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ABSTRACT
HIVIAIDS is one of the disasters of modern times. The fact that there is no known cure for

HIVIAIDS has resulted in religious explanations being sought for the disease. HIV and AIDS have
historically been associated with homosexuality and promiscuity, invoking blame, intolerance and
stigma.  The implication of sex, a life-giving preoccupation, in the spread of the epidemic, further
complicates matters as ideas of pollution and contamination are evoked. These attitudes translate into
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sense of fading away and a negative self-image. The hospice movement humanizes the care of people
with AIDS by offering unconditional support in a context where hospitals are overwhelmed and other

conventional sources of assistance are threatened by the specter of HiVIAIDS.
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Chapter 1

Introduction

One of the greatest disasters of modem times has been the HV/AIDS epidemic. UNAIDS

estmated that, by the year 2000, 36.1 milion people were living with HIV or AIDS (UNAIDS 2000:4).
The AIDS epidemic has not only had a devastating impact since its appearance 20 years ago, it has

aiso posed a major challenge to previous medical accomplishments. The fact that biomedicine has not

challenged the perception that scientific knowledge has surpassed ali natural disasters. Although

nroads in understanding the nature of the disease and ameliorating its effects have been made, not ali
affected populations benefit from these developments. In poorer countries and for poor members of rich

countries, HIV infection is still tantamount 1o a death sentence. Among such communities HIV/AIDS is
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also couched in discourses of si
causes of the disease. As a result notions of HIV/AIDS as an infliction of the deviant are pervasive and
this provides a false sense of immunity to those who do not consider themselves 1o be part of the
vuneraple ‘other group’ (Brouard 1993). In South Africa. despite massive media interest and academic
reseaich on HIV/AIDS, little is known about how poor people have understood and coped with this
Uisease

The aim of this study is to disaggregate the socio-cutural factors that bear on the experiences of
biack woman fiving with HIV/AIDS in Soweto, a township in the Johannesburg area of the Gauteng
pravince The study seeks to document the impact of tne disease on relationships fooking at how the
subjects of the study nteract with others. how tney interpret t
disease that is so infested with negative socio-cultural meaning. in this study, the opinions of the
women interviewed are crucial as the aim s to focus on the lived experience of HIV/AIDS from day to

day Another important aim of the study is to map the women’s experiences before they were admitted

Into the nospice program.  An integral component of this study is therefore to trace the process of
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rransition from township residence with family and friends to living in the hospice. As documented fater
in this thesis, the transition is no
depending on their health status. So the hospice experience becomes diluted when they go home and
the implications of this is documented in later chapters. The stigmas and taboos that surroun
disease have also been major points of concem. The objective of the study is to understand the

subjects’ experiences of living with HIV/AIDS in a township context characterised by unwarranted fear of

contamination and prejudice against people living with HIV/AIDS.
In South Africa, more and more people have been Intecied W

with A

biomedicine has come to a dead-end as far as AIDS prevention is concerned. Social scientific ways of

understanding illness and the research methods thereo

experiences and to unravel some of the issues that bear on the epidemic. Moreover, the gendered

aature of the experience of living with HIV and AIDS has generally been overlooked in medical analysis,
despite its importance in the social impact of the disease. This thesis seeks to show how the subjects of

the study battle with HIV/AIDS and the difficulties inherent in this struggle. ‘Thig thesis aims, in addition,

to ‘give voice' to those people who have been marginalized by their gender, socio-economi¢ status and

by the accompanying stigmatisation.

L oblemrm

Fven though there are several South African anthropologists working on issues of AIDS and

1 Car A

sexuality, for example Leclerc-Madlala, Isak Niehaus, Terii Collins, Jonathan Stadler and Eleanor

Preston-Whyte, very litle has been pubiished.’_ in additon, the hospice phenomenon is a new
development in the townships where no anthropological research has been conducted. The
significance of studying the care of people living with AIDS (PWAs) and the need to see how the

hospice will be shaped by the rising numbers of PWAs in its surrounds, have been overlooked. This

research was done in an urban township sefting occupied by people of various socio-cultural and

economic positions. Local knowledge and constructions of the disease reflect this multiplicity of cultures
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merging to form a township point of view (see Chapters Four and Five). Anthropological data on
RIVAIDS has largely been confined to ‘groups’ where members all have similar socio-cultural
backgrounds. Although the township represents a mélange of people from different ethnic groups,
many of whom still trace their roots to rural settings, this thesis focuses on a ‘township identity’ as this
has been found to be most salient when dealing with issues of HIV/AIDS. At no stage during my

research did informants wish to return to their rural homes in search of healing, ritual or religious

salvation,

Literature Review

RIV/AIDS as a social phenomenon
Although AIDS is an epidemic, a disease which theoretically is not confined to a particular category

of people or country, the implications of infection with HIV are not the same for the ‘haves’ and the
‘have-nots’, Increasingly, AIDS is becoming the disease of the poor: they are infected most frequently
and are most affected by the epidemic because of their life conditions. Altman distinguishes between
two AIDS epidemics, that in the world of plenty and that in poor countries
Crucial distinction is not one of epidemiology as suggested by the World Heaith Organization, but rather
Gne of

political economy, both as it applies {o the availabiljty of treatment and Vulnerabiiity to

infection.  In most cases the spread of the virus will be closely correlated to economic

conditions, as poverty not only makes effective education and provision of condoms and clean

needles more difficult, but also it often deprives people of the choice to make use of these
even if they are available. HIV/AIDS will become yet ancther arena which reproduces already

existing dimensions of inequality (Altman 1994: 3).

Economic conditions, however, are one factor in the HIV/AIDS epidemic. Botswana, for example,
arelatively wealthy country, has one of the highest rates of HIV infection, indicating that other forces are
atplay in the spread of HIV.

Shifting the focus from a medical viewpoint fo an understanding of the social. economic, political
and cultural dimensions of this epidemic highlights the powerful political and economic dimensions of

this epidemic. This focus on the HIV/AIDS epidemic renders it a concern of the social sciences. In the

12



current absence of a cure, it is widely agreed that change in behaviour is the only choice available to
control the disease. Despite huge attempts to change behaviour, this has not happened, possibly

tecause behaviour is influenced by a p_lethora of factors which all need to be addressed.

HV/AIDS as an anthropological concern
Anthropology is particularly well-positioned to inquire into the multiple factors that bear on the
disease both for prevention purposes and in attempting to mitigate the impact for those who are infected

and affected. AIDS is a disease that has become loaded with cultural meaning because it is transmitted

mainly through sex - an activity which is supposed to be life-giving and/or pleasurable, depending on

—

ligious and other convictions. Through AIDS, deviant sexual practices and sex outside of wediock has
come 0 be linked with sin, deviancy, contamination and death, invoking accusations that individuals
have breached various taboos. It is precisely this embeddedness of sex and sexuality that makes
anthropological inquiry and understanding particularly suitable to the study of HIV/AIDS, There is an
urgent need to understand people’s behaviour in the context of social, cultural, political and economic
factors. These factors shape and influence behaviour to a greater or lesser extent and in multiplicity of
ways. ltis through understanding the role that these determinants play in the day-to-day lives of
Individuals that positive behaviour change m > fostered.  Anthr

to study the social experiences of those who are afflicted by this disease while simultanecusly keeping’
the humanity of those who are infected and affected in the professional discourse on AIDS. As evident
In the medical literature on this epidemic, overlooking people’s social experiences of living with the

disease in favour of medical terminology and statistics does litle to assist these people in their day-to-

day living.

Blame and counter-blame
Farmer points out that since HIVIAIDS was discovered it has been associated with blame and

accusation (1992). Symptoms of what is known now as AIDS were first observed among the gay

Deficiency). The perception was formed that AIDS was a gay disease and, therefore, a problem

13



had the unfortunate resuft of providing those outside the ‘risk groups’ with a false sense of safety. AIDS
- identified as a gay disease - also fed into fears and anxieties associated with homophobia (Weeks
1985). Ulin et al. point out that once Haitians were also affected by the disease, the disease came to be

known in America not only as a disease of men sleeping with other men, but also as a ‘Haitian’ or

standards were ‘obviously lower’ (Brouard 1993). Haiti also did not want to ‘own’ the disease and

responded by blaming its presence on global powers that not only render them underdogs but also seek
fo fay blame on them. Just as Americans blame Africans for the disease, Africans blame the disease on

Americans. Brouard notes that in South Africa, the acronym AIDS is said by many black South Africans
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origin of the disease to foreign sources is influenced by the perception that the disease invades
innocent people from the outside. This perception occurs despite the stereotype that AIDS is the
disease of the ‘deviant’ other. Blame, accusation and complacency have characterized public and
individual responses to the disease. These reactions have eclipsed the serious nature of the AIDS
epidemic and should, possibly, be seen fo constitute another epidemic that has impacted negatively on
efforts to harness the disease.

The spread of the disease from men to women was blamed on bisexual men (Farmer 1992).

However, as more and more women were infected, especially in Africa, there was a growing awareness

homosexual disease and men and women were infected at the same rate. With time, it came to be
predominantly women who were infected in Africa. The American pattern in which the majority of those

infected were men came to be known as Pattern 1 of the spread of the disease. The African pattern in
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which more women were increasingly infected than men was termed Pattern Il. Sobo asserts that the
perception that AIDS is a disease of men resulted in women being diagnosed late in the disease

process, especially in America where this perception was firmly entrenched (1995).

Towards understanding the origins of HIV/AIDS-related discrimination
Although AIDS is a relatively new disease and its discovery has evoked seemingly unprecedented

reactions, McCombie argues that other infectious diseases such as Hepatitis B have prompted the

same public reactions (1989). ‘Panic, unfounded fear of contagion, social exclusion and blaming the

victim for perceived taboo violation all occur with other infectious diseases’ (McCombie 1989: 59). The

nriie dnands tm o Ananfinad da racanrna homvn
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and other ‘knowledgeable’ people. People on the ground continue to believe that the virus can be
contracted through casual contact. Despite the fact that the modes of transmission are known, there is
also a ‘you never know' attitude which has prompted people 1o avoid contact with infected individuals
(o0bo 1995). These ‘risk group’ and nsk behaviour' perceptions exist alongside one another, The sk
group’ perception stems from earlier perceptions of AIDS as & gay men's disease. 'Risk behaviour,
however. encapsulates notions of the disease not being confined to a particular group, but spread
through specific hehaviours such as promiscuity. There is also the perception in the popular
imagination that HIV/AIDS is like the flu: easily spread and readily contracted. This idea prompts the

he disease. As one

unfounded fear that informs the stigma and avoidance invariably a
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mformant said (o me:

..t attacks in many ways. Let us say | have bed-sores and [ go to the tolet, when you sit it
invades you. When one urinates on the seat, itinvades you.

The fact that the virus remains dormant in the body and can thus be fransmitted even without the

awareness of the infected person further fuels hysteria. The same interviewee went on {o say:

Itis also not the fault of the person who infected me. She did not know what was wrong with
her. That is why | say anyone - no one should convince themselves that they will not be

infected. This thing is fike flu. itis in season.



This idea, that AIDS is easily spread and is so contagious as to be ‘like flu’ is reinforced by the
wow'edge that there is no way of overcoming the disease. Weeks argues that the failure of
bomedcne to come up with a cure for this disease has revived the need to seek a moral explanation
it ("996). The efficacy of perceiving the AIDS epidemic as a divine retribution could be found in the
s~ ft1n moral values over time. The AIDS epidemic is a phenomenon of modern [festyle that tolerates
a~d encourages sexual diversity. This is, at least, true in the secular realm. The advent of this

ep uem.c nas brought the refationship between religion and sex into focus again. Homoesexuality and

promiscuity go against the biblical instructions that sex should be used for reproduction within the family
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the farmr of AIDS (Brouard 1993). The AIDS crisis has therefore been used by the church as justificaton
10 ret.m to ‘biblical values, to family values, to abstinence and monogamy’ (Brouard 1993: 17).

This relig.ous perspective is. of course, not pervasive and the medical profession has adopted a
uffe ent means 1o adoress the ADS chalenge. Lrgunart posits a clinica constraction of ADS (1995).
rie argues that in order to ‘fight AIDS' it was necessary for the medical profession to present the

cond ions that are symotomatic of the different diseases that comprise AIDS as oe disease.

Fo- tnat reason there has been a clinical construction of AIDS as developing through fime, ir
defred stages: from seropositivity to the development of ‘signs’ of AIDS (ARC or AIDS
Rewated Complex) to AIDS as something identifiable and wrole i~ tself. A'DS s thus re-
corceptualized to fit the discourse of a disease (Urquhart 1986: 33)

I he unfortunate s.de-effect of this conceptualisation of AIDS as a disease ‘s that the diagnosis of

A e Tatar AfF AINQ lhas harsamia arnuasant ta o Aasth eantancas Thie ie narirntarhy tha raea wrhara
Y. ai g adlcl Ul ATV O Tdo MOUUTTIG TUUIYQ THL W O UTall) oGIHGiive P 12 PO Gevuidiy UG vgdot Wi TIG
o —————r e PR SLBRE Y
i —

HY ana AIDS are not seen as dfferent stages of the disease. Amorg a large percentage of the
popu atio~ in South Africa. the diagnosis of HIV continues to mean death (see Chapter Five). As

suggested in the fo'owing quote, the signficance fies, not in the medical cona ton. but rather in the

social death which people experience:

Meaic'ne in its clinical conception of AIDS, reproduces a specific secial construction of AIDS
as inevitable and fatal which uses itself. for the medical profession is increasingly concerning
itsel* witn future predictions about the disease based on these conceptions. in using these

16



conceptions, medicine is “creating a class of lifetime pariahs, the future ill ...{and in the
process) bringing a social death before a physical one. The resuit is that medicine, in
develop.ng a construction it can understand, abandons the patient as doomed...” {Ugurhart

1995: 34).

“ris means that cultural factors are also important when dealing with PWAs, and as can be seen
~ Chapter Four, women living with HIV/AIDS are particularly concerned with covering up their sero-
DOstve status in order to function as ‘normal individuals in their culwral setiing. This has dire
~p' cations for the spread of the virus. According to Urquhart, an HiV-positive diagnosis leads to a
ata ‘st : re self-eff f-
conp-omised by other life everts (1995). As demonstrated in later chapters of this thess, this diagnosis
compounds an existing and rooted senge of helplessness in the face of other challenges.
Knowledge and behaviour change

Helman asserts that concepts of what constitues ii-heaith. of causafty and treatment are shared

a~y ae embedded in tre wider culture (2000). This krowledge ‘s, nowever, not corfned 1o people wit

the same cultural background, it may also be snared with others. Moreover, knowledge systems

c~ange as new influences cor-e to bear or them. it is therefore difficuit io understand and io pinpoint
the cultural understandings that inform people’s actiors. This is particularly so with HIV/AIDS and othe-
STDs. There is a general corsensus that g-assroofs people know the basc facts about AiDS - how it is
sbead ana car be prevented {Scbo 1995; Crewe 1995). However, as there is not a s'gnificant change
1 people’s behaviour and in the incidence of the d sease. it appears that there is a mismatch between

vinat is expecied, based on the observation that people are ir possession of the knowledge, and the

rates of irfection. Witon makes the po'nt that new information about health ard ‘ll-healtn is active y

~*ormation which diverges greatly f-om these pre-ex.sting beliefs is rejected or modified (Helman 2000;
Jiton 1997). Sobo further notes that knowledge does rot replace other ways of knowing, it is instead
auded to knowledge aiready neid (1995). In addiie1 ara as mentoned above <nowledge alone wil

se dom lead to sustaned behavioural change as behaviour is rooted in other | %e-influencing factors.

17



T-adtonal perceptions of contagion still influence behaviour as can be seen in the fear of casual
contact,

In pe-fect situations, where there are no mitigating circumstances knowledge diectly translates
“17 postive changes in atfitudes and behaviour. This has not been the case with HIV and AIDS,
c-ecisely because competing beliefs about the disease exist. Sobo isolates the notion of risk perception

ana a-gues that although a person's perception of h's or her risk plays a significant role in his or ter

"e2panse 1o that risk. neople tend to underestimate their own risk for contracting HIV (1885} Thig (s
PR ARG TON, pLUVRIT WU WY W Do Ui QRGBT Weeal 1o 1VE bWV iu Sl TV \ E DU ). TN 12

because the prospect of infection is seldom personalized. Even those people wnose behaviour puts
U em at risk tend to engage in biased comparisons that iead them to believe that others are at higher
“sr Biaseo risk perception is, however, not the only obstacle to behavoural change. Fatalism
-"£G.al power relationships between sexua’ partners and using sex as a commodty ard aid ir survva
a'e some ‘actors that might cause individuals not to practice safer sex despite knowing the dangers of
- pretected sex. Colling and Stacler make an interesting observation pased or teir study of youth
2Mure in Bushbuckridge in the Northern Province of South Africa (2000). They posit that what pubtic

reath practitioners might unde-stand and refer to as Pigh risk behaviour such as condomless sex, the

ac onm
Ca v
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he-e jolling [heterosexual refationships before marriage] is associated with recreational sex
and other recreational activities such as goirg oJt, dancing and drinking  As such, joling is
aHerentiated from the legitimate sexuai relations that take place wthin ma-riage. Indeed, in
focus group discussions, recreational play was frequently contrasteg with romantic, ‘true love',
relationships, in terms of leve's of responsibility and expectations (Colins and Stadler

2000:332).
Tn.s points us to Bolton's argument that, in many cases, AlDS researchers do not define sex in the
t2:ms of those who are be:ng studied {1985). Tnere is always the assumption that sex is a particular

benaviou- that has the same basic meanings for everyone. As the above discussion has, however,

shown. ‘ntervention measures that do not consider emic worldviews are 'ikely to fai

%o



Acorn argues that efforts to educate the public about AIDS adopt the stance that individuals need
1y crange thei- behaviour in order to curb the rate of spread of the disease (1988). This approach is in
G w N e view tngi the individual has a responsibility for his or her welfare and a social obligation to
~r mize the risk he or she represents to others (Horn 1994). [n response to this Diaz argues, in his
snay of latino gay men's experiences, that AIDS reduction interventions and health education
c-ograms “ail to recognize that sexual behaviour is embedded in social, cultural and economic

stractyres (" 808). In ather words. sexuality cannot be understoad as a differant and dicinintad acnant nf
\ i i YT US, STAUGHLY GHIVE T WURSI2IUVY o 2 BTt diiu Wi U aopll Ul

e I % of the individual. This also means tha?’{h,e risk of HIV infection and the experiences of people
tvg wir HIV and AIDS cannot be fully understood uniess there is an overt recognition that socjo-
€conomic factors leading to poverty and cutural dimensions play a role. AIDS education campaigns

U At are 1ot sensitive to cultural, as well as economic and padtca’ issues in sexual behaviour are aat

ey to engencer postive change. As Sobo points out, the individualistic focus used by AIDS

0 atitoiess, who are often white intellecials, s inappropriate and ‘makes litle sense’ to people in

poo-er popJatons and of other cultures who may not pricritise individual needs and gesres (1895).

Gender issues pertaining to HIV transmission
t 8 cear that men and womer do rot experience H'V and AIDS in the same way. Nonetheless,

a3 5aJie points oJt, the discourse 01 AIDS has largely ignored the gender dimension o' the experience
(*493). I1e pohitcaly correct term: ‘people livng with AIDS’ is misleadirg in that t represents a1
rectea rdividuals as similar and does not show the importance of gender in the cortext of AIDS. ]This
Mesis courteracts this viewpoint by focusing or women in particular and *argues that peor,
4 sempowered women are particularly vulnerable to contracting the virus because of teir gender and
Mer soc o economic ¢ rcumstances. In fryng to understand AIDS and gender. sore insight may be
ganed by examining other sexvally tra~smitted diseases. Venereal diseases have generally been

pe'ceved as the property of the already stigmatised body, namely that of the woman. The male body
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e ADS epidemic when it was still conceived as a gay disease, the gay male body was used as a
supstitute for the ills that are said to be embodied in women's bodies (1997). There is an inference of

femaleness as a sinful state (Wilton 1997). In addition, and as this thesis goes on 1o show, the women

whn ara tha o hinebs ~f Maioe ab idi: mua §irblnr mmaom tmmliosmad bnis dlanie smlaiimimml i m L P AL a1
vV Ao DT SURJELLD UT LHID SWAY ale tuilbet TdiytiialZeu DY USH physitdl CONAon dng mey slruggle

15 survive in a cultural environment where women, in particular, are stigmatised for engaging in the

hT
tynes of sexual ‘transgressions’ that lead to HIV infection. Where gender has been factored into the

AIDS discourse, women's involvement in the epidemic is canfined to passing the virus on fo men {more

experiences of living with the disease {Squire 1993).

Scholarly efforts perfaining to women and HIV have largely focused on the high risk of infection in

black. women in South Africa who are single. unemployed and have children to support. Tnese women
in ot necessarily think of themselves as sex workers although they may depend on 'gifts’ and other
favours from a number of lovers for survival. !t is thus not only professionals in the sex industry who are
at peightened risk of HIV infection.Most women living in the former townships of South Africa, by virtue
of tneir Jow socio-economic status vis-a-vis their male counterpans and their dependence on men as
Dlowiders, are at risk. “This risk is further entrenched through a complex set of relations between men
ana women which leave wornen disempowered and unable to negotiate practices of safer sex with their
panners (Wiiton 1997). The risks assocated withz)gttempts to negotiate safer sex such as desertion.
Leclere Madlala, Stein and Sobo*poim out that women's requests that their partners use condoms, for
nstance are seen as a sign of mistrust or admission of unfaithfulness (2000, 1939, and 1995
"espectvely). In any circumstances, negotiating condom use in marriage or a stable relationship is
problematc pecause a precedent of not using condoms has been set. In adaition it is commonly

assumed that the man has unquestionable conjugal rights and may control not anly his wife's behaviour

20
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characterized by domineering men and submissive women. The interplay is more complicated than this

as both parties might have more leverage at different points in the retationshig. Marrell highlights the

seeing men as intrinsically in control and women as passive, ignores the complex nature of relations
between men and women. This has implications for HIV/AIDS prevention as other. not immediately

apparent, factors may determine the use or non-use of condoms in heterosexual refationships over and

domineerng male parmers | The conditions that determine condem use are beyond the scope of this

thesis  Nonetheless. some discussion on how women, who are already infected with HIV, have
changed their perceptions of condams remains necessary. Other authors have pointed to how rituals
such as marriage may serve to transfer women's reproductive capacities from one male-headed family
though it can sometimes be construed as reinforcing the secondary status of women,
Izaving them wiith limited choices in their sexual lives {Schapera 1971), a significant number of women

do not enter into such contracts and. as shown in this thesis. they should not only be seen as passive

victims of their circumstances.

Issues affecting women in the context of HIV/AIDS
Although there are numerous conventions that should protect the rights of all people irrespective of

who they are, in most societies. there are many people who do not enjoy these benefits. In South
Africa, poverty. illiteracy and lack of economic resources render these rights meaningless Here, people
with AIDS (PWAs) receive inadequate medical and financial assistance and, as shown in Chapter Two,
are often subject to extreme harassment by those authorities and medical personnel who are meant to
assist them. Notwithstanding all these negative experiences and despite the fatal consequences of
AIDS. there has been the positive effect of raising questions about human rights and rights to bodily

integrity. The topic of human sexualty and intimacy is steadily taking root in the South African public

21



agenda. However, in some sectors of society AIDS as a subject still remains taboo, making it difficult

-
—_
T

cthers  While it can be assumed that both men and women find it difficult to disclose an HIV positive
status 1o sexual partners, this thesis argues that South African women find this more difficult than men
{see Chapter Four). The blame that invanably accompanies infection does not make disclosure easier.
Women find themselves in a no-win situation whereby hiding infection may cause as many problems as

disclosure. Keeping infection a secret increases the risk of infecting one’s partner in a context where a

woman cannot negotiate the use of a condom without revealing that she is HIV-positive, and thus
© studies show that the husband is likely to continue conjugal relations with her while refusing to be
tested nimself (Leclerc-Madlala 2000:28). Chapter Four examines the question of disciosure in more
getail.

The dilemma of whether to disclose an HiV-positive status also feeds into the reproductive choices
that women make. bearing in mind, of course, that very few women realize the right to make such
choices on their own. Strebel argues that HIV-positive women fear that, should they fall pregnant, their
babies may be infected with the virus (1994)' This has triggered calls for such women to avoid

pregnancy or to undergo abortions if aready pregnant. There have also been calls for the mandatory

sterlized if they test HIV-positive (Strebel 1994) These calls are not sensitive to the realities of
women's lives.  To start with, they assume that women can make autonomous decisions regarding
chidbearing. Moreover, these calls place considerable constraints over women who, in many societies,

can only gain a positive social valuation through the children they give bith to  These calls also fail to

" Despite same sk of virus transmission through breast nuik, women, especially in developrg countres are generally
encouraged to continue breastfeeding even if HIV-positive because of the bengfits to the infan’  Such advice confronts

women with yet another sat of no-win altematives (Strebel 1594 17)
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consider women’s religious and moral reservations about abortion and sterilization. Such calls can only
serve to support the declaration made by Juhasz that: ‘[sJomehow AIDS has become just one more
systematic oppression of the aiready oppressed in our society. exaggerating and multiplying the
compromised positions under which women live therr lives’ (1890 103):} Another factor to consider is
that the use of condoms may prevent HIV infection but interferes with women’s wishes to fall pregnant.

Thereis. as Strebel has commented, a need to develop prevention methods which do not get in the way

give more control to women in HIV prevention are not without problems. They are expensive and thus
inaccessible to the majority of women. In addition, using these condoms can produce noises during

sexual mtercourse thus alerting men who are not supposed to know about their use.

HIV/AIDS in South Africa
UNAIDS estimates that of the 36.1 million people worldwide infected with the virus by the end of

2000 70% are in Sub-Saharan Africa (UNAIDS 2000:4-5). These estimates can be further broken
down' 44% of those infected worldwide are women, but in Affica this estimate increases to 55% of total
infections, that is 8 out of every 10 women infected worldwide, are resident in Africa. These figures

allude 10 the fact that Africa and women, both with a history of marginalizaton, carry most of the world's
HIV ioad  Within South Africa there are added complications to bear in mind. South Africa has a
renowned legacy of institutionalised racial inequality For decades resources were concentrated in the
so-called white minority group at the expense of the so-calied black majority. These inequalities are
mirrored in the demographics of HV/AIDS in the country today. An antenatal survey carried out in 1999
estimates that there are over 4 milion pecple in South Afrca living with HIVIAIDS {Meerkotter et al
2000.448). Given the statistical background of the South African poputation, a significant number of

them are black (women). further mirroring the historcal inequalities that continue to characterize the

nation  As. however. South Africa does not publish HIV figures according to race, this cannot be
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The role of i the- HIVIAIDS o .

The media in South Africa has played a large role in portraying AIDS as an issue only in the black
population. This can be atiributed to the fact that black people are usually the poorer sector and
therefore the effects of HIV infection are more readily apparent than amongst their more affluent white
counterparts. More significantly, a poor township woman, for example, is more likely to concede to an
interview if she thinks that she stands a chance of getting financial and other assistance by participating.
Her situation is fikely to be more desperate than her white counterpart and so will be the measures she

takes to access help. A recent Ministry of Health publication called ‘What did you hear about AIDS

today’ {n.d.) cites the fact that desperation can induce one to partake in ventures that promise money
and/or free treatment. The privacy of individuais and rights to informed consent become secondary to
perceived benefits in desperate circumstances. The ‘Sowetan’, a township newspaper that is circulated
throughout Gauteng, for instance, is more likely to publish a story of a woman who is ostracized by her
community and desperately needs help from the wider community, than a story about rich PWAs and
their problems. Parker and Kelly further argue that the media coverage of HIV/AIDS in the country has

been characterized by sensationalist headlines that differ markedly from the text in the article (2001).

The text itself has tended to be shallow, demonstrating a lack of knowledge of the subject and has been

the reportage has consistently misinterpreted the basic concepts of HIV, sensationalized faulty research
and sefectively reported on confiicting data’ {1990:26-27).

The issue of HIV/AIDS has, unfortunately, also been used as a polifical weapon in South Africa.
The recent death of the presidential aide Parks Mankahlana possibly from AiDS-related complications,
and the fracas that this particular death caused was, in my opinion, symptomatic of a deeper issue than
‘the public deserves to know’. The story was a scoop for the rﬁedia. Mankahlana had publicly denied
the importance of AIDS by saying that an important medical report on AIDS deserved to go into the

dustbin. The fact that he was also linked to the president whose stance on AIDS has engendered much
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rephrased his statement to say that blind acceptance of conventional wisdom about AIDS would be
irresponsible, especially in Africa where the disease manifests itself differently and has not responded

well to interventions imported from elsewhere.

Understanding stigma
As already mentioned, South Africa has a history of segregation along racial lines. The tendency

to divide info ‘us’ and ‘them’ seems to be playing itself out in the dynamics of HIV and AIDS. This

propensity gives rise to the stigmatisation that is so pervasive in HIV/AIDS discourse, together with the

the everyday interaction of what he calls the ‘normals’ and the ‘deviant’. His work focuses on the
management of the seff in social situations. Goffman argues that there are conditions, especially those
that involve some sort of potential stigmatization, that interfere with rituals of everyday interaction. In

keeping with Goffman’s theories, PWAs anticipate being judged and stigmatised and will, thus, seek

those who are infected look, triggering reactions that interfere with normal social interaction between
thase who are infected and those who are not. Alcom concurs that the imagery that surrounds any
disease may shed light on how it is constructed in the popular imagination (1988). Moreover,
stigmatisation also reflects status and according to Williams, ‘[a] stigma, then, is really a special kind of
relationship between attribute and sterectype” (1987-139), where the stigmatised are assigned an
inferior status relative to the rest of the society. The known-aboutness’ of the stigmatising attribute
trggers a chain of secondary consequences, some of which wifl be discussed in Chapters Four and
Five of this thesis. Sontag in AIDS and lts Metaphors also examines the nature of stigma through an
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989). She argues that it is not the mortaiity
rate of the disease that engenders fear in the population and, therefore, stigma, rather it is the impact of
the disease on the individual. According to her, it is the diseases that disfigure the face that are prone

to being stigmatised. AIDS in Africa manifests itself through the wasting of the individual, disfiguring
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and making him or her a shadow of his or her former self. The likely reaction to such a picture is
repuision and fear. Even those who are infected may also exhibit the same reaction when faced with
other people bearing the same iliness as they share notions of what is normal with the rest of society.
This tendency to internalise the negative judgement of others and make it a standard for measuring

one's worth is detrimental to the well-being and adjustment of the infected individual (Diaz 1998).

METHODOLOGY

This research project was a logical progression from my previous research on women's

reproductive 1ssues, albeit in a rural setting. That research project highlighted the differential power
relations between men and women in relationships. although these were not always cut and dried. This
research project seeks to unravel urban women's experiences in the context of a stigmatised disease
such as AIDS. The methods used to come to grips with these experiences had to be fiexible so as to
capture the nuances and complexities that characterize individual as well as group experiences of living

with HIV/AIDS  This is a difficult topic to research: HIVIAIDS and sexuality remain private and sensitive

of the informants. One of the primary aims of this research was to demystify PWAs by understanding
them as pecple, and not as pariahs who are awaiting a humiliating and painful death. The challenge
was to get these women to trust me as someone who was interested in them as human beings, as
women and as mothers and not only as PWAs.

This research was undertaken at a hospice in Soweto. The hospice services people with all types
of terminal diseases. not only AIDS. Fieldwork was carried out between October 2000 and January
2001 with a two week break at the end of December. After a brief investigation of possible research
sites | opted for the hospice. The reasons for this included the fact that the hospice is fairly new in the
it how it was perceived by those who are invoived with it, how it
operated and what role it piayed in the lves of PWAs Moreover. the hospice presented me with a

sample of women with whom | could have close daily interactions. The women also came from different
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parts of the township, had different experiences with the common denominator of having been
diagnosed with HIV or AIDS and their involvement with the hospice. After some negofiation with the
coordinator | was granted access to do my research there. My first impression of the place, formed as |
came and went during these negotiations. was that it was gloomy and housed people on the verge of
death. | was scared. These feelings surfaced from time to tme as | was doing fieldwork. For most of
the time, however, | experienced the hospice as a normal place and the impression of perpetual gloom |

had iniually formulated diminished during fieldwork. At times. { came to enjoy my stay there as | made

friends with some of the women who took part in this project.  Sadly. some of these women have

too involved and depressed, | would take time off and come to the University to do some work and to
socialize. At some point | felt desperately in need of debriefing and counselling. Such services were
understaffed and | could not justfy why | needed them so | would take time away from the hospice and
do sumething different.  The hospice. aithough an NGO and & separate enfity, is situated on the
grounds of a provincial ¢linic.  Counselling services were only available at the clinic for people who
used the hospice. The counsellor from the clinic had close ties with the hospice However, there was
aways along queue of people who had been referred to him.

Although | always tried communicate why | was there. my role at the hospice was baffling to most
people, especially those with whom | did not have everyday interaction. The hospice was a busy place
with various people coming in and out, people from religious and community organizations brought in
prayers, well-wishes and sometimes donations. sick patients and wisitors came and went. Invariably
someone would ask if | was also sick. There were also volunteers who were like me ‘not sick’, but they
spent most of their time in the kitchen or tending to patients in the admission wards. | spent most of my
time "hanging out’ with those who are in the day-care area, although | did a stint in the kitchen every

now and then,



There was some resistance to my presence as a researcher. | was not formally introduced to the
patients.? and | had fo do this myself. On my first day of fieldwork | was mistaken for a volunteer as |
helped in the kitchen for most of the day. | decided to come in early on my second day so that | would
have the advantage of having made myself feel at home by the time those coming for day-care arrived.
This worked to a certain extent, but it was a different group from the one that came in the day before.
On the third morning of my fieldwork | still had not said why | was there. | recognized some people from

AN )

my first day and | felt very

tell them why | was there. | had come from the kitchen and | had gone out for fresh air (as | had used a
different door, | was not aware that other people were aiso outside}, and | stumbled on to a group of
younger women. They were seated under a tree and. if | did not wish to appear rude, | had no choice
but to go to them. One of them asked why | was at the hospice and | seized this opportunity to clarify
my position. 1 told them that | was a student at Wits and | was doing a research project on women's
experiences of being diagnosed HIV-positve. This is not easy 10 say in Zulu. | did nol have adequate
words to explain myself. As | was frying to say it{ could feel that some listeners were not happy with
this. The women voiced some of their unhappiness, asking questions like why did | chcose the hospice,
did the coordinator give me permission to do this research and what was | going to do with the findings?
These were legitmate questons and they gave me the opportunity to explain why | had chosen the
hospice as a research site. that | had been granted permission but they were not compelied to
partcipate If they did not wish to and that this would not affect them negatively in any way. |
emphasized that | was a student doing this as a requirement for my degree and. therefore, had no

power, overt or covert, over them or ther relationship with the hospice | also emphasized that | would

< | have since come to the conclusion that it would have been difficuit to for the coordinator to introduce me to
gveryone as & reseaicher on 1ssues to do with HIV/AIDS  Although there was an understanding that some people there
were HIV positive there was a silence around this 1ssue  except for individuals who dscussed ther status with ther

respective nurses and fnends
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be spending a long tme with them and | hoped they would trust me and open up to me. Finally, | said
that t understood that this was a sensitive and private issue which was not helped by the fact that | was

a stranger to them. The woman who had first asked me what my business was at the hospice said that
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leader of the other women, she had been at the hospice for longer than the others and was a fighter
who protected herself fiercely when the need arose. Apparently she had been involved in a research

project conducted at Napwa (National Association of PWAs) by two students from Wits. She

that she had had to participate.? The fact that | had indicated that | would be there for a long time also

worked in my favour. Carol pointed out that because | was not in a hurry to carry out the research and
leave, the women would not feel pressured to talk to me. Although some of the women sitt felt

threatened by my presence., this cleared the air somewhat. | spent the next few days hanging out and

sitting in
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joining them when they we
bring video cassettes for us to watch during the day. | would say when | was not coming in and slowly |
gained their trust, although some women would occasionally make remarks such as ‘I hate those little

professors who tell me that | will get better. What do they know? Have they discovered a cure or

3 During the course of my research some of the women | interviewed also went to these meetings and referred to
thern during interviews | wanted to expenence them for myself and so | went to Napwa to get permission for this. ! was told
that they have had a number of researchers and journalists coming to these meetings undertaiung to honour ethical
concerns such as not violating the rights and confidentiality of members of the group, only to have stories published without
the knowledge and consent of the individuals concemed. They did not spedifically say anything about not getting the
informed consent of participants in projects, but my sense was that peopie were not specifically told that they could refuse to
participate and that they would not be penalized for this. | was refused permisston te sit m the support groups. | suppose |
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what?*. | did not take such remarks personally although | knew they were directed at me. | understood
their anger and frustration. | used some lessons | learnt from my stint in Occupational Therapy, such as
not jJump to someone’s rescue as a way of compensating for their disability. In a nutshell, | observed
and partcipated. sometimes becoming a total observer and sometimes participating more than |
observed. | kept a field diary where thoughts and observations were jotted down and later written into

notes. Inthe middie of my research it did not feef so strange to take out my note-book and write things

down. as my position as a researcher had become established and accepted.

This technique of participant observation is a conventional method in any anthropological inquiry.
Beside the benefit of gaining the trust of those who are being studied so that they mi
behaviours in the presence of the researcher without feeling self-conscious (Bernard 1995), this
technique affords the researcher first-hand experience of particular activities. For instance, 1 got to

understand why these women felt the need to go collectively to the gates to buy fruit: it was both for
Sompanionship and the fact that, as a group. they felt safe from the stares and remarks directed at
them,

This research did not seek to isolate and deal only with a particular phenomenon. Itis instead, Ike
Urgquhart'g (1994) study of HIV-positive males in the prison. an attempt to make sense and gain an

understanding of the subjects’ experiences within a broader societal reaction to AIDS. Other technigues
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Vie had wo focus groups, the first with eight women at the beginning of the research and the second
with seven women at the end of the research. The first focus group was used as an ice-breaker for
subsequent one-to-one interviews. | felt that individuals would feel safer to talk in a group, especially
because the questions were not personal. | made a ‘big thing' of this focus group, | bought

refreshments. made appointments with those who were not planning to come on the particular day and

“Intbally | was lumped into the category of doctors and cther medical personnel even though | did not offer diagnosss of

or solutions to people’s dinass
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wranced their transport to and from the hospice. This worked very well as everyone was anficipating
this event, they were curious, in good spirits and all felt included. The focus group lasted almost three
rours I reerated the choices they had, what the research was for and the confidentiality that we were
2. supposed to observe. | alerted them to the fact that | might be clumsy in some of my questions and
thal they should feel free to tell me this. They were asked to introduce themselves. As there were
some new women who had just joined the hospice program, this was a good preamble to the whole

discussion Ve discussed their impressions of the hospice. this led to us talking about the quality of

Der ives before coming to the hospice. The discussion then moved to the observation that they
ecewved unexpected bad reatment from friends, refatves, lovers because they are H

first focus group meeting, there was a frankness | had not expected. The narratives told that day were

bunituated by a lot of crying and the giving of advice by others who had had simitar experiences. This

focus group. ke other interviews was tape-recordad. with the women's permission. | was inclined to

Lol I e, LTl oL reope caad. but |oel fold not 1o, This crying contraed even in fhe
NEreans but when | asked if | was traumalizing them more than they were traumatized by their other
EsDenences thicy all sad that they appreciated the space to talk and unburden themselves

Ifie 0n2-10-one inferviews that followed the focus group were sem-stiuctured n that | had an
Mtirvew guide Questons at the beginning of the gquide were general probing. aimed at getting the
WOMEN 10 ta% about themselves as people with identtes other than that of PWAs. Middie questions
vt e probing whether women, in general, were likely [0 experience the disease in significantly different
¥ays 1o men and questions towards the end of the interview honed in on participants’ particular
Bxperiences since a positve diagnosis. Their perceptions on why people react the way they do to
PVIAs were also asked  Some of the interviews were rich and the interviewees did not need to be
encouraged 1o talkk  Others were a bit stited with partcipants wanting to be probed Twelve women

were interviewed on one-to-one basis. the interviews lasted between an hour and an hour and a half.

Only a few women were targeted because this research proi
raeted Decause this research proj
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=sehialive attitudes and perceptions regarding AIDS. Rather, this project aimed to unravel some of

ot

"= tapenences that particular women fiving with HIVIAIDS experience because of their medical
-wwion These experiences were then situated within a broader context of the township and reactions
=~ LS. Daa that would be representative of all women living with the virus was not sought, rather
o cescription from a small sample of women was aimed for.

Alhospice, we had 10 schedule interviews between meals and other house-matters. Appointments

“='¢ mads beforehand and interviews took place in an office that | borrowed for such purposes. | also

“=nton house-visits with the hospice staff. | only interviewed one family related to the women who
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2er  went waith one of the hospice staff my role as a researcher remained ancnymous. | also
isivewed one man on a one-fo-one basis and two men together. | was trying to understand their
tiierstandings of the disease and whether these hinged on ideas that were likely to blame women. |
bl d o anteviswed the coordinator of the hospice about the basics of the hospice before my actual
Fduot linterviewed a pastor who is very involved with the hospice and who runs a feeding scheme

RS 1 also witnessed the many sermons that were presented at the hospice. Some of the data

“wbued here was gleaned from parties that were held where people from outside were invited and

Vet tom internal rituals such as the giving of toys to children of PWAS by various benefactors. Most

£ J — N wma:m osale ‘-ﬂ - -~ ~ - -— -
for those Saturdays when some donors were coming

w iy figldwork took place on weekdays except f
and 1nz everyday functioning of the hospice was maintained.

Before | finished my fieldwork, | forewarned everyone that | needed to go back to write my findings
v hatthey were not taken by surprise when { left. | also organized a focus group towards the end of
My fieldwork so that we could all reflect what being involved in this project meant to us. This time was

ntended to demonstrate that the women's participation had initiated a process that was now about to be

ta-en futher, albeit without their ongoing invalvement.
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One of the challenges that | experienced during this time was to draw the line between being a
researcher and being of assistance to the women in matters such as the intricacies of the welfare
system. As | felt that my fieldwork was based on ‘a give and take situation’, | tried to find the answers to
their questions. The social worker at the clinic was a lot of help to this end.

The project was also emotionally demanding | learnt to come to terms with my fears and

prejudices and relate to these people unconditionally | also learnt to appreciate their struggles and

tnumphs. Ethical concerns are of primary importance when conducting such research and the women

[ A1 [ RLels ALER SRS LEA L vt

who volunteered to partake in my research constantly guided me. There were times when [ feft | was
not equipped to deal with the emotional side of this research, but in hindsight | believe that the women
were salisfied with their role as participants and my wniing of this thesis. | fried, at all times, not to treat
people as objects and not o see them only as sources of data  Being aware of power refations that
might pose a problem and dealing with them by being upfront about the choices that potential
intervizwees have levels the playing fields it was imzoriant for this project that the women knew that
they could terminate ther participation whenever trhey felt the need and that they did not have to

respond to all questions that they were asked. In essence the interviewees were made aware of the

power that they had in the research process. |think ts put them at ease. Tha fact that | had disclosed

my status as a researcher early in fieldwork also helced address some of the ethical issues that arise

.With deceiving peopie in order to getdata

Finally, the wishes of the participants were aiw-ays honoured. sometimes at the expense of the
project. Those who explicitly asked me not to contact ther families for follow-up interviews were
assured that this would not happen even though these interviews would have helped to balance their
stones  Bernard's warning that '[tlhe most basic respoasibility of the fieldworker is to protect informants
from negatve consequences’ {1995) was noted and heeded In a research project like this, where

disclosure of one's sero-positive status is a signifzant issue, it is important that confidentiality be

L

promised and observed. As suggested above. this research report uses pseudonyms to safegual



<2e of this confidentiality and other information, that may have helped identfy the women participants
ras been defiberately omitted. | am certain that all who participated in this process did so voluntarily.
~nough | occasionally help'ed women with money to go to Rissik Street where the process of geting
srants begins these gestures were not meant as oribery. The need was there, [ was in a position to
respond to it and | did so without putting anyone under pressure to participate in the research project. |
~as also very careful not to promise things that | could not fulfil. During my research | also sought to be

ansessinle to the women | worked with. They could ask me personal questions and | would respond to

Mem a5 pest as | could. | did not vy to maintain a fagade of a researcher who was there to ask
G.=stons ang not be asked any in return. To some extent, this worked 10 my advaniage as those

“oren were nighly suspicious and would not be manipulated into assisting anyone they did not wish to

.=n

The lay out of this dissertation is as follows Chapler twa gives biographical details of the

TR s resaandh praiect T e gheie 250 10as Gut the distase precess of indwidyale

U5 Ma-ng e intarvievees subjects ramer tha”rj‘qt'jve‘cts', in this i_rlgui_r'yua}rjcfnorovides an opportunity
[0 e 16230 1 get 1o Frow some of the participants  Cnanter Three highhghts e role played by tne
Ponmie in e cars m have been rejected by their families. This chapter also
G vz the role of ty government and busingss n the care of PWAs The concept of community
bazedcag s inuoduced i this chapter. Chapter Four explores in getail some of the experiences of the
AUMEN WNg werg nteryiewed  The importance of the township as a context that bears on these
G/Lenences e emphasized in this chapter  1ne cental themes of stigma and pollution and their effect
Chotne paricpants lives are considered  These themes aie carried through to Chapter Five. This
Chapter facuces on deamn and dying in the context of HIV/AIDS It argues that just as an HIV positive
1£°397 1» deem=d to pe poliuting while alve her rody is also perceved in this hght in death. Ths

rirezption influences how the body is handled prior to burial.  The last chapter. Chapter Six, is the

canziusmn in which central arqguments are pu



Chapter 2

HIV/AIDS: The people behind the statistics
Adams and Sears noted with concern that with an epidemic as big as HIV/AIDS, people’s personal

experiences are bound to be eclipsed by the statistics that record how many are infected and how many
have already died (1998). Keeping statistical records is important to keep track of the epidemic, and
indispensable as they provide a measure of the effect interventions have on the incidence and

prevalence of the disease. There is, however, an equal need to come to grips with the real, lived

experience of HIV/AIDS. t is, after all, peaple wha are afflicted. They have relations with others, they
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crcumstances. Weeks asserts that we are all living with HIV/AIDS in various ways (1995). We all know
someone who is infected or affected, we read and hear about the devastation caused by AIDS in our
daily lives, and some of us write about this devastation, In this thesis, | worked with a handful of
individuals who were encouraged to give personalised, subjective accounts of their experiences prior
to and after an HIV-positive diagnosis 5

This chapter introduces the subjects of this research, although pseudonyms are used to protect
identities and particular descriptions that might help identify ndividuals are omitted. The pattern of

disease histories will be highlighted. It will be argued, based on this, that routine voluntary testing is not

peaple find out that they carry the HIV virus, This chapler will also examii

sources of hefp that are consulted upon a positive HIV diagnosis. It is hoped that the people who
participated in this research will be presented as individuals who creatively seek to influence their lives

in particular directions amidst taxing constraints and that the reader will come to appreciate them not so

* Data saturation was achieved, that is, & situation where no new revelations were made same anecdotes were told no
matter what the data collection techmque. Interviews, focus groups, and informal data collecting techniques yielded

supponting data
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uch as people who are dying from HIV/AIDS, but as people who are living with a disease from which
gy may eventually die.

Chapter One has referred to some of the factors that render HIV/AIDS a mystery and a special
“"allenge to the wider population. These include the fact that there is no known cure for HIVAIDS, that
"2 metnods of prevention pose a chafienge to matters taken for granted in everyday living. From her
~Jrr n Botswana, where the epidemic has extracted a severe toll, Suzette Heald came fo the

e b ¢ H b e mmAL ARMN calmerimm tm tha alalla
U 0L dd TAdY do Al 1Soiniiy W o vhialc

iziventions (2000).  Helman highlights the social and cultural difficulties involved in dealing with

wsEase and says that

(Ine madical perspective assumes that diseases are universal in form, progress and content
and thar they have a recurring identity , that s. that the disease is the same in whatever
culture or society it appears. However, this perspective does not include the social and
psychological dimensions of the disease for the indwidual patient and for those around him

(2000 67-68).

HLAAIDS has remgined a myth and & myster; A myth hecause. for a long tme, there werg p2

Dahiiiched ctnriag 8 DIMAGS mnd on b wnn
SHTLLTTOU S0 TS U T YV AS QU O L Yidlo

Beududig

-

et HEVIAIDS was a ploy or a bad joke. As AIDS became more visible as more and more people were
mfecred i became a mystery that it could not be cured scientfically.  As such, it resembled other
ndigznous alments such as isidiso - a Zulu word for the idea that a person has been made to ingest a
forergn substance which will result in a siow death if not attended to. In contrast, however, HIV/AIDS
uou'd ot respond to known treatments. HIVIAIDS unike other indigenous diseases was extensively
dscussed on radio and TV programs  Despite all thz publcily. my research findings show that virtually
al' tne particpants did not expect to be diagnosed with HIV when they experienced symptoms that, in

nasight indicated HIV infection. They did not believe that HIV/AIDS existed and therefore they

th o~ IMD siimem At oA s
v U0 WEIt nol accompaned by

accounts from infected individuals and, therefore. failed to wnspire cauton in the population. In ths

regard South Africa is characteristic of ‘developing nations’ where people find out about an HIV-positive
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Y2us long after infection. (Lie and Biswalo 1998) My research findings show that in all cases
“rormants found this out because they were ili from ‘something else’ and decided to consult a doctor,
"2y 4 not make a conscious decision and take steps to be tested for HIV. Thus all my informants
a0 cut about their HIV-positive status by default The detalled circumstances of how each informant
=3t abaut their status will be mapped out later in this chapter.

Al the women interviewed had, prior to being diagnosed with HIV or AIDS, been in relationships

-~ men who were, in the long run, unable to assist them in times of need. The common thread

wnning through these women's siaries is that they were badly treated by men. At the time of the
re3earch. not a single w
anever had accounts similar to the one presented below. They could recall incidences in which their
fr.lbands or partners humiliated them by publicly accepting other women as lovers. Vhen women
broiested against such behaviour, there were always fights and they risked a beating. As the following

dy chows it was difficult for women to detzrming who nught have nfected them with Hiy

tetause botn men and women did not have steady pariners A general tendency was, however, 10

sheve that men who were ‘good’ could not be carying the HIV virus. whereas men who mistreate

1em wele seen as more lkely to host the virus,

Case Study 1 Bertha Motha

Borthorwts o 27 ve s old aother of oo clulden, a bov aged 11 and 1 gl aged 3 Bertha believed

T o lte ad 1o been edsy, o lid been churscieozed by one haedstup aftee another She recounted

foo s odiwnt an the pobined sreuggle azanst opasihod while ae school and o ber purcars were alsa

T PIE RN PR | [ Tare are ;o P L Y TR L N PO TP R B L VU N S S
oyt Dhs il b e (G eaporrnee Wilose Siiilloande sl 1

[ ead oshe taced the tal of IV atecton e an adoli, she od been vz wats e father of het

Ceornora Cebick un fus prans’ vidd Although e rdatenshiup Lasted toe about toar vears, and bad

U ol recnogiived through e paveens of 10bola” or bude price, her residonce was not withour

Prooms The man was unemploted, was gven o ganbling and womanizing Thet wed fight a o,

nel Gocanse o e many gultnends whom e somenmes broaght © hus paronts” Louse, She also used

e these wormen and shie wothd occasionally Teave the man 1o st wath her own taguly Bat she

' .
wnd wen M1re e b beer ﬁ.iilL‘L‘
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his man, were of paramount importance for her and Bertha believed that they had shaped her
existence. Although there had been other men in her life, she did not consider them to have been
significant. The father of her first child was not part of her story - that had happened when she was

young and, according to Bertha, did not have much bearing on her development as a person.

Bertha was not sure who ha

10 her tiancé and another man she was involved with aftet the birth of her younger child. This was during
“ne Gf the many times that she had left her fiancé to go to her parents’ house. The flancé seemed to be

the peane suspect since he had sexual relations with a lot of women and also because he had treated her

very badly. As the other man was older, matricd and had been kind to her and her baby, ia her mind he

wa~ not likely to be the one who had infected her. [t was very important to Bertha that this other man

had provided for her and the baby when the father of the child had not. She said that baving a provider
restored her dignity when she had retusned home with a child whose father was not showing any

1: PSR §

wtnrcemocalba i oo Y u [ g N _ir T
resp umlbull) towards them. ohe finally Ie

men. This means that they were not attracted to men at all and did not miss being in a romantic
relationship. For some of the women the acceptable alternaftive 1o ceilbacy was fo meet other sero-
positive people. According to Adam and Sears this approach ostensibly took care of two impediments
to courtship (1) the danger of infecting someone new and (2) the probfem of revealing sero-status and
thus facing rejection or incomprehension (1998:46). There was also the need fo re-orient oneself
amidst & lot of new challenges. lliness and signs of iliness also bore negatively on their seif-image and
sexuality. Only two of the twelve women making up my sample were still married but they were no

longer sexually active. Eight of the ten women had never married, one woman was divorced and the

seeking a relationship with @ man. They reasoned that if one already had children there was no need

for a sexual partner. These wamen wefp fuffilled by the children they had.

3
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Xperiences before they discovered that they were HIV-positive. In this regard, another common thread

concerns their ability to negotiate the practise of safer sex. Here the general wisdom has been that
South African women are, on the whole, not able to negotiate condom use with their partners. Olivia

Mokoena's story, presented beiow, shows that there are women who indeed suffer from South Africa's

MAala Marmaimabasd amadal ado omd o
AT ateU SUGIdT SUUCTU
Case Study 2: Olivia Mokoena
(thg was 2§ vaare n'l'A wrhorm | mat her four an inremmaar bt [qu‘ Oy NN AT £0 rat ey by b
Aan s Fhals Lall SWEICHL 4 UL 0L LUL il HIwWLvas ™, 2 £ siand 0 Cppiitunnty 10 2O 10 RNOW 1eT

wellas she died in December 2000, Jeaving behind 2 children. Olivia was not a very talkative person, but
>he was also not shy to speak her mind when the need arose. She joined the hospice while [ was already
there and therefore was not part of the first focus group. 1 had to introduce my project to her as an
idividual. “The firse thing she told me was that she was dying because of R8000. She also said that she
would tell me all I needed 1o know, that she was not ashamed because she did not do anything wrong,
Oliviz had married a ‘very obstinate Zula man’ who did not want o use condoms, despite his many

toncubines,  Olivia was severely beaten every time she broughr up the subject of condoms and her

bushand would say that he pai ; dare she even menuon condoms to him.
Thev had been cohabiting before his payment of ‘Tobola’, in which tme they had two children. Things
‘tarred changing for the worst after this payment was completed. They went 1o sty with his family
despte the fact thac Olvia was not in good terms with her in-laws. She had left the children with her
Mother, and this became a contendous issue. ‘Did she think that they were so poor that they could not
take proper care of them?” she was trequently asked. Another problem for Olivia was the money that her
husband spent on his mother. Olivia was working at the time and did not do as much housework as was

cxpected of her. She recounted scenes in which she and her in-laws would be shouting at cach other and

hor hualsamed tale: R | Tommmiglly tha Sobee deave lwia and her hushand to relaeste 2o ameh s
Al idFyanda Iamﬂg neir side,. Lvainiuady uic L A/ivia Al 1380 nASOand O 1$iolaie anowmner

house where they were lodgers in a garage. On some days when her husband did not come home from
work she would go to her parents” house as she was unwilling to sleep alone in the house. If he came
back. however, and she was not there, further problems resulted. Finally, one day when she was not at
home, Olwia’s husband took the furniture that they had purchased together to huis mother’s house. This
“ct signified the end of their marrtage.

Olivia rerurmed home to her parents in September 1999, She had been 1ll on and off since the year
before and in December 1999 she resigned from work. In May 2000 a private doctor diagnosed her as

pp fpnn hise ealaca o
3 (G all &

F“Fr\’l} '\“§ an o emanm o on o P 1
L WOIK DUl T41€ process ol gcmng wmat

! AN p()si.'l'_‘l‘\?f'. Oilivia had SOMe Moncy due ig her frot
money had been slow. As she would not go to her place of work because of the way she looked (she had
lont weight, was lethargic most of the time, her speech was slurred, had thrush in her mouth 2ad her hair

was falling out), she was faxing documents and communicating with relevant people by phone. Olivia’s

39



alvreed her agunst ceturrung to his home for foemal mournmg and siting on the mathess as s custormary

UM ALNE Shr" WS alery vorv all ar the +ime Tricrened cha chnwad e rvr #ler crrererinng +.F thin Genaenl e dan
DL L @il VALY AL Al Wih il aioilal gl shiv o up Ul Unb dndeiinion g, Ui onil (Uiniian N anid

smpany of her farnly and childeen. Here she was accused of bewitching her husband and she was not

wiomved tosee his body. Her husband's eoncubmes and dlegitinvite children wete yiven this privilege #

r1e milows approached her agan when i deansing of the fundy ok phice Uhev wanted her

<Hlden o prrucipate m dats but Olwvinwould not allow thew o go

Olivia had a vewy supportive fanuly who stood Ly her - She had theee older brother: and she was the

wwy gud e the tande She sad thar her famly had always wamed her agunst mureving her husband

as he came front 1 poor fundy aad was not educated. She found our

[ S B SO Y UL S
=t WD ARSI DI WA INICTIGT 10 DCD Wy

it the bride pnice of R8000 had been negotiated down from R12000 The clders m Clivia’s family had
Jurnded R12000 50 odder to discourage the man from marrving Olia. They duid not envisage that he
ot be abile 1o pat togedher thar sum. Olivia believed that the amount demuanded for her bride-price

rancd o sore powt for her husband and wontebured to why her husband had neared her with

corept, dling her a Sspodt brag” all the ume

Other women's stories also supported this patiarchal lifestyle and some womsan indicated that
cuygestng condom-use would have caused problems with their partneis . 1t 1S however, more
sgnificant that contrary to the general wisdom in South Africa, most of my interviewees felt thaf they
wE&Te N a posiion to bring up the issue of using condoms, although thay could not anticipate how their

parners would have reacted. What has generally been overlooked here is the fact that these women

TEIE Sty pot mterested in protecting themsel.es and EXDIIC'Iﬂy said that when they had been
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such a problem had they suggested condom use Nonetheless. and perhaps more significant, there
was also a sense that condom-use is not easy to sustain (it was not thought of as a matter of life and

death before getung i) and it would not have been easy to change from not using condoems to insisting

® AcLyding to Olvia ¢ was the first bme that she knea apout some of these chuldre~ the; were hidden from her

Suma wee older and others were younger than her own chic =5 by the same man - There were four of them and all male

" One said that she had a general fear for her parine” end suggesting condom-use would nct have been easy, two

othe” women also staled tha! their partners were very viglert éd s would not have been a good 1dea

i
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:rusing them without giving a plausible explanation. Condom-use or the lack thereof have been
subpacts of much study as shown in the inrroduction. There is every reason to believe that the women
032 experiences are the subject of this thesis were faced with the same challenges associated with
condem use as highlighted by other studies. The pofential for physical assault by their partners existed
as d.d the affective aspects of condom-use such as the need lo trust one's parther.  Socio-economic

cirsiderations such as not insisting on using a condom because of dependence on the sexual partner

o sunvival were also important for these women. Nonetheless, it is also crucial to recognize that

~smen also endanger themselves. The women siudied here consciously chase not to fry and uss

Zindoms though they could have suggested it to their partners.

The case studies presented thus far have alse highlighted the fragile nature of relations between

Mz oand women in the township Sedlis
=5ponsiphity owards their upbringing. Leaving. or being left by the father of your chitd was accepted as
ezl s id not discourage the women fiom beaning more children by ottier man vath tne hope the:
=z of them would prove to be more loving and stay.  As this research has however shown, HIY
nf22tan has ine potential to change this as the women in my sample swore that they did not need men
' enlyes anymore.  They wanted merely to rase their chilaren, and they did this with the help ¢!

-z They believed that the government shot:d give them grants that woud help them raise ther

“hidren This may be a passing phase, but fike suzects in Sobo's study, the women in my study spoks

9t betayal broken trust and partners who could not have loved them to have infected them (cf. 1995)

PR

~aermanstrated in the case study matenal, howeier
. 5UCK that one is never sure who infected who because there are mu'tiple partnerings as well as rapi
tnange in sexual partners.

tlen and women expose themselves to HY infection when they have multiple andior rapidiy
cnanging sexual partners. Despite this fact, none of the women | came to know had entertained the

tought that they might be infected. [n the itteraturs on AIDS and AIDS prevention. testing for HIV is 2
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vaorissue. The theory is that if more people volunteered for routine testing. strides would be made to

c¢yohological stress of knowing that ane is infectad, the fact that no support mechanisms are in place
f>- 1mose who do test positive and the precedence of other day-to-day pressures over knowing about
21e's HIV status, especially in developing countries. The result, as Lie and Biswalo have noted, is that
c2opis find out about their HIV-positive status late in the disease process (1998). This has the danger

attnose who carry the virus continue to spread the virus to others and the chain continues

itis evident, in both of the following case studies. that testing for HIV was not a prerogative of the
t the beginning of this chapter, there is a sense in which HIV/AIDS
belzred fo be ‘not real’ in South Africa. People are not seep to die from such infection. This belief
evss despite the fact that, throughout South Africa, peopie are dying from compiications related to
A3, Rather these women were cancerned because they were feeling iil, Mavis was suffering from
C e ang Carol was not feeling well generally. \'hen they sought medical auvice., the posstitity that
ey mignt be infected with HIV had never even occurred 1o them. They found out so to speak, by

lant without asking 1o be tested and without granting permission for the tests to be done.

(e ae. Thoy oy Mzisic Masido
= . HLINT y VIV TYiaw !’
l

et 35 wd the mothier af 4y
we 170 she sk dland was dipmesod as TV posiane, She

Taldsen, grow up moarural nllige, She had boon workaing as g

©oteowoher [;J&JT-.‘H‘L“ when,

“ P R S TR B R A T N AT T LN I T e oo dlee 51t farle Eedll Lt f ot lare o F feee
' ceon LD AT ‘ql‘il,‘"':’* JATIWL ANUTIG Tir & iy Doretbdd 47 10 Ly v alinad S s RS AL AR L Lar U O JTUld

s s & hen she agun ok ] she wens oo panate docter as she had access 0 medical ag

b e e il beoadiers Bload wos taken i o Ler and she zard that she wos aon waornied as she

L] oo oot ~1; ’}1 Id n,}rh”l“_-.‘ \.\:hl o= tetan g Lo Tih’ 1'(’.\‘\1“? f}h frats s (}l\ 't l*de \‘}78{&8{ Sh(‘

s el B v har o wrong, vl her o whethicr <he had already guzssed Shewas sharttered when the

o b ead T stangs The noese sked of she sould disclose ber stas t) hier Banole, but she onle

cobocd Huer v Liter whon she got vees 1l wnce then [onlv disclosed nonn T hud been dl on and

St Dk o wedh tnalle and was saken v fosprrd, thaes when Teedized ) had o disclose’. She

[T ieh eyl 1-\1 vevme ;e ozarae als
AR IR AT AN Y f“ OGNS 83 Was te

LR TP D L1 PR DR R TR | It LTSN S
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T 3hongieshs an auto1mmune responge tnat affects ne-. s endings and conneclive tissue rasulting i skin inflammation.
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-wih the other women. Conrrary to her counterparts, she had skin mfectons whidh I think were

Cay R ydrcormit”,

Mavis” chddren had three different fathers Her youngest child was bam i 1995 and the father of

g et them immediaeely afterwards for no apparent seasen She hid not been with another man

FPEE R PR O S ' Y0 P=ARR R IR JEY S | mimma s isvie o sl 1. 1 A
Sl BRI LY, T TOVeT e Qi AIUICT 111U Sancd e L'hpl(’ Sﬂ.}' man i you
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st micet” with a man for some timie vou getorrd and all. Bur T have sunvived., close 1) five VEars now,
v meselt that {there was to be | no other (man for me agam’.

Llavis had had bad experiences with men and thus opted o remain single Her chiddeen were staying
vacvoung relinve who had also just had o chidd and aceded a place tn stay. They lived m Marvis’ RDD

Shc wanred to resetde back to her house, tihng along Al the posses<ions she had accumulared

T She WIS Worhing, bt she tad o money o do tis. Shewas very worried about her children back in

Leorard areas They lacked adult supervision and did not have any source of meome.  they relied on

Tocs and sometimes sofd spinach from therr gundea Mavis was hopeful that the older one, who was

ceradud ¥owould be able o take care of the other anes Ainves was busy trying 1o venfy the sero-status
Coctveager chald and o get a gaant from weltie scevices when 1 fnashed dong fieldwork i Januan

Tl M was also artending, a support group at hermcal cliue where she was given the produce from

Looseden tur she and others wended  Her famulv 21d been suppornve and had taken her v vanous

sl b olers They holieved that there s no dise oo dhiae could nor be cored NMavis was using herbs

S madices sl got trom bk aone

Case Study 4: Carol Yende

eod, aecd 30 and the merhier of 3 chuldren e =3 her welatrmshup wab the tsher of her children
Uhe o Daldien Lived sty thenc tashcr’s pasesss o naed cdlage near Dadhan (hool had moved

oo tosm, here place ot barthy o Johamnesbuy oo she staved with b e T 1995 she was

v ed ol TV Tahe muany others, Carol did o 0 know whar was weong waly her when she was

et Lo e Flay Baragwanuth [ospial S oe adf woehe waed and blood was saken from s, all

T W e 11 1 chowee, blood was deavn oo ug) she satd Her rracnen 1o positve-HIV

Coon repeally it ot disbelief and demal >0 was tested agun duearg ber sray gt the hospiral and

(FRY
N

]
wad

cam

o kv contitmcd When asked of she had rocovad any counsellag dunnz s nme, she sad thar

“on b b me descror that soice thoee waz noees, U HIEV she wis gomng o de She was thscharged

Cate b el wth those words She stutee domking and simohiag compuluvely Carol was

noabadyw e d becine-c danag an eadier cra o vesanan, her auar bad swd that ot someene i the

r
cetrrad o the disease that was ao spoken abour (HHIV/ATDSL dey should know that thes
When Carol returmed hon ¢ trom hee seav @ the besonal, her dlness became

wasld oo IJJJ"I.ITL‘L]

P el Ghe weas mven sepacate wensils, blanke s and she had to wash oaride She did nor have

* Kapos s sarcoma s a skin cancer associated with ~ W/AIDS it mamfests itself as ploiches on the skin. Kamosi's

S&":omans usudlty found on white hght skin types
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usome 1o discuss matters with and, in 1996, she suffeced a breakdown and spesit tne ar Sterkfontein, a
Lol s tnon Recovery was slow as, durng this periad, her parents’ house was burnt down as
Ceer et politica strife that was raging in the countey T was deeply affected, T had no one 1o talk 1o, T was
s dnnk, a the moring and ar night’, she said - The counselling thae she recerved ar Srerkfonten and
e the Motoln Pesychuatre Chnie and Napwa (Natonal associten 6f people wirh AIDS) helped her o
When the hospice nurse visited her aunt’s house o provide the family wih counselling, they were
sebeonhe Carol away as the famudy was no longer mrerested in continuing relations with her Carol had

Feaywily foends but she spent most of her teme ag the hosprce Caral had been theough a lot and

tercsmcal I always bad the feeling that she dared evervone o judge her so thar she could show thar

', toL
aat I..;.,] et carg C’!!'f‘)] dld 10O O(ace q!\gd A rear ar ﬂl." ('Fv\ff\ Qf’\ neer or Jiitgler 1Y mramnans as tha mrlea
iy M 14l { ! >il ¢ ! © AL 05 I prer QU QUL E a0 MIeIVIOW, 83 e o

M BAYE ' [rone ro.

Canlemphasized that she preferred to associate wath people who had also been through tytng umes
ol lves besause those who had not been would never understand the pat and the hurt dhar she had

Tl s salvapon was hier new sense of spurrea befongme. she told e that the best thing about

e charen and ‘Fannly” was the uncondinonal posnve regad and wacnith b thee gave hee  They

e behine as of she was contanunaring

nEman manner in which people find out that they have HIV  The ethics that gavern testing - such as

Lutanng informed consent from the patient for the test counseliing them before and after the test and

paisot apout mores that govern HIV testing may have accounted for some of these violations early in
M= epidemic. but that is certainly not the case today Sobo gives a different explanation for this
[@ouses of power that result In unsolicted testing can occur and even well-intentioned clinicians —
paricularly overburdened public servants sometimes cannat find time to carry out testing procedures
properly (1995 151). Unequal power relations between the patent and the medical staff certainly play a
"ie in public hospitals where service defivery is (o & 12ed by the government and the
pavent pays only a negligible fee  The attitude that prevails is that the patient does not have many
ngMs because she or hie does not pay for the services. Rights of HiV-positive persons have also be

Questoned vis-3-vis rights of the general population and those of medical practittoners. Just as the fest

and /or diagnoesis is made without the consent of tha patient, the results are communicated whether the
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relentwants to know or not. Moreover, communication of such information seems to be confined to the
prognosis that since there is no cure for the disease the patient is going to die. In my sample,
ccunseliing seemed to be the prerogative of the hospice staff who took over the care of some of the
ravents diagnosed at Chris Hani Baragwanath Hospital. Although the experience of finding out about
onie's HIV status was not done to protect the patient and was shattering in many ways, the interviewees
o’ this study seemed to set great store in the fact that at least they knew where they stood, and they

were dealing with this knowledge. In general, testing is seen as good for individuals because they can

adjust their behaviour and practices accordingly. Those who test negative can strive to stay that way
aid those who tested positive may take steps to prevent infecting others and re-infection (which
‘ereases the viral load in their immune systems and leads to HIV converting to AIDS more quickly).
Those who test positive can also strive to take better care of their bodies by taking appropriate
redicings, eating well and exercising. This, of course, will be subject to ther living conditions. As is
seann e case sfudy maienal the women in ry stuay used this time 1o nurture their spiritual vie!-
being when their physical bodies were failing.

Chns Hani Baragwanath Hospital is known locally as Bara and, as a public hospital, has a

reputation for M-treating patients. Staries abound about the conduct of nurses towards patients  Thig

ras prompted the Department of Health to formatize and publicize the Patients” Bill of Rights  Bad
reatment of patents by nurses is not confined to HIV-positive persons, though ane could surmise that

having an HiV-positive status could worsen the situation  Here is what Grace, one of my interviewees
sad

At Bara they used to uncover me, talk about me as If | am not there, making a show - here's
another victim. 1 {ost my things, my clothes etc. People would take my bed-letter and read.
The nurses did not make up the bed I slept on. | had not been properly tested by then. What
the doctor had said became the basis upon which § was judged  What right did they have to
say thig hh::t 1 am g victim of Hl'\HMHQ? ghout me?

Vi G Vi

Thase interviewees who had not been admitied at Bara were terrified of the prospect of ever

having to go there and having to submit to abusive teatment that everyone else had dascribed. in fact
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most of the women | interacted with were not admitted to Bara during my fieldwork. (n part, this was
tenzuse they were told at Bara that the hospital coufd no fonger help them in anyway, so they should
tlay at hame  Instead they were admitied at the hospice. Those who did go to Bara, went because
gy ok ilf at night and could not come to the hospice

The following cage study illustrates attitudes of the medical personngl to pafients. Bertha's
zaperences, presented below, are not unique. Patients’ rights to health care, dignity, privacy and

counselling before and afier an HIV test were violated. Families also found it difficult to deal with the

‘nwledge that one of them was ailing from complications related to HIV/AIDS.  Infected individuals

~lr Lot PR, -

450 battle with coming to terms with
medcal staff were unable, or perhaps unwilling to assist their patients with these problems.

Case Study 5: Bertha Motha

Shien Berthu Gleeady mentoned m Case Studs
She thoughr she had TB as she also had a persistent cough and

1} became very db i 1999, she went to alocal chime

~zeannz A 1ot and feh lethargic

ClareDanght sl sad thae she ¢aveny Bl peament o the sonse . They kept telling ha

ventt who had accompumed her that she shonld not have Broeeht hee to the chnie as there was

dinee 1 they conld dn forhee Bertha sud that she did not undesstund whar this meant . She thought
Despite the

Lot ey e seanyg thar she should have gone to a TH cliue as her TH was very severe

Coenuenr thar nothmg could be done tor hersaspatume sample was tikenr She wenr o collect the
vl e ol g week and these did oo confeny TH Although she gor bestes For uwhile, she was

ootk oo C e Flam Baraowasiath hosoced soher her condatson worsened and here she learnt thar she

2PN postn e She did nor teceve e pre- or prstest counselling and she was not totmally notified

Ve ber s Tnsread. one of the doctors asked whether she knew what was wrong with her and she
el tdd e she was TV -posstive: She sl thar she was not alert dutiog ment o her mtal se
Cob o wadd <he only emembers difterent deorors fwho were mostly foagtiors) pohang her aad
ot ol onhier abemt her and e nuses bemg ten baesh o her - Acone stage she needed 1o use the
tonotaod w e very wenle The niaeses retused o give frer a badpan o o accompany her 1o e tolet She
Pl her wan o the toiler and 0o one assisted her 32 gl She s finalle able to ger herselt to and from
e et From thon on she asked doctors, whoan site thougbt would be sympathene o help her and the

ot would order the nutses to help lier Berthe seemed to tank dhar this was a positive expeience

feeen teaehit loe tabe seeong and selrelant

Brem's noghbiour who worked as 1 cook at e hospice referred bier (o the hospice Bertha's own

el toed o lnde Beretha's diness and @ an mteeves Berdha's mother sid “We did nor tell anyone about
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soondition, but people can see for themselves’. Although Bertha was inttally ashamed to be seen by
saihours and frends (she had lost alot of weight], she made peace with herself and no longer hid from
s TArfistwhen people knocked T woudd cun away and hide but nos 1 am open. People talk but 1
et care anymore, Tpust say to mvselt] you laugh ar me, vou have not tested you might find thar vou
i b FIV -positive but not vet (1™ she said. She became very spirttual and would recount how she
spntthe whele night ar chuech praying for salvation and streagth to overcome the discase. She did not
eswy medication and, as is the belief of her church, relied solely on praver.

As shown by these case studies, public medical health care services leave a lot to be desired with

regards o patient care. The unequal power refationships between the patients and the medical staff are

tatcularly evidentin patient care. The rights of patients are violated and this affects public perceptions
atout health care in these institutions. Loss of confidence in the quality of government health care

senices discourages individuals from visiting them. The haspice has become an alternative to hospitals

some of my interviewees found strength 1o survive within themselves and religion proved to be an
aruor wihen 8 else was disintegrating.  Religious belief fostered an acceptance of one’s trying

stuation and became a source of sustenance in the face of relationships strained by a spectre of
HYAIDS,

Al my interviewees had a strong belief that they would overcome this disease. They seemed to
blieve that a positive attitude would contribute to this and in the same breath they hoped that a cure
vwould be found. When asked, they said they were affected negatively by the deaths of their colleagues

athe hospice, nonetheless, they seemed able to divorce their friends’ deaths from their own situation.

N Y VI e iTa
al gy uiu
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The common answer was that death is untimely far everyone and
Gied because of AIDS, rather people died when thsir ime had come irrespective of whether they had
A0S or not. The popular example cited was that of healthy people dying from accidents or simply not
waking up in the morning. The fact that HIV/AIDS invariably led to death was also acknowledged in
stzlzments such as ‘We could see that he or she was going to die, this disease had ravaged him or her'.
3. however, this fact was too much to live with frem day to day, beliefs that against all odds, one was
Gcing to be better had to be sustained in order to k3ep one sane {discuzsed further in Chapter Five of
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"5 tesis which deals with ideas and intricacies associated with dying from a terminal finess}. Many
7 iTen confinued to use traditional herbs in conjuncion with the tablets that they received at the
"iinice and sometimes from private doctors, There were active attempts o restore health. Although |
“21 sxpected to find people who blamed their ilness on witcheraft and failure to do good by the
afiz3810rs. this was not pervasive. In fact, this understanding couid be heard more fram the men in

nustice than from the women. The women largely denied that they were HIV-positive, buf they also did

roisay that they were bewitched. Those women who were in denial about their HIV status eher

U2:ght they had T8, or that they were losing weight because they are prone to doing that, or that they
- some other disease. Perhaps they did not feel confidant saying that they were bewitched to me, 2
«M.zrsity educated” person. The use of faith healers, fradiional healers and western medicine, ali at

" samz2 time might be an indication that they were aiso niot sure what they were ailing from and hoped

e one of these ways of healing would help. Helman asserts that.

People who become il and who are not helped by self-treatment make choices about whom {9
consult in the popular, folk or professional sectors for further help. These choices are
influenced by the types of helper who s actually available. whether payment for the services

has o be made and the Expianatory thodel used by the panent. This modef provides
explanations for the aetiolagy, symptoms, physiological changes, natural history and reatment
far the iiness. On this basis the patent chooses what seems to be the most appropriate

source of advice and treatment for the conditon (2000.53).

Haman also notes that various modes of treatment can te used simukanzously 1o atiend to
I eent symptoms (2000). In Soweto, many conradictory ideas co-existed simultaneously: AIDS was
T o5nlnotto exist. to be a vanation of a traditona’ iliness and to be a form of sickness that ought 10
b bept tudden  In addition to the concepts of causaty that have already been menicned. the idea that
W AIDS was not new and was a stronger form of other, pre-existing diseases led informants to see

Ceeiment from traditonal healers  Despite the vedaspread belief in the townshiz that AIDS did not

€<51 ) got a sense that many of my informants had a d that they were indeed, HiV- -positive cr

tha: they were about to come to that acceptance. They had tned a lot of things tat had not helped

hen much and they were constantly confronted with the evidence of HIV-positive people who had the



same symptoms as them and who had died. Many of them had themselves been at death’s door for 2
“insigsradle length of time and their condition was steadily deteriorating. (n complex and perhaps
unsrzakable ways, these women appeared to both believe that they were not suffering from HIV/AIDS
ard o Ynow that they were dying from this same disease.

Although faith in overcoming this disease existed. there was a need to Share the suspicion of one's
A"/ status with friends and relatives There was also a recognition that this disciosure was inevitable in

ths Iight of faling health. Disclasing an HIV-positive status is not easy and infected individuals may opt

1, 2lng to evidence that disputes this diagnosis as Rita’s case, presented below, iiiustrates. in the same

& HiV-positve individuals may consult a number of ‘knowledgeabie’ individuals in a bid fo get an

atsrnative dragnosis.  Disclosing an HIV-positive status is further delayed by fear of losing much-

"2edad support from friends and relatives. The result is that a considerable time normally elapses

betieen the actual diagnosis and disclosure

Case Study 6. Rita Mhlongo

Lorwe 35 and had o daaghter azad 160 She dad vor heheve anat she was mbecnd worly HIV ay sy

cor showean s any oonnon symproms of TV atecton, except fue shungles Thes afflcoen was

o el ordmany dotstties o ahe ernld gon dress properdy and she had e toas go o temporars ol

Coootiae In December, 19938, Tuea gordl and sbe had ansh which was dignssed as <hingles by 4

The doctor expluncd that s oenld mcan that she was IV poarve  Tn order 1o be

" Thoee been to so man

SO PRI
Bobelre pay RIAD for a blood teseand s det st have the moniey

Cbact s tad L snld or sure what oweone st me’, shie confessed . Thes uncannne was fucher

Ve I othe fact thar she had 2 mn brother who had died 0 Zambabwe. Tew s believed thar some

<.‘|‘..
r

Codnd o bl peefonmed o appease her brothes s spunt The tace that hee bosbe © was buaed so fa
Dbt Bt Decargey <he coald a0t v the crase 12 otton s was deemed necossany tor hee well-

‘ . -
o oty leed e heett vy tagh and ceadimosid 2 alees wah the hope of hinding <omeone who would

Lo aad roan d bor condimon anid belp fer Rivd's twe s who were presear when the doctor

¢rested g ghe rogght be TV poaive hod Decn sosteument e tekeng her 1o chiurche s and tradisonal

Mewoce o orher atter and beeether had o Leen vid about hee prssible FIEV posiie e stans and neither

fuet e otfier relanives (her parents had aleady dr..L but her daghter knew this Thes had not been

it amads e pacs, because no-one wasred o bebeve ths doctors drymioas ke &1 the women (o me

il R sad that prior 1o heasing feom doceoes thar she was mrected with the HIN virus, she had nos

Pedv coed tha THIVZATDS was real as she had norseen o whe w03 mbected

49



whereas she was seeing other men on the side. She said ‘My boyfriend was not ‘stout’ (an Afrkaans word

meaning silly or naughty), I was sometimes ‘stout’ and saw other men, I would leave them when he found
out’. Moreover, she had once been date raped and had not told anyone about this. She did not know
whether the other men she had been with were ill so that she could deduce who had infected her. She had
tr disclosed to her boyfriend that she might be HIV-positive but they had stopped having sexual

Jarea e

ritlar,. s5if1Ce
dviauiorin S11NCe

she started being ill. They agreed on this since they did not know what was wrong with her
and they were worried that it might be infectious. Rita said that she still had a lot of casual frends,
althcugh she did not go out with them anymote. She attributed still having fdends to the fact that people
enther thought that she was ailing from something to do with her twin brother or they thought that she
had skin cancer because of the way she dressed with her shoulders exposed. She was sure that she would

not have as much support from fataily and friends if they believed or knew that she might be HIV-

POSTHVE,

Rita’s case illustrates some of the dynamics involved in accepting and disclosing an HIV-positive
status. It also demonstrates the complex manner in which PWAs both accept and simultaneously reject
their medical condition. This acceptance/rejection is also reflected in the behaviour of the people

around Rita. Her boyfriend agreed to stop having sexual relations with her, because they did not know

the nature of her illness and they were worried about infection — thus confirming that she may have had

HIVIAIDS without voicing such thoughts. Similarly, her two sisters knew that she might be carrying the

nnnnnnnnnnnnn L il

Rita was beginning o accept the

but they were not prepared fo accept this. Furthermore,

possibility that she was infected with HIV but could not admit this to her sisters who might respond to
this knowledge by withdrawing their support. So, like other women in my sample, Rita continued to

seek a second opinion about the cause of her ill-health. This was done in spite of the fact that she was

coming to the hospice and had, by impfication, acknowledged that she had a terminal iliness.
Disclosing an HIV-positive status was not the only challenge refated to living with HIVIAIDS. Fear
of others' reaction was also not the only factor that contributed fo the tendency not ta disclose. Denial

played a big part and acknowledging the fatality of HIV/AIDS was a major problem as the following case

study shows. Severa) viewpoints co-existed: the need to believe that one would overcome the disease

coincided with an urgency to show that one was not infected with HIV.  Similarly women strove 1o

conceal the possibility that they might suffer from HIVFAIDS and concurrently believed that the disease
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"2 they were alling from was not fatal. The impact of HIV/AIDS is so devastating that it produces
cemziex and contradictory beliefs that which both support PWAS in their struggle to survive and hinder
D atiempts to acknowledge their iliness

The foliowing case study shows that while an HIV-positive status couid be concealed from the

arger public with varying success, it could not be concealed from peers at the hospice. In fact, this

3strecy was not desired as the hospice was regarded as a safe space for infected individuals to let

Gewn their guard and gain the understanding of others. This, however, had the negative spin-off of

ramre =f 4he hoen
Mot ad QL UG ||U:’}J

relaions were adversely affected if it was not heeded. Maria's story, detailed below, is a combination of

Lzmal of the gravity of HIV/AIDS and efforts by companions at the haspice to highlight this gravity.

Case Study 7- Maria Mnijsi

S T vt Ol e e tne oF the e o Shio was uened wad hoed B ohiddien s

Y -1-1.'.,‘|d el 10 IL‘.'iT'Ll'.lL’ Ill\lCI‘l mn her 5{(1['{('% e ;'-'Jilj{i st beleve that hie husband dud NG exysr o
s ach Lo had her onn hiouse, she wis etz ashack w ber vard She dad not suy that she v
cod b e house heose of hestatug, she o sod she preferred 1o Tnve ouraide
Nhon Teer Moen she was already sorv that 00 montened diar slie had alwaes been thing she had
freprblon ind thrash @ the mouth fwhich proverad her fromeanng, she dwass muuntaeted a facae,
Coug ol scomed to e thae she was o g oot bed not o Bce realoy Tor tavounte rejornde:
BRI  EL R ST U TN Fontr o ook for 2ol aadd thar s was L0 10 ZTOW VerT nld, so those who Lhoug;tr
e ding soudd qust forger s Despaee bee brasado and dewad, Marcwas o and out of the hospuce
s U das she came o me and sad that e e ar Baee the dan befane and they had told ke
Her sl e laner FIEY -posttive, she now Bl ai-blown ATDS She wie sadden:d by dus algong:
M cned fin gl e buee aceepted it She died 0 December whide the Bospree dio-cane secton bl

U b D foativ acastn

Lot not very good wih dares Fers was o geneeal shor of what hee evperiences had been, o
Procmed by dates Muga's relanonship with the e 2ee wornen ar the haspee scemed 1o deteriorare win
e she was advised by them 1o pertorm some reul clensing ceremany Lo herselr and owo of her
coldion The chuddren had apparenty died of AlD S related complicanons - Her fulure to di thes and her
Aporentls care-tree atntude were seen as bemng arre-onsible by the older wumen Thev were concemed

Hee she would die wathoat having pecfoamed thes ceremony M, however, argried that she was noe
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<oz o die any ume soon! Despite her refusal to acknowledge her impending death and pecform the
s others considered necessary, Mara was very concermed about her children. She mussed those who
b divd and was afraid for the future of those who were aive. Maria died before she could perform
hese oingls.

taria’s story flustrates a paradox. She fervently believed that

nealth steadily deteriorated. The people around her were concerned about her declining health and

100K it upon themselves to caution her against the folly of dying without having performed rituals that are

deemed necessary to appease the spirits of her dead children. This concern soured relations between

This case study introduces an additional perspective that needs to be taken into account. it records a
scenario where disclosing one’s HIV-positive status is not necessary. This status is taken for granted by
vtz of being at the hospice and living through the ups and downs of this status in full view of others.
fat the person concerned still refused to acknowledge her medical condition. This gave rise to a

Haben in whiah snal'e AHaire
e et T ML T U o aiiat g

DECCMES a non-issue as advice is exchanged with the intention of helping.

As is evident from these case studies, disclosing one's HIV-positive status is one of the most
Gificult chatlenges faced by PWAs. Mostof the women in my study were prompted to disclose because
9" faiting health or forced to recognise that their status had already become public knowledge through

ruses’ wisits to their homes and through public gossip. Mansergh, Marks and Simon also noted this:

[slymptomatic status is important to consider beyond the first few months, because emerging symptoms

may heighten anxiety and increase the need for social support , which may motivate disclosure or

render it unavoidable {1998:3). My research also showed that people did not always have a choice

May have suspected that the person is infected and spread this information as if it were confirmed.

Some individuals would disclose to some people and not to others. The HIV-positive status of the

infected, thus, became the knowledge of a privilegad few, although in the end others always got o
know. Disclosure andfor suspicions that one is HiV-positive is closely tied to the stigmatisation of the
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infected and affected individuals and families and may have crucial consequences which, as the

Grace {the subject of the next case study)'s lifestyle had to change - she was forced inte & life of a
vianderer, moving from one place to another - as she avoided accepting and disclosing that she was
HIV-positive. However, Grace’s story has to be understood in the context whereby people are just told
that they are HIV-positive without an explanation of what this means and how it will impact on their lives.

Accepling a sero-positive status depends on knowing some scientific facts about the disease that

explain doctors and nurses behaviour and, as explained above, involves a series of contradictory

thoughts and behaviours.

Case Study 8: Grace Mthembu

Crrace, whe was 42 vears old, a divorcer and a mother of 5 chiddeen, was the only older woman in my

simple. Twas a bic shy to ralk o her, because discussing issues of sexuahiny wath older people 15 especialiv

difhicuit'?, bur when she came to the first focus group, I feit her need o talk and be understood. There

Al ol ske about their
Apout N (
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whiion in the dags-care area of the hospice, Grace was the only one who would refer to HIV/AIDS ot

Sennonmg her conditon specificallc) withour usiry cuphemsms. She wis €50 very vocal about things

i did or like ar the hospree. She was especrally cispleased with the fact thar the haspice seaff knew
dr people’s TV status even though this s supposed to be confidenual. She: beheved thar any

wawnsn with the hospiee spotlt one’s teputanon s the hospice personnel tended o show up at one’s
seowtthour prior communication, somecnie whe iy have been hdmg their illness i left with no
o on thes paner (see Chaprer Theee of this thesison which this iz discussed momore detl),

As mentiohed apove, Grace's biggest concern was being i

witiout having any ‘proof of this. ‘I felt that [ was expssed. | even had @ row with the nurses hsre, asking how

did ey know about me because what | am being toid [ do not want (0 know. 1 dan't hiave any proof, even

computers mare mistakes, What if | don't have this thing what if it's a mistake?' she said in an inierview.

Accarding to her she was not propesly diagnoses, that is, no blood tests were made. The doctor whe

diagnosed her inserted his fingers batween her thighs (io feel for swollen lymph nodes, | suppose) and did other

12 Discussicns about sex and sexuality between difis-gnt genera’ions, amongst black South Africans, are dificult

These subjects are seen as private and broaching them with cnz's elder is interpreted as disrespect.
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aticure tests. Moreover, the doctor did not disclose this diagnosis to her, She learnt about her status in 1998 at

Chrie Hant Raranwanath Haoenital when the niireace dienlavad har ae am avamn
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&' she was HIV-positive. According ta her, this was proof that she was not infected and that there had been a
niztave  Whal was also significant about Grace is that she did not have a permanent address. She moved from

crs refahive to another as soon as she suspected that they might be gossiping about her, Indeed, she was very

237y aboul being associaled with HIV/AIDS and felt antagonistic towards those who encouraged

disclosure

The big people in our community say that we should be open and talk about this, they
themselvas are not disclosing, they are also living with HIV. You only hear after their deaths.
Others can disclose. Their positions allow that but | will not because even my children will be
negatively affected...) also do not understand how | got this, | am still working it out for myseff,
I am not ready to disclose. | have 2 years going onto 3 years without a man. We only hear in
the Bible that Mary conceived by the Holy Sprrit, does it stii happen? | am still trying to

Pernaps because of he refusal to believe that she was seriously ill, Grace gained almost ng

c -
oA

apent from the hospice and | understand that she no longer comes for day-care.

Grace's story highlights that a communication break-down occurs at many levels in the case of
HIUAIDS  itis significant that Grace was not made to understand that an HIV infection has many
staces and that she was stifl at an a-symptomatic stage  Linked to that was her confusion about how
s was diagnosed as no blood samples were taken.  This confusion also informs her questioning how
57z could be infected when she had not been with @ man in recent years  Another point of

cemmunication break-down was within the system of referrals from the hospital to the hospice. As

resentment in a situation where confidentality and privacy are important. Finally, perhaps ‘paralysed’ by
ner refusal to acknowledge her condition, Grace was also not able to communicate her plight to her

significant others  instead, she was forced to move from one place to another. constantiy running from

anillness she gid not believe in,
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Although the knowledge of an HIV-positive status is shattering in many ways, | did not get a sense
e this news always destroyed dreams of a better standard of living. Although many of my
mervewees had been hoping for a job before they were diagnosed with HIV, unemployment is so
ceriasive in the township that it has come to be accepted as inevitable. The most shattering prospect
¢f having HIV was the implications it had for the chidren. These women had hoped that the quality of

e children's adult lives would be much better than theirs, but with this iliness they became aware that

i patterns of their lives were likely to be repeated in their children. Some of these women had hoped

thatthose children who had progressed further with their schooting stood @ better chance of escaping

Iz cycle of poverty. violence and sterility that characterized their own lives.

YWhile the women hoped that their children would have a better Iife than they did, some had also

slyle for themselves in the face of a multitude ¢f chaffenges. Bertha, for instance, saw a need to

b et hey former foends in a anast to live a dfferent ife. This was » marer of surviva' fo

L= (ha because she befieved that a preoccupation with the past impacted negatively on the future that
r= envisioned  This attitude was reinforced by her newly-found refigious belef that made a clear
Giunction between evil and good  According to tis belief a state of “holiness’ could be achisved on
zath and the only way to attain this was to forsake all that feeds worldly desires  The Nazarene
Cnch 1o which Bertha was a new member, denounced the usage of traditional and Western

madicnes  VWater that had been prayed over and thus made holy was used for medicinal purposes

[ mn e ce cermre e M s el inn s AA A
LHHGITDS WD ADLUHIET TNHeuiuln ustu W jiTa

emselves through disease. Members of this church also wear different coloured v/ools that protect
nam from harm

Case Study 9 Bertha Motha

Do toelnts sgeorad crowh and maer scengehy she passed away cardy oo vear 20010 T was
{ L & ; . ;

She was coe ot the tew women who s d e to 2o to thetr

Loores and imrerview ther care-givers Bertha und [ became very clise althernrhy we spent some

oro abreored e Bertha's P ISng ey

see heaes toeether T was not able o be wah foe ut hee fund davs F leawnr aboas ber death when 1
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_ Case Study 9: Bertha Motha

Despite Bertha’s spiritual growth and inner strength, she passed away early in the year 2001, 1 was
vere affected by Bertha’s passing away. She was one of the few women who allowed me to 20 to their
homes and interview their care-givers. Bertha and I became very close and although we spent some
tense hours together T was not able to be with her in her final days. [ leamt about her death when I
called the hospice to find out why her telephone number did not seem to be working, To my surprise, 1
s told that she was being buried on that day. Bertha was one of the women who strongly believed that
she would wiumph over this disease and live for a long time. But she had lost so much weight that this

seemed improbable. She used to complain that she could only wear a few clothes from ber wardrobe

because others were too big for her. Although Bertha was always cheerful and got along well with

everrone, she was given to long silences that we had come to understand as hushed prayer. She, unlike

N R PP ot TR SRR -V S
belteved that contact with peopie froin her past cou

P
was not proud of her past, especially of having gone to parties and having

mnther, She said that the finger of God had pointed ta her and she should accept this and try to make

left her children with her

amends for all her past mistakes.
This guilt-ridden attitude could have been fostered by her newly-found refigious befiefs. The

Nazarene church, an African initiated church, preaches holiness and does not folerate woridly vices.
The many losses that go with a positive HIV diagnosis means that famify support becomes vital.

As will be demonstrated in Chapter Four, the fear and the lack of knowledge about HIVIAIDS play havoc

with familial relations and, in the above case study, Bertha cut her ties with friends and turned to refigion

to find support and solace. However, the synopsis of my interviewees' lives seems 1o indicate that there

s generally some support for infected individuals. When talking about support, the following

considerations are important; the availability of a permanent care-giver, the state of debilitation of the

incidences may give the impression that an HiV-positive person is not being cared for or is ireated badly
by others. The affected person often feels that he or she has no support and verbalizes these feelings
even though this may be an inaccurate reflection of the situation. My research findings show that the
support given may not be enough at particular imes and may be overwhelming at other times. Support

may be totally Jacking at times, possibly because of the enormous difficulties encountered by families
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-~ tare-givers and patients may mean that things get out of hand with the unfortunate resuts of hurting
“"ers or being hurt beyond repair. That is why caunselling for both the infected individual and the
e"ztted family and communities is so important. Counselling that seeks to identify potential areas of
e, and offer support to prevent it or to deal with it can make a difference in the quality of life of al
acerned, So when a judgement is made that a paricular family was supportive of a relative with

RYJAIDS it should not be taken as saying that there were no challenges that threatened the

‘=anonship  Instead, it should be taken as saying that despite all odds, the relationship survived.

jOT | ' j iR

o1 because they did not wish to challenge good relationships and, in part because of the stigmas

associated with the disease. As Grace and Rita's cases, above, and Yvonne's case, below, show the

2TMAn iy rmyy enmenla urmmb b o Arana
ALY el HVIE WETIL WY Yita

‘umours that tney ‘have AIDS' were rife in the neighbourhood These aliegations did not only affect ths

v ned they @fso affectod thair famities. especialy chvidren. Tha chacs natte disclose an

' /-positve status is influenced, in part, by the need to protect children from the knowledge that they
“others dying from the dreaded AIDS, as well as shielding them from anticipated negative attitudes of

chers Yvonne's case, however, shows that despite mothers' best efforts, children were frequently

:oived in the care of their sickly mothers and were taunted by others about the nature of their mothers
eSS The responsibifity of canng for a sickly mother and the unsupportive attitude of neighbours

"=rfered with the children’s schooling and negatively coloured all their daily interactions.

Lase Study 10 Yvonne Shilowa

T Tdsd not have chaddren, then Tsecradd disclese my sparus so that people can hehieve that AIDS
ool wire e words of Yvonne [ oowet free durag one ot the hospice garhonsie, but she did nog
eath v the hospoe becanse she was very busy fryng 1o put tHing: 1 owder tor hee chddren. |
vrwead 1 et her ar het housy wned T was sternls warned thar T should not azt like other people and
et hee dddren by my v Apparently, people wnded B ovisit and s 1o ber daughters that thes
Il e worry, abaut their mother smce she was gomng 9 be fne  Yvonaes chuldeon, aged 13 and 16

S eor wornsd and started sk what wiis wmg with her o As a4 result ow irorview was not ver,
. et 1 I ' i ¢ LT TR T O S O T S & D S L S AU
soUbertatye weo bl to \\']nipgr sty TR DICT G e s WORidl 81700 D300 WIHAT WL AWeTo Luning about,  3vonage
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saul thar she did not care what happened to her anymore, she was very concerned about the welfare of her

dinghrers.

Yvonne's bovfriend (not the father of either of her chideen) had died in March 1998 and his family

aaid he died fromy TB. There were rumours, however, that he had died trom AID5. In September, 1999

. war ol e LITUS e oieiary Tidor elam mrdima sgemams et coy smnie sl N o4ty
t I U8 WAS il v —yuzﬂtu\;. Like the omict woiher i i SATipie, 1 VOIIC A1 not go

Sestne found our that she
srvohuicary HIV testng, She was diagnosed while admirted ar Baragwanath Hospital. Ar fuest she did
arwant o accept this diagnosis, but she was begnning to beheve t because she was experiencing
sampoms such as lethaegy, loss of weight and hair. And hike the other women discussed in this chapter,

she wis il everv now and then.  As there was no adult care-giver in her case, her children took care of her

and called an ambulance when they became overwhelmed. Yvonne said that she had no relagives nearby

Toosaat her

Accaording o Yvonne, her life had not changed much since the diagnosis. She suil did ali the things
aar sl lwd previnusly done, aldiough she did not have as many friends as before. She was very worried
e uiours abiour hee were having a negative effect on her children. Her vounger child had refused w0 go
resvtienl as resuls of people’s comments until ler wacher had mrervened. Yvonue wis very angry ac the
woraal by friends and ar the gnorance chat people were showing about FHIV/AIDS, but ali her energies
sere Fnsed on ensuring thar her children’s welfare would be secure after her death. She had made an
St i see the pricst trome hee cliaely sw dhat she conld b assurcd thal o chiddren would be
Fedted uiter hor death, She had also solicired the help of social workers to ensure thar ber children would
shene e house. She was i the pracess of changng et surmames and putnng evervihing else in order

fer cheldeen ar the e of e meerview. Aldwouglt Yvonne dd not want o disclose why her
SElen s simmes had o be changed, (v was likely thae the children had defterent suniames because ther
celaieer ferhers and thar she was therefore changing them o her carrent surname and the one i

Phal Ber sesers were regnstered.

en’s relatonships with their children become a paint of focus

1N other relationships with friends and family failed. As demonstrated earlier on in this chapter, the
women living with HIVIAIDS also replaced’ refationships with men with an increased focus of their
ch.dren. This case study further shows that a tacit recognition and acknowledgement of a possible HIV-
positive status and of impending death, hence the efforts made to make a positive diffierence in the lives
of children before it is too late. The secrecy that surrounds HIV/AIDS, howrever, means that the infected

mathers carry this burden alone, without the help of family and friends. The lack of support shown to

PfAs and their families is also influenced by prejudice and stigma as an HIV-positive status becomes

krowin despite efforts to keep this a secret
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Conclusion
These personal stories show the impact of fiving with HIV/AIDS on the infected individual and on

relationships with others. One of the common threads running through these stories is that the women
nave had difficult experiences with men and, as a result, opted to remain celibate. This decision was
also influenced by the need nat to have to negofiate practices of safer sex and thus to be impeiled to

reveal their HIV-positive status. Nurturing relationships with their children became more important in the

SRl FEiauiiiia

face of declining relations with men. [n the same vein, spiritual growth was prioritised when the body

vias faiiing.

Furthermore, routine testing was not the manner in which people found out about an HIV-positive
status. Instead, people got diagnosed with HIV when they fell il from an unknown ifiness and sought
medical help. Despite the publicity on HIVIAIDS, the women in this project never expected to be
diagnosed with HIV because there is a general sense that HIV/AIDS is not real - that it does not happen
to ordinary people. The women in my sample bated to accept that they were infected with HIV and
continued to seek a second opinion on the nature and cause of their ifiness. This resuited in a strange
ted with HIY and that they were not. |t

paradox in which many women both believe that they were infecte

LRES=10) |

wes, as the following chapter shows, primarily fn hospice that the women were abie to come to terms
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Chapter 3

Hospice and hospice care.

Hospice is a reaction to the dominant pattern of bureaucratic, technological death. It is a
manifestation of a shifting consciousness of death and of shifting ideas that reiate death to
issues of dignity and human rights. Hospice strikes a responsive chord in people who lament
the gradual erosion of the many modes of support once provided by family and community

tonlagy 40972 QR
Py 1009, J4J).

This chapter is concerned with what can be done to mitigate the negative consequences of the

endemic on famifies and how to enhance the quality of life for those dying from complications related to

~0S  The argument presented in this chapter is that hospice care is the spring-board from which
Outreach programs can be facilitated. This point of view is informed by the fact that, whilst appropriate
&Cucation about prevention is necessary. the realty is that milions of South Africans are already
n‘scted and affected. The South African government has suggested that home-based care is the most
Lustaimable way to adequately meet the needs of PWAs. The hospice movement has begun, despite

i cavere fack of governmental support and resources, 1o offer home-based care for PWAs and other

trminal ifing
=28 funclions through a detalled analysis of the hospice  More importantly, this chapter will focus on

“wuing subjects of this study benefited from the services and care rendered 1o them by the Soweto
TLipice and its staff.

The history of the Hospice and its relevance in South Africa
The hospice movement started in London i1 1967 with the opening of an in-patient unit, a

Sommunity-based service was opened two years fater (Clark 1993). Althaugh there is reference fo
sather hospice-like care and services early in the 207 century, the modern version of this movement

emphasized the holishe care of terminally-ill patients in relation 1o their families, either at home or in a

fieﬁ-ct:;qrim 1int A tha ckille nf 2 multdiccinlinary team with the auarall oim Af rnntea
v IEE* 1IN 1\ UOUD OREg Vi Gl S G y AT S v WYL G G U Ui
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symptoms and facilitahng a pain-free and peaceful death, These services were initially only extended to
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Cars . i ince been extended 1

accommadate other termina! diseases.

in South Africa, the hospice movement is 2 fairly recent development It is significant that the
troduction of this palliative care-oriented servic
soncided vith the prevalence of HIV/AIDS and its accompanying effects on the individual, the family
N3 the broader community. As the previous chapters have demonstrated, the muitiple problems that

anse in the ware of RIV/AIDS strain relations between those who are infected and other affected South

respond adequately and humanely to the needs of PWAs and their families. [n the absence of a well-

d2vetopad welfare system serving as a safely net for those who need both medical and saciological
acsistance hospice services are much needed. In South Africa these hospice services play a vital rolg

htha hves of individuals infected and affected by the epidamic  Given the fack of curative medicine,

R S I PSR VUGS NS RIS B T e R - N e
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nfacted vath tha virus (Sowetan May 16. 2001). For this reason, care and ameficration of the impact of
fLEAIDS are major issues of concern in South Africa Poverty, fear of infection, lack of primary care-
Coars watnin the family unit, the small size of houses and the stgma associated with HIV infection make

i.in.ce care a crucial service. Lucky Mazibuko, a journalist who is HiV positive and an AIDS activist

ance wrote that for him, as a person who lives with the disease, the significance of the epidemic does

rotle n the impact it will have on the economy of the country, but it ies in its impact on the lives of

nizcted indiwduals and affected relatives  This statement calls our attenkon o the experiences of

2Wihks As argued in Chapter Two, the impact of the epidemic on the economy becomes an abstract

far removed concern to those whose private and personal lives a
Home-based care for PWASs

The South Afnican government also recognizes. albeit in a contradictory manner, the importance of

hospice care when it seeks 1o promote home-based care for the millions of South Africans infected with
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~'/orliving with AIDS. Advocating for such care in the absence of homes that can accommodate the

T PIAs i3 tantamount to relinquishing responsibility for nursing infected individuals. Hospice care is
nerapy within the community with patients and care-givers drawn from the local surroundings. It is
criaracterized by educating carg-givers on how to carry out the task of nursing a terminally-ill family
member, giving assurance that support is available at all times and the knowledge that the patient wili

»¢ admitted into the hospice’s in-patient facility should the need arise. The hospice nurses emphasized

th2ithis 15 an incentive for care-givers and it helps them to undertake the responsibility of caring for the
terminally it. Hospice services also include modifying the home environment to meet the needs of the
sick person. However, because housing stil remains a major problem in South Africa, home care may
nol &irays be possibie. How does one modify a shack that accommodat
203 of the patient? At the same time, however, admission {0 the hospice in-patient unit may not yet
Sl as ne pabent may lve for along tme and need a semi permanagri piace. In this case
“& mospce might intervene by seeking such a place for the patient. Home care also means that the
“r person will need some equipment to aid everyday living and the hospice iends this out.

Flrough the hospice contributes only marginally in home-care, there 1s room for the organization
" Flay o far larger role. When we consider the enormous need for home-care and the deficiency of

Uier resnurces to camry this out, supporting and enhancing the role the hospice already plays may be

0 way to extend services to PWAS and their families. The government's pledge to shoulder some
esnensibiity in the care of those afready infected. coupled with financial suppor from the privat
fr ine services rendered by initiatives such as the hospice, will go aJong a way in addressing some of

"z problems associated with the HIV/AIDS pandemic.

The hospice in Soweto
The Soweto hospice is situated on the grounds of the Mofolo Clinie, Gauteng. 1tis a free-standing

Lt on these premises and falls under the auspices of the Witwvatersrand Hospice Assaciation, which



hias its headquarters in Houghton, Gauteng. The Soweto hospice was opened in 1998 with only the

day-care section functioning. It has since expanded to include s This hospice services
Soweto and the neighbouring areas such as Noordgesig and Snake Park. The actual building is a
snipping container (see figure 1), an indication of the lack of resources for a proper building, that is
dweded into offices, a kitchen, bathroom facilities, a reception area, a day care and an in-patient section.

Ouring severe storms, the rain penetrates the roof and patients who have been admitted are then

transferred to the mother hospice in Houghton. Day-care services were suspended until the storm

ceases and the problem is taken care of.

Altrough the Soweto hospice caters for both cancer patients and PVWAs", many PWAs and their
farilies are reluctant to use the hospice. Some PilAs who have been introduced to the hospice no
longer come to the hospice. One of their main reasons was their need to terminate the association with

the hospice because, according to township gossiz. anyone attending the hospice is seen as sufiering

—_—_— e . —— —

N in general the older people tend to have cancer and 17z y2.np2r onas HIV/AIDS.
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frem HIV/AIDS. The hospice has come to be associated only with AIDS and cancer patients who aftend
hospice are automatically judged to be suffering from this disease.
The day-care area is filled with activities designed to keep people busy. There is atable, a number

of chairs, a television set, a cupboard where handwork, mainly crocheted blankets, is kept, a heater and

basis for day-care. Transport arranged by the hospice collects patients from various places in the

morning and takes them back in the afternoon. The day is spent watching TV, doing handwork,

browsing through magazines and in conversation with each other. People come and go all day,
everyday and they all pass through this area. The day is punctuated with prayer services arranged by
Lanous organizations. Some of these peaple, like preachers, visit more frequently than others and their
4isits have become part of the routine. Day-care patients are allowed to rest in the admission area, but
they are generally refuctant to do this. The younger people fend to go out and sit outside in the shade

of an old tree where they sell second-hand clothing on behalf of the hospice to passers-by. The day-

rarao
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spoke 1o, ane of the most important benefits of coming to the hospice. As many of these people are
roor and unemployed, they need to eat carefully and one of the ways that they can meet this need is by
tonsuming hospice meals. All these patients cited instances when they were not attending hospice,
when they needed to take their medication and did not even have bread to take the medication with,
Tre day-care patients also get their medicines replenished during their visits.  Although they are
encouraged to keep their appointments at their respective clinics where they will get medicine, it is
cagier for them to get medication from the hospice or from the neighbouring tofolo clinic. They anly
need to say they are from the hospice to be attended to.'¢ Another benefit afforded by day-care is that

“ Thers is @ systern that allows people to get medical treatment only at their focal clinic in the case of non-
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To.s practice 1s supposed 1o spread the load of patients across clinics.



e patent gets a day out and the caregiver at home gets a day-off and is able to attend to other
erands and to have respite from the demands of care. My informants also commented on the
23vantages of meeting with and spending time with other peaple who suffered the same plight | was
teld that it was a refief for them to attend day-care where it was not necessary 10 put on a mask 1o hide
pain and heartache as all the patients knew what it meant to be confronted with a terminal ilness and,
therefore, there was unconditional acceptance of each other. As the following quotes indicate, it was

2150 possible for these women to draw strength from each other, {6 encourage each other and o make

fiends. As indicated in the following quotes, coming to the hospice gave the women something to do

and, through this, provided reasons to wake up each maorning.

Bertha: | did not want to come to the hospice — my mother talked to me and | came. The thing
that helped me most is that when | saw Carol and she was open - she told me that she has
this iliness. That is the thing that helped me because [ thought that | was dying. When she
stood up and walked | asked myself whether she was lying. Until today | can walk like her. |

sav thanke beravse she comfortad me and seeing har gave me strenoth, | said if | can walk
SO IOl UOUAWoD 0N LUNTnUINIISU (e T ST0IL 1D YOve 0 U Siiyan 33 YIGIN
)

ke you, I could be so glad. And being in a safe place, | do not have fo prelend. We are alliii
together and people who are ill understand each other.

Carol: ltis nice here, when | am at home | do not get the care that | get here. Another thing,
you get to go out and mix with people tike you. keeping busy. ! no longer want to befriend
people who are welf because they do not understand. The hospice helped me a fof. When {

firet Aant here | rmidd sk o e | wrme j11et A th ng Caain nonnla and miviaa nodh ke
oL YUl N ) bUUIu |1\JL wain, « Was }uaa. a thih ST 1 pRVRPIC alia pNATTTY WI'LII uic:[{[

helped me.

Phyllis: Hospice helps. We wake up in the morning, groom ourselves [for this outing] We eat,
we sittogether and enjoy each other's company. No one is better than the other here.

Maria: It is nice to be at the hospice. Alt those things that she had just said [this was a focus
aroup] are true. When we are here we laugh, we even use our hands, our muscles

sometimes get stiff and we exercise our joints [by doing handwork].

race: | like coming to the hospice, | wish to come everyday because at home | am lil-reated.
ing a source of r dJ{:u e is devastating ~

e
Sometimes | think of kiling myself.  You kaow, bein
people say whatever they like.

These extracts suggest that PWAs at the hospice are motivated by the courage and resilience

shown by their peers. Coming to the hospice also offers them reprieve frem bad treatment at home,

o
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nsre they meet people who share their plight and who are able to understand what it means fo be a
Pilh amidst the ill-feefing directed against HIV/AIDS. Unconditional acceptance of each other in an
&mosphere that reinforces a positive self-valuation provi

oo give up.

People get referred to the hospice by hospitals, private doctors or they hear about the hospice

izom others in their communities, [ found that automatic referral by institutions or doctors was extremely

aasut their status. | was often asked how, if HIV infection is meant to be confidential, could institutions

and doctors provide hospice with the details of victims: how come the people from the hospice came to
“n0v about them? This rhetoric question Suggests that patients were not consulted about such a

et

fegrral Not surprisingly, this sometimes came be a source of tension between the nurse assigned to

e bl -
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TNt A na Ne Nurses
“zalth condition of the person and for acting on that knowledge by seeking out the person in order to
“roduce him or her to the services offered by the hospice. The person wisited Dy the hospice staff
LsJaly does not expect such a visit as he or she was not consulted on this matter and reacts with
“0stlity to the hospice personnel. Somefimes this hostile atlitude changes as the patient starts seeing
™2 relavance of the services rendered in his or her fife and establishes a relationship with the nurse.
s unrequited association with the haspice could. however, have extremely negative consequences as
w2l and someone, visited once for whatever reason by hospice staff, might never shake off the

i24nship gossip that he or she suffered from AIDS.

Th
[

48]

Soweto hospice can accommodate
Aamission into wards started in May 2000 with a trial number of four patients. All nine beds were
cpened for use in September 2000. A partition separates men from women while same sex patients are

7ot separated from each other, except during medical examination when curtains are drawn around the
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ent. A medical doctor visits these patients every moming and feaves after his rounds. According to
Zimmerman:

Once involved in the hospice program, the hospice physician will serve as the personal
physician for terminally ill patients in the program, directing his aftention at palliation. For new
patients and for those considering whether or not to enter the program, it will often be the
haspice physician who will provide explanations of the hospice concepl. The physician
member of the hospice team is obviously responsible for the planning and ordering of the
patients” medical care. It is he [sif;] who sees the patient in the context of his {sic] prior
medical history and who po sses the knowﬂedge of the natural history of the disease

......... J..l. 1la ...1.... mars 400 Q0%
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At the Soweto hospice consultation with the doctor was arranged through the nurse in charge of
the patient. The same doctor came o the hospice every morning. He was always very polite, gresting
ratients in day-care on his way to the admission area and bidding them good-bye oh his way out. This
was, however, the extent of his interaction with patients in the day-care area, unless the nurse had
arranged a special consuitation with him. Patients in the day-care section felt that they were not getting
ehobgh personal atiention from the doctar but they dic not vaice this to the hospice personnel. The lack
of personal interaction with the doctor was especially frustrating for those patients who were in the
coess of applying for grants and needed the doctor's input on the application forms. The arrangement

Sume patients felt that they could plead their case better if they were allowed direct consultation with the
doctor but they nevey said this to the nurses.

The need for medical assistance is the criteria for admission in any of the hospice areas, namely
hame-care, day-care and in-patient care. Patients’ ability to pay is not a consideration. Those who can
Conate something for the services rendered do, although this is rare. In many cases the hospice is the
last resort in the care and treatment of PWAs. Although, the diagnosis is typically made in a hospital, a

szcond opinion is usually sought from traditional, faitn healers and diviners. Scarce resources are spent
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Uiagnosis will also do their best to obtain another cpinion. Only
vecomes visibly ill, does the hospice become an option. In some cases hospice services are used in
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conjunction with alternative medicine or they may be terminated in favour of another promising source of
care and treatment. George, a male interviewee, said ...the pain is severe unless one takes pills, but it
iz tne same. Most of the time | use herbs to clean the blood and for pain. The herbs help the pills"

Tris perspective was not unusual as Rita said | have a belief in herbs. | see [positive] change now that

'tare both herbs and pills’. Inevitably, the hospice is again called upon when the pafient is in a ¢ritical
condition. Now the haspice is perceived to be the most relevant source of care. Se, people who were

“ day- care usually end up admitted in wards and vice versa. Wiriting about St Christopher’s hospice in

~merica, Munley (1983:36) notes that ‘[platients may move from the inpatient program to home care

and home-care patients have access to inpatient beds as necessary’, which suggests that this happens

ecross the spectrum of hospices.

Despite the fact that the hospice is important to the patients, often only as a penuitimate sofution
uglore death, many family members and friends avoid hospice altogether. As the following exampie

shows, people only entered the hospice’s grounds when there was no other option.

One Saturday morning | went to the hospice for a special function that was being heid there.
A woman | had never seen before came rushing towards me as [ got out of the taxi. She was
visiting her brother who had been admitted to the hospice. “What section of the clinic have |
come to?' she enquired. She then asked if | would mind accompanying her to the hospice. |
was taken aback by this. Why did she need someone to go to the hospice with her? She sald
she had heard from her family, who had refused to come with her, that her brother was quite il
and so was everyone else at the hospice. She was afraid of the prospect of going to a place
associated with death and dying but felt she had to see her brother before he died. |said that
I'was also going fo the hospice and as we were walking she asked what kind of place it was. |

responded to this by saying that she would see for herself. | could tell that she was very
apprehensive about her visit.

This anecdote is told to illustrate some of the perceptions that exist about the hospice. Although
s was an isolated incident, friends and acquaintances aware of my research continually asked me
what kind of place the hospice is. Their questions centred, not on the fact that people were dying in
nizre, but rather that it was AIDS that patients suffersd from. There is a widespread perception that the

hospice is a sombre place where there is no fife and no hope. It is as if people believe that, upon
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entering the premises one is confronted with visibly sick people and dead bodies. To conglude the

stary:

After a few minutes, the woman felt comfortable enough ta leave the hospice to buy fruit for
her brother and to re-enter the building on her own. She continued to visit her brother
thereafter and | saw her a couple of times after that.  She fater admitted to me that she had
not expected the hospice to be what it was, meaning that the evidence of death was not

everywhere, crushing the spirit of people who entered it
There is no denying that the hospice projects a particular atmosphere and emphasizes quietness

and stiliness. Nonetheless, the atmosphere changed with the mood of the group. While | was there |

witnessed lively debates about political issues and other happenings, laughter, song and play and, yes,
there was also sadness when there was a need for that. The mood could change from sadness to that
of celebration and vice versain & day. | also witnessed an atmosphere in which one was allowed to do
what one felt iike doing without being coerced to participate in group activities. People tended to fal
asleep on the couches whenever they felt the need to rest, some patients read the bible or magazines

afid did not feel obliged to partake in group discussions, others just stood up and left the day-care area

when they felt that they needed 1o be alone. Although hospice worked hard to ¢reate an atmosphere

where everyone could feel at home, this was not always accomplished. Bertha, for example,
complained that the only reason she did not want to come to the hospice was that she could nof pray on
her own when she felt the need. She wanted to be able to pray out loud, to cry and vent her feeflings.
This presented a rea) dilemma for her. On the one hand it was important that she attend hospice for the
support, companionship and care that it offered. On the other hand, she also desired space in which to
express her frustration and anger. 1tis not that there was a shortage of prayer in the haspice, rather she

form of prayer that was not accommodated by either the atmosphere or the planning

of the hospice.

Home-care. an important part of services offered by the hospice
Home-care is also a large part of the services offered by the hospice. Four senior nurses are

responsible for patients at home as well as for those who come for day-care. Each patient is assigned
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15 a senior nurse upon admission to the hospice program. The nurse sees to the well-being of the
vatient and should be accessible to the patient 24 hours a day. For this purpose, the nurses carry
tagers and can be reached at all times. Aithough they are obliged to give advise over the phone
“nenever possible, nurses are not expected to visit the house of the patient after four o'clock in the

fernoon. { went on some home visits with the nurses and gained first-hand experience of what these

wisits entailed. Firstly, there was the risky business of trying to find a patient's house for the first time.

_ InSoweto not all houses display a house number and the numbering of houses does not alwaysfollow
2 logical pattern. This meant that the nurse had to stop and ask the whereabouts of that address. In
the townships, where car hijacking is rampant, this was very unsafe.’® The nurses hoped that their

Drofession as nurses on duty and community workers would discourage potential high-jackers. The

urses seemed to take this part of their job in stride.

Although with time, these nurses developed close relationships with the patients in home-care and

tair families, entering someone’s house for the first ime was always a difficult experience. The nurses
id not know what reception to expect, especially when the visit was about something as personal and
sensitive as an HIV diagnosis. Of course, the nurse had to seek out the patient before talking to other
family members. indeed, the possibility of tatking to ather members of the family was negotiated with
the patient  This pegotiation could, unfortunately. be seen as a farce, because as soon as a hospice
rurse visited a house with the express purpose of talking to a particular individual, the neighbourhood
and township gossip identified that person as ‘having AIDS',

This home-based care was dubbed ‘haspice without walls' by the hospice personnel. it includes
tating his or her comfort in

the home, devising means to adapt the house to accommodate the mability and other needs of the

patient and also responding to the concerns of the primary care-giver at home. Patients who were in

i Nurses use their own cars for home visits excer: Ing coordinator of the hospice who uses a car that has been

tInated to the hospice.
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hospice. Their needs were such that they could be taken care of at home and not necessarily be
admitted into the hospice as full-time patients. Home-care nurses spend most of the day doing home

visits, They came early he hospire and laft araund mid-marning
- J MR TR § IO WS A TR SRUTE T WM I JIIINS STV T ‘u A
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giver at home was also important for those who were part of the day-care program. Care-givers did nat

get remunerated for their services and their emotional fies to the patient were the motivating factor for
assuming the responsibility of caring for the person. This is a demanding task in a context fraught with

stigma and misconceptions about HIV/AIDS. This task is also exacting as the care-giver has to be

pronounced in the case of HIV/AIDS as the care-giver is not supported by the community in this role,

This is what Bertha's mother had to say about assuming care for her daughter:

..J could not believe it. Really, [ couid not believe it fan HIV diagnosis]. ] thought of moving
from this place. | thought of many other things but T did not think to ostracize her, for who else
will take her in if | won’t? | am her mother, t must take care of her. | cannot kick her out. itis

very difficult to take care of these people (PWAs), they get ill and you must respond to their
ups and downs. | also felt that, God, | am tired but my conscience did not allow me 1o throw

her out. The child is mine, why should | treat her badly? {said God ! am sorry for having
these thoughts, the child is mine. People can talk and say whatever, but we go on.

Care is hard encugh under nomal circumstances. In Sowefo, the
difficulty of caring for PWAs was compounded by the stigmatised approach to all PWAs and a general
victimization of anyone who associated with them. This was one of the reasons many PWAs fried to
hide their status. Such strains and stresses resulted in cases where patients did not have a primary
care- giver who felt as committed as Bertha's mother did and who would extend their assistance and

conoern throughout the terminal iliness. | found that the strain that an HIVIAIDS diagnosis puts on
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be discussed in Chapter Five of this thesis). This essentially meant that different people cared for them

for varying fengths of time. This posed a problem for hospice in terms of the education of primary care-
givers and in terms of ensuring optimal care for the terminally il. Hospice intervention aimed 1o curb the

need to move from place to place by educating the family and facilitating better relations between the
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in such cases the hospice has had to find alternative accommodation for the patient. Carol, for

example, was kicked out of her aunt's house despite the hospice staff efforts to educate the family

about HIV/AIDS and the hospice had to seek alternative accommodation for her.

The rofe played by the hospice in terminal iliness
Burnell makes the point that the basic purpose of the hospice is to provide patients and families

with a comfortable and supportive environment fo ease the period of iliness before death (1993).
Saunders extends the concept of the hospice by saying that “...a hospice should quite simply be ‘given

1o hospitality’, that it should welcome those whom no one else wanted to care for and give them the
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is welcome would last as fon
welcoming hospitality was necessary given that the fears and stigma that surround AIDS condemned
infected and affected persons to isolated lives without the support ordinarily extended to those in need.
Itis thus not far-fetched to suggest that the hospice performs a vital role, given that PWAs do not always
have people to care for them and hospitafity, especially at the very advanced stages of the disease

when they are completely dependent on others, is often withdrawn when it is most needed.

One of the basic tenets upon which hospice care is premised is responding to and controlling the
symptoms of terminai illness. Zimmerman points out that ‘[tlerminal iiiness has both medicat and non-

medical matters’ (1981:2). There comes a time in the progression of a terminal iliness when aggressive

that recognition of this and opting, instead, for the control of symptoms becomes difficult in a hospital
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s:ting where intervention is aimed at curing the disease (1981), Such a situation requires doctors to
cognise that aithough nothing further can be done about the disease itself, there is still something that
can ba done for the patient. The utilization of aggressive methods of freatment demonstrates a vain
attempt o do something’, however inapprapriate that intervention is. This shows confusion between
whatcan be done and what should be done at the particular stage of the disease. This argument may

ssem irelevant when we consider that there is a general consensus that AIDS cannot be cured. #

."]!\Mh
dogs, ho wever, show that whereas nommg can be done to cure the d some{nmg can be done o

make living with the disease more bearable. Controliing symptoms ~ physical, emotional, spiritual and

soclal ~ makes a difference to the experience of living with and dying from the disease. ‘The

merrelationship between the physical and the psychological is recognized (Zimmerman 1981:29). itis

tnis recognition and the capacity of the multidisciplinary team that make up the hospice staff that

enanles the hospice to offer holistic care.

The hospice philosophy acknowledges that death does not reflect failure to restore life, however

panful and devoid of meaning that life will be, but rather that growth is possible in the face of death

uuuuuuuuuuuu

impending death and not be afraid of it (1977). This is achieved in severaf ways, for instance, emphasis

s placed on controlling pain by using analgesics throughout the terminal state of the iliness. Aithough
pankillers are dishursed, a balance between containing the pain and maintaining alertness in the patient
5 Maintained. Cansciousness and awareness in the patient is important as care given in the hospice
450 seeks (o preserve the integrity and identity of the person. 1t is for this reason that patients are

#icouraged to surround themselves with familiar belongings even when they have been admitted to the
nght-care unit of the hospice. Saunders puts it tike this:

[wlhen patients enter the hospital, they ieave their own community and much of their idensty.
We are all bound up in our homes and possessions, our work and our hobbies, and we feel
stripped and humiliated if our clothes and personal belongings are removed. The emphasis
on possessions, clothes and idiosyncrasies in a hospice is a way of maintaining idenfity. .a

hospice can be a reaffirmation of his own home and community, even though he [sic] may
never return to them (1977:167-168).

~d

Lo



Keeping the patient alert and free of pain becomes important in the fight of the need to have
reanngful interaction with significant others in the short time that he or she has remaining. The
“Sspiee staff plays an important role in faciitating the interaction between the dying patient and his or
=0 family and friends (Burnell 1993). My experience of this is the sole played by the Soweto hospice
nursing staffin helping PWAS disclose their status to their famifies and the atmosphere that is created in
"2 day-care section of the hospice. This is achigved through the suppart and education given to both

“iz patient and the family and through the development of the hospice as an ‘extended family’.

The hospice ‘community’ as an extended family
i et : i
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1ce support does not stop after
“znds, Rather, Munley introduces the idea of the hospice ‘community’ acting as an extended family
11453 The nature of the care extended to the patient and his or her family encourages opening up to
2 hospice personnel.  Pent up emotions are explored with the assistance of the hospice staff
FLELLY Al alncable sotubon for alt parkies concerngd. s i this regaid that the concept of e
petanat and the family being @ ‘unit of care’ comes into play. There is an explicit recognition that the
Liehlemns of a dying patient and those of his or her family are inevitably intertwined (Burnelt 1993).

[“regver, the family is encouraged to take an actve part in the care of the patient both in home-care

e {he in-patient unit - Some families are mare amenable to participate in these interventions than

insre
MOITLT D

FTicipating in the hospice program were two probiems nurses often experienced. This denial often
Cermimied from the refusal to acknowledge that a member of a family or even in some cases, oneself,
a5 huing with HIVJAIDS. During my research | learnt that some families react aggressively to nurses’
«aits Other famifies were open to this intervention but preferred the nurses to visit without displaying
any item thatidentified them as corming from the hospice. For instance, they were asked not to come in

Ins car that displays the hospice sign or to wear nursing uniforms  They should, rather, come as

anonymous vistors  Once the problems associated with the first visit were solved and future visits were
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czmitted, the nurses’ main tasks concerned intervention, support and trying to take up family issues for
= tenefit of both the patient and his or her family. This was not a straightforward undertaking. For
"tance, the social worker recounted how a client complained about the treatment she had received

o her family at home. After discussing the pros and cons of intervention and agreeing with the client

it she could visit the family and perhaps intervene on her client's behalf, the social worker arrived to

“nd that her client had gone back on her word and wanted the social worker to say and do nothing. The

sacial worker supposed that this reaction was fostered by the fear that relations with family members

would be further strained through her intervention and atfempts to provide guidance. My similar
expenences would suggest that this was a common reaction. | was often unable to interview affected
familiss because my informants were raluctant fo have me speak to them.

It was, perhaps, because of the problems PWAs experienced in their homes, that they came
D9ster at the Kospice and supported each other so strongly. The idea of the community acting as a

shrmogate family was further exhibited in the friendships patients formed with each other. Having been

@1 their friendships extended beyond the hospice sefing. They exchanged advice on treatment and
ot care of each other. They visited each other on weekends and special Uays, accompanied each

ather on important business such as applying for disability grants and hospital visits and were gengrally
ascessible to each other. Sometimes the patients would organize a get-together at one patient’s house
a1 they would meet outside hospice hours 1o socialize.  The fact that the patients in the day-care
“ection of the hospice varied in age, with elderly, mature and young people. made the idea of & family

2l the more plausible. There was an interdependence characteristic of a functional family unit  The

nespice staff was also very involved in the affairs of patients and encouraged them to become pan of

[ birthday celebrations that reaffimed the importance of

the aytand
= {
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ndividuals in the overall scheme of the arganization. Patients would bring a birthday cake to share with

Chers and the staff would join in the celebrations, soft drinks that would ordinarily not be served would
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-z made to accompany the cake and photagraphs would be taken. We celebrated Helen's birthday in
2 szmber 2000 and she died a few days later. She had been so withdrawn during her last visits to the
"spce that people were generally worried about her. Even at her birfhday celebration, she did not get
“uolied in conversation and was not looking directly at her peers. Posthumously the other women
arrizuizd this behaviour to the nearness of her death. The photos of this celebration were displayed

dang with others of important functions in the hospice. Commenting on the hospice tradition to

t2'sbrate iife in the face of death Saunders writes:

Ve cannot take away the whole hard thing that is happening but celebration is an important
part of life and each hospice occasion js a salute to this kind of courage. Nejther pafients,
tamifies nor staff are protected from sadness, butin sharing it as they do, they find that living
and dying well are linked together and are constantty opening up new and crealive

possibilities (1977:176).

The celebration of Helen's birthday was very touching. Everyone went out of his or her way to
mare i a special occasion. it represented a victory, the triumph of fife in the face of death. It was
cinsdzred a great feat that she was able to hang on to life and celebrate her birthday when she was so
sor I the midst of a lonely struggle against HVIAIDS the surrogate extended family rofe allowed

pElents to reach out to one another and to shield the patient from the pain of experiencing social death

N

FCr 10 physical death.

Death at the hospice L , e
The reality of the hospice is that the death rate is high. Twenty-eighl peaple associated with tne

rospice died between September, 2000 and January, 2001 thiteen of whom died in the hospice
Immediately after a death, a curtain is drawn around the dead person until the family sends an
urderaker that will remove the body. The coming of an undertaker to the hospice signalled to the
Patents in day-care that someone had died in the wards. The corpse was removed through the back
U007 10 shigld the other patients from coming face to face with death. There was usually no graup effort

to attend the funeral of someone who had been part of the hospice, although individuals sometimes

h
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ard have relevant forms filled. The hospice nurse who was in charge of the patient would make
s&"eavement visits to the family soon after burial. Zimmerman highlights the following as the purposes
served by these visits (1981:137):

»  To assess the coping ability of the survivors

* Toencourage and facilitate the expression of feelings regarding the loss

* Toreassure survivors that bereavement, although painful is normal

long-term follow-up.

* To give opportunity for the bereaved to examine the process of their increased growth and

maturity through the death expetience.

" To provide opportunity for feedback about program effectiveness.

Amongst other things, these visits were intended to ensure that the family was coping witn their
1555, to ensure them that their grief was normal and to provide opportunity for feedback about the
Cifectivaness of the hospice. This follow-up intervention is important to the well-being of survivors as
2y come to terms with a death associa
efiecliveness of these visits depends on the nature of the relationship the nurse had with the family
before the patient's death. Such intervention may be more appreciated when the services rendered by
the hospice are perceived to have helped in one way or another. Munley suggests that a common
tulural background between those cared for and the caregiver facilitates a more empathetic approach
v support as practices and beliefs are understood andfor shared (1983). As peinted out earlier, hospice

Care seeks to use local expertise to address the needs of the local communities and this assists in the

aneving process. Oeath and dying in the context of HIVIAIDS is discussed in more detall in Chapter

Five.
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Leath, dying and hospice care
The protracted terminal nature of HIV infection and its associated complications bring to the fore

"5 dwerlessness of those who are infected. Moreover, problems associated with HIV/AIDS, especially
%409 the poor, mean that those fiving with the disease go through a difficult and alienating dying
“itess As suggested by the work done by the hospice and as discussed above, the advant of
~ /A0S and the fact that there is no cure for the disease may necessitate a shift in how death and
0;.ng are perceived and dealt with by both the lay community and the medical profession. The
radtonal med
REZAIDS  Burnell comments that 'scon a new goal for physicians and nurses wilt be to sharpen their
hl's in reducing patients’ fears of dying and in providing them with adequate pain relief and comfort’
AEI3315) 1 may be that the concern with death becomes primarily about dying a painless and
Iyufed death The holistic care and support offered by the hospice is guided by the needs of the dying

- h imad 2t pacing the nerningd of illness hefare death  In thie
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st Saunders highlights the hospice's effort to understand patients in the context of their lives so
2 sacial and emotional needs can be addressed {1977). At first glance the concept of death with
Ly segms ke a dublous one, for dignity is surely subject to indwidual interpretation and may be
wanrally specific. However, understandings of making a ‘good” or ‘bad’ death are shared within &
i gioup and will influence the nature of the services defivered by the hospice to the local
“rranty. Clark notes with concern that hospices often appear as white middie class Chistian
LEtons {1993). Zymmerman, in contrast. points to the diversity of form and style of hospice services
@il therr ability to adapt and respond to local needs {1961)  For instance. the hospice in Soweto
wiCes more HIV patients than cancer patients, pe
1an patients with cancer, but because the introduction of the program coincided with the prevalence of

HIZAIDS in South Africa.  Local need shapes and defines the services offered, although not

surprisingly | found that the subjects of my study preferred that the hospice be known by the wider

PCoUtation as a place that serves cancer patients. The hospice responded to this concern by stressing.
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i raedia and other public reports, that they not only treated pesple with particular diseases, but sought

{ Soiek et . s L...

¢ assist anyone who had a terminal disease.

The idea of achieving a dignified death is central to the philosophy of the hospice movement
Thare is arecognition that some forms of death can be more alienating than others. In the framework of
e Impersonal and technological approach of modern medicine, the patient and his or her famiy are not
a“orded the support that is needed in the face of impending death. In fact, death is undesirable from

ing modern medicine perspective. Where death is inevitable, the process of dying should not be

troracted because nurses and doctors are not skilled fo deal with this process {Zimmerman 1981). In

¢y matter in so far as the signing of documents and other administrative and bureaucratic concerns.
I nospice, the relief of pain and other symptoms of illness is of primary importance so that the patient
21 continue to live in meaningful relationship with those around him or her. Bumel! summarizes this
s thus (tihe focus (s on the quality of ife and on helping families optimise the time remaining with the
¢ying member' (1993:279). The period before death is crucial for addressing important issues that
could not be dealt with during other times. The notion of dying in peace becomes especially relevant at
fespice where an enviranment which facilitated meaningful communication with significant others is
made possible. Experiencing a terminal iliness free of pain also lends a sense of mastery over the
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eact individual has his or her own particular problems and antagonisms that frustrate a peacefu! death,

Saunders asserts that the haspice is a community which provides fimited medicat technology and

which emphasizes more personal care (1977). Not making an effort fo treat the disease more

azgressively using modern technology can be seen as tantamount to ‘passive euthanasia’ (Saunders
"977). The decision to discontinue aggressive treatment in @ bid to prolong life shoufd be taken in
consultation with the dying patient and his family. This decision to resort to palliative care should be an

armed one and should be taken with the understanding that it can be reversed. At the hospice in
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Soweto this is difficult as patients come and go without much accountability and they finally stay only
when death is inevitable. Anti-retroviral drugs, which are not available in public services and cerfainly
nat in NGO services such as the hospice because of their cost, remain the only option in halting or
siowing the disease process in the case of HIV. Where such drugs are not accessible and HIV has
Frogressed to AIDS, palliative care is the only option available. Technology is then used in contralling
pain and symptoms in conjunction with human warmth, understanding and interpersonal support

(Munley 1983). The modern hospice thus sets an ideology that, if properly implemented, can humanize

and reform existing patterns of terminal care {Munley 1983).
Pass argues that death and dying can be sources of emotional and spiritual growth {1981). Such
srowth can culminate in achieving a dignified death, even though the defining features of this dignity

may differ from individual to individual and for those who are involved in his or her care.

The effort involved in such growth may be referred to synonymousty as ‘dying work', ‘death
work’ or ‘terminal crisis work’. These terms denote the mental, emotional, social and spiritual

work required of the patient in order to come to terms with dying and deatn, and so to die with

dignity. The term ‘work’ is used in order {o indicate that a great deal of energy and effort are
required to resolve the crisis involved In dvmn Hence the patient cannot master the terminal

[ L) iy i dudiad

crisis i.e. he [sic] cannot die with dignity, um} his [sic} dying work has been completed (Poss

1981: 3).
The hospice provides an atmosphere that i
patient's life that might get in the way of achieving a peaceful ending are identfied and attempts are
rade to deal with them. Of course, this is easier In some cases than in others. Questions about life

and death are brought to the fore when facing a terminal iliness. Such an illness underfines the

cerfainty of death and may invoke the need for spirituality. Befiel in & divine plan that dictates life and
feath becomes a source of sustenance and acceptance of death and dying, as was shown by some of

my interviewees (see Chapter Two). The hospice’s philosophy is not to induce spiritual growth in the

dying patient but to respond to this tendency. Although the Soweto hospice is not a refigious institution

per se, a focus on spirituality has developed in response to the patients’ tendency to want some form of

spirituality.  The hospice personnel uses this spiritual inchination as a means to counsel individual
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ratents. Formal sessions of counseling were not part of the services that the hospice provided for the
K. There is, nonetheless, a need for some counseliing and
religious befiefs played an important part in responding to this need. Munley makes the point that
epiritual maturity is one of the criteria use to select the hospice staff. The hospice approach to terminal
care recognizes and respects the diverse needs terminafly ill patients have for spiritual solace and

iuilment. Spiritual care is & basic companent of hospice philosophy and practice’ (1983:64).

Other members of the hospice team

As mentioned above, the doctor and home care nurses spend only part of the morning in the
hospice. Patients in wards and in day-care were left in the care of nurses in training. There were four of

diem when | was doing research. They came on a rotational tasis. Two nurses did the morning shift

and the other two came for the night shift. Although they interact wit ay care area, they
spent most of their time in the wards. In addition 10 the nurses, volunteers were an integral part of the

ficred in the hospice. They were mainly studenis who were being trained for & diploma in home

care. The volunteers were expected to do some practical work at the hospice as part of their training. A
iumber of the volunteers had finished their training but had stayed on to help at the hospice. Some of

ihe volunteers who undenwent this training did not do their practical work at the hospice but in
associated community based organizations. In fact individuals who were already in commuanity projects

rence in the subsidized course because they had already demonstrated an interest and
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izvotion to the care of the terminally-ill. There was only ane male student in the home care course that
taok place when | was doing fieidwork. All other volunteers were women. The voluniteers at the hospice
were fairly young, especially those who had gone through the course and displayed a commitment

h needed in the care of PWAs. A smail number of volunteers had not been trained in the care of
e terminally it and were not registered for the diploma, but were interested in assisting hospice for
other, more personal reasons. The skills of this latter gfoup were used mainly in the kitchen as opposed

to the other volunteers who were involved in the actual handling of the patients.
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Zimmerman believes that the use of volunteers in hospice care makes it possible for the nursing
staff to extend services to patients that would otherwise not be available (1981). The presence of
volunteers also allows hospice care more flexibility in meeting the needs of the patient. Taking meals
and baths, for example, can be postponed to the time most convenient for the patient with the heip of a
volunteer. The volunteer is not constrained by other duties, making her availabie to fisten and talk to the
patient when the patient wants fo talk. Moreover, the valunteer is seen as outside of the formal health

care delivery guctem and natients angd their famiies tend to anen 10 Mmore to them than tn the
clivery gystem and npatients and thelr famies 1end 10 open up more to them than 1o the

-

crofessional care givers. This may help bridge the gap between the two parties. The involvement of
volunteers in the hospice also brings in the outside world to the patients who are confined in bed.
Physical contact with non-professional people who are not obliged {o handle the patient in delivering
care can be important to PWAs who have been denied such contact because of the fear of contagion
zasociated with the disease. The Soweto hospice has aiso started training volunteers, catled
communily care workers, to give care in he home. Tiis does nov only mean that the more PWEAS wiii
benefit from hospice servicas, it also means that the example of crdinary people getting involved in the
care of such patients in the privacy of the home might encourage others to take better care of infscted

is partly influenced by the fear of contamination might be reduced,
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family members. The stign
Tnis move to involve individuals in caring for terminally-iil people at home might be a stepping-stone to
building a community ethos that will underpin community-based care. This approach does not assume
inat there is a community that exists naturally out there that will and can take care of each other in tmes
of need. Instead, this approach seeks to educate by example showing that community-based care is
needed, can be made possible and improves the quality of fife for aff involved. Such community-driven
nitiatives are necessary to increase the capacity to care for others and may be more sustainable than

other approaches. As such increased government and private sector support of such initiatives may

prove more rewarding than the continued, and now somewhat unsuccessful, campaigns to educate



Despite the nurses, the nurses-in-training and the volunteers, there was also a desperate need for
social work services at the hospice. Although the nurses performed some of the roles that would have
been done by a social worker, their time was limited and the need for social work services remained.
Snortly after | finished fieldwork a social worker was employed specifically to work with the hospice
patients. Before her appointment, patients were referred to a lay counselior who was based at the
tofolo clinic upon admission to the program. Here problems had arisen as the counseiior was not

ahvays readily available and accessible to patients from the hospice. The services of a social worker

from the clinic had been used in desperate cases, but as with the counselior, her workload was heavy
and could, therefore, not be availabie at aif times. Moreover, using the services of people whose time is
not solely devoted to problems arising from the terminal illness characteristic of patients in the hospice
meant that patients received disjointed care that had limited potential to adequately fulfit their nzeds.
The void that was left by the lack of social work services cauld be felt particularly around the issue of
ansessing disability grants. Ewven for South Africans with minor disabilities, tha process is long and
complicated, leaving a lot of applicants frustrated and in despair. | was frequently asked how to go
avout applying for this grant by the women at the hospice. 1 did not have this knowledge and

somehow felt that | was failing them as they were dependent on getting this money to survive and to

gain some independence, but clearly could not wait for the usual slow bureaucratic procedure to be

completed. This was one of the first areas that the newly-employed social worker sought to deal with.
Lpart from trying to secure the grants for the patients and their chitdren, the social worker was also able
to explain how the system works. There was also the possibility that if the applications were handied by
a professional, using the hospice as a source of reference, they would be treated with the urgency that
they daserve. It was areal struggle for the women to understand how the system worked as they were
sent from pillar 1o post by different people. ft was not unusual for them to expect to get paid on a

particular day only to be told that they had not gone through the whole process or had not fulfilled some

requirement. Lack of maney and ill-health aiso prevented them from pursuing this goal. Facilitating this
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process was not the only important task that the social worker does. During one of my more recent
visits 10 the hospice, I learnt that she was also involved in providing more structured counselling for the
patients and their families. This involves disseminating a fot of education about HIVIAIDS as well as
fecilitating & more meaningful interaction between the patients and significant others. The social worker
aiso offered pre-death counsefling for the patient and the family and post-death counseliing for the

family. According to her, the intense involvement in matters of death and dying was very strenuous, but

pragram received debriefing from psychologists on a regular and structured basis. They {social
workers) also met to air opinions amongst themselves and this proves to be helpful in refieving stress.

The other hospice staff members did not have as much access to such services. Support for them was

Organized as the need arose,

Conclusion
The multdisciplinary approach of hospice aficrded patients and thelr families wel-rounded and

‘nteqrated care that was tailored to their needs. The recognition that life was still worth living despite

naving a terminal illness and of the plethora of protiems that arose in the wake of death, especially in

the new context of HIVYAIDS, proved invaluable in informing intervention. Hospice care extended much

needed support amidst confusion, helplassness and the disintegration of other mare familiar networks of
support and care. | believe that treating the family and the patient as a unit of care has never been
more relevant than now when family refations are strained by the threat of HIV/AIDS and when the
South African medical system is overburdened and cannof cope. Education for both the family and the
patiznt may lead to better understanding and acceptance of HIV/AIDS. The fact that hospice care is

delivered in a number of settings, depending on the needs of the patient, adds value to the hospice

concept.



Burnell (1993) puts it concisely when he writes that the hospice tries to answer the guestion: What
does each individual {in this case infected and affected) need? Responding to these needs becomes

al-important because the time left to live is limited in a terminal illness.

For the staff, the hospice creates a unique situation in a highly mobile, fast pace society.
Where patients are defined as ‘terminal’, staff literarily have the opportunity to know them for
the ‘rest of their lives'. Haspice espouses an ideology directed at providing patients with fully
lived time.  Staff members realize this goal by a ‘do it now’ attitude toward patient and family

needs {Munley 1983:106).

and other symptoms. A balance is sought between this objective and that of keeping the patient dlen
and aware of his or her surroundings. The hospice alsa offers a tranquillity that is not present in
naspitals. Hospice care is tailored towards meeting needs that arise in a terminal crisis. The care given
21d the atmosphere are geared towards a peaceful and easier passage from fife to death. Care that is
intimate and unconditional is extended so that the dying know that they matter right up until their deaths.
Again, this is especially poignant in the context of RIVIAIDS in Soulh Africa where rejection and

avoidance séem to be the norm.

The hospice philosophy is also that support should be extended to the bereaved family. Ties that

are carried over into bereavement. Because hospice care is therapy in the community by people with
simiar cultural backgrounds, empathetic understanding of practices and belefs becomes easier.
Through training volunteers and home-care specialists, the hospice movement has the potential for a
fippling effect that can help change the mindset of people about AIDS and caring for those who are
infected and affected. Showing by example that care is possibie and does not pose danger to care-
givers may help reduce the stigma associated with RIVIAIDS. In this manner, the hospice could be a
catatyst for social change. Issues of unconditional care and human dignity are brought to the fore. In

addition the hospice provides a sefting whereby people with similar problems meet and share problems



services offered by the hospice wilt be urgently needed and highly sought after as more people become
infected and many present with the symptoms of AIDS. In this context, community and home-based
care seem more viable and sustainable and the hospice program is equipped with the skills needed for
this. Despite everything that the hospice daes for its patients, these men and women have fo come to

terms with their illness themselves and Chapter Four of this thesis highlights the experiences of living

with HIV/AIDS amidst the ignorance, prejudice and discrimination exhibited by the South African

population.
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Chapter 4

Perceptions, understanding and fiving with HIV/AIDS.
Virtually all studies point out that talking about Aids involves talking about the fear that AIDS

brings to mind. 4 is like a frightening shadow - the materialization of the old, spiritual or

LLeaW L8

psychological contamination that comes from ‘impure’ and ‘dangerous’ people {(Paiva 1995
102)
The advent a

indiscriminately and catastrophically by my interviewees. Having explored the hospice experience in the

previous chapter, this chapter adopts a wider focus and presents existing ideas about HNV/AIDS in the

township of Soweto, and examine how these ideas influence reactions towards those who are affiicted.
In sa doing, it also details the impact of living with HIV/AIDS on the individual and on his or her relations
with others. Obbo has argued that public health programmes on AIDS in Africa have tended fto
emphasize the need to change sexual behaviour and using condoms as a safer sex practice {1995).

While behaviour change and condom-use have been stressed in AIDS education campaigns in South

Africa, this has not produced any significant transformation in people’s sexual behaviour. My research

[T iy

shows that this message has filtered down to ‘the people’, but with it are other
behaviour and need to be taken into consideration. Obbo continues to say that these programs will not
be effective in the African context because they do not consider the primacy of traditional sexual
practices of African people in the transmission and control of HIV (1995). While it is true that emphasis
on individual decision making and motivation will not effectively harness the spread of HIV/AIDS
because, in some contexts, there may be barriers to exercising individual autonomy, itis not true that alf

Africans practice and adhere to ‘exofic’ sexual mores. This chapter will show how cultural or more

broadly attitudinal orientations regarding HIV/AIDS have emerged and how they impact on the

ALy

experience of living with HIV/AIDS in the township of Soweto. These cultural or attitudinal factors are
not, as suggested by Obbo, bound by ‘tradition’ in the sense that they are timeless and spegific
culture. The importance of these factors will be considered in so far as it is understood #arthey are
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eroducts of wider influences across time. T addition 1o this, this chapter will emphasize the agency of
ndiiiduals, what information they listen to, how they adopt and apply knowledge to their particular

cicumstances and what information is rejected or modified as individuals try to come 1o terms with the

When HIVIAIDS is the subject of study, itis necessary to explore the sexual relationships between

men and women since HIV infection is primarily spread through heterosexual sex in Africa. It is also

Important to bear in mind that sexual behaviour is embedded in sacial, political and economic structures

ire root causes of STDs, including HIV {1998, 1992 respectively). According to Schneider migrant

abour leads to an imbatance in the male/female population of the urban areas, giving rise to a demand

for prostitution. ' Prostitutes’ and their clients, then, become a ‘core’ of ‘disease transniitters’. Preston-

“inyte has, however, problematized this concept of prostitution (1892). She highlights the widespread

cwe of sexual exchange in urban life. She suggests t
£10a0ing in transactional sex, many urban women are unable to find paid work, ang thus support

emselves by offering sexual favours to a series of lovers in return for material support. My research

frdings support this observation, and Chapter Two of this thesis has demonstrated the precarious
rature of relationships between men and women in the township. In addition, it is not prostitution but
ial monogamy _the managamous but weak unions that fead to one child but last little longer than a

ysar or so, that appear to dominate in the townships. After such unions have dissofved, the woman

frds herself with a new dependant and even more in need of a reliable partner.  Women are not

passive in these arrangements. They actively seek to maximize the retums that they get fom the

.lLL ool om ik memnr A AR A sv v a sl L O ol _at o
itds exnausied any CbUllUllllb })UbblUIHUEb \olhnguel

relalionship. They can terminate a r nship if it

1938)
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vexual behaviour and its propensity to change
Clatts cautions that a narrow analytic framework of factors that influence sexual and other

benaiiour does not provide an effective understanding of causes that contribute to the spread of

r. A0S {1995). He further argues that

[tlhe use of [narrow and rigid] categories [to define and give substance to sexual behaviour)
makes it impossible to identify and map changes in concepts of self over the course of an

individual's life span, or to locate an ever-emergent seif within social, cultural and economic
institutions that are themselves dynamic in character {Clatts1995:246).

8y partraying sexual behaviour and practice as traditional and exotic, and therefore, bestowing it

“In properties of being closed to other influences and resistant to change, one undermines the

ths existence of cultural specificity but rather, these points are made to highlight the danger of
Lrderstanding some cultures as totally isolated and unchanging. tn my view the threat of HIV/AIDS is
"22301 enough to question and change historically-rooted practices if they contribute to the spread of
i coidemic, but it is not a foregone conclusion that ‘cultural traditions” about sexual behaviour ars
zsuonsible for the spread of HIV/AIDS. Moreover, and more pertinent to the study of HIV/AIDS is the
ns24 10 recognize that although responses and meanings may be influenced by local viewpeints, some
1300 exists to consider what impact ‘outside’ influences have had on local perceptions and responses
@id what ways might this be used to advance anti-AIDS campaigns. Anti-AIDS campaigns have to

A
il

gt this epidemic and proceed in 2 manner that is not alienating to

Fomcirar coutetins tatemin .
w2 UG GATSUTIY Wayo W

"z wrgeted groups. The melange of cultural, social, economic and political factors and its impact on
hoth behaviour and meaning should shape the paradigms that inform interventons.

Paiva asserts that ‘[eJveryone knows about AIDS and knows that sexual intercourse can cause
Tstion” (1995:102). This may be frue, but it also needs to be said that the knowledge of facts does
rot always lead to behaviour change (Stein 1999). Also, other competing sets of knowledge may be
1211 simultaneously with the understanding that penetrative sex can lead fo infection. Chapter One of

'3 thesis has shown that the HIV/AIDS complex, by its very nature, is prone to multiple interpretafions.
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SLygestions of witchcraft, that AIDS is an old disease, similar to leprosy, which is returning and religious
fierpretations have been put forward in a bid fo understand th is ph
stlude that ‘AIDS or no AIDS, life must go on and damn the consequences’ might prevail (Agadzi

15851

144). Schoepf argues that this fatalistic attitude or denial of personal risk can be summarised as:

u“‘

[Ploveerlessness in the face of a dreaded disease leads many women to deny their risk’ (1995:31). Ky
‘esearch findings are that denial of one’s risk exists alongside a sense of helplessness against an ali-

“Cisuming epidemic.  Aftitudes of denial and helplessness do not encourage positive changes in

Eehaviour and this has dire implications for the spread of the HIV/AIDS pandemic.

The experience of living with the iliness has been described as the hardest thing that informants

viere forced to deal with —as mentioned above, it is a catastrophe against which individuals feel

[pJeople who are HIV-positive, or who have AIDS have first hand experience that the word
ADS is not merely a neutral label for a disease caused by a virus. They are aware through
parsonal experience, that people’s perception and understancing of ADS
words and language and through visual images and representations (1895:22).

i3 informed by
Societal perceptions and experiences are influenced by a number o

a'ect a society's potential for behavioural change. This chapter will unravel some of the myths that

ound regarding HIVIAIDS, the actual experience of living with the iliness, the effects of other peaple’s

IIIII reotypes and stigmas and the coping mechanisms enlisted to deal with the experience. The

Toottance of fear in the lived experience of people with HIV/AIDS and the lack of understanding of the

disease will be shown. [t is these fears, stereotypes and sfigmas which induce people to hide their

her than lo challenge people's befiefs and through this chalienge, to attempt to bring abaut

kness, rat
behavioural change., National debates about HIVVAIDS may also influence local behaviours and
perceptions.

National Jeve! debates and behavioural change
Veeks postulates that we fear most those diseases that we know least about and that these

Epidemics trigger irrational responses (1998). Furthermore, sexelated diseases carry moral overiones
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and become symbolic of sin, deviancy and moral decay (Crewe 1995; Sontag 1989). Despite earlier

cuidence APV $m Omaible AL o beomommion o o T
evigence Vi Al i oCUN ANTICAa ReCame apparent at the same

ime as democratic transformation and promises for a better life for all. The advent of HIV/AIDS all but
destroyed these hopes and dreams, especially for those who fell victim to the epidemic and for their
families. Amongst the poorest of the poor in South Africa, from whence the sample for this research
was drawn, hopes for a better life for infected individuals were hopelessly crushed. These individuals, in

addition, bear the brunt of the confusion generated as politicking around HIV/AIDS rages at national

lzvel. 1tis my contention that the discourse about HIV/AIDS at national leve! hampers the evolution of

and abnormal finess to being ‘just another illness, Such a

ihe iliness from being a mysterious
aevelopment can go a long way in alleviating some of the stresses that people with AIDS shoulder from
day to day. The full significance of the national dialogue around HIV/AIDS may not be apparent to the
majority of those infected and affected, but its impact on the wider population trickles down to affect

tnem nagatively, The stoning to death of Gugu Dlamini after she had publicly disclosed that she was

HIV-positive is one example that illustrates that HIV/AIDS is still not perceived as an ordinary disease.
Instead those who are infected are seen as poliuting and as having brought shame to their communities.

A5 the following example shows, the wishes of individuals and family members may coincide with those

6! the Gavernment an the issue of disclosure.

int media has, for some time now, been calling upon prominent ¢itizens in the cou intry to

Fin
[N [RAASE

The
disclose their HIV-status, especially those who are sero-positive so that AIDS as an illness can gain

some semblance of normality. The argument is that if respected citizens disclose such a status the
wide population will come to view HIV/AIDS not as confined to a particular tier of saciety, but as an
epidemic that does not discdminate on the basis of social or economic standing. The media hoped that
such acts of public HIV status disclosure will encourage more people to declare their sero-positive
status and, therefore, to live openly with the illness and be in a position to obtain resources and support

This call for public acknowledgement of AIDS was taken to its height when the former presidential aide
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parties called for the government to use his death as a means of educating the population about the

disease and to make a political statement that HIV leads to AIDS which, in turn, is fatal. The

-

government refused to do this and instead insisted that he had died of pneumonia. The president’s
response 1o these calls was that Mr Mankahatana's family deserves the privacy not to disclose the

herefore, did anyone else have to question this intensely private

This is one example of the nature of HIV/AIDS' impact on nation iti iti

affected individuals and families. It shows that the government, high-ranking political figures can coflude
to keep HIV and AIDS out of the media. [n so doing, the disease remains abnormal, secretive and
Opportunities to present this as just another illness’ are forsaken. The example also demonstrates the

extreme concem, and one in which the entire country is involved, over whether one should disclose

one’s HIV-positive status or not. Let us examine some of the factors that may hinder this.

Fear of contamination
As shown in the previous chapters, casual contact with le with

potentially contaminating because of widespread irrational fear in South Africa. Furthermore, those who
are affected fear the reactions of others and the impact of the disease on their lives. Those who are not
affected fear that they will also be the victims of the epidemic, either through their actions or the actions

of infected individuals, hence the prejudice against PWAs. Weeks defines these unfounded fears of

contamination and contagion as AlDS-related anxieties (1985:46). These anxieties tend to be

disproportional to the chances of infection and can only serve to propagate stigma. Far example, Phyllis

saidin af
| was very hurt. People treated me badly. | had to wonder if this thing is really only
transmitted sexually. Is it like TB that is contagious? When | am here fat the hospice], itis like
| am at home. Sometimes when you get home you wili get so hurt. The other day they gave
me a bucket saying that | should wash in it. | should no longer use the things that other
people use. [We all experienced this, it is normal {said someone in the background)]. They

iime alfantad ki aharns a hiickat hwith an HIV infactad narennl |
Uy SHATNIY o VUWVALL [TFIUT QIl TTHY JITLICU Poiovil]. |

tell me so and so died — she was arecied
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Thie ~Aum hvmdamm e o AL n
‘his quote illustrates the challenges that PWAs face from day- to-day due to other people’s

unfounded fears that they will contaminate them. The informant refers fo Tubercuiosis (T8) twice in the
extract and fikens herself to a TB patient who shﬁu!c; be isolated from sociely. She alsa seems {g
Suggest that ‘AIDS-related anxieties’ are unfounded and should, instead be directed to people with 7B
which is easily spread. Phyllis, however, found herself in a quandary as to what lo believe: on the one

hand, people treated her as though her illness was highly contagious. On the other hand, medical

advice and knowledge said that this was not the case. In the above quotation, she questioned why it

was that peo
Leople did or acting as though her presence was contagious. This led to some uncertainty as fo whose

understanding of the disease was correct — the medical experts or the people who seemed sure of

themselves and of her iliness?

Noting the pervasive nature of the stigma against PWAs, Crewe was prompled to write

.[tlhis is a problem intrinsic to AIDS. But side-by-side we find the problems extrinsic to AIDS
~ those not found in the disease itself, which have their origins in the social meanings
surrounding it. A person with AIDS confronts not only bodily disease but powerful social

diseases as well. AIDS has become as much a symbol as a disease. And whilst the disease

£ raoriiba i fra ﬂl lifa {1Q0R-1R\ fa mr\f\ naie Arainail
NG | 20w, 19] \wilipriaals Origiiiaiy.

PR A

HHQIH resultin lraglc death, the :ayIIIUUI Ofen resuits in wagic

The pattern of infection that unfolds in the fownship generates an understanding that this disease
strikes indiscriminately. The following extract from an interview with Bertha's moiher shows that

although there is a realization that HIV/AIDS is a sweeping catastrophe, there is also a perception that

One can prevent contracting it

This thing has faflen {like rain], pecple should know and behave well. 1 was not a progressive
mother. f did not like to talk about such things, But now ! tell them [her chiidren] to use

condoms’,

agination inciuded people who worked in

Tha ricl: antam~wiam
TS Hos Ldicyurics |

and around the gold mines because these people were befieved fo be mare promiscuous and to use

sex as a commodity to a greater extent than other social groups. This group was ~ in the minds of
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Suwetans - made up of immigrants from neighbouring Countries and South Africans, whose nationality
had become secondary to their being mineworkers. Truck drivers also constituted a risk group because
“neir travelling presented them with opportunities to engage in sexual activities with many different
women from different towns. Foreigners, to a lesser extent were identified as forming a risk category
tecause of their perceived deviant sexua! behaviour, Despite the identifying of risk categories, there
was a growing understanding that everyone was vulnerable, uniess they changed their sexual

behaviour. Why, then, does this understanding not encourage disclosure and living openly with the

dsease?

HIV/AIDS and deviancy
In addition to fear of contagion, both Brouard and Sontag argue that AIDS engenders a panic that

l=ads to the polar division of society, with those who are infected being separated from those who are
1ot (1993, 1989 respectively). The former are seen o have done something wrong and they therefore
“uczrve the punishment that HIVAIDS is sometimas believed to be. The disease is thus thought to
long’ to this 'other’ group whose behaviour is deviant. This allows the rest of society ta believe that its
members are immune. Notions of deviancy did not. however, feature prominently in the perceptions
ard dynamics of HIV/AIDS in the sample | interviewed. This is fargely because HIV/AIDS was
heterosexually transmitted in Africa and there was no pervasive Use of intravenous drug usage in the
towmships. Even those South Africans who pract
and, therefore, were not seen to be more at risk. [deas of deviant sex were confined to sex during

cisnstruation and sex with a widow. These ideas vere not shared by all my interviewses, the men in
my sample adhered to these belisfs far more than women did. One male inferviewee said:

Sex during menstruation is not good. it brings about many problems. It is like crossing a
robot when it is red. What do you think will happen whef this happens? Obviously, danger.
Children must be taught that this is not right. so that they know and fefrain fromit. ltis also
the case with sex with a widow, the person should sl be in mourning, she is in the ‘dark’
wnat do you expect, heh? These are the practices that cause all these strange diseases,

together with the contraceptives that women use.



Thi . . .
This ex . as about both-danaer daviant cey_and b _ dract Women are

biamed for the existence of HIV/IAIDS and are said to be party to dangerous sex: sex during
menstruation and when in mourning. These ideas stem from ‘raditional’ or ‘cultural notions, for

example, Schapera writing about the Kgatta in the late-1960s, says that:

Widows and widowers are also ‘hot for about a year after their bereavement. A woman is
jhot’ during her menstrual periods, during pregnancy (especially in the early stages), and
immediately after childbirth...In most cases of hotness', especially those resulting from sexua
behaviour itself, it is believed that if the person affected indulges in coitus before ‘cooling

down', his partner in the act will be stricken down with disease and may even die. This belief
oman's vaginal secretions, which is identified

roats (InAn F{ AR S Y RN I NI WA Y SRR | SRR
oty UPUIT NE I[ASd INal QUNng inweicuuise ne w
with-herbiood , enters the man’s biﬁy tiiim]gll his urethra. .. “9? “73-1?4?

The prescription of restricting sexual infercourse was associated with the belief that at certain
times a person’s blood becomes ‘hot’ and thus he or she becomes dangerous to those he or she comes

Inio close contact with, Women's bodily secretions were deemed to be particularly dangerous because

of their potential to enter a man's body and cause him harm. The affliction caused by breaching the
festiictions on sex was in the case of Schapera's Kgatia informants, gonomhoea. However, ihe above
quote from one of my male inferviewees clearly supports Schapera’s (1971) observations, suggesting
that such ideas are still widespread and also supports Squire’s argument that the discourse on AIDS
has resurrected the cultural representation of women’s bodies as dangerous, diseased and
contaminating (1993). This conceptualisation of women's bodies has perpetuated the understanding

that women's role in the epidemic was confined to transmitting the virus to men and children. Women's

own experiences have been disregarded. Some parallels can however be drawn by looking af Wilton's

Wilton points out that a shift occurred, in the late fifteenth century with the appearance of syphilis in
Europe, from viewing the syphilitic as a victim of the disease fo viewing him as dangerous (1997). Yet
another shift took piace during the Enlightenment, when the image of the syphilitic changed from male
victim to female perpetrator. The construction of syphilis as part of the already contaminated female

body gave it the paradoxical propertiés of desirability and danger. This portrayal of women as
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hazardous to men's wefl-being was reinforced by medical discourse and by the Judaeo Christian
The image of women - as embodying possible risk to men has continued in South Africa.
sistrual blood was still believed to be dangerous to men's health. Sex with menstruating woman
shauld be avoided. A widow-in-mourning also symbolizes danger and sex with her should be avoided
“ne men | interviewed also believed that the continuous use of confraceptives rendered a woman's

bady dangerous to men, especially if the methed used interferes with the menstruaf cycle. In such

Cases, blood was thought to be retained in the woman's body instead of flowing out, and this blood was

sad to be dity. Hence

Some of the men 1 interviewed likened HIV/AIDS to cancer or leprosy. The following quotes from

iiErviews with men in Soweto capture some of these ideas:

{rhey] always go to the clinic, especially girls. The pilis [contrace tives] that they eat are

................. rIII\“A
g [MIViIAILO)

SANYEIous, Iﬂe} cause tnis disease. ltcomes from women this mm

Ve had lsprosy in Soweto. This disease [HIV/AIDS] is like it and cancer, ltis an old disease
With this disease that we had in the 19705 in

— a combination of cholera, TB and cancer. disease

[RETARR = LAR S| RV ALy e

Soweto, the diseased became dark in complexion, shiny dark, they had fluffy hair and they

lost a lot of weight. It [RIV/AIDS] is a mixture of sicknesses and the same signs.

Altho ugn the women in My sarmpe wern

women, they did pot adhere to them nor did they report that these explanations informed their

experiences. Nonetheless, it was clear that ‘coming out’ would, in such a context, only endanger them

mere and subject these women to greater stereotyping and ostracism. in a context where even famous,

public figures were reluctant fo express their HIV or AIDS status, for fear of possible ramifications, it was

"* The biblical construction of women as resenvoirs of infection can be found in the story of Moses. When Moses fed

i 2 lsraslites in war against the Midianites, the victorious Israshites caplured and raped the Midianite wornen. Their sexual

Congyests resulted in a plague that has since been identifisd as gonorhosa. The men were cleansed, but as the wemen



caaously not possible for these women to envisage a way of doing this and stiif remain ‘acceptable’

mLrnare A
BRIV I )

Thel‘problem’ of HIV/AIDS
HIVIAIDS has thus far eluded definition in a way that makes sense to the wider population. Like

&1y other disease, HIV/AIDS has had multiple concepts of causation that exist alongside each other.
~nthropological research has shown that there are shared beliefs about health and disease in any

silural context.  These are a3 reflection of a marriage between fay persons’ understanding and

Misrpretation of bio-scientific data and a pre-existing repertoire of befiefs about health and disease, Any
Infermation that is not consistent with already-hefd beliefs is likely to be rejected or modified {Helman

2300} The HIVIAIDS complex is ‘problematic’ because it does not exhibit symptoms that are peculiar to

1 a5 a medical condition, instead a number of already well-known symptoms present during the iliness.

“he idea that a virus which can inhabit the body without any effects or with minor effects, but will
Laaniizly, cause a lethal syndrome, is not easy to understand. Furthermore. the remnants of the inifial
fortrayal of HIVIAIDS as a gay disease, and therefore, a disease of deviant behaviour, still remain in the
oopular imagination. Both Altman and Weeks observe that AIDS has historically been assaciated with
t20 coniroversial jssues: homosexuality and promiscuity, hence the denial of one's own risk and
sigmatization of those who are infected (1994, 1985 respectively). As mentioned above, the categories
o' sk were perceived differently in Soweto where mine workers, truck drivers, foreign nationals and
menstruating or widowed women were seen to be both responsible for the epidemic and the most likely
vetims. - Such understandings compete
s latter understanding resuited from the everyday experiences of witnessing the death of kin and
frends, but unfortunately did not generate sympathetic attitudes towards infected and affected people.
The case, therefore, is that HIV/AIDS is understood in a variety of ways by peaple at different times. My

work shows that where HIV is understood to be fransmitted through sexual intercourse, promiscuous
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senaviour is blamed. As mentioned above, HIV infection is also attributed to ‘dangerous’ sex. Chapter

and to links between AIDS and other traditional beliefs. This reinforces the idea that new beliefs are
fized into old worldviews.

It should be clear from previous chapters that there were many competing explanations for HIY
and AIDS present in South Africa.  Assogiating HIV infection with sexual activites was one

understanding of AIDS that was prevalent in Soweto  Another competing interpretation was that AIDS

was a form of divine refribution that signalled the imminent end of the universe. Such metaphors
facilitate stigmatisation. Those who are afficted with this disease were perceived to have gained the

wrath of God through ther devious deeds and were seen as deserving the punishment that AIDS was
vedto be.
was coming to everyone on earth if the wrath of God is not appeased. Ironically, given hospice's
st assiet PWAS this discourse ahout sinving and peiishinent was regularly preasnad to
patients and was on offer daily by different church people visiting the hospice  The message was
repent for you have sinned. that is why you are ill with this particular disease  The women at the
hospice showed mixed reactions to this message. The majonty of them, however, did not believe that
thay had yamed the wrath of God and that they were being punished by contracting AIDS  Some of the

women would show their contempt for messages that scught to blame them for their misfortune by

lzaving the room during the sermon or by refusing to remain whenever a preacher associated with such

01 sevng. thus 1gnoring what was being said. Those few patients who identified with this thinking paid
atiention and would sometimes ask for prayers  Ther desire to see themselves as responsible and as
deserving of punishment can be understood in relation to Sontag's work  She suggests that people il
from stigmatised diseases feel very unfortunate, not merely because they are ifl, but because they are ill

from a partcular disease that invokes shame (1889) Diaz and Goffman discuss the propensity of the
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stigmatised to identify with and to internalise the views of those who victimize them (1898, 1968
respectively). The women | interviewed, however, showed cansiderable resistance to understanding
themselves as more promiscuous than their counterparts or as deserving of punishment. Nonetheless,
thay clearly perceived their bodies to have changed and to be in a process of decay. More generally,
within Sowetan society, it was widely believed that PWAs have a particular odour that resembled that of

a dead body.

Feelings of disgrace and shame, in my informants’ case, were however tied fo their current HiV

status rather than to their previous behaviour. Such feelings forced these women to hide their HIV-

alow men to have multiple pariners and yet expect monogamy from women, They admitted to not
alvrays being faithful to their partners, but in their perceptions, not nearly fo the extent that their partners
were unfaithful to them. They strongly believed that they were infected by their unfaithful sexusl
sertners. The constraints on the pat of women, especially, to negotiating safe sex even when they
were aware that their pariners were not faithful exacerbated the women’s feelings that they were victims
cf ciscumstances.

Although, the women | interviewed occasionally spoke of having ‘dirty blood’, they denied that this

disease was a ‘dirty disease' that affected only a certain segment of the population. They maintained

that everyone was vulnerable to infection and they were only ‘dirty’ now that they had the deadly virus
and could transmit it 1o others. They were neither 'dirty’ nor 'deviant’ before, but they were now
understood to be both and. more importantly they had taken this message to heart and had come to

understand themselves as such. This ‘taking abroad and internalising’ of stigmatism by PWAs makes it

necessary to investigate the nature of this stigma and its potential management.

nma and ite mananament
u'llu BALINA LA lllull“uulllu-b\

Goffman defines stigma as an attribute that is seen as inappropriate within a particular social

setiing (1968). The stigma may be an abomination of the body, a flaw of character or may carry
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connotations of deviancy. All these factors come into play in the discourse around HIV/AIDS. The
-reialed ilinesses leave the body wasted and repuisive. A person with fuli-blown AIDS
conjures up images of ‘a fiving skeleton’. This popular imagery of the disease was also shared by my
informants. The women were very worried that by the time they had AIDS, they would iook like ‘fiving
skeletons’. They dreaded this stage of the disease and believed that a person with full-blown AIDS

could not escape locking repulsive. At this stage, the body is no longer subservient to cultural protocol

regarding sanitation and basi¢ hygiene, leaving the individual dependant on others. This means that

PYWAs bacome vulnerable to alf sorts of additional abuse and a further lack of support.

In township lingo, AIDS was called amagama (amathafu), meaning the three words, 73 or

e -

phamokate. Amagama, or the three wards, was derived from RV which has three letters. This use of

HIV for AiDS signified canfusion between HIV and AIDS. People were said 1o have ‘the three words’
winen they showed signs of full-blown AIDS and people were also said {o have died from the ‘three
vords'. Sometimes, it was not even necessary 10 say ‘the three wards', a hand signal of three may
suffice to carry the meaning through. Z3 is a coveted model of a car, its surprising linkage with
HiV/AIDS may refer to the number three in Z3 or it may be its small stature that signifies the effects of
AIDS due to physical wasting. The last name phamokate was derived from a TV program on HIV/AIDS
where the main character had HIV and subsequently died of AIDS. | was told of experiences whereby
whole conversations about PWAs went on in the township using this language and signs. PWAs were

not meant to understand these ‘conversations’ but they could follow very well what was being 'said’

—
7
s
—h
O

violence could also be seen in the segregation of PWAs who were made to feel less than human by

such practices. Actions such as these, both within their households and in the streets, sometimes

became too much to ignore and some women reported being involved in fights because of them.
Although the women | spoke to had not formed an integrated group identity around their disease,

there was a shared understanding of 'people like us’ or ‘us' as compared to ‘them'. This identity did not
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denive from the understanding of previous lifestyles that they might have had in common but from their
current situation. The caregivers | spoke to mentioned ‘people like them’ when referring to PWAs who
expenience the same needs and iliness pattern.  Goffman’s characteristic of stigma, which is about
connotations of ‘abnormality’, relates to HIV/AIDS in this manner. More significant though, is Polunin’s
argument that the imagery that surrounds any disease may shed light on how it is constructed in the
popular imagination (1897). ‘From a cultural point of view we might consider a disease as a

recognizable pattern of characteristics considered to involve deviations from health which are sufficiently

distinctive to be thought of as an entity’ (Pofunin 1997:83]. As shown by the experiences of my
nformants detailed in Chapter Two, signs of wasting. successive episodes of illness and other signs
believed to go with HIV were constantly looked for by people in Soweto and, if found, the obvious
¢onclusion was that the person suffered from AIDS.

Sontag in Aids and tts Hefaphors gives an historical analysis of how ilinesses have been perceived
wroughout tme and how these percepuons may be associated with existng perceptions about AIDS
1193G)  Like syphilis and other STDs, AIDS invokas the use of metaphors that give the epidemic a
siynificance that it does not merit.  AIDS is no longer just AIDS. it is also something else - it is 2

metaphor for sin, deviancy and punishment Sontag alse argues that it 1s not the mortality rate of a

disease that engenders fear in the population and therefore, stigma, rather it is the effect of the disease
palio - have not been stigmatised. The disfiguring of the face engenders the fear and repulsion that is
50 charactenstic around AIDS. Those whoe are stigmahsed may also exhibit the same reaction when
faced with their ‘own kind as they may still have notons of what is normal that are shared by the rest of
society  The women in my study were visibly shaken by other PWAs whose condition had deteriorated
so much that their appearance had changed They avoided the sleeping area of the hospice where
visibly ill patients were admitted. But, as the day-care area was used as the main entrance, the women

in day-care could not avoid seeing their visibly-ill counterparts as they were brought to the hospice.
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It is Goffman’s assertion that within any historically situated social category there are rituals that
govern human interaction (1968). The interaction becomes stitted and difficult for both parties if these
are interfered with. Moreover, in every such category there are sterectypes of what a person ought to
be or look like. This is the gist of the issues with HIVIAIDS. As an illness, AlDS is loaded with socio-
cultural meaning because it is associated with anti-social aftributes ~ the person becomes a 'living
corpse’ and people have no way of relating to him {or herj-he (or she} belongs elsewhere — he {or she)

signifies death, a fundamental anxiety. Also, because AIDS is primarily an STD, it has come 1o

symbolize the antithesis of sex, a life-giving preoccupation. Pierret, says: ‘[oJwing to its transmissibility

Dacmme — b o

nat threatens the
person’s relationships’ (2000:1590). In the same vein. Goldin noted that: ‘[ijn recent years the stigma
has tended to define the bearer, rather than the sign carried by the bearer, and the bearer becomes
known by the disease carried’ (1994: 1360). This becomes what Gofiman calls the ‘fotal identity” of the
individual. The concept of the known-aboutness’ of g disease links closely to questions of disclosure.
A person's candition may be known about without them having disclosed it In Goffman's terms an
individual whose stigmatising attribute is not yet known is potentially discreditable to others. In such a
situation, the individual may devise means to control the information about their condition.

Goffman’s work is devoted to the everyday interaction between what he calls the ‘normals’ and the

‘deviant’ PWAs face. Central to these challenges was the preoccupation with protecting one’s identity
as a'normal person, as ohe who did not have a deadly disease. All efforts and energy would become
focused on protecting this knowledge and any changes in the behaviour of others would be looked for.
Relief would ensue anly if it becomes apparent that they did not know about this condition. For
example, the woman introduced as Grace in Chapter Two had not disclosed her status {o her children.
As a result, she was very vigilant in looking for signs that showed that they might know about her

medical condition. She wauld listen carefully to their conversations, steer these conversations 10 areas



that might reveal whether they knew or not and would then breath a sigh of relief when such signs were
not there, Grace had become very paranoid about people finding out about her HIV status. This is what

she said:

As long as | have not told them [about my HIV-positive status], | will not allow them to talk to
me about it. They fher children] are now fighting against other people about this {allegations

that she was HIV-positive],

In this instance, Grace was tafking about her children. This attitude was, however, generalized to

other neanle. | pointad out in Chanter Two that Grace did not stav at tha same lnno for a long time
™ o r"-’" Wl W ' Al "‘ “ ' ‘-" i TIWR ““—‘ AR LTI MRATT W MIRAN A bW Ulls Ui,

She moved on as soon as she thought the people she was staying with suspected that she was HIV-
positive. In an attempt to hide her asscciation with hospice, she organized that the transport from
hospice fetched her from a bus stop. She was anxious that, if seen to be visiting hospice, people would
have more reason to suspect that she was, indeed, HIV-positive.  Although Grace was determinad to
hide her medical status from her friends and family, her behaviour may also, ironically, have confributed
towards their realization that she was HIV-positive. Her tendency to move frequently and to closely
observe those around her, would not have gone unnoticed in the vigilant township gossip system. As
suggested above, some people were already suspecting that she was HIV-positive and, despite all her
attempts, this was bound to become common knawledge.

secret was discovered. This means that he or she would effectively experience a social death before

the physical one, withdrawing from social contact with others as a self-protecting mechanism or as a
reaction to the responses of others. | am reminded here of one incident when { was doing home visits

with one of the hospice nurses. We were looking for a particutar address and stopped to ask for

directions there. While the nurse was trying to look thraugh her files for the surmame of the person we
were to visit, the woman we were asking said that it was not necessary to ook up the surname, she

knew which house we were Jooking for. Despite the fact that | had previously spoken to Olivia (see

derstood from her that neighbours did not know of her condition, clearly

Chanter Two) and had un
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Chapter Two) and had understood from her that neighbours did not know of her condition, clearly

people knew who was likely to be visited by a nurse. She, like Grace, may have genuinely believed that

-

people did not know that she was living with HIV/AIDS bec e h' had become a recluse since her

liness. Instead, she believed that people thought she was staying at her own house some distance

¢ we were visiting her. In both instances, it was patently obvious to

from her mother's house wher
frends, family, neighbours and other affected persons that something was clearly wrong and that the

person was behaving strangely. The obvious conclusion for them to draw, given the context described

above, was that the particular individua! had HIV/AIDS.

Another strategy that was employed to hide an HIV status was that of disclosing a false diagnosis
with similar symptoms. This was usually the case in my sample. People related how very difficult it was
to withdraw from one's network of friends without giving a plausible reason. Rather than disclose their

HIV-positive status, they would give another condition such as cancer that would gain them the

sympathy of others. The woman who was introduced as Rita in Chapter Two had a ready way out of
this situation because it was known that her twin brother had died and it was expected that she
experience complications, either emotional or physical because of this. Her condition was, therefore,
interpreted as this. The propagation of such knowledge depended on others who shared the secret of
an HIV status to say the same thing when asked. This secret was usually shared with some family
members and kept secret from others. Another factor that forced people to lie about their diagnosis,
instead of hiding or relocating, was that they had been visibly ill and as they continued to be ill, some
explanation for this was necessary. Women were also selective in the amount of information they

s about themselves that they had not told those

I.. cesidl

withhoid information, they would be judged and any help or support would be withd
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instance, suspected that she contracted the virus when she was raped by an acquaintance at a party.
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More on disclosure
An individual can feel obligated to disclose their status to three different sets of people. One may

disclose to his or her partner/s, to significant others - generally family members - such as parents,
lieagues at work and other social acquaintances.
Clearly the dynamics involved in such disclosure differ. The question of disclosing one’s sero-positive
status to one's partner has been a source of interest to researchers and there seems to be consensus

that women will find this more difficult than their partners. In general in Soweto, men were expected and

accompany HIV infection made it difficult for women to disclose.  Added to the fact that broaching

sexual issues for women was a difficult task, was the already-discussed fact that women might open
themselves up to abuse and victimization. In addition, many women did not have the skill to adequately

explain their diagnosis and its implications in such a way as to sustain the reiationship. Rather than
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Disclosing to one's parents and children can also be daunting. My interviewees stressed,

gspecially, their fear in telling their children.  Although they were aware of the gains of lelling their
children, such as planning the future together and sharing their experiences, these women preferred
ihat their children should not know. The negative connotations that surround HIVIAIDS also played a
part in this refuctance to inform children. Some women felt that their children were not old enough to be
told and those who felt that their children should know, did not feel equipped to tell them. The help of
counseliors or that of the hospice staff was felt to be necessary in this regard. 1t is important to point

out, though, that the fact that the mothers had not told their children of their HIV status did not mean that

these chilgren were not revealing this in order to protect them. We discussed what effect this might
have on the children and what being told might achieve. The mothers were worried about the possible
negative effects on the children’s schooling and on their refations with others. There was also the

recognition that not being told formally and not being allowed to deal with the situation in a structured
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manner might be detrimental to the well being of the children. Some mothers acknowledged that their
children were already having problems at school that might be related to their mothers’ illness and the
rumours about this. Despite all these concerns, refations with children were not always adversely
affected by the HIV-positive status of the parent. For instance, Rita’s daughter was a volunteer in the
local clinic and was aware of her mother’s status. Rita described her as conscientious and that was why
she was involved in this manner. The knowledge of Rita’s HIV status has not affected their relationship

adversely, instead the mother admitted to learning more about the disease from her daughter, The

acceptance that the daughter showed was also a source of relief for the mother and strengthened their
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children were also denied the right to work through the problem. Two women in the group, Bertha and
tavis, who had young children {three and five years old respectively) were worried about the possibility
thet their chifdren might also te infected. Mavis Said that she could detect some signs, such as lack of
siowih in her five year old, which might signal HIV infection. Again, we see signs of HIV infection being
laaked for in those who are suspected to carry the virus. In this case, the reaction was not to try and
hide the signs in order to preserve a ‘normal” identity as the children were too young to understand the
implications of this. Mavis had started the process of finding out the HIV status of her son by the time |

nished my fisidwork. She was receiving counselling at a support group at her local clinic at this stage.
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ertha was also very worr
was already very ill, she probably did nof have any energy to do this.
| was repeatedly told that the experience of living with HIV and AIDS could also be al-
encompassing in that the sufferer could no longer think of other unrelated things. Thoughts centred
around the implications of an HIV-positive status in one's life, in the lives of loved ones and around the
constant exploration of possible options. The experience seemed to block all other positive things in a
person’s life. The women spoke of how they were fooking for a job before they were diagnosed with

HIV and how they no longer bothered because, ‘what's the use?” Bertha, for example, had been
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cperating a small business selling cooked food in the Johannesburg Central Business District with a
when she gotill. Her friend’s attitude towards her changed when rumaurs about her HIV status
started circulating. Bertha was very hurt by this behaviour as she had expected that her business
partner and friend would stand by her; Bertha saw no point in looking for other work and said: It is
nointiess to look for a job now. | will lose it as soon as it is known that | am a carrier’. This attitude was
fairly common and Rita similarly said: ‘I will not be able to hold on to a job because | will be ill most of

the time'.  Although Rita could still perform most of the tasks expected of her, she could not dress

properly.  She has particularly severe shingles on the right shoulder that made dressing properiy

impasstble. She has to leave the affected shoulder bare. Obviously this affected her chances of finding

ajob. This tendency to stop looking for work also reflected a draining of the women'’s energy and a loss

of enthusiasm to continue to strive for a normai iife. it was, in effect, a tacit acceptance of thelr iliness
and its terminal nature,

The role of the media and the medical profession in attitudes towards HIV/AIDS
Earlier in this chapter it was suggested that the media, with the support of government and other

public figures, could play a role in changing attitudes abeut HIV/AIDS. If public figures who projected a
fiealthy lifestyle and a family orientation, were to ‘come out’ and publicly declare their HIV-positive status
tmight help other South Africans to deal with theiriliness. To date this has not happened and Crewe,
taking this issue further, contends that the media has played a major role in perpetuating problems

extrinsic to AIDS - those not found in the disease itself, but which have their origins in the social

the scourge, a sinister sign’ still characterize some AIDS reporting. These have propagated fear about
AIDS that is disproportionate to the risk of contraction. Further, Busse states that no real distinction has
been made between HIV and AIDS in media reports (1995). This could be responsible for the public
magining HIV as being synonymous with AIDS. My informants had come to understand that the two

are not synonymous, but that there is a causal link between them. They communicated this to me with
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the"understanding that HIV was ‘better than AIDS. Better in the sense that one still has control over
one's body, one could still perform the daily hygienic and other chores that were expected of one.

In addition to the media, Busse asserts that the medical profession and health care sefting are not

Lata

WAs (1995). ‘Full
Sarrier procedures, refusal to treat, isolation of patients, testing without consent or counselling and

breaches of confidentiality, have all determined exaggerated pre-conceptions of the disease in the mind

of the public (Busse 1995: 22; also see Chapter One). These practices, together with those that many

ordinarily would share with other members of the household, have been collectively been called

Practices of decontamination’ by Sontag (cited in VWeeks 1985). Itis clear that even those persens who

are meant fo assist PWAs and to facilitate their coming to terms with the disease are anfagonisfic and
prejudiced towards them. Such behaviour on the part of medical personnet confirms, for HIV or AIDS
pufiznts, the fufility of announcing one's status [0 the broader pubic.

The impact of living with HIV/AIDS on intimate relationships

AIDS, as a primarily sexually transmitted disease has the potential to have a negative bearing on

Yimacy. Self-esteem and self-image which form a sizeable part of the sexual experience are possible

aeas of immediate vulnerability (lsaacs 1993). AIDS brings about many losses, including the

destruction of physical attractiveness, leaving one both disfigured and with an image of decaying, and
thereby eroding sources of self-esteem. Macks asserts that while sexuality and intimacy may generally
irvoke feelings of contamination in some individuals, this is especially true for people who face life-
threatening illnesses (1987). The feelings of contamination may be heightened in people fiving with
RVAAIDS because o
spoke to indicated that they were no longer sexuz:y active. None of them were in sexual relationships.

There were several reasons for this. A small proportion of the women had been rejected by their

partners, while others pro-actively severed ties with their former partners upon learning about their
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siatus. The latter reaction was prompted by a need to protect themselves from an anticipated rejection
 of disciosing one’s HiV-positive status fo one’s
sexual partrier ‘1 would not advise anyone to disclose, that would be the end of the relationship. The
minuie | said that | was ill to the father of my second child, was the last | saw him. He has never been to
see me since'. Others said that feelings of shame and anger at being infected led them to this decision.

Carot and Olivia said that their partners had died of AIDS-related illnesses and this had influenced their

atus. Because of their association with infected men and because, by implication, they were seen to

haue the deadly virus, they had been avoided by other men. The fact that the women no longer
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e vomen demonstrated a new phobia for men and intimacy, largely because they blamed the men in

the'r lives for their infection. They were aiso concerned about the possibility that they might have

lected others while they were unaware of their condition. Now, acutely ware of their infection, they

\,

“zarod that they would infect othars if they were to engage in acts of sexual infimacy. Sex had becoms
taco to them. The lfoss of sexual pariners and the prospect of not geting other, new, pariners
impacted negatively on these women’s images of themselves as desirable women. Even if, under
exceptional circumstances, one of these women was to meet a man who was interested in her, feelings
¢ guilt and blame would weigh heavily on an intimate relationship. This was one of the losses of living

with HIV/AIDS that is likely to be gendered as women were generally not able to make the first

advances on men and, unlike men, they could not push themselves onto potential sexual encouriters.

Conclusion _ _
This chapter has examined the lived experience of HIV/AIDS in the township. 1t has argued that

this experience was influenced by how those who are affected and infected perceive the disease.
These perceptions were influenced by competing concepts of HIV/AIDS causation. Fear and poor

undsrstanding of how the disease is caused and how it spreads fed people to treat people with

HIV/AIDS as contagious. This extreme ostracism (ed, in tura, (o infected individuals questioning the
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vaudity of the medical explanation of AIDS. This chapter has further shown that PWAs were not passive

nd AIDS ifness. Th

N TRl s = LR

I the dynamics that unfold becaus

-

of their HIV status

~
“
o
«3

5

=X

iriarmation about their candition so that they could retain some of their ‘normal’ identity.
Iiore importantly, this chapter has shown that HIV/AIDS is not a physiological phenomenon devoid
of socio-cultural meaning.  Such meaning has been argued to be safient in the lived experience of

AVIAIDS. Some of the experiences more pertinent to women have also been discussed. Structural

and cultural barriers got in the way of negotiating safer sex practices, leaving women wvulnerable to

the discrimination and stigmatisation of those who were infected. Finally, media, and other avenues of

social expression such as the national debate on HIV/AIDS, has played a role in perpetuating some of
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Chapter 5

Death and dying in the time of AIDS.

Our attitudes toward death and dying are embedded in our social values. Our values affect
the way we conceptualize death. Do we see it as a tragedy or as a release from earthly
woes? (s it any longer a moral matter or has it become a technological one. Values also
affect our behaviour in relation to death because values underlie the guide!ines on which we
base our behaviour. Do we avoid contact with death or the things and people assaciated with
death? More specifically values affect the way we treat the dying (Kamerman, 1588:21}.

Our conceptions of reality are influenced by our values and befiefs. These will, in turn, have a

bsaring on how we behave and structure our world. Just as our value and belief systems are subject to

change, so is our behaviour. As evident in Chapfer Four, behavicurs associated with HIV/AIDS tend to

uu

ot stigmatised and individuals are excluded from society, such that infected persons may suffer a living
Czalh’. This chapter will explore how values and beliefs influence our atiitude to death and dying in the
tme of HIVIAIDS. The argument that will be pursued is that death and dying cannot be understood as

cepaate from other aspects of people's lives. The vay we understand, respond to and organize death

and dying is a function of our cuftural background. toreover, death is not only a physical demise but is
& act that has particular socio-cultural meaning in different contexts. The township of Soweto, where
the ethnographic material for this thesis was collected, will be used as a particular context in which

teas about death and dying developed new meaning as HIV/AIDS became an everyday reality.
orian times when mortality rates were high, people were in frequent

uee thatin \ic rdles
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encounters with death and as a result death was central to social discourse (1986). Children and

aduits were socialized to deal with death. In contrast to this, as life expectancy increased, deat

rereasingly banished to the fringes of social fife. Taking about death came to be regarded as impolite,

and when it was considered absolutely necessary, it was disguised by euphemisms’ {Kamerman
1988:2). Kamerman also notes that in contemporary society the dying do so outside their communities,
in hospitals and hospices {1988). This protection from death leads to an unwarranted fear of death and

dying, leaving the dying to experience an isolaied and lonely death. This relegation of deat to

11



nsttutions outside the community has not, however, completely discouraged public discussions of
death. This is s particularly so with the advent of HIV/AIDS where PWAs may be banished from
mMzinstream social activities or, as discussed in Chapters Three and Four, will voluntarily withdraw from
sacisty. In the case of HIV/AIDS death has progressively become a topic of public discussion.
~IIAIDS has brought the reality of death and dying closer to home. Whereas Kamerman argues that

acls of removing the dying and the dead from everyday social life may lead to an avoidance of the fopic

{1988}, everyday encounters with death and dying. as is the case with HIV/AIDS, may foster an

acceptance of death. [n such cases denial of regufar death — as something that happens outside

o

lting from HIV/AIDS may exist together.
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This chapter demonstrates that our perceptions of death and dying are in the process of being re-
shaped with the advent of HIV/AIDS. As discussed in Chapter Four, this epidemic has fostered public
ostracism. Coupled with a fear that those dying and grieving from its effacts are polluting. this results in

hozpice patients and other infected persons seldom heing accorded the support that might ordinarily be

ferthcoming. fn addition, their fear of death is often not mediated by the religious conviction that death
< & natural procession from one fife to another and not an end in itself {(Kamerman 1988). In general,
PYiAs undergo the process of dying unsupporied by society and moral values because of the

secularization of death. Where refigious explanations for death are employed, an AlOS death is often

ose PWAs who turn to religion do so in the hope that their

in Chapter Two, some women have managed to find salvation here d deaths are also

ing because it is young peop'e who are dying almost invariably as a result of sexual activifies,
experiences that should have been a celebration of their youth and that symbolized their abifity to
procreate. In South Africa, HIV infection has come to be synonymous with death where life-extending

medicines are not readily available to the majority of PWAs. As discussed in Chapter Four, infection

with this virus has been stigmatised, subjecting people who are infected to a steady deciine both
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viysically and emationally as they are notin pasitions to receive unconditional support from others. In

Kammerman argues that death in itself is regarded as polluting {1988). An AIDS—related death is
“ven more polluting because it is perceived to be linked to contamination and immorality. The idea that

a tistinclion can be drawn between a ‘good’ and ‘bad death has been made by both Bradbury {2000)

fador. Those deaths that do not demanstrate some contrel over the body are understood as ‘bad

“zaths. Such deaths are bad for the individuals as well as for the group from which he or she comes.

Eradbury notes that “Fhlad’ daa
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“S group” (2000:59), In this light AIDS-refated deaths, especially amongst the poor, falls under the
sieplcss of acbad” death. In addition, ‘the extent to which a particular death is perceived as tragic

5e2ms to vary as a function of age, the sex and the kind of death involved’ (Kalish and Reynolds
1921:41) AIDS kills people who are in the prime of their lives, who are fikely to have young children
and who are ofien the breadwinners in the household. AIDS kills more women than men (Gilbert and
Vialker 2000:31), depriving children of care-givers and homemakers and AlDS means a long and painfu!
Geath which strips victims of dignity and integrity.

In the same way that our understanding of death is mediated by a particular view of reality, the

cal features. Our percention of the

body is influenced by particular forms of knowledge. Any discussion about death and dying is

rizomplete if it ignores same reference to the body and how it is understaod in different cultures and

historical periods (Prior 1989). Indeed, ideas about death and the body are inevitably intertwined. Prior

s3ys that

The signs of death are normally discovered ‘on” or ‘i the body, the causes of death are
invariably located deep inside the body. the registration of death is contingent on the
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production of a body, {he bereaved weep over the body, the funeral director prepares the body
and the clergy eulogise over an encoffined carpse. In fact without the body, the social
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processes which are contingent on death are severe

Tha body has physical properties and is endowed with social atfributes that give it meaning in
iohness and in health. There are stereotypes that define what an HIVIAIDS ‘“victim' looks like
(discussed in Chapter Four) and these images have significance for how an AlDS-related death will be
rerceived. Moral judgement is extended both to the ‘dying body’ and to its owner. The infected body is

Sfen deemed contagious and repulsive and the relevant person is regarded as a sinner and deserving

1 Oor her.

fain pivots around which the public discourses on death circulates...” (1989:67). An ‘AIDS death’ gains

muzh informal publicity in the form of township gossip and rumour. [t is this relationship between the

Yo nerson and the hraadar ~n i
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The dying person in relation to his or her community
According fo Muniey one’s dying is a private matter that is difficuit t

o share even with one's own
“octor (1983). This may indeed be so, but a dying person alsc needs {o tatk about his or her fears and,
"rough talking, draw support from others. My research suggests that PWAs in Soweto were neither
eficrded the privacy to deal with their deaths, nor were they given emotional and other support. The
literature points out that such peaple die isolated from others, but | found that the concept of isolation
9oes not adequately describe the experience of PWAs in the township. A YPWA may have lived his or

“&r dying days secluded from others, but curiosity about his or her congition made people tak and he or

what others said about him or her. The person may have been physically isolated

stread and the ‘secret’ became public knowledge. My findings, discussed i
P¥IAS withdrew from social circles for fear of their secret being discovered. Some of the women told
staries of how they would run and hide when someane appeared at their door and of how they never
responded to knocks during the day when there was no one efse in the house. They felt that visitors

caled only with the ulterior motive of updating themselves about their condition. In other cases, the
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“Ten spoke about how the decision of who should or should not see them was taken out of their
"ads. They were hanished to a ‘death roony from which

“8re uisitors allowed to see them. One woman, who was introduced as Olivia in Chapters Two and
Tireg, had chosen not to be seen and, unlike others, her family did not coerce her to stay indoors. She
aad her family gave others the impression that she was living in her own house in another township.

Uhvia was, however, confined to bed in her parents’ house. This meant that neighbours never visited

¢ Ulivia was allacated a room that faced onto the street and from here she could see who was talking

f

towho, who was going to work, to town or to visit. In this way she had access to fownship happenings,

cloeit on a restricted scale. As [ have argued that such isclations were never complete, people also

“"2iw that she was in the house and was ailing from HIV/AIDS.
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bccurred. Kamerman argues that death is aliteral summing up of one's life and that who you are at the

Wi of death has salience as there is no opportunity to rectify this (1988). PWAs are condemned by

tiei” sociefies and shunned by their families. The script of who they are at the end of life is a
Sigmatized one and, as demonstrated in earlier chapters, they may have come to internalize the identty
tien to them by those who judge them. The dying process of most PWAS is, thus, made difficult not
ony by the awareness of the impending death, but alsa by the perception that one is dying from a

morally questionable disease. This is fikely to have a baaring on how they deal with dying.

Discussions in the hospice’s day care section inevitably fed to talk about death. Both the old and

TiE young would table their wishes about their funerals. it was no say
when | die, | want this and this to be observed’. People spoke about how they did or did not want a big
funzral, what clothes they wanted to be buried in, who should or should not give a testimony about
tem, whether they wanted a night vigil or not. The discussion would get so lively that someone would
admonish the group, pointing out that it is bad practice to talk about deatﬁ so much. The discussion

wouid immediately lose its intensity but would continue if someane arqued against the belief that talking

115



Lot deathror one's death speeds up the event, | particularly noted that many people were against the
nomal practice of buying expensive clothing or blankets to drape the corpse or the coffin. This was
-:fiec by the observation that many kin failed to take good care of their dying relatives and, instead,
24sh their corpses with expensive {rappings. it was, in other words, merely a way to appease the

tanscisnces of the fiving. In the case of these women, this was often a personal reaction to precisely

suzh neglect and their reasoning was as follows: ‘what is the use of doing that because f am no longer

& 10 witness and enjoy this'. Those women who were in favour of these practices responded that it

sfthe former stance was clearly that the women attending hospice would rather be taken care of whilst

frey were alive (and in many cases they believed that were not). Bertha's mother said,

People should accept [that AIDS is everyone’s problem]. Why should a person be cast out
whilst they are still alive, why do well by them when they are dead? When they are dead you
want to do well by them. This is wrong, do well by a person when they are still alive so that

when they go to sleep [die] they can sleep well.

This emphasis on the fact that when people were dead they would not be in a position to

3t beieving in the hereafter. However, even where this belief was present, there was an understanding
that worldly trappings had no place in the hereafter. There was much talk about the possibility of there
beng a hereafter, especially because of the preaching aimed to prepare the patients for the Christian
563 of heaven. Not everyone adhered to this belief although many sat in for these sermons. Often the
Peachings were dismissed as nonsensical as soon as the preacher left the room, especially because

thsse teachings implied that the patients were sinners being punished for their sins. Talk about

4rcestor worship was more repressed and those who proclaimed such beliefs did not denounce their

Crristanity.

ronically when | asked the same people ¥
atauttheir thoughts about their death, they would say that aithough they thought about death, they also

believed that they would live for a while longer. Yvonne, a mother of two, had this to say on this matter:

116



et sesothers [PWAS at the hospice], | start thinking that | will be like them one day. 1 think that |

¢ and leave my children’. In the same breath Yvenne sai
=1t1e time of the interview, Yvonne was not going to the hospice because she was very involved in the

*2253 of changing the surnames of her daughters, arranging that they should have ownership of the

r
L'1

‘36 and talking to social workers so that her children could be taken of ‘in case something happens to

...

re7. Yuanne, like others had accepted her impending death but she also believed that she would live

" along tme. The men and the women at hospice often expressed the hope that a cure might be

¥i1h a terminal fiiness and still denying the near-certainty of one’s death:

If you always believe that you will die from whatever iliness then, sure, you will die. it is like
vhen one dreams at night — the dreams are a reflection of one's thoughts. She [B.ertha]
always tells me that ‘mother, | am stiff going to live’ and { say 'ves my child you are geing to

live'

Sadly Berha died at the beginning of this year. Perhaps once the health of my interviewees had
Cizhined so much that death was inevitable, the answer might have been different. | did not make an
it o interview them again when they were very sick. 50
'z sleeping-over section of the hospice, by which time they were very sick. Even though they could
B | did not feel that it would be right to interview them at that stage. In addition, | did not feel
“01pped to handle interviews with them. | abserved that those in the day-care section of the hospice

@5ided their friends who were admitted on the other side, although there was much talk about how they

4 be visited and spoken to. | also fell into this pattern and, iike my informants, | had also come to

13te this 'other side’ with death.

Ehdency to be obsessed by death and simuitangously to 0&n

bness. Kubler-Ross argues that terminally iif people constantly think about their death, but they also
22d to deny it in order to cope with the business of tiving {1970). } would go further to say that talking
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women 10 share emotions that

Figy ali faced.  The fact that a discussion about death was taking place in a group shielded the
wdhiduals from confronting the reality of their own impending death head on. In one-to-one interviews,
peiple were forced to confront their own specific
uelence mechanism. My interviewees also emphasized that even in the event of a sudden death, they
“0uig not have died of AIDS - of ‘this iliness’ or ‘this thing'~ as they were prone to cafl it. They were at

Péins to point out that if and when they died, it would be their time, God would have willed it and it would

Sample, fatal road accidents. These women explained that even a healthy person or a person who

was notinfected with HIV might die before them. In this way they divorced the incident of death from
Iz condition of their health and emphasized that they still had a moral claim on fife despite their

Landtion. The worman whom | have named Bertha spoke about how she bargained with the virus. If

L PR Aw Cn b ramnd 40 mios and ol
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st g and destroy me and | die, you will also
oL and in this way we both live’. This extract indicates that thoughts about the impending death were
niiremoved from AIDS. Rather, the extract points to an understanding that one can exert control over
Wiz diszase. Bertha's religious beliefs did not allow her to take any medication and she believed that
Fraer ~ coupled with the fact that she had neutralized the virus by befriending it - kept her safe from
tzal The ability of these women to cling to life showed that even though society had given up on

tem. they were willing to fight.
Stein et al in their study entitied Nurse-Counseliors ' Perceptions Regarding HIV/AIDS Counsefling

AL

Uliectives at Baragwanath Hospital, Soweto, point out that nurse-counsellors suppress both the causes

L=

“d the cansequences of HIV/AIDS in an attem
n‘eztion is likened to hypertension and nurses tell patients that it can happen to anyone. Such a

stalement is accompanied by the observation that we are alf going to die anyway and God will decide

When and how each of us dies. Although these findings may not be generalized and, as seen in
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nie-icn. Carol, whose experiences had been so bad that she ended up at a psychiatric hospital and

+% 35 aresult, undergaing constant counselling, also said that her counsellor stressed that death is

(ot om0yl
SHUE Wl She wac desnly afartad wha
Se Was gee Py anSliQl Wriel

uuuuuuu - The idea. reiterated by her counsellor, that it was not AIDS that had killed them but rather that
God nad willed their death, sustained her.

lf was deeply affected when the two men | was involved with died. | had nowhere fo hide, |
“new that | was going to die too. This pulled me down a lot, { could not function. It was my

tounsellor who helped me. She said that | should not take other people’s misforfunes and

make them mine. ‘God has a plan for everyone, He knows why those who die do so when
Iney do. He also has a plan for you. You will die when God wills it and not before’. This

"efped me alot and | have started to put my lite in God’s hands.

Fmdma a place to die: HIV/AIDS and hea!th. care in SA
tis al very well to suggest, as Kammerman does, that those who are dying are likely to spend

"= Foal days in hospitals and old-aged homes (1988}, This may be the case where such faciliies are

=440 and are equipped to deal with protracted deaths. But such facilities are already overcrowded

42 wder-resourced in the townshin ns such that people who are infected with HIV or are dying from

= X5 are often tald to go home to die there. Many of my interviewees had a story to teff about the bad

PN I-n... viamtl el A
Gy WLILHU Vo

“aent they had received at provincial hospitals. Nonetheless, &
4 nspital in the very final stages of their lives when they got very iil, some against their will. Itis, as
Fibier-Ross notes, an instinctive reaction to take sick people to some institution and thereby neglect to
NS their wishes o remain at home (1870}, The reluctance to be taken to a hospital was sometimes
ileted by fear of the ill-treatment that they may have already experienced or that so many others had
95 @hout and by the superstitious belief that going to hospital would hasten their death. Hospital

Personnel were reported to have said that the beds they occupied and the medicine they consumed

jive and who did not have a terminal disease.

oo far man nfnluhnhn‘f:f‘h rOl...-,,
Mo T NIV Mgy O il nee t
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s, PWAS found themsealves 1aken to hospital by their kin and then when they got to the hospital, they
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22575 they lead one to question whether counselling may play a role in divorcing death from HIV

%9 Carol whose experiences had been so bad that she ended up at a psychiatric hospital and

"% & aresult, undergoing constant counselling, also said that her counselior stressed that death is
“22swill She was deeply affected when both her previous partners died of alleged AIDS-related
“a-:%3 The idea, reiterated by her counsellor, that it was not AIDS that had killed them but rather that

S5z had willed theie death, sustained her.

"was deeply affected when the two men | was involved with died. 1 had nowhere to hide, |
rnew that | was going to die too. This pulled me down a lot, | could not function. [t was my
tounsellor who helped me. She said that | should not take other people’s misfortunes and

Make them mine. ‘God has a plan for everyone, He knows why those who die do so when
Ihey do. He also has a plan for you. You will die when God wills it and not before’. This

fielped me a fot and | have started to put my life in God's hands.

Finding a place to die: HIV/AIDS and health care in SA _ _
Fis all very well to suggest, as Kammerman does, that those who are dying are likely to spend

et firal days in hospitals and old-aged homes (1988). This may be the case where such faciliies are

“<2uable and are equipped to deal with protracted deaths. But such facilities are already overtrowded

“undertesourced in the townships such that people who are infected with HIV or are dying from

b &

"~ are often told to go home to die there. Many o

V2 et they had received at provincial hospitals, Nonethetess, they would most probably be taken to
©hopital in the very final stages of their lives when they got very ill, some against their will. It is, as
"Lt 2Ross notes, an instinctive reaction to take sick people to some institution anc thereby neglect to
hersir tneir wishes to remain at home (1870). The reluctarice to be taken to a hospital was sometimes
22156 by fear of the ill-treatment that they may have already experienced or that so many others had

% about and by the superstiious belief that going to hospital would hasten their death. Hospitai
e beds they occupied and the medicine they consumed

A dh

T us PYAs ound themselves taken fo hospital by theirkin and th

VY HAE
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“25 compounded by her doctor's prediction that she did not have long to live. These factors influenced
fer attuds and begame a turning point in her life. She said that the appaliing treatment made her

5alze hat she had to be self-reliant and brave. She then religiously attended all her counseling

~hedmore and more to prayer and found solace in religion. She carried 2 bible (which was a gift from

12 o the schools to which she had disclosed her status) with her everywhere in case of an

Erergancy. This meant that if she su
520t her. She wished that this act be priorifised over taking her to the hospital. Prayer and reading
L0 had become a pitlar of support for some of the women. Most women said they identificd wiih
T2 siory of Job who was persecuted by the devil. Job fost afl his worldly possessions and friends but
Uiz Lord protected his soul. Feeding the soul had become important in the face of bodily decline. The
<€ positive thing that the women identified from this iliness was the chance to nurture their refationship

‘i God. A belief in divine deliverance gave them hope when friends and kin had spurned them.

258 women's religious beliefs went beyond the punitive moral tone that accompanied HiV-infection,

"=ad they focused on the salvation and hope offered by refigion.
The stigma that surrounds infection deprives those

ny losses. Th
W0 are infected and those who are affected from coming to terms with the disease with the support of
Glrers. Instead, they are forced to hide their anguish and fo cope, as best as passidle, in isolation. As
Seai from AIDS is also denied o7 kept a secret, families and individuals are forced to grieve in isofation
214, again to, forfeit social support My research suggests that grief that is associated with AIDS is

Paticularly proncunced: not only is the death mourned but alsc the cause of death. Another factor
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near cerfainty and grieving

51275 long before the death. Kamerman labelled this phenomenon ‘anticipatary grigving (1988). This

~L3ss may create a guilt-ridden rift between the sick person and the family long before the actual

sLace resources, which deprive other members of the family. Family members and refatives may,

msanwhile, feel that they are not doing the best they can for the sick person. The awareness by both

“iz family and the sick person of the impending death may facilitate a better preparation for the death

censcious of a lack of support from Joved ones and appeared unaware that their families were also

s.ffering and were, perhaps, unable to offer the sustenance they so desperately needed. Blame for
brnging shame to the family weighed heavily on already-stressed refationships. Anticipatory grief afso

= “empted the emotions that were ordinarily felt at the death of the loved one. Bereavement, then, was

vt accampanied by griel and this might hs

Dealing with death in the townships o - S
In South African townships, it used tc be customary to paint windows with ash 10 signal a death in

t=‘amily  This custom is now seldom practiced and news of a death is usually spread by word of
Moot The cunosity that surrounds an AIDS-related death in the township means that the news of such

howill be made known far and wide in a short space of tme  Kammerman's observation that the

A lea

17 zency (o remove the dead and the dying from mainstream society results in death being of lite

tseyuence is not true in the townships (1988). He qualifies this observation by the statement: [als

C v liz g of tie consequence to our community, $0 100 is our death’ (Kamerman: 8). As is already

¢.lznt general interest in HIV/AIDS victims was sustained thr

ver,
o

me lengths to try to hide themselves from public scrutiny. Despite the physical segregation of

it

F.45 from mainstream society, AIDS-related ilinesses and deaths continued to attract much pubiic

Ttars -
ALE
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fitensefs community interest in AlDS-Telated deaths that Grace, one of my interviewees, told of

"+ fellowing experience: some neighbouring women came to her place to mourn her ‘death’, only o

"e=thar as they were coming through the gate. These women quickly refreated in embarrassment

co
sdl

[

o

According to my ne[ghbours | died on the 4” of July, that was the rumour that was spread. |

- e b o o

am Q'hlll| wahne for Are af 2rm e b mmrian b prem mamad mms s o adlal
wallitig 100 GNE Ol those women to come to me and Say sometning vecause now none

ofthem can look me in the eye and talk to me. | have become a living ghost to them,

This example shows the power of rumaur and how PWAs are anticipated to die sooner than other

“=2ple, such that people seldom checked the facts before they believed that a PWA had disd. Another

“oran, Juliet, said when she was faken fo the hospital by

3=d In her case no one came to mourn her death but it was believed that she would soon be buried.

ople were tongue-fied when they met her, they could not beflieve that she was flesh and blood and,

LU LG SUCIEY,

Already discussed is the tendency among some families to reject those who are infected. The

=2'2d person may have left and die way from their family of origin. The famify was, however, forced
i acrrowledge the death of their relative and to ‘da right with their bodies. In Soweto the shame of
ravledging a relative who has died from AIDS-related causes was minimal when compared to the

Iy, The blood ties that bound family members together may

T

“nthose who were forced into a life of exile while they were dying wer

= AR
|~44A4

=n @ ‘proper’ burial. Those relatives and friends who looked after the dying person could not assume
"= responsibility to bury her or him without the permission of close relatives. This permission was
£5'20m granted as tradition dictated that the dead must return home to be buried. Death is sacred and

©.sything else becomes trivial in its wake. Beriman writes that ‘Ithhe moment of death sets into motion

91 of life review for all participants in the event [t is a time for insight and forgiveness, the last
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The separation was likely to have been bad and part of the funerary rites may involve the reaffirming of

family bonds by burying the dead at hame.

Funerary rites in the township
Much has been said, in general discussions, about the tack of respect shown fo the dead, while

lunerals and wakes continue to atiract attention. People came to pay their respects to the dead and ihe

bereaved. They also canié ‘to see and to be seen. There was a joke in the township, that might have

heir neighbourhood had died and was being buried that weekend. it was important that the house of

the bereaved was within walking distance so that the interested parties should rot spend money on

free beer. in a simitar vein, many a concerned citizen lamented the new trend of wearing bright and

expensive clothing at funerals to ensure the atiention of others, and thus making a mockery of the plight

of the bereaved. Associated with this was a tendency to make judgments about the coffin and about the

Guality and quantity of the food. This practice was condemned because it pressurized the bereaved

famiy to spend more money than was necessary and sometimes more than they couid afford. The

content of the speeches that would be defivered at the funeral was also of much interest. “Would the

priesttell the “truth’ about the dead person or would fie only emphasize the good in the deceased af the

behest of the family”?
that denies the gravity of a death, Prior comments on the

widespread practice of making the dead look like they are alive by, for instance, moulding a smile into

thelr expression (1989). However, some bodies cannot be giver

death are too prominent for this and in such cases the bodies are not open for viewing. ‘Death,

therefore, is only put on display when it is in accord with an acceptable image. Ugly, brutal death i5-4a-

hidden from view..."(Prior 1989:161). In the townships a murdered person was rot open for public
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ezia5. Older members of the family viewed the body at the morgue and there the coffin was sealed

ed deaths, Like death from

[} e

“vmiside, the bodies of people who have died from AIDS-related causes were not brought home on the
“hi before the funeral. Sometimes the bodies did not even enter the yard at all as peopie believed

2t s would bring bad luck to the family. In such cases, a service was held at the home where the
dazeased used to live without the body being present. Sometimes the body was transported home

AL T

¢ the service was taking place and was acknowiedged while it was slill in the hearse. This was

sssause such deaths were due to ‘unnatural’ causes and were believed 10 be poliutng in the sense that

nature in the family. This shows that the body of a person who

"9 the cue from Prior who argues that it is important (0 inquire

=ceved and constructed at the hour of death, as well as to highiight how this might impact on the

iy LI AG0G amter will a0 on t¢ w fhat an ‘AIDS dzath body' was treated
Ly plouess (1889), this chapter will go on to show (hat an AIDS dce y é

dtzrentiy from g 'normal’ body.
During my research, | interviewed pastor Maphke who was very involved with the hospice. He

w5 amember of the board of the hospice, he ran a community-based scheme that cared for PWAs by

Lidng them with vegetables and other basic supplies'®.  Pastor Maphike was called on many
Sesasions (o minister gver L et died from AlDS-related causes. He told me that

¢ funeral homes had special quarters where families could perform the ritual cleansing of bodies.
used by witchcraft. In such

“hese quarters were used where a death was beligved 1o have been Caust vitcher
| . The body was

zarces, the body was doctored so that the curse fnay return from whence it came y

In this case the ‘dark cloud of death’ was

“rirly doctored if the death resulted from a homicide.

iving force behind this
 These qoods were donated requiaty by certain business concems. Youngsters were the driving force

PWAs known to the pastor. These youngsters had undergone a six-

"iwe, ey packaged and delivered the supplies o

i cctse on paliiative care offered in conjunction with the nospice
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e:3ed to the murderer. Although some AIDS deaths were believed o be brought about by witcheraft,
ciizy and as a result ritual cleansing was emphasized. Depending on the beliefs of the family, people
2 ne church or traditional healers woutd be taken with the older members of the family to the funeral
s on the day before the funeral. Mere prayers for forgiveness were said on behalf of the deceased
o sori form of ritual cleansing was performed. The coffin was then sealed and not opened again.

an Gennep analysed the rites of passage that help individuals through major life crises (1960).

“zeording to him, such rites have a tripartite structure that can be divided into separation, fransition and

o the fiving and not the dead, a parallel can be

¢ 3ryday fife into the mortuary where she or he will remain in a fiminal

.z Gite that she or he is being prepared for. The funeral is a ceremony to incorporate the deceased to

5 e, s en event jo mark a transition from one life to the hereafier. The fact that a person whe

© 51 Tom AIDS was nat brought into the house before being incorporated into a new life was symbolic

Cthe deflement that AIDS was associated with. A step is skipped in the proceedings in order 10

sevent pollution. The fact that the body of Mr Parks Mankahlana, whose story is detailed in Chapter

T wias only brought home on the morning of the funeral and did not stay Over night as befits a family
"o asserts that as the deceased simultaneously assumes the identity of a corpse, & soul and a social

E2ing the funeral is organized to focus on each of these aspects (19

szento be poliuting, as a soul, he or she has been judged to be tainted and as a social being nations of

cuity are brought to bear on his or her character. n Soweto, the ‘AIDS body' was, thus, found
4201 2 all these levels and did nat merit an overnight stay in the house. Although bringing the body
¢ an exiled relatve home for proper burial was important and was seen as a means of reaffirming

that such a death was polluting remained. In additon, ritual

I"

p
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248720 bonds, {
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t2275ing was extended to the home of the deceased during the funeral. Here those who did not go o

)

"ot rsturning from the graveyard to Symbotically wash the shadow of death from their hants as they
znare 1o partake in the feast'®. In both homicide death and death from AiDS-related causes an
213 may not be slaughtered as both were thought of as unnatural deaths and blood to appease the
= 225lors may not be shed as they were blamed for allowing such deaths. Although the women [ knew

+#% concerned abaut ritual cleansing, they did not expect to undergo such a process after their own

:z2hs. They did not believe that their status called for ritual cleansing.

W2 spoke at length about the guestion of ritual cleansing. There was a consensus among the

"% disd and she had not been titually cleansed. This concern became pressing as her condition

it I olher women advised her, at leas, to buy a chicken as a medium to Tulk] the purpose of

"l cleansing if she could not afford a bigger animal. It was considered a mishap if she should die

“HTisyt being cleansed of the bad fortune associated with losing her children. Maria was notthe only

“umian who had experienced the death of a partner of family member. Lack of family support meant

"2 those women whose partners had died also did not fulfl this obligation. However, this was not

“otussed so much as Maria's case. [ W thesize that this was because Maria's refationship to
"% childen was publicly known and was socially sanctioned. They were her chidren, she was thelr

wher and she had to be ritually cleansed in the event of their de

e had died were not martied to them and their relationship was thus nat socially recognized and

b —

. i ' ity. cing the
Il qaling the food that was prepared by the family was generally seen as a slight against the famity. Aftencing

to be eating with the rest of the moumners. Certain churches did rct altow

-"uidl was not encugh, one also had fo be seen
nepvaen being neighbourty {and eating) and adherng to e

"t mevbes 1o eal at funerals, such people were caugt

©Llmution of thedr religion,
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~rrovedged as a marriage. Although ardinarily @ woman's family would help her undergo some sort

EI

o aal cleansing in the event of the loss of a sexual partner who was not recognized as a husband, the

w5 of HIVIAIDS and the tensions that accompanied it meant that surviving parlners were not

[$%]

2yded this assistance. Kamerman cafis such peopie who ar
Faiz no acceptable right o mourn the ‘unidentified bersaved {1988:68). | think that the advent of AIS,

“hon extracts the severest toll on young peopie who are tikely to be unmarried and whose relationships

 socially recognized, means that the number of such unidentified pereaved will increase. These

FENG

o Lohyg woit by othisr Inginbers of tiell Emilics while they were in hospital, They b
545t0n to the possibility that family members Iked these particular clothes and wanted to wear them,
s wearing of their private apparel was (n anticipation of their death when these clothes would be
cimed. The long trajectory of an AIDS death meant that victims were in @ progressive state of pollution
=% they approached their death. Their possessions, especially the clothes that they wore in their |ast
Individuals therefore chose

(Rl

manths, would be considered polluted and would have to be burnt.

tiihes and other items belonging o the sick person before this happened. Famly members, in

«
(=R
o
22

aricipation of a person’s impendin
¢z polluted’. No healing attribute was hestowed on the persenal possessions of the deceased, their

capasity to cultivate a feeling of closeness to the deceased and br
h is polluting because the corpse is ‘betwixt and between’

sustent. So, it was not only the fact that deat
it was also that some deaths and, thus, some

o distinet (ife situations as Turner (1967:93) argued.
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~wises were regarded as more polfuling than ofhers. The fear of contagion that characterized

It afions ips while the deceased was alive continued o concern the living after his or her death.

The advent of HIVIAIDS and death following from AIDS-related complications have led to old
eaning as people try to deal with this reality. The ritual destruction of the dead
ksTs0n s clothes is one example of this. Whereas Kamerman notes that ‘[here are usually periods
J:mng vikich old rituals are questioned and no new rituals have yet become acceptable subsfitutes

1533 33) In this case old rituals are given new meanings in the face of a new threat. Pastor Maphike

Contemporary funerary rites

f4e as people bomowed and adapted rituals from other cultures.

s<hibited both elements of continuity and of change and, as demonstrated abave, much of this change
iphasized

=tefl to the particular circums
that deaths resulting from AlDS~related causes were often hidden and alternative explanations were

Cresatcd This furiher influenced the rituals that were cavied ot Iif the extended fanily, who alsp

pEroore in the ritual performance, believed that the death was due to some other cause, then ‘normal
“als would be executed. Thus, where the denial was more prominent than the acceptance of such a
“zath. "normal rituals would be performed.

A further consideration was the fact that life insurances seldom paid when ‘AlDS" was the cause of
death in death certificates. Moreover, doctors befieved that even where the patient had no insurancs, it

a7 easier for the family if the cause of death was not explicitly said to be AIDS {ethics debate on

tember 2000). The family was believed fo

‘4 f‘ *-\,,,,!r:s 8 d at {Ihn {inivaraiy of the Wihuatarsrand Senf__
o 2 UTHVEISRY Wi WG WikiWai of i, 12
\rg to what was written on the death certificate and to ignore other possible explanations for the death.

sould be difficult, in any case, to cite the actual cause of death because as K Kammerman points out, &

nber of pathological conditions may be present at the moment of death (1988). Thare may also be
ral complications that togather cause death rather than any single affliction. In this way, the cause

h would be diagnosed fo mask those particular aspects that might indicate AIDS-related
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symptoms.  This tendency is not confined to the South African situation for Prior also noted this in

tihus, it is sometimes the case that certifying
practitioners deliberately seek to suppress clinical data on the ground of sogial sensitivity... (Prior

1685:91)

The impact of an ‘AlDS death’ on the family
Itis not to be doubted that the family is also affected by the death and dying of one of them. This

s especially true for family members who share the same living space as the dying person. Losses that

e Tfected persan experiences - such as isolation and lack of social support - may also be felt by
mMembers of the household, tience they are spoken of as ‘the affected’ in this thesis and in AIDS

dscourse. The grief of experiencing the dying trajectory of a loved one takes its tol} on relations, fuelling

contaminated, of the unknown and of how others will react are alsa real to families of PWAs. The
ceaiment and caring for PWAS digs deep (nfo the resources of the faraily, depriving others of their share
ard this may breed resentment. The dying person might be blamed for bringing such shame in the
faily and might be treated badly ~ or believe him/herseff to have been treated poorly. The slow death
¢ aloved one s difficult to witness angd with HIVIAIDS families are also forced to experience it. There is
substantial literature demonstrating that families, pariners, spouses and communitias react in inhumane
ways to PWAs, but there is also a need to recognize the enormous difficulties that need {o be overcome

uihen accommodating an AIDS patient. The challenges of coming to terms with a famity member dying

‘carrange their lives without the deceased, but perhaps still with the spectre of AIDS hanging over their
neads  The threat of AIDS does not only impact heavily on the affected family, it also impacis

wsfoundly on the emotions of the infected individual during their final moments.

Terminal illness, emotions and final moments
Kubler-Ross has delineated the stages that terminally il people go through (1970). The stages are

zznial, isotation, anger, bargaining, depression and acceptance. Although this model of a procession
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femone stage to another has been critcized, some light about the challenges of living with the
*rowledge of one's imminent death can be gleaned from it. The model is also useful if there is a
recognition that some people may become stuck at one stage, or regress to ‘earlier’ stages and may not
his model is that it does not give guidelines on how the
manifestaton of these stages can be observed by another person. The expression of the emotions
aisociated with particular stages will differ from person to person and from culture to culture. | have

a-zady shown that denial was exhibited by many of my respondents and what form it took. isolation is

sontradictory emotions demonstrated in previous chapters to be a fundamental part of the AIDS

esperience. For example, 1 have also come across bargaining with the virus. Earlier chapters have
$icwn that isofation is @ major experience of these PWAs, But, how, for example, does one know if
zother person is depressed? What behaviour accompanies this state and is it universal? Depression
s asseplance drg tiohien statas of bamy and like e other stages they may be fieclng and contingant
onoother circumstances  Perhaps, understanding these emotions as stages that follow one another is
Tiing A better understanding might be that they are emotions that the terminally-il are likely to
siperience at some points during their illness, possibly even experiencing contradictory emotions
snuftaneously  Some of these emotions might be experienced more than others depending on the
"=mperament of the indvidua!, his or her worldview, support systems, evaluation of their life, who they
. be leaving behind and their socio-ecanomic circumstances. | found that blame, a condition ignored

is also a prominent emotion in PWAs - they blame themselves for contracting

~ected, they blame thewr families for not taking p

2>ng enough for them and they blame the hospice staff for having ‘exposed’ them to their communities
=3 Grace's story in the previous éhapter demonstrates) Helplessness in the face of death and other

2nalenges might also corné into the picture and this is not equivalent of Kubler-Ross’ acceptance stage.
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their lives with a forbearance that some inner quality makes possible in the face of all the losses and

agversity. Like everyone else they love, they hope, they appreciate the funny side of things and they

augh. Remarking on the courage that fiving with- HIV/AIDS Een{ands of the individual, Corr et al

postulate that although

[djeath is still perceived fo be an enemy, an unwanted intruder but compared to the dying that
Is sometimes associated with the fast stages of AIDS, it is almost welcome. AIDS may
reinforce the belief that death is not the worst thing that can happen to humans...{1994:446),

ior e and against death (1977, cited in Bertman 1991:70). However, there comes a point where
struggling to live is useless and no longer desired by the dying. Aisop puts it thus ‘[a] dying man needs
o die, as a sleepy man needs to sleep, and there comes a time when it is wrong as well as useless to

resist’ (1973, cited in Bertman 1991: 70). According to Kubler-Ross people who have been given room

1 avrraoe thair anmar on ranbroabinm A hainA
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the stage of acceptance (which should of course not be mistaken for a happy stage) where the struggle
is over and the dying person is more preaccupied by the hereafter than with things of this fife {1970}.
But the silence that surrounds AIDS deprives affected and infected people the environment to voice
their fears and frustrations. In a video recording called The Dying Game by the British Broadcasting
Corporation, people who had been diagnased with HIV mentioned how their first instinct upon hearing
the diagnosis was to shout | HAVE HIV', The reality of this knowledge was too much, they felt that they
could not keep it inside them, they needed to share its load with others. In the township, where being

infected with HIV was regarded as the worst thing that could happen to an individual, secrecy was the

AP i £oniss mrmem e martabmdd $hab orsmmliad | A individnale with the sunnart thev needed  Instead
norm and few avenues existed that supplied infected individuals with the Support th€y needed. instead,

their condition was viewed with contempt, forcing them to hide their status in order to remain ‘normal’ in

the eyes of their communities. This social denial interferes with the ‘normal’ processes of mouming and

rtual observances of death.
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Kubier-Ross™ (1970) observations about terminally-ill individuals reaching a stage of acceptance

= Unoticed this because | needed to interview one woman whom | was particularly interested in. She
«as part of the focus group | formed but was taken ill shortly thereafter. She recuperated at home. She

2éma back and we celebrated her birthday with her but she was taken ill again and this time went to

vied 1o sleep on the sofa as she did not want to sieep in the sleep-over section of the hospice.' |

anled to arrange an interview with her to talk about her experiences of celebrating her birthday, of

b2 ng sick at home and of har tma at tha haenital | felt however that an intarview at that stane of her
I (=1} MOOTIT WDy Gl DIWOMIRGE. § L TR O YL, WIS G0 RS VIR G UGl Swhage VI NG

ST AL TN Tt

ifz must be very trivial. | could not come up with an adequate way to broach this subject with her
Lubkly because | el that shie had become pieoccupea with other unportant things that did notielate
v har present bfe. 1 finally summoned encugh courags. on the third day that{ saw her since her return

rszy can we talk tomorrow and she said yes. | could nat find her for the next few days and | never saw

o again We learnt later that she had died.

Death at the hospice
Death at the hospice was such a common happening that the women made an agreement not to

2+ when someone did not appear at day-care It was known when they were either in hospital or were

taken care of at home. in the event of death the family would inform the hospice and transport

pvaey Wi

Lamn 3

- —_— —_——_———————

There was a shared baiief amongst the patients at the hospice that the beds i this seclion were 'spooky’, anyone

sl tare was ikaly o diz soon after So, although they wsre allowad to rest on the beds dunng the day, many opted

r 0 the sofas which ware more uncomfortable  Some patients, especially the ‘newer anes did go to sleep on the

©as they had no* heard the stones about the beds  blost of the ‘older patients knew' someone who had ded after

71t onane of the beds and never slept on them
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soud no longer be arranged. In many cases the nospice personnel failed fo inform patients of a

fend's death. This was much discussed during my fie 1dwork and while some patients argued that this

semed them a chance to go to the funerals of their friends, others said they would rather not know

An"

hecause it was detrimental to efforts to overcome their own fear of death. This soon C hanged and,

dunng my fieldwork period, the hospice personnel made a policy decision 10 inform patients of their

p2ers deaths. My sense is that knowledge of this sort was easier to accept when the deceased was

of the older womnen or if her condition had deteriorated so much that the others already anticipated

o

on
W

e death. Those who died at the hospice were taken out through the bac

(et

see them although they always saw the undertaker come

2

nn
Vi

the day-care section of the hospice woul

ad knew that his business was to collect the deceased. In addition, those patients who were in the

ariably tell the news to their friends.

sizep-over secton of the hospice when the death occurred woutid inv

S0, a death was never completely concealed from others.

it is mpoitant 0 pursue the quesion of hov the deain of others affected the survivors or the

~cspice group because their relationship was based 00 sharing the common fate of having a terminal

‘ress It was upsetting to the group who remained at the hospice when it became known that one of

nsolation could be had from having expected the death when it happened.

inermn had died  So

There was also some consolaton in the belief that the deceased has been released from 2 painful

son having been granted rest after much suffering

crding  This was spoken of as the pe

e hospice for some time and had, therefore, witnessed many

Havertheless. Carol who had peen at th

s.ch deaths sad that these experiences putied her down. in other words, she was depressed by these

so overwhelimed that she felt she could not face her own life. This and

experiences and was sometimes

e had to go for

o difficult for her he ha

-+

her HIV-positive status became S

5inzr experiences related t0
dversely affected by the death of her friends

She said that aithough she was still a

said had about God having a plan for everyone.

and age group, she found solace in what the counsellor
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This viewpoint was reinforced by her belief in the scriptures, she constantly carried a bible and
toutsicge and sat alone toread and pray.

At hospice, the dead were remembered and often spoken about. Some of those who died were
smembered in the day-care section for specific reasons: because they had a favourite chair, or a
‘aiourite song, or were very sick or were nat perceived to be very sick at the time of their death. After
ine death of a hospice patient, the hospice transport, that collects and delivers patients, would change

lts route as certain patients no [anger had to be picked up or returned home. So when someone wanted

ofners to remember a certain place they would make an example abaut where so and so used to be
pick up. The families of the deceased é!so used to come fo the hospice for some or other reason and
ey would sometimes mention the deceased. It was not taboo to talk about the dead but occasionally
tzars would be shed because of the thoughts of lost friends and the others would stop that particufar

conversation. The dead were, thus, mourned and their memories celebrated when something positive

Crvielises e
AR B RN | u:ﬂUH

Kubbler-Ross asserts that death is associated with a bad act, a frightening happening, something
that in itself calls for retribution and punishment (1970:2). Mims similarly argues that death is frightening

i that it leads one to the unknown (1999). He, however, observes that death is not feared as much as

shown that the protracted trajectory of HIV/IAIDS added fo the

pollyt ng affected the dying process. Dealing with the reality o

more challenging in the face of the HIVIAIDS epidemic, ieaving individuals to deal with their situation as

as they could and many of my informants turned to religion. This chapter has argued that death

associated with HIV/AIDS was seen as particularly polluting because of the connotations of sin and

tunishment. Moreover, the advent of HIV/AIDS affected how the dead were dealt with. Just as 3
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serson who was dying from HIVIAIDS was deemed polluted and polluting, 50 was his or her dead body.
This perception led to particufar rituals being performed to cleanse the bodies of the dead.

The argument that the removal of the dying from saciety into hospitals and hospices fostars a
denial of the reality of death is challenged in this chapter. . The high rate of AIDS-related deaths in the
winship fostered public discussion about death. Progress in medical knowledge has generally meant

that death is associated with old age and is not seen as affecting the younger population. Such

young and the poor. That AIDS kills the young is shocking and that medicine can do little about this
adds to the shock, resulting in religious explanations for the epidemic being sought These factors
nlluenced how the dead and dying were treated. In addition, hospitals in the townships were not
€qsipped to deal with HIV/AIDS patients whe were regularly sent home to die. The concept of the
fiaspice was still new in Soweto with the result that only a select handful of people from the township
had made use of it. Many of Soweto’s peopie living with HV/AIDS still died at home, atbeit a different
ome to the one they lived in before their infection. Death in the townships meant that the deceased
=0uld have to be brought back to their original home and be given what the family deemed to be a

Nroarar hariml Eorm e e o mm saibem 1ipm
MV Nl VR HIIDSE WHO s

nome at the end of the day. Those who did die at the hospice spent only a short period there before

they died.
Finally, and most fundamentally, HIV/AIDS and its association with death has not only shown the

weaker side of human pature. | was amazed by the courage that was shown by the women who are the

subject of this study. Despite all the challenges that they faced or maybe because of them they had

faitn and hope that kept them going from day to day.



Chapter 6

Conclusion
This resgarch portrays the fives of black women from the township of Soweto who were living with

AWAIDS and its many challenges. The research was conducted in a hospice, a new phenomenon in
g township of Soweto, and, as such, considers the signifi
Iz nzgative effects of affliction. Moreover, this research seeks to disaggregate experiences that are

petinent to women thus, ‘giving voice’ fo a category of people that has been often relegated to the

mnges of important issues. While the subjects of this study have had different experiences as
ndividuals, there were also experiences that they held in common as women fiving with HIVIAIDS in a
tunship setting.  Lack of adeguate knowledge about HIV, fear of infection, the moral tone that

Muariably accompanies the disease, blame and counter-blame were some of the factors that further

zraterbated the stigma of HIV/AIDS. These factors also proved to be obstacles in making HIV/AIDS an

crtinary disease that warrants social support and empathy.
This thesis has argued that negative attitu

n‘soted and affected individuals to keep secret an HIV/AIDS diagnosis. In South Africa PWAs lacked

Fositive role models as even prominent citizens who were fiving with the virus kept their status hidden.

“he national controversy on whether HIV causes AIDS, in which the is deeply embroiled, has

rs helped the case of PWAS for whom the resolution of such matters is of personal significance. The

contusion sparked by such discussions contributes 1o the perception that HIVVAIDS is mysterious, it

eudes definition and thus cannot be a ‘normal’ affiction. Such a context results in PWAs and their

families not getting much needed support.

Amongst AIDS practitioners, there is a general understanding that women are particularly

er from those of their male-

wer I it
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“inerable to infection and that their experiences of
Counterparts. This research has shown that women, whatever their circumstances, were active players

" e sexyal dynamics between them and their men. It is true that women were disadvantaged in many
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“afS Vis-a-vis their male counterparts, but they were not completely lacking in ability to influence the
retre of their sexual relations with men. The advent of an HIV infection further complicated matters.
Rether than try to negotiate new ways of sexual expression, the women in my study opted to refrain
em any sexual relations. This decision was based on their experiences: most of these women had
been in precarious retationships characterized by viclence, infidelity and a lack of mutual respect. Their

Scision to turn away from men and to concentrate their efforts on fulfilling their and their children’s

needs reflect these past experiences. Atthis point in their lives, they saw themselves as having nothing

offermen, buteven more impaortantly, as having nothing fo gain from refations with men.

This research also examined the impact of the virus on the women's bodies and their changing
body images. The idea that their bodies were in a progressive state of decay was repeatedly expressed
ined. The women conjured up an image of a disease
tha: eats away at the body, leaving the body devaid of any fluids. The odour of death that they said was

Laiatienstic of PWAS was aftributed to the physice! erosion of their bodies. Hence, they came to think
of themselves as having ‘dirty blood' and had an overall sense of being ‘lesser women'. Famale

endowments such as breasts and curves shrunk away, stripping one of assets that were once sources

oiself-esteem. This, for the women in my sample, was a factor that contributed o the Jack of interest

s2xual matters,

e relationships between men and women. Whereas men

Another factor concerned the fragi

“iamed the HIV/AIDS pandemic on women’s use of contraceptives, especially those that disrupted the

mznstrual cycle's, none of the women
hey should be blamed for HIY, although they had al heard this theory. They blamed the men in

Far fives for their infection, although ironically many could not pinpcint exactly which man was

s5ponsible. There was a general consensus that men slept around and that they were the ones

reading the disease, despite the fact that women too have had numerous partners in the course of

zz2ved to be dity and thus defiling.
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en and women were very common, as was ¢ohabitation in

xual

the townships. Both men and women could have ~ and often would - have more than one sex

=124 1 ' H
rsiauonship at a time, although this tendency was not encouraged in women and often remained

n .

0 have significantly influenced men's ang

>
«
o
o

“andestine.  Although the HIV epi
#Omen's sexuval relations, judging by the incidence and prevalence of HIV infection, it is my contention

that this may change and that both men and women will, in the future, be more careful in their

interactions.

eir children. The women's children featured as the most important people in their lives, at the time of
e research, and about whom they were most worried in the light of their own infection. This worry

semmed from several factars., At an immediate leve! the women were worried that their children would

ind out that they were living with the deadly virus. This had become a major preoccupation with some

Cndovmran and often extended to other people as we
vozsibility that their children had become infected with HIV and their future would be bleak without their

mathers’ support,

In"an attempt to go beyond mere description of events and processes, this research seeks to
wrderstand the phenomenon of HIV/AIDS as a lived experience in the township and in the hospice.
I'nis thesis has shown that families were hard hit by the event of one of them being infected with HIV,

fience some of the extreme reactions such as ostracizing the infected individual, chasing them away

ically. This. in Soweto, occurred in a& context where the family

and behaving harshly and unsympathetica

=l was not accorded support by others and was not above moralizing about HIV infection. The

Francial and emational resources required by the drawn-out nature o
neavily on all concerned and providing assistance far such affected persons is an enormous challenge

@ the South African government. The extensive provision of counselling and ali-round sugport for the

famiily would make a difference to the assistance extended to PWAs. The hospice initiative and training
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cflay personnef as community workers in the home-care of PWAs might alleviate some of the pressures
borne by affected families. Government contributions towards this program could mean that support is

extended to more families, and this also has the patential to alieviate some of the fear of contagion that

-.f

Informs attitudes towards PWAs.

Another challenge facing South Africa is finding a means o encourage people to volunteer for
regular HIV testing. This research project has shown, however, that the ethics governing such testing

WEIE 1S Ja[! vinlated Thlch ad im p tions fo
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and for the rest of saciety who may decide not to test for HIV because they do not wish fo be violated in

the same manner. The challenges that face the country with regards to testing do not end with the

process of testing itself.  Support is needed for those who test HIV-positive so that they can make

resitive decisions about their lives and about their relationships with others. If testing for HIV could
vecome ordinary and routine in the minds of the populace, a great feat would have been achieved in
stinbaling the spread of the epidemic. The fact that everyone is at risk would have filtered through.
AIV/AIDS would be everyone’s problem, not only that of already infected individuals. Feelings of shame

a1d disgrace for being infected would diminish with the acceptance that everyone is at risk. This is

nnnnnnnn of th ulation is high, such that every sexual encounter
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i=tomes that much more likely to be infectious.

The acceptance of the idea that everyone is at risk might also make it easier for infecled
ndividuals and affected famifies to disclose an HiV-positive status, thus allowing them to gain moral

and other support from others. As shown in this thesis, HIV/AIDS was highly stigmatised and any

Tisplay of associated conditions had the potential to discredit the individual and the affected family, Life

expzriences before an HIV diagnosis became different to those after the diagnosis. This was not

ecause of the disease itself but because of the meaning that had been brought to the disease. As a

rssult those who were infected and affected would rather take the secret to the grave than let it be

d dicaace n_ ﬂf Il
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ally-stigmatise sure condemned infected

Frown that they were afflicted by this mor



M3viduals 1o a life of trying to cover-up their infection so that others did not have the opportunity to
j«¢ge them. HIV/AIDS had also, however, become a source of contemporary interest in the township.
51915 of HIV infection were looked for, or rather HIV infection was perceived to present with certain
“ummon symptoms, which if found the ‘obvious’ conclusion was drawn. Non-disclosure, covering up
and withdrawal from the public sphere was, therefore, no guarantee that one's HiV-positive status would

remain the exclusive knowledge of few people.

Disclosure was also linked to whether an HIV-positive diagnosis had been accepted by the

rected person in the first place. This acceptance was made difficult by the natural fendency to deny
tarrying a life-threatening disease as well as by the fact that HIVIAIDS presents with symptoms of
Gszases that are well-known in their own right. As shown in this thesis, it was often easier for one to
contthat HIV/AIDS, perhaps more than other diseases, is by its very nature liable to being construed in
ddpicity of competing ways that inform the steps taken to deal with it. I Scwelo, scarce resources
“re used in a bid to attain a second opinion. Coming to grips with an HIV diagnosis was furthe:
“omplicated by the relationship between HIV and AIDS, the former manifesting itself in bouts of illngss
rich may be perceived as ‘ordinary’ speffs of sickness and the latter being a signal of imminent dea
foceptance of the fatal nature of HIV/AIDS was brought by the realization that the body was steadily
#ling despite all the efforts of the patient and the despite the different healers consulted. This
zzlization weighed heavily on the individual and counselling can play a significant role in changing the
n2vidual's attitude for the better. The time devo
Y fim or her in a non-judgemental way distributes the burden of living with HIVIAIDS.
The general public still needs to be extensively educated about HIV/AIDS, or perhaps to be re

etucated. This education should go beyond the basic facts about the disease on which the general

vanlic is already well informed. The rote learning of basic facts — such as the public has received to

442 - provides inadequate assistance when one has 10 deal with decisions about sex from day-to-vay
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Scare tactics have also failed to assist men and women in making life-saving decisions about the nature
¢ sexual interaction. Instead, these tactics are perhaps to blame for the irrational fear of contracting
HY that was shown by the public. Both men and women at grassroots level need to be consulted about
s details of their sexual lives and these should be considered when policy is formulated. This is,
indeed, a tall order considering that sex is not an easy subject to talk about and the vocabulary used by

peopiz on the street may be different from that used by researchers and policy makers. There is also

o carry out such consultation are scarce. Nonetheless, the

—
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necessity of understanding sexuality in context and in relation to cultural norms, in order for education

and social policy to be informed by this, remains. The confext of poveity,

iliteracy, unemployment, violence and an overall sense of doom plays a role in sexuality and sexual
nterplay amongst the poor, shaping their responses and, as shown in this thesis, their inability to protect
themselves in the face of this epidemic. In the light of this knowledge, it becomes clear that sex workers

1 : o f in & i1
il their clients should not be isolated as the core transmitters of HIV, as is the thrust of many

fions. as the conditions that prevail in the lives of sex workers are widespread in society. An

Interven
susrt recognition of these factors has to be made in palicy regarding HIV/AIDS. Efforts to educate must

itive change in the lives of peopie SO that they may come to
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value their lives and strive to uproot themselves from the cycle of doom that they perceive their lives to

be.
This thesis has argued that, for poor residents of Soweto, South Africa, an HIV diagnosis was

taciamount to a death sentence. They had no access to the anti-retrovirals and resources that help

PUins lead a healthier lifestyle. This highlights the fact that HIV/AIDS is a different reality for the rich

5 epidemic has made a mockery of the promise of ‘A better life for all,

antd the poor. The advent of thi

e rding ANC government in 1898. Hospitals are il-equipped to meet the needs

' ' an urgent
of PWAs whose numbers increase everyday Appropriate accommodaton has become g
is epidemic is high, and there is only an inadequate

calklom o £
UIUI]Q [IR¥LAR]

prablem. The number of orphans res

141



weliare system Io fall back on. The overall care of the infected and affected leaves a lot to be desired.

The government has indicated that the bulk of caring for the sick wou

families and communities. At best, this is an unrealistic suggestion judging from the state of the families
znd commurities who are already under-resourced withaut this added responsibility. At worsl, it is
unlikely that families and communities will undertake this responsibility for, as shown throughout this

thesis. HIV and AIDS have become so highly stigmatised that everyone, including these who are

nected, deny any association with this epidemic.

HIV and AIDS have also impacted on how death was perceived. [t is the young who are most

ies in this epidemic. Although in modern societies the dying usually die
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ou'side their communities, in hospitals and old-aged homes, this was not the case with HIV casualties

who were sent home by hospitals. AIDS deaths caused a pu
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contamination influenced the handling of the dying and the dead. It was in this context that services

rergd by the hospice became invaluable. Through intervention by the hospice personnel, bofn the

fecied individual and the afiected family were given the support needed to try to come to grips with this

disease and to deal with it to the best of their abifity. The hospice gave the support & work through the

r=rsions that came with this disease. Efforts were made by the hospice staff to restore relations

between the patients and their families and to ensure that the death was not over-shadowed by

tensions.

My research at the hospice showed the real need for the sevices offered by this initiative. HIV

often too overwhelming for patients.

A.J m
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inection is a traumatic experience that needs 1o be managed

_—t

families and friends to overcome. Nonetheless, the association of HIV/AIDS with ideas of pollution and

W' death has not only shown the weaker side of human nature, and | was amazed by the courage

xhibited by the women who are the subjects of tis study. They had faith and resilience that kept them

@spite, or because of. all the challenges that they faced. | would like to pay

oing from day to day d
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Recommendations
Based on the findings of this research project, the following recommendations can be made:

There has to be a recognition that sexuality is an intrinsic part of other ife situations and as such
il be influenced by them. The ABC strategy has thus far not yielded the desired outcome of
prevention, precisely because sex does not take place in a vacuum. Prevention strategies should be

informed by this insight as well as by the recognition that hafting the spread of the disease cannot be

divorced from improving the quality of life.

disease. These need to be understood in their complexity and responded to accordingly. Both men
and women should be made to understand that they can make a difference in this epidemic by
assuming responsibility for their sexual behaviour. Men and women have to adopt a cuiture of
openness about sexuality. This should be coupled with respect for the rights and dignity of others.
Counselling and sustained moral support is vital for the well-being of infected and affecled
individuals, This is one of the goals that can be achieved in the short-term with minimal resources. A
system of referrals from lay counsellors to professional counsellors has to be established and

maintained for the benefit of the affected persons. Itis vital that the tact with which these situations are

disclose someone’s HiV-positive status to the public.

The government and the private sector have to make a concerted contribution o the care of the
infected and the affected. Itis suggested that this could be achieved by funding initiatives, such as the
hospice, that are already involved in HIV/AIDS initiatives and have the expertise fo implement programs
on care and mitigation of secondary effects of HIV/AIDS.

Efforts to transform the image of HIV/AIDS from that of an abnormat affliction to that with which

everyone can identify will have to be made. The media can contribute to this by highlighting some of the

positive aspects of this disease, such as its potential as a catalyst for a positive lifestyle and not always
. betwaen highlighfing the



granty of the HIV/AIDS epidemic and the ingenuity of the human spirit to overcome this challenge. It

«icJid also help transfarm percentions about HIVIAIDS if resnected sublic figures whn are living P
h [ ~> TN RARSW WA R B (Y ¥ EA MM W P d l\lvr\l‘llv_ r“vllv |-vvrvv T W4 W III‘III& FVILT AT

/1us disclose their status and thus act as role models. This gesture would emphasize that HIV-infection
is ot confined to a certain sector of society.

The Department of Health has to sustain and accelerate efforts to sensitise South Africans about
tne importance of reqular HIV testing. These efforts should be coupled with publicizing the Patients’ Bill

¢t Rights, which is already widely publicized. It is also important that patients should know what

recourse they have against medical personnel who violate their rights. The asstrance that patients’
rights will be respected and protected at all times and that, if they are not, they can take the matter

further can encourage individuals to volunteer for HIV tests and discourage the medical personnel from

The fears that abound regarding AIDS have to be addressed so that the stigma that surrounds this

zzas0 can bo minimized. The fact that HIV is not easify transmittable should be communicated in

suth a way that will not diminish the reafity of its existence.
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INTERVIEW GUIDE

Biographical Information
Age group: 15-25, 25-35, 35-45, 45-55

Marital status

Number of children and their ages

Level of education: junior primary, senior primary, secondary, tertiary

General information

What was your relationship with AIDS before? (Ever thought about it, know plwa, believe that
it exjsted and how did vou think about it —what did it re resenf_ YOt }

AR AV

wha_t precautions did you take, could you have engaged in safer sex sexual practices
{feelings and thoughts around condom use (what imagery surround condoms) / fewer sexual
partners...do you think this would have made a difference how! why? { WHAT WERE

BARRIERS TO PRACTICING SAFER SEX?) and in what situations would this have been
easier?. FEMALE CONDOM?

How did you find out about your HIV status and what (behaviour. person, practice) do you
attribute your infection to. Can you describe how you felt after diagnosis and how you are
feeling now. (EXPLORE NOTIONS OF BLAME AND VICTIMHOOD). Do you think you might

have unintentionally infected another person and what were the circumstances?

Who did you disciose your HIV status to and why? How did they react and how did you in turn
react to their reactions? Why do you think they reacted the way they did?

What nelp oid you seekfget (just after diagnosis on your ow
did this impact on your life? What made you decide m

4

fo com

ffected your life {loss of friends,

What does living with AIDS mean to you- how has this a
1af behaviour] WHAT CHANGES

employment oppoitunities place to stay, mnm::lr'v and sexu
VM PV LUNITUGY, e b ity [RE=)

HAVE YOU MAGE TQ COPE or how do you cope’?

What have people been saying about you as a carrier and about AIDS in general? (what are
people's beliefs about AIDS?) Did you share these beliefs before and do you stil share them?

{Why do you think plwa. are stigmatized, do you think that this is justified?)

What does being a woman mean to you and do you think that men and women experience
hving with AIDS in similar ways? (care giving. body image (has it changed?), child bearing -

are you open to conceiving in your condition- . stigma, gender relations, support systems)
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Do you find that you are more informed since your positive diagnosis or being involved with
the haspice? Are the aspects about AIDS that you still feel confused about?

What help has the hospice been to you and your family? What has coming into contact with
PLWA done for you? Do you find you can communicate your inner most thoughts and feelings
ahout your condition with others with a similar condition more than thase who are not as

affected?

What concerns you most about your future? What thoughts are upper-most in your ming
about being HIV- pasitive? Can the hospice help in some way?

What help do you think the govt,, communities, relatives and govt. institutions can be to piwa.
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