses influence the courses of mdliey pursue. Thus, unless someone feels
confident about the outcome of a particular agtjvéuch activity will be avoided (Pajares,
2002).

HIV-RELATED STIGMA AND SELF-ESTEEM

According to Goffman (1963), when individuals be@stigmatised later in life they
have been socialised regarding what it means tandrenal and what it means to be
stigmatised long before seeing themselves as dgficAs these individuals have developed a
specific social identity, it is therefore possitiat individuals with HIV have internalised the
stereotypes associated with their illness througbiadisation prior to contracting HIV
themselves.

A response to stigmatisation involves the need twdify the self-esteem. For

stigmatised individuals, the reactions and evatutireceived from others may have very
negative effects, which may lead to difficulty ionstructing and maintaining a stable self-
concept and consequently the self-esteem (Jonak, €6984). These negative evaluations
may cause the stigmatised individual to evaluate/linerself as different from others and
therefore perceive interaction with others as aihation (Jones et al., 1984).
Research suggest that females are more vulneraltieetconstruction of a negative self-
esteem (Jones et al., 1984). This might be thdtresgirls being under more scrutiny from a
very young age in comparison to young boys. Formgte, girls may have greater concerns
about their weight (Jones et al., 1984) and complywith gender specific roles (Stangor,
2000). What can be deduced from this is that the aigwhich stigmatising was first

experienced has an impact on the severity of selluation. The earlier in development an
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individual has been faced with reactions from aihéwe to certain deficiencies; the more
self-conscious that individual will be during lastages in life (Ramsden, 2001).

Emotions can have detrimental effects on the deweémt of an individual's self-
esteem. Low self-esteem is self-reinforcing (Lang®09) and negative behaviour generates
negative responses, which in turn may create @heet within an individual to approach
others. The lack of this experience may interfeith ¥he development of interpersonal skills
(Jones et al., 1984 ). The inability to interacthmathers will consequently be prevalent and
rejection will continue. This conception relategtie Rogerian notion of conditional positive
regard (Rogers, 1951). ‘Conditional positive regdéalds that an individuals’ acceptance is
dependant on appropriate behaviour by that indalidéiRogers describes fulfilment of
prescribed conditions as conditions of worth (Reg#&f51).

Previous sections of this literature review provaapport for the significance of the
role stigma potentially plays in the quality of hbacare and the quality of life of people
living with and affected by HIV and AIDS. A centrafgument regarding the impact of
stigma has been formulated around the perceptibmsdividuals and the consequences of
these perceptions on social interactions (Link Bhelan, 2001). However, it is important
when understanding the notion of HIV-related stigmthin a context such as South Africa
influenced by social interaction (UNAIDS, 2000) atso integrate HIV-related stigma as a
social experience with the individual experience pastulated by Parker and Aggleton
(2003).

An HIV or AIDS diagnosis to a group membership nirapact personal evaluations
of the self due to the devalued nature of being kBsitive. This also applies to people
affected by an HIV diagnosis such as the family mers of the HIV positive person.
Individuals who are HIV positive’s vulnerability fmersonal devaluation is due the possibility
of members of devalued groups internalising negasitereotypes about themselves on the
basis of their group membership, for example HIdgtiosis (Katz et al.,, 2002). Being
devalued simply on the basis of being HIV positikegardless of personal self evaluation,
could impact emotional well-being. Members of dereal groups are treated differently by
others on the basis of their group membership, taatefore may be socialised to develop
attitudes and behaviours that are of a devaluitigrea

CONCLUSION
A review of the literature demonstrated the alagrimpact HIV and AIDS has on the

world, but in particular South Africa. This indieat the need for intervention against the
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spread of HIV and AIDS as well as alleviating thefering of those who are already
infected. Particular reference has been made tsuffering due to HIV-related stigma by
providing an understanding of what HIV-related stayentails and the manner in which it
manifests itself in the South African context. Eoqpttion of the literature has shown that
stigma negatively affects self-perception, emotiomeall-being, social interaction and life

chances. It is also assumed that individuals wieb $egmatised will also experience low
self-esteem and limited personal control. Goffmgt$63) work has been acknowledged in
terms of providing an understanding of stigma. fmbled for acknowledging the social nature
of stigma as postulated by Parker and Aggleton3p8@as also been reflected upon.

One way in which stigma impacts on individuals witsociety is by affecting the
self-esteem. The self-esteem was depicted by pgrayian account of what is perceived as
personal identity as well as self-esteem and thleative identity. This is in keeping with the
acknowledgment of stigma as a social process. €s¢dem as a personal identity was
primarily informed by Albert Bandura’s concept akcgal cognition, whereas self-esteem as a
collective identity was primarily informed by Lulm@an and Crocker’s (1992) proposed four-
dimensional model of collective identity referramds collective self-esteem (CSE). These

provided insight to the explanation of the impaicstigma on the self-esteem.
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CHAPTER 3: METHODOLOGY

The aim of the research is to investigate theioglahip between HIV-related stigma
and the self-esteem of individuals who are HIV pwsias perceived by psychologists in
their work in the field of HIV and AIDS. This und#anding was sought by means of an
explorative approach, using semi-structured ineavgi and an analysis of the themes
emerging from these interviews. A primary goaltotstudy is to provide direction for future
research as well as providing new insights to actoglatively under researched within the
South African context. The creativity and flexibyli accommodated for within the
exploratory research approach allows for investigat into relatively unknown areas of
research (Durrheim, 2006) and was therefore coresiddhe most appropriate approach for

this study.

RESEARCH QUESTIONS

One primary question gave direction to the invesdtan: “What are psychologists’
perceptions of the self-esteem of clients who dké ppositive that have been exposed to HIV-
related stigma?” From this question , as the rebgarogressed three supplementary questions
emerged from exploration of participants’ mostesaiarguments. The first question was: What
are psychologists’ perceptions of the construatibtne self-esteem of the individual with HIV?
From this the question “How do you think the sedfeem of HIV positive individuals can be
impacted by HIV-related stigma?” emerged. The thind final question was: “What were
psychologists’ recommendations for the improvenuermireservation of the self-esteem of people

who are HIV positive”.

RESEARCH DESIGN

This research employed an open, flexible and indei@pproach in an attempt to look
for new insights into the self-esteem of individualho are HIV positive. The proposed study
can therefore be classified as a qualitative, eapboy design (Durrheim, 2006). The primary
focus of this research was to explore each paatntip individual perceptions and
experiences with individuals who are HIV positiverelation to the topic being researched,
which is further suited to the qualitative desifggegman, 1997).

These methods are in keeping with exploratory datalysis as creativity and
flexibility is an advantage of this type of resdamesign (Neuman, 1997). The researcher

viewed data through the eyes of the interviewesrethy guarding against interpreting data in
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a biased manner. In so doing the researcher keppan mind to information that might be

contradictory to the research topic.

RESEARCHER REFLEXITIVITY

Researcher reflexivity is a process whereby theareser actively acknowledges that
his or her actions and decisions are likely to iotpae meaning and context of the data under
investigation (Horsburgh, 2003 as in Lietz, Langied Furman, 2006 & Kleinsasser, 2000).
The researcher has a particular interest to tie dieHIV and AIDS which has been
informed by various professional and personal éepees. Researcher reflexivity enabled
the researcher to be cogniscant of the ways intwinéc beliefs, experiences and identity
intersected with or differed from that of the peiiant. As a beginning researcher this was a
challenging task and therefore required from heetoain mindful of such distinctions or
similarities. Therefore instead of claiming complebjectivity the researcher made her own
personal and professional positions explicit. Theffection occurred through individual
thought as well as dialogue with her supervisor #tknowledged the researcher’s own
experience and perspectives.

Through reflection on her exposure to HIV and AIDS researcher realises that over
the years it has become easier to engage withofiie. fThe researcher’s first encounter with
the challenges and discourses around HIV and AID&S vive years ago when she
volunteered at the Love Life Call Centre as a teteypc counselor or “Helping Buddy”. This
was followed by training in HIV and AIDS preventidor the purpose of training first year
students during their orientation programme. Tre=aecher then also majored in HIV and
AIDS counselling during her Honours training in 20@vhereby she needed to complete a six
month practicum component at a HIV and AIDS couglesnselling clinic. This experience
further provided her the opportunity to work as KV and AIDS Coordinator at the
Department of Correctional Services for six monthrming students and clients about the
concerns of HIV infection has helped the researtthdretter understand facts about the Hl
virus. This has also guided the researcher to dpvalphilosophy that an HIV diagnosis is
not a death sentence. This knowledge in turn infted the manner in which the researcher
could understand certain terminologies used by ghdicipants. It also influenced the
researcher’s attitude toward an HIV diagnosis ashb&tieves that such a diagnosis should not
allow the infected or affected to give up on théeptial to life. This attitude could have come

across in the manner questions were asked of tiieipants.
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The researcher brought to the interview basic selling skills acquired through her
experience as a Masters’ counselling psychologdestu This allowed the researcher to
engage with participants’ on a one-to-one basisclviould facilitate the exploration of
participants’ authentic experiences and feelingsapeng a very sensitive topic. Furthermore
the experience as a Masters’ Psychology studeowedl participants comfort regarding
speech pertaining to confidential information agythwere assured of the researcher’s
commitment to keeping their details as well asdéils of their clients confidential.

The above process of researcher reflexivity creptesical evidence of the researcher’s

personal and theoretical tracks, evidencing theaehers learning process.

SELECTION OF PARTICIPANTS

Participants were recruited by means of non-prditghpurposive sampling.
The sampling procedure was guided by specific dmrdi or selection eligibility. The sample was
selected from a specialised target population &&nred by the purposive sampling procedure
(Neuman, 1997). Selection eligibility was basedtwn fundamental selection criteria. The first
requirement was that participants needed to befeuaapsychologists as per the requirements of
the Health Professions Council of South Africa (FBAJ. Secondly, these participants were
required to have at least two years experienceiwithe field of HIV and AIDS. Purposive
sampling therefore ensures that selected partitspamre particularly informative and can provide
meaningful information with which to address thee@rch questions (Richie & Lewis, 2003). The
sample represented varied ethnic backgrounds frben Johannesburg region. Participants
consisted of eight psychologists working in privptactice with a current or previous client base
of individuals who are HIV positive. These includédfemales and 3 males. Participants were
interviewed based on knowledge obtained from HIgifiee clients within their private practices
as well as other HIV and AIDS endeavours. In orieensure the plausibility of qualitative
research, participants descriptions are providéabe

Participant 1 is an African female university leetuof two years standing, lecturing in the
department of psychology of a leading Johannesbnigersity. Her focus is on health psychology
in general, but she has worked on developing HI¥ AIDS material, such as training manuals,
training of trainers on HIV and AIDS, and she hasealin-depth research in the field of HIV and
AIDS. She has approximately ten years experiendesdrield of HIV and AIDS.

Participant 2 also is an African female psychologisprivate practice, consulting with
clients on a broad range of issues, including Hi¥€r clients include individuals, groups, families

etc. She has been in private practice for approeind 0 years. Prior to that she worked for the
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Department of Health and did a period in the capoisector as well. Specifically to HIV she
worked with HIV pregnant mothers in the maternatdvaf one of the hospitals in the Gauteng
region and now consults with individuals who aréeated and affected by HIV in her private
practice.

Participant 3 is a Caucasian male psychologist Wwhe been in private practice for
approximately six years. He primarily specialises addictions, but also consults with HIV
infected or affected individuals in his private giee. With regards to HIV he was previously
involved in working with HIV infected children in ehildren’s home in one of Johannesburg’s
townships , and also spent a year working on an bidiged programme which also primarily
involved working with individuals who were HIV pdisie, specifically focusing on issues of
bereavement.

Participant 4 is a Caucasian female psychologist Wwhs been in private practice for
approximately eight years. She specialises in eygglavellbeing work as well as psychometric
assessments. She consults with people who are bBiditiye in her capacity as psychologist and
her clientele primarily comprises of Afrikaner, hosexual males. She has, however, also
consulted with females who are affected by HIV.

Participant 5 is an Afrikaner female psychologigtonhas been in private practice for
approximately six years. Previously she lectured aniversity for approximately thirteen years.
She consulted with individuals infected and affdctey HIV in her private practice. These
particularly involved clients who consulted for pbes counselling.

Participant 6 at time of the interview was a psyebg lecturer, but also runs a private
practice. She is an African female psychologisttiegards to HIV and AIDS she was running a
Home Based Care project two years ago whereby shsutted with individuals who are HIV
positive as well conducted HIV-related training.dddition she was also involved in Home based
visits for individuals infected or affected by Hlahd the coordination of HIV-related support
groups.

Participant 7 was an African male lecturer at omghe Johannesburg universities. In
addition he also worked for a non-profit organisatiproviding HIV-related counselling for
individuals infected or affected by HIV. The scoplehis practice particularly involved children
who have been orphaned by HIV and AIDS, domestikers who are referred by their employers
and Human Resource Managers who seek guidancedmegatheir employees who are HIV

positive. In addition he has also conducted extenssearch in the field of HIV and AIDS.
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Participant 8 was an African male psychologisprivate practice consulting for various
organisations offering psychological services raggifrom individual counselling, trauma

debriefing, HIV and AIDS counselling and EmployeeMeing Programme Services.

THE SEMI-STRUCTURED INTERVIEW

As discussed in previous chapters, the concepelbesteem is well researched as
this constitutes an important factor to the memihlth and behaviour of any individual
(Jonsson, 2006). This has however not been thefoasedividuals who are infected with
HIV (Friedman, 1993). Research focusing on the-assiéem of people predominantly
revolves around the self-esteem of homosexualdntpact of gender differentiation and the
self-esteem (Katz, 2002), the relationship betweenoupational dynamics and the self-
esteem, but very little about the relationship leetw HIV and the self-esteem of people
living with HIV and AIDS. Furthermore literatureahdo mention the relationship between
an HIV diagnosis and the self-esteem implement tpaéine investigations. A qualitative
investigation into the relationship between HIVated stigma and the self-esteem of
individuals who are HIV positive is therefore aatalely unknown area of research. The
employment of an exploratory, semi structured wgav allows for investigation in unknown
areas of research and was therefore regarded @asappicable as the researcher attempts to
search for new insights into this phenomenon (Daimh 2006 & Terre Blanche, Durrheim &
Kelly, 2006).

In-depth, semi-structured interviews were useddm @n understanding of the self-
esteem of individuals who are HIV positive in redat to the HIV-related stigma they
experience which allowed for the spontaneous iotema between the researcher and
participants. The flexibility afforded by explorayoand open ended interviews allowed for
the structure of the interviews to change as thenirews progressed, which resulted in high
guality responses, characterised by depth of ptorep elicited from the interviewees
(Neuman, 1997).

HIV-related stigma elicits different responses frdmse who engage with it. Similar
to the literature, participants of this study topreessed various opinions regarding the impact
of such stigma to the self-esteem of individualowine HIV positive. The flexibility of the
semi-structured interview allowed the researchertbe for more specific answers in order
to obtain a deeper understanding of participanestgptions of HIV-related stigma to the

lives of individuals who are HIV positive. The inteews therefore often were explorations in
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which the participant and the researcher were ljoirgngaged, which resembled
conversations rather than standardised interviews.

THE PROCEDURE

Potential participants were contacted telephonicdlhe researcher informed participants
of the research to be conducted as well as theregments for participation to the study. After the
participants indicated an interest to participate the study as well as meeting the study
requirements, an appointment for further discusbietween the participant and the researcher was
set up. At the onset of the meeting the participaas provided with an information sheet
(Participant Information Sheet, Appendix Il), prdwig the participant with the rationale and aims
of the research. After the researcher ensured tti@tparticipant thoroughly understood the
objective of the research and his or her ethicgits pertaining to the research, the participarg wa
presented with the Participant Consent Form (Appeht). Only once the participant agreed to
participate in the study by signing the Particip@onhsent Form was the interview conducted.

The participant was also informed that the intesvieould be audio recorded, for which a
Participant Consent for Audio Recording Form (ApgignlV) was required to be signed.
Following the participant signing consent for audtoording, interviews were audio recorded. The
researcher administered the interview herself. Idisions were guided by thirteen open ended
questions and interviews lasted approximately 480taninutes. The interview schedule has been
attached as Appendix V.

The first interview was transcribed and sent foiiee by the researcher’s supervisor. This
was done in order for the researcher’s supervisaddntify potential problems with the research
procedure. The researcher therefore initiated ésearch process with a pilot study. Through the
review of this pilot study the researcher’s supswialluded her to the utilisation of her
counselling skills during the interview process,istthallowed for the establishment of better

rapport with future participants.

DATA ANALYSIS

Thematic content analysis was employed to analyselata. This method was considered
most appropriate to the nature of this study aalldwed the researcher to interpret the social
reality of HIV-related stigma from participants penal and individual perspectives but still being
mindful of the explicit rules and procedures ofrttadic content analysis. As previously indicated

the researcher has found that the concept of sedkm in relation to HIV and AIDS has not been
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explored in great depth, specifically within the uBo African context. The expansive view
provided by thematic content analysis (Braun & K#ar2006) allowed for the detailed extraction
of information provided from the interviews withetipsychologists.

The interviewer elicited data from the tape reaayd through the transcriptions of the one-
to-one interviews. Transcriptions were transcribextbatim (word for word) which guarded
against losing information that may later becomegnificant. One participant preferred
communicating in Afrikaans. This interview was saribed directly from Afrikaans to English.
The allowance of the participant to communicatehar mother tongue allowed for the free
expression of information which in turn contributedhe richness of the data obtained.

Analysing the data by means of thematic contentlyaisa guided the researcher to
condense raw data (such as beliefs regarding Hitew stigma, the development of the self-
esteem, attitudes regarding social status and g¢kelabment of the self-esteem of the individual
who is HIV positive) into categories or themes lbhgm valid inferences and interpretation
(Golding, 1999). The analysing process was inididig identifying different units of analysis and
allocating it into different categories, otherwrsderred to as the coding process (Golding, 1999 &
Titscher, et al., 2000). These codes were regulatetimatched by the researcher’s supervisor,
hereby ensuring inter-coder reliability (Titscherag, 2000). Following this coding process the
researcher progressed by condensing the generak dotb overall applicable themes. Themes
identified were strongly linked to the data. A gtitative representation of the data in relation to
the specific theme is therefore provided as a meapsoviding for the precise and parsimonious
summary of the findings as well as to ensure thadityuof interpretation and inference (De Sola
Pool, 1959 & Holsti, 1969). The allowance of therteebe primarily informed by the data resulted
in certain themes having little relation to the spiens asked and also did not always relate to the
researcher’s theoretical interests. Themes wergeftire identified by means of an inductive
thematic approach (Braun & Clarke, 2006).

Although the research originally sought to explpsgchologists’ perceptions regarding the
relationship between HIV-related stigma and seié@®, data analysis identified two additional
themes namely; constructing self-esteem in theviddal with HIV, as well as recommendations
for the preservation and improvement of the sel&®s of someone who is HIV positive. As
indicated in the Researcher reflexivity sectiorttoé chapter, Holsti (1969) stipulates objectivity
as a requirement to effective content analysiss Theans that although the researcher allowed
flexibility and exploration during the process afadysing the data she had to keep in mind the
explicit rules and procedures of content analy§les process guards against the possibility of

formulating themes based on her personal subjectfiections as indicated described and
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outlined in the Researcher Reflexivity section. mlee and sub-themes of the findings were
substantiated by research previously conducted edsas the relevant theory pertaining to the
specific theme. Holsti (1969) refers to this as tiyenerality” of thematic content analysis.
Researcher reflexivity also contributed to the timasthiness of this project. Once the initial
analysis was completed the researcher sent heysemab another researcher, her supervisor to
engage in further dialogue regarding the trustwoesss of the analysis. The observation of two
analysers within a qualitative research projeab a¢dates to triangulation by observation (Lietz et
al., , 2006). Triangulation was an important sggtér establishing the rigor of this qualitative

work as the opposing perspectives allowed for exed understanding of the data.

ETHICAL CONSIDERATIONS

Conducting research in the field of HIV and AIDShaglicit sensitive information as well
as implicate the participants of the study in nwuasrways. This is especially true for the
participants of this study as talking about theegignces of their clients required from them to
discuss highly confidential information. These edisvarious ethical issues which needed to be
addressed before the interviews could be condumteldremained a constant concern throughout
the interviews. The ethical issues that were takanaccount during this research process are set
out below.

Application for ethical clearance from the Univéysof the Witwatersrand was the
initial step in obtaining permission in order toogress with the proposed research. A
clearance certificate was received from the GradGaidies Committee (non-medical) of the
University of the Witwatersrand, (Appendix |) asrpéssion to progress with this research.

This ensured that research procedures were in tkg@@ypth the research requirements of the
university.

Contact with potential participants could only beommenced once the
aforementioned consent had been approved. As seothea above-mentioned clearance
certificate was received potential participantseveontacted telephonically to invite them to
participate in the study and to provide them wigltails concerning the nature, objectives and
process of the research. For those who agreedticipate, an interview time and venue was
agreed upon at the convenience of the agreed ipariis.

Before the start of the interview participants wemovided with a Participant
Information Sheet (Appendix Il) outlining the pug®y procedure and duration of the study.

After the participants indicated a thorough underding of what the study entails they were
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provided with the participant consent form (Appenid), which they were requested to sign.
All forms outlined all ethical considerations angedures.

All but one of the participants was comfortablehatonversing in English. The one
participant who was not entirely comfortable witlkerhEnglish proficiency preferred
communicating in Afrikaans. The researcher allowed this. The researcher therefore
ensured that she used accessible language farélipants.

While participants were asked to speak in detaualtheir confidential case material,
the researcher ensured the participants of theyamonof their clients’ details by omitting
any identifying details from the transcripts andthe final report. The original list of
participants would only be available between trs=aecher and her supervisor. Participants
have also been informed that the public will hageeas to analysed data by means of the
university library.

Participants were informed of the right to refusartigipation or to withdraw
agreement to participate at any time without anplications to this decision. In addition, the
participants could also make any enquiries reggrthe study at any time during the course
of the interview.

Participants were informed that no negative impiwe have been envisioned as a
result of participation to this study. The partaps were also informed that there are no
incentives for participating in this study.

Separate consent for audio recording was requéaggaendix IV). Upon agreement
to have sessions recorded it was requested frotitipants to provide their signatures on
these forms. Tapes and transcriptions were storedsafe and secure place at the home of
the researcher and will be destroyed on successfubpletion of the research report. This

was verbally explained to the participants andudel in the Participant Information Sheet.

CONCLUSION

The overall aim of this research was to establgftipologists’ perceptions on the self esteem
of HIV positive clients who have been exposed t&4lated stigma. This was done by
means of a qualitative exploratory research dedigita was collected through interviewing
eight psychologists who have a minimum of two yeasgperience in working with
individuals who are HIV positive. Interviews werensi-structured and conducted with the
use of open-ended questions. The interviews warestribed and then coded and analysed
according to the methodology of thematic conteratlymis. Ethical considerations were taken

into account at all levels of the research proeesswere discussed with all participants.
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CHAPTER 4: PRESENTATION OF FINDINGS

This chapter provides an analysis of the data ctgltefrom participants. Three main
themes have been identified from these findinges€hnclude participants’ construction of
the self-esteem of people living with HIV and AIDB|V-related factors that contribute to
the self-esteem of people living with HIV and AID&d recommendations for the
development and preservation of the self-esteenpeaiple living with HIV and AIDS.
Participants’ construction of the self-esteem ajpde living with HIV is discussed first. This
theme relays the variation in understanding themaam which HIV-related stigma impacts
on the self-esteem of people living with HIV andDA&. Different factors relating to HIV-
related stigma that may impact the construct ofsiléesteem have been identified and will
be the focus of discussion in the next theme. Revendations regarding the preservation
and development of the self-esteem of individufisceed by HIV-related stigma have been
elicited from discussion in the above-mentionedrtée. This will be the third theme of

discussion.

CONSTRUCTING THE SELF-ESTEEM OF THE INDIVIDUAL WITH  HIV
Participants of this study provided a variatiorp@rspectives to the manner in which
the self-esteem of individuals who are HIV positiseconstructed. This theme involves an
exploration of these accounts in order to constthet self-esteem of people living with
HIV. In achievement of this understanding two sheries have been identified namely:
understanding the relationship between HIV-relagtgma and self-esteem, and the

evolving nature of the self-esteem of people wieoHiV positive.

Understanding the relationship between HIV-relatedstigma and the self-esteem of
individuals who are HIV positive

Exploration of participant responses illustratetthia keeping with the literature
(Roberts, Ciesla, Direnfeld and Hewitt, 2001 & \izyi, Cronje & Payze, 2006), stigma does
have an effect on the self-esteem of people livingy HIV, as it is internalised into these
individual's evaluation of themselves and thus iotpey on such person’s self perceptions
and how they interact in the worl8ix participants acknowledged that HIV- relatedjsia
affect the development of the self-esteem of thividual with HIV. The following two
accounts best describes this:

Oh yes, there is, | think so. We could say thahist stage, HIV is
normalised, it is like a normal condition that pleognow about
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but it still carries a lot of stigma and it is thgrticular stigma that
makes people feel that | am not good enough arnhdeifsociety
thinks that HIV happens to certain people who weo¢ good

enough in terms of their behaviour, then it doefndely effect

the way one evaluates oneself so the blame isdeetefthe
peoples self-esteerfParticipant 1)

| think there is, because people will tell you tha¢ople who have
been HIV positive for quite some time. Even thougky are
seeming to be coping with it, they get moments wihety forget
about it, and some clients will say they get séresitas some of
them are teachers and some at working, when pesiale
discussing HIV, they do not know how to get intmservation, as
they feel that people can see that if | keep quinen people also
suspect if | talk too much, they do not know howeéact, so they
become withdrawn in a way, because that withdrayed still
trying to make sense of how should be, so yourestfem drops
and | have situations where when they start hawvimgortunistic
infections, like shingles or anything that can leers by other
people, you will find that those people will makemments
relating to HIV, “okay, you got this, | hope iti®t something like
..., S0 they find it difficult to defend at that pattlar moment but
it stays with them and they feel oh my goodnessjbmageople are
looking at me and thinking this, and actually | #nd’s this so
their self-esteem does get affected.

(Participant 2)

The above responses reflect the perception HIVtigespeople have of society’s
views of a person who is HIV positive or what peoplith HIV can expect when their HIV
positive diagnosis is made public. The percept®that people perceive them as “not good
enough” and/or “that an HIV positive diagnosis I tresult of irresponsible behaviour”
These negative perceptions and experiences fromtgatue to the HIV positive diagnosis
result in the person who is HIV positive to questibis or her self worth. This is in
accordance with Goffman's (1963) view that both tegative reactions anticipated or
experienced by stigmatised people and their owrrevess of their violation of social norms
by possessing a stigmatising attribute that couteilo negative evaluations of self and a loss
of self-esteem.

Although most participants believed that HIV-rethtetigma does impact the self-
esteem of individuals who are HIV positive, disdarities to the manner in which HIV-
related stigma is experienced by these individhalge been identified. In other words, for
some HIV-related stigma is experienced and perdeivex manner that results in a decrease
in self-esteem, whereas others use the experienpeditively re-evaluate themselves. The

following account by participant 2 demonstrates:thi
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Yes, there is a sense of reflecting, a lot of wtittey on your life
and where you find yourself and it can go two wags|f

reflection, and some become a positive thing, filers not so
positive, it takes them to a dip, they feel thepreat handle life,
they become suicidal, but for others it becomesrese of oh my
goodness, | am lucky | know now | can take carenyf life

differently. (Participant 2)

Variation in the experience of HIV-related stigima phenomenon often neglected in
the literature (Deacon et al., 2005; Visser, Kenshilakin, & Forsyth, 2008). Research
conducted by Visser et al., (2008) is in accordanitk the phenomenon that stigma is not
one all encompassing entity, but depends on treppetive of the infected individual as well
as the non-infected people around them.

The variation in the experience of HIV-related stag results in a variation to the
relationship between HIV-related stigma and thd-esleem of individuals who are HIV
positive. It is argued that experiences resultmgtigma due to an individual's HIV positive
status causes the development of a negative selrasevident in the following statements
by participants 4 and 7.

Really low, because of the stigma attached. Thaewhirikaans
homosexual men, it is virtually nothing.

| think they struggle with that. I think they sdeimmselves as quite
different. Some of them see themselves as victithers have
recognised that this is because of their own belavBut | think
that they see themselves as quite different leadary different
lives and then also quite abnormal within whatuppmose to be
normal in society. Within their own homosexual coomity
they're fine, they're very supportive of each othibere is lots of
social support there. But compared to the larg@ufadion of the
so called normal behaviour, there is just no comsparat all.
(Participant 4)

There are people especially in the initial stagesen | say the
initial stages, just after they have found out ttiety are HIV
positive, after they have received results thaty tlaee HIV
positive. The self-esteem tends to plummet justtie bit. The
person feels terrible about themselV&articipant 7)

However participants 2 and 3 found that some ofirth#lV positive clients
demonstrated an increased self-esteem.

| am just thinking of a young lady that | am seeishe discovered that
she is HIV positive about two weeks ago, she caene And told me that
she has made a decision to re-evaluate her lifeammivmade a decision,
that one: she is going to change her home, she alempping and

changed the colours of her bedroom and all of that, she bought a
bigger fridge as she has decided to eat healthynaads to store all the
stuff in the fridge and in that case it is a pesitivay of re-evaluating

one’s life, take care of one’s self and be positibeut life.
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(Participant 2)

There are lots of things that influence discloséwed it was very
interesting that he found himself at the point vehke wished to
disclose to his family that he is HIV positive. Atftht in fact that
it had become a matter of pride, so there wastangsting twist to
watch something that can get someone down by tonbec
something that he really wanted to do. And themjuanough it
drove him to go publicly, and I mean publicly inetlbigger
scheme of things and do something quite overt atfmuHIV. It
lingers to the positive living kinda stuffPérticipant 3)

Participants arguing that HIV-related stigma resudt the decrease of self-esteem of
individuals with HIV attribute the decrease dirgdt the feeling of diminished self worth as
a result of prejudice following on the stigma asstd with HIV. However, some
participants reflected on the turning point theasignces associated with their HIV diagnosis
has brought in the lives of some of their cliersich turning points include engaging in
activities such as making alterations to their irdrate environment or the need to share their
life experiences with other people.

It appears that individuals who are HIV positive affected by the stigma associated
with HIV, but on variant levels based on aspectghsas personal experiences or
achievements over time. While the literature sutgpthre assertion that success in relation to
individual capability and social status accounts delf-esteem (Buckley & Carter, 2005;
Greenwald & Banaji, 1995 & Katz, Joiner & Kwon, Z)0participants’ accounts indicate
that it is important to keep in mind that for sothe stigma associated with an HIV diagnosis
is likely to cause a decrease in self evaluatiart,dthers do experience the diagnosis as a
revelation in their lives and therefore presentenaluable self evaluating characteristics.

The above accounts of the variations in the impaéilV-related stigma to the self-
esteem of individuals who are HIV positive highlighthe importance of the cognitive
processes to the perception of HIV-related stigmdifferent individuals (Bandura, 1997).
The importance of cognition to the developmentadf-esteem among individuals affected or
infected by the stigma associated with HIV is higiled. As Bandura (1986 and 1989)
postulate that through self evaluation a persorerdenhes his or her circumstances and
thoughts determines self evaluation. In other worttgough cognitive restructuring
individuals’ interpretation of their circumstancean change when their thoughts change.
According to Bandura (1986 & 1989) the cognitivegass by which people decide how to
interpret phenomena, is determined by symbols &letbnon-verbal). Cognitive factors

greatly influence the observations of environmemants, the manner in which they are

38



interpreted, their effects, the emotional impaa arotivation power it might have and how
this information will be organised for future u®afdura 1986 & 1989).

Throughout this theme it has been highlighted thatstigmatic experience of people
living with HIV can be influenced by multiple comts and multiple processes. Certain
individuals or groups therefore experience HIV4iethstigma different from others. These
individuals or groups can also experience indivicag well as contextual changes within
themselves, for example, a change in environmegistionships, as well as age. Such
changes in turn can result in a change in how geapth HIV experience HIV-related
stigma. These individual changes can lead to aulion in the construct of self-esteefne
following sub-theme provides a more detailed actatfirparticipants’ construct of the self-
esteem of individuals who are HIV positive, par#y the evolving nature of these

constructs.

The evolving nature of the self-esteem of the inddual with HIV

As noted in the previous paragraph, according ® dktracted data HIV-related
stigma does impact the self-esteem of individuath WIV. However, personal or contextual
factors may cause certain forms of stigma to begieed differently at different times. From
the analysis it is understood that a descriptiothefself-esteem of the individual with HIV
has an evolving nature depending on contextuauwistances, individual characteristics,
environmental influences and social circumstanPesticipants’ views regarding the manner
in which the self-esteem of the individual with H&¥ianges will be highlighted in this sub-
theme. Five of the participants shared this vievecdkding the following two quotes
extracted from interviews with participants 2, &)even though HIV-related stigma is likely
to have a negative effect on the self-esteem ofsehmmfected, perceptions of the
discrimination experienced may be influenced bytdex such as personal development,
levels of support or stage of the disease.

| would not say there is a specific profile becatiseepends on the
individual and depends on how, where the persoat i their
lives at that particular time when they get the si@nd most of the
time, you find the self-esteem will naturally takelip, because the
person feels a sense of loss, they feel that peapiesee that they
are HIV positive, there is a sense of feeling unimytable with
oneself and a sense of wanting to give up on otiedams, what
one believes in and how one defines themselv@Ratticipant 2)

Varied depending on factors such as stage of geade, levels of

support etc. Generally low, especially for thoseovexperiences
rejection after disclosuréParticipant 8)
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Factors such as personal development, levels giosupr stage of the disease that
may have an influence on the perceived discrimbimasis expressed above may also impact
on the development of the self-esteem (Katz, 199&ysonal factors impacting on the
manner in which HIV-related stigma is experienceayrtherefore result in changes to the
self-esteem. The self-esteem of individuals withvHlan therefore be characterised as
evolving in nature This was supported by participant 1, who highkeghthat in addition to
the phase or context in a person’s life factorshsas age, the social environment and
relationships with peers too may play an integos to the development of the self-esteem
of individuals who are HIV positive. Participantffdrther added that this is the case because
these factors impacts on the self-esteem of moseplpewhether the person has been

diagnosed with HIV or not.

| am trying to say there is no way | can say thadpgbe with HIV

have a negative self-esteem or people with HIV haygositive

self-esteem, it depends on a number of things,

Well, | guess it depends because of self-estedfresteem is not
static, it changes, it changes depending on yger & changes
depending on your environment, it changes, youoeygur kind

of self-esteem when you with peers, you've got yself-esteem
when you are with your friends and | would imagihat this

would be the same for HIV positive people, you wbhéve your
self-esteem with HIV positive people, so that caultlience your
self-esteem and it depends on how you felt aboutsgif before
you knew about your HIV statiParticipant 1).

This was supported by participant 3 and 7. Paditif8 found that the manner in which one
of his clients related to his HIV diagnosis was sistent with his phase of life. According
participant 7 the initial diagnosis of HIV is mdstely to result in feelings of diminished
pride. Adjustment to the diagnosis, however, casultein a change in the individual's
functioning at a later stage. In other words heeadrwith participant 8 that the stage of the
HIV condition the person is in influences his or bealuation of the self. The differentiation

in effect of being in stage one in relation to stdgur may have on the self-esteem can be
due to the level of stigma being different at diéiet stages of the disease as contended by
Alonzo & Reynolds (1995).

| am thinking of somebody who | saw for three yeéts acquired
the HIV, just going into the midlife crisis. So sparked of this
really horrendous midlife crisis and he’'d been dizged about a
year before | started seeing him. And what it selthd done for
him was that it really brought to the fore the sené“what am |

worth?” It drenched up something rather than briggit about.

Where it kind of curled up all the stuff of changeateers around
twenty times, came out of the closet sort of midi#s, so a lot of
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that stuff around self worth, but in that case #svalso linked to
the emotional midlife crisis, which automaticaliwolves the self-
esteen(Participant 3).

| think that when you are in that crisis that yostjfound out that

you are HIV positive, pride would be the last thimg your mind.

But | think pride that can be observed in peopleovene HIV

g;)sitive is at a later stage, after they have aeju@articipant

The self-esteem of all people with HIV thereforemat be placed in one specific

category that is, a category of low or high seteem. It is important to take individual
characteristics as well as contextual factors auosideration when attempting to establish
the relationship between the self-esteem and Hlsted stigma. Examples of contextual
factors that may be different for different peompieh HIV are women who experience
different responses regarding their HIV status 8 plositive individuals who have different
experiences regarding their HIV positive statughatworkplace (which will be discussed in
more detail in following themes). The person whpeaxences more support at home from
her spouse or the person who works in a supponiorlg environment is more likely to have
a more positive self-evaluation due to his or hgpertive context. However, the individual
who experiences the opposite may feel disempowanedconsequently extend this sense of
disempowerment to his or her self evaluation toeaatued internal concept. Beliefs
regarding the ever changing nature of the selfeestare in keeping with literature that
describes self-esteem as a temporary psychologaradition otherwise referred to as state
self-esteem (Rubin & Hewstone, 1998; Jonsson, 2008)s position holds that an

individual’'s self construct is primarily influencdxy the situation at hand.

FACTORS ASSOCIATED WITH HIV-RELATED STIGMA THAT IMP ACT ON
THE SELF-ESTEEM OF PEOPLE WHO ARE HIV POSITIVE

In the previous theme it was concluded that H\&tedl stigma does impact on the
self-esteem of individuals who are HIV positive.this theme the researcher will elicit the
factors associated with HIV-related stigma highieghby the participants that impact on the

self-esteem of individuals who are HIV positive.
Personality Organisation

The sub-theme personality organisation was usedassify personal characteristics

that contribute to the response individuals who HPé positive have toward stigmatising
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experiences from society. Participants considerexsgmality characteristics an important
factor to understanding the self-esteem of peopleo vare HIV positive. Personality
organisation encompass internal resources thatilbotg to a person’s level of resiliency
against internally threatening facets of life. Ither words, participants described an
individual's personality organisatio@s a predetermining factor to the manner in whigh t
person who is HIV positive will respond to the sti@gtising reactions in their surroundings.
McWilliams (1994) postulates that personality origation comprises of two dimensions.
The first involves a person’s individuation or extef pathology and the second relates to his
or her type of character. The participants’ disauss around personality however involved
internal resources contributing to personal resilje It should therefore be noted that this
factor therefore does not relate to the theoretieahning of personality organisation, but
rather participants account of the personalityheirtclients who are HIV positive.
Participants highlighted personality organisatas)an important factor to personal
well-being in any person’s life. The importancetims understanding when investigating the
self-esteem of individuals who are HIV positive waspressed by four of the research

participants, the following two participants’ bestscribed this:

No, no, as | said it depends on the person’s paititgprwhere the
person finds themselves at that particular momeiat \&hat is
going on in their lives, so if the person has beem situation
where things are not going okay, it becomes moaificdlit to be
positive about being HIV positive, so if there ismething a
person is holding on to, so they are able to ugedt an operating
basis, for instance for her things are going welivark, she is
where she wants to be in her career, so | thinkishizer operating
base(Participant 1).

And like any other trauma then, depends on yoursqre
resources. What kind of person are you. Are you tipe of
person whose resiliency is low or are you the lohgerson that
can withstand certain things. So personal resowoesd be quite
critical (Participant 2):

According the above accounts extracted from the d@et individual’s personality
organisation serve as a platform to challenginguonstances, such as social isolation. In
other words an understanding of the personalityamisgtion of people living with HIV can
inform how stigmatising reactions from society miaypact the person’s self evaluation. The
person who has a strong personality organisatiomub differently, has a strong resiliency
level, as quoted by participant 2, might reactdyetv isolation from society and in turn not

allow these situations to result in negative se#fleation. Conversely, the individual who has
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a weak personality organisation may experience séime isolation, but due to a weak
resiliency level, would allow the stigma to creaggative self evaluation.

The above is in accordance with the literature fhmats it is important to have an
understanding of personality as it can be usefuh® understanding of the psychological
welfare of human beings (Lanyon and Goodstein, L982sson (2006) postulates that an
individual's personality organisation can serveaadisposition that can impact on individual
experiences and actions. In other words the sétess of individuals who are HIV can be
predisposed by personality constructs. From thcoaat it can be deduced that the manner
by which an individual evaluates diverse situatisnsh as the stigmatising effects of an HIV
diagnosis can be informed by pre-existing traitshsas his or her personality organisation.

The above is in agreement with research by Rolstred., (2001) who found no
significant relationship between acute life eveaxperienced by HIV positive individuals
and aspects of neuroticism such as low self-estéfethe person has a stable personality
organisation, rather the long term effects of tligicumstances impact more on the feelings
of worth. Longstanding life events, such as uneguaver relations amongst those infected
with HIV in relation to the HIV negative segmenttbe population, however, may impact on
this internal resource base. The vulnerabilityhefse internal resources may in turn influence

the self evaluating abilities of those who are Hbdsitve.

Levels of accessed social support as a determinaftchanges in the self-esteem
Self belief is therefore dependant on a consideréhbiel of social support. In order
for a person to overcome the stresses his or feepéth takes, he or she requires social

support to give meaning and worth to what theyRBendura , 1986 & 1989).

Participants have identified that an HIV positimelividual's reactions to stigma are
not only pre-determined by a specific personalitgamisation but that adequate social
support serves as a strong sustaining factor Bsvioa person’s personality organisation can
uphold an individual who is HIV positive’s self duation. This sub theme therefore serves
as a description of the acceptance and supposgjection (overt or subtle) the person with
HIV experiences and how this relates to the foramabf their self-esteem. The importance
of social support to the formation or maintenantéhe self-esteem was expressed by two
of the respondents that is, participants 1 andi@disated below:

... the kind of social support that they have, wibatappening in
their lives at that particular moment, so if a perstill has a good
relationship, things are looking well at work, tiigpe of things, if
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they still feel a sense of worthiness, a sensestifnging, a sense
of being functiona(Participant 2) .

if a person has pride in themselves, they willl $tdve pride in
themselves even after they test positive and algb & good
support system, with knowing other people who arimd with
HIV and knowing that there are living their lives the fullest, it
sort of changes one and that is why HIV positiveogie
encouraged to join support groups — helps work witiat
internalised stigma because in support groups,ishaethere you
are speak and meet other people who are living Mithand they
share and you realise that you are not alfPaxticipant 1)

The afore-mentioned accounts demonstrate good Issgfport as an important
contributing factor to the individual with HIV faab worthy of him or herself. Lack of
social support may contribute to the individuallifege isolated and distant from his or her
particular community be that the community at chuoc at work, for example. This is in
agreement with the literature that has found thit-kelated stigma directly hurts people
who lose community support due to their HIV infeati (Skinner & Mfecane, 2004).
Furthermore, Chu (1969) indicate that interactiathvsignificant others is an important
factor to the development of peoples’ self evaturats the sense of self is developed based
on the treatment of these significant others. Ftoisit shows that the widespread isolation
people who are HIV positive experience from sigafit others in their communities, can
result in the development of a devalued senseslbf Isased on the devalued responses
received from people perceived to be importanthent (Rankin, Brennan, Schell, Laviva
and Rankin, 2005).

Research by Cloete, Simbayia, Kalichmanb, Strebdl ldenda (2008) regarding
stigma and discrimination experienced by homoseruakes in South Africa have found
that HIV positive homosexual males reported consiole levels of support from their
family and friends. Participants of this study mapecific reference to homosexual males
being among those that experience the most distation from family and friends, which
will be discussed in more detail later in this padéne contradiction between these findings
highlights the importance of being mindful of thespibility that stigmatic experiences may
be different for different individuals or groupss highlighted in theme one of this study.
Hence, it would also be important to be mindful differentiating concerns when
considering the factors associated with HIV-relastigma that may impact on the self-
esteem of people who are HIV positive.

The fact that data of this study was obtained frmsychologists can be seen as an

influencing factor to the differentiation of thesesults to that of Cloete et al., (2008). The
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clients that these psychologists reflected on awstrikely to be those members of society
who have been experiencing diminished social supgwnce their decision to seek
counselling. Social isolation may therefore notthe experience of all homosexual men
who are HIV positive. Furthermore, as will be iratied in one of the following themes,
participants indicated their clients to have highels of internalised stigma. According to
Goffman (1963) internalised stigma symbols contebto identity degrading, resulting in
subsequent devaluing of individuals, thus affectimgir social interactions. Limited social
interaction results in these individuals being esgubto a great deal of social isolation and
alienation. Internalised stigma should thereforedmesidered as an influencing factor to the
experience of social isolation and therefore tlticgon of self-esteem and self efficacy of
individuals living with HIV and AIDS.

The quality of the relationship with family members

A further sub-theme within this theme is the quyabf relationships with family
members. This sub-theme relates to the impactlkada¢amily support brought about by
HIV-related stigma may have on the self-esteemeaipfe living with HIV. There is clear
evidence from participants’ responses that famipésy an important role in providing
support and care for people living with HIV and ADThis is in keeping with research that
has found that in the majority of developing coigstrfamilies are the major source of
support when somebody falls ill (Rankin et al., 20@Clients from five of the interviewed
participants have, however, indicated that famédgponses are not positive and that HIV-
infected members of the family find themselves magsed and discriminated against
within the home. The following accounts from papants 6 and 4 best describe this:

Those who are open about their status they complaih they
don’t find support. You can imagine some of thetpeans, who
should really be the one who should be supportis, if that
person that you feel safe with, in terms of thatspe not being
supportive that creates proble(@articipant 6).

As | have said the majority of clients who | haweeis have not
disclosed to their family. They suspect that iaigo go area, it's
not to be discussed. In fact the one chap got mewelie sick. |
actually said, “don’t you think that it's time thfamily should
know”. He said “the family can find out at the funeral.”
(Participant 4).
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The above account demonstrates that fear of digwiion limits the possibility of
disclosure to family even if they can serve as e sources of support, which can also be
observed from the response from participant 5 below

Most of them want to hide it from the family. Bubae they tell

the family they are actually surprised by the suppmat they get
from the family.

But most of the time they are hiding it from thenfly so if they

are taking medication they do not take it regulablgcause they
are scared. But once they tell the family it is @dtnlike now | can

just be myself and | can share my woriiarticipant 5).

The above account suggests that often HIV positidividuals’ fear of isolation
creates a reluctance to disclose their status whichurn, denies them the possibility of
comfort a family can provide in times of being asised by society. This is in keeping with
the literature which shows that the fear of disamation has been shown to create problems
for disclosure, since disclosure has the commoutimea of rejection, leaving the person
living with HIV alone (Skinner & Mfecane, 2004). aipant 1 is in agreement with this but
adds that ‘family stigma’, that is stigma family mieers of the individual who is HIV
positive experience, is often the cause to stiggatitin experienced by the HIV positive
family member.

Due to the “family stigma” A family member beingadnosed
associated with disappointment. One family membeulds be
disappointed in another family member for beinggdizsed HIV
positive. This in turn results in the HIV positimeember with HIV
developing disappointment within the séRarticipant 1)

The above account by participant 1 demonstrated th@ experience of
disappointment from the family by people living WwitHIV and creates internal
disappointment for that person. Such disappointmerperienced in the form of
discrimination at home can cause the individualhwilV to develop a negative self
evaluation. Excerpts from participants 4, 7 andeBenn agreement to this:

Then | think support would be one of the most altiings when
it comes to someone who is HIV positive self-estesemvives that
initial experience of finding out. If there are pé® who are
interested in you, people who you can talk to, tovigle some
kind of support by just being there helps a (Barticipant 4)

My sense is always, rightly or wrongly so familyasplace that
you can expect love and protection or so when athagresponse
comes from someone who is in the family it tendsé more

painful.

It can be more devastating than from a strangerif ou are

stigmatised by family it is almost will | go to timeif the negative
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response comes from the people whom | have corslderbe a
sanctuaryfParticipant 7).

The impact of stigma from the home and workplacey rha
similar. The stigmatised are often depressed witen lowers
their esteenfParticipant 8).

In response to the prompt: “how does not havingcdbeeness of the family or that
feeling of there is no way that my family will undeand me makes them (individuals who
are HIV positive) feel about themselves, this pgrtnt continued by stating:

Oh, dreadful. You get so much in terms of self-@stevithin the
family that it is a huge loss the fact that theg'tdisclose. At the
moment there is a level of acceptance within tmeilfaof them.
But if they disclose they would lose the little Hiat they've got
and they are not prepared to do tfirticipant 4).

The above accounts are in keeping with literatuteckv states that family has a
fundamental impact on self-esteem. The perceivadevaf the approval of the family can be
so powerful that it allows issues such as sociatess to lose value (Mruk, 2006). In other
words, vulnerability due to stigma the individuatiwHIV experiences within the family can
result in the magnitude of lack of support from tamily to have a stronger weighting than
the perceived stigmatisation from society. Likewise weighting of support from the family
can have a stronger influence on the individuahwitlV’'s sense of self worth, despite
stigmatisation experienced from society. Belowtaeeaccounts by participants 1 and 2:

| think a lot can be attributed to the husband suppyou
understand, so the way she is, the way she céreiself, only the
husband who knows, nobody else knows, you cantsgeshe is
being positive about it, she has that sense ofepatl herself
because she is still, even though the diagnosierg, nothing has
changed in her life, the kind of social support thay have, what
is happening in their lives at that particular momeo if a person
still has a good relationship, things are lookingjlvat work, that
type of things, if they still feel a sense of wandss, a sense of
belonging, a sense of being functio(articipant 2).

Sometimes it does bring families together. It bsipgople closer
and people feel that we've got to support this membf the
family (Participant 1).

From the above discussion it can be said that fasuipport plays an integral role in
the development and perseverance of self-esteemaindividuals who are HIV positive.
The lack of support from family due to HIV-relatetigma and discrimination can therefore

cause the individual with HIV to negatively evali&iim or herself.

Appraisal of capabilities from society
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Appraisal of capabilities is a second sub-themthiwithe sub-theme “Levels of
accessed social support as a determinant of chandgbe self-esteem”. Discussion around
this sub-theme relates to peoples beliefs aboutrthiener in which their capabilities affect
what they choose to do, how much effort they meejlihow long they will persevere in the
face of difficulties, whether they engage in sedbilitating or self encouraging thought
patterns, and the amount of pressure they experientaxing situations. For the purpose of
this study this discussion will primarily focus dhe relationship between belief in
capabilities and engaging in self debilitating etf ncouraging thought patterns. Three
participants’ responses indicated that HIV posifeople’s evaluations of their capabilities
are dependent on the perceived evaluation of otiretghe self’'s comparison with others.

Within in my experience with clients that | haveatiewith, there

is a sense that they have lost something, most tifey have lost
a sense that they are going to live for a very liomg. That is the
major one, but over and above that they have lostral over a
number of issues. Their choices have become airbite. So

compared to people who are HIV negative, people ateoHIV

positive they feel that they have lost certain glsithat are quite
substantial in their lives. But then from time tme in the work

place, it becomes a part of your reality, that sioei overlooked for
a promotion, you are overlooked for some trainind ao on. But
that comparison comes in when the person asks ‘\Waschosen
for this course or this just because | am HIV pesit

(Participant 7).

Everybody thinks, | still want to register for thd¢gree, because
you know | have always wanted to have that. Butpieople who
are HIV positive, its like, why should | registarfthat, | might at
the time that | graduate be sick and dying, salke$ an extra
effort to encourage them to do things that theyagswvanted to
do, otherwise they think there is no point, it & going to benefit
me in life, | will die so people with HIV and espaity in terms of
relationships again compared to people who do nateh
relationshipgParticipant 1)

From the above it can be deduced that the natutieeoHI virus, that is, it being an
incurable condition, cause individuals who are hbdAitive to believe that they cannot make
long term investments. The fate of their physicallseing excludes them from engaging in
long term investments. This is partly due to sgtseperception that people living with HIV
and AIDS possess fewer abilities due to the faat HIV is a degenerative condition. Beliefs
around HIV being degenerative or incurable contelto HIV-related stigma (ICRW, 2005).
The stigma associated with HIV being an incuralbadition cause people who are HIV
positive to believe that they cannot exert contmeér their personal motivation, thought

processes, emotional states and patterns of bealravio
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Participant 8 agreed with the views of participargnd 7 but added that the physical
weakening of the individual with HIV further adds the diminished evaluation they have of
their own capabilities as well as the views thaliety has.

Given the negative connotations associated withdikease, the
general view they have of themselves is that threyd#ferent to
others. This is especially true for those who hbggun wasting
physically as their disease stage deterigf@geticipant 8).

What can be understood from the above is that iddals who are HIV positive may
experience less stigma when people cannot phygightify their condition. Hence, the
more visible the signs and symptoms of the viriig,mhore likely the person is to experience
negative evaluations from society which conseqyealtbws them to feel that society thinks
less of them which in turn results in HIV positimelividuals thinking less of themselves.

Individuals’ comparisons of themselves with otheemmibers of society otherwise
referred to as interpersonal comparisons are tefleappraisals, and social comparisons
(Staples, Shwalbe and Gecas, 1984). The drivingefof these formulations is that, since
human beings’ self-evaluations are dependent in paon the perceived evaluations of
others, and upon comparisons with others, highasaegard should engender positive
appraisals and in turn correlate positively witkf-eeteem. In other words, the more people
think that others think highly of them, the morgHly they are likely to think of themselves
and vice versa. People living with HIV and AIDS ea® devalued evaluations from the
people around them due to the stigma associatdd veiitng HIV positive. Hence society
entitles people living with HIV and AIDS with a dimshed social regard due to negative

appraisals they encounter.

Social Identity

Social identity is that part of an individual's sebncept which derives from his or
her knowledge of his or her membership in a sograup, together with the value and
emotional significance attached to that group mesitp (Tajfel, 1981, p 255 in Katz et al.,
2002). Data collected from two participants suggdkeat identification with a specific social
group such as being gay and ones gender assoc@atimlisposes a person who is HIV
positive to an increased risk to distress assatiatth a devalued self evaluation. This can be
identified from the following response of participa:

Really low, because of the stigma attached. Thaewhirikaans
homosexual men, it is virtually nothing. | am naotesif they have
pride at all. They have reconciled to the fact thay are gay. A
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lot of people know that they are gay. So their alogroups and
some people in the work situation would be awae¢ they are
gay, but none of them have told their family of ithstatus
(Participant 4).

These accounts are in keeping with research coeduatith homosexual men
suggesting that sexual orientation link membershipthese devalued social groups to
emotional well-being (Katz et al, 2002). They pdtestiel that sexual minority status can have
profound effects on the ways in which homosexudividuals feel about themselves. Results
of one study with homosexual HIV positive men swgige that the societal stigma against
homosexual men was associated with lower self atialu (Frable, Wortman, & Joseph,
1997). According to participant 4 the diminishedf-serth homosexual men who are HIV
positive possess is exacerbated by HIV-relatedrstig

Another group of people who are exposed to a hidggnl of HIV-related stigma
experience due to their social identity are wonRerticipant responses suggest that women
are subjected to more stigmatisation than men duke fact that women hold less ascribed
status, power, and access to resources than mefhdocan be identified in the following
account:

Yes women and men do experience stigma of HIV hfidy.
Firstly, because men and women experience almaestyinng
differently in society. Men have a privilege thabhem bad things
happen to them, because we think that they aragstieey should
manage with that. And they grow up with that attéuhat | can
handle anything. | can handle situations like HND&. And they
do, believe you me. | have a feeling that men atteb able to
handle HIV compared to women. It does not destrbgmt
psychologically the way it destroys women. It does affect their
self-esteem the way it affects women'’s self-esteBatause they
have other areas in their lives where they canuoeessful and
compensate for this particular self-esteem. Theyehaccess to
better opportunitie@Participant 1).

From the above accounts HIV can be described asial £ondition. In other words,
whatever has already been constructed in socidtyowérlap with what is happening with
individuals who are HIV positive and consequentigit self-esteem. Although significant
progress toward gender equality have been madetioegrast few decades, women continue
to hold less ascribed status, power, and accegsoarces than men do (Katz et al., 2002). In
other words, the gender inequality and the prepidixpressed against homosexuals makes
individuals with these social identities as wellaasHIV positive status doubly impacted by
the pressures of society which in turn mean thair thelf-esteem can be doubly impacted

upon as well.
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The inability to comply with believed social stardta

The inability to comply with believed social stands is a further sub-theme to the
sub-theme social identity. The term social stansldrdve been used to describe social
challenges or expectations such as the abilityupadhouse, the ideals of obtaining tertiary
qualifications or the prospects of bearing a chddextracted from the data. According to the
data people living with HIV believe that they aneable to meet these standards. According
participants verbalisations people who are HIV fwsis belief in their inability to meet
these social expectations influence the mannerhitiwthey compare themselves to those
members of society that are not HIV positive. Thegntend that aspects such as the
incurability of the HIV condition creates the bélihat long term ideals such as those
mentioned above infringes on their prospects tairatthese goals. These beliefs affect the
manner in which people who live with HIV evaluatemselves. This is in agreement to
Katz's (1998) belief that success at meeting lifetellenges, high esteem related to
achievement, significance in the eyes of othemtu®i(adhering to moral standards), and
competence are important contributes to self estdém following three accounts from the
data are in accordance with this:

| am thinking of somebody who | saw for three yeéis acquired
the HIV, just going into the midlife crisis. So sparked of this
really horrendous midlife crisis and he'd been dizged about a
year before | started seeing him. And what it yehtkd done for
him was that it really brought to the fore the sen§ “what am |

worth?” It drenched up something rather than briggit about.

Where it kind of curled up all the stuff of changeateers around
twenty times, came out of the closet sort of miditts, so a lot of
that stuff around self worth, but in that case #&swalso linked to
the emotional midlife crisis, which automaticaliwolves the self-
esteem(Participant 3)

Because you can never be HIV negative again, takés away
something, with a whole lot of associated realitRsctically, it is

about can you have kids, can you get married. Yelationships,

private life, how is it going to be affected. Saffects a person in
a big way.(Participant 7)

Given the negative connotations associated withdikease, the
general view they have of themselves is that threyd#ferent to

others Participant 08)

According the above people who are HIV positiveiéwa that they do not have the
ability to meet the demands of society due to thélvY status and therefore evaluate
themselves as less worthy to individuals who dohaote a life threatening diagnosis such as

HIV. This is in agreement with Katz’ (1998) argurnhémat success as perceived by society is
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one of the most important aspects to an individusdif-esteem. The belief of people who are
HIV positive regarding their inability to meet sety’'s standards stems from the stigma
associated with HIV being an incurable conditiorhich in turn results in a negative self

evaluation.

The individuals sense of mortality

Participants’ verbalised that the self-esteem dadepof an individual who is HIV
positive is strongly related to risk factors, instiease the risk of dying. HIV-related stigma
therefore causes people who are HIV positive tebelthat they identify with the terminally
ill. Data from two participants’ accounts revealbis association between self-esteem and
the fear of mortality. This is in accordance witle fiterature which reveals that mortality had
become a key factor in the development of HIV-teslestigma (ICRW, 2005). The following
accounts are indicative of this:

The ones | have seen, self-esteem is low. Whatevemation
you give them, there is that thing where they fhey are going to
die (Participant 6).

It's about survival, but you get to that point afy®u have fought
to be able to survive. It is difficult to have anse of pride while
you are struggling to have a sense of being alhgewe said the
news that one is HIV positive almost invariably fronts one with
mortality (Participant 7).

It can therefore be deduced that the feeling ofelegsness in relation to the fear of
death should be taken into consideration when attien to establish the relationship
between the self-esteem and negative externaleinéess such as stigma for individuals who
are HIV positive. This can be substantiated by @takis, Lynch, Everson, Raghunathan,
Salonen & Kaplan (2003), who contend that selferstés considered to be importantly
associated with both psychosocial states as welhgsical health. Others have suggested

that low self-esteem is a core feature of healgumlities (Stamatakis et al., 2003).

Diminished Status
Two additional sub-themes have been identifiedhis $ub-theme namely; diminished

social status and diminished occupational status.
Diminished social status

The above sub-theme relates to participants’ adsandicating that individuals with

HIV take up the role of appraisals assigned to tlemmindicated in the previous theme.

52



According to Buckley and Carter (2005) a persomsifive or negative self-evaluation occur
either through taking up the role of appraisal¢eméd upon them or more directly through
comparison with others. In either case, self-esteetrased upon an interpersonal process
that utilises hierarchically organised and socialgognisable positions as the frame of
reference (Staples et al, 1984). Through the stigasaciated with individuals who are HIV
positive society places them at the bottom of thes®al hierarchies despite any personal
achievements.

| think the prejudices of society. This one patticichap is quite a
senior guy in one of the audit firms. There aretaf people who
are very supportive of him. He is very gay, vemniieine. He has
openly admitted that he is gay. He dresses likayargan. He is
extremely well groomed. He drives a beautiful aad get he gets
huge, huge prejudices from other people withinabepany, the
touch guys. They don’t want him there. And whenHi¥ status
was confirmed he actually felt it necessary torngihagement. He
felt that he should actually be upfront about ihdAthe response
was pathetic. They didn’t want him there, but tleeyld not get
rid of him because he is too damn good. Very iigetit, pleasant
guy. In fact one of the nicest, most interestingntk | have ever
worked with. My sessions with him used to be onetloé
highlights of my week, just because he such aredibte human
being(Participant 4).

You know for some people it kinda means nothingabnse | am
going to die. Or | have heard some people say ithafll all
amount to nothing. Or | remember one client say& that when
| die people will say | was HIV positive, that itillxsort of undo
the sense of achievemdmarticipant 3).

Participants indicated that diminishing reactiorf society such as indicated in the
above excerpts gets internalised by these indilsdw@ssulting in them evaluating themselves
similar to how society does. This is evident in tletuctance to engage with the general
public due to the belief of a negative self worilnis is in accordance with the literature
which states that there is no doubt that interpebkprocesses form an important base for the
self-esteem, and that they are reflected (to soxtent in the relationship between social
prestige and self-esteem (Staples et al., 1984).

Occupational status

The sub-theme occupational status refers to paatitis beliefs that individuals' self-
evaluations arise within such contexts as the weadg therefore the character of
occupational conditions should have predictableseqoences for individuals' self-esteem.
This has been identified in the accounts of thre¢he interviewed participants, namely
participant 1, 4 and 7.
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Because your workplace self-esteem is based onpafwrmance
and your relationship with your colleagues. So duye doing
work to the best of your ability and your bossrigressed with
you, you will feel good about yourself. If thereeaolleagues that
you feel comfortable with, the environment is hoyngbu will
feel good.

But we know that this is not always the case. Bseave know
even those people who work in the health sectey; themselves
carry a lot of stigma. They will stigmatise agaitigtir colleagues
and you will be surprised. | thought they were parso they
should understand or | thought they were doctarghsy should
understand how they can discriminate against tbelleagues.
Now this becomes even more problematic for peogte wave
nothing to do at all with HIV and health and theouygo and
disclose your status to your colleagues and yolkvedrEdgars
and people do not really have the privilege thahaee of reading
about the stuff. So because we are dealing witiplpasho do not
know about the stuff will not be that supportivenlésks in their
own personal lives they have come in contact with Positive
people(Participant 1).

According the above, treatment at the workplace géfected by an HIV positive
diagnosis. Participants highlighted experienceshsas colleagues conversing about the
individual who is HIV positive behind their backpmrecognition of such an individual's
performance by his superiors and being excludenh feertain benefits. Due the impact of
factors such as performance at work and relatigusshith colleagues on the development of
an individual's self-esteem, the experience of dbeve-mentioned factors due to an HIV
positive diagnosis can have a negative effect arh sndividual’s evaluation of the self

(Bagozzi, 1980 & Ardt & Greenberg, 1999). Participd agrees with this:

| think all of them have been stigmatised withie tvorkplace,

which is why they have not disclosed their staftleey might be

known to be gay. It's just by virtue of the faceyhare gay, there
is an assumption that they might be HIV positiveftse stigma is
high. | would say that they have few relationshipe are healthy,
positive and supportive and just accepting of wheyt are.

(Participant 4)

Participant 7 indicated that due to frequent cdnta@r extended periods of time
people develop close relational ties with fellowleagues. Social exclusion from superiors
can therefore have a different effect than the adoexclusion experienced from an
authoritative figure. A reaction of social isolatidue to a colleague’s disclosure of HIV
status can therefore have a similar disappointiifigce as it will have within the family
setting.

There are certain workplaces that try to treatrteenployees as
family. Which has it's own advantages, but alsohdés it's
disadvantages. Because in the same way these @pke fibat are
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close to you, these are people that interact wothgn an ongoing
basis, these are people that will know when younateat work.
These are people that if you are to get sick akywehich is to

raise alarm to the help that you need. So it isoatnlike there is
certain closeness that develops between colleaghesclearly if

you are to experience stigma at the workplace It impact

negatively. Also depending on whether the stigmme® from

your seniors or your peefRarticipant 7)

According the above statements from psychologistganding the experiences of
clients, the hierarchy a person occupies at hisher workplace does not necessarily
determine the frame upon which interpersonal retetiat the workplace are based. In other
words, the social status is not the sole influesfcen individual's self-esteem, equally so for
individuals who are HIV positive. On the contrapgrsonal groups rather than status groups
appear to be more important at times. Accordingetkggeriences of the clients of participant
3 and 4 this is however, the area where people avhoHIV positive suffer mostly at the
workplace. In other words, workplace relations bawe a detrimental effect upon the self-

esteem of someone who is HIV positive.

Internalised stigma

Internal stigma refers to someone with HIV’'s thoisghbout themselves and how
they believe the public perceives someone with F8Wnilar to research by POLICY Project
et al., (2003a) two participants stated that pedipleg with HIV and AIDS may impose
stigmatising beliefs and actions on themselveseriad stigma, otherwise referred to as
personal stigma, relating to experiences of regectir fears of rejection are commonly
reported in the literature (e.g., Campbell, 200da€bn et al., 2005 & POLICY Project et al.,
2003a).

According to participants of this study the impaftHIV-related stigma is often
associated with victims’ internalised notions ofMHIThe impact of HIV-related stigma on
the self-esteem of individuals who are HIV positoee to individual's internalised notions
of HIV and AIDS can be observed in the followingotaccounts:

Some of them see themselves as victims others fepagnised
that this is because of their own behaviour. Bthimk that they
see themselves as quite different leading veryewdfit lives and
then also quite abnormal within what is supposédmormal in
society(Participant 4).

And yes there is internal stigma as well. Stigrnad geople subject
themselves to, not knowing whether people wouldsupyou or
not. People feel bad about having HIV and have thisrnal
stigma. They feel bad about having a deadly vithsy feel bad
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about having had sex, they feel bad about a nurobehings
associated with HIV.

But there are people who feel guilty once they hidid because
they feel | could of done things differently, | sha not of had the
number of partners that | had, | should not of tskeith that person
when | was drunk because that is probably the tifen | ended
up, not using condoms, | ended up getting HIV,tss & matter of
my status plus a number of things | am now feelingm not a
good person, otherwise | could of done things difdy if | was a
good person so that effects your self-esteem aatl rttay feel
negative about iiParticipant 1).

According to the above two accounts from partictpahand 4, individuals who are
HIV positive often devalue themselves when compatiremselves to members of society
in general. This is as a result of their internalidfs around HIV. These beliefs frequently
revolve around these individuals understanding haf tontraction of HIV which gets
associated with individual life style practicesdilnduals who are HIV positive who believe
that an HIV positive diagnosis is associated witbsponsible behaviour are therefore more
likely to develop negative self-evaluations duethe guilt associated with their HIV

infection.

RECOMMENDATIONS FOR INTERVENTIONS AIMED AT REDUCING  HIV-
RELATED STIGMA INFLUENCING THE SELF-ESTEEM OF PEOPL E WHO ARE
HIV POSITIVE

Participants expressed that HIV-related stigma nesna concerning factor to
addressing the impacts of HIV and AIDS in the SoAfitican society. Furthermore six of the
eight participants felt that there is a relatiopshetween HIV-related stigma and the self-
esteem of the individual who is HIV positive. ltetiefore seems obvious that intervention
strategies aimed at addressing the self-esteetmedhtlividual with HIV should involve the
empowerment of individuals who are HIV positivedn attempt to eliminate HIV-related
stigma and discriminatiorData elicited from participants’ expressions regegdthe link
between stigmatising factors and the self-esteenmdi¥iduals who are HIV positive also
indicate that it is important for interventionsaddress stigma in order to deal with the self-
esteem of individuals who are HIV positive. Thefidiflty of the task should not be
underestimated, as has been shown by the pergstéiescrimination based on factors such
as gender and sexual orientation, which also aaldlset discrimination experienced by HIV

positive individuals.
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Participants’ recommendations regarding importatire aspects to be addressed
regarding the self-esteem of individuals who ar¥ Hbsitive are highlighted in this section.
Direct suggestions arising from the interviews wtitle psychologists and recommendations
drawn from the influence of HIV-related stigma dre tself-esteem of people who are HIV

positive will be discussed interchangeably.

Public investment in individuals who are HIV positve

This theme relates to society’s investment in peapho are HIV positive as this
might have an impact on the stigma associated avithllV diagnosis. Likewise individuals
who are HIV positive’s observation of such an irtment may have a positive effect on
negative self evaluations as the investment frogiesp may create a desire for internal
investment.

One way of ensuring positive social exposure oividdals living with HIV can be to
empower HIV positive individuals with the abilitp tonduct workshops regarding HIV and
AIDS themselves. This was a strategy emphasisegaitjcipant 6. According participant 6
providing HIV positive individuals the opportunitp be accountable for their own projects
create an internal feeling of self worth which,tinn, can influence the individual's self-
esteem. A similar project was successfully condiateCambodia under national strategies
and in coordination with local partners, the U.8&dRlent’'s Emergency Plan for AIDS Relief
(PEPFAR, 2006)Training was conducted by professionals which iteted to the HIV
positive individual’s an investment in their prafemal development. Furthermore the HIV
positive individuals would also be provided with a@pportunity to deal with their altruistic
needs whereby they would be provided an opportunitynake a difference in other HIV
positive people’s lives by sharing their persongbeziences with challenges such as the
stigma associated with this condition. Participawtsuld be provided the opportunity to
explore with activities such as poetry, short sttaling, conducting interviews etc. This
would provide them an opportunity to explore anmdifrecognition for their own capabilities.
Public investment in individuals with HIV does nohly have to involve literal public
speaking. It may also involve government’s investie individuals who are HIV positive.
Research regarding Uganda’s success story reveaed of the strategies was the
government’s investment in people living with AID& have a place in parliament. It was
HIV positive women’s inclusion in parliament thatade a significant impact as it

consequently also dealt with the gender differeiotia(Green et al., 2006).
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Participant 1 reflected on a Miss HIV beauty contimat was held in Botswana,
which is an illustration of such public investménindividuals who are HIV positive.

In Botswana they have a beauty contest, they d¢adl rhiss
positive, miss HIV positive, and people who are Hbdsitive
enter that beauty contest and there have beendd oiticisms in
the field of HIV, about whether we should be dothgt, should
we have a beauty contest at a national level #t BIIV positive
Miss Botswana, somewhere else | am trying to think,there are
pockets in the society, we need to do positiveghito bring the
pride back in HIV positive women and men of courvsé| mainly
work with women most of the time and the argumemtthese
initiatives like Miss HIV Botswana, and in

there are messages that these activities are getalithe society
and is it a good thing, is it a positive thing, Milbring you pride,
yes, it will make you feel good about yourself, tthau still
beautiful and pretty and yotan win a contest and win a prize
(Participant 1),

A beauty contest is connotated as a positive ebgnthe people of the public.
Furthermore contestants of a beauty contest aguidrgly observed in a positive light. In
other words, exposure to the public through an emermally perceived positively by society
can draw attention away from the negative conmmtatiassociated with an HIV diagnosis
and refer HIV positive women to positive associasion society. According to participant 1
an event of such nature will instil feelings ofd&iwithin HIV positive women.

However, caution should be drawn to challengesdfdmesuch an intervention. One
of these would be the issue of disclosure as veetha exposure these individuals would be
subjected to. Another important aspect of constderais that ladies who are willing to
expose their status in public in this fashion miiely already have a positive self evaluation.
This intervention therefore might not be the md&aive strategy for ladies who do not
have a positive self evaluation.

Another aspect to consider with respect to thiategy is that such an event might
send out a message that there is pride associatedaw HIV diagnosis, which can be a
contradiction to interventions emphasising HIV metion. The idea therefore serves as a
foundation to the value of public investment in iinduals with HIV, but rather than
displaying such an intervention by means of a bea&ontest, public investment can be
demonstrated through the funding of public speakamgmotivational speaking events
involving individuals who are HIV positive. This wil also allow the investment to involve
both males and females. Such interventions are hke$f to send a message to society that

can serve as a mediating factor to stigma assdciatth HIV positive people. The HIV
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positive individuals would have had personal inmesit to such strategies which can in turn

create a sense of pride regarding their own achienés.

Exploration of the existential issues associated thiHIV and AIDS

The above-mentioned theme relates to the relatipnisbtween mortality and the
stigma associated with HIV and AIDS. The relatiopgbetween stigma associated with the
mortality of an individual who is HIV positive aritie self-esteem was a prominent factor
expressed by participants of this study. The mannewhich HIV positive individuals
devalue themselves due to feeling different fromrést of society in relation to their beliefs
regarding their prospects of death was strongly lersised by participants 3 and 4 who
expressed the need for further research regartim@tistential meaning associated with an
HIV positive diagnosis:

Someone | know did research regarding the meaningld.
Meaning in the existential sense. | think in thessgeof what am |
going to do with this. | suppose in therapy | haeen people get
to the point where, | know | am HIV positive. | kmd am not
going to die tomorrow. Now what? And that is a gpbate to be.
The sense of | am not going to die, now | actuak¥ed to get a
life. And in some way | think that is kind of workound self-
esteem stuff. | suppose it would be valuable tokhabout
building a life or continuing to build a life. Wh&b do with our
world. Should | change careers or whatever it iat ttvould
valuable? Perhaps it would be important to speautbourage,
that this takes courage. of H(Participant 3).

| think the problem lies in the fact that all ofeth are expecting
them to die and they are at various levels of cgntingrips with
that. If you think in terms of Kuebler-Rosses’ tmrement theory.
The young good looking male model guys are in thgea stage.
The successful guy was doing the kind of bargairdegression
stage, where it was “What do | need to do to malsetf well,
What do | have to learn to make myself not die elode was
organising himself to make his life lasts for asgas possible. He
knows what his CD4 count is at what stage of tlesvhe is and
he does not expect to live beyond forty. And whaswnteresting
was he was struggling with whether he should giica What age
should the dog be? Should it be an old dog from SRESA,
because he is going to die quite soon or shoudd & puppy? And
he has actually negotiated with his peer group sbateone who
he trusts would take care of the dog. The dog wasge dilemma
in his life (Participant 4).

The above accounts emphasises the need for reseegeinding HIV positive
individual’s understanding to their condition. Riésurom such research projects can help

inform information delivery to individuals who andlV positive. Providing them with
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information regarding the prospects of their futoam in turn provide individuals with HIV
motivations for long term endeavours. Successfen dreates internal value and therefore
insight into the possibilities of such success waipact on individuals with HIV feelings of

self worth.

Emphasis of treatment strategies

The above mentioned theme has been elicited agiparits indicated that emphasis
on treatment strategies may have an indirect peséffect on the self-esteem of individuals
who are HIV positive. Participants indicated thiaére is a positive relationship between
physical wellness and mental wellness. In otherd&grarticipant transcriptions have shown
a positive association between health behavioutsagrositive self evaluation. Two accounts
are indicative of this as highlighted below:

| think definitely there is a positive associatithrere. The higher
your self-esteem it would also be associated wiserzsse of value
for yourself, self worth you know. You feel thatwyare worthy of
being taken care of, taking care of yourself. Cleanare that it
would have a positive effect on your commitmentaking your

treatmentParticipant 7).

A deduction to be drawn from the above is that emsghon health behaviours (for
example condom use, support group attendance,gtalkie necessary medication and
possibly receiving counselling) would result iniaorease in physical health and contribute
to an increase in mental health, which could im tegsult in a positive self evaluation. The
impact of physical deterioration on the manner imok individuals who are HIV positive
compare themselves to other members of societyewessed in the following account by
participant 8:

Given the negative connotations associated withdikease, the
general view they have of themselves is that theydéferent to
others. This is especially true for those who hbggan wasting
physically as their disease stage deterio(&articipant 8)

It is well documented that the stigma associatetth weople living with HIV and
AIDS are both disrupting the functioning of comnties and complicating prevention and
treatment of HIV (Skinner and Mfecane, 2004). Tbiofving account from participant 1 is
in agreement with this:

And they don’t want to take drugs, because it ifiestthem
as having HIV, even though they have HIV. So thisre
definitely stigma to taking medicatio(Participant 1)
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Therefore encouraging treatment strategies canribaté to the elevation of the
stigma associated with HIV which can in turn impaktthe elevation of a negative self view.
It is however important to be aware of discrimingtiagainst individuals who present
physical symptoms of HIV. The emphasis should tloeeconly be on the positive relation
between adhering to HIV medication regimes. Theatifeness of such interventions is most
likely to have a positive impact on mental welllgpias indicated through the research of

Skinner and Mfecane (2004) which in turn might irctpan components of self evaluation.

Educate and counsel the family as well as the iatemdividual

The above-mentioned theme serves as a sub-therttee temphasis on treatment
strategies but particularly focuses on treatmentmmans of counselling for families in
conjunction with the infected individual. This i3 agreement with research by Mathithi et
al., (2005) indicating a need for alteration in HBounselling strategies. Participant 1
suggested that the families of individuals who HI¥ positive should attend counselling
similar to the person who is infected with HIV. $his because frequently the family
members do not know what an HIV diagnosis entaild merely act on the information
gathered from other stigmatising sources in soci&ych family members then in turn
practice these stigmatising behaviours in their &@®mgainst family members who are HIV
positive due to a lack of knowledge.

Most of the time when the people go and tell tii@milies, they
face discrimination and stigma | personally sayahrot blame
those families because all that they know is whabding talked
about in the society about HIV. They did not gehance to sit in
that consultation and hear from a well informedspective like
you did as the person who is disclosing the statas,go to tell
your 55 year old parents who at the time when tirey up, there
was no HIV, the only time they hear about HIV isenfithey hear
other young people dying in the community and thegr that
they are dying because they have been having iasxowith lots
of different men and women. How to you expect tanyearents to
respond to your own HIV, so we missing the link dese we are
not counselling the family, we are not preparingnthfor the
news, they do not know much and their reaction lisua
immediately is like where did you get from, whad dio to get that
and those kind of questions are the ones that cbom a
perspective that is not informed and people widlrtstvorrying
about you getting sick and again it is r¢Blarticipant 1)

Participant 1 bases the emphasis of the importaiceounselling for family
members on evidence from families who have beerdanselling. These families are less

stigmatising toward their family members which umrt has a positive impact on the self-
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esteem of individuals who are HIV positive belorggin these families. Participant 1 makes
the example of individuals who have received collingefrom church organisations. These

families appear to be less stigmatising to famignmbers who are HIV positive.

Now with families who then go on and attend couirsgland be

open and educated, sometimes in churches they speak it, so

sometimes families will say, | got support from tieirch because
| told my pastor about my child and then my pastplained and
gave me some counselling, so those families widyo&nd they
will not judge because they are not prejudice lamifies will be

hands-off, now the other twist to it is | say somes to people
that we should again look at what was the relatignbetween

this person and their family before the H{YParticipant 1)

Accounts from participant 6 is in agreement to Heshe stated that family members
who have requested from nurses to do home visfisreence less stigma from other family
members which in turn influences the family relaio
And if it is possible we would try and see this qmer. Those
would be the ones we would try and encourage toectmmward.
We try and see these family members together toainy talk
about this.
Yes they would come out and say that they havelpmband we
would ask them if they want to have counsellinge Tiwoblems
would be around bereavement and their relationstus they
would ask if you could come and talk to this perg®articipant
6)

Stronger emphasis on the importance of support fronthe workplace

Participant’s voiced the importance of HIV prograesvat the workplace as a means
of addressing HIV-related stigma at the workplasevell as in society at large. Although
this has received strong attention, participantscated that such programmes are often not
adequately implemented in reality. Adequate impletaigon of workplace programmes to
address HIV-related stigma at the workplace woulskena phenomenal contribution to
combating HIV-related stigma at the workplace. Tihisurn would influence the individual
with HIV’s evaluation of him or herself as positieyaluation at the workplace plays an
important role in the development of a healthy-ssteem. Inadequate implementation of
programmes reducing HIV-related stigma at the wiaridg as expressed by two participants
of this study is in keeping with a study conduddDickinson and Stevens (2005) which
concluded that external drivers — legal requiresiertonomic performance, and social
pressures — have framed corporate responses toaHtV AIDS to a degree, but have

generally been weak. Moreover, they have also faiadl there has been relatively little
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synergy between these external drivers and thenaitedrivers — voluntary regulation,
visibility, and company HIV and AIDS ‘champions’tkat could propel companies into pro-
active, bold responses to HIV and AIDS.

The following account by participant 1 and 6 ilhaseé the belief regarding the
inadequate implementation of HIV programmes atwhekplace and its impact on the self-
esteem of HIV positive employees:

| think that the workplace should be open about. theey should
teach each other how to handle other people. Itdbimk that the
workplace is very open to each other’s strugglé$.tBey need to
maintain the high levels of standards. But | ththiat there are
some workplaces where they teach each other hdwaridle it. It
affects how people relate to each other and theifécts how
people feel about themselvéBarticipant 6)

Because your workplace self-esteem is based onpafwrmance
and your relationship with your colleagues. So duye doing
work to the best of your ability and your bossrigpressed with
you, you will feel good about yourself. If thereearolleagues that
you feel comfortable with, the environment is homgbu will
feel good.

Now disclose your status. If that is an environmghere people
are sensitised to dealing with people who are HRsitve,
because not everybody already knows. | work infikld so most
people in my office would know for example what &he facts
and myths around HIV positive people. So if | hadgb to my
boss, “I've always wanted to tell you something antlanted to
tell you that | tested HIV positive and this is thiwry”. Chances

are in this department I'll get support. Becausés tls a
psychology department, we read about it, we tedutait, we
know.

But that is not always the case. Because we knosnm é¢kiose
people who work in the health sector, they thenesekarry a lot
of stigma. They will stigmatise against their caliees and you
will be surprised. | thought they were nurses seytlshould
understand or | thought they were doctors, so tkhpuld

understand, how can they discriminate against tbelileagues.
Now this becomes even more problematic for peogie wave
nothing to do at all with HIV and health and theouygo and
disclose your status to your colleagues and yowkvedrEdgars
and people do not really have the privilege thahaee of reading
about the stuff. So because we are dealing witiplpasho do not
know about the stuff will not be that supportivenléss in their
own personal lives they have come in contact withl plositive

people.(Participant 1)

Exploring the social constructions of gender roles
Different responses were elicited from participamtgarding gender differences

associated to stigmatising experiences. Two pp#rds’ responses regarding the difference
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between HIV-related stigma experienced by men andhen and how this may cause a
difference in the impact stigma has on the selarst of men and women indicated a
variation in thestandards for masculinity and femininity roles e#ited to women and men.

| think society construct men in certain ways seirtiself-esteem
is likely to take more of a knock if they are bestggmatised or if
it is found that they are HIV positive and they dawt adjusted
properly. Because that affects their standing icietg in some
way or their ability to continue performing masaitly in certain
ways. Society constructs women in certain wayst thakes it
easier for women to disclog¢Rarticipant 7).

According to participant 7 the stigma associateth wilV and AIDS are better dealt
with by women as women do not have the same segctations from society as men do.
In other words, according to participant 7 therstigassociated with HIV is exacerbated for
men due to their inability to conform to societi@Xpectations. This is in agreement to a
study conducted by Cloete, et al., (2008) thatHiN-positive men in South Africa,
irrespective of sexual orientation, experienced saigrable internalised AIDS stigma,
emotional distress and discrimination. The intasagion of society’s expectations from
males may result in a reluctance to disclose fgsliabout the self, which in turn excludes
these males from the possibility of social intima@olce-Lynch et al., 1998). Such
disclosure patterns can inflate men’s self-esteeesgmtations in that an individual who
wishes to present himself in socially desirable svenay be less expressive when disclosing
negative feelings about himself. (Polce-Lynch etE098)

| have a feeling that men are better able to haHiNecompared
to women. It does not destroy them psychologicily way it
destroys women. It does not affect their self-entebe way it
affects women’s self-esteem. Because they haver @tieas in
their lives where they can be successful and cosgierfor this
particular self-esteem. They have access to betiportunities.
(Participant 1)

According the above account from participant 1 woimeelf-esteem are more likely
to be affected by the social constructions of gemdkes associated with an HIV positive
diagnosis. This is because women who are HIV pashiave the added burden of society’s
constructions of their gender. In other words, worhave to bear the social construction
associated with their gender as well as their heséitus.

These variations in opinion regarding the impacthef social construction of gender
roles to the self-esteem of individuals who are Hibdsitive is in keeping with research
conducted by Strebel, et al., (2006) stating fumial constructionist theory recognises that

norms for masculinity, femininity and sexual scsiptary widely across communities.
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Addressing the divergent constructions of gendauldvtherefore have to be an integrate part
of effective HIV and AIDS interventions addressirthe difference in self-esteem
constructions among men and women. This is in keppith results obtained from the study
conducted by Strebekt al., (2006) stating that HIV and AIDS interventions de®

highlight social constructions of both gender arabaulinities.

Acknowledgement of individual differences in synergin HIV and AIDS programmes

The acknowledgement of individual differences imexgy with HIV and AIDS
programmes addressing the impact of HIV-relateghsti on the self-esteem of individuals
who are HIV positive relate to programmes that sieekxtend beyond merely distributing
messages but instead focusing on engaging withowsrimeanings of events and
circumstances in the lives of people who are HIViisTwould mean interaction with the
values, beliefs, traditions and social structures/hich people live. The acknowledgment of
various aspects to a person’s life in the constvocobf HIV and AIDS programmes
addressing the self-esteem of individuals who dké pbsitive have been extracted from the
following account:

We need to look at it differently for people fronifekent socio-
economic backgrounds, because it will never bestirae. | feel
that stigma and self-esteem in relation to HIV feppin the
context of your broader self-esteem in relatiomtteer things that
are happening in your life. Your family, your peeysur work
self-esteem and that they all work together to aasephe overall
self-esteem. If only one of those are being affeete cannot in
total say that people with HIV have a negative -ssteem.
(Participant 1)

The acknowledgment of a person’s knowledge of hirharself to the effectiveness
of an HIV and AIDS programme that attempts in degahvith factors such as HIV-related
stigma which threatens that sense of self is ipkeewith the literature. According to Duer
(1998) as identified in Healthlink (2007), the Rdest of the World Bank, Wolfensohon
postulates that in relation to the lifestyles aedlities of local people has long been the
argument of anthropologists and participatory depelent theorists. “We are realising that
building development solutions on local forms o€iabinterchange, values, traditions, and
knowledge reinforces the social fabric. We aretistgarto understand, that development
effectiveness depends in part, on ‘solutions’ teabnate with a community’s sense of who it

is,” wrote former World Bank President, James Wudfghn (Duer, 1998, p 6).
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Facilitation of open communication skills

Extracts from participant 6's accounts indicatet tbpen lines of communication
facilitate patients' acceptance of the conditiorwedl as coping skills with the stigma of
being HIV-positive.

| think they have a low self-esteem. Also it’s likalilemma when
they get this information they do not know whatdm. They've
got to be encouraged that they should share akdotaleople.

All of the nurses might help you, but you also nededhelp
yourself. But if you are sort of closing yoursgd&ople won't want
to talk to you. But like | have said, you find tleosvho have
overcome. And then the medical part would be soligdthe
nurses. But then we also felt that they need cdlimgeso that
they can get into the culture of talkif@articipant 6)

In addition this also facilitates adherence tottremt which, as noted in a previous
sub-theme, influences an individual’'s physical veing and in turn can have a positive

effect on his or her emotional self evaluation.

Summary of recommendations

The following recommendations for interventions iagh HIV-related stigma
influencing the self-esteem of individuals who Bii¥ positive were made:

Society needs to illustrate more public investmerthe wellbeing of people who are
HIV positive. Such public investment might havei@pact on the stigma associated with an
HIV diagnosis as this may positively affect theroapn of other members in society toward
individuals who are HIV positive. Similarly, HIV gdive individual’'s observation of public
investment in their wellbeing may impact on the mamin which they value themselves.
Participant 1 reflected on a Miss HIV beauty contbat was held in Botswana, which is an
example of such positive public investment in indiizals who are HIV positive. This study
however recommends public investment in the formfuwfding of public speaking of
individuals who are HIV positive. The reason forvimy away from the beauty contest is
that such an intervention may be in disagreemerih wrrevention strategies as this
demonstrates pride associated with an HIV diagnhosis

A need for exploring the existential meaning assed with an HIV positive
diagnosis was strongly voiced by participants a$ tbtudy. Findings from this research
suggest that the provision of information regardimg prospects of future endeavours such as
future investments may create internal value artdinim feelings of self worth for individuals

who are HIV positive.
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Emphasis on treatment strategies can create aygog#isociation between the manner
in which these individuals compare themselves bemnmembers of society. Positive physical
wellbeing may be positively associated with positeelf evaluation. Interventions directed at
the physical wellbeing of individuals who are HI\bgitive (through emphasis on condom
usage and adherence to medication) may therefsoebal a vehicle for addressing emotional
and mental wellbeing of individuals who are HIV pive. It is however important to guard
against the discrimination of those who possessipAlysymptoms associated with an HIV
diagnosis.

A sub-theme to the emphasis on treatment strategiése emphasis on providing
HIV counseling for family members who are affecteg HIV and AIDS as a means of
mediating HIV-related stigma from family membersankly members exerting less stigma
onto HIV positive family members may result in teelamily members rendering more
support to their infected family members. Such suppvould in turn result in the
development of a more favourable self evaluatiooragrindividuals who are HIV positive.

Addressing HIV-related stigma at the workplace rasp be a vehicle for addressing
HIV-related stigma in society. Although such pragraes have been emphasised in the
labour sector, practical implementations have m@nbsatisfactory. This is in keeping with
research conducted by Dickonson and Stevens (200&gting that external drivers to the
implementation to HIV workplace programmes have egally been weak, resulting in
unsatisfactory results in certain HIV and AIDS wgdce programmes. A person’s
workplace self evaluation is a major contributimgtbr to his or her overall self appraisal
(Stapples et al., 1984). Improvement in intervamgiaddressing HIV-related stigma at the
workplace aimed at the individual’s vocational sataluation may therefore have a valuable
impact on such a person’s overall self appraisal.

Interventions addressing the difference in selé@st constructions among men and
women resulting from different opinions regardirte tdifference of HIV-related stigma
among women and men need to consider the divecgastructions of gender as an integrate
part of effective intervention implementation. Tissin keeping with results obtained from
the study conducted by Strebel, et al., (2006)ngtahat HIV and AIDS interventions need
to highlight social constructions of both gended amasculinities.

Interventions aimed at addressing the self-estdandviduals who are HIV positive
need to extend beyond distributing generic messagéseed to attempt engaging with

various meanings of events and circumstances iwithhl's lives. These events however
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need to be looked at in synergy to that persorerdttan merely addressing one aspect of that
individual’s life.

Open lines of communication facilitate patientsteutance of their HIV condition,
adherence to medication, as well as coping slolgatd the stigma of being HIV positive.

These contribute to the development of a positaleesteem.
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CHAPTER 5: DISCUSSION AND CONCLUSIONS

The following chapter provides a summary of thediftgs of this study with specific
reference to the research question. Important whsens made from the participant
interviews that could not be incorporated into timee themes discussed in chapter four, but
that need to be highlighted in this research repwill also be incorporated into this
discussion. Furthermore the researcher will distlissconclusions that were deducted from
this study. Strengths and limitations of the stwdlly also be looked at in this chapter, where

after recommendations for future research will wrjled.

DISCUSSION OF THE FINDINGS

The main aim of this study is to determine psychsis’ views on the relationship
between HIV-related stigma and the self-esteemndividuals who are HIV positive. A
review of studies done in the field of HIV and AlDSpecifically HIV-related stigma,
indicate that room exists for qualitative enquintoi the manner peoples' evaluation of
themselves in relation to HIV-related stigma exgeced could be examined.

All participants indicated that a relationship beémn HIV- related stigma and the self-
esteem of people living with HIV and AIDS does éxidowever, the relationship between
stigma and self-esteem does not manifest the sanadl HIV positive people. What was
apparent from the interviews was that clients esged differing impacts of the disease on
their self-esteem. Psychologists' accounts indic#tat certain people with HIV and AIDS
evaluate themselves negatively, which is indicatofea low self-esteem, while others
identified positive characteristics within themsy which can be interpreted as a sign of
positive self-esteem. The reason for the diffeedmtxperiences of HIV-related stigma among
people who are HIV positive is indicative to HIVlated stigma being a concept that needs to
be understood primarily from an individual as wasla social perspective. Concentrating on
understanding HIV-related stigma from the perspectif the infected individual allows one
to understand this phenomenon from the perspedivéhe stigmatised rather than the
stigmatiser. Individual attributes such as the afgne person or the stage of the disease can
be used as a means of understanding the meaniRdVefelated stigma for different HIV
positive individuals. These individual factors (argon’s age or stage of the disease) are
changing attributes, hence the person may experiéfiy/-related stigma in a different

manner at one time of his or her life than at a@iotime.
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Stigma as a socially evolving entity involves théerplay of power relations, which
in turn can result in status loss or status gamtlie stigmatised or the stigmatiser. The
stigmatised person evaluates him or herself negjgitas the disempowering experience from
stigmatisation gets internalised into these indigids evaluation of themselves. Although
power relations operate on a social level, the dataaled that a stigmatised individual may
also experience the intended act of status loghdgtigmatiser as an opportunity for status
gain. It therefore becomes an individual processrefy the person at which stigmatising
acts have been directed at experiences the dis@iion differently than intended by the
stigmatiser. Certain socially determined factonschsas level of support may allow the
stigmatised person to have a different experietes tintended by the stigmatiser. It is
therefore necessary to note that status loss peceof the stigmatised person only occurs
automatically in the view of the stigmatiser, whishn accordance with the literatu&tatus
loss as intended by the stigmatiser results whearidiinatory experiences are internalised
by the individual. A related aim of this study tbfmre was to explore how HIV-related
stigma as an individual as well as socially coreted concept relates to the self-esteem of
HIV positive people. The findings indicate thattfass such as personal development, levels
of support or stage of the disease that may havefluence on the perceived discrimination
may have an impact on the development of the sé#feen. In other words, personal factors
impacting on the manner in which HIV-related stigimaxperienced may result in changes
to the self-esteem. The self-esteem of individwate HIV can therefore be characterised as
evolving in nature and the changing nature of #leesteem of these people can be due to a
change in the experience of HIV-related stigma.

From the discussion regarding the relationship betwHIV-related stigma and the
self-esteem of people living with HIV and AIDS #& important to recognise that the intricate
nature of individual perceptions may have an inmgratrinfluence on stigma and that these
can be internalised by individuals who are HIV pigsi It may therefore be important to not
only think about individual differences but to imporate the frameworks within which these
individuals exist when thinking about interventiangesponse to HIV-related stigma.

Various factors associated with HIV-related stigrhave been identified as
contributing to the self-esteem of people livingttwiHIV and AIDS. These factors
incorporate individual as well as social featur€ersonal characteristics such as an
individual's personality organisation have beennideed as a factor in how people living
with HIV and AIDS get affected by the experience HiiV-related stigma. Participants

indicated personality organisation as the intemesurce base by which people that are
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living with HIV and AIDS have to fight off the efé¢s of the challenges brought about by
HIV-related stigma. It was said that the persorhwaitstrong personality organisation is most
likely to react better to such challenges by nlmvéihg it to affect his or her evaluation of the
self. The person with a weak personality orgarosathay experience the same challenges
more intensely and therefore allow the experienasegatively affect his or her evaluation of
the self. It should, however, be noted that altfoparticipants verbalised a person with HIV
and AIDS’ internal resource base as personality,déscriptions provided did not relate to
the theoretical description of personality. Ratparticipants’ descriptions alluded more to
personal resiliency as a contributing factor torti@ner in which people who are living with
HIV and AIDS allow stigmatising experiences to afftheir self evaluation.

Participants have identified that individuals whe &V positive reactions to stigma
is not only pre-determined by a specific persopaditganisation, but that adequate social
support serves as a strong sustaining factor to &a@&rson’s personality organisation can
uphold an HIV positive person's self evaluation.e&ample of such social support would be
support received from the family. Family is a pautarly impactful source of self-esteem.

Participants’ emphasis on the manner in which roigoation from the family
impacts on the individual's self evaluatory alsbtiis but one example of the importance of
social support as a mediating factor to the expees of HIV-related stigma. The family is a
very important social construct and an importargebr social relations. What the findings
have revealed was that individuals who are HIV fpasioften experience change in these
relations due to HIV-related stigma. Individualsondre HIV positive therefore experience a
change in their social relations which in turn nragult in a change in the manner they
evaluate themselves. The data indicates that sughge could be attributed to HIV-related
stigma.

The level of social support can also be determimgdhe level of appraisal people
living with HIV and AIDS receive from society ordm their immediate environment. The
perception that people believe in their abilitiesy @llow a person who is HIV positive to
have a feeling of internal worth. However, messages/eyed from society or communities
to which these people belong such as peers, thigpleae or the family often echo the belief
that because HIV is a degenerative condition asralition for which there is no cure, people
infected with this condition do not have the apilib meet society’'s demands. People who
are living with HIV and AIDS therefore believe thabciety does not find value in the
contribution they can make and these beliefs affdwther they engage in self debilitating or

self encouraging thought.
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People living with HIV and AIDS therefore perceitieeir membership to social
groups to be affected by their HIV status. The gption that society evaluates them based
on their HIV status affects their social identifhe extent to which this identity is affected is
influenced by the emotional significance the HIVsjpive person attaches to that group.
When viewed from this perspective, HIV can therefalso be described as a social
condition. In other words, whatever has alreadynlbm®structed in society will overlap with
what is happening with individuals who are HIV fgiv& and consequently their self-esteem
will also be affected. Although significant progsdsave been made toward gender equality,
women continue to hold less ascribed status, poarat, access to resources than men do.
Similarly, homosexual men continue to be faced withial prejudice. Discrimination on the
basis of gender and sexual orientation result dividuals with these social identities to be
doubly impacted by the pressures of society whew ptsitive. This in turn mean that their
self-esteem is doubly impacted upon as well.

The approach to conceptualising and investigatifig-télated stigma in relation to
the self-esteem of people living with HIV and AIR&n have important consequences for
developing methods of intervention against HIVatetl stigma and can therefore be one way
of caring for people living with HIV and AIDS. Fiimths regarding HIV-related stigma as an
individual and socially constructed phenomenon selftesteem as a personal as well as a
social identity have been incorporated into theomemendations for the preservation and
improvement of self-esteem of people living withvHand AIDS. This understanding
informed recommendations to be the mission of bitise infected and those affected.

The recommendation for investing publicly in indivals who are HIV positive
creates an opportunity for both HIV positive and/Hilegative people to work together for a
common cause. Interventions of such nature castifite to individuals who are HIV
positive that the public finds value in their wbling, which in turn may create urgency for
HIV positive people to find value in themselvesisTallows for the development of a public
collective self-esteem whereby the person infeetgd HIV is provided with an opportunity
to find value in the group he or she belongs to.iddicated in the presentation of the
findings, caution has to be given to such stragegieerfering with prevention strategies as
the intention is not to create the idea that ormikhfind pride in one's HIV status, but rather
that one should not devalue yourself because sfdfaitus. The nature of such interventions
would also allow for the alleviation of power diféatials as HIV positive individuals would
be afforded a chance to work alongside individwel® are HIV negative, who they often

perceive as their counterparts.
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Participant responses emphasised the need for kwaleof general acceptance and
support for the person who is HIV-positive as ttas result in an increase in the manner by
which they evaluate themselves. However, this shdel a reciprocal process. Individuals
who are HIV positive can equally contribute to thgrovement of their self-esteem, by
frequently taking their medication and staying tealHowever, the constant taking of high
doses of medication can also generate stigma famiety. It is therefore necessary to instil
the importance of adhering to HIV medication am¢imgse who are infected or affected by
HIV. Through educating HIV positive people about importance of taking medication and
staying healthy the stigma against HIV that getsspd through to individuals who are HIV
positive can be mediated and reduced. Frequentemaar use of taking medication can
improve these individuals' physical health, whi@ndn turn facilitate or improve mental
health. This relates to membership collective esttem. Regular use of medication is most
likely to generate good results which in turn woungbrove his or her collective self-esteem.

Participants’ accounts regarding HIV positive petplreluctance to disclose to
family members due to fear of discrimination retate the level of trust these individuals
have in their family and society at large. In @lationships discrimination counteracts trust.
This often leaves those infected alone and disthitoen the rest of their families as well as
their communities and colleagues. The fear of disoation has been shown to create
problems for disclosure, since disclosure has tmnecon reaction of rejection, leaving the
person living with HIV alone. This also decreasisdr her chances for social support. Data
from this study confirms a well known belief thabcgl support is crucial for the
maintenance of mental health. Individuals' reluceato disclose therefore deprive them of
the possibility of such support from those who tloaye about and who care about them.
However, social contacts and family members mag adsist being informed of a family
member who is HIV positive. Such resistance to ¢peiformed about a family member's
status can be due to the fear of stigmatisationdisatimination to themselves. They too may
then become vulnerable to exclusion by being aasatiwith a person with HIV. One of the
participants therefore emphasised the need tormfamily members of the implications and
information around HIV and AIDS together with th&ected individual. By providing the
entire family with guidance regarding the techriteg of an HIV diagnosis all parties will be
empowered by disclosure of their status. This engoowent relates to gaining information
regarding the HI virus which would in turn provideich individuals with the relevant
knowledge to fight against discriminatory acts. ééris referred to the mental power to

alleviate the effects of possible discrimatory dgisn society.
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Too much investment in people who are HIV positoan relay a message that is
contradictory to campaigns emphasising the impodaof protection against contracting
HIV. Interventions regarding the importance of céye people living with HIV and AIDS
should therefore be done in conjunction with HI\éy®ntion campaigns. Addressing issues
around HIV-related stigma could be an effective vadydoing this, because HIV-related
stigma interferes with the success of preventiamgammes as well as the care of people
living with HIV and AIDS.

STRENGHTS AND LIMIATIONS OF THE STUDY

An essential strength of this research is the tpiale nature of the research analysis.
As indicated in the literature review, previousea@shers typically used quantitative methods
to do enquiries into how HIV positive people thiakd feel about themselves. This study
extends deeper expansive knowledge into the fildugh obtaining data in a qualitative
manner. In other words, this research went bey@sdribing 'how much' of something there
is, to reveal more about the essential qualitiesvbft was being studied. The researcher
believed that examining psychologists’ perceptiohsllV positive individual's thoughts and
feelings by means of open-ended questions allowddrmation to be examined that
otherwise could go unreported. All participants éaavminimum of 5 years experience in the
field of HIV and 2 years in private practice, whiahowed for the data to be supplemented
with rich information regarding a very sensitivpitm

Results of this study should also be interpretedhim light of its methodological
limitations. The purposive sampling method is sabje selection biases. In order to obtain
informed information regarding the self-esteem edgle living with HIV and AIDS specific
psychologists were targeted and thus the samplpspthologists could have been bias
against conducting interviews with other psychatgifrom the same region. Sampling bias
may also have created a limitation to the actupbnéng of the experience of HIV related
stigma. People who feel most stigmatized by thégmbsis may be reluctant to attend
counseling, hence psychologists accounts of peliyleg with HIV and AIDS may be
limited to people living with HIV who had the fremah to speak about their experiences and
not those who have a fear for expressing suchnigeli

However individuals who are part of a therapeutterivention are also the ones who
have received guidance regarding their vulneraslihence they may be stronger and more

open to receiving help regarding the challengesheir HIV status, which may have
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influenced the fact that participants perceivedaierHIV positive individuals stronger than
others. Those who do not feel impacted upon mdgd®likely to seek help.

Another potential weakness of this research isstnall sample size as only eight
participants were interviewed. The lack of ethmd gender diversity can also be viewed as a
weakness. However qualitative research does accoiae for a sample size of this volume
due to the wealth of information that this methddesearch can yield from its participants.
In addition the eight psychologists interviewed\pded the accounts of at least four clients
who are HIV positive each. These clients also mayehbeen from different ethnic
backgrounds and gender. Therefore though eightpsygists were interviewed the data was
informed by the experiences of many more people fdifferent backgrounds infected with
HIV.

Despite the above limitations, the researcher betie¢hat the current findings
contribute to new knowledge that could be usefuhiarvention planning for people living
with HIV and AIDS. Interventions that can assisople living with HIV and AIDS to better
adjust to their condition and the social environtrage needed. In particular, coping efficacy
to address managing social stigma and reducinghalieed stigma. The recommendations
for such coping efficacy may help people livingwilV and AIDS to find more value in the
self, in other words the self-esteem. A more faable self-esteem may result in better
mental health and the alleviation of conditionshsas depression and anxiety related

disorders.

RECOMMENDATIONS FOR FUTURE RESEARCH

Stigma continues to have an extremely importarg iolthe AIDS epidemic, not only
because of its effects on HIV infected individudlst also because of the ways in which
stigma might be contributing to the spread of thglemic. There is, an important and very
powerful need for research to provide a greateretstdnding of stigma and how best to
ameliorate its effects on both HIV-infected indivads and society as a whole. Specific
suggestions regarding the alleviation of HIV-retaséigma have been outlined below.

Although this is a well researched area it is ingatr to identify the causes of stigma
as well as its potent effects. Data from this gtteVealed that stigma against people who are
HIV positive are still highly prevalent in the Sbhuffrican communities and therefore
require additional research into this domain. Feistudies should focus on identifying these
cause-effect relationships in culturally-specifientexts, concentrating on their impact on

illness progression and quality of life. Additiorstlidies regarding the alleviation of stigma
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in the South African communities would facilitateetmediation of impact on the self-esteem
of individuals who are HIV positive.

More specifically relating to the impact of thegstia on the self-esteem of individuals
who are HIV positive, data from this study alsoioade a need for gaining a clearer
understanding of the existential factors associaw@gti an HIV diagnosis. The issue of
mortality is a strong influencing factor toward thiggma (internal and enacted) experienced
by individuals who are HIV positive. Results frams study also indicate that this concern
regarding “how long am | going to live” affects thenner in which these individuals invest
in themselves which in turn allows for a deterimmatin the manner in which they evaluate
themselves.

Variation in participants’ responses regardinggtigma associated with certain social
construction regarding gender and sexuality alsmated a need for further research into
people’s beliefs regarding the manner in which naalé female perceptions of stigma differ,
as well as the variation regarding how this mayugrice the self-esteem of males and
females respectively.

Although support groups is an existing popular nseahsupporting those who are
affected by HIV-related stigma, coping strategiesl support groups for HIV and AIDS
should be assessed to establish whether socigratien and support are consistent, and
whether they enhance the quality of life and wefigeof persons living with HIV and AIDS.

The results suggest opportunities for addressintg the internalised stigma felt by
those living with HIV, as well as possibilities folecreasing stigmatising attitudes within
communities. While it is true that HIV-infected imdiuals suffer adverse societal
consequences because of their disease, helpingidadis recognise the extent to which
stigma has been internalised and addressing thisg tielp them cope better with their HIV
status.

Finally recommendations for future research on ated stigma and self-esteem
should also be directed at increasing the samp&eas well as expanding the cultural group.

This may aid in identifying the reasoning behindiidual specific stigma.

CONCLUSION

Overall results from this study indicates that,haitgh highly researched and
implemented in HIV-related interventions, HIV-reddtstigma continues to be a problem for
the living standards of individuals who are HIV fiive as well as those they are associated

with. HIV-related stigma results in the individuafected with HIV to devalue him or herself
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due to feelings and internal beliefs around HIV &i@S, as well as disempowerment in
relation to those who act in discriminatory waysiagt them. The impact of HIV-related
stigma on the self-esteem is therefore influencgdintternal convictions or a personal
identity, as well as beliefs around his or her elagthin society otherwise phrased as
collective identity.

Addressing the self-esteem of individuals infecteth HIV and AIDS relates to the
improvement of the lives of those living with HIVné AIDS. Interventions with this
objective in mind should therefore incorporate tsjgges of addressing both personal

identities in relation to self-esteem as well aective identities to this diagnosis.
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APPENDIX II: PARTICIPANT INFORMATION SHEET

School of Human & Community Development

¢ THE Wy
A
W -
= s
=

University of the Witwatersrand
P Private Bag 3, WITS, 2050
P nnset Tel: (011) 717 4500 Fax: (011) 717 4559
Ms. L. Primo
Supervisor: Ms. J.N. Frank
Good Day

My Name is Lynn Primo and | am a Psychology Massttglent at the University of the
Witwatersrand. | am required to do a research tefofulfill in the requirements for my
degree. The focus of my research is the relatipnektween HIV-related stigma and self-
esteem of people infected with HIV and AIDS. THisdy aims at addressing the challenge to
understanding, alleviating and preventing an irthibiself-esteem as a result of HIV-related
stigma. | hope that this study will contribute tather research in understanding the impact

of HIV-related stigma on the personal developmémemple living with HIV and AIDS.

As someone who works in the field of HIV and AIDBwould like to invite you to

participate in my study. Should you wish to pap#te in this study please note that
anonymity and confidentiality cannot be assuredadBterable consideration is given to the
fact that HIV is a sensitive subject; therefore idientifying information would remain

between myself and my research supervisor. Theareser will respect anonymity as best
possible by using pseudonyms in the research reptwt have the right to refuse
participation and agreement to participate may lndsawn at any time. No negative
implications will result from a decision to withadvaYou can feel free to make any inquiries

regarding the study at any point during or afterititerview.

Interviews will be conducted with several expertsovhave worked for more than two years
with people infected by HIV and AIDS. Data will loellected by means of semi-structured
interviews and you will be able to interact spoetausly in relation to questions asked. | will
administer the interview myself. The interview csits of approximately 13 questions,

therefore the interview will take approximately duin.
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For the purpose of transcribing and analysis, aficatape recording will be made of the

interview for which separate consent is requesbedy my supervisor and | will have access
to the interview tapes and transcriptions. Thepedaand transcriptions will be destroyed
upon completion of the research. The results af tbsearch will be presented in the form of
a research report in keeping with the requiremeht$ie School of Psychology. This study
has been given clearance by the Human ResearctsEZbimmittee of the University of the

Witwatersrand.

Should you be interested in seeing the resultb@fstudy, a summary of the results will be
made available after completion of the study?

Thank you for taking this time to consider partatipg in my study. Should you have any
further enquiries, please do not hesitate to comt&cor my supervisor.

Please complete the attached consent form if ysh wi participate in this study.

Ms. Lynn Primo

Cell: 082 777 4204

Janice Frank
Tel: 011 717 4518
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APPENDIX Il : PARTICIPANT CONSENT FORM

School of Human & Community Development

University of the Witwatersrand

. o Private Bag 3, WITS, 2050
THANNESSYT Tel: (011) 717 4500 Fax: (011) 717 4559

Ms. L. Primo
Supervisor: Ms. J.N. Frank

Good Day
Please read the following section before signingseat below:

The researcher would like to assure the participfaait confidentiality will be guaranteed as
no names or identifying information will be usedn kddition to the participants
confidentiality there is no question around thefictmtiality of the individuals’ information
you may provide. You have the right to refuse pgrétion and agreement to participate may
be withdrawn at any time. No negative implicatiovi result from a decision to withdraw.
You can feel free to make any inquiries regardimg study at any point during or after the
interview. Should you not feel comfortable withesific question you have the right not to
answer?

I i e e DAVe read the above as welklas attached letter and
understand the nature, purpose and procedure ®fréisiearch. | hereby choose to be a
participant in this study and hence be interviewed.

Participant’s signature Research Signature
Date . Date
Time: oo, Time: ..o
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APPENDIX IV : PARTICIPANT CONSENT FOR AUDIO RECORDI NG

¢ THE Wyp
S ¥ % School of Human & Community Devel opment
= _“‘_ bd
= = ¢ University of the Witwatersrand
P Private Bag 3, WITS, 2050
“anpgsrs” Tel: (011) 717 4500 Fax: (011) 717 4559

Ms. L. Primo
Supervisor: Ms. J.N. Frank

The researcher will have to audio tape the intervieorder to ensure that the data recorded
during the interview is of good quality as well qugantity for the purpose of later reference.
In order to protect the identity of the participamat personal details will be indicated on the
tapes. The tapes will also be stored in a safeephere only the researcher will have access
to it. Only the researcher and her supervisor hélle access to the interview tapes and
transcriptions. These tapes and transcriptions bell destroyed upon completion of the

research.

I i e e hETEDY provide permission ftire tape recording of
the interview that | will be participating in.

Subject’s signature Research Signature
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APPENDIX V: INTERVIEW SCHEDULE

Introduction
1. Please describe the work that you Btease describe the relationship between stigma
a person who is HIV positive may experience framilly and his or her self esteem.

2. How long have you been working in this field?

Questions
3. Please describe the self esteem of someone whiyigpdsitive / Do you think that
people who are HIV positive see good in themselviekEase elaborate on your
answer.

4. Please describe the pride of someone who is HI\tipes

5. How do people who are HIV positive compare theneslto other people? What
influences the self esteem of someone who is HIsitpe?

6. What/ Who influences the self esteem of someoneswh¥ positive?

7. Do think there is a relationship between the stigmd self esteem of someone who is
HIV positive? Please elaborate on your answi2o./ou think there is a relationship
between the stigma experienced by someone whovipeéditive and his or her self
esteem? Please elaborate on your answer.

8. Do you think there is a relationship between stigroen family members and the self
esteem of someone who is HIV positivelzase describe the relationship between
stigma a person who is HIV positive may experignme family and his or her self
esteem.

9. Do you think there is a relationship between stigmperienced from the workplace
and the self esteem of someone who is HIV positRlease describe the relationship
between stigma a person who is HIV positive magnpce from the workplace and
his or her self esteem.

10.Do you think that there is a difference in the tielaship between gender specific
HIV-related stigma and the individual's self-est&BbBo you think that women and
men experience HIV-related stigma differently? Béealaborate.

11.1f yes, do you think that there is a differenc¢hia self esteem of women and men who
are HIV positive?

12.Do you think the stigma attached to taking medwatffects HIV positive peoples
self esteem?
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13.Please provide suggestions for future researchrdegaself-esteem of people living
with HIV.
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APPENDIX VI: PARTICIPANT TRANSCRIPTS

Participant 1

Researcher: Can you please describe the work that you do

Participant 1: Well, | teach so | am lecturing on health psychglagd social
psychology, so | think you approached me becauseydiealth psychology teaching and
| teach on practitioners health behaviour and firacers behaviours towards patients
and how to do improve the relationship betweenthgahctitioners and patients and

sometimes | focus on specific topics like HIV, simak diet, mainly on lifestyle

conditions

Researcher And then how long have you been doing this?

Participant 1: | joined the varsity two years, and doing reseanchdlV for ten
years, so.

Researcher: So that is vast amount of knowledge, other thaearch on HIV,

have you done specific work relating to HIV
Participant 1: Yes, | have worked as a programs person in HIVAIRES, |
have development HIV and AIDS materials, trainingtenials, adaptations of training

manuals for South Africa, a lot of training ofitrars on HIV AIDS

Researcher In terms of the self-esteem of someone, how woalddescribe

the self-esteem of someone who is HIV positive?

Participant 1: Well, | guess it depends because of self-esteefhiesteem is not
static, it changes, it changes on your dependingoam age, it changes depending on your
environment, it changes, you've got your kind af-ssteem when you with peers, you've
your self-esteem when you with your friends andould imagine the HIV positive people,
your self-esteem with HIV positive people and kngawu know about them, so that could
influence your self-esteem and it depends on hdwaf®ut yourself before you knew about
your HIV status and also how much do you know albiéid that influences how you feel
about yourself, so with that response, | am trymgay there is no way | can say that people
with HIV have a negative self-esteem or people Wi have a positive self-esteem, it

depends on a number of things, there are people MI¥ who because society sees HIV
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mainly as a condition that you get because you lmen sleeping around, now you have
people who are born with HIV, they are virgins,tfalolescents, they never slept around, so
how do we expect that statement to cover them. Thay feel that because they did not
bring it upon themselves, they should not feeltguabout it so it may not effect their self-
esteem, there are people who are HIV positive Isec#liey were sexually active, and they
had a number of partners so that might feel they tre actually responsible for it and when
the society then backs that up by saying, HIV c®adition that you get by sleeping around,
because it then impact on your guilt, it might ugihce your self-esteem and you might really
feel not good about yourself because you have paditipating in sexual active things that
resulted in this HIV and society then amplifiestthy the messages and there are people who
been married with this one partner all their liaggl they never slept with anyone else but
this one partner and when he gets HIV and brings the home and then how do you feel
about yourself when you have HIV. So it dependyaur personality, on your psychological
make up, on your self-esteem at that exact poirtinme. If you did not feel good about
yourself, we don’t hope that HIV will change theywou feel about yourself. You know
there are messages about being positive with HY¥/liming positively and there are positive
roles models, they speak about their status orr wnoradio and everywhere and they are
living life to the fullest if you want to put it #t way. They start new relationship that have
children, new relationships even when they HIV pesiso you could say for those people it
probably has not negatively effected how they &®ut themselves, if that is what you are

asking about self-esteem, Is that what you werang8kYes

Researcher: The way the person evaluates him or herself.

Participant 1: Yes, so for those people it has not really chartbedfact that | am a
good person, | am going to get a good husband|] hawve a good home, | will have children
and | will rise, educate and do the things nornedpte, | am using the word “normal” here

as in people who do not have HIV.,

Researcher: Mhmm (yes)

Participant 1: But there are people who feel guilty once they hidié because they
feel | could of done things differently, | shouldtrof had the number of partners that | had, |
should not of slept when | was drunk because thptabably the time when | ended up, not
using condoms, | ended up getting HIV, so it isatter of my status plus a number of things

I am now feeling, | am not a good person, otherwiseuld of done things differently if |
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was a good person so that effects your self-estgahthat may feel negative about it. And if
you are in an environment, like your peers, yoianiis, your family, who are not supporting
you who is living with HIV, who think that you whwave HIV are spreading the virus, then it
might effect how you feel about yourself, you doie¢l good. Because HIV mainly effects
young people, we would expect that it would havegative impact on them because usually
when young people discover that they have HIV, thiegady have their lives planned to do
things, to go to varsity, to work for my parents,do things, the minute you hear this, they
think | will not be able to go to varsity, | willat be able to finish my degree, if | will finish
and get employment, | will not be able do the tkihgvanted to do for my parents because |
will die and it effects how you feel. When you a#ll young, everybody around gets
pregnant, and you are not sure if you should gagrmaint with HIV, you will host all the baby
showers for your friends but there will never beady shower for yourself, it will effect how
you feel, in an environment where fertility is vath Women are expected to find husbands,
men are expected to find wives, and you not suhayvke spoken to people in my work who
say when | discovered | had HIV | got into relagbips and | disclose my status, | would tell
my partner until | realised | tell my partner arttenn three months down the line he
disappears. | meet another person, | want to cdesnclet me tell my partner about my
status, three months down the line, he disapp&arsghis woman told me something that |
thought was powerful she said: In life, 'm beingngshed, one, | was punished for getting
the virus, secondly, | am being punished by bempcent by the partners that | get and |
have decided that | am not going to disclose inaong, so let live my life, if it ever happens
that | get pregnant, its fine | will get pregnantill have children. So for people like us who
work in this field, we raise eye-brows and how artle are you going to do that and continue
to sleep with people and you don't tell them yotatiss. So on the other side, she feels it
actually impacts on her self-esteem, on the way sha evaluates herself because now she
thinks that they disappear because they know tiatis HIV positive where in actual fact
men disappear all the time, they ran away fromrtpartners without even knowing about

their HIV status. It depends on what is happeninthée environment.

Researcher: How would you describe the pride of someone whdli
positive?
Participant 1: How would | describe their pride? (laughter). | ant sure what there

is to be proud of when you are HIV positive becatigga illness and it is not like any other

illness because you cannot cure it and not onhatse it is not incurable but also because
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even with treatment it is not easy to access treatnso you have nothing to show, it is not
an achievement with HIV, in Botswana they have aube contest, they call the miss
positive, miss HIV positive, and people who are Hidsitive enter that beauty contest and
there have been a lot of criticisms in the fieldHiV, about whether we should be doing
that, should we have a beauty contest at a natilaval that says HIV positive Miss
Botswana, somewhere else | am trying to think,tbete are pockets in the society, we need
to do positive things to bring the pride back irvHiositive women and men of course but |
mainly work with women most of the time and thewsngnt for these initiatives like Miss
HIV Botswana, and in Nigeria University studentg ancouraged to test, and if you test
negative, you get a scholarship, you know thosggt)iso there are something that, there are
messages that these activities are sending toottiety and is it a good thing, is it a positive
thing, will it bring you pride, yes, it will makeoy feel good about yourself, that you still
beautiful and pretty and you can win a contest &irda prize, but at the end of the day, a
disease like any other disease is not somethirtgythacan be proud of, you would feel sorry
for yourself, you would wish that you did not hatvenobody wishes to have a disease and
especially a disease that Kills like HIV and a d&sethat carries some much stigma around it,
one it means that like activities that like thosely people who have a high self-esteem will
get into that contest, so there will be a lot ofrmem who will have HIV that will never get
into that contest because they do not want to katified as being HIV positive, so we
already dealing with a group of people who feel d¢y@bout themselves, that is publicly
talking about, that have excepted their status, ate like, we can even have a contest
around it, it leaves a majority of people who dtilte a stigma in their communities, who feel
like there is no ways | can do this otherwise msepts will kick me out of the house and it
happens or husband will kick me out of the houset inhappens. So what is the pride of a
HIV positive person? It think it has nothing to dih it with their disease, if a person has
pride in themselves, they will still have pridetiremselves even after they test positive and
also with a good support system, with knowing otheople who are living with HIV and
knowing that there are living their lives to theldst, it sort of changes one and that is why
HIV people are encouraged to join HIV supports gobecause in support groups, that is
where you are speak and meet other people whavarg With HIV and they share and you
realise that you are not alone, it brings back ymade, you realise you can still do the things
that you wanted to do, you still have a partney gtll start a family, you can still get that

big business that you always wanted to start
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Researcher: So it depends on what your level of pride was le#od the also
the current circumstances that you

Participant 1: Yes, what messages you are getting from the tsocie

Researcher: Some of the questions overlap from what you arengago you
can feel free to say that it relates to the previpoint that you have mentioned or maybe
if specifically subject you mentioned..

Participant 1 : Okay.

Researcher: How to do people who are HIV positive, compare teelves with
other people, what influences the self-esteem wifesme who is HIV positive

Participant 1: | would say the comparison are in terms of lomgngeplans, people
who are HIV, some that | speak to, find that thagirot make long-term plans in their lives
and everybody else makes long term plans. Everyliudys, | still want to register for that
degree, because you know | have always wantedve that and for people who have HIV
positive, its like, why should | register for thatnight at the time that | graduate be sick and
dying, so it takes an extra afford to encouragentbhe do things that they always wanted to
do, otherwise they think there is no point, it & going to benefit me in life, | will die so
people with HIV and especially in terms of relagbips again compared to people who do
not have relationships, they get really worriedwhehether they will be able to get partners
and whether when the get in those partnerships,tigly be effected if they disclose their
status and for everybody else that will not isisetie and whether they should or should not
have children especially because they get mixedsages from the health professionals as
well, health professionals are also human, so tteyhe inclination of sometimes saying
what if you die and leave orphans, don’t pregnatt,, and when they do hear those
messages, then compared to be people who are ttlotgpaiith the decisions around fertility
on the basis of their HIV status, then of courseyttvould wish that of course, | wish | did
not have HIV and otherwise people are okay, peamdiving their lives, they might feel that
they don’t broaden their horizon, they don’t wamtnteet new people and have new friends
because they will have to deal with the fact tha¢ day or another these new people will

know about their status

Researcher: Do you think there is a relationship between tgnsa experienced by

someone who is HIV positive and his/her self-esteem
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Participant 1: Oh yes, there is, | think so. We could say thathes stage, HIV is
normalised, it is like a normal condition that plEognow about but it still carries a lot of
stigma and it is that particular stigma that mgbesple feel that | am not good enough and if
the society thinks that HIV happens to certain peeyho were not good enough in terms of
their behaviour, then it does definitely effect thay one evaluates oneself so the blame issue
effects the peoples self-esteem. Women are propetty affected by HIV and so to some
people, women are the ones who perpetrate HIV. [leEmwho think that their child was the
best one and that there partner was the one whialpcbrought the HIV to their child and
this is very interesting when | speak to peopleeemlly families who live with HIV, | get
that, to my surprise, it is invariable, people kthat their person was not on the wrong, it
was the other person who brought HIV to my sistermy brother, or to my child and
therefore the kind of stigma that society has oo Wiought the HIV makes the party who is
blamed to feel that they were not good enough aritlusually in marriages something has
happened, maybe it is the man who has brought HIthé house whereas it is because we
know generally it is the man who has extramarigdtronships, but it is not always the case
that it is the man who brought HIV to the houseibig like society immediately thinks that ,
oh if the disease is HIV positive, it should be thesband and therefore it effects the way
people deal with HIV and the way they evaluate thelrres. The stigma around death as
well, so it does not only affect the self-esteemtte person who has HIV, it affects the
families self-esteem, if there is anything called tamily self-esteem. If your child died from
HIV, it is like the family was loose, the family glal not control, the morals of the family are
brought into question because how can your childyeron and die and it brings a lot of
stigma to that particular family and families anedfng it difficult to battle with this. We
have been encouraging people to talk about theecaiudeath and to mention during burials
that, like we mention with anybody else, that thésson had a accident between that road
from whatever to whatever and this how it happesredi they go to hospital and etc., or this
person had high blood pressure from this particygar and had diabetes from this particular
year and they passed on but with the problem wit, Mou do not mention it most of the
time, its like this person got sick in the toileidaso and so and had this pain this in the head
and that pain here and then they passed away, i@ mention that they were diagnosed
with HIV or AIDS and that's because of the stigrhattit carries for the families that is left
behind now not even for the particular person dray tdo not feel good about it, they feel
that one, their child has done has let them dowah taro they have let down the bigger

community, so it does carry a lot of stigma.
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Researcher Yes, it | think it goes hand in hand to what yourevealking about...
Please describe the relationship between stigma pkrson who is HIV positive they
experience from their families

Participant 1: Yes, with HIV, we encourage the people to cometastand disclose
the status with their family members, but the perseho gets the counselling and
information on HIV, is the one who tests, so yomedor a pre-test counselling and they tell
you everything about HIV, you get tested , you cdoreyour post test counselling, you are
told everything, you attend support groups and xyeeet you to go and tell people who have
no clue what this condition is about. Most of tlme when the people go and tell their
families, they face discrimination and stigma angefsonally say, | cannot blame those
families because all that they know is what is gemked about in the society about HIV.
They did not get a chance to sit in that consdittand hear from a well informed
perspective like you did as the person who is d@ob the status, so if you have already
been told everything about HIV, you've dealt wittparsonal level, you know you cannot
blame yourself, you know you could not of done stirimg in this situation to prevent and |
am making an example, you come to terms and it doedent your self-esteem and you feel
good, well it is not a death sentence, | will bgitienate | will be okay and | will still do the
things | wanted to do and actually | want to teil parents, and there you go to tell your 55
year old parents who at the time when they grewthgre was no HIV, the only time they
hear about HIV is when they hear other young pedpieg in the community and they hear
that they are dying because they have been hawtagf sex with lots of different men and
women. How to you expect to your parents to resgongbur own HIV, so we missing the
link because we are not counselling the family,are not preparing them for the news, they
do not know much and their reaction usually immedyais like where did you get from,
what did do to get that and those kind of questemesthe ones that come from a perspective
that is not informed and people will start worryialgout you getting sick and again it is real,
the way people with AIDS present themselves whew #re sick it's scary, no body wants to
be close to that kind of situation, but they h&wédecause they are your parents, now they
start imaging and think about so and so’s child wias so sick and bedridden and she could
not even get herself to got to the toilet and slas missing on herself and is that what you
are going to put us through and they always thiok gre almost get to that condition in the
next six months because they do not know what @megbecause of all those implications

and what is running around in their thoughts, aod you are going to die, stigma comes

99



from that, and they do face a lot of stigma. Nowhwiamilies who then go on and attend
counselling and be open and educated, sometimashunches they speak about it, so
sometimes families will say, | got support from teurch because | told my pastor about my
child and then my pastor explained and gave meesoounselling, so those families will
okay and they will not judge because they are mejugice but families will be hands-off,
now the other twist to it is | say sometimes togledhat we should again look at what was
the relationship between this person and their [farbefore the HIV, strained family
relationships have always been there, so if yowehwaver had a good relationship with your
family, conflicts, staying away from your familyrfa long time, and then you come and tell
them you are HIV positive. You don't really expelait to improve your situation, do you?
The worst that will happen, they will use that agaiyou, the next time there is that other
family conflict that normally happens, they willaighat against you, so | always say to
people be careful when you encourage, | will canh patients, to go and disclose their
status to people because it depends on the siyétibey know that my family is the kind of
family that if | had a problem, | would run to atitey would support me and then this would
be the time you should tell them because theyswiiport you. But if you know that you've
always been on your own in life, you don’t havet tkiad of a family where you can turn to
for support. Your family is each man for himselida@od for all kind of arrangement, then
don’t go and tell them. Then they won’t change. 8omes it does bring families together. It
brings people closer and people feel that we'vetgaupport this member of the family. So

we might say it's stigma, when it’s just people knbwing how to support.

Researcher: So it is very much based on what people know, hdarimed they are.
Participant 1: Yes what people know? How informed they are, asd alhat was the
typical family relationship before the HIV. Becaué& wasn't good, then don’t hope that it
will change. It may change because people might Hyenpathise with you. But you don’t
want people to sympathise with you. Each time yoingme they ask you the same questions

around, How are you feeling, How is your HIV. Yoord want that in life.

Researcher: Please describe the relationship between stignperenced at the
workplace and his or her self esteem

Participant 1: Well it depends on whether you have disclosedif $our colleagues
don’t know and your boss does not know it doesatfact your self esteem. Because your

workplace self esteem is based on your performa your relationship with your
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colleagues. So if your doing work to the best afiryability and your boss is impressed with
you, you will feel good about yourself. If thereeaolleagues that you feel comfortable with,

the environment is homely you will feel good.

Researcher: So it still boils down to what was there before.

Participant 1: Exactly. So if you had a good relationship witkrth that’'s good. Now
disclose your status. If that is an environment nehgeople are sensitised to dealing with
people who are HIV positive, because not everytaiodady knows. | work in this fields so
most people in my office would know for example whee the facts and myths around HIV
positive people. So if | had to go to my bossyvelalways wanted to tell you something and |
wanted to tell you that | tested HIV positive ardstis the story”. Chances are in this
department I'll get support. Because this is a pelagy department, we read about it, we
teach about it, we know.

But that is not always the case. Because we kn@am #vose people who work in the health
sector, they themselves carry a lot of stigma. Twidlystigmatise against their colleagues and
you will be surprised. | thought they were nurseshey should understand or | thought they
were doctors, so they should understand, how ey discriminate against their colleagues.
Now this becomes even more problematic for peole nave nothing to do at all with HIV
and health and then you go and disclose your staty®ur colleagues and you work at
Edgars and people do not really have the priveledgewe have of reading about the stuff.
So because we are dealing with people who do notwvkabout the stuff will not be that
supportive. Unless in their own personal lives thaye come in contact with HIV positive

people.

Now in the workplace, there is something called Werkplace Framework Policy for
dealing with HIV. Most companies or institutionsvleathat. And this tells managers and
employers how to deal with people who are HIV puesitlt is a legal document, it's a
framework. Most people follow it and it talks abadiscrimination and that we should not
discriminate against others. The challenge with lemgnting that framework in most
workplaces is; 1) who else should be told abowtraployees status at a workplace; 2) should
we then when we have a staff meeting feel fre@ltodbout it?; or should it be this person
and their supervisor, if this person is sick theipervisor has an understanding of what is
happening with them. So it becomes an issue ofthaivyou have disclosed your status | am

making it known to the boss of the company. Whe edlsould know? Should it be your
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immediate supervisor or should it be the person gmi supervising, because if you are
supervising other people in the environment theyldameed to know if you are working

irregular hours what is happening with you. Andnthibat could create a dilemma. If you

don't disclose people will start speaking behinduryback because once you get sick it
discloses itself. So it is a condition that disel#self anyway the problem is that people talk
behind your back. “You know there is something. Véhthere is smoke there is fire. This
person cannot be missing so many working days ettehg this and it is been happening for
six months or so.” So sometimes you do not knowthdreyou should just be upfront and let
the staff know that this is the situation and tetnh deal with that. Or you should keep it
between yourself and the employee, but should phely up there is something happening,

they will speak about it anyway.

And once people speak behind your back that iswvgleHf esteem is affected.

So sometimes people are trying to spite you. Sonestithey were trying to handle another
situation, but they just misreferenced it or migfiad it by making reference to you. And yes
you definitely do not feel good when people stpgaking about you behind your back.

Researcher: So the devaluation is not always something intemtioSociety does
not always want people to feel bad about themseivesjust sometimes how we

communicate about it.

Researcher: Do you think that women and men experience HI\ateel stigma
differently
Participant 1: Yes they do. Firstly because men and women expmrieaimost

everything differently in society. Men have a ptedge that when bad things happen to
them, because we think that they are strong theyldlhmanage with that. And they grow up
with that attitude that | can handle anything. h tendle situations like HIV/AIDS. And they
do, believe you me. | have a feeling that men ateb able to handle HIV compared to
women. It does not destroy them psychologically weey it destroys women. It does not
affect their self esteem the way it affects womesgl esteem. Because they have other areas
in their lives where they can be successful andpeorsate for this particular self esteem.
They have access to better opportunities. They lhaeess to self esteem opportunities and
other stuff. And your self esteem is comprised oluanber of things happening in your life.

So if you got HIV and you spend lots of time reraging over your status it will definitely
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affect your self esteem. But if you have otherrdisions and you do not have time to
reminisce over your health issues because you\wareto do and projects to complete, your
life is happening, you're getting promotions andn&&y more money and you buying a car
and a house. The chances are that the fact yodI&reositive will bother you are different

from the person who is not making it in life. Gealgr women have fewer opportunities to

make it in life. And even fewer when they have HIV.

And also because of certain decisions. Womente&ehes who carry the pregnancy. And
most of the problems around HIV are around carryiregpregnancy and delivering the baby.
Men are not subjected to that kind of stigma “Yoill twing a child to this earth and die.”
Because its like it's the woman who brings theah8o if a couple has a baby and they are
both HIV positive, the person who faces a lot afrea is the woman. The woman is
considered to be irresponsible. How can you gagmaet when you are HIV positive. It will
affect your health, it will do so much and you vgilze birth to a child that’'s got HIV and you
will get sick and die. And nothing on the man, hessathe man does not have to face those
decisions whether | should breastfeed or give nbhinén or caesarean which is decisions to
be made around your HIV status. But with men, & isne minute sexual encounter and the
pregnancy happen. And that’s it, no reference éontian about this thing. And as a woman
you spend the rest of your life that your childifa end of the day was positive or if your
child manages to go through the PMTCT (preventibmother to child transmission) and
your child is negative and you are positive yoll ghink about “Am | going to be able to
raise my child, take my child to school you knoee go it that my child grows before | die.
Because with men there is less emphasis on thatth8odo face stigma completely

differently.

So in terms of care, women are caregivers in tlieego So when women have HIV they
become strained and sick and you find that theynfiedves are struggling to care for them
and because people expect that they are the oresawé and people expect of them to care.
And most of the time men have people to care femtlbecause are there, whether they are
your sisters, your mother your wife anything, wonmerthe society are always there to care
for them, but there are no one there for women whew get sick. So that is one of the things

that makes completely different for men and women.
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Researcher: Do you think the stigma attached to taking medbcagffects peoples
self esteem?

Participant 1: Well | know some HIV positive people who are takingdication who
immediately when they come back to their homes thkg their medication from the bottle
who identifies the HIV treatment to another neutrattle. And people do that they do not
want to be identified with having HIV. Because thénute you start taking treatment, it's
like your CD4 count is low, your viral load is higimd you will soon die. So it is frightening
and it makes them feel that they need to compenSatehe fact that people transfer their
medication to a neutral bottle means that peomenarrried about what people would think
about them.

And yes there is internal stigma as well. Stigmat theople subject themselves to, not
knowing whether people would support you or noopgte feel bad about having HIV and
have this internal stigma. They feel bad about fga deadly virus, they feel bad about
having had sex, they feel bad about a number nfjthassociated with HIV. And they don't
want to take drugs, because it identifies themaasnig HIV, even though they have HIV. So

there is definitely stigma to taking medication.

Researcher: And in relation to how you feel about yourself?

Participant 1: Once you take medication, you think that you areselto being
terminal, you think that you are going to get sipbu think that you are soon going to die.
Researcher: And yes, once you think that you are going to diechanges your

outlook to life. You do not make long term plangelthing is about the here and now.

Researcher: Can you please provide any suggestions in termfsitafe research
around the self esteem of people who are HIV pasiti

Participant 1: | just think we need to look at it differentlyrfmen and women. It will
never be the same. We need to look at it diffeyefotl people from different socio-economic
backgrounds, because it will never be the sameellthat stigma and self esteem in relation
to HIV happens in the context of your broader ssleem in relation to other things that are
happening in your life. Your family, your peers,uyavork self esteem and that they all work
together to compose the overall self esteem. if onk of those are being affected we cannot
in total say that people with HIV have a negatiedf esteem. Because women have other

areas in their life to compensate for the negatiealth wise self esteem. So there could be
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other things that are happening in their lives t@ild make them feel really good about
themselves and it could compensate.

But again we should not your health related, esflgdiecause it is a deadly condition would
again affect your other self esteems. So even thguwy feel good about yourself family
wise, friends, work and then you get HIV it migtatually reverse the gains you've made in
the other areas. You might then feel that becalsa/é HIV, my friends are getting married
and | am not, maybe | should not go out with themaybe | should just stick around my
house. So it is now starting to affect your relasioips. They have not done anything,
remember it is the internal stigma. It is that ththat says | feel angry when | am with them,
because they are doing things. Imagine they woaldecand say | was so stressed because |
had to take an HIV test and guess what | am negjafind maybe you think “Oh my God
what should | say” So you decide to spend less vuitle them. At work you decide to spend
more time by yourself because you don't think thedple would understand. Or maybe you
heard someone speaking about somebody else, titykdow that you are positive and you
hear the negative things that they say and youseestilere is no way that | can tell here. And
you decide to withdraw. And because we talk abonglterm plans, people with HIV feel
there is no place for me. Why should | go furthed atudy. Imagine, if you don’t that affects
your chances of getting promotion. Your self estedththen go down, because if you don’t
advance yourself you will not get promoted. And ymi being promoted has nothing to do
with your status, because they don’'t even knowy thst assume that you are not competent,
you are not making an effort and you are not bexaws are thinking “Why should I” So

this all influence each other.
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Participant 2

Researcher: Work that you do, please. How long have you ls#@ng it?
Participant 2: At the moment, | am seeing clients in a very drepectrum, | see

from depression, bi-polar, HIV, | see individudtsmilies, couples .....

Researcher: How long have you been in private practice?

Participant 2: | have been in private practice part time foryg@rs and then full time
for 2 years, used to work for the hospitals, goment institutions and did a bit of consulting
and | discovered that when you consult, you gonit l@ave recommendations and then they
call you in two weeks time for the exactly sameagjsi and it has not been implemented, so |

went into the corporate world for 6 years and thgat what | wanted from the corporate.

Researcher: In terms of working in HIV related cases?

Participant 2 | worked in HIV since 1996, how | started waseythwanted a
psychologist in Pretoria. In the maternal ward whigas basically concentrated on HIV
positive pregnant mothers and then | lost a friehdhine that was in 1996, | did not cope
well at well and when my supervisor saw | will Beetbest person to work there, and |
thought that this guy was really insensitive budught about it and it was the best thing |
have ever done for my myself, and actually it wadeealing process for me, one and two and

helped me to understand more about HIV and un@endinmal circumstances

Researcher: Can you describe the self-esteem of someonesvHd/ Positive?
Participant 2: | would not say there is a specific profile besait depends on
the individual and depends on how, where the peisahin their lives at that particular time
when they get the news and most of the time, yod fihe self esteem will naturally take a
dip, because the person feels a sense of lossfabkthat people can see that they are HIV
positive, there is a sense of feeling uncomfortabth oneself and a sense of wanting to give
up on one’s dreams, what one believes in and h@wdefines themselves, so if a person is a
wife for example[le, they feel how am | going to tlos, there is intimacy issues, and if
someone is single, it is even more challenging, like oh my goodness how am | going to
get into relationships because | have to explainsityation , so | would say the common
thing is feeling unsure, feeling low and feelingompetent in many ways, because it is

emotionally, socially, it is in the world of worlsavell, because one will feel there will be
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issues around being absent from work and peoplgang to start questioning it, | am going
to start his and then be tracked

Researcher: So the challenges that come around this will seapeople to
evaluate/reflect on themselves?

Participant 2: Yes, there is a sense of reflecting, a lot ofeating on your life and
where you find yourself and it can go two waysf seflection, and some become a positive
thing, for others not so positive, it takes thenatdip, they feel they cannot handle life, they
become suicidal, but for others it becomes a sefsd my goodness, | am lucky | know
now | can take care of my life differently. | ansjuhinking of a young lady that | am seeing,
she discovered that she is HIV positive about tveeke ago, she came here and told me that
she has made a decision to re-evaluated her life aral made a decision, that one: she is
going to change her home, she went shopping antgelathe colours of her bedroom and
all of that, and she bought a bigger fridge asts®edecided to eat healthy and needs to store
all the stuff in the fridge and in that case itipositive way of re-evaluating one’s life, take

care of one’s self and be positive about life

Researcher: So it does not necessarily have to be a negatigkiation

Participant 2 No, no, as | said it depends on the person’sqgmelity, where the
person finds themselves at that particular momedtvehat is going on in their lives, so if the
person has been in a situation where things argaiag okay, it becomes more difficult to
be positive about being HIV positive, so if thesesomething a person is holding on to, so
they are able to use that as an operating basisngtance for her things are going well at

work, she is where she wants to be in her caredrttsnk that is her operating base

Researcher: How would you describe the pride of someone?

Participant 2 The pride? It depends on what you mean by thel wode
Researcher: I mean how proud they are are of them, “how drbam of myself’?
Participant 2: | think that is tied in with the self esteemisittied in with how you see

yourself, and it is also tied in with the peopleward you and it is not necessarily about what
they know or do not know about your status, itustja matter of where you are in your
family or social circle, | will call it that, for)>ample, there is a women that | am seeing who

is HIV positive, who has been married for eightrgedhere relationship is relatively good,
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and they went for a test, she was positive and & vegative, and they she took it, much as
she is a strong personality, but | think a lot ¢enattributed to the husband support, you
understand, so the way she is, the way she cargeself, only the husband who knows,
nobody else knows, you can see that she is beisigjy@about it, she has that sense of pride
of herself because she is still, even though thgriisis is there, nothing has changed in her
life, I will say the pride of a person who has HI¥influenced on how the person feels about
themselves even before the diagnosis and then digcdine kind of social support that they
have and thirdly, what is happening in their liagshat particular moment, so if a person still
has a good relationship, things are looking wellatk, that type of things, if they still feel a
sense of worthiness, a sense of belonging, a éitieeng functional. There was one guy that
| saw a few weeks back, he said to me, he hasHBépositive for 18 years but by the way
that is not why he is here, but he laughed aboand said HIV for me is not a issue, |
managed it, | have been living with it for 18 yeas in her situation she has good support,
very good support and two she has schooled haseelflV and AIDS, she understands the

pro’s and cons and she is comfortable

Researcher: So definitely, your own knowledge and where gome from and this

is based on what you have seen that it does net tioalve negative, virus does not necessarily
have a negative impact on someone. And then howpetiple who have HIV positive
compare themselves with other people, what inflasrithe self esteem of some of the people,
you will see that some of the questions will linkthe answers you have given

Participant 2 | think that the comparisons around people adationships, the
comparison becomes, oh my goodness, will the gibieyon stay with me or are they going to
leave me now that | am HIV positive, secondly, ot im a relationship, how will it be to get
into a relationship with someone and then therasatges around discrimination, if | disclose,
how will my friends treat me? And how will peopléwaork treat me if | disclose, | think
those are the issues that come up, those questiopsup, you think, if you were not HIV
positive, you will not be asking yourself those sfiens, but it brings in a sense of being
different, and a sense of worry around, | mightgkgeiet about it now, but what if something
happens which is going to force me to declare minmd#éference

Researcher: Do you think there is a relationship betweegreti of someone who is
HIV Positive?
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Participant 2: | think there is, because people will tell yowatthpeople who have
been HIV positive for quite some time , even thotigdy are seeming coping with it, they
gets moments when they forget about it, and somatslwill say they get sensitive, as some
of them are teachers and some at working, whenlgestart discussing HIV, they do not
know how to get into conservation, as they feedd geople can see that if | keep quiet, then
people suspect if | talk too much, they do not kriew to react, so they become withdrawn
in a way, because that withdrawal, you still trytagmake sense of how should come, how
you should be, so your self-esteem drops and | kauations where when they start having
opportunistic infections, like shingles or anythitigit can be seen by other people, you will
find that those people will make comments relatmddlV, “okay, you got this, | hope it is
not something like ..., so they find it difficult thefend at that particular moment but it stays
with them and they feel oh my goodness, maybe peaa looking at me and thinking this,

and actually | know its this so their self esteemeggdown a bit

Researcher: It is almost like it has a ripple effect

Participant 2: Yes, it does, the more you feel less of yoursatdf) feel people know,
the more withdrawn you become, the more depressedgt and it impacts on your health as
well because it will get to a point where peopldl wet concerned about you, you are not

yourself, you still cannot say what you are notrgeif, why, what is the problem?

Researcher: Please describe the stigma of a person who V6 pdisitive and the
experience from the family?

Participant 2: The stigma?

Researcher: Yes, the relationship and the stigma from thuilfig the stigma from
the family per say, and how it can influence his&edf esteem?

Participant 2: This morning | had a client, she is HIV positiaed the sister is HIV
positive, so they are three sisters, the thirgesisas not aware of the status of the other two,
the first sister is critically ill, she is in hosgi as we speak, now they had to disclose to the
sister, so they kept the disclosure from her paldity because of how they perceive her
personality, they perceive her as someone whorisjudgmental, so they had a sense of, we
cannot talk about it to her but when they disclige her now as of the sickness they had
response that actually surprised them because at@avy supportive one, two, she said this

must not be spoken about to any other person euth& family, so you can see that it is not
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only about the HIV positive person but it is alke self esteem of the affected, which is the
family, because for the family, it is a matter tfis is one of us, so there is a correlation, as
said before, if the family is supportive, it enhasthe HIV positive person’s self esteem but
if the family is negative and not supportive, thilba HIV positive’s person’s self esteem will

be low because of the stigma

Researcher: Also the stigma towards that family, and pleasescribe the
relationship of the stigma of a person who is HIUsiive and the experience at the
workplace and how the stigma in the workplace mdlyénce the evaluating of his/herself
Participant 2: Most of the time, that | have been in the corfraorld, people don’t
talk about the HIV status at all, you got all theggllness progammes and testing and all of
that, but still it does not make way for peopledisclose, reason being once the person
discloses, they will definitely be different to thext, it takes very strong personality to be
able to make the decision that you are going tol@ase not matter what, and you do get cases
where people have done that and because of howctreluct themselves, | will say they get
some kind of respect, when they have that kindtiitude, | have HIV and then what? So
people can receive them but in other cases peapi¢ disclose because they are scared of
the stigma and if for whatever reason people kndw has HIV positive then they start to tip
toe around the person, we have found that thersiar@ions when the person starts to loose
weight or their absenteeism rate increases or $ongeleaks that they are HIV positive and
then people will move away from that person andteder responsibilities the person had
before they become reducing but all of this is verfgprmal because it is not legal, as we
know every business is shouting and supporting &id AIDS but the stigma issue is a very
critical issue, you will be surprised how seniooplke, how little they know about HIV and
AIDS, but they have to talk about HIV and AIDS besa it is starting to effect the business
financially and that is what | was interested invhthey handle or manage the financial
impact. So there is definitely a relationship, deagon’t disclose because once they do they

are stigmatized

Researcher: They are stigmatized in terms of their functiabsvork

Participant 2: Yes, their functions at work, their promotionsdamow other people
will relate to that and will think |1 do not want te associated with you because you are like
this and if | associate with you, | will also likleat and will try to distance themselves from

you if you are known to be HIV positive
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Researcher: And whether there is an HIV status or not, ttemperson gets treated

like that, like in the workplace, you not given fjobs, as they feel you are not capable of it

Participant 2: Yes, and that is why most of the time peopld ndt disclose
because, | had a situation where in the storespbtie front ladies was on and off work, she
was diagnosed with TB, and she did not have a ehaite had to talk about it and went on
treatment and her state of health, really deteredrand everybody suspected her of being
HIV positive but from a work point of view, it wagery difficult to deal with as she did not
disclosed, and it was very clear that she couldcope with her functions and when | had a
discussion with her, she told me she was scareduBecif she discloses, she is scared she
might loose her job, so it is also helping peoplemderstand what the company policy says
with regards to what happens to you as an emplidyee disclose one, and what happens to
you as employee if your health has deterioratedllsof these things will effect a person self
esteem, if you come in every day you not feelingdyabout yourself, you looking over your
shoulder thinking | wander if they are seeing or seeing and wander whether | am going to
be given a dismissal letter, or | wander whetheytare going to make a case against me so

they can rid of me, so these things will weigh dawy reasonable individual

Researcher: Do you think that men and women experience H#lated stigma
differently?
Participant 2: (Laughter), 1 am going to be biased but | dothatk there is a biased

as such, but in my experience, | will say yestlfirsfind that it is very difficult for men to go
for a HIV test, they find it very difficult, but fovomen, | do not want to say it is easy but for
women are more able to take that risk and when wdew they are HIV positive, they are
also more able to surround themselves with peopie@ will support them, they become very
proactive, in terms of finding out how do | live gitively and most of all it would require
some sort of emotional support by themselves butldvaot say the same for the men, but
men do but the percentage would be will be very, iommy experience, so | would say their

experience is totally different

Researcher: And how would you say those different experiesnoapact on their

self-esteem?
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Participant 2: For women for most the case that | heard of |geetipat are
HIV positive and who have been HIV positive for geao not allow the HIV to depress
them as a woman, most of the examples | am giviagoaople who are coming and saying
hey by the way | am HIV positive but that is tha¢ reason, | have had quite a few cases of
those but it is women In most cases, so you firad thost women in my experience, even
though they are HIV positive, they still mothersll ©iave roles to play in that community,
one, and two, they still relatively jolly peoplgu understand, such that sometimes when see
they HIV positive person, you think how did thisppaned, as this person, how do they
manage to stay above this, but for men in mostscagieo are diagnosed with HIV, it takes a
lot of support, but even before it gets to the suppart of i, it takes a long time for the
people to even source out for that couple, becthesewill be depressed, they will not know
who to talk to, not knowing what to do, not knowihgw to access support and that type of
thing, until they reach a dead-end, which thendsrthem to see a therapist, so the self-
esteem, | would say, they are able to work withrthelf-esteem and keep positive and stay
positive even though they will have their ups arwvas, they stay more positive and

maintain a better self-esteem in my experience.

Researcher: And then do think the stigma attached with ¢ertaedication, HIV
medication, effects someone self-esteem?

Participant 2: It would naturally, one, there are side effedtached to taking this,
and the breasts coming out, for women | don’tktihmat those effects will impact negatively
because they will have a very nice image/cleaviiganen, there is a various serious issue,
remember there was an article from the paperse thas a guy who grew breasts, and if you
are schooled in HIV AIDS, you will know that therpen is on treatment and that is one of
the side effects, so obviously something like thi#itwork on a person’s self-esteem so even
before they contemplate taking the ARV’s, issue likese will pop up that if | take ARV'’s, |
will have to take the ARV’s | will have to takefir the rest of my life and what if | get that
side effects, so it impacts on their self-esteesmse they are still contemplating taking their
ARV'’s, and for women, not specially for women bat HIV positive people, generally it is
also about, think the person has to take the medlicat certain times, it is a matter of there
is no way you can do that with people you stayintl wou knowing, because if you taking
medication eight in the morning, eight in the eweniit takes a very clever person not to slip
as in other people finding out that he is HIV pesit we need to do something? You can’t be

ducking for the rest of your life, so that also sufs on one’s self-esteem because that the
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person will feel | have this cross that | have &t and everybody now knows about it. |
have one prostitute that | have been seeing folregedme time and she refused to take
medication, she can’t take medication becausesbadk home, she is from the Cape, there
is no way she can take the medication, she is goirtgke the medication when she comes
back from home, so you cam imagine, weighing sayogr life now, could end up being
critical, and postponing taking the medication,&aese people are going to judge you, so self-
esteem is not about the way you define yourselabse you thinking just people are starting
to see me taking mediation, even though they damiv which medication it is, | will have

to explain.

Researcher: So it makes sense, the family, because it iglyntige family who will
note these things

Participant 2: Yes

Researcher: And then lastly, can you provide any suggestifmmsfuture research
regarding self esteem and people who are HIV peasiti

Participant 2: It is a bit of a tricky area because you cannath it and | think that
talking to people who are HIV positive, can acty&lélp or who can contribute more because

there is the perception of the psychologist whectvinat we are working with now.
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Participant 3
Researcher: Please describe the work that you do?
Participant 3: I've been working for approximately six years aftay internship. |

run a specialised practice generally. | speciapsifically in addictions.

Researcher: What type of work have you done with HIV speciflgal

Participant 3: My work in HIV started in a previous profession wié worked in an
HIV children’s home. When | started training assgghologist | also worked in a children’s
home in Soweto, which also focused on HIV. Thempdrd a year working on HIV based
programmes in Alex. Most of the work that we didswaither with HIV positive people or
with bereavement. | then also specifically workedam orphan’s project. And then when |
went into private practice it was like a marketaghdl, as people knew that | was willing to
work with it. It then actually took me into addiati, more than addiction taking me into HIV
work. Because most of the people that | worked wittih HIV acquired the HIV in the
throws of addiction, it was mostly drug relatedeTdther sort of HIV work | do or have done

is with HIV mothers. | have worked in children’sdpitals

Researcher: Please describe the self esteem of someone whiv/ipdsitive?
Participant 3: It's difficult, it's difficult. | think sometimes he self-esteem stuff
around HIV is more related to other pathologied fflays out. If | can think of somebody
particular who | saw who was quite obvious narstssi you know where the self-esteem was
quite inflated. | suppose because | work clinicaltyis more about the other pathologies
attached to it. In fact in my experience it wasually quite rare where | have seen people
coming in specifically because of, its like theys@rt of just accidentally contracted the HIV.
| think also by the time people come the depressiam set in. They usually come if
something else plays out ... as a result of. Iktliins a difficult thing to answer, because it
plays out with other stuff so you can'’t really siayis one or the other, the HIV or the

pathology.

Researcher: How would you say these pathologies play out widimeone who is
HIV positive in relation to someone who is not?

Participant 3: | think sometimes when people are diagnosed Withthere comes a
point say in long term therapy, if they want to tthat kind of work where the stuff around

future starts to play out. Where there’s a kind@sseof survival, will | be sick soon. Then the
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issue of ambition starts to play out. Where peapéefaced with a situation where if | should
go back to university to finish let's say my mastetegree. Will | finish it? Where that
ambition gets kind of constrained, by the senseyofg. People are not conscious of the fact
that they are not going to die and not going toilighe short term. And it does knock the self
esteem. It does affect the sense of efficacy. W#ly be able to do, will they be able to
achieve? | suppose then yea, there is a strongkkmoeffect on “Can |, Will | be able to get
there?”Because that existential crisis of dying dadth which you don’t know when it will
happen, but you know it will happen is very differéo the sense of knowing that “I will die”

which other people have. The rest of us have sodséeatial sense of | will die.

Researcher: And that in a sense will affect “my worth”?

Participant 3: Yes, for sure, for sure. And | am now thinking émebody in
particular (this information is confidential hey,do mention any names just change them,
because | do think of my clients in terms of namesj thinking of somebody who | saw for
three years. He acquired the HIV, just going i midlife crisis. So it sparked of this really
horrendous midlife crisis and he’d been diagnodsaliaa year before | started seeing him.
And what it really had done for him was that itlhedrought to the fore the sense of “what
am | worth?” It drenched up something rather theanding it about. Where it kind of curled
up all the stuff of changed careers around tweintgg, came out of the closet sort of mid
thirtees, so a lot of that stuff around self worbhit in that case it was also linked to the

emotional midlife crisis, which automatically invels the self-esteem.

Researcher: How would you describe the pride of somebody whidIM positive?
Participant 3: You know this very same person | am thinkingtbg issues he was
going through was very difficult for therapy, besaltit holds so much stuff, you know who'’s
going to think what. And | think in my experiendeete is a difference in gender, there is
definitely gender differences, age differencesiataand cultural differences. There are lots of
things that influence disclosure. And it was verteresting that he found himself at the point
where he wished to disclose to his family thatsheliV positive. And that in fact that it had
become a matter of pride, so there was an intagesist to watch something that can get
someone down by to become something that he realhfed to do. And then funny enough
it drove him to go publicly, and | mean publicly the bigger scheme of things and do
something quite overt about the HIV. It lingerghe positive living kinda stuff. Whereas if |

think of somebody else who really kinda struggled..t he couldn't intellectually bring
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himself to the point or at no point could harnessis sense of positive living. He could not
harness some sense of what can | take out of thighat does it mean. He was very bright

very successful.

Researcher: Did his status affect how he felt about his achmests?

Participant 3: You know for some people it kinda means nothingabbse | am going
to die. Or | have heards some people say thatlielviamount to nothing. Or | remember one
client say to me, that when | die people will sayds HIV positive, that it will sort of undo

the sense of achievement.

Researcher: It's like it would not be Doctor X who died, butishperson who died
of HIV.

Participant 3: Correct, correct

Researcher: How do people who are HIV positive compare thenmeelto other
people?

Participant: I am now thinking of a specific situation and iaglbam thinking about

my long term client where he was in a relationshiih a man who was not HIV positive and
they met and he told the man that he was HIV pasithnd the relationship developed, so it
was really it was really done in a kind of opendckiof way. The two of them subsequently
started a business, which failed, for all kindsezsons. But he struggled to keep up with the
partner, also because of his own kind of stuff. phgner then went on to be quite successful
and he didn’t. And could have then helped to erdriéiationship. When | think of that, it
was kind of a power thing, but | also think thaifa dynamic in the relationship.

But then if a think about a young woman | saw ie bospital who had a colleague she kept
comparing herself to, but then again that come& baevhat it will all amount to, in a sense
at the end it will all mean nothing. But if you dief some cancer it would not necessarily
affect your achievements.

You know another thing | found quite interestingswehen | ran groups, for people who are
HIV positive and one of the comparisons that camevas whether | was HIV positive and
therapeutically that is quite interesting to de@hwAnd don’t think just for the client, but
also for myself, in the sense of why is that impottfor the client and does it kind of change
what you think | feel for you. It then kind of todke comparison the other way around in the

sense of my sense of not being HIV positive.

116



Researcher: What would you say, who and what influences thd esteem of
someone who is HIV positive?

Participant 3: | think often it is the voices that they themss\have. | think they
hold of a voice of prejudice themselves. Becausgplgedon’t find out that they are HIV
positive and then they say this is the works of Gldtey've already heard some of the stuff
somewhere and somehow these things have beenaliderhand they then in turn own the
prejudice, it then gets internalised. And thinkytlaee very often not undoing those voices. So
many people just don't disclose. They hold stromgrnalised views of it, but | think that
when people do wish to disclose their biggest fedhat of rejection and rejection and self-
esteem is linked and that is when they then comagamst am | worthy of being loved. Why

don’t you love me? Why did you reject me?

Researcher: Do you think that there is a relationship betwedm tstigma
experienced by someone who is HIV positive andhiself esteem?

Participant 3: Ja, ja. | suppose | am now also thinking of a worhsaw who came to
see me. She had gone to the doctor for a pregriastynd the doctor had routinely done an
HIV test. She in the process also lost the babywhile she was pregnant she had found a
reason not to tell her partner that she was HIMtpes She then lost the baby and then lost
the reason for not telling her partner that she W&é positive. This then just spiralled into
this huge compensation. She would work long hdsh really did all the kind of stuff that
made look like she was getting stronger, wherdyedhat was underneath was just fragile

person
Researcher: Would you say that those were almost like her defanechanisms?
Participant 3: Exactly. So | think that there is a relationshmd again the issue for

me is it also depends on the persons resourcepléP@bose resources are higher will have
better ways than people whose resources are lomeerl @o think that that connection is
clear. | think sometimes it would be irrelevant wiez it is HIV or cancer. You would hook
to the stuff that you would hook to. | also thirfiat the age of diagnoses is also different
toward self esteem. | would think about the persspoke of earlier who was going through
a midlife crisis and for him it was very differetat the other man | spoke of who was in his
early thirtees. And of course with kids it is diéat. So | really think that the stage of life

depends. So for a woman who is young diagnosed Kithand has not had kids yet it is
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very different to a woman has kids and is aboubd$ diagnosed at fourty and has a five
year old who is not positive.

Researcher: So how would you say they experience that diffeeenc

Participant 3: | think that different stages of life affect wia@ are in the world, how
we see ourselves in the world, how we see othethdanworld, how we see the world in
general. And | think all of those situations. Alseople in their twenty’s make more friends
that people in their fourty’s. So the sense ofatoh is very different around the fourty’s
around HIV, but the sense of disclosure around tyvean be more stressful because then

more people can find out. There definitely is agharound phase of life and personality

Researcher: So someone who has had a more social life stykn gvior to being

HIV positive is most likely to experience the HINffdrently to someone who was not.

Researcher: Can you please describe how the stigma someonasaby positive
may experience from their family may affect thatsom’s self esteem

Participant 3: You know one of the stories that sticks out fa i an indirect story
about HIV. A patient | saw was in a family whereopke were dying. You know where once
a week she'd been to funeral or even twice a wekkere literally there was an
exterminating influence. And nobody ever spoke alitotNobody ever said that somebody is
dying from this or this. And one of her cousins whehe was really close to became very ill
and she was in and out of hospital. So she wasdindeteriorating and they would think that
she was going to die, but then she would get odtgmh better and so on. Nobody would say
that she has HIV. She could speak about it to miesie wouldn’t speak to her mother about
it. Her mother interestingly enough is a nurse. hl@ther also would not say anything. But
then again the woman who | spoke of earlier who pragnant. Alot of her stuff was around
how things seem, she was very narcissistic. Socebkin’t tell because she couldn't feel
lessened. She thought it would diminish her tofaenily, because she was the one who made
lots of money. So she was the one who help suppisrbne and that one. So was that figure
in the family. So she could not conceive the pabtitof being lessened in the eyes of her

family.

Researcher: Do you think that her status had an influence on ma&rcissistic

personality?
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Participant 3: | think it just shot it through the roof. It héigned a lot of stuff. It
heightened the perfectionism, the driveness, heses®f ambition. She struggled to read
literature around people who are HIV positive. Straggled to read anything around people
who got sick, you know most of those stories peaeleabout how they got ill and so on.

She struggled to deal with her mortality

Researcher: Did she ever disclose to her family

Participant 3: She had been very careful. She never gave mevanyf contact with
anyone outside. She knew that there was a dutystlode on the part of the clinician. She
was very very careful to never give her partneam®. He was a prominent figure, she never
identified him, she never gave me any other nurnthean her cell phone number or a next of
kin's. | did not know who she worked for. She vagugave me an idea of what she did, |
knew more or less where it was. She was very canefito disclose too much, because she
knew that there was a duty to disclose on my padtthe doctor | sent her to who was an

HIV specialist.

Researcher: Can you please describe how the stigma someonasaby positive
may experience from their workplace may affect gason’s self esteem

Participant 3: You know | don't really have experience in termstioé workplace
because my clients don't really disclose at worke@erson | saw, he actually passed away
recently. He got very ill, but never disclosed airkv The partner had also gone all out to
hide the fact that he was HIV positive. In facttbos day, | continued to see the partner
because | saw them as a couple. He had only d&tlwmshis (HIV positive persons) mother
after he had gotten so ill that they could not hitdenymore. The mother also kind of found
out by accident. The mother saw a bed file or sbingt but he was the one who confirmed it

to her.

This is also because he is ashamed of his patthepartner contracted it in the context of

the relationship, he was involved with someone atgthe had the highest sense of shame.

Researcher: Do you think that the stigma experienced by somewhe is HIV

positive due to the medication that they are talafigcts their self-esteem
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Participant: As | have mentioned before the people who | see mt disclosed
their status to the people who they live with orfamily members. | therefore do not think

that | am able to answer that question.

Researcher: What would you suggest for future research regarthe self-esteem
of someone who is HIV positive?

Participant 3: Someone | know did research regarding the meaofilt)V. Meaning

in the sense of the existential sense. | thinkhengense of what am | going to do with this. |
suppose in therapy | have seen people get to tm wbere, | know | am HIV positive. |
know | am not going to die tomorrow. Now what? Athdt is a good place to be. The sense
of | am not going to die, now | actually need td gdife. And in some way | think that is
kind of work around self esteem stuff. | supposgatild be valuable to think about building
a life or continuing to build a life. What to do tviour world. Should | change careers or
whatever it is that would valuable? Perhaps it Wdog important to speak about courage,

that this takes courage.

Researcher: Just to understand what you are saying. We shoxfdoe the
meaning of HIV for someone and how that can bealakifor the person?

Participant 3: Absolutely. Furthermore regarding the research heailsl also explore
the resources of someone who is HIV positive. Té¢ieesteem is a resource. How much of it
is due to personality and to pre existing trauma.isSthe HIV diagnosis just part of that
trauma in life. Because some people are not as@tised by their diagnosis and sometimes
it is just a complete projection on our part thimkithat this is such a train smash. But it isn’t

for everyone.

Researcher: Thank you for your time and input.
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Participant 4

Researcher: Please describe the work that you do?
Participant 4: I've been private practice since 2000. I've beernngoemployee
wellbeing within the private practice, doing onsi@rk and so on. | run my assessment

centre. | am a senior assessment consultant. édmtherapy, hypnotherapy.

Researcher: In relation to HIV?

Participant 4: In relation to HIV it is private practice work. @ft the people come
through the call centre. They will call in for sottm@g and then it will come up during
treatment. | have had a couple of private referfiam people | have seen befotehave

specifically done a lot of work with white Afrikaargay men who are HIV positive.

Researcher: Can you please describe the self esteem of sometioeis HIV
positive?
Participant 4: Really low, because of the stigma attached. TlnitewAfrikaans

homosexual men, it is virtually nothing.

Researcher: How would you describe the pride of someone whdli$ positive?
Participant 4: | am not sure if they have pride at all. Theyéagconciled to the fact
that they are gay. A lot of people know that theg gay. So their social groups and some
people in the work situation would be aware thaythre gay, but none of them have told

their family of their status.

Researcher: So, most of the people whom you have seen havelisdibsed their
HIV status, neither their sexuality to their famihembers.

Participant 4: In fact most of them are very distant from theimily, they have
minimal contact and minimal interaction. And | tkipart of that is that some of them are on
antiretrovirals and they have to take their medbcain private because they don’t want

people to know that they are suffering from HIV.

Researcher: How do people who are HIV positive compare thenmeelto other
people?
Participant 4: | think they struggle with that. | think they sd®mselves as quite

different. Some of them see themselves as victitmsre have recognised that this is because
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of their own behaviour. But | think that they séermselves as quite different leading very
different lives and then also quite abnormal withihat is suppose to be normal in society.
Within their own homosexual community they're fileey're very supportive of each other,
there is lots of social support there. But compdrethe larger population of the so called

normal behaviour, there is just no comparisonlat al

Researcher: What would you say influences the self esteem ofesme who is HIV
positive?
Participant 4: | think still the stigma. | think they’re also sggling with the socio-

political change now. Because of what is happemrgouth Africa and the political change,
they're the white Afrikaans male. Which is kindtbfs endangered species now? In the work
situation for example, with promotions, BEE andfdslibe that. They see themselves as very

isolated, very much a group on their own, diffeiatied by all of us.

Researcher: So there are other external factors which contebiat how they
evaluate themselves.

Participant 4: Yes of course there are. | think the prejudicesatiety. This one
particular chap is quite a senior guy in one ofdahéit firms. There are a lot of people who
are very supportive of him. He is very gay, vermiieine. He has openly admitted that he is
gay. He dresses like a gay man. He is extremelygrebmed. He drives a beautiful car and
yet he gets huge prejudices from other people withe company, the touch guys. They
don’t want him there. And when his HIV status wasfemed he actually felt it necessary to
tell management. He felt that he should actuallyupont about it. And the response was
pathetic. They didn’t want him there, but they cbnbt get rid of him because he is too damn
good. He is a very intelligent and pleasant guyfalct one of the nicest, most interesting
clients | have ever worked with. My sessions wiltm lused to be one of the highlights of my

week, just because he such an incredible humaig.bein

Researcher: Would you say there is a relationship between tlggns experienced
by someone who is HIV positive and his or her ssttem?

Participant 4: Without a doubt. You know they may have accephbetnselves but in
relation to what they experience it does affectrthé’s almost though his intelligence and

abilities is imaged by the fact that he is gay Hifid positive.
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Researcher: How does it influence the value that they placthemselves
Participant 4: | think it makes them very sad, because his tadsliare not being
recognised for what it is. It is overshadowed bg tilV and his homosexuality. It is not
separated, valued and praised and considered wioritsyown right. It is always the yes but.

He is brilliant, yes but.

Researcher: Can you please describe the relationship betwegmatsomeone who

is HIV positive experience from family and his arlself esteem

Participant 4: As | have said the majority of who | have seemehaot disclosed to
their family. They suspect that it is a no go argg,not to be discussed. In fact the one chap
got extremely sick. | actually said, “don’t youtkithat it's time the family should know”.

He said “the family can find out at the funeral.”

Researcher: So how would you say not having the closeness @ffamily or that
feeling of there is no way that my family will unrdeand me makes them feel about
themselves?

Participant 4: Oh, dreadful. You get so much in terms of sete@® within the
family that it is a huge loss the fact that theg’tdisclose. At the moment there is a level of
acceptance within the family of them. But if thegalose they would lose the little bit that
they've got and they are not prepared to do that.

Researcher: Can you please describe the relationship betweégmatsomeone who
is HIV positive experience at the workplace anddrier self esteem?

Participant 4: | think all of them have been stigmatised withiie workplace, which

is why they have not disclosed their status. Thaghtrbe known to be gay. It's just by virtue
of the fact they are gay, there is an assumptiantttey might be HIV positive, so the stigma
is high. | would say that they have few relatiopshihat are healthy, positive and supportive

and just accepting of who they are.

Researcher: Do you think that women and men experience HIV teglastigma
differently?
Participant 4: That is difficult for me to answer as | have hatl many HIV positive

ladies in the practice. They are not heterosexual with HIV, which | think that they would

be treated in the same way as women with HIV. llyeton’'t know. But | have recently had
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a client come to me who was gang raped. Immediatelirad to send her for tests and one of
risk factors was that she might be HIV positive.dfshe said to me that her life is basically
over. If it comes out that her life would be ovieecause no man would not want to have sex
with her and she would never get married etc. Thiew of her would be to kind of use her

like a prostitute which would mean that they wontd want to have a relationship with her.

Researcher: Can you please describe the relationship betwegmatsomeone who
is HIV positive experience as a result of the usmedication and his or her self esteem?
Participant 4: Yes and no. There are quite a few people whoseefto take
medication. They prefer to adopt the holistic Heakexercise, diet just to look after
themselves, because they have heard of such ratoges in terms of the side effects of the
antiretrovirals. There were two particular men where lovers. They were terrified of dying
the HIV death. That was more a motivation for tgkamtiretrovirals. They were extremely
good looking. They're very vain, very aware of thegry good looks; they've made a lot of
money out of modelling. They were very afraid ofawvthe HIV symptoms would do to their
looks. They went through hell because of the sftects, but they were determined to make

sure that the antiretrovirals work

Researcher: Because of their good looks they get good respofreaes society,

which influences how one evaluates yourself. Howulioyou say that pre-determined
evaluation of themselves may be influenced by tiggns they may experience from society?
Participant 4: Neither of them have disclosed openly that treegay. They were fine

with each other. They were fine with their immedigiroup of homosexual friends. They
played a heterosexual role. They dated women. Sdiseosed to his homosexual peer
group, but certainly not to the open public. Amdne homosexual group they get a lot of
support. Many of them are HIV positive so they Isealupport each other in terms of the

antiretrovirals. Do this, do that etc.

Researcher: How would compare someone who has that supporoitwesne that
does not?
Participant 4: | think that they cope a lot better. | think iivegs them more

motivation, to try and live a normal life, to whatnormal for them. So it does make quite a

difference.
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Researcher: Can you provide some suggestions for future rekesrgarding the
self esteem of people who are HIV positive?

Participant 4: To find out what personality characteristics colbé nursed. I've never
really thought about it. | think the problem ligsthe fact that all of them are expecting them
to die and they are at various levels of comingrips with that. If you think in terms of
Kuebler-Rosses’ bereavement theory. The young dooking male model guys are in the
anger stage. The successful guy was doing theditdrgaining depression stage, where it
was “What do | need to do to make myself well, Wthatl have to learn to make myself not
die alone. He was organising himself to make lésléists for as long as possible. He knows
what his CD4 count is at what stage of the virusshend he does not expect to live beyond
forty. And what was interesting was he was strugghvith whether he should get a dog.
What age should the dog be? Should it be an oldrdag the SPCSA, because he is going to
die quite soon or should it be a puppy? And heduasgally negotiated with his peer group

that someone who he trusts would take care of tiye @he dog was a huge dilemma in his

life.
Researcher: So all of these things influenced his motivation
Participant 4: Absolutely. There is an issue regarding takinglicegion. You know

what is good and not good for your body. My attgusd to just take everything, at least you

have tried.

Researcher: Thank you for your time and input to my research.
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Participant 5

Researcher: Please describe the work that you do.

Participant 5: | was lecturing at Vista University for aboutrteen years. | now have
a private practice for about six years. | also watla school, West Rand primary. | did my
masters in Educational psychology, then did mya@té in educational. Then | realised that
a lot of the problems is not always the kids theveht back and did what they call a PSYD.
It is an integrated clinical, counselling and ediaceal programme. | did it at the University

of the Free State. | am also part of a post gradpitgramme at Potchefstroom University.

Researcher: In terms of HIV?
Participant 5: Clients in my private practice. Quite a fair paftmy counselling is

couples counselling.

Researcher: How would you describe the self esteem of someohe & HIV
positive?
Participant 5: It's different. | had a guy who had a very higdf £steem. Then | also

have some clients with a very low self esteem.

Researcher: What would you say influences that self esteem?
Participant 5: They have a good self esteem all the time omadelf esteem all the
time. Afterwards maybe it will affect them, aftérey get sick. They become worried about

what people may think and how people would evaltlae, if they look at them differently.

Researcher: Would you please describe the pride of someoneigvhldV positive.
Participant 5: They are not very proud of themselves. They thoubat it is not

going to happen to them, it's always something tizgapens to other people.

Researcher: How do people who are HIV positive compare thenmeelto other
people? What influences the self esteem of peopteave HIV positive?

Participant 5: | would say they negatively compare themselvekeOpeople have an
advantage over them. Other people also have atylitdi ahead of them. At the beginning
they think that life is coming to an end for theloike a cancer patient, they think that they

have been issued a death sentence. They thinkttiets have an advantage in terms of time
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over them. When they hear that they are HIV posjtithey have a very negative perception
of the future. At the beginning they think thatrénés nothing more to life, | have the death
sentence. But as they continue and realise thatytcdstill the same as yesterday, so they
realise but this is a long term thing. If | get tiight treatment and if | look after myself | can

live as long as the next person. They see peopiegdy motor car accident or so, so other

people who are not HIV positive suddenly die andwhe has the virus is still alive.

Researcher: So the initial perceptions are that my life is gpto come to an end, |
can’t make long term goals. And is life prolondseyt experience life, they realise that they
can continue livingDo you think that there is a relationship betwed®s $tigma experienced
by someone who is HIV positive and his or her esttem?

Participant 5: Yes, | think so. From past experiences with ssiéem, | would say that it is
influenced by what other people think of you. Esg¢if you have a low self esteem, you

always think of or make decisions based on whatrstthink.

Researcher: Can you please describe the relationship betwegmata person who
is HIV positive may experience from the family amd or her self esteem?

Participant 5: Most of them want to hide it from the family. Bahce they tell the
family they are actually surprised by the suppbat they get from the family. But most of
the time they are hiding it from the family sohiely are taking medication they do not take it
regularly, because they are scared. But once #ilethe family it is almost like now | can

just be myself and | can share my worries.

Researcher: Can you please describe the relationship betwegmata person who

is HIV positive may experience from the workplaoel &is or her self esteem?

Participant 5: In the cases | have they all did not want the worknow. All of them,
the first time they see me want to make sure thatihnformation will not be given through to
the workplace, so | cannot really say. But the gag | am seeing is really sick. So he needs

to take of so every now and then. At some time thegght ask him to get himself tested.

Researcher: Do they explain to you, why they do not feel cortdbie with people
knowing?
Participant 5: It is almost as if it is going to influence themily performance. That it

would have an impact on their prospects at the plade.
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Researcher: Do you think that women and men experience HIV teglastigma
differently?

Participant 5: | think that women are more accepting. They havgo on with life.
They are a bit stronger. Men just seem to be véficult. From a couple that | am seeing.
The guy has HIV as a result of having more than r@h&ionship and the woman did not
have. Afterwards they blame their partners foflitey’'re not accepting responsibility. They
want to blame and say it is other people. Wheraaswoman would say, | have to do

something about it because | still want children.

Researcher: How would you say these different perceptions iafice their self
esteem? What is the difference between men and n@me
Participant 5: | would say women have a lower self esteem. Meakempractical

plans, while women are more emotional about it.

Researcher: Can you please describe the relationship betwegmata person who
is HIV positive may experience from taking medioatand his or her self esteem?
Participant 5: It also depends on the situation. There are sdieets | have who do
not have any problem with taking the medication.eWlthey live with others they actually

hide the medication.

Researcher: Can you provide any suggestions in terms of futasearch regarding
the self esteem of people who are HIV positive?

Participant 5: | think research done over time. So at the begghwhen they find out
that they are HIV positive. Do a self esteem ineent And then just compare it to six to
eight months from there. Just to see if there diffearence. You have to see what the self
esteem was like before they got the disease. Aad #ix months later see if there is any
change. There is one story of a couple that is wagpificant for me. This gentleman is
young, very successful, many degrees, in a manageposition. His wife also has a few
degrees so he could not marry her because he cwmtldfford the lobolla. Then she fell
pregnant. He then became ill, had stomach probserdsso on. This affected his work, could
not attend his management meetings and so disabea¢ he is HIV positive. He then got
so cross with the world. Then he started to blamephst. During their relationship he had

another relationship as well. He did not want teeteesponsibility for that affair that he had.
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Eventually the two of them just drove away from amether. Although she was pregnant she
just lost her sense of life. She was actually stage of committing suicide. They just did not
want to know anything. They are so highly educa@ue would think that they would make
use of the sources that they have, but they watenpt interested. She did not want to come
back for therapy. She saw no use in counsellingumez she does not have a life anymore.
She just says that | am going to die and my chilglaing to live without a parent. They are so
highly educated, they just think that it is notrggpito happen to them. All the booklets | had
the man just wanted, it was like “Can | have i) ¢dhave it” It is as if he did not have the

knowledge before the time.

Researcher: It makes you wonder, whether they actually did ggposure or
education at work or if its just that they did tisten. This stuff does not apply to me. It is an
interesting aspect to research, whether despithealprogrammes out there can it be that we
still have such high rates because people do noapention. Then what is it that we have to
do to draw people’s attention?

Participant 5: You know at the one school where | work thera lst of information
that they have to give through to the children. Té¢schers’ response is not HIV again. The
other thing is that you find that there are more amore teenage pregnancies, which tells you

that kids are more and more sexually active atumger age.
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Participant 6

Researcher: Please describe the work that you do?

Participant 6: At the moment | am lecturing. | have been doihgttsince
February this year. But before that | was involwedchome based care projects in the
West. That was a church project. The pastor thetealy felt that he could help the
community. He felt the church could help peopleoimed in training of people in home
based care. There were about eight of them. ScsIlmanaging or actually supervising
them, because they had a scope of practice. Theme some very complicated situations
where they needed some professional assistan¢batSis how | came to work with cases
of HIV.

Researcher: How long have you been working in this field?

Participant 6: Two years, since 2006.

Researcher: Have you done any other type of HIV work?

Participant 6: This is basically what | have done. But as a mangge are

exposed to training. They train everybody, whetfmr are a home based care worker or
whether you are a manager as long as you are iedalvthe projects. Let me say they
train all the stakeholders about HIV or whatevesaait is that you are working in. They
would train you about what it is to manage, howgtoabout a business plan, how to
collaborate with the other stakeholders. So | haae a lot of training in HIV and the
specific area involves that | was working in, whighs home based care for HIV positive

people. So they train you throughout so you knovatvi$ happening.

Researcher: Have you done counseling with people who are HI¥itpee?
Participant 6: Yes. Like with this home based care, they would tde
medical part, the nurses. They were also trainatbtoounseling, but | also helped them
as clinical supervisor. How to handle people. Hawiritervene. How to deal with
sensitive issues because at the end of the daywtbeld come to report to me how they
were doing, the work they were doing, and the #érey covered. Those specific patients.
They would experience problems sometimes. Eitlwenfthe family or from the patient, |
would then assist with that. They would also regwectical logistical things that they

managed for each person to go for treatment, thilkgsthat. Sometimes they would
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struggle with issues around the grant and | woaldte them go to a social worker. And
we would work around the counseling procedures #isir own roles in terms of who
should do what. So you would encourage people t@almseling. Cause now family
issues to come up. So that is how | got involvésh galking to the family , so now they
come because now they know, they are now prepareddperate. We also had an office
at the church. So they would come to know thateheisomebody there who they could

go to, so we were sort of the point of contactf@ community.

Researcher: Please describe the self esteem of someone whol\i's H
positive?
Participant 6: | think they have a low self esteem. Also it's ligedilemma,

when they get this information they do not know twha do. They've got to be
encouraged that they should share and talk to pisaple. So it is difficult. They are also
faced with the issue of dying. They also experieinom friends some form of rejection.
So it is quite difficult. There were a few of themino came to the point where they felt,
Okay this is me and them they would come forth simate. But the majority struggled to
accept. So our counseling would be that | havdigstand it can be treated just like other
diseases there is no cure. Like diabetes for exanfohd to get information. And we
should help other people while helping ourselvdsit®e nurses might help you, but you
also need to help yourself. But if you close yoliygeople won’t want to talk to you. But
like | said you do find those who also felt thagymeed counseling so that you can get a
culture of talking. So the social worker would cotogether with some other people. So
she said to me let's start a group, so | had tavgoe a month, fortnightly. So the
caregivers would encourage them to come out. Se thieuld be group counseling where
they would get to talk and also share informatidnd then we also as their facilitators
we would share with them our progress to keep thmtivated or whatever it was just to
keep that culture of talking. There was the onewgag very much in the programme and
she was in the advantage stage. But that's theslwayvould talk about it that she was in

the advance stage. But she was making progress.
Researcher: Please describe the pride of someone who is HI\tipe?

Participant 6: The ones | have seen, it is low. Whatever infororagiou give

them, there is that great thing, where they feey tre going to die.
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Researcher: How do people who are HIV positive compare theneslio
other people? What influences the self esteem afesne who is HIV positive?
Participant 6: They regard themselves as different. You know tieye those
symptoms and despite that they know how to get frasse symptoms. And they avoid

other people. So it rests really on the other p=opl

Researcher: So they restrict themselves from other people. Wiratvho
would you says influences the self esteem of som&dro is HIV positive?

Participant 6: | think the way they perceive themselves. And at toment
they know it is not curable. | think if you abotmat, you don’t know how long you are
going to live. You can'’t really plan other thingsdause there is this thing. "But, what if”.

| think they sort of feel that they are out of aohtWhatever they start, it will always be
no HIV. | will do this and do this, but | am HIV pitive. For others they are sort of
locked up. Some differ. There were quite a few saseemember this guy who refused to
be seen at home, who refused to accept treatméiat,refused when they encouraged
him go forward. And | was going with tit, | had teanage it. Because the church had said
these people have been going there and they haredreing reports. And they wanted
to know are those people there? Are they dealinly thie cases or are they just writing
numbers so that they qualify to be funded. So #a4 just help us, so you can go there
and see how these patients are coping. Help théya thscharged. They must not just be
kept on the role for numbers sake. So the wholegtlelf esteem, some of them would
come to a point where they would just don’'t cooterdhere was also one lady who
refused to take treatment, where she would sayotiésshe wants me to do these things.
Although one year where the church was giving bdéslshe did come. But | could see
the problem could be his interaction with othergleoRegarding the issue of pride, that
one is interesting. There was a lady that camewaatHIV positive. She was one of the
clinic’s aids. She would talk about it and she was there. And she was fine, she was
taking her treatment. To the extent where she wasositive, | remember the very last
group that | had she was there. And she was engioigréhese other people that the best
way to cope with it, is to come out and disclosed&ven the way she was pushing | felt
that it was too much. No being able to accept #at that, the people they have come
here let them works it out amongst themselves. d@anit want to push people and them
they can’t handle it. It must come from within. Ste was pushing, pushing. But she was

fine and they could understand why she was finealrge she was taking her medication,
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she had nothing to hide. She was looking so fia éven the caregivers were querying

whether she HIV positive.

Researcher: Do you think there is a relationship between thignsa
experienced by someone who is HIV positive andhiser self esteem? Please elaborate
on your answer?

Participant 6: Yes. The workshops that | experienced these pewspidd be
exposed to HIV and what it is about. And then themld come a point where these

people would so positive, some people would comangpsay how they feel.

Researcher: Please describe the relationship between stignessmp who is
HIV positive may experience from family and hishar self esteem?

Participant 6: Those who are open about status they complaindbeit find
support. You can imagine some of the partners. $hatild really be the one that should
be supportive, but if that person you don’t fedesaith in terms of that person not being
supportive that creates problems. And if it is ldsswe try and see this person. Those
would be the ones we would try and encourage toectorward. We try and see them

together, to try and talk about this.

Researcher: Would this be in the group as well?
Participant 6: No just two of them. In the group, those are theptewho feel
that they can attend a group.

Researcher: Individuals who experience problems with their fbfi
Participant 6: Yes, they would come out and say that they havblgnos and
we would ask them if they want to have counselifige problems would be around

bereavement and their relationships. So they waslkdif you could come and talk to this

person.

Researcher: So some of them were capable of standing up foir the
families?

Participant 6: Yes, some of them were. But a few they wanted tohgép

with that. There was just lady that was having @bfm. So whatever it is he would be

encouraged to find out what is going on. She krieav $he was HIV positive, but when it
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came to telling the partner. When we would sayslgt talk she would wait for days and
then there were cultural issues. She would thenydet come, but when the husband
comes she would them say she did not want him tovkibbecause what she said was the
husband would quarrel where did she get it? Meadewhiwas possible that she was
infected by him. So it was obvious that the husblaad an attitude about these things. |

would say just go together, just go for testing.

Researcher: How would you say the manner in which she triedhide
things from her husband affected how she felt abetgelf?

Participant 6: | think she got a sense of needing to dodge usg®aaying
this and saying that. That's why this caregiveenefd her, because he could not deal

with her in terms of where they stand. It was likge and seek.

Researcher: Please describe the relationship between stignesismp who is
HIV positive may experience from the workplace &iglor her self esteem?

Participant 6: | think the workplace should be open about thattt®y could
teach each other how to handle other people. Itdbmik the workplace is very open to
people’s struggles. Still they need to maintaintitgh levels of standards. But | think that
there are some work places, | can't say exactlycines where they teach their people
how to handle it. It affects how people relate @agteother and then it affects how people

feel about themselves.

Researcher: Do you think that women and men experience HIViezla
stigma differently? Please elaborate.

Participant 6: My experience with HIV people is ja, they experienit
differently | think. We as women are different mat men are more closed and difficult to
get through or interact with. Women are too expend don’'t know whether are more
exposed to the dangers of the virus when it comesxual activity. There was one group
where it came up. That if men came out like wontesré would be more affected, if you
think about stigma especially. Then some men wadche up with these traditional
explanations. We would then say let's stick to miedical side of things. Some of them
would then say that traditionally it is right forento have more than one woman. So what
| was saying as a traditional person, | do notlf¢hangs being done in this manner. It is

now a mixture of cultures, the traditional and siwecalled modern ways of doing things.
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Because what we know is that if the man was maambhe wanted a second wife it was
actually with agreement from first one. And you \bfind that they would live together

in harmony, in terms of sharing the resources,dimimup the children.

So what we try to do is to encourage more men moectm our group so that they can also
learn to think about these things. So men were aetsmuraged to do activities and to

explore their abilities. They were encouraged wjibrt and agriculture and so.

Researcher: So if men and women experience stigma differemtiyyld you
say there is a difference in self esteem of mervesden?

Participant 6: Yes, it they have disclosed | think they do. Minouy | once
went to this area where there was a natural disastere they would do counseling. |
noticed how men would handle things differentlyefidhwas one lady who was sobbing,
and she was carrying this picture of a child thas énd the man would say don'’t cry it is
going to be okay. So what he was saying is: dawy'like this because it is not so bad. He
also did not want to grief, so men do not handiegk

They also suggested to the person who must giveepert about the group that they

should train more men counselors.

Researcher: So what you are saying is that men do not allowndedves to
experience their feelings?

Participant 6: Yes. | think that if they are men in the group timeight express
themselves. | think for me it would help if therene a male group. | think it would be

interesting to see how this group would do.

Researcher: Do you think the stigma attached to taking medoratffects
HIV positive peoples self esteem?

Participant 6: It does. | mean whatever you take medication fosmf my
experience it is not nice. | know at the clinic dh&ctor or whatever you would question
properly stick to the medication. So how much mforeHIV mediation and then people
don’t take them properly, which is unfortunate, dgse it takes time for the regime to
work so if you don't take it on time it is going b less effective. So that one, people see
it as a life sentence, people question the endtresn | going to be well? So in the group

people would be encouraged to take their medicaBahin some cases there would be a
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good reason like | can’t take medication on an gnspwmach. Then we would have to

intervene with that first.

Researcher: Please provide suggestions fro future researchraegpself-
esteem of people living with HIV.

Participant 6: | think it would be good thing to intervene on aedpasis as
well. To ask these questions and see what exptantdie people themselves would give.
Is everybody’s opinion going to be similar or igité going to be differences in terms of
gender, socio-economic differences etc. | thinkdfi touch on things like background
and tradition then you get to know why people asag what they are doing. Like one
book that | was reading they talk about upbringangl attitude toward AIDS, the use of
condoms. You know they've got this reasons andestgpes, that they feel they should
stick to. Then you can know how to come around. tHatv to reframe that positively? |
think that when you interview them individually agdu also sit in a group, then they

learn, they also learn from each other.
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Participant 7

Researcher Can you please describe the work that you do?

Participant 7: Generally | am a lecturer at the university.ddie undergrad and | also
teach honours. And | am also a transformation tectwhich deals with equity. In terms of
HIV/AIDS in particular, what | am doing currentlg io see patients who are readers of the
Sunday Times. The Sunday Times runs a service wihene offer the infrastructure for
offices, administrative kind of work in terms ofetbbooking of appointments, making sure
that there is room to see these patients, providéngption for these patients. So it is me and
a colleague of mine. That is something that we vBryeSaturday. The patients that we see
range from children who have been orphaned beoafubV/AIDS — to domestic workers
whose employers read the Sunday Times, domestikermwho are either infected or
affected by HIV and sometimes HR Managers who aapming with handling being told

that a staff member is HIV positive. So it is a Wh@nge of people, infected and affected.

Researcher: How long have you been doing this for?

Participant 7: The Sunday Times thing, specifically has beenemban a year now
on a weekly basis, but other than that. | don’twmnioyou know about Centre for the Study of
AIDS, they tasked someone to write a review onramual basis so | was tasked to write the
2004 one which dealt with a whole range of issug=cifically issues dealing with

masculinity and HIV/ AIDS. It was quite a thoroukjind of project.

Researcher: Are you seeing any clients relating to HIV in yquivate practice?
Participant 7: So far | have not. Not because | do not wantubléts just say that
within the clientele that | am carrying at the moinghere have not been any HIV related

matters that | have had to deal with.

Researcher: Can you please describe the self esteem of somebioeis HIV
positive?
Participant 7: Look it depends. There are people Especiallyhia initial stages.

When | say the initial stages, just after they héuend out that they are HIV positive, the
after they have received results that they are pii§itive. The self esteem tends to plummet
just a little bit. The person feels terrible abthtmselves. Regardless of how educated that

person is, regardless of how much information thaye of HIV and AIDS. It is only an
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issue that they deal with, the issue of mortalitisich they are going to be dying, how they
are going to be dying and so on. So finding oubws people in some kind of a crisis,
included in that, the lowered kind of self estedi.can give you an example, one of my
clients that | saw following finding out that theyere HIV positive. What they did was to
start what they did was to start generate somecgold say some form of self medication.
They started drinking a little bit more and starbetoming a little bit more indiscrete when it
came to intimate partners. To a point where theyally got referred by their parents
because their parents thought that they were ewedagg themselves. They were not
accepting that they were HIV positive and that tlvegre going the wrong way around
dealing with finding out that they were HIV pos#ivSo as | am saying it throws people in all
kinds of crisis initially, part of it being a lowed self esteem. But as people get used to the
idea as they adjust a little bit to the news thatytare HIV positive it gets better. There are
some people in fact who are HIV positive that hase indications that their self esteems are
even better than those who are not HIV positivecaBise some how it feels that being HIV
positive throws in something that brings about sansaning in their lives. That they have
something to live for by being an activist and sgliag the word and making sure that other
people do not get infected and so on. So it differg mainly at the beginning, the self

esteem is a bit lowered.

Researcher: How would you describe someone who is HIV posisveense of
pride?
Participant 7: Shoo. There again, | think pride is, | do not\rnibone should call it a

human emotion. It is one of those that can be #ssacwith levels of self actualisation.
Where there has been some kind of transients tdindrasis needs that one should adjust to
somehow. | think that when you are in that crisigttyou just found out that you are HIV
positive, pride would be the last thing on your chiBut | think pride that can be observed in
people who are HIV positive is at a later stagrahey have adjusted. It can be pride that is
associated with activism. It can also be pride thay have managed to pull themselves back
together, let’s call it the burden of being HIV pin® with integrity. That they have managed
to not fall apart, to pull themselves together &mdkeep on living for their kids or looking
after themselves. There again | would say, prideaislly observable at just finding out that
one is HIV positive, but there are a whole varietfyassociated things, like activism and
feeling good about yourself, managed to pull yolfirsegether, managing to look after

yourself later on after you have adjusted.
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Researcher: So the way that you take charge of yourself wifluence your pride
as well as your self esteem?

Participant 7: Yes. | also wonder to what extend feelings ofipribecome employed
as part of the general defence mechanism, becaisg HIV positive is one of the things
that you can’t remove. If you are HIV positive, yate HIV positive you know. And it does
affect a sense of being, how you feel about yofjreeiv you view yourself and so on and at
some point you need to wean yourself to feel aesehgpride in an attempt to come out of
sometimes the depressed stage/ reality of beinggdéBitive. Because you can never be HIV
negative again, so it takes away something, withviele lot of associated realities.
Practically, it is about can you have kids, can get married. Your relationships, private
life, how is it going to be affected. So it affeetperson in a big way. So a sense of pride |
would say ameliorates the depressive reality, éones people that are HIV positive, because

it differs from person to person.

Researcher: So like you said, it becomes a defence mechantdmecomes a means
of standing up against the reality?
Participant 7: Also engaging in self medicating behaviour isiratication of giving
up on yourself. If you endanger yourself it is afinlike you are deliberately trying to destroy
yourself. You don’t care about yourself anymorehigh self esteem would be associated
with a higher sense of value for yourself. That yora valuable, you matter, that you are
worth looking after. Pride you know is a bit prablatic when it comes to being HIV
positive. A sense of pride is a string of emotitimst are extraneous. You first need to feel
like you are alive; you are safe and so on, bejorecan even start feeling a sense of pride.
A sense of pride in my understanding in a contdxHlY is difficult to associate it very
clearly with HIV and AIDS, not only with HIV and AIS, with any other illness for that
matter. So going back to it being employed as emaf of the depressive reality, so calling
upon your sense of pride somehow enables you twl sip, pull yourself out of that low
sense and in that sense it would be associatedawiigher sense of self esteem. When you
say pride, you need to ask yourself pride of widaid | have given two indications where
there could be some kind of a link.

- Pride in the sense that you are able to look gfiarself, to survive.

- Or you are able to continue shouldering your resjilities, if you are a parent look

after your kids, if you are an employee doing ygmiy properly and even getting
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promotions. It's about survival, but you get tottpaint after you have fought to be
able to survive. It is difficult to have a sensepafle while you are struggling to have
a sense of being alive. As we said the news thati©H IV positive almost invariably

confronts one with mortality.

Researcher: How do people who are HIV positive compare theneslto other
people?
Participant 7: There is a sense that they have lost somethinghitWin my

experience with clients that | have dealt with réhis a sense that they have lost something,
most of all they have lost a sense that they aieggo live for a very long time. That is the
major one, but over and above that they have lostral over a number of issues. Their
choices have become a bit limited. So compare@tple who are HIV negative, people who
are HIV positive they feel that they have lost agrtthings that are quite substantial in their
lives. But then from time to time in the work plagebecomes a part of your reality, that you
are overlooked for a promotion, you are overlook@dsome training and so on. But that
comparison comes in was | not chosen for this @arghis positive just because | am HIV
positive. Those feelings of self comparison alsought about when you see someone
sexually or when you hear about another persomsspbr even the general plans of society.
You know such and such is going to happen. In 20&€e’s going to be world cup, people
who are HIV might feel that | will not be alive Iblyen. So there is that foreshortened sense of
future basically. There is this book titled, Bourmfspossibilities for people who are HIV
positive, while they are still adjusting to beingMositive. For them there is a sense of it is
not bounds of possibilities, it's like limits of psibilities. Possibilities are limited. In a real
sense of things, you can’t choose a life coverineurance that you want there is a lot of
things that exclude people who are HIV positivetdnms of investment, can you buy a house
that requires being paid of over twenty years, fgal like you are not going to be able to live
until then. So there is a real sense of what isiptesor let me rather say what is perceived to
be possible for HIV positive people as comparedHty negative people. | am saying
perceived because being HIV positive is somethinag is treatable at the moment. It cannot
be cured, but it has come to a similar level as atiwgr chronic illness, but then one is to
check if they are on treatment, in terms of chaggireir lifestyles and so on. So one cannot
be reckless anymore, because the more recklesgegdbe more you limit the positive effect

the treatment may have or your ability to withstémel effects of being HIV positive.
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Researcher: How would you say your self esteem influences yoammitment to
treatment?

Participant 7: | think definitely there is a positive associatithere. The higher your
self esteem it would also be associated with aesefsalue for yourself, self worth you
know. You feel that you are worthy of being takemecof, taking care of yourself. Chances

are that it would have a positive effect on youmaaitment to taking your treatment.

Researcher: What would you say influences the self esteem ofesme who is HIV
positive?
Participant 7: Look definitely, in a certain sense finding olmat you are HIV

positive, for a lot of people is a traumatic expede. And like any other trauma then,
depends on your personal resources. What kindrebpeare you. Are you the type of person
whose resiliency is low or are you the kind of pershat can withstand certain things. So
personal resources would be quite critical. Thehiink support would be one of the most
crucial things when it comes to someone who is pdgitive self esteem survives that initial
experience of finding out. If there are people velne interested in you, people who you can
talk to, to provide some kind of support by jusingethere helps a lot. As well as personal
counselling, which is really, really important ihetinitial stages. And later on, one of the
challenges of being HIV positive is that the tramtial ways of doing therapy ( I'm saying
traditional, because there is just no way or anerelthat it is written that you need to
commit yourself to so therapy for so many months/ears then your done). People who
enter therapy do so for a number of different issge through a number of different stages.
But | think that the challenge that HIV poses feyghologists or counsellors is that the initial
stages have certain challenges that the personisvhidV positive needs to deal with and
later on there are other things that come up. Somgight see them for about six sessions or
about ten sessions initially as they get used ¢oniws. Then they go on and a year or so
later they come back and they encounter somethiigg stressful or something that requires
a little bit of support.

So personal resources, support be it support froes éamily, friends and others is actually
guite important. And clearly any other illness,ifsine person was generally healthy, likely to
survive, their self esteem is likely to survive theial experience of finding out more so than

someone who does not have those kind of resources.
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Researcher: So in a sense it can be predetermined, based on ipernal
resources?
Participant 7: Because then it becomes an additional stressythathave to deal

with, using resources that are stretched already.

Researcher: Do you think there is a relationship between stigemperienced by
someone who is HIV positive and his or her seléest?

Participant 7: Being stigmatised definitely affects someone’ ssteem. Because
stigma is a kind of violence in that it is somediof an attack on your sense of worth, self
worth. If you are being excluded or ridiculed oruyexperience negative treatment from
people because you are HIV positive it is somethivag you cannot change, it is something
that you cannot do anything about. It is only aftean have enough information, counselling
after you have adjusted to the reality that youHdi positive, it is only then that your self
esteem won't be affected that badly. Initially whay are first flooded with the news, there
is a leak in your family that you are HIV positivknd suddenly you visit your aunt they
don’t want you in the kitchen, they wont drink ydea, you used to be able to sleep on the
same bed with one of your siblings, they don’'t wamtsleep on the same bed with you
anymore. So initially that kind of treatment canpewt negatively on your self esteem, but

later on after you have adjusted it is much easier.

Researcher: So it is something that can progress or decreamagyoes on
Participant 7: But like I've said there are certain crises peogho are HIV positive
encounter as they go along. If you get stigmatised point when you are going through
some form of stress, maybe you have just beenkatfaby some of these opportunistic
diseases, during that time you are struggling whtt and you get stigmatised around that
which means your resources are quite stretchedyimgtto cope with challenges. Chances
are that you might be more vulnerable at that paimd your self esteem will be more
vulnerable to the stigma compared to when you atelealing with anything in particular at

that point.

Researcher: Relationship between stigma experienced from tialyaand his or
her self esteem?
Participant 7: My sense is always, rightly or wrongly so a plétat you can expect

love and protection or so when a negative respoosees from someone who is in the family
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it tends to be more painful. Firstly because it esmanexpected. It can be more devastating
than from a stranger. So if you are stigmatisedayily it is almost will |1 go to them if the

negative response comes from the people whom | t@v&dered to be a sanctuary.

Researcher: Relationship between stigma experienced at the plack and the self
esteem?
Participant 7: There again it depends on the workplace dynanfieere are certain

workplaces that try to treat their employees asilfariVhich has it's own advantages, but
also it has it's disadvantages. Because in the seayehese are people that are close to you,
these are people that interact with you on an argbesis, these are people that will know
when you are not at work. These are people thgdufare to get sick at work, which is to
raise alarm to the help that you need. So it isoatniike there is certain closeness that
develops between colleagues. The clearly if you@experience stigma at the workplace it
will impact negatively, essentially on your occupaal functioning. Also depending on
whether the stigma comes from your seniors or yaars. If it comes from the seniors you
might feel that you do not get the benefits of viagkin that work place. You do not get
promoted, you do not get sent to courses, and gonodl get tasked with more serious types
of responsibilities. | think what | am saying isathoccupationally your functioning gets
affected. Your occupational functioning and youciabfunctioning is related to your friends,
those things are not mutually excluded, so one cispgpacts on other aspects. So it is
important as you try to maintain a stigma free alo@nvironment, the workplace or

occupational environment should also be looked atell.

Researcher: Do you think that women and men experience HIVmstiglifferently?
Participant 7: | think that relates to the general way in whislomen and men
respond to being HIV positive. Women are more {ikel seek help and in that process risk
being stigmatised in certain ways, because they dine exposed in certain ways to other
people. Men on the other hand take a very long,tilmere are men who die without having
have disclosed that they are HIV positive. It's asnlike it impacts very negatively on their
sense of masculinity, their sense of strength dswl their pride. Especially certain types of
men, men that are healthy, that are virile. So ulcsay stigma affects men and women
differently because women being more likely to ging stigmatised and get help. Men are
more likely to keep their HIV status to themselvesan attempt not to be stigmatised,

especially in so far how they are perceived as men.
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Researcher: In the case where both have disclosed, for examplee workplace or
the family, would you say that there would be mofea stigma against the one rather the
other?

Participant 7: Once they have both disclosed, my sense is beae twould not be
much of a difference. Except for certain stereotypdiere a woman is more likely to be
blamed because they have brought upon themselvereadit is more acceptable for men to
have multiple partners.

But my sense is, especially at the work place, [geape past the stage where they do not

have information about HIV.

Researcher: Do you think that there is a difference in the ssfeem of men and
women who are HIV positive?

Participant 7: That would be difficult to say. | think societgrtstruct men in certain
ways so their self esteem is likely to take mora &hock if they are being stigmatised or if it
is found that they are HIV positive and they haw¢ adjusted properly ,because that affects
their standing in society in some way or their ipilo continue performing masculinity in
certain ways. Society constructs women in certa@tyssthat makes it easier for women to

disclose.

Researcher: Do you think the stigma attached to taking medicatffects persons
self esteem?

Participant 7: There again, | would expect that to some extensould fluctuate.
There would be certain times where the stigma @st®utto taking medication would impact
guite negatively on one. It depends on the giveessbrs at the moment. They might be
going through a difficult relationship, they mighé¢ unemployed. | think it all comes back to
a sense of self, how well adjusted you are. A sefisadjustment also fluctuates with the
stressors that you are dealing with at a giventpainime. So there would be certain times
when the stigma of taking medication would impagite] negatively on your sense of self

and there would be other times when it would hags bf an impact.

Researcher: Can you make any suggestions for future reseamgardeng the self

esteem of people who are HIV positive?
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Participant 7: It is an extensively researched area at the mgnespecially when it
comes to masculinity and so on. What has beconoeial problem are AIDS orphans. There
needs to be more research in terms of the reabfi¢gsose kids. If you don’t research their
realities of those kids properly there is a chatheg they can become the burden of society.
Whereas if we are to understand their realities thedr needs a little better, interventions
could be improved. | am sure that we could delteesociety adults that are not to depend on
the welfare system. | do not think that we haveugiainformation to look after the needs of

these orphans

Researcher: And then how to let them become independent wdhthlso impact on
their feelings of self worth when they are adults?

Participant 7: Sure, sure. | think that is important. Becausenost cases that is the
responsibility of their parents and if their pageate not there how do they survive, how do
they become the adults that are delivered to sodi¢hat kind of adults do they become?
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Participant 8

Researcher: Please describe the work that you do?

Participant 8: Independent psychologist in private practicescAtonsult for
various organisations offering psychological sessic ranging from individual
counselling, trauma debriefing HIV/AIDS counselliagd EAP services

Researcher: How long have you been working in this field?

Participant 8: 10 years

Researcher 8: Please describe the self esteem of someone whol\'s H
positive.

Participant 8: Varied depending on factors such as stage afigease, levels

of support etc. Generally low, especially for thosbo experiences rejection after

disclosure.
Researcher: Please describe the pride of someone who is HI\tipe?
Participant 8: Low for someone who has not accepted his/héusstbut for

those who have integrated their status into tlifeir dnd are living positively with it, their

pride will enhanced.

Researcher: How do people who are HIV positive compare thenelio
other people?

Participant 8: Given the negative connotations associated tith disease,
the general view they have of themselves is thay tre different to others. This is

especially true for those who have begun wastingsiohlly as their disease stage

deteriorate.

Researcher: What influences the self esteem of someone who I H
positive?

Participant 8: A variety of factors- Acceptance of diagnosisthose who

have accepted their status may enjoy increaseeseém.

Levels of social support — acceptance and supgdheoinfected enhances their feelings
of worth .

Health status. — those whose disease is at an eelyastage may experience lowered

esteem.
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Socioeconomic status. — note the general impagbweérty on self-esteem.

Researcher: Do you think there is a relationship between thignsa
experienced by someone who is HIV positive andhiser self esteem? Please elaborate
on your answer?

Participant 8: Certainly. Stigma related to HIV takes away thignity and
pride of the infected, thus lowering his/her fegéinof self-worth. Those experiencing
stigma are often rejected and may subsequentlyepeved of social support resulting in

poor self-esteem.

Researcher: Please describe the relationship between stignessmp who is
HIV positive may experience from family and hishar self esteem?

NB: this response is applicable also to 9 below.

Participant 8: The impact of stigma from the home and workplaty be

similar. The stigmatised are often depressed wiieh lowers their esteem.

Researcher: Please describe the relationship between stignexs®ap who is
HIV positive may experience from the workplace &ilor her self esteem. Do you think
that women and men experience HIV-related stigrffaréntly? Please elaborate.
Participant 8: | believe gender plays very little role in tht®ntext. The

impact / experience is often mediated by factoesidied in q 6 above.

Researcher:If yes, do you think that there is a differencethie self esteem of women
and men who are HIV positive? Do you think the retigattached to taking medication
affects HIV positive peoples self esteem? Rathgmst in general and not necessary the

one associated with taking the medication.
Researcher: Please provide suggestions for future researchraegpself-

esteem of people living with HIV.

Participant 8: Factors that enhance / inhibits self esteem oHtheinfected.
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