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ABSTRACT

With the primary focus of disease specific studies on the medical and biological transmission and progression of
HIV/AIDS, the lived experience and meaning-making of individuals who live with this disease, is a literary scarcity.
Similarly, the idiosyncratic meaning-making of middle class citizens diagnosed with HIV/AIDS appears largely
unexplored. Addressing these concerns, the aim of this article is to explore the lived experience and meaning-
making of four middle-class South Africans diagnosed with HIV. Open-ended questions were formulated and used
to elicit the rich idiosyncratic meaning of the complex experiences of the participants. The research indicates that
HIV/AIDS is experienced as an intrusive violation of one’s way of being-in-the-world in relation to one’s self and
others and involves a complex process consisting of overwhelming and intense feelings. The research also indi-
cates that, in the experience of living with HIV/AIDS, a space is created for the rediscovery of spirituality, religion
and compassion. Consequently, an appreciation for life, a need for belongingness, community, and also a transcen-
dence of the mundane by positive embrace of one’s time on earth is facilitated in the experience of living with this
disease. This positive shift in what it means to live with HIV/AIDS in South Africa might have important implications
for the helping professions and from which many therapeutic benefits might derive.

OPSOMMING

Met die primére fokus van siektespesifieke studies op die mediese en ook biologiese oordrag en progressie van
MIVIVIGS, is daar ‘n literére skaarste oor die geleefde ondervinding en betekenisgewing van individue wat met
hierdie siekte leef. Insgelyks, die idiosinkratiese betekenisgewing van middelklas individue wat met MIV/VIGS
gediagnoseer is blyk asof dit nog nie ondersoek is nie. In ‘n poging om hierdie leemte aan te spreek, verken die
studie die geleefde ervaring en betekenisgewing van vier middelklas Suid-Afrikaners wat met MIV+ gediagnoseer
is. Oopeinde vrae is geformuleer en gebruik om die ryk idiosinkratiese betekenisgewing van die komplekse ervarings
van die deelnemers aan die lig te bring. Die navorsing dui aan dat MIV/VIGS ‘n indringende skending van persone
se in-die-wéreld-wees in verhouding met hulleself en ander ervaar word, en dat dit 'n komplekse proses van
oorweldigende en intense emosie behels. Die navorsing dui verder daarop dat, in die ervaring van leef met MIV/
VIGS, daar ‘n ruimte geskep word vir die herontdekking van spiritualiteit, religie en medelye. Op hierdie wyse word
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‘n waardering vir die lewe, ‘n behoefte aan ‘n gevoel van behoort-aan, en ook ‘n uitstyging bo die alledaagse deur die
positiewe aanvaarding van ‘n persoon se tyd op hierdie aarde gefasiliteer deur die ervaring van leef

INTRODUCTION

As a worldwide pandemic, statistics reveal that HIV/
AIDS is fast becoming a major health crisis and psy-
chological emergency in South Africa. Challenging and
perplexing, HIV/AIDS is a disease confounded by the
fact that it follows no precedent for coping psychologi-
cally or psychosocially. Given this however, few stud-
ies investigate the idiosyncratic lived experience of in-
dividuals diagnosed with this disease (Snyman,
1999:12). Furthermore, the experience of living with
HIV/AIDS for middle class individuals is largely unex-
plored. The literature has identified these areas of
sparse investigation to be significant gaps in the expe-
rience of living with HIV in South Africa.

Seeking to address these gaps, this study explores
the lived experience and meaning-making of four middle-
class South Africans diagnosed with HIV. The following
working definition of HIV was utilised in this study so
as to distinguish this from AIDS: (a) Infection of the
Human Immunodeficiency Virus (HIV) refers to a per-
son who has contracted the virus, and who tests posi-
tive for antibodies to HIV. At this stage, the individual
has not yet contracted any of the opportunistic infec-
tions associated with AIDS (Lyell, 1995:56).

BACKGROUND

HIV/AIDS is an epidemic of grave proportions in South
Africa. While sub-Saharan Africa is the most severely
affected globally, the Southern African Development
Community (SADC) is home to at least half of the esti-
mated 24 million people with HIV/AIDS in this region
(UNAIDS, in Shisana & Simbayi, 2002:1). While much
remains ambiguous and equivocal regarding the condi-
tion, it is unequivocally complex in its creation of un-
told anguish and tremendous social tragedy. Daunt-
ingly, South Africa has the largest percentage of people
living with HIV/AIDS in the world (UNAIDS, 2000:2).

The Department of Health estimated that over 5.3 mil-
lion South Africans were HIV positive by the end of 2002
(Fredriksson & Berry, 2003:2) and with a prevalence

rate of 26.5%. Although the prevalence rate in the South
African population of 11.4% recorded in the Nelson
Mandela/HSRC study (Shisana & Simbayi, 2002:45)
for the same year is markedly lower, the figures remain
exceptionally high. Clearly tremendous challenges lay
ahead in the fields of education, prevention and care
(Fredriksson & Berry, 2003:3).

Previously, the political response in South Africa to the
HIV/AIDS epidemic has been “one characterised by
denial, ministerial wrangling, the misallocation of re-
sources and a muting of the seriousness of the virus
by those forces either resisting or pushing for political
transformation” (Webb, 1997:71). Consequently, HIV/
AIDS in South Africa exposed and intensified social
prejudices, stereotypes, economic inequalities, dis-
crimination and political injustices (Grundlingh, 2001:8).

Although a positive shift in the political milieu is now
taking place and as is evidenced by the two above-
mentioned studies, it is perhaps the result of past ta-
boos and discriminatory practices that the lived experi-
ence of many South Africans diagnosed with HIV/AIDS
has been one of neglect.

THE PSYCHOLOGICAL AND PSYCHOSO-
CIAL CONTEXT OF HIV/AIDS

According to Schlebusch and Cassidy (1995:1313), an
important aspect of early research on HIV/AIDS con-
cerns the division between physiological treatment in-
terventions for the illness when compared to address-
ing the psychogenic makeup of the person. Accord-
ingly, early research on HIV/AIDS as a biomedical con-
dition was essentially focused on establishing a virus
theory. By 1984 a shift in focus was observed to in-
clude multiple dimensions of the disease that incorpo-
rated a psychosocial approach.

In keeping with this new shift the World Health
Organisation (in Sheikh & Sheikh, 1989:29) defines
health as a “state of complete physical, mental and
social well-being, and not merely the absence of dis-
ease or infirmity.” Drawing on the work of Maturana
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(1975:318), it is suggested that the manner in which
an individual reacts, and in turn behaves, is based on
the individual’s internal structure, cognitions, person-
ally constructed ideas, beliefs and attributions of mean-
ing about the prevailing life-threatening situation. Simi-
larly, the experience of living life with HIV/AIDS seems
closely bound up, mediated and intercepted by an ad-
mixture of factors such as personality, spirituality, so-
cial support and quality of life. In unison, this admix-
ture works to influence and shape the idiosyncratic lived
experience of the illness (Levy, 1997:55; Ragsdale &
Morrow, 1990:357).

HIV/AIDS IN SOUTH AFRICA AND HOLISM

With over five million people in South Africa estimated
to be HIV/AIDS infected, this disease is undoubtedly
the most critical health and developmental crisis fac-
ing the country currently (Fredriksson & Berry, 2003:2).

On a deeply personal level, the receiving of an HIV/
AIDS positive diagnosis precedes profound emotional
distress for the individual, family and friends. In the
absence of cure, meaningfulness of activities of human
relationships and of life itself appears to be questioned
(Presti, 1990:23). In turn, many people with HIV/AIDS
begin to question whether meaning exists in their suf-
fering (Louw, 1997:130).

In the event of illness, meaning-making of one’s pur-
pose in life becomes imperative to one’s continued well-
being. Proposing a three-dimensional view of the mind,
body and spirit, Eastern philosopher, Takashima (in
Gould, 1993) posits the spiritual self as integral in one’s
positive embrace of self in times of ill health. Similarly,
the traditional African world-view of the individual incor-
porates a holistic perspective within which everything
in the life of the world of the individual is included and
deemed meaningful.

In contrast, Louw (1994:23) notes that the Western
model of health denotes an analytical and diagnostic
approach to physical well-being. A lack of South Afri-
can studies investigating holistically, the idiosyncratic
meaning of what it means to live with HIV/AIDS adds
support to Louw’s observation. Similarly, although the
literature does reveal the importance of factors, such
as spirituality, in the progression of HIV/AIDS (Ragsdale
& Morrow, 1990:356; Temoshok, 1988:193), studies of

this nature are sparse. A positive shift that might serve
to prompt future research in this field is the Nelson
Mandela/HSRC study undertaken in 2002.

Joining hands with the Human Sciences Research
Council (HSRC), the Nelson Mandela Foundation and
Nelson Mandela Children’s Fund identified a need for a
national HIV/AIDS survey. Motivating the survey was
the firm belief that, in order to manage the disease,
current and accurate information that covered both cul-
tural and demographic spectrums was required. From
this, a national community-based study on the
behavioural and socio-cultural determinants contribut-
ing to HIV/AIDS was launched. This pioneering study
is the first systematically sampled, nationwide com-
munity-based survey of the prevalence of HIV in South
Africa and as such, assumes great importance (Shisana
& Simbayi, 2002:iii).

Although more community-based research at the level
of government is underway, the sparsity of qualitative
research, as elucidated above, is, for the moment, re-
missness. Accordingly, the need to add to the sparsity
of qualitative investigation of meaning-making of a group
of South Africans in their experience of living with HIV/
AIDS motivates this study.

RESEARCH METHOD
Research design

Primarily, the aim of this study is to describe, simply
and clearly, the experiences of what it means to live
with HIV in South Africa. More specifically, the lived
experiences of four middle-class South Africans diag-
nosed with HIV are described. Enabling for the rich-
ness and profundity of the human experience necessi-
tated the adoption of qualitative and phenomenological
research methodology.

Phenomenology refers to a philosophical movement that
has received its most persuasive impetus, formulation
and defence from German philosopher Edmund Husserl.
Husserl's phenomenology takes, as its modus oper-
andi, Cartesian attention to the primacy of first-person
experience and the Kantian search for basic ‘a priori’
principles (Solomon, 1980:1).

From a phenomenological perspective, it is assumed
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that the creation of meaning emerges both for the indi-
vidual and for others through their experience of the
world. Thus, the major focus of attention of this research
was on the world of everyday experience as expressed
in everyday language and pure phenomena, autono-
mous of and prior to reflective interpretation (Valle, King
& Halling, 1989:9-10). Given directly and immediately
in human experience, the Liebenswelt (life-world), be-
comes a point of departure of the phenomenological
psychologist. The life-world is the beginning, the foun-
dation upon which phenomenological thought is built.
Rather than a construction of consciousness, the life-
world is co-created in the dialogue of person and world
(in Valle et al. 1989:9).

Liebenswelt is prior to and the foundation of reflective
thought, which phenomenological psychologists de-
scribe as being pre-reflective in nature. Thus, although
independent of knowledge derived from reflective thought
processes, Liebenswelt, being pre-reflective (before-
reflective), is indispensable as a point of departure for
all knowledge. In this way, scientific knowledge could
not exist without the pre-reflective life-world. That is,
through description the pre-reflective life-world is brought
to the level of reflective awareness where it manifests
itself as psychological meaning. This is done for the
purpose of understanding a phenomenon (Valle et al.
1989:9-10).

Based on the assumption that all knowledge is ulti-
mately rooted in human experience (Segal, 1999:31),
the phenomenological method describes essential
structures of experience, provides a unified theory of
science and knowledge and prepares the ground for
descriptive exploration (Farber, 1966:529). Correspond-
ingly, investigations that follow a descriptive methodol-
ogy, such as that forwarded by phenomenological psy-
chology, encapsulate the meaning-making of the indi-
vidual in a way that this study intends. Within this con-
text the motivation, rationale and aims of this study are
elucidated.

Selection of participants

Following Polkinghorne (1989:45), participants were
selected accorded to the following criteria:
e They had to have received an HIV diagnosis.
e Theywere aged between 30-39 years - an age
thought not to be traditionally associated with

the threat of death.

e They were middle class citizens. Middle class
was operationalised using education level (all
participants had finished 12 years of school-
ing), monthly income (significantly higher than
minimum wage) and employment as indicators.

e Theywere English-speaking, verbally fluent and
able to communicate their experiences.

Purposive sampling was utilised in an attempt to re-
cruit participants that met the criteria for this research
(Neuman, 1997:206). This was achieved by contacting
general practitioners and HIV/AIDS medical specialists.
The researcher discussed the nature of the research
with the medical practitioners who agreed to ask se-
lected patients if they would be willing to partake in this
research.

It was explained that the participants would be required
to engage with the researcher in a one-to-one and a
half-hour interview. All participants received the same
open-ended questions that called for a detailed descrip-
tion of what it means to live with HIV in South Africa as
this pertains to their emotional, social, familial, biologi-
cal and spiritual perceptual experiences. Pseudonyms
of the participants choosing maintained confidentiality.
Four participants were identified through this process
(three males and one female). Consent of each partici-
pant was obtained that their experiences could be in-
cluded in the final report and articles.

Participant demographics

Although race did not form part of the selection criteria,
it happened that the four participants who agreed to
commit to the study were white. In terms of the pseud-
onyms chosen, the participants are referred to as Anne,
Mark, Robert, and Tommy.

Anne

Anne is a 38-year-old heterosexual female who has been
HIV positive for nine years. In the absence of taking
any antiretroviral medication, Anne follows a healthy
diet and takes a daily multivitamin cocktail. Anne was
infected by an ex-boyfriend whom she believes did so
purposefully. Currently, Anne enjoys five years of mar-
riage to her HIV negative husband and a career in coun-
selling and psycho-education for an AIDS Care Centre.
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Mark

Mark is a single 39-year-old homosexual male who has
been living with HIV for 18 years. According to Mark,
his infector was unaware of his HIV status at the time
of their relationship. Mark is currently taking anti-
retroviral medication. Career-wise, Mark works for a
consultancy firm that provides managed health care to
the business sector.

Robert

Robert is a 37-year-old homosexual male who has been
diagnosed with HIV for the past 12 years. Robert is
taking anti-retroviral medication and has found it to be
helpful with no significant side-effects. Unless he meets
someone of the same HIV status with whom he feels
able to enter a relationship with, Robert plans to re-
mains single. In terms of his infector, Robert suspects
that it was his partner at the time and who subsequently
died of AIDS. In his work at an HIV/AIDS coffee shop,
Robert feels part of a supportive environment.

Tommy

Tommy was a 39-year-old heterosexual male who had
been HIV positive for 18 months. Tommy followed a
healthy eating plan and was taking a multivitamin for-
mula to help boost his immune system. Whilst serving
time in prison consequential to a drug problem, Tommy
was gang raped and subsequently diagnosed with HIV.
In his career, Tommy was actively involved in both HIV
and drug counselling and was engaged to an HIV nega-
tive woman. Two weeks following the interview for this
study, Tommy committed suicide.

Ethical considerations

The following ethical issues, as listed by Creswell
(1994:150), were employed:
e Participants partook in the study voluntarily.
e Participants chose pseudonyms to be utilised
in the texts to protect their anonymity.
e Theresearch topic and objectives were clearly
articulated and understood by each participant.
e Transcriptions, interpretations and reports were
made available to the participants.
e The rights and protection of the participants
were foremost in any decision-making process.
e Debriefing sessions were offered as required.

DATA ANALYSIS

Elucidating the world of the subjects necessitated a
change in the attitude and attunement of the researcher
from a natural attitude toward a transcendental phe-
nomenological perspective. This required that the re-
searcher put in abeyance all existing preconceptions
and presuppositions and attend rather to that which is
present. In phenomenology, this process is called brack-
eting. The process of adopting the transcendental atti-
tude through bracketing is called the reduction, and
which literally reduces the world as it is considered in
the natural attitude to a purely phenomenological realm
(Valle et al. 1989:10-11). Accordingly, the phases of
analysis were guided by an integration of the works of
Colaizzi (1978:58), Giorgi (1975:89) and Van Kaam
(1969:325).

Phase one involved the collection of data and becom-
ing familiar with the protocols. The second phase in-
volved the division of transcripts into meaningful units
that appeared to communicate a self-contained mean-
ing from a psychological perspective. Bracketing en-
abled the researcher to view the phenomenon more
clearly in the creation of new constructs. By means of
intuition, the researcher focused awareness on the
participants experience until clearly understood.

Phase three involved the reduction of selections. Lin-
guistic transformation was carried out by means of or-
dinary human ability to understand the meaning of state-
ments. Phase four involved the integration of each
meaning unit and its theme in terms of the topic under
investigation. In putting the research problem to each
unit and its accompanying first order profile, a second
transformation was created and the essence of the situ-
ation attained. The fifth phase saw the natural mean-
ings units (NMU'’S) transformed into psychological lan-
guage and then synthesised into descriptive statements
of essential, non-redundant psychological meanings.

Phase six completed each individual description,
centring on those aspects of the experience that are
trans-situational or descriptive of the phenomenon in
general. The NMU’s were finally synthesised into a
general description of the structure phenomenon and
tested to ascertain whether it contained the necessary
components of the topic explored. The hypothetical
description was considered as a valid identification and
description of the experience. Transformed meaning
units were synthesised from the various protocols into
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a final general description. The validity endured until
new cases of the experiences no longer corresponded
to the constituents in the given formula.

FINDINGS AND DISCUSSION

The findings were put in dialogue with the relevant phe-
nomenological dimensions of existence and the exist-
ing literature on the experience of living with HIV/AIDS.
Where necessary, quotations from the initial descrip-
tions were used to provide a space for the participants
to speak for themselves. Common themes arising from
the participants’ descriptions of their experiences are
discussed below:

Living with HIV

The participants elucidated the incongruities and com-
plexities involved in living with HIV. All participants felt
it important to find normality and balance within the
‘abnormality’ of their condition and situation. In the midst
of contradiction and journey to self-acceptance, HIV
seemed to force the need of the participants to be ‘or-
dinary.” As Tommy aptly noted: “... we are normal, we
just have a disease ... but there isn't a cure for HIV.”
Anne was still on the path to self-acceptance: “I just
have to deal with my body and myself in a different

way”.

Attempting to normalise their situation, the contradic-
tions and ambivalences in their daily experiences were
embraced. As Mark aptly stated: “... no one is perfect
and my greatest problem in the world is that we are
split between too perfect and broken. We assume that
to be perfect we have to be not broken, without under-
standing that we are multi-faceted” and further “l would
be very happy if my illness was taken away from me
but you can’t cure it. So | just accept it and look at the
new opportunities now | have changed my mindset”.

Self-concept

The participants noted that their HIV status had some-
how forced them to re-examine and reconstruct their
understanding of self and consequently introduce shifts
and modifications to the experience of self. Accord-
ingly, the biological experience of being HIV positive
profoundly impacted on the subjectivity of the partici-
pants transforming not only their physical world but si-

multaneously affecting their experience of self. Dansky
(1994:38) notes that oftentimes individuals with HIV/
AIDS infection are unable to discern between their sense
of self and the virus, and not infrequently, self-label
themselves as ‘diseased’ or the like. To explicate, Anne
described herself in accordance to disease progres-
sion: “I am in the first stage”. Robert chose to define
his HIV status in terms of his symptomatology: “I'm
under control. | have my ups and downs. | had pneu-
monia and the Karposi ... So I'm, what's the word, its
not recession, it's um, its stable, it is under control”.

Experience of others and community

All participants felt that their experience and contact
with others formed an essential element of their lives
with HIV. In their defining community, Anne and Robert
understood their sense of belonging in religion, whereas
Mark and Tommy felt their community to include: “Any-
body and everybody”.

The participants felt that becoming HIV positive facili-
tated an exploration of community, support systems
and relationships. Concurringly, Koopman, Gore-Felton,
Marouf, Butler, Field and Gill (2000:665) posit social
support as an important element in intercepting the
stress experienced by HIV/AIDS individuals. All par-
ticipants agreed that the supportive role of their com-
munity formed an integral part of their continued emo-
tional well-being. Support for the participants meant
having someone to sit with, talk to and share in. Ac-
cording to Anne: “Support can come in SO many ways,
it can come in just holding somebody’s hand and rub-
bing it. Just being there, not always asking 101 ques-
tions”. She also stated “... my husband is supportive
and that's important to me ... | think | was able to be
positive through the acceptance of my mom” and “...
and the acceptance of my fiancée to start off”.

Tommy obtained much of his support from his girlfriend:
"From this world | get my girlfriend who has been tre-
mendously supportive. If | want to cry, | just go and cry,
| have a shoulder to do that on. And she listens and
she can analyse why | am unhappy”. Tommy also ob-
tained support from religion “God is my understanding.
It's great support to me”. For Mark, his friends were
integral to his emotional well-being: “My friends collec-
tively provide me with different things at different times.
| have a great network. | need them to be there”. Rob-
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ert identified his sense of community being closely
bound to his sexual orientation and refers to the gay
community when he states: “... They are there for emo-
tional support, thank goodness”.

Emotions and HIV

All participants felt the most profound impact of be-
coming HIV positive was on their personal emotional
processes. Although the participants varied in their ini-
tial emotional response to their diagnosis, the pattern
of emotions followed that of initial shock and disbelief,
denial and depression to a more positive sense of self
and world-view. Mark experienced an initial fear reac-
tion: “I was in an ambulance, that probably freaked me
out more than anything. | was positive and | was
shocked” whilst Anne experienced thoughts of suicide.
Anne felt suicide would: “... lessen the burden”. Ac-
cording to Anne: “The first thing | thought of when think-
ing of HIV was death, pain, destruction, shame. Those
were the things that came to mind”. She was also
shocked “I couldn’t believe this would happen to me”.

For a time, Mark hoped he had been misdiagnosed:
“Maybe they got it wrong”. Tommy was initially shocked
and then described being consumed by a range of
emotions: “I felt anger, resentment, hate, all these,
these strange things flashed through my head”. He
refered to his anger as a “ball of fire” - “and | had this
little ball of fire in me”. Mark, Robert and Tommy noted
an intense sense of despair and sadness. According
to Mark: “I was clinically depressed for two months.
You know, | went onto treatment and | was shattered”.

Three participants noted that part of their experience of
coming to terms with their disease was related to ac-
ceptance of their HIV positive status and ultimately,
acceptance of self. Receiving an HIV positive diagno-
sis inevitably introduced feelings related to the infector
and with all participants describing a range of feelings
that included some sense of conflict, anger and am-
bivalence. Over time, all participants noted that they
were able to achieve forgiveness and acceptance and
that this was important to their sense of well-being.
According to Anne: “| realised the only way to sort this
out is to take the horns and just deal with it. There is
no other way, but to face whatever problem you have

Robert felt that to continue his life more fully, he would
need to accept his HIV status: “l guess it’s just some-
thing that you have to accept that has happened. | am
here to live, as best | can and hold no grudges. That's
what | try to do. | just try and continue with life”. Re-
signing his inner struggles with his HIV status, Tommy
was able to move forward in his life more positively: “|
have stopped the fighting, everything has calmed down
to where | accept. | think that is a very, very big word,
with a very, very big meaning as far as the disease and
| accept where | am coming from”. It would seem that
the process of emotional devastation to emotional
upliftment concurringly follows the process described
by Kubler-Ross (1969:82) and Tegius (1992:163) of grief
related to coming to terms with life threatening illness.

Disclosure and social stigma

In negotiating their inner turmoil, the participants expe-
rienced conflict, fear and anxiety regarding self-disclo-
sure. The participants noted that self-disclosure elic-
ited feelings of embarrassment, shame, and fear of
judgement and in turn was often met with responses of
intense sadness, pity, and at times, malicious preju-
dice and judgement. Robert noted that, “... there is still
a stigma attached even in the gay community, which is
really sad”. According to Anne, “I lost a lot of friends in
the beginning”.

Lupton (1999:42) notes that individuals infected with
HIV/AIDS are often placed along a continuum distin-
guishing the guilty from the innocent. The distinction is
driven by the equivalence between lifestyle choices and
health states. These discourses identify HIV/AIDS as
the outcome of personal choice and in turn affirm the
notion that infection is in some way deserved (Lupton,
1999:43). Accordingly, disclosure of an HIV positive
status is often responded to with judgement and stigma.
Although Mark met with much support during his self-
disclosure, some friends reacted rather stereotypically:
“Suddenly now, something as isolated as a virus is going
to make them redefine how you see me - why? It's the
same as homosexuality, which is something else | had
to disclose. But often that is all ... suddenly all they
see is that pigeonhole of homosexuality, which is a great
tragedy”.

Of note is that the Nelson Mandela/HSRC study also
formed part of the Nelson Mandela Foundation’s HIV/
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AIDS strategy for care and destigmatisation (Shisana
& Simbayi, 2002:1). Although the general public ap-
pear to be more accepting and understanding towards
people with HIV/AIDS, this is not always the initial ex-
perience of the sufferer. Strategies for destigmatisation
are however, a step in the right direction.

Being-in-the-world

The participants noted that HIV had introduced shifts
in their ways of being-in-the-world as well as their ways
of knowing. Furthermore, they commented that becom-
ing HIV positive had forced them to re-examine and re-
formulate the stereotypes and prejudices by which they
had previously lived their lives. Healthcare and a change
in stereotyping was re-examined and positively changed
in a manner that introduced new meaningful ways of
thinking and feeling. As Robert noted: “l used to be
critical, analysing people ..., which | don’t do anymore.
It's just too judgmental. | don't like to judge people,
they have a story too”.

The realisation by Anne that everyone is vulnerable to
HIV/AIDS was brought about only by her own positive
HIV status: "l used to think that AIDS was something
that happened to girls who slept around with lots of
guys and prostitutes, drug users, very poor black people
... I know better now”.

Methods of coping

The participants noted different methods of coping with
the stress of being HIV positive and which included
support systems, laughter, gardening, music and pets.
Spiritual connectedness was considered important and
was attained either by reading the Bible, natural therapy
or meditation. Janoff-Bulman and Frantz (1997:91-98)
note spiritual connectedness to be fundamental in an
individual's attempt to find meaning in his or her HIV
positive diagnosis. Thus, for the participants, through
new commitments and connections, they were able to
partake in powerful forms of meaning-making in an at-
tempt to discover value and significance in their lives.
Robert felt more centred with various forms of natural
therapy: “One of my friends is a Reiki master, so | do
that once a week massage, | do meditation” and expe-
rienced that “It balances me”.

Tommy coped using various strategies that were mean-

ingful to him: “... by talking to whoever wants to listen
to what | have to say. That releases a lot of stress,
from me, and fear.” He also read the Bible and stated
“| found a church where | am comfortable”. Anne felt
comforted knowing that spiritually, she would never be
alone: “You tend to turn to God a lot more, ... | know
that | have a God who is a good God, who won't for-
sake me”. For Mark, things previously taken for granted
now impacted his life with deeper meaning: “... | have
a tendency to choose good music in the morning” and
“Every day of my life | go home, have a peanut butter
sandwich, | have a cup of tea and play with my cats for
half an hour. By the time that's over, | just suddenly
feel everything is balanced now ... | water my garden
and that really puts you into perspective about what
this globe is about let me tell you, when you see a little
plant grow, let me tell you”.

Limitations, losses and approaching
death

All participants noted experiencing a sense of loss and
limitation by virtue of being HIV positive. On a legisla-
tive level, Anne felt discriminated against by virtue of
being denied a bank loan and a life insurance plan.
Although not wishing to immigrate, all participants felt
restricted by being unable to leave South Africa: “I can-
not get a bank loan being HIV positive. ... | wanted at
one stage to immigrate but was told that being HIV
positive and South African, | cannot”. An inability to
have children was considered a great loss for Anne, as
with a loss of friendships experienced by all partici-
pants.

Two participants felt their diagnosis impacted and re-
stricted their long-term goals. Tommy noted that: “l was
going to tour Africa and it has disrupted me a bit there
because | won't be able to do that ...” and further: “I
would only be able to do half the trip and then stop ...".
Similarly, Mark was really looking forward to spending
a year in Canada: “If HIV has impacted anything, it is
my limitations, in that | can’t live anywhere else now.
Because with HIV you can’timmigrate.” and stated fur-
ther “I got the opportunity to work in Canada for a year,
which | was sorry | couldn’t do”.

The participants described a heightened and renewed
awareness of time and their transitoriness of life. In
turn, this propelled a need to begin organising and pre-
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paring for their death as well as catapulting the con-
frontation of tasks usually relegated to one’s later years.
The arranging of policies and wills helped fulfil a need
to control the uncontrollable for each participant. Some
participants felt the need to leave behind them a legacy
by which to be remembered, and as Tommy best de-
scribed: “I would like to leave a little mark. It sounds
crazy but just to leave a mark where people will say,

‘Tommy could do it, | can too™.

Dunbar, Mueller, Medina, and Woolf (1998:148) note
that the death sentence of HIV/AIDS creates the space
and opportunity for some individuals to redefine and
commit to living life more fully. Similarly, introspection,
a process of life affirmation, a reconceptualisation of
time, focusing on the present, and a new sense of con-
nectedness with others have been observed as preva-
lent themes in many individuals diagnosed with HIV/
AIDS (Dunbar & Mueller, 1995:12). Mark perhaps
summed this up best when he said: “ am also aware
of a time frame with my loved ones ... But | think it
forces me to take time, and | am very much aware of
the simple pleasures, you know, which fall into all the
clichés. | am well aware that this is my life ... and to
enjoy it right now ... I think a lot of us are so preoccu-
pied with our achievements in five years” and later “I
am much more consciously aware of getting things done
now, rather than put them off forever ...”

Discovering meaning

For the participants, reviewing their life achievements
and rediscovering spirituality facilitated depth, mean-
ing, purpose and a sense of belongingness. They sug-
gested that often this purpose was inextricably bound
up with helping others, which consequently created the
space for self-development and self-growth. As Mark
noted: “It's about trying to be a better person.” Tommy
felt that loving others somehow helped him to make
sense of his illness: “It’s just about loving the people
around you unconditionally, irrespective from what walk
of life you come from or what you have done and to
give them hope, that's my purpose here on earth”.

In re-examining their lives, the participants noted HIV
as forcing new life philosophies that introduced a greater
sense of depth and gravity. Robert tried not to offend
anyone whilst Anne said, “... now | look at them (street
children) and I realise that there is such a problem out

there and what is it that we can do”. All participants felt
HIV had introduced areas of growth and development
related to a new kind of learning, maturity and greater
receptiveness to others.

Ironically, in the face of iliness, an exceptional opportu-
nity for growth is created (Louw, 1994:23). According
to Tommy: “My disease has matured me” and “I have
grown to a point where | am a very good listener; | don’t
justjump the gun. | listen to people when they talk and
| analyse what they have to say and | try to see where
they are coming from, because most people today, when
they talk, they are crying out for help indirectly”. For
Mark, being HIV positive provided a space for the teach-
ings in his life to take on meaning: “So for me, HIV has
great benefits. So that’'s why I can’t believe that it was
given to me by God as a punishment. It was given to
me as luggage for me to learn my lessons on this earth”.

LIMITATIONS OF STUDY

The aim of purposive sampling was to develop theoreti-
cal insights specific to a select population, namely:
middle-class individuals diagnosed with HIV. In that
gualitative research focuses on the depth of relation-
ships, four participants from a homogeneous group, were
thought to be sufficient (Neuman, 1994:221-222). How-
ever, although the sensitive and personal nature of this
research introduced many difficulties in obtaining par-
ticipants for the study, the small sample size and sub-
jectivity of participant responses prevented the
generalisation of the meaning-making experience to the
larger population of individuals living with HIV in South
Africa. Furthermore, and although this qualitative para-
digm yielded fundamental insight into the subjective
experiences of what it means to live with HIV, the
strength of future research might best be circumscribed
in the use of both qualitative and quantitative methods
as well as an increased sample size. Accordingly, this
might enable for the exploration of continual patterns
or newly emergent themes that would provide a fuller
picture of the experiences.

CONCLUSION

The experience of living with HIV might be understood
as impacting and embracing transformations on an
intrapersonal, interpersonal and global level, and of which
involves multiple dimensions and multi-faceted experi-
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ences. This study has shown that the experience of
living with HIV involved a forceful confrontation with the
psychological and psychosocial facets of the self, life
and one’s being-in-the-world and which consequently
seems to introduce and re-introduce renewed discov-
ery in spirituality, religion and compassion in the search
and finding of meaning.

Frankl (1984:113) posits the willingness to suffer as
based on the meaning found in that suffering. In discov-
ering purpose and meaning, the participants felt better
able to embrace living more positively. The analysis
suggests that in making sense of their experiences
the participants were faced with the task of confronting
their temporality and transitoriness. In turn, this facili-
tated a reprioritising of time and values in a way that
celebrated life in the present and valued those with
whom the individuals were able to share it.

It might here be apparent that meanings in situations
do seem to influence human resilience and initiative.
The crisis of receiving an HIV/AIDS diagnosis concerns
not only the illness in and of itself, but also meaning
sufferers attributed to it (Hafen, Karren, Frandsen &
Smith, 1996:37). lliness, according to Louw (1994:23),
becomes an art when the sufferer is able to view the
illness as an exceptional opportunity for personal growth
and life purpose.

The Western world-view dictates an understanding of
illness that is governed by notions of the human body
as something mechanical that breaks down in the ad-
vent of ill health and with treatment focused on diagno-
sis, prognosis and medication. Despite this world-view
dominating current studies on HIV, the power of mean-
ing-making and purpose through spirituality, commu-
nity, belonging, and emotional upliftment in the process
of mental healing and well-being in the world when liv-
ing with HIV, is here recognised.

Locating the experience of living with HIV and mean-
ing-making within an existential phenomenological
framework allowed for a richness and depth of under-
standing of the experiences under investigation. It is
hoped that future research of this nature might be stimu-
lated, providing a voice to the many silenced experi-
ences of South Africans living with HIV/AIDS and in so
doing, help others in similar situations find meaning
and purpose in the face of living with this disease.

Additionally, larger studies, such as the Nelson
Mandela/HSRC study, that include cross-cultural and
gender differences in the experience and meaning-mak-
ing of living with HIV/AIDS in South Africa, help inform
more holistically, treatment programmes, health man-
agement, education and prevention.

In closure, the reasons for Tommy committing suicide
are not known. Although Tommy did seem to find posi-
tive meaning in his HIV positive status, it might be sug-
gested that the link between his being diagnosed with
HIV and his experience of being gang raped was too
much to work through on any level. Perhaps future re-
search might too be guided by Tommy’s act in terms of
exploring the correlation between the cause of one be-
ing diagnosed with HIV and suicide.
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