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lntroducfion

This report documents a qualitative description of the special needs
expressed by persons with late stage AIDS in the Richards Bay area. A
phenomenclogical research design and methods were employed to impose
rigour on this event.

Once the needs of persons with late stage AIDS had been made explicit,
these were collated with services rendered or planned through state and
welfare structures in the Richards Bay area’ in an effort to identify salient
unfulfilled needs that could be addressed through the establishment of an
AIDS Care Centre. This provided important cues regarding the types of
services and facilities required at the AIDS Care Centre. Additionally the
unstructuered interviews employed in the research provided the interviewees
with an opportunity to suggest a format of care at the AIDS Care Centre that
would be most suitable for them. .

'See Appendix 5 for a detailed account of services and facilities
providing treatment for persons with late stage AIDS m the Richards Bay
arca prior to the establishment of an AIDS Care Centre.
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Chapter one provides an account of the events preceding and accompanying
the rescarch, a brief motivation and definitions of key terms. Chapter two
consists of a literature review of models of care for persons with HIV/AIDS
as well as recent quantitative and qualitative rescarch regardmg the needs of
persons with late stage AIDS.

This is followed By an overview of the research design (chapter three), a
step-by-step revision of the actual research (chapter four), a summary of the
generative themes (chapter five) and an evaluation and summary (chapter

six).
Aocoknowiledgements
The following organisations in the Richards Bay - Empangeni area
participated in this study:
- the AIDS Training, Information and Counselling Centre (ATICC) in
] _
» ALUSAF (Richards Bay),
» Richards Bay Minerals;
» Mondi (Richards Bay),
» Portnet (Richards Bay), and
« the Richards Bay Coal Terminal.
Their support in making both the research and subsequent establishment of
an AIDS Care Centre in the Richards Bay arca possible is greatly
appreciated. -
Impetus for the researoh and related
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evenis:

Persons with late stage AIDS increasingly requested terminal care from the
clinics at companies such as ALUSAF, Richards Bay Minerals and the
Richards Bay Coal Terminal in the Richards Bay area during 1994 and
1995. Since these clinics are not equipped to provide palliative care, the
heads of the clinics .(among' them Sr. Van Vuuren at the Richards Bay Coal
 Terminal Clinic, Sr. Bosch at the ALUSAF Clinic and Sr. Daniel at the
Richards Bay Minerals Clinic) indicated to Ms. Potgieter, manager of
ATICC (Empangeni), that there was a critical need for a centre in the area to
provide comprehensive terminal céreforpexsonswiﬂllatestage AIDS (or

an AIDS Care Centre).

Previous research by Masan and Wood (1994) in the Pictermaritzburg arca
(regarding the needs of persons with AIDS to be addressed through a drop-
in centre) emphasized the necessity for underpinning community
intervention of this nature on a valid explication of the needs of the target
population. Consequently Ms. Potgicter invited the researcher to draft a
proposal for an exp]icﬁtion of the needs of persons with late stage AIDS in
the Richards Bay arca. Theove_rallaimofﬂlbproposedrmeamhwasto
provide informed recommendations regarding relovant, valid services and
facilitics to be provided to persons with late stage AIDS at an AIDS Care
Centre in the Richards Bay area. -

The research proposal (Appendix 7) recommended a qualitative research
design using phenomenological research methods to provide a valid
explication of the needs of persons with late stage AIDS in the Richards Bay
arca. The decision to use a qualitative research design and
phenomenological research methods is motivated in detail in chapter three.
The proposed rescarch was approved by representatives of ATICC
(Empangeni), the company clinics and other mtcr&ited parties (such as Dr.

Needs experienced by persors with late stage AIDS. 3



Louis de Klerk from the University of Zululand) at a joint meeting at
ATICC (Empangeni) on the ninth of December 1995. The representatives of
participating organisations who could not attend the meeting were faxed
copies of the research proposal and requested to provide feedback to ensure

unanimous support for the proposed research.

On approval of the proposed research, ALUSAF (Richards Bay) provided a
grant to fund both the research and subsequent establishment of the

" proposed AIDS Care Centre. ATICC (Empangeni) administered the funding
and execution of the research and the subsequent establishment of the AIDS
Care Centre. Due to budgetary constraints (the grant provided by ALUSAF
was only available until the thirty first of January 1996) the proposed
research had to be completed within the following two months (from
December 1995 to Janmary 1996).

On completion of the rescarch, feedback was given at a meeting of the
representatives of all the participating organisations at ALUSAF on the
second of February 1996 (a complete copy of the generative themes in the
original research report presented at the meeting is attached as Appendix 7).
At this meeting some of the representatives of the company clinics
expressed dissatisfaction with the research results. This stemmed primarily
from the fact that the most prevalent recurring need expressed by
interviewees with late stage AIDS in the research was a desire to remain
distracted from constant awareness of their illness. The researcher proposed
activitics and facilitics at the AIDS Care Centre (as suggested by the
interviewees) that would facilitate their distraction to improve their coping.
The dissatisfied representatives (who were caregivers providing pre- and
post-test counselling at clinics) construed the need for distraction as a form
of denial that the persons with HIV/AIDS should be vigorously challenged

. and confronted with and believed that it should not be accommodated in the
format of care at the proposed AIDS Care Centre. The merit of distraction,

Needs experienced by porsons with late sizge AIDS. 4



as a passive form of coping, versus more active coping methods is discussed
in more detail in chapter two and five.

Additionally there was criticism regarding the size of the sample used in the |
research. In line with the use of a qualitative, exploratory research design

the sample was limited to twelve interviewees. Some representatives
correctly pointed out that this sample was not statistically representative of
the study population. The validity and representativeness of the sample used

 in this exploratory study are discussed in detail in chapter three.

Eventually the research and subsequent recommendations were approved by
all the participating orgamsattons and ATICC (Empangeni) commenced
establishing the AIDS Carc Centre at a disused building provided by Mondi
(Richards Bay). |

The use of 12 profocois for the original
Inquiry versus 3 for the current research

ot

The generative themes in the original m&rchrcportmulted from an
explication of twelve protocols gained through unstructured interviews
during the course of the research. Once the contract research had been
completed, the research report, protocols and linguistic translations of the
interviews were saved on a fixed disk on a computer as well as on back up
copics on stiffies (floppy disks). Additionally full copies of the original
research report were available through all the participating organisations.

During July 1996 the researcher was involved in a motor vehicle accident
that resulted in permanent damage to the computer and the destruction of
most of the back up floppy disks. Consequently the research report,
linguistic translations and most of the transcriptions and protocols were lost.
Fortunately the researcher could retrieve three of the original protocols from

Needs experienced by persons with late sge AIDS. 5



the damaged floppy disks and ATICC (Empangeni) could provide a copy of
the original research report.

The original research report did not include systematic references from the
generative themes to specific Natural Meaning Units in the explicated
protocols. Whereas this was not considered necessary for the report
presented to the representatives of the participating companies, it was a
requirement for submitting this c_onlracf research as a dissertation fora
Masters Degree in Clinical Psychology through the University of Zululand.
Since most of the onginal protocols and linguistic translations were -
destroyed at this point in time, the reference system could not simply be
attached to the original generative themes. The only solution was to use the
three linguistically translated protocols that could be salvaged to create new
generative themes that would then have valid references to Natural Meaning
Units and linguistic translations in the protocols.

Consequently the researcher did this and the themes generated from these
three protocols are presented under “Generative themes™ in chapter six of
this report. Fortunately three protocaols represent a valid sample in terms of
phenomenological research (Kruger, 1988). The use of three of the original
twelve protocols to redevelop generative themes served as a validation of
the research. The generative themes obtained in this way reflect the same
concems expressed in the same sequence as the generative themes in the
original research. The reader can compare this in detail since the original
themes are cited m full in the ongmaltcportcontamedmAppendxx 8. The
original sample of twelve protocols and current one of three do, however,
have shared limitations and biases discussed in more detail in chapter three
and six.

Motivation:

Needs experienced by persons with late stage ATDS. 6



The prevalence of AIDS and circumstances
of care in the Richards Bay arca:

The health needs of persons with late stage AIDS arc particularly important
in Kwazulu-Natal where the prevalence of HIV-infection, estimated at
18.23% of a random sample of births recorded during 1995 at hospitals, is
the highest in South Africa and the infected population is approaching the
syndromal phase of the disease (Directorate: HIV/AIDS and STD :
Programme, 1995)". During 1994 ten percent of the population of Kwazulu-
Natal were estimated to be seropositive for the Human Immunodeficiency
Virus (Mason and Wood, 1994).

Additionally developmental and psychosocial issues (such as poverty,
entitlement and access to food, medical care, etc.) confound care provision
in Kwazulu-Natal and particularly in the Richards Bay arca with the already
wnder-served person with HIV/AIDS often receiving inadequate medical and
mental health care as well as having limited access to legal resources and
facing the likelihood of social stigmatization and isolation with little
provision for institutional support or welfare. The plight of persons with late
stage AIDS is often very severe in these disadvahtaged communities,
compelling community intervention to address their suffering (Lindegger
and Wood, 1995). '

Moreover, despite South Africa’s enormous mental health care problems,
psychological services are generally a wxury and accessiblé to the wealthier
minority only (Heyns, 1992). The AIDS epidemic has forther highlighted
this way in which psychology as a profession has marginalized itself from
the majority of South Africans and restricted its relevance in a future
national health service. The task of meeting the biopsychosocial needs of

Compared to 1994's rate of 14.35% this indicates a considerable
increase of almost 30% per annum.

Needs experienced by persons with late stage AIDS. 7



persons with HIV/AIDS currently generally falls upon nonspecialist health
care workers in the Richards Bay area, as ¢lsewhere in South Africa.
(Lindegger and Wood, 1995). Unfortimately this often results in inadequate
mental health care to persons with AIDS. The counsellor training
programmes provided by AIDS Training Information and Counselling
Centres and other AIDS-specific programmes have been criticized for being
madequate and inconsequential (Heyns, 1992; Mason, 1993). In itself this
necessitates additional efforts at assessing and addressing the needs of
persons with late stage AIDS.

While many of these problems stem from the inherent developmental and
psychosocial problems in many communities in the Richards Bay area
contributing to limited access to medical and mental health care in general,
it also reflects the fact that AIDS constitutes much more than a terminal
medical discase. It is enmeshed in psychological, social, cultural, political,
and economic contexts. In this inquiry, for example, fear of community
intolerance often resulted in lack of help secking behaviour that aggravated
medical and mental health problems experienced by persons with late stage
AIDS. In terms of the comprehensive nature of the experience of

- HIV/AIDS, this research as a qualitative, exploratory inquiry 1s an ideal
format for making explicit the holistic impact of AIDS on a person in the
Richards Bay area (Temoshok and Baum, 1990).

Prevention versus treatment:

As survival periods from the time of an HIV positive diagnosis continue to
increase, there is a growing concern for the quality of the life that has been
extended. Thus, while searching for cures for AIDS and methods of
prevention and control, it is important that our health and social system
develop strategies to facilitate adjustment and enhance the well-being of
persons with late stage AIDS (Friedland, Renwick and Mc Coll, 1996).

Needs experienced by persons with bate stage AIDS.



In the 1980's health professionals focussed on viral studies and leamed to
treat the numerous opportunistic diseases associated with AIDS. Since then
anti-retroviral medications, experience, and increased therapies have
increased life expectancy. Scientific treatment has resulted in a course of
illness with AIDS, asahfethrwtcnmgdmsc, thatlssmllartochromc
illnesses and the mental health, neuropsychiatric, and physiological
responses to AIDS have proliferated. This has increased the demand for
extended terminal care for persons with AIDS and a better understanding of
their needs (Hurley and Ungvarski, 1994).

Morcover, it is sclf-evident that while there is no cure for AIDS or HIV,
socialmppdﬁandcounsel]ingasweﬂaspreventivemeasmformsthc
major focus of helping profession efforts at combatting the disease.
Unfortunately there is traditionally an enormous focus on prevention and
HIV testing, which only scratches the surface. As long term survival
becomes a reality, as interventions for opportunistic infections increase and
as prophylactic treatments become more effective, the whole question of the
quality of life, coping and the emotional strength of the person with AIDS
will demand greater attention (Sherr, 1990)*. An in-depth understanding of
the experienced needs of persons with late stage AIDS is an essential
prerequisite for the development of valid, appropriate counselling

 programmes to improve their quality of life and ability to cope with the
disease (Shep, 1994). |

The argument has beeumadethatﬂmpsychosomal needs of persons with
AIDS should be no different from those of people with other terminal

'Broomberg, Steinberg, Masobe and Behr (1991) estimate that by the
year 2000 there will be more AIDS patients who need hospitalization than
there are hospital beds available in South Africa, with a direct cost of
between R686 million and R1.2 billion for that year. Obviously at least a
large portion of the South African health care system will have to be
directed to HIV/AIDS related care at that potnt and further in the future.

Needs experienced by persons with late stage AIDS. 9



diseases such as cancer, degencerative neurological conditions and
Alzheimer’s disease that respond equally badly to treatment. AIDS is,
however, qualitatively different. Since it is often acquired through drug use,
homosaxual activity, extramarital liaisons or prostitution it carries a
profound stigma. Moreover, persons with AIDS tend to be young and the
young do not expect to dié._ Additionally changes. in body image, self-
esteem, daily habits, sense of control and general Iifcstylc due to AIDS can
be rapid and precipitous. These changes are usnally more dramatic than in
people with other potentially terminal diseases in whom decline may be
more gradual. Persons with AIDS also .genemll.y receive far less
psychosocial support from families and friends than persons with other
terminal discases (O’Rawe, Amenta, and Tehan, 1991; Lindegger and
Wood, 1995). R

Additionally the research is aimed at enhancing the empathic understanding
of all health professionals working with persons with AIDS by providing an
unbiased description of the human experience of late stage AIDS in all its
biological, psychological, and spiritual dimensions. Hopefully this will allay
precanceived attitudes and prejudice among both the public and those in the
helping profession towards persons with AIDS evident in practice and in
recent research (Van der Berg, 1992; Eagle and Bedford, 1952).

Attitudes towards AIDS are particularly important in terms of the role of
psychosocial cofactors in disease progression. Research shows a significant
correlation between social support, subsequent emotional adjustment and
‘the course of the discase. Social support and emotional adjustment exert a
mediatory, stress-buffering effect on persons with HIV/AIDS that can delay
the onset of full-blown AIDS and, in cases of late stage AIDS, increase
longevity (Temoshok and Baum, 1990; Schiebush and Cassidy, 1993;
Miller, 1988; Greznikoff, Grummon, Rigby, Orr, and Procidano, 1994;
Ganster and Victor, 1988; Chaung et al., 1989). The protocols and

Needs experienced by persons with late stage AIDS. | 10



explicated generative themes of this qualitative inquiry (see Appendix 2 and
chapter six) support these findings.

A better understanding of the needs of persons with AIDS and the
consequent developmenf of better ways to help them cope has preventive
implications. Research has shown that the stress induced by having
HIV/AIDS prompt atterpts to reduce it by engaging in unhealthy
behaviours such as unsafe sex and intravenous substance abuse (Thompson
et al., 1996). Improving their ability to cope may result in diminished denial
and reduce high-risk behaviour that could result in the infection of others or
reinfection of themselves (Temoshok and Baum, 1990).

Limited research regarding the needs of
persons with late stage AIDS:

Finally, this inquiry was motivated by the limited rescarch involving either
qualitative or quantitative studies aimed at uncovering or assessing the
needs of persons with AIDS (Berk, Baigis-Smith, and Nanda, 1995; Hurli
and Ungvarski, 1994, sce also literature review). Thomton and Flynn (1993)
mention in this regard: |

“Resources for the psyckalogical ar:cf psychiatric management of
people with HIV infection are relatively generous in many pattern 1
countries, but judging from the disappoi_ntingly small number of
studies présented at the IXth International Conference on AIDS,
little of this work is described or evaluated. The very small number
of reports from developing countries which refer to the
psychological factors presumably reflects more pressing priorities

in these areas of the world”.

hconjmcﬁmwithimpmvementsinthcbiﬁmedicaltrmhneﬁtofAﬂ)Sand
its consequent more chronic course, this demands further investigation into
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the needs of persons with AIDS. The accompanying psychological and
psychosacial aspects of AIDS, an area of inquiry that has been neglected -
particularly in the third world, forms an intrinsic part of this explication of
the comprehensive needs of persons with late stégc AIDS.

In emphasizing the importance of psychosocial aspects of AIDS,
Schofferman (1988, p. 445; in Hurley and Ungvarski, 1994) states:

“...psychosocial issues are so complex that they often dominate the

clinical picture of the person dying with AIDS.”

Paradoxically the psychosocial aspects of AIDS are often the most neglected
dimension of this illness in its treatment. Interviews with persons with AIDS
indicate that, although their medical needs are addressed, their
psychological needs are ndt (T emoshok and Baum, 1990).

Aim

The purpose of this idiographic study is to explicate the needs experienced
by persons with late stage AIDS in the Richards Bay arca, Their
comprehensive needs arc then collated with facilities and services available
to them in this area. Recommcndatidns drawn from this collation
underpinned decisions regarding facilities and treatment to address their
unmet needs at an AIDS Care Centre.

Definitions of key lerms
In the research, the following are working definitions of key terms:
» A “phenomenological explication” refers to a praxis for making explicit
what persons with late stage AIDS can communicate regarding their pre-
reflective experience of their comprehensive needs, Pre-reflective

Needs experienced by persons with fate stage AIDS. | : 12



experience refers to the data of their awareness; their experienced needs
as opposed to their iterpreted needs (Edwards, 1991).

+ “Needs” refers comprehensively to any wishcs or wants persons with
late stage AIDS experience. The holistic impact of AIDS (ranging from
physical deterioration to psychological and spiritual distress, and the
effects of family and community disintegration and intolerance) on
persons with late stage ATDS implies that their related needs could
incorporate any dimension of human experience.

e “Late stage AIDS” refers to a positive HIV antibody test with a CD4
cell* count below two hundred cells per cubic millimetre and/or the
presence of an AIDS defining discase. AIDS 1s the terminal phase of
HIV disease and is characterized by signs and symptoms of one or more
ofa variety.of conditions resulting from severe immune deficiency. A
CD4 cell count of less than two hundred cells per cubic millimetre
usually denotes the stage of severe immune deficiency. Many persons,
however, may not develop AIDS defining diseases until their CD4 cell
count i8 well below two hundred cells per cubic millimetre (Pinkey-
Atkinson, 1995).

T

Practically the selected respondents were, where possible, those who

*HIV has an affinity for the immune cells such as CD4 cells,
macrophage cells, and dendritic cells. The CD4 cells have critical functions
mtheconimlandcoordmatmnofﬂ]e:mmxmer&spomeand damage and
destruction of these cells ultimately result in impaired immunity with a

resultant defect in the protective and healing function of the immune system.

The chief marker used to assess immune statos in HIV infection is the CD4
cell, also referred to as the “T4' or ‘helper’ cell, count. The impatrment of

the immune system is not an “all or nothing process’, but rather a slow and

gradual deterioration often spanning five to ten years. Persons have a range
ofresponscstommdcﬁclency s:m:cbecommgsymptomatlcearher
than others.-

Needs cxperienced by persons with late stage AIDS.



qualified in terms of their presenting symptoms and CD4 cell counts for
special care in a terminal comprehensive care centre®. For practical
purposss in terms of the focus of this inquiry the progression of HIV is
divided into the following three phases (adapted from Pinky-Atkinson,
1995), with the research explicating the needs of persons in the late stage
of the third and final phase®: | -

L Early, asymptomatic phase of HIV infection: After infection there is
" usually a history of an initial primary HIV infection reaction, concurring
with seroconversion. This inital condition, ensuing four to eight weeks
‘after infection, presents with an infectious mononucleosis type illness
characterized by symptoms such as fever, pharyngitis, arthralgia,
maculopapular rash, etc. The patient usually remains well and overtly
healthy for a long period of time, on average from five to seven years’
and the CD4 count may mmam within the normal limits (five hundred to
two thousand cells per nn]]jhtre) but usually starts to slowly decrease
within the first two to three years after infection.

IL Mild to moderate opportunistic infections: Evidence of early immune
deficiency, usually starting between five and seven years after being
infected with HIV, mclude herpes simplex and herpes zoster, mouth

' ulceration, infective skin conditions, delay in healing of some sexually
transmitted discases, mild oral and vaginal thrush, pulmenary

w

See Appendix 1 for the Annmnne of the Centre of Discase Control
(USA) case definition of AIDS. Additionally the criteria established by Mc

Cormick, Thomas, Inui, Deyo, and Wood (1991) for pattmts amenable to
terminal care were applied when possible.

Sec Appendix 2 for WHO staging system for HIV iﬁfection and disease
(Evian, 1993, p. 91).

In extreme cases this period may vary from three to 15 years (Sliep,
1994). Approximately 80% of HIV infected people will have developed

AIDS within 12 years of acquiring the virus (Lindegger and Wood, 1994).
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tuberculosis, bouts of short, lasting diarthoea, and some weight loss may
occur. These conditions usually appear when the CD4 count drops below

- three hundred and fifty cells per millilitre and can typically be effectively
treated with patients returning to good health for long periods of time.

TIL Severe opportunistic infections - AIDS: As the jmmunc state becomes
more dissipated, the above conditions occur more frequently and more
severe infections app&r Typical AIDS associated symptoms include
pulmonary and extrapulmonary tuberculosis, pneumocystis carinii
pncumonia, severe oral thrash, meningitis, severe and lasting diarrhoea,
muscle wasting and weight loss, dementia, unexplained fevers and night
sweats and eventually caposi sarcoma, toxoplasmosis and various other

- AIDS related infections. : -

e The “AIDS Care Centre” (ACC.) is regarded, in line with official

guidelines, as a comprchensivé tertiary care facility for very and
- terminally ill patients with AIDS. Care and interventions provided at the

ACC., as facilities and treatment, should be underpinned by a holistic
approach and include biomedical, psychological, spiritual, and
altemative care and care providers (NACOSA, KZN, Provincial AIDS
Implementation Plan, 1995). The comprehensive nature of the expressed
needs of the persons with late stage AIDS made explicit in the
generative themes in chapter five confirms the validity of this conviction.

" Needs expericnced by persons with latc sizge AIDS. 15



2

Literature review of the
psychological sequelae
and needs associated with

AIDS and models of care:

conseQUenbes of and fadtoré affeoting
the development of AIDS;

The effects of HIV infection include, as mentioned under “Definitions of
key terms™ in chapter one, the deteriorating physical and mental health of
the person, disintegration of the family and decline of its socioeconomic
well being, stress on the community’s health services and a deterioration in
its economic status (Mason and Wood, 1994). Figure 1 (Lindegger and
Wood, 1995, p. 2) illustrates the impact of AIDS on a person and an
averview of the factors affecting the development thereof.

Needs experienced by persons with latc siage AIDS. o ' 16
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Areas of psyoholog_ioal researoh on
HIV/AIDS: |

‘While most psychological research on HIV/AIDS to date has been

“concemned with risk factors for HIV and intervention to reduce the hazard of
infection, attention is mcreasingly being given to people afflicted with
HIV/AIDS. Within the scope of the general areas of need of persons with
AIDS (mentioned in detail further in this chapter) psychological research
has addressed three major issues: | '

« the psychological, psychiatnic and neurological sequelae of AIDS,
« the effects of stereotypes about and stigma surrounding AIDS,

- counselling and psychotherapy with AIDS patients (Lindegger and
Wood, 1995). R
For the purposes of the present study as an explication of the needs of
persons with ate stage AIDS with a view to developing a relevant format of
care, research on the psychological and psychiatric sequelae, needs
experienced and coping styles, and counselling and psychotherapy with
persons with AIDS is of particular relevance. Thereforc the literature will
focus particularly on literature regarding these areas of research.

Limilations of psyohologioal researoh on
Within the abovementioned three areas, psychological research on the needs
of persons with AIDS have been limited to studies of hospitalized AIDS

patients or clients seen in clinics and focussed primarily on men who had
sex with men (Snyder, Reyner, Schneidler, Bogursky and Gomez, 1992;
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Chaung, Jason, Pajurkova and Gill, 1992; Temoshok and Baum, 1990,
Hurley and Ungvarski, 1994). Conscquently literature identifying the mental
health needs of persons with AIDS in general is severely limited.

Other studies assessed quality of life, quality of caré, stress, and patients
reactions to their care, which indirectly describe some of the patients” health
care needs, but not necessarily those that are unique to the AIDS population
(Berk, Baigis-Smith and Nanda, 1995; Mc Cann, 1991, Telley et al., 1991;

'Rubin and Wu, 1988; Fournier and Giraud, 1990; Shevach et al., 1990;
Benedict et al., 1990; Butters et al., 1993).

Additionally the validity of generalizations about the nceds of persons with
HIV/AIDS on the basis of studies within different study communities is by
definition questionable. Doka (1993, p. 32) states in this regard that the
course of HIV/AIDS is different for each individual and is influenced by the
actual experience, in terms of precéding'psychosocial experiences and
preexisting psychological problems. Berk, Baigis-Smith and Nanda (1995)
conducted a cross-sectional descriptive inquiry with three hundred and
cighty six patients in hospital, outpatient, home care and long term care
settings to test for between-setting differences on the Health Care Needs
scale for Patients with HIV/AIDS (Berk and Nanda, 1994; Berk, Poe and
Baigis-Smith, 1992). The findings of this study supports Doka’s (1993)
finding by suggesting that there is no consistent trend or distinctive pattern
of health care needs in the various settings for persons with HIV/AIDS. The
- researchers emphasize in this regard that the precipitous changes in physical
and emotional health status throughout the trajectory of the disease and the
concomitant psychosocial and physiological problems present a challenging
complexity of the health care needs of persons with HIV/AIDS that refute
generalizations. Accordingly Flaskerud (1992) emphasizes that care and
treatment for persons with HIV/AIDS should vary from one setting to
another and across diverse clinical manifestations of the disease.
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The following studies therefore have limited relevance to the present
research as an explication of the needs of a predominantly heterosexual
population of persons with AIDS receiving severely limited mental health
care. Chapter six contains a critical companison of the findings of these
studies with the present research. -

The psyohologioal and psyohosooial
_sequelae of HIV/AIDS, associafed
needs and ooping: | |

The psychological sequelae of HIV/AIDS and
associlated needs: - ' '

AIDS is a life crisis for the individual. From the moment of diagnesis,
persons with AIDS must face the relative certainty of an early death as well
as the uncertainty of medical care and treatment options and the |
overwhelming sense of stigmatization and social rejection. They must also
struggle with illness-related fears, such as disability, increased dependence,
loss of body control, and patn. Medically, persons with AIDS have to cope
with a range of problems from the likelihood of opportunistic infections to
central nervous system (CNS) disorders that can include blindness,
dm and organic mood disorders (Grummon et al., 1994).

Research has shown that HIV/AIDS results in severe enough levels of

anxiety to qualify for diagnoses of major depressive episodes, adjustment

disorders and anxiety disorders (Lindegger and Wood, 1995). Given the

pervasive nature of the continning stressors that face people with AIDS, it is

not surprising that so many appear to be in psychological distress. o
Symptoms may range from those that are relatively minor, such as apathy,

| guilt, helplessness, and hopelessness, to severe anxiety dlsorders, psychoses,
delirfum, dementia and major depression, sometimes accompanzed by |
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suicidal ideation. Additionally there could be pre-existing psychological
disorders typical of some high risk groups such as personality disorders with
intravenous drug users, anxiety or depressive disturbances in homosexuals
and psychoses in psychiatric patients (Grummon et al., 1994).

It has boen shown that the amount of psychological distress experienced
relates inversely to the progression of HIV/AIDS, with the asymptomatic
phase being accompanied by higher levels of distress among persons with

- HIV-disease than AIDS. This is probably a function of the anxiety
surrounding the uncertainty of the implications of being seropositive for the
HIV virus (Lindegger and Wood, 1995; Thompson et al., 1996).

Belyaeva et al. (1993) 1dentified the following themes as central concerns
expressed by persons on being informed of having HIV in interviews with
medical doctors in Russia: '

» fear of breach of confidentiality,

«  thoughts of the inevitable death due to lack of cffective treatment,

» apprehensions regarding the possibility of passing the infection on to
loved ones.
 Additionally these researchers stress that the most significant emotional
problems and needs cxpenenced bypersonsw:thHIV are linked to the
social implications of their illness (loss of job, being an outcast socially,
etc.) and that they are less concemned wit their health. The tendency of
persons with HIV/AIDS to experience more distress around the psychosocial
implications of their illness than its biomedical aspects docs not seem to be
a function of the progression of the discase and is evident in the late stage of
AIDS (Schofferman, 1988 in Hurley and Ungvarski, 1994; Thompson,
1996). Living with HIV/AIDS possibly results in better copirig with these
 psychosocial concerns and increased acceptance culminating in loss anxiety

Needsq:mmdhypumwﬂxllcsﬂgcm : 21



in spite of medical deterioration (Anderson et al., 1991).-

Rescarch by Grassi ct al. (1995) shows that HIV infected patients have
specific psychological and psychiatric needs in companison with uninfected
patients referred with serious illness to a general hospital. Referring doctors
requosting a psychiatric consultation judged that there was  higher
prevalence of maladaptive reactions to illness in persons with HIV/AIDS
than in those who were HIV-negative.

Additionally patients with HIV and related syndromes requested a
psychiatric consultation for themselves in a higher percentage than non-HIV
patients. This indicates that, unlike those affected by other serious physiéal
illnesses, patients affected by HIV and related syndromes are aware of their
serious condition and actively search for psychological help as the

perspective of loss, isolation, rejection and death is so strong.

With regard to psychiatric diagnoses, patients with HIV/AIDS were shown
to have a higher prevalence of psychoactive substance abuse (mainly opiate)
disorder, which represented one of the most important risk factors for HIV

- in this study in Italy. Patients with HIV/AIDS also reported a higher
prevalence of depressive disorder, not otherwise specified, and of dementia
than non-HIV patients (see graph 1 and 2). The rescarchers ascribe the first
 result to the difficulty in categorizing affective symptoms of patients with
HIV/AIDS in criteria consistent with a specific then DSMIII-R diagnosis.
With reference to this, Seth et al. (1991 in Grassi ct al., 1995) finding
abnormal CT brain scan in about 80% of patients with HIV/AIDS with a
diagnoses of depression, pointed out that frequently the distinction between
organic and functional mental disorders is not so easy. The extensive |
involvement of the nervous system in HIV infection has, however, been
shown in a higherpeme:ﬂagc of HIV infected patients reporting more
symptoms of generalized cognitive impairment and behavioural problems
than in HIV uninfected patients. These symptoms, typical of AIDS related
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dementia, presents a serious problem for health staff members involved in
caring for patients and often leads to requests for specialized help in their
-management. According to these researchers the symptoms associated with
AIDS related dementia correlates with a higher psychosocial service
utilization and will probably present a focus for treatment and care at an
AIDS Carc Centre. In conclusion Grassi et al. (1995) emphasizes that this
stresses the necessity of a holistic, biopsychosocial approach to the
 treatment of persons with AIDS that incorporates collaborative work
between psychiatry and other services in a multidisciplinary format.
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Hurley and Ungvarski (1994), in support of Grassi et al. (1995) identified
memory deficit and depression as the most significant consequences of
AIDS on the basis of demographic, psychosocial and physiological data
collected from a chart review form on admission of patients to a home care
agency in New York (see table .

- Memory deficit related significantly in this study to inability to manage
treatment and resulting medication non-compliance and depression.
" Memory deficit has also been shown to be significantly related to alcohol
abuse and depression during the earlier stages of the disease among HIV
seropositive men (Thompson, 1996; Martin, Robertson and Sorenson,
1993).

| Additionally this research demonstrates the effects of memory deficit and
depression on other health related variables. The researchers point out that
caregivers should be alert to the fact that decline in physiological functions
controlled by the central nervous system (such as loss of vision, hearing and
bowl and bladder control) is often accompanied by related memory deficit,
cognitive impairment, depression and other psychological changes. The
significant phi coefficients (with phi coefficients of .20 and above
considered significant due to the large sample size of N=244 in this study)
for depression and memory related symptoms and behavioural limitations or
areas of need for care are reported on in tables 2 and 3. Specifically,
wandering, bowel incontinence, visual impairment, hearing impairment,
difficulty walking, sleep disturbance and bladder incontinerice were all
related to memory deficit. |

The association between memory deficit, depression and related
psychological and physiological symptoms is especially significant if one
considers that research by Berk and Nanda (1994) indicates that there is no
relationship (r = 0.06) between patients’ perceived psychosocial needs and
their physiological nceds as perceived by nurses. Both these studies
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underscores the importance of a holistic approach as the basis for planning

care for a population of persons with AIDS. Hurley and Ungvarski (1994)

state in this regard that:

“A care plan that focuses on the physiclogical needs and ignores

the environmental and mental health needs of clients is

inadequate” (p. 118).

Table 1
Psychelogical symptoms on admission
No. (26) of Cases
Diagnosis Women N=75 | Men N=169 | Total N=244
Memory deficit 20 (26.7) 64 (37.9) 84 (34.4)
Depression 21(28.0) 46 (27.2) 67 (27.5)
Anxiety 19 (25.3) 46 (27.2) 65 (26.6)
Impaired judgement | 11 (14.7) 34 (20.1) 45 (18.4)
Substance abuse 17 (22.7) 27 (16.0) 44 (18.0)
Sleep disturbance 10 (13.3) 29(17.2) 39(16.0)
Agitation 7093y 19(11.2) 26 (10.7)
. Table 2
Depression and related variables (N = 244)
Related variable X d p
Bathing 15.10 24 001
Shopping 12.66 20 001
Cleaning home | 13.74 23 001
Treatment 27.65 33 001
management
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Depression and related variables (N = 244)

Meal 14.32 24 001

fn‘epmtion

Medication 46.54 43 001

comphiance

Bowel 13.98 23 001
IBladder | 10.51 20 001

Table3
Memory deficit and related variables (N = 244)

Related variable X ¢

Treatment 21.66 30 L0t

management

Medication 4832 43 001

Depression 63.99 50 001
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The psyohosocoial oonsequenoes of
AIDS and related needs:

In terms of the psychosocial aspects of HIV/AIDS, stereotypes and
stigmatization have emerged as major variables complicating the ex;iericncc
‘of AIDS and the process of coping and dying with it. AIDS shares many of
the features of other terminal discases, as is apparent from findings

_ discussed in more detail further on, such as the fact that both AIDS and
cancer patients who adopt more positive coping mechanisms are likely to
survive longer with the disease. AIDS is however separated from other
terminal and chronic illnesses by its marginal status in the economy of
disease scen in the ambivalent or outright appositional atitudes of the
general public, family members and health care workers towards people

* with HIV or AIDS (Van der Berg, 1992, Lindegger and Wood, 1995).

Research by O’Rawe, Amenta and Tehan (1991) indicates that one of the
most notable experiences of persons with AIDS is social isolation, often
extending to isolation from the family of origin. The resulting lack of social
support probably correlates significantly with negative coping styles or
avoidance and the prevalence of depression and anxiety among persons with
AIDS (Lindegger and Wood, 1995).

In addition to the psychosocial burdens common to other terminal diseases,
such as adjusting to the diagnosis, preparing for loss and bereavement,
providing necessary care and shifting family roles, families and friends of
persons with AIDS frequently need help when dealing with fears of
infection, with acceptance of the patient’s sexual orientation, possible issucs
of infidelity, and with stigma and discrimination. All of this contribute to
additional conflict, need for reconciliation and isolation and distress for the
person with AIDS.

Additionally persons with AIDS have to cope with lack of health insurance
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and inadequate financial resources. This agrees with the general finding that
persons with AIDS experience helplessness, guilt, loss of control, denial,
anger, depression, anxiety, bereavement due to multiple losses, legal,
financial, social and medical p&oblem_s, loss of income and unemployment
and housing concerns. This amounts to loss of control over nearly every
aspect of their lives. According to these researchers this contributes to the
primary need for increased social support experienced by persons with

. AIDS.

Needs of persons with AIDS:

Against this background, the comprehensive needs of persons with
HIV/AIDS includes the following:

» need for physical and mental health care,
» need for social and economic support,
- need for maintenance of the family’s structure and function,

» and need for the maintenance of community stability (Panos Institute,
1992 in Mason and Wood, 1994).

* While all persons with HIV/AIDS have the abovementioned nceds, a 1992
study in Uganda identified the following five areas of need created by
HIV/AIDS in underdeveloped countries:

* basic food and housing,

» income or economic assistance,

e medical care,

. accm-até information and health education,
« HIV testing faclities and
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« ' psychological and social support (Mason and Wood, 1994).

Mason and Wéod (1994) identified material assistance and emotional or
social support as needs expressed across the contimum of HIV infection
and by all persons with AIDS in semi-structured interviews conducted in the
Pietermaritzburg area to establish the needs of persons with HIV/AIDS
regarding a drop-in centre. Some differences regarding the needs were
noted:

» Those respondents who were ill experienced more concern with issues
.such as child care and medical facilities. They also showed more
concemn with material needs such as accommodation since they felt that
they would soon be forced to leave their families due to increasing needs
' for medical attention. Correspondingly accommodation emerged as the
most serious problem experienced by adults with AIDS in research by
Marazzi et al. (1994). Accommodation problems were linked to lack of
support and problems experienced by persons with AIDS in their
relationships with potential caregivers such as families, friends or
SpOusEs.
e Those who were reasonably healthy almost all expressed the urgent need
. to acquire income generating skills. These were deemed important not
only as a means of eaming money, but also as a way of gaining |
direction, meaning and a sensc of self-fulfilment in their lives. Linked
with this several respondents expressed the dan‘c to become HIV/AIDS
educators and counscllors. |

* A common heed expressed by all the respondents, however, was for
 friendship and social sapport.
In terms of activities of daily living, Hurley and Ungvarski (1994) found
that 95 % of their male and female sample of adult outpatients with AIDS
 required assistance with laundry and , 93% needed shopping assistance, and
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80% needed help with meal preparation. Fifty four percent needed
assistance with both bathing and treatments. Although these are the needs of
outpatients in 2 Home Care service, it should approximate significant areas
of required assistance in a terminal care centre since the sample in this study
presented with advanced or late stage AIDS. Additionally community based
and inpatient services for persons with AIDS would have to be integrated in
terms of the fluctuating course of the disease.

In rescarch with adults with AIDS in Home Care by Marazzi ct al. (1994)
similar needs regarding the activitics of daily living emerged. The services
most frequently requested were the preparation of meals (75.5% of the
sample), houschold chores (62.5% of the sample) and help with transport
outside the home (70.6% of the sample), especially to reach the day
hospital.

In this study an analysis of health care services revealed a wide-spread
demand for help with personal care (49% of the sample), and nursing
(44.6% of the sample), which was mostly satisfied; whereas the need for
rehabilitation (50.9% of the sample) was mostly unmet. Social-recreational
services and help in the search for an occupation appropriate to their state of
health were requested by one third of the sample in this research. Since the
latter presents service requirements that are not unique to a Home Care
context (such as transport to a day hospital), it should present salient needs
in a terminal care centre for persons with AIDS.

Tolley (1991 in Marazzi, 1994) noted that thisc problems experienced with
activities of daily living increased with the severity of the diagnosis.
Coping with HIV/AIDS:

me AIDS isanimpoﬂanidimmidnofthc illness itself,

particularly since it is a life-threatening illness where the response may have
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an impact on the outcome (Ross et al , 1994).

Shﬁs associated. with response to AIDS may have direct physiclogical
effects, leading to discase onset or a2 more rapid progression of the illness
through suppressing the immune response. In this regard, research by
Mulder (1992) indicated that persons with HIV who sought social support,
used problem-focussed coping and less denial experience a smaller decline
in CD4 cell count than controls. Additionally having HIV/AIDS, as a
‘stressful event, can prompt individuals to attempt to reduce stress by
engaging in unhealthy habits or behaviours such as smoking, alcohol use or
- unsafe sex. To enhance quality of life and emotional well-beihg for persons
with AIDS, it is important to understand the attitudes, behaviours and
resources that lead to successful psychological adjustment in the face of the

. disease (Thompson et al,, 1996).

Social support, as “the feeling of being cared for and loved, valued and

~ esteemexd, and able to count on others should the need arise” (Friedland et
al., 1996, p.. 19) has been shown to be an important reinforcer of positive
coping with HIV/AIDS. Since coping and social support are considered to
be closely linked, coping strategies may, in fact, determine the
appropriateness and effectiveness of supports for AIDS patients as they do

- for others experiencing stress. Whereas social support has been a strong
focus of the stress-ouicome paradigm within sociological |
concepmahzatlons, coping has been emphasized in psychological models of
adjustment to illness (Grummon et 4al.,. 1994)%

The following general trends have emerged from research into coping with

8 “Coping” is generally defined in Psychology texts in cognitive-

. behavioural terms as “the person’s cognitive and behavioural efforts to
manage the internal and external demands of the person-environment
transaction that is appraised as taxing or exceeding the person’s resources™
(Folkman et al., 1986, p. 572 in Grummon et al., 1994).

- Needs experienced by persons with late sage AIDS. 32



HIV/AIDS. Active coping approaches have emerged as more effective than
passive or avoidant approaches. In this regard Folkman et al. (1993 in
Friedland et al., 1996), in a sample of 425 HIV-positive and HIV-negative
men, examined coping as it related to the assessment of stress. They found
that involvement coping was associated with diminished depressive mood
whereas detachment coping correlated with increased depressive maod.
Reed, Kemeny and Taylor (1990 in Grummon et al., 1994)) found that
escape-avoidance coping with AIDS correlated positively with depression,
poor psychological adjustment, Self-dcxtnmtive behaviour such as substance
abuse and suicidal behaviour. Other studies with persons with terminal
illness have shown that deﬁiai/avdidmce strategics may be most beneficial
for short-term adaption, but ineffective or detrimental in the long term since
it results in disregard for preventative behaviours, noncompliance with
treatment and consequent shorter stervival time (Grummon et al., 1994).

Attributional styles leading to the perception of the self as unworthy and
undeserving of care due to the nature of HIV/AIDS, its cause and method of
contraction an& the related tendency to see onesclf as responsible for it; as
aspects of self-perception, have been identified as factors that reduce active
or positive coping ability (Lindegger and Wood, 1995). Research have
shown that the copmg stxategy of accepting responsibility, or self-blame, for
one’s condition is associated negatively with psychological well-being
(Grummon et al., 1994). In this regard a sense of self control and meaning
have been associated with a better outcome in terms of coping with
HIV/AIDS. (Lindegger and Wood, 1995; Anderson ct al., 1991).

With reference to social support versus coping, Thoits (1986, p. 417 in
Friedland et al., 1996) has presented an argument for reconceptualising
social support as ‘cbping assistance’; that is the “active participation of
significant others in an individual’s stress-management efforts”. Within this
conceptualization it may be possible to integrate models of coping and
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support with AIDS. Examples of this would be problem focussed coping
and mshumentalsuppoﬂ, emotion focussed copmg and emotional support
and perception focussed coping and informational support®. Of particular
interest in terms of social support and coping with AIDS is which particular
aspects of social support and health are associated and under what illness
and demographic circumstances (Friedland et al., 1996).

Health Psychology has idcnﬁﬁed diverse aspects of social support
(emotional, informational, practical, etc.) with different effects on coping
with terminal illness. The buffering hypothesis of social support”® proposes
that the most effective supports are those that are .closely related to specific

- ? “Problem-focussed™ coping refers to efforts directed at managing the
problems that are causing the distress, whereas “emotion-focussed™ coping
refers to efforts to manage the accompanying distressful emotions. Specific
strategies identified for problem-focussed coping include “confrontatitive
coping’ and “planfull problem solving’, while ‘distancing’, “escape-
avoidance, ‘accepting responsibility and ‘positive reappraisal’ are associated
with emotion-focussed coping. Research with chronic illness in community
samples has shown that people used more problem-focussed coping in
encounters they appraised as changeable and employed emotion-focussed
coping in encounters in which they felt that their options for affecting the
outcome were limited (Grummon et al., 1994). This indicates that emotion-
focussed coping strategies should abound in management of late stage

1°The buffering hypotheses proposes that soctal support is related to
well-being only for persons under stress. Support buffers the pathogenic
effects of stressful events, such as having serious illness such-as HIV/AIDS,
by preventing the initial stressful appraisal or by alleviating physiological,
emotional and behavioural stress reactions. By comparison the ‘main
effects’ hypotheses of social support, the alternate model, posits that social
- resources have a positive influence on people’s health irrespective of
whether or not they are under strain by shiclding them from exposure to
certain types of stressors or by fostering good health and morale. In this
model social support has a positive influence on health in general and its
absence in and of itself implics a stressor in peoples’ lives (Grummon et al.,
1994, Friedland et al., 1996).
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stressors. People with HIV/AIDS have specific stressors to which support
can be directed, but they have an added difficulty in that their disease
impacts directly on the support they receive. The stigma attached to the
disease makes it difficult to gather some forms of support, the high
incidence within théir social network reduces potential sources of support
and the erratic progresswn of the disease makes it difficult for caregivers to
sustain the high levels of support needed. Additionally persons with AIDS

~ are often alienated, both emotionally and geographically, from the natural
support groups of their own families and communities (Friedland et al,,
1996). Buuren (1992) additionally found that persons with HIV/AIDS often
feared rejection or did not want to bother others with their problems and
consequently did not disclose their HIV status and experienced an associated
lack of social support. This indicates that there is a need for intervention
aimed at assisting patients m secking support and for a general accéptance
of HIV disease and a varicty of lifestyles to give patients less reason to fear
rejection and withdraw from established social networks such as families.

Hays (1989 in Fncdland etal, 1996) found that although all types of social
support were associated with reduced depression among persons with
HIV/AIDS, informational support was cspecially beneficial for those in the
carly stages with the disease. Lindegger and Wood (1995) indicate in this
regard that behavioural and educational aspects of psychological
intervention have been shown to be generally more beneficial to coping than
the emotional supportpmmdedlhereby Astudy by Wong-R1eger (1992)
evaluating the workshops offering support to men and women from the
haemophilia community found motivating factors to be different for men
and women with men valuing the acquisition and sharing of information
andwomcnﬂxepmvisionofemotionalsuppmt '

For AIDS and ARC (AIDS Related Complcx) groups combined Zich and
Temoshok (1987 mn Fnedland etal, 1996) found emotwnally sustaining
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help was viewed as more desirable, more available, used more often and
more useful when used.

Wiith regard to the source of support, Friedland, Renwick and Mc Coll’s
(1996) findings corresponds with other research (Folkman et al., 1994;
Green 1993; Hays et al., 1990 and Schwarzer et al., 1994 in Friedland et al.,
1996) indicating that most support to adult persons with AIDS is provided

by partners and close friends compared to the relatively small role played by
the family. Tumer et al. (1993, in Friedland et al., 1996) found that although
family members had the potential to be very helpful they could also be a
significant source of harmful social support. There are, however, mmdications
that the importance of social support from family members increase towards
the later stages of the disease (Friedland et al., 1996).

Seeley et al. (1993) found in a study in Uganda that the extended family did
not in fact provide adequate social support for persons with AIDS, despite
the common assumption that it provides social and economic support for its
members in times of need in African contexts. In twenty seven out of thirty
cases studied there was evidence of limited care. Various reasons were
given for this by carers, including lack of food, money, medications and the
carer’s other family responsibilities and commitments.

In research by Mason and Wood (1994) with unemployed Zulu-speaking
adults in the Pietermaritzburg area the family was cited most frequently as
the main source of support (mainly material or financial). As also indicated
in the research by Seeley et al. (1993), this appeared inadequate and sccmed
t0 rest on the condition that their HIV-status remained hidden. The next
most frequently cited sources of support (medical and emotional) were
clinics and hospitals; followed by the church and support groups. Two of the
fifteen selected respondents in this study reported that they received no
social support whatsoever. In terms of the most useful means of support, all
the subjects in the study were in favour of the development of a centre.
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Additionally there was consensus that the focus of the centre should be on
income generating activities, material assistance, social support and
counselling. Almost all the respondents expressed a desire for the centre to
be established in their township in order to ease transport difficulties. This
opinion was, however, frequently coupled with concemns with
confidentiality. The majority of the respondents expressed the opinion that
the centre should cater for all people in need regardless of their HIV-status.
‘This preference secmed to be linked to concerns regardmg confidentiality
(Mason and Wood, 1994).

Research by Marazzi et al. (1994) provides the distribution illustrated in
chart 3 in terms of the degrees of help provided to a population of male and
female adult persons with ARC and AIDS in Rome by others. This study
indicated that, for personal care and nursing, members of the family played
the foremost role, whereas public health services were mostly responsible
for physiotherapy. ' '
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Who provides help out of hospital (Marazzi et al., 1994, p.96)
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Care for pel-sons with AIDS:

In comparison with other African countries, South Africa has a greater
resource base in terms of its level of economic development, population and
per capita income. Additionally South Africa has a four to five year
advantage regarding the development of the AIDS epidemic. Nevertheless
the prevalence of AIDS/HIV in Kwazulu-Natal is almost two years ahead of
the rest of the country with an estimated 10% of the population HIV-
positive. This makes it one of the areas with the highest prevalence of HIV
infection in Africa and the world (Dr. Zweli Mkhise, Natal Witness, 12
Angust 1994 in Mason and Wood, 1994).

The increased responsibility that will be placed on particularly hospitals in
Kwazulu-Natal s clear. If one considers that the mentioned figures are
undereported and that current education and prevention campaigns are
ineffective (Jones, 1993), the imﬁlications for care becomes overwhelming.

The different models of care which have developed around the world in
response to some of the needs mentioned earlier in this chapter are
illustrated below with examples from developed countries and Africa
(adapted from Mason and Wood, 1994). |

-~

Models of care

Care In developed countries:

Most developed countries around the world have managed to establish a
comprehensive range of services for persons with HIV/AIDS. Factors which
have made this possible include:

» the presence of established and developed socio-economic
o : :
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» already existing and comprehensive health and welfare systems; and
»  an essentially contained pattem of HIV/AIDS infection.

An examination of the resources in Britain’s “National AIDS Manual”
(1993, in a London Lighthouse Newsletter in Mason and Wood, 1994)

' indicates that there are services which offer diverse and specialized
HIV/AIDS care to every sector of society. This incorporates drop-in centres,
support groups (affording relaxed environments where persons with
HIV/AIDS can meet, socialise and receive comnselling and information) and
AIDS Care Centres established on the Hospice philosophy of care offering
accommodation and palliative/terminal care to those who are very ill.

Others offer a combination of the abovementioned care, providing an
integrated, comprehensive model of care to the HIV-well, HIV-sick, their
partners, families and friends. Most of the services are community-based,
having developed from the efforts of those (frequently gay communities)
living with or affected by HIV/AIDS. They rely mainly on precarious
governmental and private funding, drawing on community volunteers and,
increasingly, on other existing community resources (Cain, 1993 in Mason
and Wood, 1994). '

- As far as limitations of care programmes are conceméd, Spence (1990,
founder of Lighthouse - in Mason and Wood, 1994) argues that

“most people living with AIDS are clearjy saying that, provided
they can be assured of adequate care and support, they would
. prefer to die at home” (p. 3).

He indicates that there is therefore an urgent need, in Britain, to develop
quality, reliable home support services which are linked with other agencies.
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Care in Afrioa:

Jackson (1992, p. 153) points out that many of the problems experienced by
families affected by AIDS in Zimbabwe is as much, if not more, associated
with economic suffering as with the disease itself. Research by Mason and
Wood (1994) with Zulu-speaking adults indicated, in support of this, that

~ material support was a pervasive need expressed by the respondents.
7Consequently families and communities urgently require assistance with a
broad range of primary health and welfare needs. This is a reflection of the
situation among Africa’s mostly dlsadvantaged population and these needs
have been responded to in several different ways:

Home Based care (HBC):

Increasingly families and commumnes in Africa have to take care of sick
persans with HIV/AIDS at home rather than admitting them to hospital.
Home Based Cars, in fact, scems to have developed as the primary response
to the question of care in Afvica due to, among other factors, limited
governmental and welfare resources (Mason and Wood, 1994).

Foster (1992, in Mason and Wood, 1994) record some of the benefits of

Home Based Care:

. Itteducesthcpr&ssmonhospitalbedé-TﬁisiSparﬁcﬂaﬂyimpomm
since many hospitals are tuming away terminally ill patients due to
insufficient facilities. '

» It reduces the cost of care for the family and for the state.

« It helps people with AIDS to dic with dignity and in familiar
surroundings. This is especially in terms of the sapportive role of the
. family and community in African cultures.
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» It provides emotional and practical support family members.
» It promotes a holistic approach to care.
» It contributes to community awareness of HIV/AIDS.

* It puts careprowders in touch with potf:nnal orpham, thus enabling
sq:porttobeprowdedpnortoamsls

_ The abovementioned advantages does not, of course, consider the very high
levels of prejudice and discrimination evident in some African communitics
against persons with HIV/AIDS. This is aggravated by the absence of or
inadequacy of many current information and counselling programmes in
these communities. In the present study persons with late stage AIDS had
not shared their HIV/AIDS status with partners, family members or the
community due to fear of being ostracized or scapegoated. In spite of acute
personal distress and isolation they have masked the acute, painful AIDS
related illnesses as symptoms of diabetes or other ‘inoffensive’ conditions.
Home Based Care and the possibility of the community discovering that
they have AIDS were unacceptable to this sample. Additionally their
response could not be ascribed to denial alone, which had to some extent
been worked through at earlier stages of their illness in all the cases.
Additionally Secley ct al. (1993) found that families in Uganda refrained in
a majority of cases from providing adequate support to members with
HIV/AIDS duetopove:tyandotilercomnﬁnnm.

Whilst Home Based Care takes many forms these gencmlly fall into three
paradigms (Chela and Siankanga, 1991, in Mason and Wood, 1994):

» A vertical model, where hospital-based teams travel into the
community to care for those affected in their homes:

Chikankata hospital (in Zambia, managed by the Salvation Army) has
developed an efficient in- and out-patient service for people affected by
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AIDS, funded by international donor organisations. This model has essential
similarities with the one currently under development at Ngwelezana
Hospital near Empangeni in Kwazulu-Natal. The home-care team consists
of a clinical officer, a nurse, an AIDS educator and a driver. Medical,
psychological, spiritual and material care (at Ngwelczana Hospital this is
restricted to medical carc) is provided for patients, their familics and their
communities. In this way the mobile team at Chikankata hospital is able to
provide a contimmuity of carc between existing hospital resources and patients
in their home environnients. Williams (1990 in Mason and Wood, 1994)
observes that instead of evoking fear and stigma, the presence of the team’s
distinctive yellow Land cruiser has actually fostered community interest and

AWaIrcncss.

*» Ahorizontal model, where community-caregivers attend to the
needs of the affected:

CONCERN, an frish NGO working in the Rakai district of Uganda, has
established a support network linked to commumity development.
Established women’s groups arc trained by a village coordinator in basic
nursing care, the use of herbal medicines and skills based on traditionat
problem-solving methods. The care provided is not exclusively for those
with AIDS, but for all elderly, ill or handicapped members of the
community. Although the care is very basic, the cohesion of the family and
the community is maintained. With assistance from CONCERN care givers
are also involved in initial income generating activities with those well
enough to participate (Mason and Wood, 1994).

» A combined model, where hospital-based teams support
community care-givers in caring for the unaffected. Peripheral
clinics or district health centres provide an ideal link between the

- tWo services.
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Nsambya hospital in Uganda offers support for a network of small Christian
communities which in turn have helped to extend the outreach of the
hospital’s AIDS programme; and to reduce the burden on the hospital staff
as well as lessen the dependency of the community on hospital services.

Those who are ill are admitted to hospital as in- or cut-patients, or are
attended to at home by the community caregivers. These caregivers attend to -
all that are in need in the community, paying particular attention to the

~ elderly, the handicapped and those with AIDS. The hospital teams visit
patients according to their needs, providing medical care, spiritnal gnidance
and food at cach visit. Healthicr paticnts are expected to attend the weekly
AIDS clinic at the hospital for support, unless they live too far away
(Williams and Tamale, 1993 in Mason and Wood, 1994).

» Support groups and community centres:

The AIDS Support Organisation {TASO) in Uganda has developed, among
its other various support structures, ‘day centres’ in Kampala and Masaka.
Peaople with AIDS and their families can meet at these centres for
information, social and emotional support, counselling and physical and
relaxation exercises. Lunch is provided and offers a useful way of
demonstrating to friends and families that HIV cannot be transmitted via
eating utensils, etc. Also available at the centre arc sewing machines which
 clients use to make sheets for sale and for Home Based Care kits. Several
other activities (including making hats, baskeis, mats etc) are provided
usmglocalanddonatedmatermLPlac&sformtandchﬂdcarearealso
available ('Hampton, 1991 ia Mason and Wood, 1994)

Additionally the AIDS Information Centres in Uganda run “Post-test clubs”,
which offer sapport and counselling to HIV-positive and HIV-negative
people. These clubs are run by full-time staff members, are open six days a
week and include outreach programmes into swrrounding communities. The
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stigma of AIDS has been lessened by opening membership to everyone in
the community regardless of their HIV status, and has encouraged many
people to return to their communities as agents of change (Mason and
Wood, 1994).

In conclusion Mason and Wood (1994) suggests a combined (vertical and
horizontal) model of care in South Africa whereby communities in general
and families in particular are empowered through existing resources, such as

" hospitals, to take care of those who are ill. Home-based care, support groups
and community day-centres appeared to be most effective sources of care in
their research and they recommend and integration of these progrannncs
with child-care initiatives, primary health care and development in order to
utilize the inherent strengths of community groups and institutions. The
possible role of an AIDS Care Centre within the South African context is
discussed in terms of this analysis in the final chapter.

Psyoholog:&al Jntervenﬂbn with people

with AIDS:

The World Health Organisation (WHO) Global Programme on AIDS (GPA)
has proposed that HIV-related counselling secks to promote self-
determination, enhance self-confidence, improve family and community
relationships and, through them, support the quality of life of those most
affected by HIV. Balmer (1991 in Lindegger and Wood, 1995) suggests that
the WHO/GPA directions scparate counsellmg objectives into two broad
categories: to prevent HIV infection, and to provide psychosocial support to
those already affected. The responsibility for the former has generally been
assumed by the paramedical profession, whereas that of the latter has largely
been assumed by non-governmental organizations (NGO) and groups of
people with ATDS. Balmer (1991, in Lindegger and Wood, 1995) argues
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that there is a need for psychosocial counselling for persons with AIDS
which is separate from the medical setting, best situated in the community
served. To some extent this has been achieved by the establishment of AIDS
Training and Counselling Centres (ATICC’s) in many communities in South
Africa (Lindegger and Wood, 1995).

Van Dyk (1992, in Lindegger and Wood, 1995) has raised the question of

 whether counselling is an appropriate form of intervention and support in

African settings. Amongst the issues at stake are:

+ “Western” concepts of high risk behaviour that do not necessarily
correspond with Afican cultural concepts.

 Differing views of sickness.

» Language differences that may present problems - for example where
there are no words for certain objects or concepts such as “virus’,

‘condom’ or ‘immumnity’.

The fact that sex is a taboo subject in many African cultures.

 Secley, Wagner, Kengeya-Kayondo and Mulder (1991, in Lindegger and
Wood, 1995 ) recommends that if counselling is to be an effective form of
intervention, it needs to consider the culture in which it takes place. These
researchers completed extensive programmes in Uganda and have found

that the Euro-American model of person-to-person counselling needs to be
adapted to the rural African setting by placing the emphasis on support for

* the family. The effective holistic approach to HIV and AIDS employed by
traditional healers in the Botswana region, that accommodates the context of
particular cultural understandings, may in this regard be a prototype for
South Africa (adapted from Ingstad, 1990 in Lindegger and Wood, 1995).

' Four general trends have emerged from psychological studies investigating
psychological counselling and psychotherapy with AIDS patients (Anderson
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et al, 1991 in Lindegger and Wood, 1995):

» Counselling interventions aimed at helping persons with AIDS establish
active control in relation to their disease has been shown to be most
effective for enabling coping.

« In addition to psychological assistance to individual AIDS patients the
importance of family based intervention has been emphasized
(Ackerman, 1989 and Cohen, 1990 in Lindegger and Wood, 1995).
Family intervention has been identified as an important therapeutic
mode for all persons with terminal illness, but is particularly important
with regards to AIDS given the ambivalence surrounding the moral and
emotional reactions to AIDS which are likely to complicate the
experience of living and dying with the disease and the grieving process.
Ingstad’s study (1991 in Lindegger and Wood, 1995) supports this
finding. '

« A direct relationship has been demonstrated between coping
- mechanisms and penod of survival with AIDS (Ross et al., 1994;
Thompson et al., 1996; Solomon ct al., 1987 in Lindegger and Wood,
1995). | |

Lindegger and Wood notes that, despite all these findings,:

“relatively little research has evaluated the efficacy of various
interventions with AIDS patients, and this is an tmportant area for
- further psychological rasearch”(Lmdcgger and Wood, 1995, p. 6).
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3

The research design

Motivation: rationale for the use of a

phenomencologiocal praxis:

The selection of the research design (as the strategy of research and logic
behind it) andrdsearchtechniques (as the methods used for data gencration
and collection) for this inquiry was influenced by ethical and practical

considerations.

Ethical conslderations: _ -

A critical factor that shaped the rescarch design and rescarch techniques was
the combination of generative-reflective practice and human science as the
 postpositivist rationale for community psychological research and action.
This approach emphasizes that the only way to provide co:mmmity-relwant
knowledge and consequently appropriate and valid psychosocial
. mterventlon is through open dialogue within the study commumty 1tself,
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between rescarcher and members of the community as well as between
research and intervention or praxis and action (Dokecki, 1992, Newbrough,
1992). This corresponds with Paulo Freire’s “action - reflection cycle™".

A brief comparison of traditional psychological research with the
phenomenological method will illustrate the fink between the latter and
reflective-generative practice as well as the fundamental ethical principles
underlying it: "

Traditional psychological research secks causal explanations through the
calculative measuring or manipulation of psychological phenomena in order
to formulate theory. Phenomenological research secks to penetrate
psychological phenomena, as shared universal dimensions of human
experience. This 1s achieved through bringing the shared prereflective

- experience thereof to the level of reflective awareness where 1t manifests
itself as psychological meaning. Since phenomenological research involves
an explication of shared prereflective experience, it engages the
rescarcher/interviewer in a dyadic relationship with the interviewee, as co-
constitutive member in an interpersonal sitnation aimed at making explicit
the shared human meaning of the phenomenon. As such open dialogue
between the researcher and members of the study community as reflective-
generative practice is am inextricable constituent of the phenomenological
method. .The heterocentric dyadic relationship of the interview is by
definition fundamentally based on caring as the “norm for the rightness or
wrongness of all action whatever”™, or the basis of ethical behaviour, a norm

- 1 «“Reflective-generative practises” refers to a relationship between
inquiry or research and community characterized by dialogue within the
community as the basis for generating community-relevant knowledge to
guide appropriate, relevant community intervention (Dokecki, 1992). The
principles of Paulo Freire with its emphasis on empowerment, relevance,
authentic dialogue, and problem posing are incorporated in a reflective-
generative practice (Freire, 1970). )
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that makes it possible “to define morality by reference to maintaining
community in action” (Macmurray, 1961, p. 120 in Dokecki, 1992).

By using more than one interviewee to find thélmderlyingconstantsor
themes that represent universal aspécts of the experience of late stage AIDS
for the study population, phcnoménological research mirrors the effect of
open dialogue within the community in establishing the shared,
intersubjective human meaning of the researched phenomenon for its

' members (Giorgi et al., 1985; Dufrenne, 1967; Collaizzi, 1973; Kruger,
1988). '

Therefore reflective-generative pmcﬁce and a phchomenological praxis
conscientizes the research and subsequent community intervention. Through
suspending, as far as possible, all forms of theorctical and experiential bias
it emphasizes an understanding of the experienced necds of persotis with
late stage AIDS. By definition this approach of gencratmg the knowledge on
which social intervention is based in the study community forms the basis of
an ethical relationship with the target community and minimizes the
possibility of imposing invalid and preconceived schemas about their needs
on them in the subsequent community intervention through the AIDS Care
Centre (Grorgi et al, 1971; Edwards, 1991).

Practical consilderations:

Asan cﬁplication of the experienced needs of the persons with late stage
AIDS, as a comprehensive phcnomenon, this research demanded a
qualitatrve or exploratory approach. This format for the rescarch design
provided the persons with late stage AIDS with the scope to express their
conceptualization of the issues at stake as well as their needs as experienced
by them. Although quantitative methods would be preceded by a pilot study
with a similar aim, there would be the risk of imposing researcher bias on
the nature of the researched phenomenon. During a pilot study the
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researcher would, for example, guide the interviewee according to a hidden
agenda in terms of issues deemed relevant to the goals of the research
(Oppenheim, 1992). The phenomenological research design resembles a
pilot study in explicating the respondents conceptualization of key concepts,
but has the additional benefit of imposing rigour on this event through
phenomenological research techniciues that provides empirically verified
and minimally biased results.

“The nature of the researched phenomenon (the comprehensive needs of
persons with late stage AIDS) and the purpose of the research (creating
informed recommendations as to how these comprehensive needs can be
addressed in the format of an AIDS Care Centre) necessitated a blending of
pilot work and exploratory research for which the phenomenological
method is imminently suitable. Rescarchers such as Temoshok and Baum
(1990, p. 12) specifically recommend a flexible approach of this nature to
AIDS related research and intervention due to rapid and continual changes
in our understanding of the disease and the changing nature of the
phenomenon itself. Berk, Baigis-Smith and Nanda (1995, p. 647) mentions
in this regard in their research that:

“These results question assumptions about the relatiariship among
stage of HIV infection, level and type of health care need, and type
of setting and suggest that heaith system resources and nursing
care focus on both the psycﬁosocial and physiological needs of
persons with HIV/AIDS using mdtvzduahzed protocols.”

Additionally certain characteristics of the target population negated the use
of quantitative methods. Issucs of confidentiality and anonymity regarding
the HIV/AIDS status of members of the target population and its
heterogeneity rendered it impossible to draw a statistically representative
sample due to the unavailability of a sampling frame. Apart from their
sharcd attribute of having AIDS, the persons with AIDS in the Richards Bay
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area came from different walks of life and could not be classified or
described according to other socioeconomic variables that would provide
parameters for the drawing of even an approximate sampling frame.

An overview of the phenomenologiocal

praxis

. Definiion
Polk.inghnrﬁe (1989, p. 1247) defines phenomenology as that psychological
discipline that secks to explicate the essence, structure, or form of human
experience as revealed through essentially descriptive techniques as well as
disciplined reflection. Phenomenological research, then, refers to a praxis
for discovering, revealing, describing, and understanding - or explicating -
experienced reality. Edwards (1991) states, in this regard, that
phenomenology is dedicated to allowing the phenomena of the life-world to
reveal themselves in their more original, primordial, and essential form. To
“explicate” refers to a process of discovering, revealing, describing, and

- understanding - or making explicit - what people can communicate

regarding thetr experiences of the rescarched phenomenon. The

phenomenological explication of the needs of the persons with late stage

AIDS is therefore a making explicit or uncovering and describing of the

essential human needs associated with the experience of having late stage

AIDS as the rosearched phenomenon. o

-

. Phenomenological rescarch identifics and cxplor&_ phenomena through
describing human experience™ since human experience is an essential

The term “phenomenon™, derived from the late Latin “phacnomenon”
m turn dertved from the neuter Greek present participle “phainomenon™
meaning ‘to appear’ refers to that which appears to a person - i.e. what is
experienced by a person - in Kantian philosophy the appearance or
experience of an object as opposed to its assumed existence in and of itsclf,
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constituent of human phenomena. Thus the research explores the persons
with late stage AIDS experience of their needs from their perspective
without imposing bias through interpretation. A precondition for explicating
the researched phenomenon is to put one’s own presuppositions regarding it
on hold.

Sampling

Selection criteria:

Subjects who are pre-eininenﬂy suitable for phenomenological research are

those who:

» had direct experience of the phenomenon to be researched;

» can articulate and communicate their thoughts, feelings, and perceptions
regarding the researched phenomenon; '

_-. express a willingness to be open to the rescarcher;

«  are naive about theories regarding the researched phenomenon - their

" being untrained increases the probability of their verbahz.mg the data of
their awareness or their original experience of the phenomenon. This
prevents undue interference from implicit philosophies of various
schools of thougbt (Gmrgl, 19835).

Represeniativeness of the sample

The representativencss of a sample, and the generalizability of the research
results to the target population, in phenomenological rescarch, is based on

independent of the person experiencing it. |

Needs experienced by persons with late stage AIDS. | ' 53



experiential rather than statistical validity.

In phenomenological research representation, like validity and objectivity, is
empirically based on direct experience. What we experience as real and
valid is by definition so, and generalizable to the extent to which the
phenomena are accurately shared. | |

Therefore objectivity is fidelity to phenomena and not located in

_measurement and operational definitions as used in traditional social
research as criteria for validity. Through employing unstructured interviews
characterized by a permissive psychological climate and openness the
phenomenological method ensures the faithful and honest articulation by the
respondents of their experience of the researched phenomenon. The research
results as the themes extracted from these protocols are valid for the target
population on the basis of shared experience since phenomena are umiversal,
shared human experiences. Linked to this is the phcnomcnological premise
that experience is not a personal or intemnal state, but a mode of presence to
the world. We are human in unique but also fundamentally similar ways and
therefore have essentially similar experiences of shared phenomena. The
copies of extracts from the transcribed protocols in Appendix two is a
testimony to this basis for validity. Respondents, who do not know each
other, spontancously echoed the same themes as expressions of their needs
in terms oftheraearchedpﬁcnommon. This is due to their essential and
shared humanity and the experience of AIDS as a shared phenomenon.
Fundamentally traditional social research also relies on this premise for
validity through generating valid, measurable definitions and indicators of
key researched variables through the unstructured interviews of a pilot
study and subsequently developing items for standardized questionnaires
from this (Oppenheim, 1992).
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Phehomenologioal researoh methodology

A phenomenological research procedure was applied in the phases outlined
below. These phases correspond with the procedures described by Du Toit
(unpublished, 1990), Spicgelberg (1982), Kruger (1986), Stoncs (1986), and
Van Vuuren (1989).

Phase 1: The idcntiﬁcati'(;n of the phenomenon.

Phase 2: The selection of subJects

Phase 3: The first person description (interview and protocol).
Phase 4: Reading the description or protocol.

Phase 5: Breaking each protocol down into Natural Mcaning Units
(NMU’s). .

Phase 6: Reduction and linguistic translation of the Natural Meaning
Units (NMU’s). |

Phase 7: Formulating the situated structure for cach_subjéct
Phase 8: Formulating the gencral structure (synthesis).
Phase 9: Discussion: Relating the explicated needs to current theory.

Phase 10: The research report: an overview, @alwﬁm and

recommendations.

General format for the researobh
procedure )

According to Polkinghorne (1989, p. 46) the general format for
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phenomenological research may be summarized as follows:

Gather a number of naive descriptions of the phenomenon under
investigation through unstracturcd interviews with persons who are
experiencing it

This entails asking a sample of the target group (the persons with late
stage AIDS) individually the research question (““What are your needs as
a person with late stage AIDS?”). This is an unfocussed, highly
projective question - “projective” in the sense that the question means
whatever the respondent wishes to make it mean, which in turn is the
significant aspects of their experience of the phenomenon that the

research aims to extract.

Naturally the research question evokes a flood of information (and, in
practice, some denial from persons with late stage AIDS). From the
perspective of traditional social research and a pilot study the researcher
would then employ “traffic management™ to focus the interview on

issues deemed relevant to the research in terms of a hidden agenda
(Oppenheim, 1992, p. 30). From a phenomenological perspective and in
terms of a reﬂectwe—gmcmtxve practice, however, it is important to elicit
the respondents’ conccpmahzanon of key issues and agenda for the
research and subsequent intervention. Thereforé the respondent is
allowed to set the agenda for the interview. In practice this had the

- additional benefit of facilitating the ventilation of anxicty associated

with the experience ofdemalandtheconsequentworkmgthroughoflt.

Minor modifications to the phcnomenological method, due to time and
other constraints, arc mentioned in more detail in chapwr four that deals
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4

A review of the research

This chapter documents the course of the actnal research, including practical
problems experienced in applying the research design and research
techniques. Where relevant, important principles or problems experienced
* are illustrated with references to extracts from the protocols cited in
Appendix two. The chapter is naturally divided into the practical stages in
implementing phenomenological research outlined in the previous section.
Identifioalion of the phenomenon and

braokeling of assumpftions

-

It is important to distinguish between the identification of the researched

' phenomenon and possible definitions thereof. The phenomenon was
identified initially in the broadest possible terms (see “needs™ under
‘Definitions of key terms’ in Chapter onc). The generative themes in chapter
six provides a valid definition of the researched phenomenon as the needs of
persons with late stage AIDS in terms of the respondents experienced
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conceptualisation and understanding thereof (Collaizzi, 1973).

An essential condition. for explicating the respondénts’ experience of the
phenomenon is the bracketing of the researcher’s presuppositions regarding
it. Consequently the researcher i:ttcﬁogated his experience of the
phenomenon using phenomenological_mrch methods in a similar way to
the actual rescarch. This contributed to increased self-awareness and a
putting-on-hold of biascs regarding the neods of persons with late stage
AIDS. o

There were, however, biascs and distortions inherent in the setting and
format of the unstructured interviews as well as the presence of the
interviewer. Naturally a person from a traditionally Zulu cultural
background (as all of the respondents were) would not necessarily view
being interviewed by a person from 2 Western cultural background in the
environment of a company health clinic as a neutral, permissive experience.
Morcover, an unstructured interview is not a normal conversation - it is
essentially one-sided requiring possibly a different way of relating to that
with which the respondent is familiar. |

Practically the persons with late stage AIDS’ primary concern with
participating in unstructured interviews in a clinic setting with an unfamiliar
interviewer was conﬁdcm.lahty They were wpeciéll;r apprehensive about
hzvingﬂ:cinterviewsaudiotaped. Ina]lthc.intcwiewstheywercgmnted

 complete freedom in setting the format and method of interviewing. Their
apprehensiveness initially inhibited a spontancous sharing of their necds.
Fortunately guarantees of anonymity resulted in this resistance being worked
through and them participating spontaneously. All the interviewees
preferred the setting of a company health clinic to their homes in the
community where they feared breaches of confidentiality more.
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Farmulatibn of the researoh question

As mentioned before, the research questxon had to be a wide-open, highly
projective general question to introduce as little bias as possible in the
respondents’ subsequent exploration of their needs (Oppenheim, 1992). The
question “What are your nceds as persons with AIDS?” proved very
effective in eliciting an open, spontaneous sharing of their experienced

" needs. This is both evident in the protocols cited in Appendix Two and in
the feedback received from the respondents after the unstructured interviews
regarding any possible bias that may have been introduced.

The seleotion of respondents

Selection criferia and related Issues

As mentioned in Chapter Two, direct expencncc of the mearched
phenomenon, the ability to articulate this experience, a willingness to be
open to the interviewer, and being naive with regards to theories regarding
the researched phenomenon are essential criteria for the selection of
respondents for phenomenological rescarch. These criteria are discussed in
detail in terms of the actual rescarch in the following section.

» Direct experience of the researched phenomenon:

’I'hereseamﬁndphcnomcnmiétheﬁeeds ofpérsonswiﬂ:latestagcorfull—
blown AIDS. Therefore it was considered cracial that the interviewees had
to prosent with the morbid symptoms of late stage AIDS (including Carpossi
Sarcoma, pneitmonia, AIDS-related dementia, associated venereal diseases,
cold sores, diabetes, tc. related to Immunodeficiency) at the time of the
mteruewstohavc direct experience of the rescarched phenomenon.
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Consequenﬂjrthcy_wouldalso be eligible for care in an AIDS Care Centre.
Naturally the clinical presentations of acute AIDS varied from respondent to
respondent in terms of prominent symptoms. Initially it was thought that
CD4-counts could be employed to select respondents on the basis of a cut-
off margin since it corresponded with morbidity. It was, however, found that
low CD4-counts did not necessarily correspond with the severity of
prmented symptoms Several potential respondents with very low CD-
counts did not present with any of the acute signs or symptoms of AIDS and
- were therefore unsuitable for the research.

» The abiliryta_m-tiadateﬂuiraanimce of the phenomenon.:

The abthty of rcxpondents to articulate spontancously their needs related to
the expenence of late stage or full-blown AIDS depended on the provision
of a permissive, non-directive psychological climate in the unstructared
interviews and their being able to express themselves fluently in English.

An additional obstacle to the persons with late stage AIDS honest sharing of
their needs was the phenomenon of denial. Denial of having AIDS presented
a barrier to their exploration of their experience of the rescarched
phenomenon. One could argue, however, that the denial and especially the
anxiety associated with AIDS is a relevant and valid expression of their
 experience of having AIDS, as the rescarched phenomenon. As 2 coping
mechamsmfordeahngmﬂlﬁleexpenenoeofhavmgAIDS it represents one
of their experienced needs. Th:sncedxsexpr&ssedtosomecxtentasa
pcrvas:vedesn'etqremamdlshactedﬁomthmkmgabomhawngAﬂ)S -an
important generative theme discussed in detail in chapter four.

Morcover, permissively accepting the denial (and not challenging if)
resulted in the interviewces spontancously expressing the underlying anxicty
 that contributed to it. This resulted in a working through of the denial and
acknowledgement of experiencing late stage AIDS. Of the thirteen

3



interviewees selected only one presented with such denial that the interview
had to be rejected for the purposes of the research. This interview had to be
rejected since the respondent’s complete denial made it, by definition,
impossible for him to relate his experience of the researched phenomenon
(his needs as a person with late stage AIDS).

Language did not pr&sent.a barrier to the mter\newem’ articulation of their
needs, Of the twelve remaining interviewees only one was not flucnt in

" English and required the use of 2 translator. The original Zulu interview was
audio taped and translated subsequently in whole into English. Since any
form of translation and the necessity to conduct the interview through a
translator distracts from the authenticity of the protocol, this interview was
considercd less valid than the remaining eleven.

e The unstructured interview: |

Prior to mitiating the interview every cﬁ'ort was made to create a situation in
which the respondents would feel relaxed and where anonymity and
confidentiality could be guaranteed, if required.
For this reason home interviews were avoided since the home environment
would not provide a long enough period (sixty to ninety minutes) without
 interruptions or distractions (Oppenheim, 1992). . |
Moreover, the sensitive nature of the researched phenomenon, the presence
of denial, and the extreme importance attached by the interviewees to
confidentiality regarding friends and family knowing about their having
AIDS resulted in all the interviewees expressing a preference for not having
interviews conducted at home. Conducting interviews at home could have
resulted in the introduction of bias among even those interviewees not
experiencing any denial due to the expectations of family and friends.

AsfarasposSibieseﬁjngspcrceivedbyintervieWmas.unplmntor
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threatening were avoided. All of the interviewees reported satisfaction about
the way nurses treated them at the company cliics (this 1s evident in the
generative themes where itisrecommmdedﬂmtst_affafthcAlDS Care
Centre should relate to them in a similar way to staff at the clinics).
Additionally offices at the clinics provided an appropriate setting for
interviews - it was private, quict, comfortable and not intimidating, This, in
conjunction with the guarantoe of ancnymity (they were never asked to

_ provide any biographical information) enhanced rapport between
interviewer and interviewee.

Having welcomed and thanked the interviewee, after being introduced, the
interviewee was scated and put at case. A standard format of introduction
was used in each of the interviews:

“We have asked you to participate in this research so that we can
benefit from your experiences of having late stégéAIDS and insights
regarding it. The interviews are entirely private and confidential,
your name will not be linked to anything you say here, and I have not
been told anything about who you are or where you éomefrom.
Furthermore you do not need to provide me with this information
unless you want to, in which case it will still not be linked to anything
you say. The mtemews will be very helpful to us in providing us with
better ways to address the needs of persons with late stage AIDS.”

It was decided that the research should be in the format of audio taped
unstructured interviews since it has been found that questionnaire
completion tend to result in responses of a distant and highly reflective
nature. The spoken interview allows the respondent to be as near as possible
to their lived experience (Beshai, 1975; Dublin, 1972). Dufrenne (1967, p.

* 215) mentions in this regard: | o

“In eﬁ'ect,' when I speak, I am ny spedking; I become one with
words. Certainly...to speak puts me at a certain distance from that
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of which I speak. But between my consciousness and my speech

there is no distance at all: I am in union with the language I use”.

This advantage of the audio taped interview in eliciting the interviewees’
lived, pre-reflective experiences outweighed the practical advantages of
written descriptions that would be less time-consuming and not require any
‘transcription. Written descriptions would have had the additional
disadvantage of resulting in loss of dialogue and the opportumty for
Prior to connnencmg with the interview the interviewee’s permission to
record the interview on tape was secured:

“Do you mind if I tape our conversation? It helps me to remember

_ afterwards what you said and saves me taking notes.”

- With several interviewees (ﬁve of the twelve) this resulted in fears of |
confidentiality or anonymity being breached. The interviewees suspected
that their voices would be recognized and that their having AIDS would be
made public. Their fears were allayed by reassuring them that the recorded
material would be destroyed as soon as an anonymous verbatim transcript
had been made of it. With all of the twelve interviewees this resulted in
permission to audiotape the interviews,

Subsequently the interview was opened with the mentioned wide-open,
highly projective, general question: - C

| “Can you tell me more aboutlyoz_zr néecis‘ asa person with AIDS?”
Where denial occurred (and the person mentioned, for example, that they
did not have AIDS but merely suffered from chronic diarthoea), this was
explored permissively with the interviewee and space was granted to express
ambiﬁalence .and ventilate underlying anxiety. Throughout tﬁe mterview was

conducted in a non-directive, informal manner with the interviewer
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attempting to influence the interviewee as little as possible. Leading
questions were avoided and responses consisted mainly of empathic
reflection and paraphrasing.
On completing.ﬂw mtmnews, the respondents were asked to complete,
anonymously, a form aimed at reccmngfeedback concemning their
experience of the interview. This information was used to decide whether or -
not to accept anmterwewforthcresmh, based on openness and rapport as

" experienced by the interviewee. Since all the interviewees indicated that they
experiencéd the interviews as non-threatening and spontancous none of the
protocols were rejected. |

Transoription and linguistio translat_ion of

the interviews

The audio taped interviews were transcribed, or copied verbatim in writing
as protocols, for the individual subjects, and subsequently explicated
through four @ssennal steps (adapted from Kruger, 1988):

Obﬁlning an.lnf_ult.h_re and holistic grasp of

the data -

Since phenomenological research is engaged rescarch, involving the

researcher in an interpersonal situation, the researcher’s mode of

involvement at this stage was crucial. In the initial reading of the protocol,

the researcher bracketed personal pieconoéptions and judgements to remain
* faithful to the data in the protocols to the fullest possible extent.

After achieving a holistic sense of the protocol through a first reading, it
wasrcadagaininmﬂertopreparefoffmthcrstag&srequiringamore
exacting analysis. | ' B
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Sponianeous emergence of natural meanling
unis

Subsequénﬂy the protocols, or verbatim written records of the interviews,
were broken down into naturally occurring units - each conveying a

- particular meaning - which emerged spontaneously from the reading. Each
unit, termed a Natural Meaning Unit (or NMU), may be defined as:

- “a statement made by the respondent that is selﬁdeﬁn&ble and sélf»
* delimiting in the expression of a single, recognisable aspect of the
respondent’s experience of the researched phenomenon” (Kruger,
1988p117)

Inotherwords, anNMUls observedwhmtherelsau'a.nsmont'rOmone |

- nuance of meaning to another. Wherever possible the respondents’
phraseology was adhered to in order to let the data speak for itself. This is
evident in the ]:mguage vsed in the descnptmns of the generative themes in
chaptcr four '

Rigorous refléction and a-an.bﬂhrma&an of
. the data. |

Once the Natural Meahing Units had been identificd and made explicit the
central generative themes that characterize the respective scenes unfolding
' in each protocol was synthesized. This entailed groupmg Natural Meaning
- Unit’s with shared explicated mmtliﬁgs separately m each protocol.
Subscquenﬂyinclusived&smipti ofthcm&ningsofthﬁegroms of
Natural Meaning Units were generated as central generative themes. In
describing these themes the researcher again adhered as far as possible to
 the ongmal phrascology of the ptotocols to prevent interpretation of

mﬁznmg
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At this stage it was noted that several of the descriptions by the respondents
of the researched phenomenon were unique in being an expression of their
original, personal needs experienced in their distinctly individual life

worlds. Van Kaam (1975) comments that these uniquely personal
descriptions of the experience of the rescarched phenomenon are |
additionally incomplete or imperfect due to forgetfulness, poor vocabulary,
an inability to express themselves, etc. on the part of the respondents.

The problem presented by this is that the aim of the phenomenological
inquiry is to find the underlying constants or themes in the many forms of
expression of the experience of the researched phenomenon in an effort to
depict its cssential, shared, universally human aspects. These personal or

| impelfect descriptions may fail to reflect an essential or nﬁiversally shared
aspect of the experience. | " o

" The problem is overcome by using more than one respondent. By using
twelve interviewees in this inquiry the possibility of finding underlying
constants or themes that represent universal aspects of the human
experience of having late stage AIDS is greatly increased. The possibility of
certain aspects being omitted is minimized through this and those aspects

 which arc most important (or central and universal) to the cxperience of
having late stage AIDS should appear most frequently, assuming - and not
unjusﬂyso-thatthoscaspectswhicharemostimpoﬁantareléastlikelynot
to be verbalized. Practically it was found that the intervicwees echoed
similar concerns regarding the experience of late stage AIDS and expressed
similar needs and priorities in terms of coping with the disease.

' Synlhesls and description

The final phase of the research methodology comprised two steps. Firstly
| the researcher synthesised the insights attained by taking into account all the
. expressed intentions derived from the Natural Meaning Units.



At this stagesomcdiscrepancim were noted. An example of this is the fact
that most of the respondents did not want the AIDS Care Centre to be in
their communities since they believed that this would jeopardise
confidentiality by resulting in members of their commumties becoming
aware of their having AIDS. They expressed the fear that this would result
from them being seen entering or leaving the AIDS Care Centre or when

~ members of their families became distraught upon realizing that they have
~ AIDS (also through seeing them at the AIDS Care Centre) and consequently
inadvertently told others that they have AIDS. The majonty of the
respondents had not yet informed their familics of their having AIDS. This
was due to the presence of varying degrees of demial and their unwillingness
to cope with the additional stress of their families sadness. Additionally
some expressed fears for the health of relatives with high blood pressure and
other chronic discascs on being exposed to this shock. Yet almost all the
respondents insisted that the AIDS Care Centre shovld make provision for
them being in pnvate with their v1s1tmg families by providing a separate
room for this purpose

Cc:tamthmﬂwmforeseemedto contradict each other. This is where the
notion of approach in the phenomenological method comes to the fore. The

rescarcher must:

“proceed with the solid conviction that what is Iogz'callj;
| inéxpiicable may be ak&tenﬁaily real and valid. He must refuse the
_ ter@tations of ignoring data or themes which don’t fit or of
. prematurely generating a thebry which could merely conceptually-
abstractly eliminate discordance of his findings thus far”
(Collaizzi, 1973, p. 161). | -

Secondly the rescarcher communicates the phenomenological synthesis to
 the world of critical opinion through the formulation of a situated structure.
The sitnated structure or general description communicates the meaning
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structure of the researched phenomenon in general and attempts to
overcome the limitations imposed by any specific context. The use of

- several respondents in this research was, as mentioned, to obviate possible
undetected idiosyncrasies of an individual respondent which would make it
more difficult to arrive at a generally valid description of the needs of the
target community of persons with late stage AIDS. This also facilitated
greater fluency with the phenomenon, given the greater variabihity in
experience thereof by several respondents. Therefore the general description
of the situated structure of the expenence of having full-blown AIDS is
based upon several specific descriptions, each of a situated structure of
essentially the same phenomenon. |

Rigour of explication by lhe use of
Iintersubjecitive judgement.

Since the hallmark of research is that there should be consensual validation
of the outcome, a panel of judges may be used in conventional

- phenomenological research to determine whether the specific descriptions or
the general description is true to the phenomenon. Usually this event in
phenomenclogical research is addressed through giving feedback to the

- respondents, subsequent to the explication of their.protocolss of the specific
descriptions of their protocols” situated stracturcs and asking them to judge
the validity thereof. o

Due to lack of time in this was not possible.inﬂ;is contractual research. The
research had to be completed in less than one-and-a-half months since the
funding for the propased AIDS Care Centre (at that stage) was linked to an
annua] budget that would cease to be available after the specified period
(from December 1995 to beginning February 1996).

'To compensate for this lack of consensual validation in the rescarch, the
‘ interviewer would summarize and reflect during the original audio taped
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interview at points of natural closure ail the themes generated thus far and
inquire from the respondent whether this was a valid reflection up to that
point of his central concems and needs. The fact that both these summaries
~ and the respondents’ judgements of them were audio taped made possible a
consensual validation of the generative themes which were very similar to
reflected summanies.
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The generative themes

The following generative themes emerged as important shared universal |
dimensions of the needs experienced during the late stage of AIDS (as the
researched phenomenon) from the protocols of the interviews with the
respondents. As such the following represents a synthesis of recurring
central concerns mentioned by the interviewees regarding their experienced
 noeds during the interviews. N
The generative themes are cited and described in order of frequency with
WMchthcyappﬁred mthemtctvxewsandsubsequentpromcols Itis
assmned, as mentioned in chapter four, that more lmportznt aspects of the
expenence of the rescarched phennmcnon are less hkely to appear less
ﬁequently Convcrsely it could be hypothmlsed that those central concerns

thatapp&redmostﬁequcnﬂymthemtemewsrepmentﬂlcmorempoﬂm
'aspectsofthenwdsexpmencedwhenhmnglatestzge AIDS.
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Distraction:

“The fact that onc has AIDS and its destructive impact on one’s life is
inescapable (NMU B:IX; B:X). Therefore having AIDS is both very
distressing and frustrating (NMU B:XI). Since there is no cure for AIDS,
ﬂlcbwtonecandomtopreventthcsprcad of the disease through using
condoms(NMUB.XVII,B.XVIH,B XXIX).

Initiaﬂy, on being informed that onc 1s HIV+, one feels extremely angry.
This anger is mdent in one’s behaviour towards others (NMU B:LXIV).
One realizes soon that this is very harmful since others then become aware
that one is distressed and begin to suspect that one is ilt (NMU B:LXIV;
'B:LXV). Consequently one forces oneself to become distracted from
thinking about having AIDS and becoming angry and one pretends that
one’s lifc is continuing normally, as always (NMU B:LXV]). Generally it
does not scem as if others are aware of the fact that one is kecping them at a
distaﬁceinthisway.‘ Thcysemitothinkthat one’s AIDS related illness are
those illnesses in themselves and are not linked to the disease. (NMU .
BLXVII). A few scem to suspect that one could have AIDS (NMU

' BlXVD.WhgnﬂmsesaythatthcythmkonehasAﬂ)S,oncusmhmnomto
distract them from thinking this and keeping them at a distance (NMU
B:LXXIIL, B:LXXIV). | %

One should avoid morbid introspection about the destructivencss of AIDS
(NMU A:XIV). If one remains actively occupied by a variety of activities it
becomes easier to remain distracted from thinking about having AIDS
(NMU A:XVE A:X; A:XE; B:XXXIL BXLVE B:XLIX; C:XVIE C:XVII).
If one cannot remain distracted, one becomes distressed about having AIDS
and this makes it mmch more difficult to cope with the discase (NMU
A:XXIV; AXXV; BLI B-LIE B:LIV; BLVIE B:CV; BCVD.
Remaining distracted from thinking about AIDS is the only way one can

Needs experienced by persons with late stage AIDS. : 71



enjoy the remainder of one’s life to the full (NMU B:XLVHI). Thercfore
one should resume as normal a lifestyle as possible (NMU B:L; C:XXVII;
C:XXVIIN). '
Occasionally, when one thinks about having AIDS, one becomes aware of
its destructive and distressing impact on one’s life (NMU A:XTL; A:X10I;
B:LI). It 1s important to avoid being alone when one has AIDS to avoid
morbid introspection about the disease and its implications for one’s life
- (NMU B:XXXTH). When daily activities become monotonous, it becomes
very difficult to remain distracted from being preoccupied with having
AIDS, since this is distressing it becomes more difficult to cope (NMU
A:XXVI; A:XXVI). When the symptoms of late stage AIDS become acute,
it 1s impossible to remain distracted from thinking about it and one becomes
very sad and acutely distressed (NMU A-XXT; A:XXI). In spite of the fact
that this makes one feel abandoned and forlorn, one has to make every
attempt to experience one’s life light heartedly in order to cope (NMU
When it becomes impossible to distract oneself from thinking about having
AIDS, alcohol helps to elevate one’s distressed mood (NMU B:XCVTI;
B:XCVIIL; B:XCIX; C). Altematively one can remain occupicd by doing
houschold chores to remain distracted (NMU B:CE B:CIL, B:CII; B:CIV).
Constant prooceupation with having AIDS resuls n a rapid deterioration of
one’s physncal state and precipitate a relapse of the acute symptoms of the
| dlsase(NNIUB.LIX) This is particularly evident when one thinks about it
beforcyougotoslecp(NMUA:)Q(VHI; A:XXIX; AXXX: A:XXXI). One
can see the effect of this clearly in others who constantly experience morbid
introspection about having AIDS. Their distress results in rapid weight loss.
Conscquently remaining distracted from thinking about AIDS ensures one’s
~ survival, constant preoccupation with the disease could preci]iitatc one’s
 death. (NMU A:XXXV, A:XXXVL, AXXXVIE A:XXXVIIL BiLX;
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B:LXI). Therefore one should not distress oneself with constant thoughts
“about AIDS when one is in an AIDS Care centre (NMU A-XLII; A-XLIV;
A-XLV). It would be useful if there were to be a game playing area at the
AIDS Care centre since games are a good way to remain distracted from

thinking about having AIDS (NMU B:XCV; B:XCVI).

Care:

" One needs help to cope with having AIDS (NMU C:I). This help could be in
the format of inpatient or outpatient care (NMU C:II). Inpatient treatment
and care is preferable since it provides the experience of more consistent,
enduring, uninterrupted care that scems more nurturing and reliable (NMU
C:IV; C:V; C:IX). Additionally the consxstency of inpatient care ensures a
sustained rclatxons]np with one’s caregiver that relicves the experience of
isolation du to having AIDS (NMU C:X). Outpatient treatment :;ppeéx's |
inconsistent and episodic; relapses occur between- periods of care and this is
distressing (NMU C:VI, C:VIE, C:VHI). |

An important element of care is the helping relationship (NMU B:XCTI).
The relationship with caregivers should be characterized by compassion and
empathy (NMU B:XCIIL; B:XCIV). Humour is an essential aspect of one’s
relatlonslnp w1th one’s caregiver since it elevates one’s mood and distracts
one from thinking about AIDS (NMU C:XI; C:XIV; C:XV; C:XVI). The
cﬁﬁngrelationslﬁprewtabﬁsheséscnscofbelbngiﬁgmashamd sense of
being human that is very affirming and reassuring (NMU C:XIE; C:X1II).
The abovementioned arc all qualities of the helping relationship as
experienced with nurses at the company clinics (NMU C:XVII;, C:XVIIL;
C:XIX). |

Since one would go to the AIDS Care Centre to die, it would be good if all
one’s material and physical needs were addressed while you-are there (NMU
~ BLXXXIV; B:LXXXV; BLLXXXVIE B:XC). |
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Awareness of physical implications of AIDS:

- When friends enquire about the reasons for AIDS related loss of body
weight, it is very upsetting (NMU A:XIII; A:XV). One usually responds by
denying that one is ill and claiming that one has always been slender to

' prevent them from discovering that one has AIDS and to keep them at a
distance (NMU A: XIV; A:XVI).- '

" One is however acutely aware of the unnatural weight loss oneself and this
18 very distressing. It serves as a constant inescapable, physical, tangible
rcmindcrthatonchasAIDS(NMJA:XVlH;A:X]X; A:XX).

S:mﬂarly AIDS related ﬂ]ness and opportlmlstlc mfectwns such as kidney -
problems and recurring venereal discase (othcr than AIDS) precipitating
visits to the company’s health clinic serve as unwelcome reminders that one
has AIDS (NMU A:XXIE;, A:XXIII). When this happens and one has to visit
the clinic it is as if the diseasc returns, physically, to one’s life (NMU
A:LVI). Often this is so distressing that one suffers from insommnia prior to
attending the clinic (NMU A:XXIV; A:XXV; A:XXVIE A:XXVIH).

One 8 general physmal weakness and lack of strength due to late stage AIDS
also serves as uncomfortable reimndets of the disease. One tires rapidly,
finds it difficuit to lift objects, andcannotwalkfar(NMUA.)G(XVIH,
AXXXIX; AXL; A:XLL; AXLV; A.X}D{V AXXXIV, A.XXXIX,

'A.XL]I,A.XLI]I,A.XLIV)

Prior to having AIDS, one hadman‘ymaten'al'aims and goals and wanted to
possess many luxuries (NMU A:LXXVII). Once one has AIDS, however,
material considerations scem less important, especially since it is clear that
‘one will dic soon and never achieve those goals or possess wealth (NMU
ALXXVIE ALXXIX; A:LLXXX; ALXXXE A:LXXXT). Yet one enjoys
being in one’s house and listening to music.
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Famlly and conimunlty:

Often remaining distracted from morbid preoccupation with having AIDS is
very difficult. One has to avoid listening to the radio when AIDS is
discussed. When friends visit and talk about AIDS, one has to withdraw
from the company since one finds it acutely distressing to participate in their
conversation. This is excruciatingly painful (NMU B:CVIL, B:CIX; B:<CX;
" B:CXi; B:CXII; B:CXIV; B:CXII). o

One refrains from sharing with one’s family that one has AIDS since their
emotional reaction to this news would make it more difficult to cope. -
Additionally they could reject one due to their preconceived ideas about the
disease (NMU C:XXV; C:XXX; C:XXXIE, C:XXXI). |

Similarly one does not share the fact that one has AIDS with other members
of one’s community (NMU C:XXXII). Their prejudice would prevent them
from understanding the true implications of having AIDS and empathising
with one (NMU C:XXXII, C:XXXIV). They could, for example, become
distressed and tell others about the fact that one has AIDS since ihey would
not understand the importance of confidentiality regarding having AIDS
(NMU C:XXXV; C:XXXVI). Their lack of empathy and understanding is
evident in regular jokes about AIDS, especially when they hear about it on
the radio (NMU C:XXXVII; C:XXXVIII). One experiences this as very
hurtful, especially since it feels as if they are making direct references to one
and one feels that they should be aware how sensitive an issue it is to one
(NMU C:XXXVIE; C:XXXVIIL; C:XXXIX; C:XL; C:XLI).

Confidentialily:

Attending company clinics is.very difficult since one fears that one’s regular
. visits would disclose to others that one has AIDS (NMU C:XLIII; C:XLIV).
Since all the other cmployée;s_ attend the company clinics, one fears that they
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would see how often one is there and ask those who work there why one

comes there so often (NMU C:XLV; C:XLVI; C:XLVH). Therefore the
-AfDSCareCcnn'eshouldnotbeoncompanygwundsandconﬁdemiality
~ should be maintained there at all costs (NMU C:XLVIIL; C:XLIX).

Attitude:

Some accept having AIDS with courage whercas others are tenified by this
awaren&ﬁs (NMU AL A:ID). Being informed that one has AIDS leave one
fecling utterly helpless (NMU A:IIE; A:IV). One should not, however, allow
oneself to be intimidated by having AIDS (NMU A:V). One should not
allow oneself to become distressed by this or blame others for the fact that
one has the disease. Continually lamenting the fact that one has AIDS is

futile since no-one else 1s responsible for the fact that one has the discase.
(NMU A: VL, VIIL IX)

Material needs:

Since one is the breadwinner alternative provision in the material needs of
one’s direct and extended family is an important concern and need when one
' has late stage AIDS (NMU AL, A-I%; AT A:IV). Related to this are other
financial concemns such as who would cover the mortgage on one’s house
once onc has died (NMU A:V; A:VE A:VII). |

&(erclse: |

Exercise is an important element of coping with AIDS. It improves one’s
sense of well-being and health during periods when the acute symptoms of
* AIDS remit (NMU C:XXI; C:XX1). Thercfore the AIDS Care Centre

- should make provision for exercise through providing facilities (NMU
 C:XXm). | |
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- Environmeni/physical characteristics of
- ACcC: '

The AIDS Care Centre should be in a quiet environment where one could
remain undisturbed, receive care and practice one’s religion (NMU
B:LXXXVIIL; B:LXXXIX). The AIDS Care Centre should also be clean and
hygienic (NMU C:LIJ). There should be playing areas and large grounds for
walking (NMU C:LIL; C:LIII). '

| Hope:

One does not feel hopeless about having AIDS since one still hopes that
someone may someday find a cure for this discase (NMU A: XLV,
AXLVI).
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An overviéw and evaluahon

of the re#éarch

Disoussion._'

Gener&l'

Contrary to ﬂlc ﬁndmgs of related reseamh (Berk, Balgls-Snmth and Nanda,
1995; Doka, 1993 and F]askerud, 1992), the mIervwwe&s in the present
study articulated a distinctive pattern of psychosocial health care needs with
the experience of hte stage AIDS. The pattem of nceds that emei'ged does
not, however, correspond with that suggested by Mason and Wood (1994)
or Marazzi et al. (1994). Whereas thesc researchers indicate that material
needs (accommodation and concern with issues such as child care and
medical facilities) are the most serious problem encountered in the later
stagcdeﬂ)S,ﬂ:cmta'viewem in the present study expressed a
predominant desire for support and improved coping. In support of the
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findings by Berk, Baigis-Smith and Nanda (1995) these differences are
probably an expression of the varying needs of persons with AIDS in
: diﬁ'crgntsetﬁngs(discussedhmredctailﬁnﬁ;eron).

 Distraction, coping and rointed Issues:
Active versus passive coping:

" An overwhelming need to remain distracted from awareness of their illness,
as a means of coping, emerged as the most important or essential aspect of
the cxperience of having late stage AIDS for the interviewees in this
rescarch. To some extent this need could be construed as reflecting a passive
coping style, characterized by avoidance (see NMU B:LXVI, B:LXXIIL,
BLXXIV,B:XVI). ‘

Despite some experiences of sclf-blame (NMU’s A: VI, A.VI[L AIX) that
 has been associated as a form of personal atiribution in research with
passive coping styles and depression (Grammon et al., 1994), the avoidant
coping style related more to experiences of lack of social support and fears
of being scapegoated for having AIDS than guilt and associated perceptions
of themselves as unworthy or undeserving of care (Lindegger and Wood,

1995). Rejection and stigmatization was ascribed to others” prejudice and
‘lack of insight rather than any personal culpablhty (see NMU’s C:XXV,

C: XXX, C: XXX, C:XXXI). Most of the interviewees acquired the disease
through heterosexual extra-marital liaisons that did not seem to result in
excessive foclings of guilt or sclf-reproach,.indicating possibly the effect of
 culture bound norms in communities where polygamy is, or have been until
recently, customary Lack of social support, fears of re_]ectmn and expectcd
oppositional attitudes were experienced as cocrcing the mierviewees to
maintain a facade of health and normality in the face of emotional alienation
' from their families and communities. This represented to them the main
- contribution to an avoidant approach to coping (see NMU’s B:LXTV,
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B:LXV, B:LXVL, B:LXIL L:XXIV).

In support of comparable research, stereotypes and stigmatization therefore
émerged as major vartables complicating the experience of living and dying
with AIDS (Lindegger and Wood, 1995). The respondents in this inquiry
experienced expectations of the attitndes of family members and the general
public to be ambivalent at best and outright oppositional at worst (see
“Family and community” as generative theme in chapter five).

This 1s indicative of the desperate need in the Richards Bay area for
educational campaigns to reduce the high levels of public intolerance
regarding HIV/AIDS.

Consequently the persons with AIDS in this research experienced, in
common with the finding by O’Rawe, Amenta, and Tehan (1991), notable
social isolation, extending to their families of origin. In agreement with the
ﬁndings of Wood and Mason (1994) and Belyeava (1993), they also
cxpressed predominant concern with the social implications of their illness
parhcularly in terms of care for their families and children - and less
concern with their health. The interviewees did not expernience their families
- as sources of emotional/social support. Rather, they experienced them as
potential burdens in terms of their emotional reactions to their illness,
indicating the need for a family based approach in terms of therapeutic
intervention to alleviate these sources of stress and social isolation.

Additionally the interviewees refrained from disclosing their illness to
family members or friends for fear of burdening them with their problems
(sce NMU’s C: XXV, C: XXX, C:XXXI, C:XXXI). Buuren (1992) had
similar findings. Accordingly persons with AIDS oﬁennerect barriers

- between themselves and potential caregivers duc to concers about loss of
independence, fears about burdening loved ones, or out of need to avoid the
high emotional costs associated with maintaining the relationship.
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Conversely, it has also been shown that caregivers withdrew from the

helping relationship in the later stages of the illness due to physical or

' ‘emotional exhaustion and over identification with the patient (Smith and
Rapkin, 1995). The latter echoes the fears and expectations that inhibited the
persons with AIDS’s sharing of their HIV status with their familics in the
present study (see “Conﬁdentia]ity” as genemﬁve theme in Appendix 7, p.
22). This indicates that there will be a need fof interventions at the AIDS

 Care Centre aimed at assisting persons with AIDS with secking support and
working through possible resistance as well as cfforts at providing

supportive therapy to their friends and families.

Problem-focussed versus emotion-focussed coping:

Generally, however, the need of the persons with AIDS in this study for

- distraction, as a means of coping, resulted from the experience of futility
related to the inescapablencss of death from AIDS and the scope of a short
survival time within the late stage of the illness (sec “Attitude” as generative
theme in chapter five). This necessitated an emotion-focussed coping style
(see NMU’s B:XVIL B:XVIIL, B:XXIXXGrummon et al., 1994). As the
acute stage of a terminal illness, AIDS represents an encounter in which
their options for affecting the outcome is severely limited. Thus they made
efforts to manage the emotional distress accompanying having AIDS rather
than problem-focussed attempts to manage the illness itself. Emotion-
focussed coping was achieved through distraction, hope (see NMU’s
A:XLVI, A:XLVH), the use of humour (NMU’s C:XL C:XIV, C:XV),
relationship (NMU B:XCII) and to  lesser extent acceptance (see NMU’s
B:IX and B:X) and reappraisal to avoid constant awareness of their
impending death due to AIDS and the implications thereof on their families

. (see NMU’s A:XVI, A:X, B:LII, B:LHL B:LIV, B:LVIH). Some of these

methods have direct bearing on the characteristics of appropriate helping
relationships at an AIDS Care Centre, such as the qualities of interactions
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experienced as facilitating transcendence (see “Care™ as genefative theme 1n
chapter five). |

In terms of the dimensions of social support, the interviewees expericnced a
primary need fer emotionally sustaining help (see NMU’s C1V, C:V, CIX).
This corresponds with research regarding changes in the needs of persons
with HIV/AIDS for social support with the progression of the disease.
Accordmgly those in the earlier stages of HIV favour informational support

" whereas persons with ARC or AIDS preferred emotional support (Zich and
Temoshok, 1987 and Hays, 1989 in Friedland et al., 1996).

Additionally this correlates with their inadequate attempts at emotion-
focussed coping (see NMU’s A:XXIV, A:XXVL A:XXVII, A:XXI,
A:XXTI). Thetr primary need for distraction, resulting in avoidance,
precluded a coming to terms with having AIDS and the achievement of a
sense of meaning and integration. Consequently failure to remain distracted
resulted, in agreement with the findings of Mulder (1992) and Friedland et
al. (1996), in depression and an increased suppression of immune response
due to acute psychological distress (see NMU’s A:XXI, A: XXII, A:XXVI,
B:LIX, A:XXVIII, A:XXIX). This indicates that psychological intervention
cfforts at the AIDS Care Centre should be aimed at facilitating emotional
coping with emphasis on integration.

Characteristics of the study communily and
the experience of late stage AIDS:

Unlike the respondents in research by Mason and Wood (1994), the
interviewees in this study did not express, as menhoned, material needs as a
 central concern. This difference could be ascribed to bias in both samples.
Mason and Wood (1995) selected 15 Zulu speaking persons of whom the
majority was uncmployed for their unstructured research, whereas the
pmenl study consisted of twelve interviewees presently or previously
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employed by companim participating in the research. Several of the
companies 1 the Richards Bay area offer extended employment to
‘personnel with AIDS and extensive medical and financial support when this
- becomes impossible. Consequently immediate financial problems and
uncmployment would not be such pressing concerns for the present sample
as that selected by Mason and Wood (1994). Yet the interviewees in the
present study express some concern at their famly’s survival subsequent to
- thetr death from AIDS and related issues such as down payments on
mortgages and unfulfilled 1deals of wealth (see under “Family™ as

generative theme in chapter five).

Similarly a comparison of any of the protocols in the current study with a
semi-structured interview with an HIV infected person by Brouard (1992),
cited in full in Appendix 5 shows notable differences in attitude towards and
the experience of HIV/AIDS. One could argue that the experience of HIV

- would naturally be different from that of late stage AIDS. Research has
shown that it is associated more with distress and dysfunction rather than
better psychological adaption (Thompson et al., 1996, Lindegger and Wood,
1995). Yet the interviewee in Appendix Six seems to experience more
integration and active coping in this research, indicating possibly the effects
of counselling interventions that improved coping.

In support of research regarding the establishment of a drop-in centre in the

- Pietermanitzburg area, the interviewees 1n this study required the AIDS Care
Centre not to be at companics for reasons ofcouﬁdcmiality (see
“Confidentiality” as generative theme in chapter 5)°. Yet this again

BIn the explication of the original twelve protocols (see Appendix 7, p.
20) this, in conjunction with a desire not to share having AIDS with their
relatives, was contrasted with the interviewees’ need for a separate room in
- the AIDS Care Centre for being private with their visiting families. This
existentially valid contradiction was considered an expression of their
ambivalent attitude regarding confidentiality and support.
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contrasts with the need of the person with HIV interviewed by Brouard
(1992) to have a place of treatment in his community with a view to
reducing prejudice and mtolerance and to be near his family for emotional
support (sce “What kind of place would you like to go to for treatment?” in
Appendix 5). Once again this indicates the possible impact of soctal norm
 change, educational projects and counsclling interventions aimed at helping
persons with HIV/AIDS work through resistance that may be preventing |
_ them from utilizing their available resources of social sapport, for which
_ there is a dire need in the Richards Bay area.

Aohievemeni of the aims of the needs-

analysis:

The amms of this inquiry was:

-+ To identify and describe the comprehensive needs of persons with AIDS
with the aim of generating informed recommendations as to relevant and
valid services to be provided at an AIDS Care Centre in the Richards

~ Bayarea.
- To assess the available services rendered through companies as well as
state and welfare structures in the Richards Bay' area for addressing the

needs ofpersons with AIDS.

» Tocollate tlus information with a view to 1dent1fymg specific
| maddmedneedsthatcouldbepmudedforatanAﬂ)SCareCcntre

General orileria for the lialidity of

- phenomenologioal researoh:

- Additionally Kruger (1988, p. 155) specifies the following criteria for
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phenomenological research to be valid:

» The research-interview situation should entail a description of the
experience or meaning structure; that is it should focus on the researched
phenomenon in its lived world context. |

» Explication of the protocols shoﬁld be concemned with the meaning of
the data from the participant perspective. '

"+ Essential themes should be extracted in their varying manifestations.

_* The dialectic between approach, method, and content should be
maintained.

Limitations of the study:

While the review of the actual research indicates that this inquiry complied
with the criteria for valid phenomenological research as described by Kruger
(1988), there are limitations in terms of the representativeness of the

sample. The entire samplé forthismcﬁrch was drawn from persons
previously or currently employed by the organisations participating in the
rescarch. This was necessitated by the high prevalence of AIDS in the
Richards Bay area which would have overstrained the limited resources of
the AIDS Care Centre if care were to be provided to all. Consequently the
sample consisted of income-caming, adult Zulu-speaking men only.
Although this sample is representative of the target population to be served
by the AIDS Care Centre, it limits the generalizability of the findings of this
exploratory research.

Conolusions:

With the prospect of rapidly increasing numbers of persons with HIV/AIDS
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in the Richards Bay area requiring palliative care, the need for further
assessment of their needs in responsc to the changing phenomenon of late
‘stage AIDS and to assess the effectiveness of those providing care will be
vital. Since thesc issucs are intertwined with the effects of preventative
educational campaigns, social norm change projects, therapeutic

~ intervention with persons with AIDS and other community intervention
projects influencing attitudes towards AIDS, it should serve as a valuable
_ indicator of the varying impacts of all these factors. As such this study
demands follow-up research for comparative purposes and to assess the

impact of these programs.
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Iintroduction
~ The aim of this paper is to provide an outline of the research methods and
- procedures for analysing the needs regarding and AIDS Care Centre of persons
with latc stage AIDS in the Richards Bay area. To this end the proposal is
divided into the aims of the needs analysis, the research desigﬁ and process, a
proposed schedule for implementation, conclusion, and bibliography.



Aims of the needs-analysis

~ The am of this needs-analysis is: -

« To identify and describe the special needs of persons with terminal-phase
AIDS in the Richards Bay area, as the target population, regarding an AIDS

= To establish what resources are already available and what services are

already provided or plamned through state and welfare structures in the
Richards Bay arca for fulfilling these needs.

« To collate this information and to identify the specific needs to be
. addressed through the provision of an AIDS Care Centre. '

. Togenemtemfmd recommendations as to the nature and format of care
an Aids Care Centre. This will reflect ways identified by the target
population as to how they want their needs to be addressed within the
framework of an AIDS Care Centre.



- The research design and process:

As an explication of the needs experienced by persons with late stage AIDS in
.the Richards Bay area this research demands a qualitative and exploratory
approach. This will grant the study community the space to express their needs
as they experience it and, more importantly, allow them to convey their
conceptualization of the issues at stake as well as their agenda for how their
needs can be met. Moreover, current psychologiéal rescarch emphasises the
importance of generating the knowledge on which community intervéntion is
based in the specific target community (Dokecki, 1992, Newbrough, 1992,
- Seedat et al., 1988).

A phenomenological research design and methods will be applied to this end
along the steps indicated below:

. Identlﬁcatlon of the phenomenon (m this case the needs of persons with
late stage AIDS)

» Selection of the interviewees (phenomenological research demands as

sclection criteria that the interviewees should have direct experience of the

- researched phenomenon, be prepared to share this experience with the

_interviewer and be able to articulate their experience - the sample will be

_ extended to prmde coverage for idiosyncratic mdmdual differences that
may exist in the expenence of late stage AIDS) |

K Thcﬁ:st person descﬁption (interview and protocolk_-. the protocol refers to
a transcribed copy of an audio taped version of the inférvicw).

"+ Reading the description (protocol).

+ Breaking cach protocol dow into natural meaning units (NMU's).

. Re&uction and linguistic transformation of the natural meaning units.
- Formulating the situated structure for each subject.

100



- Formulating the general structure (synthesis).

Discussion: Comparing the rescarch results with that of related research,
comparing the expressed needs with services currently rendered in the

Richards Bay area to identify salient unfulfilled needs, reflecting upon the

The research report: an Uvemew, evaluation, and recommendations.

According to Polkinghome (1989, p. 46), the gencral format for

phenomenological research in a broad sense may be summarized as follows:

Gather a number of naive descriptions through unstructured interviews
from persons who are experiencing the phenomenon under investigation.
Thlswﬂlemaxlasbngarepresentatwesamplcofthetargetgmup
individually the rescarch question (“What are your specific needs as a
person with AIDST”) - an unfocussed, highly projective (‘projective’ in the
sense that the question means whatever the respondents wishes to make it
mean, which in tum is the significant aspects of their experienced noeds the

" research aims to extract). This should elicit their prereflective experiences

regarding their needs and problems.

Engage in a process of analysing these descriptions so that the researcher
comes to grips with the constituents or common elements that make the
experience of their needs and problems what it is.

Produce a research report that gives a clear, accurate, and articulate
description of their needs and problems that are relevant to an AIDS Care
Centre. The reader of the report should get the feeling that “I understand
better what it is like to experience as problems and n;:_eds during the
terminal-phase of AIDS.
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A proposed schedule for implementation:

Due to budgetary constraints (the grant from ALUSAF to fund the
establishment of the proposed AIDS Care Centre), the proposed research will,
if approved, have to be completed before February 1996. This two month
period (from December 1995 to January 1996) will be employed as follows in
terms of the time-structunng of the research: -

» One week: Planning of rescarch.
» Four weeks: selection of interviewees, conducting of interviews.

. Two_weeks: transcription of interviews, linguistic translation, synthesis and
 formulation of situated structure.

« One.week: Collation of needs with available services and facilities in the
Richards Bay area, drawing-up and presentation of report.
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Appendix 2: 11:e. Centre for Discase
Control (USA) case definition of AIDS:

Acquired immuno-deficiency syndrome (AIDS) is an aggregate of signs and
.éymptdms and illnesses rmultmg from a compromised immune system. A

* diagnosis of AIDS requires the definitive or presumptive diagnosis of one or
more ‘indicator diseases’ and , depending on certain criteria, may or may not
require evidence of HIV infection. The fdllowing outline is used by physicians
in the United States to arrive at an AIDS diagnosis.

A. A diagnosis of AIDS can be made if laboratory HIV infectién has been
established and a definitive diagnosis of any of the following indicator
diseases has been made - regardiess of the presence of other causes of
immuno-deficiency.

» Adolescents and adults with CD4 and lymphocyte counts less than 200
cells/ml | |

« Candidiasis or ocsophagus, trachea, bronchi, or lungs

» Coccidioidomycosis, disseminated

» Cryptococcosis (extrapulmonary)

» Cryptosporidiosis with diarrhoea persisting more than one month

« Cytomegalovirus disease of an organ other than the liver, spleen, or lymph

‘nodesina patient older than one month..

=  Herpes simplex virus infection causing a mucocutancous ulcer (eg. In eyes,
nose, mouth and genito-anal areas) that persists for more than one month;
- or bronchitis, neumonitis or oesophagitis caused by herpes simplex virus
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in a patient older than one month.
Histoplasmosis, disseminated

HIV encephalopathy; also called subacute encephalopathy due to HIV; also
referred to as HIV dementia or AIDS dementia complex (ADC), which is
clinically defined as disabling cognitive or motor dysfunction interfering
with the patient’s occupation or activities of daily living, or loss of
behavioural developmental milestones in the absence of a concurrent illness

or condition.

HIV wasting syndrome, defined as involuntary weight loss greater than
10% of body weight plus chronic diasrhoea or chronic weakness and fever
in the absence of a concurrent illness or condition; also referred to as

“Slims discase’.
Isosporiasis with diarrhoea persisting for longer than one month.
K;posi’s sarcoma

Lmhoma (primary) of the brain

Lymphoid interstitial pncumonitis (LIP) and/or pulmonary lymphoid
hyperplasia affecting a child under thirteen years of age

Mycobacterial disease including pulmonary infection, disseminated and
exn'aplﬂmonary Mycobacterium tuberculosis discase

Non-Hodgkins lymphoma. ' 

ngmwe multi focal leukoencephalopathy

Salmoneﬂa septicacrmia, recurrent
| Tﬁ;oi)hsmosis of thé brain in a patient older than one month
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Any combmation of at least two of the following bacterial infections within
a two year period affecting a patient less than thirteen years of age:
septicaemia, pneumoma, meningitis, bone or joint infection, or abscess of
an internal organ or body cavity caused by hacmophilus, streptococcus or
other fever-inducing bacteria.

Recurrent pneumonia
Invasrvc cervical cancer

. A diagnosis of AIDS can be made if laboratory evidence of HIV is positive
" and any of the following indicator discases is diagnosed presumptively. (A
presumptive diagnosis is generally made in situations in which the patient’s
condition does not permit the performance of defimtive testing.)

Candidiasis of the ocsophagus

cg}tom‘sggloﬁms cetinis with foss of vision

Kaposi’s sarcoma

Lymptmd nﬁe:stmalpneumomtls and/or pulmonary lymphoid hyperplasia
affecting a patieﬁt less than thirteen years of age

 Mycobacterial discase, disserminatod

" Toxoplasmosis of the brain in 2 patient older than one month

. Ad.iagxosis of AIDS can be made if laboratory evidence of HIV infection
is lacking or inconclusive, but a definitive diagnosis of the following
indicator discases are made, provided other known causes of immuno-

deficiency are ruled out.

Candidiasis of the ocsophagus, trachea, bronchi, or lungs
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Cryptoccosis, exl:rﬁpdmonary
Clyptospoﬁdiosis with diarthoca persisting longer than one month

Cytmmgalomus disease of an organ other than the hiver, spleen, or lymph
‘nodesina pat:ent older than one month

Herpes mxplexv;rus mfgctum causing a mucocutaneous ulcer that persists
longer than one month; or bronchitis, pneumonitis or oesophagitis affecting
a patient older than one month

Kapos1 § sarcoma aﬁ'ectmg*a patient below sixty years of age

'Lymphoma of the bram (pnmary) aﬁ'ectlnga patlcm less than sixty years
~ofage

Lymphoid mterstitial pnelnnomtls and]or pulmonary lymphoid hyperplasia
affecting a patient less than thirteen years of age

Mycobacterium avium complex or Mycobacterium cansaii- disease,

disseminated
Progressxve n:mltt focal leukoencephalopathy
Toxoplasmosxs of the bram ina pauent older than one month

. A diagnosis of AIDS' can also bc madé when laboratory evidence of HIV

- infection is negative, if all other causes of immuno-deficiency are excluded
and the patient has had either a definitive diagnosis of Pneumocystis carinii
_ pncumonia or a diagnosis of any of the indicator discases of AIDS and a
CD4 (T4) cell count less than 400 celis/ml. - ‘
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Appendix 3: -World Health Organisation staging
system for HIV infection and disease.

r(llinical stage | Clinical features
1 * Acute retroviral infection.

» Asymptomatic.
1+ Persistent generalized lymphadenopathy.

‘And/or pafmmance scale 1: asymptomatic, normal activity.
2 »  Weight loss ( <10% of body weight.)

. Minor mucocutancous manifestations (scborrhoeic !
dermatitis, chronic itchy skin, onychomycosis, recurrent oral

' ulcerations, angular cheilitis.) :
1 IidpézdstmhthehﬁS years.

» Recurrent upper respiratory tract infections.

And/or performance scale 2: symptomatic, normal activity.
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» Weight loss, > 10% of body weight.

» Unexplained chronic diarrhoea > 1 month.

. Uncxpléined prolbnged fever (intermittent or constant) > 1
month_

. Oml_ candidiasis.

. Vuﬁo—vaginal candidiasis > 1 month or unresponsive to
therapy. |

¢ Oral hairy leucoplakia.
= Pulmonary TB in the last year (modify for SA)
» Severe bacterial infections (modify for SA)

And/or performance scale 3: bedridden < 50% of the day during |
the last month. -
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Clinical features

Defining

: Conditions

. Kaposi’s sarcoma.

» HIV wasting syndrome (defined).
» PCP.

= Toxoplasmosis of the brain.

. 'Cryptosporidiosis with diarrhoea, > 1 month.

= Cryptosporidiosis, extrapulmonary.

e CMV (disease of an organ other than liver, spleen or lymph
nodes). ' |

* Herpes stmplex infection: nucocutancous > 1 month;
visceral (any duration).

Progressive multi focal leuko-encephalopathy.

Any disseminated endemic mycosis (... histoplasmosis,

coccidioidomycosis).

Candidiasis (oesophagus, trachea, bronchi or lungs).

~ A typical mycobactriosis, disseminated.

»  Non-typhoid salmonella septicacmia.

Extrapulmonary TB.

Lymphoma.

'HIV encephalopathy, as defined.

erformance scale 4: bedridden >50% of day/last month. §
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Appendix 4: Profoools and linguistio

Iransiation

The followmg are linguistic translations of three of the protocols used in the research.
- Each Natural Meahing Umit in the protocols are assigned a roman numeral, used as
reference in the central and generative themes explicated from them. |

“The protocols are rumbered alphabetically (A, B, and C) and this letter precedes cach
relevant roman numeral as reference to the Natural Meaning Unit in the relevant
protocol.
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A: Central

theme : '
_ Description

~ LAttitude to Some accept having AIDS with courage whereas others are
having AIDS | temified by this awareness(NMU I II). Being informed that

| one has AIDS leaves onc feeling utterly helploss (NMU Ik
IV). One should not allow oneself to be intimidated by the fact
that one has AIDS('NMU V). One should not alloﬁ oneself to
become distressed by it or biame others for having the discase
(NMU V). Continually lamenting the fact that one has AIDS
is futile since no-one clse is responsible for one’s havmg the

dlseasc(NMUVIII,D{)

Il.Coping [ I can cope with having AIDS alone by remaining distracted
from thinking about it for at least one week (NMU X;
X1I).Accessional, when oné thinks about the fact that one has
AIDS, one becomes aware of its distressing and destructive
impact on one’s life (NMU XII; XIII). One should avoid
morbid mtrospectlon about AIDS and its destructive impact on
one’s life (NMU XIV).

If oné remains occupied by a variety of activities it is easier to
remain distracted from thinking about having AIDS (NMU
XVI). If one camnot remain distracted by being busy or through
participating in activities one becomes distressed and cOpmg
with having AIDS beconwsverydxﬁicult(NMU}G(IV

XXV).
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A: Central

theme
: Description

When daily activities become monotonous it becomes very
difficult to cope with AIDS by remaining distracted (NMU
When the symptoms of AIDS become acute it is impossible to
remain distracted and one becomes sad and distressed (NMU
+} XVIIL; XIX; XX). In spite of this distress one has to attempt to

experience life light heartedly and cope (NMU XXT; XXII).
Yet one feels abandoned and forlom occasionally.

If one thinks about having AIDS continually one’s condition
deteriorates rapidly; this is particularly evident if one thinks
| about AIDS when going to bed (NMU XXVIII, XXIX; XXX;
XXXI). One can see that others with AIDS who morbidly
introspectize about the diseasc loose weight rapidly because
| they remain distressed by having AIDS instead of being
distracted from thinking about it (NMU XXXV; XXX VI,
XXXVIL; xxxvm)

Therefore one should not distress oneself or others when one is
in an AIDS Care Centrebyrcmainingpreoccupied with having
AIDS (NMU XLIIL XLIV; XLV).

IH-H"_P‘? | - | ldo not fecl hopel&ss about havmg AIDS since I still hope that
| ' o someonemayﬁndacureforthxsdmease(NMU}ﬂJVI,

XLVI).
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Natural Meaning Unit

Linguistic translation
. L Some face having AIDS with

Some people are brave,

some people are...scared.

Once they tell you...hey you have

- AIDS:

it’s like a baby

- Icansay ‘I don’t mind’,

- I’m not always going to cry at other

people saying ‘they did it to me’.
That 1s What Itell myself
‘alway; complammg is usélcss,
qol;odir sent s.rou.th.cre’. |

Because I can take it out with

myself, _ ‘
for even a week without thinking

about it.

Sometimes when I think about it,

I think ‘Hey, it’s shit”,

courage (attitude)

1. Some are terrified by the
expericnce of having AIDS
(attitude) '

II. When being informed that one 1s
HIV+(attitude)

IV.  One feels helpless (attitude)

V. Ibelicve having AIDS should not
affect me (attitude).

VL. One should not continuously, in
distress, accuse others for
having AIDS(attitude)

This is what I say to myself
regularly{attitude)
Continuously lamenting about
- having AIDS is futile(attitude).
IX.  No one else is responsible for
one’s having AIDS
(attitude/attribution).

§ X I can cope with having AIDS alone

(attitude),
XL by remaining distracted from
" thinking about it foruptoa
week (distraction).
When I occasionally think about
having AIDS (coping)
I realize how miserable it is to
have AIDS(coping) |
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_Natural Meaning Unit Linguistic translation
+  but'mnot always just thinking by | XIV. I avoid morbid introspection
myself “what, what?” about AIDS and its implications
' . ' for my life(distraction).
* In terms of my needs...yaah, XV. As far as my needs arc
- | concemned (needs):
. Ineedsomanythingstokeepbusy XII. 1Ineed a wide vaniety of
- all the time, activities to remain continually
occupied (distraction).
» then there’s the AIDS, - XIV. When I become aware of
| . having AIDS (distraction). .
. Whentbmgsarcjustlikcthls, XV. At times like the present when
| U ' the symptoms are acute
(distraction).
= it’s worse... XVL [Ibecome distressed
| _ . {distraction).
*» There’sno griefs, XVIL 1 try not to be sad (coping).
- everything’s happy, XVIIL In spite of the distress I will
- cope(coping)
e everything floats. - XIX. Itry to take life lightheartedly
SRR R | (coping).
e Maybe I just feel lonely sometimes. | XX.  Occasionally I feel abandoned
P, | | | ~ - and forlom (coping)
» If you've got nothmg to do, -XX1L If one cannot remain distracted
- i | . by being busy(distraction)
 to play or what, XX Through activities, etc
IR - (distraction).
. then it’s difficult, XXHL Coping with AIDS becomes

distressful({distraction)
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Natural Meaning Unit " | Linguistic translation

o or when there are similar days, XXIV.  When daily activity becomes
| | LT monotonous(distraction)
+ When you think about it, XXV. When one thinks about having
| | ADS (distraction),
. it can make you worse, XXVIL.  One’s condition deteriorates
| | rapidly(distraction).
e Whenyou'gotosleei), - XXVIL. -~ When one falls asleep
| (distraction)
» but you’re always thinking about it, XXVIIL  while being preoccupied
- o ~ with having AIDS
R . (distraction)
» youkeep on growing worse, very | XXIX.  One’s condition deteriorates
fast, very fast. _ | rapidly (distraction)
» Because you know, - | XXX. One can sec (distraction)
» some people when they are sick, XXXI.  Some persons with
| ST . AIDS(distraction)
» they become so thin s0 very fast, XXX, rapidly loose
o o  woight(distraction)
«  because they arc always thinking | XXXIIL * Due to their morbid
 about it, | _ _ | introspection about having
S | | AIDS(distraction).
* worrying... - p | 33XV, And resulting distress about
o SRR *having AIDS(distraction).
« Sowhenyouare thereatan AIDS | XXXV. When one is treated in an
 CarcCentre, ~ ACC (distraction).
» something like that, | XXXVL Or similar institution
. thenitsgood. | XXXVIL It would be good to...

> Wslkkethat, E XXXVIIL One should...
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Natural Meaning Unit

Linguistic translation

* . youmusin’t worry the other
- people too much,

» you mustn’t worry yourself...

"« thenitcanbe good.
«  Thaven’t lost hope,

* maybe someday people somewhere
may find a way to cure this thing.

XXXIX. not distress others (by one’s
. preoccupation with having
AIDS(distraction).
XL. - One should not concemn oneself
. (about having AIDS)
(distraction).
XLL Then being at an ACC would be
beneficial (distraction)
XLIL Ido not feel hopeless about
having AIDS(hope)
XLII. Hopefully someone will find a
~ cure for AIDS(hope).
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B. Central Description

theme

LFamily Since one is the breadwinner alternative provision for the
material needs of one’s direct and extended family 1s an
important nood when on has latc stage AIDS (NMU'L, TE;
IIT; IV). Related to this is other financial concemns such as
who would cover the mortgage on one’s house once one has

died (NMU V; VI; VID).

I1.Coping The fact that one has AIDS and its destructive impact on
one’s life is inescapable (NMU IX; X). Therefore having
AIDS is very distressing (NMU XI). Since there is no cure
for AIDS all one can do is to prevent others being infected
by AIDS through sexual intercourse with one (NMU
XXVII; XXVIIT;, XXTIX). This is especially important since
AIDS is such a destructive terminal disease that even the
strong have no resistance against it (NMU XXX; XXXI).

In order to cope with having AIDS one has to remain
distracted from thinking about it by remaining actively
occupied (NMU XXXII; XLVL XLIX). This is the only way
one can enjoy the remainder of one’s life to the full NMU
XL VII). One should resume as normal a lifestyle as
possible (NMU L). It is important to avoid being alone
when one has AIDS to avoid morbid introspection about the
discase (NMU XXXII). -

One should only remind oneself occasionally about the
presence of

One becomes acutely aware of having AIDS when
experiencing AIDS related weight loss (NMU XII). This is
especially distressing when friends inquire the reasons for it
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B. Central

theme

Description

presence of AIDS i one’s life and its destructive impact
(NMU LI). Generally one should distract oneself from this
immediate reality since avoiding constant preoccupation
with having AIDS prevents one from coping with the
disease (N\MU LIE, LI, LIV; LVIIE CV; CVD) since it
causes distress. This is why there should be a game-playing
area at an AIDS Care Centre since games are useful for
remaining distracted (NMU XCV;, XCVD).

Constant preoccupation with having AIDS can premeditate
a relapse of the acute symptoms of the disease (NMU LIX).
In this way thinking about the terminal nature of AIDS can
cause one to die earhier (NMU LX; LXT).

When it becomes impossible to distract onesclf from
thinking about having AIDS, one uses alcohol to elevate
one’s mood (NMU XCVIL, XCVIL XCIX; C).
Altematively one can remain busy through doing household
chores to stay distracted from thinking about AIDS (NMU
Often remaining distracted 1s very difficult, one has to avoid
listening to the radio when AIDS is discussed and when
visitors discués AIDS one has to withdraw from the
company and be alone since you cannot participate in the
conversation (NMU CVII; CIX; CX; CXT; CXHE; CXIV).
This is excruciating (NMU CXII).
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B. Central Description

theme

Initially, on being informed that one is HIV+, one feels
angry and talks angrily to others (LXII; LXIV). This is
harmful since others become aware that one is distressed
and suspect that one 1s 11l (NMU LXTIV;, LXV), Therefore
one becomes distracted from thinking about AIDS and
pretend that everything 1s normal (NMU LXVI) .
Generally, significant others do not seem to be aware of the
fact that one is keeping them at a distance in this way.
(NMU LXVH). Some, but verj few, of the people in one’s
life seem to suspect that one has AIDS since I was slender
and my weight loss is not that obvious (NMU LXVIIT,
Others seem to think that the opportunistic infections of
AIDS one experiences are those illnesses in themselves and
not linked to ATDS (NMU LXXI). When others say that
they think one has AIDS, one uses humour to distract them
from thinking this and to keep them at a distance (NMU

LXXIE, LXXIV)
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‘B. Central Description

theme

TIL Awareness of | When friends inquirc about the reasons for AIDS related
having AIDS weight-loss, it 13 very upsetting NMU XTI, XV). One
usually responds by denying illness and claiming that one
has always been slender to keep them at a distance (NMU
XIV; XVD). One is, however, acutely aware of the unnatural
weight-loss onesclf and this is very distressing since it
serves as a constant reminder that one has AIDS (NMU
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B. Central

theme

Description

Similarly AIDS related illness such as recurring venereal
disease and kidney problems precipitating visits to the
health clinic at the company serve as uncomfortable.
reminders that one has AIDS (NMU XXII; XXTII). When
one visits the clinic it is as if the disease returns, physically,
to one’s life (NMU LVII). Often this is so distressing that
one suffers from insomnia before visiting the clinic (NMU
XXIV; XXV; XXVII; XXVIHI). Similarly general weakness
and lack of strength reminds one that one has AIDS when
one tires quickly, find it impossible to 1ift objects, or find it
difficult to walk far (NMU XXXV XXX XL, XL,
XLV; XXXV; XXXIV; XXXIX; XL; XLIE, XLIIL; XLIV).
Prior to having HIV, one experienced a lot of material
ambition and wanted to possess luxuries (NMU LXXVII).
Once one has ATDS, however, material considerations do
not seem 1mportant, especially since it is clear that one will
never achieve one.’s matertal goals in life and die soon |
(NMU LXXVIIL LXXIX; LXXX; LXXXT; LXXXT). Yet

one enjoys being at one’s house and listening to music.
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B. Central Description

theme

Care It would be nice if all one’s material and physical needs

were to be addressed at the AIDS Care Centre once one
go&stheretodie(NMUIJQ{}GV;LmV;Lm;

XC). The AIbS Care Centre should be in a qmet

environment where one could remain undisturbed, receive

care and prictice one’s religion (NMU LXXXVIIL,

LXXXIX).

An important element of care is the helping relationship

(NMU XCII). This relationship with caregivers should be
characterized by co:ﬁpassion and empathy (NMU XCIIL; XCIV).
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Natural Meanin&Unit

Linguistic translation

e Actually as someone with AIDS,
» Inced someone to look after my
children, my family, my parents,

= because ’'m the only to, the only
one earning, |

= and I've got two children, a brother
and a sister.

¢ The other thing,

» Ilive out near Esikawen,

» sodon’t know who will take over
when 'm dead, the down
payments.

e Thisis the‘main thing, the main
thing:

« Tvegotit;Pve gotit,

* 5o cither way there’s no other way. |

» It’s a really big trouble.
» [ haven’t always been so thin like
» but I wasn’t a tough guy as well.

XIL

L As a person with late stage AIDS,
I. a need for altemative provision of
the material needs of one’s family
~ and extended family (family)
II. Since one is the breadwinner
(family)
IV.  Number of direct dependants
(family)
V. Arelated issue is...(family)
VL  myhome, near
Esikaweni(family)
Concemn about the payment of
the mortgage on one’s house
once one has died from late
stage AIDS (family)
This is the primary
issue(coping):
~ The fact that I have AIDS is
mescapable (acceptance-
coping).
X. It’s impact on my lifc is
inevitable{acceptance-coping).
It is very distressing(coping).
It is evident in AIDS related
thinning (awareness)
I have always been slender.

XL
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Natural Meaniﬂg Unit Linguistic translation
» Later this year friends started to XIV. Friends inquire about the
_ -ask: “But why do you go down like sudden loss of weight(coping -
this, but why?” friends).
- Thenl say: “But no man [ wasn’ta | XV. Onec responds by claiming
big guy™. weight loss is not unmatural
since onc was always shm
{coping - friends).
» They say: “No, you are going XVL Friends msist weight loss is
down, can’t you see?” unnatural (coping)
» Isay“No". XVIL One denies it (coping).
» Ikeep on getting people askingme | XVIIL. The distressing experience of -
“Why?” ~ others continually questioning
~ one about the symptoms of
AIDS(awareness).
» Like the other day I look at myself, | XIX. Onc becomes aware of the
| | - physical impact of AIDS on
_ one’s body(awareness).
» Icheck my trousers here, it’s XX, Awareness of AIDS related
becoming loose, thinning(awareness)
«  hcy, something is wrong. XXI. Thinning is distressing evidence
» But the other thing is, of acute AIDS (awareness)
« I suffer from kidneys the other day, | XXII. Experiénce of kidney problems
- related to AIDS(awareness)
» 50 I thought maybe my kidney XX Assumption that it may just be
trouble is coming back, kidney problems in itself
| L (awareness):

125



Natural Meaning Unit

Linguistic translation

but then | hear: “no, the kidney
trouble is not coming back, it’s
because of the AIDS problem,

| and the other day I come here to the

clinic. I’'ve got a VD..

~ hey, I worry so very much,

Ididn’t sleep at all, I didn’t slecp at
all, I didn’t sleep at all...

There’s nothing you can do.

The best thing youcan do is to
prevent it not to go to other people,
that’s why I make sure when I’'m
wearing it, I’'m wearing 1t, not to
infect other people, |
because it’s a dangerous disease.

Big guy he come one time with

something like this, one time, one
time...
I need to go out sometimes

XXIV.  Informed that kidney failure
results from AIDS
(awareness) _

XXV. Mention of visit to clinic for

treatment for venereal

discase(awareness).
Venereal discase as
reminder of AIDS
coninbutes to severe

XXVL

anxiety(awareness).
Severe insommnia,
experienced as acutely
distressing, due to concern
about venereal disease and
AIDS(awareness)
Experience of futility due to
having AIDS(coping)

XXIX. = All one can do is to prevent

the spread of AIDS (coping)
XXX. This Why it is important to use
condoms (coping).
Prevention is especially
. important since this is a
terminal discase (coping).
Even the strong have no

XXXL

resistance against
AIDS{(coping).
Needfor
avoidance/distraction
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Natural Meaning Unit Ling_uistic translation
» Idon’t want to stay in a room when § 3XXXIV. One needs to avoid being
P like this. alone when you have AIDS
(coping).
= I’'m loosing power, XXXV. Onc becomes weak when
you have AIDS (awareness).
» Idon’t have any power anymore XXXVL One feels very weak
‘now, (awareness).
» something is very heavy, Idon’t XXXVH. One cannot lift heavy

touch it.

» When I am all by myself I can’t lift
itup. '

» Even walking now,

» Tcan’t walk a long distance,

» Iam tired very soon.
» HTam walking a long distance,

o Imustleave carly, _
+ then I realize something is wrong.

; objects (awareness).

XXXVIL Alone one cannot lift heavy
objects (awareness).
XXXIX. Less strenuous activities
such as walking becomes
difficult when one has AIDS
(awareness).
It becomes difficult to walk
far(awareness).
XLl One tires quickly (awareness).
X1 When one needs to walk
far...(aﬁareness).

XLIL One needs to leave carly.
XLIV. Physical weakness, as a

XL

symptom of AIDS, causes
increased awareness of the
disease(awareness).

127



Natural Meaning Unit Linguistic translation

» Thave to walk a lot. : : XLV. Necessity for frequent walking
| (awarenecss).
. AIDS is bad, . XLVL AIDS is destructive (awarcness)
- but once you’ve got it, - XLVH.  Once one has AIDS
_ (awarenms).
. Vyou better forget, - XLVIL. One should remain
o o | - distracted from being aware
L of having AIDS (coping).
» try to be happy for the last time, XLIX In order to enjoy the remainder
of one’s life to the full (coping).
. » rather don’t keep on thinking about | L. One should avord constant
it, ' : rumination/preoccupation about the
' fact that one has AIDS (coping).
» youmust just goback. - LL One should retumn to living as
normal a lifestyle as possible
- | (coping).
o Justtell yourself i'sbad’ | LL  Oneshould only remind oncsclf
. sometimes, | ofthe destructive impact of
| ‘AIDS on one’s life occasionally
(coping).
» don’ttake nowasnow. - {1 LHL, One should distract oncself
from the immediate reality of
: AIDS in one’s life (coping).
o Ifeellike that, : LIV. Ifeel that this is the way to
o _ _ _ cope with AIDS (coping).
 Idon’t always think about it. - LV. lavoid constant preoccupation
o _ with AIDS (coping).
. Iwilltrytoforgetit LVL Iwill try to forget that I have
= Tt’s only when I come here to the AIDS(coping).
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Natural Meaning Unit

» 1 was very angry,

o but I told mysclf “Hey, every time

I’m talking to the other people it’s
very harmful”,

» Isay this is not good, beéausethey
can see that there is something
wrong with me, |

Lingfuistic translation
clinic LVI. When one attends the clinic
| _ (awareness)
» Ithink “that thing is back again’.. § LVIIl. When this reminds one of
| | having AIDS it is as if the
diséase returns, physically, to
one’s life (coping).
"« I’snotgoodtothink aboutitall |LIX. One should avoid continually
the time, thinking about having AIDS
| (coping).
» youmay make a lot of sickness. LX.  Preoccupation with having -
| ' AIDS contributes to illness and
a relapse of symptoms (coping).
» Sometimes it may kill people to LXI. Preoccupation with the
know they are going to die, knowledge that AIDS is
terminal can precipitate one’s
|  doath from it (coping).
= which 1s not good. LXIL It 1s bad to premeditate one’s
' | * death in this way (coping).
» But before, for the first time, - LXML Initially, on being informed that
' | | one is HIV+{coping).

LXIV. One fecls angry.
LXV. One realizes that talking angrily
to others is harmful (coping).

LXVL This is harmful to one since
~ others then become aware that
- one is distressed and ill
(coping). |
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Natural Meaning Unit

Linguistic translation

» and after that I just forgot.

» some of them sec me that I've got

it,

"« some, few of them, just suspect,

. becauselwasjus_tasﬁmllguy,l
wasn’t a big guy...

» and sometimes when I’m ill with
TB or what what,

» then they just think that I've got
that.

» Imake a joke of it when others say
“hey, you’ve got AIDS”,

« - just to keep them away.

. .All wecandoisibprayforthat
maybe someday someone will get a
medicine for this fucking disease,

= before we die sometime.

'+ That’s what we are praying for.

LXVIL Then one avoids thinking
- about having AIDS.

LXVIIL © Some of the people 1n my

life seem to be aware of the

fact that I have AIDS

- (coping).

LXIX. A few others suspect that I have
AIDS (coping).

LXX. Since I was slender, my
thinning due to AIDS isn’t that
obvious (coping).

LXXI. When one experiences AIDS

related infections(coping).

.Others scem to think that
the opportunistic infections
 are not related to AIDS

LXXIL

(coping).
One uses humour to distract
others from becoming
aware that one has AIDS
(coping).
To prevent others from
- becoming aware that one
has AIDS (coping).
All one can do is to pray
~ that someone will find 2
cure for AIDS (hope).
LXXVLHopefully a cure for AIDS will
be found before one dies (hope).
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Natural Meaning Unit

Linguistic translation

» Money... onc knows that those
things are over,

» you wont have them anymore.

» Just like I used to buy cars, now I
' canscethatthereisnousetoﬁuya
car anymore,

» because I will die soon.

. But I can enjoy fully my house,
music, and everything.

-

» That house, that place, you know
when you know you are going to
die,

» you want to know you can get
‘everything you want there,

« you don’t want anyone to disturb

' you,

» and you want you’re own T.V. and
radio, nice bed, you get food
~ anytime you want.

LXXVIL Resignation to material loss.

LXXVIIL Since one has AIDS onc
will not achieve one’s
| matenal aims (awareness).
- One used to purchase
vehicles, now this seems
. futile (awareness).
Since one will die soon
| from AIDS, material .
possession is not important
(awareness).
Yet one enjoys being at
one’s house and listening to
one’s music (awareness).
The AIDS Care Centre,
- where one goes before one
| dies from AIDS (care).
LXXXIIE. One wants to know that all
your nceds will be
addressed at the AIDS Care
‘Centre (care).
LXXXIV. One wants to remain
| ~ undisturbed at the ACC
(care).
LXXXV. Physical aspécts of care at
the ACC.(care)
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Linguistic translation

Natural Meaning Unit
» Ithink 1t must be mn a still place LXXXVL The AIDS Care Centre
'like a church, . should be in 2 quiet,
— peaceful environment
" (care).

you know - where they can give

you care and you can worship.

And sometﬁing like a swimming
pool,

but of course guys like us can’t
swim anymore, one can’t go to the

beach,

Nice people must help me,

people with friendship, you know,
I think one needs people like that.

And it has to have a place for

playing games,
to distract me...

LXXXVI. The ACC should be a
place where one can
receive care and practice
one’s religion (care).

LXXXVIII. One would want a
swimming pool(care).

LXXXTX. Due to AIDS related

physical deterioration onc
would not, however, be able
to use sporting facilities
~ (care). .
XC. Help should entail caring
interpersonal relationships
(care).
XCL The helping relationship should
be characterized by empathy
~ and canng(care).
XCI. Compassionate, empathic
_ hclpcrs are an important
element of care (care). |

XCHL The ACC should have an area

for playing games (carc).

XCIV. . Remaining busy through

- working facilitates
- distraction (coping)
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Natural Meaning Unit

Linguistic translation

When I can’t distract myself,

 or try to do my other job outside,

you know,

» do sorﬁething around the house,

» when I do that the thing is gone.

o It’s better just to take your mind of
it )

-« It’s not easy when AIDS comes to
your mind,
~» that you’ve got this fucking thing,

« you listen to the radio, there they
talk about it, better that you switch
the radio off. ' '

XCV. When activity fails to distract
one from thinking about
AIDS(coping),

XCVL - Alcohol use serves as a

another form of distraction

(coping) |

XCVIL :  Supplementary work serves

as another source of

distraction(coping).

XCVHL. Doing household chores

helps one to remain
 distracted(coping).

When one remains

distracted in this way AIDS

XCIX.

~ seems to disappear,
physically, from one’s
life(coping).
C. It is better to remain distracted
from thinking about AIDS than to
- think about it continually(coping).
CL  Itisdifficult to cope with
thinking about AIDS (coping).
Itis acuicly distressing and
frustrating to think about the
fact that one has AIDS(coping).
CIL One should avoid listening to the
radio when AIDS is discussed since it
makes one think about it (coping).

CIL
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Natural Meaning Unit

Linguistic translation

» . When somebody 1s talking about it

next to you,

you think: “hey, here comes the

»

story’.
So I think my biggest need is to

forget,

~ not to think about something

nobody can fix.

CIV. When onc overhears someone

CV.

discussing AIDS (coping).
One becomes painfully aware

of having AIDS again (coping).

One’s biggest need is not to
think about AIDS (coping)
since it is futile while there s

no cure and it cannot change

- anything(coping)
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C. Central Description

theme
LCare One needs help to cope with having AIDS (NMU I). This help
could be in the format of inpatient or outpatient care (NMU

I0). Inpatient treatment is preferable since it provides more
consistent, enduring, uninterrupted care that seems more
nurturing and reliable {(NMU IV; V; IX}). The consistency of
inpatient carc assures a sustained relationship with one’s
caregiver that relieves isolation experienced due to having
AIDS (NMU:X). Outpatient treatment appears inconsistent
and episodic; relapses occur between periods of care and this is
distressing (VI; VIT; VII). | |
Humour is an essential aspect of the helping relationship with

a caregiver since it elevates one’s mood and provides
dish'gctionﬁ'om thinking about AIDS (NMU XI; XIV; XV;
XVI). The caring relationship reestablishes a sense of
belonging or shared sense of being human (NMU XII; XIII).
The aforementioned are all qualities of the caring relationship
experienced with nurses at the company clinics (NMU XVII,
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C. Central

Description
theme |
IL.Coping Exercise is an important element of coping, it improves one’s

sense of health and well-being when the acute symptoms of
AIDS remit. The AIDS Care Centre should make provision for
a variety of forms of exercise andrspoﬁ (NMU XXT, XXII;
One refrains from shanng that one has AIDS with one’s family
since this would make it more difficult to cope when they react
emotionally or reject one due to their preconceived 1deas
(NMU XXV; XXX; XXXIT;, XXXI). Moreover, one needs to
remain distracted from thinking about having AIDS. Therefore
one maintains as normal as possible a lifestyle at home and
pretend that everything is as usual (NMU XXVII, XXVIII).
One does not share having AIDS with others in one’s
commumity either (NMU XXXII). Since they are rural persons
their preconceived 1deas about AIDS would prevent them from
having empathy or to understand the true implications of
having AIDS (NMU XXXIIE, XXXIV). They would for

| example become distressed and tell others that one has AIDS,

without realizing the importance of cbnﬁdentiality (NMU
XXXV; XXXVI). Their lack of empathy and understanding is
evident in regular jokes about AIDS, especially when they hear
about it on the radio (NMU XXXVII;, XXXVII). This is very

hurtful, especially since it feels as if they arc making direct

references to one in the process and that they should be
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C.Central | Description

theme

- aware of how sensitive an issue it is to one (NMU XXXV,
XXXVIIE XXXTX; X1.; XLI). '

ILConfident- | Attending the company clinic is difficult since one fears that
iality © | one’s regular visits would disclose to (;thers that one has AIDS
' (NMU XLIIE, XLIV). Since all the other employees attend the
company clinic, one fears that they would often see one there
and ask those there why one is there so often (NMU XLV,
XLVE, XLVII). Therefore the AIDS Care Centre should not be
on company property and confidentiality should be maintained
there at all costs (NMU XLVIHL XLIX). -
IV.Physical | The ACC should be clean and hygienic (NMU LI). There

needs should be playing areas and large grounds fdr walking (NMU
regarding LIL LI | | |
ACC '
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Natural meaning units

Linguistic translation

» To live longer than this,
. ﬁre‘ need care...yes we need care,

« and...or, maybe hospital-like or
clinic

»  but I think hospital is better

* because you get a longer time for

someone to care for you,
- because the thing is -

» in the clinic you just go, you go

home

- maybe it becomes worse again

» then you must go back to the clinic
again

L aneed to extend one’s lifetime
beyond death from AIDS.

II. Acknowledgment of the need for
help to cope with having AIDS
(care);

IIL expressing the belief that the

" care/help could be in the format of
' Inpatient or oulpatient treatment
(care). -
Iv. Expressmg a preference for
 Inpatient treatment to
outpatient treatment (care)

V. Inpatient treatment provides more
consistent, enduring care than
outpatient treatment(care).

VL  The problem with outpatient

treatment is (care):

VIL  Outpatient treatment is

_inconsistent (care),
episodic(care).

'Dm'ing the intervals between
outpatient treatment relapses

- oceur (care).

IX. The relapses necessitates a

return for outpatient
treatment(care).
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Natural meaning units .

Linguistic translation

In the hospital you just go there y&\

get someone to care for you.

It’s difficult to say what sort of care

 youneed,

you get M@e to look after you,
one who is always concerned,

to make you not feel always lonely,
always try to make some jgkes,

makes you to feel that every person
is alike |

X. Inpatient treatment is uninterrupted

XL

inpatient treatment ensures a sense
of a sustained caring relationship

(care).

It s complex to specify the
natare of help/treatment

 required(care).

Emphasis on a caring
relationship as an essential
element of help (care)

The helping relationship should

- be characterized by nurturing

care (care)

A caring relationship relieves
isolation resulting from having
AIDS. (Care)

Emphasis on Aumour as aspect

of caring relationship(care).
Caring relationship
recstablishes sense of
belonging, shared sense of
being human (care).
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Natural meaning units

Linguistic translation

. it makes you feel alike. .yes.

» This someone must tell you some
 jokes, _ :

» something like that,

= you know to always feel happj}.

» The sisters at the (company) clinics

» they are always good to me, yes.
« They talk to me nicely always,

e thentrytomakejmunbtfeellikea
person who 1s lost. '

| XVIL _Asabove(care) :

XVIIL Emphasis on Aumour as

essential aspect of caning
relationship(care).

Humour provides distraction
from thinking about having
AIDS, providing a sense of
well-being(care).

The care by nurses at Company
clinics provide humour and a
sense of belonging(care).
Confirmation that nurses at
clinics are very caring(care)
Affirmation of empathy, care
evident in relationship with

nurses at clinics(care)

XXIIL Reemphasis on sens¢ of
~ belonging, shared sense of

beinglhmnan as a result of
caring relationship with nurses
at clinics.
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Natural meaning units Linguistic translation
» What I want too is, when I fecl a XXIV.  Anced for exercise
| little better, I must make do a little (particularly running or
jog, jogging, | saccer) during pertods when
* And when you’re a little better, do full-blown symptoms of
a little jogging, to go too... AIDS remit{coping).
 to make you go too, to make you | XXV. Exercise improves one’s sense
feel right. of health and well-
being(coping)
= I was playing football...soccer XXVL = Mention of having played
soccer before onset of acute
symptoms of AIDS(coping)
- the place must make facilities for | XXVIL Emphasis on need for
different sports, because, maybe ten varicty of sport facilities at
people like different sport. ACC to cater for varying
| | interests(coping)
» Athome XXVIL how one copes with having
- AIDS in the home
environment(coping)
» 1 just be quict XXIX.  one refrains from
| ~ mentioning that one has
AIDS at home{coping). |
» and do as usual XXX. Participating in the usual
activities to maintain
appearance of

~ normality(coping)
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Natural meaning units Linguistic translation

» I am running away from this XXXI.  Overwhelming need to

~ condition!, remain distracted from
thinking about having
AIDS(coping).

* not to think, XXXI.  Avoid thinking about
having AIDS, to remain
distracted(coping)

» maybe I will tell those at home XXXUI intention to share having

later, AIDS in future with
Jamily(coping}
e it wont make it easier for me to tell | XXXIV. sharing having AIDS with
them family will increase
emotional burden of
condition{coping)
‘= because these are rural people XXXV. [Itis more difficult to share
‘having AIDS with rural
| . persons(coping)
» theytake it vefy seriously | XXXVI1. Rural persons react
i emotionally to awareness of
person’s having
| AIDS(coping)

. they.won’t easily understand, - XXXVIL Rural persons have
aai...it’s hard for them to . preconceived ideas about
understand, AIDS that prevents empathy

| | with person with AIDS
(coping)
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Natural meaning units Li_n__guistic translation
« evenif] could find a way to tell XXXVIIL Their preconceived ideas
_ them, : : ~ remain rrespective of how
one shares 1t with them
| . (coping)
» maybe someone will come and they | XXXIX. Expectation that other, -
are crying - : when told, may become
| |  distressed (confidentiality)
» they are going to tell the others, XI.. Fear that distress may cause
' person to be compelled to tell
others despite confidentiality
_ (confidentiality).

» they don’t know it’s confidential. | XLL Rural persons do not
‘understand the necessity for
one’s having AIDS to be kept

_ - confidential (confidentiality)

» They always talk like the AIDS, XLIL  Rural persons often joke about

joke likeit, -~ - - AIDS (coping/confidentiality)

« they always joke about it XLII. People in the rural area joke

L - about AIDS -
'+ when they hear it on the radio, XLIV. &cpcéiaﬂy_at times of hearing
o - about it on the radio (coping).
. when they know that it would hurt | XL'V. It seems as if they should be
me, o i : aware of the fact that joking
| |  aboutit would hurt one as a
person with AIDS(coping).
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Natural meaning units

Linguistic translation

» because I think they are talking
about me, ' '

* every time.

* It’s not easy at the clinic,

* because maybe everybody knows
why are you there,

« you won’t feel happy |

» because everybody goes in there,
the workers, _

» and they always see you there,

» maybe they will ask anyone there:

why is he always here?

« Tthink it’s better when this place is
not in company, '

XL VL It is especially hurtful since it
seems as if they are refermng to
one.

XLVIL It feels this way each time

~ they do this (coping).

XLVII Visiting the clinic is

difficult (confidentiality).

XLIX. One fears that visits to the
clinic would make others aware
that onc has AIDS
(confidentiality).

L. - It is uncomfortable to attend the

clinic (confidentiality).

LL Since everyone atteﬁds the clinic

(Confidentiality)

LIL  and one is often seen there

(confidentiality)

one fears that it will resultin a

breach of confidentiality when

they enquire why one is there so
often{confidentiality).

The AIDS Carc Centre should

LIL

not be in company grounds
(confidentiality)
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Natural meaning units Lin;ggistic translation
=  when it’s somewhere else LVL The ACC should not be on
| | ~ company
| | | property(confidentiality).
- and when it’s strictly confidential | LVIL At the ACC strict
| | confidentiality should be
| * maintained (confidentiality)
-» and maybe this place will be clean, | LVIIL The ACC should be neat,
yes, o ~ hygienic (noeds)
= and there must be playgrounds LIX. The ACC should have playing
| | | | arcas (needs) ‘
= it must be a bigger placc to walk LX  There should be large areas for
about, ' walking (needs)
= that’sall. . LXL. End of interview.

145



Appendix 5;

Available services and faclliiies rendered through
state and welfare structures in the Richards Bay
area for persons with lafe stage AIDS.

Introduction ‘ -

This append:x documents the services and facilities available to persons with full-
blown AIDS in the Richards Bay area. The services and facilities are categorised as
physical, psychological, and spiritual with subdivisions of primary, secondary, and
tertiary care where appropriate. All information were provided by caregivers in the
relevant organisations. :

Definitions of key terms

The following provides operational definitions of modes of treatment and facilities
used as operational categories to structure the analysis of services available to persons
with full-blown AIDS in the Richards Bay area: '

Primary medical care: _ _

 This refers to first-order medical intervention - usuauy uncomphcated procedures
required for the maintenance of basic health. Practically, in the casc of the PWA’s, this
could for example be receiving medication for diarrhoea associated with AIDS from
the clinics. ' '

_ Secondary medlcal care:
Secmdarymeﬁcal intervention refers to more complex procedures, usually requiring
hospitalization with a view to re&stabhshmg normal health. An example would be
when persons with late stage AIDS are treated in hospitals as inpatients for severe
dehydration associated with AIDS-related diarrhoea.
- Tertiary medical care: |
~ Also known as terminal care, tlns refers to medical intervention aimed at relieving the

146



symptoms of a terminal discase without the prospect of restoring normal health.
During late stage AIDS this would entail treatment for severe infections to ease the
dying process. o

Counselling:

The World Health Organisation (WHO) Global Programme on AIDS (GPA) has
proposcd that HIV related counselling seeks to encourage self-determination, enhance
self-confidence, improve family and community relationships and, through them,
support the quality of life of those most affected by HIV (Carballo and Miller, 1989

- in Lindegger and Woods, 1994). Balmer (1991, in Lindegger and Wood, 1994)

suggests that the WHO/GPA gmdelmcs separate counsellmg objectives into two broad

_ categonn ' ' -

» to prevent HIV infection, |

- and to provide psychosocial support for those already infected.

The responsibility for the former has largely been assumed by the paramedical

profession, whereas that of the latter has been hrgely assumed by non-governmental

 organisations and groups of people with AIDS. Balmer (1991, in Lindeggor and
Wood, 1994) argues that therc is a need for psychosocial counselling which is
independent and separate from the medical settmg, best situated w1thm the community

served. _

' Home—based care: o

The provision of most of the above services in the home environment by trained nurses

visiting persons with fall-blown AIDS on a routine basis. _

The following 1s a summary of the services and fac:lmﬁ avallablc to persons with late

stage AIDS through organizations in tl;e Richards Bay area.
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ALUSAF

Sr. M.
Bosch,
Ph.. |
999244

o H]_V—testing @ [li-health retirement

® Primary, secondary,

and tertiary medical
care (treatment of
ARC and related

. inféctions')'. .

ALUSAF clinic
provides some
terminal/tertiary care
‘when there are no

alternative facilities -
this is not one of the
clinic’s regular
services and will not
become so in the

future,

Free medical care
(before and after ill-

health retirement

® Pre- and post-test

counselling

® Ongoing counselling

None
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Portnet -

Sr. 4.

Naidoo;
Ph.:
0351-
905344
.

® HiV.testing

® Primaryand
secondary medical
intervention _

* (treatment of ARC and

related infection)

| ® Extended employment

(keep persons with
late stage AIDS |
employed as long as
possible) |

o Ill-health retirement
® Free medical care (on
ad hoc basis before

- and after retirement)

Pre- and post-test

-counselling

Follow-up counselling
(nurses and staff trained to

provide this)

- Psychotherapy: The

services of registered
psychotherapists are
available .
Counselling is mostly on an
individual rather than

group basis

Social work: the services of

a registered, full-time social

worker is available 1o the

. persons with late stage AIDS

Liaison with other
organisations: Portnet
liaisons with other

organisations to provide

"access for the persons with

late stage AIDS to a wide

range of services
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Traditional

healérs

Most of the persons
with late stage AIDS
visit sangomas at least
ac&asionally during
the course of the -
syndrome for
treatment (many
sangomas clar‘m- to
cure it) -
Additionally sangomas
provide a form of
‘inpatient treatment’ -
the patient resides
with the sangoma for
the duration of the
treatment

Officially none

AIDS receive at least

faith healers - this area

occasional treatment from

Nyangas (spiritual healers) and

requires further investigation
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Van der
Westhui
zen,
Ph.:
0351-
902111

® HIV-testing
® Primary and
secondary medical

intervention

@ Jll-health retirement

® [ree Medical care

® During late stage AIDS, the

Jamilies of persons with
AIDS praw‘dé most of their
care - Mondi provides little
in the form of direct -

. intervention.
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Ngwele;an
a .

(continued)

| extreme dental use this

ey B
only the destitute and : :

those experiencing

Jacility

to die at home. Those who are
admitted to Ngwelezana as
inpatients are apparently either
destitute or in severe denial,
® Home-based care focuses on
persons with late stage AIDS
with acute, full-blown
symptoms. Apparently it is
“impractical to provide it to
those who are still working
 since they are seldomi at
home and have access to the
| hospital's usual services.
@ Some persons with late stage
- AIDS refuse home-based
_care and prefer inpatient
treatment at the hospital. At

the moment 83 patients
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Empangeni
hospital

8.8

Oldwort

h, Phi

0351-
21111

o000 St
® HlV-testing
® Primary and

‘secondary medical

care: Empangeni

~ hospital deals mostly

with persons with late

stage AIDS in the

acute phase since
patients who are HIV-
positive receive _
treatment with ATICC
and the municipal
clinics |
The; hospital does not
provide long-term
terminal care - since
beginning 1996 the
hospital has treated 40

None

® Pre- and post-test
counselling: Nurses
(trat'ned by ATICC provide
this service) |

® The hospital does not

provide any 'support groups.

- When the family is present
(seldom) they also receive

counselling

None
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Shrt'sﬁa_n Ms, E. -

Velfare
Zouncil

V'eldsm.
an; Ph.:
0351-

923894
9

None

® The CWC is planning
to launch self-help
schemes in the -
communities and
mobilize communities
to provide physical
and material care for
the persons with late
stage AIDS

None

The Task Team for Community
Care and Treatment of the CWC
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Zululand |
\lental
Health

(Mr M.

Clack,

1 pPh.:

25996

® None

® Potentially sheltered
-employment: ZMH
have facilities in su:
adult workshops in
Kwazulu to provide
sheltered employment
Jor unemployed
per&ans with laté
..'srage AIDS - if they
are too weak to work
~ on these mostly self-

sustained farms,

another member of the

family can be
employed tp provide

income for the family.

® None - ZMH is prepared to
provide éounsell:’ng to
persans with late stage
AIDS once their employees
are trdined by ATICC.

® None
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ippendix 6: A semi-structured interview with a
person with HIV (Brouard, 1992).
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e weakness cn the
sand legs. | get.

wil and occasianel
rshes. Also persistent
en glands. 'm observ-
I these things happen~
b me rather than

hq hysterical or

kY.

baches in the centre of ©

responses and 've
picked up a lct of
negative feedback over

the years. This has given

me strength because
want to fight this preju-
dice. S, a clinic which |

" would go to should not
be far away but also nat

in the precise area

Nice scenery. After my

®ning. if it's specifically
v clinic, there would
laeling of seciusion,
Peing officially removed
tociety. | wouldn't ke

nd the HIV/AIDS
+AS an HIV-positive
» 1 conduct informal

‘M8 alot a negative

" where | live. If push
comes to shove | might
get il and [ wouldn't
want to be far away
fram my family.

Oo your family know

of your HIV status?

1 did mention it to my
parents but they kind of
shut it out. | think they're
in derial about it. That's
how they were able to
handle it. My girifriend

- alsa knows and she

befieves it's a bug which
has been planted by the
davil - she's very refi-
gioust it's not a problem
to her. She says going
for a test is 2 waste of
time, that it almost puts
HIV into your mind. Her
belief is tc take it one

day at a time.

How do you feet about
safer sex?

Well | know that condems
gre ayailakle 3t clinics tut
they need to ta csuibued
better. Males have a fear
“af going into a clinic and
being given condoms by a2
woman. They feel shy -
because it makes them
loak promiscuous. There's
a lot of difficulty in men
geing to ciinics for con-
doms. When they have a
STD, then they think about
condoms, otherwise not.
Another
problem is
that condoms
are usually in
the family-
planning
sectionof a
clinic. Nor-
maily women
attend and it's
teugh for men
to go into that
setting with 50
- 70 seated
women. |
believe more
. men would
~4 come forward
. if men gave
- aut condoms.
What do you think about
the government's

" approach to AIDS?

It's nat doing encugh
seeing that it's a global
problem. Sex is a contro-
versial issue and ministers

. who come fom communi-

ties with certamn vaiues
fear that their constituency
might not vote for them in

eiections. The govemment

has power to deal with the
problem, even a fulure
govemment. We need a

- drastic AIDS policy which -

should provide a smocth
flow of education. This
should start with schools,
the most important target
area. Children need to be
educated before they

reach Standard six - if we
. target the aduft poputation

ontly, there will be prob-
lems. The graph of
infection is rising at a very

fast rate and the govern-
ment needs to act.
Pcliticians need to think
about the people wha zre
ot thare, Wha's goina e
yoia fof nem i sl

are dying fram AIDS?

Have you experienced
any discrimination?

No, because I've kept my
HIV very private. I've
heen lving my life ke
anyone else. | don't want
fingers pointed at me - |

- might get bogged down

and withdraw from -
pecple,

What about in the

workplace?

- Well, there's a fot of

negativity in workplaces.
They ask you, especially
govemment services, to
have the HIV blood test
hecause fraining is an
investment. There are still
some private companies

" which fimit policies, like

insurance companies.
There hasn't been much
done by companies in
promoting AIDS aware-
ness - their approach
hasn't changed for the
better. Often company
AIDS programmes are

" part of a policy but not

carried out in full. They -
don't necessarily change -
employees themselves.
You find companies

taiking about empowering
. employees -black .

empawerment - we need
to empower through
education on this issue. it
affects afl of us in one
way or another.

How do you live life
with HIV?

1 need to let all my
ideas flow out, live my

" life to the fullest, enjoy

it, appreciate it and

. create the best out of it.
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Addressing AIDS
Carntinued from p.2

would be provided
together with alf other

F=C Eorvinzs :
7ie ‘beloveg’ disinct
FPHC centre thus becomes
a ‘cne-stop shop’ (AIDS-
friendly) oflering HIV care,
tests, counselling, family

planning, condoms,
psycho-social support,
referral, child care, home
care, immunisation, etc.
Support services such
as the AIDS training,
information and counsel-
ling centres (ATICCs),
STD reference clinics, TB
reference centres and
social weifare services
wauld serve to support the
local district PHC services
{train staff, referral,
research, centres of
expertise, etc.).
Collaboration with
community organisations,
NGOs, AIDS service
organisations, hospices,
" etc. could best be
- achieved via the district
PHC system. :
-*The NACOSA AIDS
strategy goes further than
primary heslth care needs
alone. It addresses the
need for other sectors to
fulfill their obfigations.
These include the educa-
tional institutions, the
mass electronic and print
media, the correctional
services, commerce and
industry, religious institu-
tions, the military, sport
and cammunily organisa-
tians, poiitical crganisa-
tions, civic bodies and
tegal and human rights
organisations. An
intersectorai effort is vital
in preventing the spread
of HIV and in minimising
the impact of the disease
on individuals and on the
camrmunity in generat.
These sectors will play
crucial roles in minimising
the spread of HIV and
reducing the impact of the
- disemse on individuals and
communrties. The primary
heaith care services will
‘ultimatety be responsible
tor prowiding the lion's
share of the heaith and
" Psychasacial care and

L]
4 UFPGR.

Strategies to combat
AICS must inclucde aggres-

- sive calls and demands (o

develep and strengthen our
PHC infezetmatteen, The
present fragmeniec, Jic-
jointed and unca-grdinated
PHC sectar will not with-
stand the projected needs of
the HIV/AIDS epidemic. The
hospital services are largely
inappropriate and too
expensive to provide for the
primary medical and
psychosacial needs of those
with HIVIAIDS, and will
anyway have their hands full
dealing with the secondary
and tertiary care load.

Conclusisn

n the meanwhile, while the

heaith services reorganise
and restructure, the present
system will need to cope as
best as pessible. Hospitals
will continue to provide
primary HIV care via their
polyclinics and speciafised
HIV clinics, family-planning
services will need to inciude

.prevention and care for
. 8T0s, ante- and postnatal

clinics will need to pricritise
AIDS prevention and
education, and STD and T8
services will need ta in-
crease their capacily and
coverage. Counselling and
psychosocial support will
struggte to find a comfort-
able home in any of the
above services and ATTICs
will run the risk of being
averigaded and unable to
meet the demand.

In the absence of a
rapidly restructured, com-
prehensive district PHC
service, there is a distinet
risk of 3 vertical develop-
ment of HIVIAIDS services
promoting inefficiency,”
fragmentation and costly
care and ultimately an
inability to meet the overall
HIV/AIDS needs.

The establishment of a
comprehensive distnct-
based PHC model i
strategically the highest
heaith care prianty for the

new South Africa.
A0S |

i
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Vusi (not his real name) is @ man in his early 30s. He
fives in Soweta and was diagnosed HIV-positive in
September 1991, He had lost some weight and had
acute tonsiliis. He consulted a cfinic on the West
Rand and an HIV test was performed without his
knowledge or consent. Shortly after his diagnosis,
Vusi left his job because it was strenuous and the
working bours were long. He agreed to be interviewed
on condition that his identity was not revezled. The
interview is presented in Vusi's own words - the
opinions expressed are his own.

What did you know about HIV or AIDS when you
were diagnosed?

Although ! wasn't pre- or post-test counselled, | was
not totafly blank about AIDS at the time. But the AIDS

- issue was taken fightly. | was afraid to go for a second

test to confirm the result and | can't remember if a
Westem Blot test was done - | don't dwell an these

things.
Have you ever consulted a doctor since your
diagnosis?

No. | know | need to but | just et it pass. | feel |
shouldn't rely on medicines - 1 try and let my body do
its own recaovery. if | get weak, | exercise at home, iike
lifing weights for a2 month. My body puts on muscle
and | get strong. | respond to weakness by building
strength. I'm not opposed o seeing doctors but time is
oftens a problem. But| alse think | avoid going to see
them because it might make me worry more. Maybe
I'm in denial.

What kind of approach shouid doctors have when
dealing with people with HIV or AIPS?

They should be able to deal with any kind of person. |
would like to be treated naturally, ike anyone else. |
don't want to be put on a pedestal - | need to be just
ke anybody eise. ! feel if | make my HIV status
knownm to doctors, | would be treated differently, with
kid gloves, like I'm fragile and could break. { don't
want that. 've observed as an HIVpcsitive person
haw those who come forward are given kid-glove

trea_u'nent. . .
Do you have any health problems at the momem?
I get foreskin pains sometimes and I've {ost some

weight - this fluctuates and picks up at imes. | have
sore throats and eyes. | suffer from firedness and




Appendix 7: The generafive themes explioated
from the original ftwelve Iinferviews

oconduofted for the researoh:
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The generative themes

!

» -

The following generative themes emerged as important shared, universal dimensions of
the needs expericnced during the terminal-phase of AIDS, as the researched phenomenon,
from the protacols of the interviews with the respondents. As such the following
represents 2 synthesis of recurving central concemns mentioned by the interviewees
regarding their needs during the interviews. 7

The themes are cited and described in the order of frequency with which they appeared in
the interviews. It is assumed that more important aspects of the experience of the -
researched phenomenon are less likely to appear less frcquéntly. Conversely it could be
hypothesised that those central concems that appeared most frequently in the interviews
represent the more important aspects of the experience of needs related to having full-
blown AIDS. _

It is essential to note that each NMU and central theme exists in the context of the other

interrelated meamings of the protocols - there is an inseperable relatedness in their lived

 semnse. Therefore the following synthesis is presented as a coherent expression of the

interrelated central themes. It articulates the needs of the PWA’s in the interrelated fonnat

- in which it appc:xrcd in the protocols (Kruger, 1988).

_ Distraction
Since there is no cure for AIDS, the most one can do 15 to live for the moment; to make
the most of the limited time one has left to live. To da this one has to remain distracted
from thinking about having AIDS in order to be able to be happy and enjoy the moment.
Morcover, thinking about having AIDS results in distress, The distress is accompanied by

- depression and related symptoms such as insomnia, weight-loss, and morbid introspection.

This precipitates a relapse of the more serious symptoms of AIDS. In this way thinking
about having AIDS can actually deteriorates one’s health and precipitate one’s death.
Therefore continuously thinking about having AIDS is, in fact, bad for ane’s health.

A phencmenological explication of the needs (g

of persons with terminal-phase Ams in the
Ilchntd:bay-mnqem. area.
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inability to share it with others makes one more aware of the terrible nature of the disease,

and not being able to share it makes one more preaccupied with it.

Monotony makes it more difficult to remain distracted. When one is faced with

monotonous days at work, for example, one staris thinking about having AIDS a@in.

Being alone also makes it more difficult to forger. When one is alone, one always switches

on the radia to provide distraction, whereas one didn’t use to do that before discovening

that ane has AIDS. ,

The comprehensive care centre could help one to remain distracted from thinking about

having AIDS in the following ways: Through the provision of T.V.s, video-recorders, and

radios in the rooms one could watch movies or listen to music. This is a good way to
remain distracted because one becomes engrossed in especially the movies and forgets
about one’s own life. Music on the radio is especially helpful when one is alone, because
it elevates one’s mood and mind. Reading books and papers would aiso be a useful way to
remain distracted in a comprehensive care centre. Doing things like reading the newspaper
also makes it easier to pretend cverything is normal.

! Another effective way to remain distracted is through activities. The ACC should provide
activities - such as gardening, arts and crafts, working with computers, doing sports or
going for walks - that will engross one and through that distract one from thinking about
having AIDS. At home, for example, a very effective way to remain distracted from

_ thinking about ha\;ing AIDS is to work an the house or in the garden.

A very impertant source of distraction is light conversation and humour. Therefor the
ACC should have two people in each room, so that they can keep each other company
when they're awake since it is difficult to be alone with knowing that one has AIDS. There
should be two people per room since more than two would result in others talking and a
third or fourth sleeping person being kept awake by this.
1t would alse be important for the ACC to have an outside recreation area for distraction.

- This would be outdoors, with an awning, T.V. and some tables where one could play _ "
games with the other people, | |

- When it has become very distressful to be aware of having AIDS, it has helped to drink or
smoke dagga, when there are no other alternatives, to help one to forget. This isn’t always

5ood since it can exacerbate other medical problems such as diabetes.
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Confidentiality
It is important not to let others in the community know that one has AIDS. This is due 10
the fact that they will avoid one for fear of being infected when they realise that one has
AIDS. As rura! people they believe that it is very easy ta be infected with AIDS.
Moreover, the people in the community would blame one for bringing this syndrome into
the communityl. .l
{t is very difficult to share having AIDS with athers. Perhaps one could be shown easier
ways at the ACC in which one could tell one’s family about having AIDS. If one were to
tell them about having AIDS it would make matters warse for ane. They would view
one’s life the way one views it oneself - you would be seen as someone who is lost, and
you're life would be seen as futile. One would also have to deal with their sadness and
distress, which would be difficult. Moreover, if persons in ane’s family has illness such as
hypertension one has to cansider the trapact of the shock on them. Apart from this one has
to consider the impact of the emoticnal shock. It is also very difficult to tell one’s wife -
since she would see it as a sign of infidelity.
In this regard talking to one’s family and the proposed ACC presents a problem. If one
were to tell one’s family that one has AIDS, they could get distressed and rush of and tell
athers in 2 moment of sadness. If ane’s family were to visit one in an ACC they would

inevitably realise that one has AIDS and could go back to the community and tel others

_ that one has AIDS.

A similar problem is experienced at the clinics at the companies. When one goes there
often due to having AIDS, one becomes scared that other workers may notice and ask the
nurses why you come there regularly. Through the nurses tefling them they may realise
that you have AIDS and tell others about it.

A related problem is that other persons with AIDS may come to the ACC and see one
t!icrc._ Once they retum to the communities, they may deny having AIDS and inform
others that one has it. L . |

Therefore the proposed ACC shodld not be on company grounds or in the community
sinc; it would make one’s having AIDS public, which would be very negative.
Another salution to make if even more unlikely that others will assume one has ALDS
from being there is not to cail this ACC an ACC, but rather something like a maining
centre. 1f they provide training in arts and crafts or gardening there, it would scem even
more authentic and convince others that one is only there for further training.

Furthermore the doctors and nurses who work at the ACC should wear civilian clothes so

:t"‘"‘“"“ﬂﬂhcal &xpli.cnuon of tha needsqy -
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that others don't realise that they are medical professionals working with persons with
terminai-phase AIDS. They should also be known as “trainers’ or something other than
doctors. _

The nurses and doectors who work at the ACC should also maintain the strictest possible
fevels of confidentiality and not disclose to anyone that one has AIDS.

It is very important that the ACC should have security fencing around itand 2 point of
access control at the catrance. If people were to come and visit one, the access control ar
the gate should contact one first and ask one if you know this person who wants to sec

one. Potennal wisitors, therefore, has to be screened first before they can see you.

Rcintionshiplcompanionship
When the symptoms of AIDS. becomes worse, what really helps is acceptance and caring, -
empathic dialogue that affirms one’s personhood. This sympathetic, interested care should
be sustained - provided constantly - since this reassures one that, although the symptoms
are bad, nothing will go wrong because there will be soreone to care for one. This is why .
it would Dbe better if the ACC were created in the format of a hospital rather than a clinmic,
since this would provide more security and predictability of care. Consequently it is _
important to have a caring, nurtuning, empathic relationship one has with care-givers. At
- the company clinic the nurses provide this by treating, ane like sameone wha is nat lost.
They treat one asa person wha is alive and not as someone with AIDS who is condemned
to dic. Therefore it is essential that the care-givers who work at the ACC should be kind
and patient. They should also be emotionally generous and not get distressed by one’s
having AIDS or by one’s secondary symptoms of A1DS. They should have understanding
and not become irvitated when one makes mistakes due to the experience of loss of
memory due to 'AIDS-relatcd-Jcmc::lia. '
The care-givers that works with one - like nurses - are ﬁf primary importance in providing
a supportive relationship to help one deal with having AIDS. This is due to the fact that
one cannot share having AIDS with ahyonc else, which implies that they are the only
people who can be with one in thi§ c:kpcricﬁcc. This is especially rclcvnntl when one
considers that it is impossible to share having AIDS even with ane’s best friends or
family. _ _ _
It is very important that the nurses and.othcr care-givers ar the ACC should maintain the
strictest possible leve! of confi identiality. This would make it possible to tust them whlch

would makc it easier to share one’s expetriences with thcm

A phenomenslogical explicaticn of the needz:s '
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Spiritual needs

Since there is at yet no cure for AIDS, onc of the only things one can do 1s to pray. Some

-

Christians believe that prayer could result in being healed. Onc is also always praying that

‘someone would discover a cure for AIDS.

Consequently the ACC should have a place where one could worship God, or a church. It
wauld also be helpfull if someone coufd come and preach to one periadically in the ACC.

Hope .

-

It would be better if the doctors who do research on AIDS could give'one a sense of hope,
instead of insisting that afl is hopeless when one has the syndrome, Then one would have
something to hold on to. '

Environment, location and physical characteristics of building

(L]

The following characteristics of the building and location of the ACC would provide in .
onc’s needs as a person with AIDS. Additionally one longs for luxury whcnl one is abour
to die. for all the things one will not have because one will not live longer.

! The ACC should be on large grounds with rolling lawns and trees and flowers. It should
be in a quiet area and the grounds should be clean and well-kept. One should be abie td 5o
for walks on the grounds. The grass should especially be well-kept (it should be nice to lie
on) and the gardens would, additionally, provide the oppartunity to do some gardening.

! The ACC should not be on company propcﬁy, as mentioned, because it would jeopardise
confidentiality. Similarly, it should not be in the community. since it would be abvious to
the peopoic n the.community that enc has A[DS when one goes there. [t should therefore

: preferably be somewhere in the countryside, | '
The ACC should be in an arca where the climate is cool. It would be usefull if the ACC
could be focated near the beach, but not to close to the beach. The building should be air-
conditioned. | - _
The building should have large, spacious rooms. The roof should be tiled. It should be a .'
new, clean building. There should be posters of soccer-players and pop-stars on the inside-
walls. o ' |
There should be big bedrooms. providing for two people per room (as mentioned). The
bedroom should have a T.V.. radio, and there should be provision for seeing videos. The - _
bedrooms should be cream-white or ivary an the inside and white ceilnings with ceiling-

~ panneling or cciling board. Ir would be prc-fcmblc ta have small-panelled louvre windows

* - inthe bedrooms. The windiws should , however, be big. There should be blinds, not

curtains, in front of the windows. The blinds should also be of the louvre-type. The

A phanceenalanical explication of che ﬂeed:zs
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