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Abstract

Introduction: Palliative care developed as a response to the specific needs experienced
by terminally ill cancer patients and their families. The modern palliative care
movement began in London in 1967 and African palliative care developed against this
backdrop. The HIV pandemic has confronted African palliative care workers with new
challenges to provide accessible, affordable, culturally sensitive care in resource limited
settings. The domains of palliative care are well recognised and the provision of holistic
patient centered care requires that the individual context of each person requiring
palliative care is considered as these influenced the experience of life-threatening
illness. The HIV burden in South Africa is complicated by other health care issues,
poverty, and the implications of a multi-cultural, multi-racial society which add to the
complexities of palliative care service provision. This study considered the individual
context and palliative care needs of a group of HIV positive patients who access

palliative care from Grahamstown Hospice.

Methods: This is a descriptive analytical study and data were collected from a cohort of
adult stage Il and IV HIV/AIDS isiXhosa speaking patients. Three data collection tools
were used: a demographic data collection tool to collect data from patient records, and
a structured questionnaire and a semi-structured interview. Previously validated data
collection tools were used in the questionnaire and interview designs. Patient
information, consent forms and questionnaires were translated into isiXhosa and
consent taken and interviews conducted in isiXhosa. The interviews were translated
into English. Ethics approval was obtained from the relevant organizations. A distress
protocol was in place. Demographic and structured interview data were numerically
analysed. Data from the self ranking and semi-structured interview were coded and a

thematic analysis was carried out.

Results: Twenty-six patients completed the demographic and structured questionnaire
and seven patients completed the semi-structured interview. Demographic data
described socio-economic context, education and employment status, HIV and ARV



treatment and residential details. The structured questionnaire considered referrals and
consultation patterns with traditional healers, and extracted data reflecting needs in the
defined palliative care domains. Patients self ranked their concerns and they
commented on the degree to which they had felt involved in their treatment decisions.
The semi-structured interview revealed three themes — HIV meaning for amaXhosa HIV
positive patients in Grahamstown, that palliative care needs were ongoing despite ARV

therapy and describe patient Hospice partnership in HIV management.

Discussion: The socio-economic background of this cohort revealed them to be under
significant economic pressure with universal unemployment, but families represented an
important resource. Patients did not appear to position HIV within a traditional world
view. Palliative care needs were ongoing despite available ARV therapy. Met needs
resulted in improved health status, offered poverty relief and assistance to access
welfare grants and resulted in patients feeling supported and cared for, while unmet
needs contributed to distress. Some needs were ongoing, and others were not
communicated effectively. Economic needs outranked other needs. Patients
developed a relationship with GH which was therapeutic. Patients needed to be able to
mobilize resources to cope and they did this both themselves and as a result of their
partnership with Hospice. The importance of effective communication was identified.
Patients also appeared to feel that they were informed and consulted. The study
identified how the individual context of these patients did influence their palliative care
needs and that the context in which GH operated also imposed limitations how certain

needs, specifically economic, could be addressed.



“Each life is precious, and each death should have some meaning.”
Gregory Pappas1

“Both the lives and the deaths of people in developing countries should matter,

and we should do something about both.”

Singer and Bowman?
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CHAPTER ONE

1. INTRODUCTION

Palliative care as a practice, palliative medicine as a discipline and hospice as an
organizational provider of palliative care, initially developed in response to the particular
multi-dimensional needs of terminally ill cancer patients and their families. The World
Health Organization (WHO) definition of palliative care states that “Palliative Care is an
approach that improves the quality of life of patients and their families facing problems
associated with life-threatening illness, through the prevention and relief of suffering, the
early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual”.® Palliative care is thus centered around
the patient and his or her family and employs a multi-disciplinary team approach to
provide holistic care that considers both the whole person/family unit and community
context in which they find themselves. In this way physical, emotional, social and
family, spiritual and economic needs can be addressed in a manner that respects a
patient’s cultural environment and traditional and religious beliefs. Sound ethical
principles of respect for persons, beneficence, non-maleficence and justice, and
commitment to effective communication underpin the practice of palliative care. Against
this background this study proposed to examine the individual context and palliative
care needs of an isiXhosa mother-tongue speaking cohort of HIV positive patients who

accessed palliative care from Grahamstown Hospice.

1.1 The development of appropriate and sustainable palliative care in Africa
and South Africa

The modern palliative care and hospice movement began in the 1960’s™ and the growth
of palliative care paralleled the development of specialized holistic interventions to
alleviate the pain and suffering of dying cancer patients.® Distress was recognised to

be multi-dimensional and the need domains of palliative care later identified in the WHO
2



definition were explored and addressed to meet the needs of both patient and family.
Education and research dissemination led to the establishment and development of

palliative care services worldwide.®

It is recognised that the provision of quality palliative and end-of-life care requires that
the context of individuals and communities requiring this care be considered.? This
would include social and cultural considerations, health care requirements and capacity
of communities and countries, as well as specific identification of individual palliative

care needs and outcomes of existing interventions.

The HIV pandemic in Africa has challenged palliative care service provision to meet
needs at personal and community levels in resource poor settings, and includes
consideration of community development, care of orphans and vulnerable children
(OVCs), day care programmes and feeding schemes.” The growth of palliative care in
Africa has considered both the development of appropriate and sustainable models®

and the provision of culturally sensitive palliative care.’

The challenges of providing palliative care services in Africa must consider the potential
numbers who need care and relate these to available resources. In 2002 fifty seven

million people died worldwide and 10.7 million in Africa'®, a continent with less than one
percent of the worlds palliative care services®. Little is known about the quality of the

end-of-life care those dying in the developing world have access to, as research is
focused on the developed world."" In the WHO African region patients have a life
expectancy of 52 years compared to the WHO Americas region where life expectancy is
76 years.12 There are 4025 palliative care services are in North America®, more than
half of the total number of services worldwide. This is in contrast to only 136 palliative

care services operating in Africa.’®

By 1998 South African hospices identified that their capacity to provide care was under

pressure from growing numbers of HIV positive patients.™ South Coast Hospice



responded by developing the Integrated Community-Based Home Care (ICHC) model,
integrating prevention, palliative care and ARV provision, and mobilizing hospice and
community resources. Research conducted in 1999 demonstrated that this model was
relevant from rural to metropolitan communities and the ICHC has been adopted by the
Hospice Palliative Care Association of South Africa (HPCA)."

In order for palliative care needs of HIV positive patients in South Africa to be
appropriately met in the ARV era, needs must be described, patient context identified
and country and community resources mobilized. It is suggested that palliative care is
relevant beyond country or culture, but that provision of care will be influenced by
community context and resources.'® It is important that Africa and South Africa identify
how best to provide appropriate and affordable palliative care, and consider measures
that address patient and service provision outcomes. This requires robust research,
describing the African context, the unique challenges and available resources, to inform

palliative care networks operating at all levels across the continent.
1.2 Continued research and development

While palliative care may be globally relevant, African based research remains
imperative to continue to meet the needs of the HIV infected and affected in innovative
and sustainable ways. This data, describing family, community and country specific
context, patient needs and household resources will enable palliative care provision to
address these issues in a sensitive, sustainable way. A number of other important
research areas have been noted and include matters of pain and symptom control,
balancing quality care with numbers who require access, monitoring and evaluation,

organizational aspects, and promotion and support of palliative care."

Research that addresses end-of-life issues should be cognisant of the cultural, religious
and social context of patients living and dying in Africa.’® The most obvious difference
between the developed and developing world practice and provision of palliative care is



the availability and accessibility of medical resources. It is postulated that there are
other relevant issues including low levels of education, poverty, unemployment and
political instability. Social, cultural and religious behaviours and practices, as they are
relevant in the experience of iliness, death and dying, also have to be taken into

consideration when undertaking research in palliative care in the developing world.

The development of the APCA African Palliative Outcomes Scale' offers a validated
tool for the African context, and research conducted at community level that addresses
needs and outcomes will contribute to objective measures of relevance. The
importance of specific community level needs in providing a culturally sensitive service
is not unique to Africa and a research from Australia suggests that palliative care
practice and philosophy were readily embraced by an Aboriginal cohort when it was

introduced in a culturally sensitive way.?

1.3 Considering the effect of context on the palliative care needs of HIV

positive patients and palliative care service provision

The right of each human being to experience culturally sensitive, compassionate care at
the end of their life, enabling them to die with dignity, with the best symptom control
possible, surrounded by the people they love and in the place they choose to be, is a
core tenet of palliative care. The needs domains in palliative care were explored as the
developing palliative care and hospice movement responded to the specific problems of

those facing life-threatening illness.

The communication of needs is central to the development of a relationship between a
patient/family and a palliative care worker and it is upon this foundation that information
is shared, an assessment is made and needs are met. As in the discipline of Family
Medicine, assessment draws upon the patient’s agenda, including fears, expectations
and experience of iliness, and information gathering (history taking, clinical examination
and special investigations) which makes up the health care worker’s agenda.21 There



are a number of reliable and validated assessment tools that are used in palliative care
which assist in assessment and evaluation of outcomes. This research is based on the
Patient Outcomes Scale (POS) and the Spiritual Assessment Tool (FICA). The patient
remains the primary informer in his or her experience of life-threatening iliness, and this

is different and unique for each person.

Context is defined as the “circumstances relevant to an event or fact’?%. Context, those
elements that are relevant to facing life-threatening disease, must be identified for
patients requiring palliative care for HIV infection in Africa, and the influence of these on
the needs, service provision and outcomes must be critically evaluated. For care to be
patient centered it has to focus on the person not the disease they have, and a person
exists within a context. Context is firstly relevant as it defines the socio-economic and
family environment in which an individual experiences illness. Secondly, context
defines resources that are available to the sick person as they meet the challenges
associated with their illness. Finally establishing context should be part of the

assessment that is used to establish patients’ needs and consists of a clinical, individual

21
and contextual component.

Africa has the highest global figures for people living with HIV and AIDS, deaths, new

infections and AIDS orphans. % %

It is the only region where the numbers of infected
females outstrips males.*® The United Nations postulates that in the worst case
scenario the cumulative death rate for HIV could be 83 million with 89 million new
infections by 2025.2° South Africa is at the epicenter of the African pandemic.?* There
is evidence to suggest that HIV related malignant disease will also increase® but this is
not yet evident in available national cancer statistics which are outdated.?” In addition,
research from developed world countries suggests that palliative care remains relevant
for patients who access ARVs.?® Thus health care priorities for South Africa must be
expected to include significant requirements for palliative care for HIV positive

individuals.



The emerging democracy in South Africa has been challenged by the demands of the
HIV epidemic experienced in this country. These difficulties are noted by those who
attempt to meet the needs of people and families facing HIV/AIDS, from households to
government. Forty two percent of South African children live in households where
neither parent is employed and almost three quarters of children living in the Eastern
Cape, where this study was conducted, live in households with a monthly income of less
than R800 (about US$100).%° Within this context, resource allocation for health, social
welfare and education needs to be considered and health care spend has to be fairly
distributed between prevention programmes, disease modifying interventions and
rehabilitation. There is growing consensus that palliative care is a human right and that

it should and be can be integrated into public health programmes.>® *'

In addition to a high HIV burden and economic challenges, South Africa is also a multi-
racial, multi-lingual and multi-cultural society with differing religious and traditional belief
systems. These should be recognised as relevant to needs of HIV infected patients

accessing health care.

Thus physical, emotional, social and family, spiritual and economic needs of HIV
positive people living in Africa and South Africa must be considered alongside the

contextual circumstances in which they experience the challenges of HIV infection.
1.4  Grahamstown — context for the study

Grahamstown is a small town in the Eastern Cape region of South Africa. The total
population of the Makana municipal area is approximately 74 500 with 62 000 people
living in the town itself.>* The largest population group in the town is isiXhosa speaking
African/Blacks.*®* Grahamstown is a well-known educational centre, the High Court of

the Eastern Cape sits in the town and the area is a popular tourist venue. Despite this,

the 2001 census showed that only 27% of the town’s 15-65 year olds were employed.33



Grahamstown Hospice (GH) was established in 1984 and operates as a home-based
care service with professional nurses and community health workers taking care of
patients in the community. A partnership with Settlers Hospital (Department of Health,
Rotary and First National Bank), now also provides the town with in-patient palliative
care.®* GH accepts referrals from municipal clinics, private practitioners, Settlers
Hospital, the Port Elizabeth Hospital Group as well as self-referrals. The inter-
disciplinary team at GH consists of professional nurses, community health care workers,
a social worker, a psychologist and a palliative care-trained physician. GH sees
patients from all socio-economic sectors; from patients with private medical insurance to
the indigent, and the service provided is free of charge to all. The work of
Grahamstown Hospice has shifted over the years to include a significant number of HIV
positive patients. Between January 2002 and November 2003 the HIV caseload
increased by 1500%.>°

Settler’s Hospital was established in 1922. It is a secondary level hospital of 219 beds
with theatre and maternity services. The in-patient Palliative Care Unit (PCU) opened in
March 2006 and now has ten adult beds, four paediatric beds and a step-down facility.
There is a combined HIV ward round in the PCU once a week, attended by members of
the GH team, members of the Settlers Hospital ARV clinic team, the hospital doctors,
social workers, physiotherapists and dieticians. An audit of admissions to the PCU for

the first three months of its operation revealed that 70% of patients had been admitted
for HIV related problems.‘q’4 About a third of patients had been referred from the ARV

clinic and medical wards, and the remainder had been referred by Hospice.

Masonwabe (meaning “let us be happy”) is Settlers Hospital's ARV clinic. This clinic

was established as part of the national ARV roll-out programme in May 2004. In June
2008 there were 1329 patients in the service. The state funded ARV service is free at
point of service, but Rosen et al*® have shown that it is not free to patients in terms of

other costs they incur to access treatment.



1.5 Motivation for this study

It has been shown that palliative care developed in response to patient needs as a
holistic intervention that considers patients within a context of a family and community.
It is also evident that the nature and burden of the HIV pandemic in Africa is relevant as
individuals, families, communities and countries responding to the disease do so within
the boundaries of their available resources, and palliative care responses should be
appropriate and sustainable. The palliative care needs of patients cannot be explored
without engaging with patients, asking them to identify their needs. Furthermore,
investigation can explore how patients access and utilize resources, and experience

outcomes of care within their communities as they live with HIV infection.

This study examined the context of a particular group of HIV infected patients and
considered the relationship between context and need. The response to the
interventions of a palliative care service was explored and outcomes were described

against the background of patients’ cultural world view, context and experience.

This research will contribute to a body of knowledge that will describe needs and
context at community level, consider possible elements of culturally sensitive care and
reflect on patient perceived outcomes to identify areas of future focus and study in

South Africa and other communities with a similar context.



CHAPTER TWO

2. LITERATURE REVIEW

The literature review for this study was based on the following: electronic data base
searches, Medline, Google scholar, and gray data (website postings). Key words used
were HIV, palliative care, Africa, need$, outcome$, anti-retroviral, HAART, symptom$,
end-of-life, tradition$, culture, belief, Grahamstown. ($ indicates a truncated search.)
Searches were refined within these keyword results: (palliative care, HIV, Africa), (HIV,
need$, symptom$), (HIV, symptom$, outcome$), (tradition$, culture, belief) and
(Grahamstown, HIV, palliative care). Secondary references from studies that were
particularly relevant were followed up and published material from authors who

published frequently in the field of African palliative care was sought.

The review considered the current status of palliative care and palliative care research
in Africa. It focused on patient needs and outcomes of palliative interventions and ARV
therapy, for HIV positive people and their families. The parallels and differences for the
developed and developing world were considered. The relevance of culturally sensitive
care and country, community and individual context were examined with specific
reference to South Africa. The review placed the research within the context of the
town of Grahamstown and motivated for the relevance of the research project and
methodology chosen in order to contribute to a body of knowledge in palliative care and

service provision.

2.1 Palliative care research in Africa and considering new challenges

In May 2006 representatives of the international palliative care community, including
APCA, adopted the Declaration of Venice to support the global development of palliative
care research. >’ This declaration noted that current research and published scientific

work is focused on the developed world, and highlighted the importance of research that
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reflected patients’ and families’ needs and preferences within their context. The need
for and importance of continent, cultural and community specific research in Africa is
echoed by other authors.? '® *8 340 Consideration has been given to important focus
areas for research. These include description of context, identification of the elements
of patient needs, and outcomes of care at community level.'® ' Powell et al identified

the tension between care and research, noting that one should inform the other.*

The need for palliative care in Africa for those with HIV infection, cancer and other life
limiting disease is considerable.? 77 "% 4! Notwithstanding the implications for palliative
care of the HIV pandemic, cancer prevalence rates are also expected to increase*?
further motivating for the research and development of accessible, appropriate and

|17

sustainable models of care. '® ¢ Harding and Higginson'®, Harding et al'” and

Sepulveda et al*®

reviewed current service models in Africa, and found that palliative
care was being provided across a wide spectrum of African countries, utilizing a variety
of service models to provide palliative care. However, it is noted that resources,

challenges and local attitudes to palliative care vary.

2.2 Influence of culture, traditional belief systems and family structure on

patient context

The universal elements of palliative care are recognized but care must be sensitive to
the religious and cultural beliefs of the people they serve.** Furthermore, palliative care
needs may be influenced by context; in this case the patient facing life-threatening
illness in Africa’” and care models must be appropriate and acceptable within a cultural
context.”” ?®  The Cape Town Palliative Care Declaration** demonstrated commitment
to this ideal for palliative care development and provision in this country. This is echoed
in other developing regions of the world* and for minority groups in developed

countries®.
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Culture is defined as “the total of the inherited ideas, beliefs, values and knowledge,
which constitute the shared bases of social action”.*® Culture influences how people
see and experience the world; explain and experience illness, and the attitudes of
people to end of life care.? The traditional developed world view of illness is within a
scientific paradigm. In the developing world traditional belief systems influence how
illness is viewed and the reason for illness may be more important than the diagnosis
itself. *’ Death may be approached in a more pragmatic fashion and religious beliefs

appear to offer more comfort than is the case in developed world.? & %

The traditional belief system and spirituality of the amaXhosa is centered around the
Deity, the benevolent presences and the malevolent sprits.*® Christianity was inherited
against this backdrop. The ancestors intercede for and protect the living, while the
malevolent spirits can punish offenders. lliness is not considered to be natural and may
sometimes be seen as punishment for going against cultural or social norms.*” Harding
et al's' survey of end of life care in sub-Saharan Africa suggested that most surveyed
programs reported that traditional healers play a role in local belief and practice and

thus may play an important role in service provision and development.

A Medline search (tradition$, South Africa, HIV, culture) was conducted and five articles
were reviewed that considered the relationship between culture and traditional belief
and HIV and AIDS in South Africa. Liddell et al*® discussed proximate causes (how
diseases are contracted) and ultimate causes (why diseases are contracted) suggesting
that medical intervention is sought for proximate causes (and symptoms) and traditional
healers manage ultimate causes. Peltzer et al®® described the beliefs, knowledge and
practices of traditional healers in KwaZulu Natal in terms of a proximate cause. Their
study did not address the role of the traditional healers in the management of ultimate
cause of HIV but highlighted some of the tensions that exist for patients and
practitioners to integrate traditional beliefs systems and a medical, scientific paradigm.
Other sources suggested that there are conflicting beliefs that explained proximate and
ultimate causes of HIV infection, employing a biomedical explanation on one hand and
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5152 |t has also been identified that traditional

traditional belief systems on the other.
beliefs are not necessarily always in conflict with those of Western medicine.>® None of
these studies considered the understanding and beliefs of HIV of patients who are living
with HIV/AIDS and are actively accessing palliative care and ARV therapy.
Literature was reviewed to provide a description of family and household structure®* *° %
*" and to consider some of the important implications of HIV infection at the level of
household structure that would be relevant to this study population living in

Grahamstown®8 °° 60 61,

Within this paternalistic, communal and familial society men are seen as the custodians
of social customs.*” Family bonds and kinship are central features of the culture of the
amaXhosa*’ and African households are built around patrilineal descent and patrilineal

obligation.>*

Difficulties were noted in research methodology with regard to data collection that
accurately reflected household composition as rules defining household membership
may be limiting.>” *° Despite these limitations data reviewed suggested that historical
and contemporary features; cultural, social and economic, contributed to household
composition.*® Siqwana-Ndulo®® proposed that household makeup reflected a choice
that amaXhosa families made to meet their needs, rather than a process over which
they have no choice. Resources are shared between individuals who share kinship

based on consanguineous relationships.>* %

Marriage rates have been declining in South Afica.>® *°

As kinship is based on
patrilineal rules, a child derives kinship from his father’s family if his parents are married,
or his mother’s father if his parents are not married.®® It has been demonstrated that
fewer children can be linked to their fathers than their mothers.*® In addition, many non-
orphans do not live with either parent® and this supported other data that

demonstrated the shared commitment to child-rearing by kin in South Africa. > °° ¢
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Morrell et al® argued that, in the HIV era, there are many compelling reasons why
fathers should be more available and participant. As a result of these factors, when
children lose their mothers, childrearing responsibilities often fall on elderly
grandmothers and other female relatives.®' Elderly grandparents in other parts of Africa

are faced with similar challenges and responsibilities.62
2.3  Palliative care needs of African palliative patients

Literature was reviewed in terms of how research addressed or identified needs and
outcomes, and how patient context was relevant to lived experience of life-threatening
illness for African palliative care patients. Murray et al’s®® study contrasted needs in the
developed (Scotland) and developing (Kenya) world for a group of dying cancer
patients. They used qualitative research methodology and interviews conducted in
mother tongue for each group of participants. The thematic analysis was sensitive to
the cultural dynamics that could influence interpretation. Their study showed that the
experience of dying of cancer was different for the each group. In the Scottish cohort
spiritual needs and the concerns regarding the prospect of death were most evident and
this contrasted with the Kenyan cohort where pain and symptom related needs
dominated. The Scottish cohort had access to medical and specialized palliative care
that was, for most Kenyan patients, unavailable. Palliative care needs were present in
both groups, but patient needs appeared to be influenced by context. Significantly the
study commented that lack of resources resulted in more unmet physical needs in terms
of symptom burden in the Kenyan group. Lived experience of disease was also
influenced by the cultural and local context. Few Kenyan patients had access to
opioids, there were few medical, financial and municipal resources and cultural issues
influenced care giving and home nursing. The Scottish group struggled with the
prospect of imminent death and struggled to share this with family and friends. The
burden of potentially curative treatment regimes was high and care-giving

responsibilities for family members were significant.

14



While the relevance of Murray et al's® study to this work may be limited, in that it did not
address the issues facing HIV patients, it makes important observations regarding the
influence of context. Kikule®, who described the experience of people dying of HIV and
cancer in Uganda, developed a questionnaire to collect quantitative data. This
questionnaire was not based on a previously validated palliative care needs
assessment tools but the sample size was 173 and her findings for cancer patients
paralleled those of a similar qualitative study, thus suggesting validity and reliability.
This questionnaire was adapted by Uwimana and Struthers® in their mixed
quantitative/qualitative study of the palliative care needs of people living with HIV in
Rwanda which sampled patients and healthcare workers involved in HIV care. These
two studies demonstrated a similar hierarchy needs: pain and symptoms control and
analgesia access, the need for financial assistance, psychological support and home
based care. Pain and symptom control was most important for Kikule’s cohort, and
economic needs for Uwimana and Struthers’ cohort. Kikule® further showed similarities
in the needs of her population irrespective of their primary diagnosis (cancer or HIV),

and these mirrored the needs of cancer patients in Murray et al’s Kenyan cohort®.

Uwimana and Struthers® noted that needs of patients in rural areas may not
necessarily be the same as those of urban patients. This limitation is relevant as it
motivates for community specific research but also demonstrates the tension between
such results which, while they will inform local service provision, may not be
transferable. These studies demonstrate the value of mixed quantitative and qualitative
research methodology to describe palliative care needs and that this approach can be
used successfully in research populations where cultural and language diversity occurs
both in participants and researchers. This methodology is contrasted with a prospective
census that collected quantitative data conducted by Collins and Harding>® in Tanzania.
Presenting palliative care needs were collected using a piloted data sheet and
statistically analysed. It is relevant to note that while physical symptoms and the need
for psychosocial support were identified, fewer conclusions could be drawn regarding
the influence of context and culture as results were quantitative and statistical.
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Palliative care needs from five African countries were surveyed by Sepulveda et al®
using a data collection tool adapted from Kikule’s questionnaire, to identify palliative
care needs at the end of life. This study focused on end-of-life issues for cancer and
HIV patients, and again physical symptoms, accessible affordable analgesics, financial
issues and psychosocial pressures were identified. The pressure on families who
accept the burden of care was demonstrated and authors noted that care had to be
provided within the constraints of a family or community. It also demonstrated that there

were similarities in experienced needs in different African countries.

These studies talked to palliative care needs of HIV and cancer patients in specific
African communities, and while they commented on the influence on needs of context,
they did not directly address the outcomes of palliative interventions within the
community and cultural context of patients who were able to access palliative care as

an available local resource.

Thus, it appears that palliative needs occur for all patients facing life-threatening
illness,® 28 34 63 64 85 6772 73 1y )t how these needs are experienced, ranked and
addressed, and possible outcomes of care may be culture and context specific.'® 6 %4 ©°
 Assessment tools used in the palliative care context should also be appropriate.

Powell et al*°

questioned the use of outcome measurement tools in Africa that have only
been validated in resource rich countries. The APCA African Palliative Outcome Scale
has now been developed and validated in Africa to provide a relevant assessment
tool.’® The important of context was noted®® % ©° € but what is required to deliver care
that sensitive to these differences is less clear. It does appear, however, that culturally

diverse teams are better able to meet the needs of a culturally diverse population.®’
2.4  Palliative care for HIV in the ARV era

The implementation of palliative care requires that a service or approach is available to
evaluate and meet patient and family needs and that the outcomes of met needs can be
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measured. Higginson6 reviewed the development of hospice and palliative care
services in the developed world and evaluated models and places of care, the tension
between curative, palliative and end of life care, and how outcomes can be best
measured.® Even in the developed world, barriers to care have been shown to inhibit
the application of palliative care for HIV positive patients68 and patients themselves may
have lower expectations if they are from lower socio-economic environments®. We are
reminded that measuring needs and measuring patient outcomes is complex in

palliative care.®

The needs of palliative care patients are considered within the framework identified in

the WHO definition of palliative care and encompass the domains: physical, emotional,
social and family, spiritual. In Africa these needs may also include the special needs of
women, financial and food related concerns, housing, cultural considerations.? ® 17 %4

Meeting the needs of patients and family members is described as total care."’

It is recognised that palliative care is an important aspect of HIV care® and improves
patient outcomes across a spectrum of problems experienced throughout the whole
trajectory of HIV infection ®®. Selwyn et al reported on palliative care provision in a
teaching hospital in the USA and showed that patients require both HIV management
and palliative care.®” One model of care is to integrate counseling, testing, treatment for
Ol's and palliative care which contributes to curative and preventative care, and
community based home care programmes can interface with established health care
services and the people they serve.”® Thisis an approach used by hospices in South
Africa to provide care to people living with HIV/AIDS has now expanded to include

treatment support for ARVs.”’

ARV access has challenged the need for ongoing palliative care to HIV positive
patients, but it is clear that palliative care continues to be relevant and necessary
despite the availability of ARVs.®” %8 8 72 Brechtl et al” reported on outcomes for
patients at a New York teaching hospital on HAART using validated assessment and
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outcome scales. They note that while benefits were measured in terms of improved
CD4 count, weight and reduction in viral load, positive outcomes in the areas of pain,
symptoms and physiological well being were less clear, suggesting that needs were
ongoing despite HAART. Harding et al®® identified a range of ongoing issues for
patients on HAART in the developed world in their review paper that considered access
and equity in HIV/AIDS palliative care. These include higher death rates, side-effects
and toxicity, HIV related malignancies despite HAART, late presentation and the
development of new HIV associated co-morbidities. Concerns of new emergent co-
morbidities in the developed world are noted by other authors.” These developed
world studies identified that challenges for HIV positive patients were ongoing and that
access to HAART did not mean that palliation and end of life care was no longer
required.®® ®” 72 Clear demonstration of these trends for South Africa and Africa remains
to be documented but it seems unlikely that wide access to ARVs in South Africa will

that mean that palliative care is no longer required.

2.5 The economic implications for individuals and families living with HIV

infection

The HIV epidemic in South Africa has affected mainly the poorest and most
marginalised groups.” In the Eastern Cape almost three quarters of all children live
below the ultra poverty line?® suggesting that the province is particularly vulnerable. In
contrast to many other life-threatening diseases, the natural course of HIV can be
protracted and this places households under financial pressure over a long period of
time.”® This occurs both while the young members of the family are ill and not able to
contribute to household and family income, and after death when the loss of income and

the care burden of orphaned children remain.®' 2

Good health is an important resource for those seeking to escape poverty and the most
common causes of household poverty are injury, illness and death.”” Those who are
poor are also less able to access health care. Poor families have been shown to spend
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a greater proportion of household income on health care than better off families.”

9 examined the effects of HIV at household level in a South

Bachmann and Booysen ’
African context. Their controlled cohort study was conducted over a period of time to
limit the influence of population wide changes that could occur in times of rapid political,
demographic and economic change and with a study design that addressed limitations
they had identified in other studies. Both urban and rural, HIV affected and unaffected
populations were examined and it was identified that HIV affected households in both
urban and rural areas were, on average, larger, poorer and had lower levels of
employment. It was also identified that iliness at baseline was independently
associated with lower income and expenditure at baseline. Bachmann and Booysen”®
note that this is consistent with other studies from Africa and Asia and Kikule®* and
Uwimana and Struthers® noted the economic pressure experienced in HIV affected
households in Kenya and Rwanda. The added pressure of HIV burden at household
level is not necessarily alleviated by access to free-at-point-of-service ARV programme
as infected and affected households incur other costs to access treatment.*® Thus the
poor are more likely to be infected and the infected become poor’’ ™ put Bachmann
and Booysen’® note that elucidating the mechanisms that drive this are difficult to
quantify. There also appears to be a relationship between income from employment
and income from social welfare that is influenced by HIV infection as illness in
households increased welfare income to alleviate poverty while it was accessed, but
decreased employment income.?° Tladi®' makes an important observation that even
with similar levels of education, poor women were less likely to have effective means
with which to protect themselves from HIV infection, suggesting that poverty places an
individual at more risk, and that education is less protective. Bachman and Booysen80
demonstrate the importance of complementary policies, to provide disease modifying
interventions in the form of ARVS and income support, in the fight against HIV/AIDS in
South Africa. Thus the literature demonstrated the complex relationship between HIV
infection and poverty and illustrated that the poor are at risk of HIV infection and the

infected become poor.
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2.6  Palliative care for HIV positive patients in Grahamstown

For this research to be relevant consideration was given to identifying existing literature
that referred specifically to the Grahamstown HIV positive palliative care population. A
Google scholar search using keywords (Grahamstown, HIV, palliative) yielded 10 hits

and four relevant papers were reviewed. Kelly and Ntlabati’*?

considered the impact of
marketisation of municipal services on treatment support and care of HIV positive
patients in the town. The survey collected quantitative data to describe demographics
and qualitative data to describe lived experience. This data not only commented on the
socio-economic realities of HIV positive patients living in Grahamstown but could be
used as a validation tool for this researcher’s demographic data collected in similar
domains. Kelly and Mzizi*® reported on the implications for local AIDS care and support
programmes shortly after ARV rollout commenced in 2005. They identified important
areas where the rollout programme would place extra demand on both the local hospice

and the health care infrastructure in order for HIV care to be sustainable in the town.

Jameson described palliative care needs of stage Ill and IV HIV patients who were
medical ward inpatients in Settlers Hospital in 2005.%? She identified needs across the
palliative care domains but poor symptom control dominated. This was the only study
identified that considered palliative care needs for Grahamstown HIV positive patients.
The mixed quantitative qualitative data was not collected using previously validated
assessment tools but was able to inform the development of a dedicated inpatient
palliative care facility to ensure that good palliative care principles were the foundation
of the care provided. This was followed by another study by the same author who
reported on outcomes for patients who had access to inpatient palliative care.** Despite
the small sample and the lack of a control group, this study suggested that outcomes
were improved for the very sick who accessed inpatient palliative care. Jameson** also
identified that a range of health care facilities were referring to the inpatient unit and this

suggested integration of the service into the wider health care infrastructure of the town.
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2.7  Motivation for this research project and selected research methodology

Clearly there are very little published data describing palliative care access by HIV
positive patients in Grahamstown. No studies explore the relationship between patients
and hospice as a palliative care provider to consider patient needs within a specific
context and community resource that review outcomes of palliative intervention. The
need for relevant specific research has been identified and described as a priority in
literature reviewed. A mixed quantitative qualitative research methodology
demonstrated valid and reliable results to describe demographic data and palliative care
needs. & % ® This research project was developed to consider the context and
palliative care needs of HIV infected patients and utilized a mixed quantitative
qualitative research methodology which was based on previously validated data
collection tools. Thus the literature review supported both the theoretical notion that this
research is important and supported research methodology selected. The key issues
identified in the literature review that motivated the research question were firstly, the
importance of individual, family, economic and cultural context as these demonstrated
the provision of culturally sensitive, patient centered care. Secondly, the relevance of
palliative care to address the pain and suffering experienced by HIV positive patients,

even in the ARV era.
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CHAPTER THREE

3. AIMS AND OBJECTIVES

AIM: To identify individual context and met and unmet palliative care needs of

stage Il and IV HIV/AIDS isiXhosa speaking patients in the Grahamstown Hospice

service

Objectives:

1. To identify the social, educational, economic, geographic, medical, cultural and

spiritual context of the research population

2. Toidentify patient needs in the five domains of palliative care

a.

b
C.
d
e

Physical

. Emotional

Social / family

. Spiritual

. Economic

3. To establish whether patients perceive their needs in each domain to have been

met

4. To establish whether patients feel they had been involved in medical decisions

regarding their care
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CHAPTER FOUR

4. METHODOLOGY

41 Introduction

This is a descriptive analytic study. A mixed quantitative qualitative research
methodology was selected as it is essentially multi-method in focus and allowed for a
line of questioning that enabled connections and associations to be drawn between
patients’ lived experience, larger social and cultural environments and the challenges of

living with HIV infection in Grahamstown.®

These difference data collection methods explore how people experience life events
and the meaning given to those events.?* 3° Qualitative research design was selected
as it was an approached that allowed for data collection to describe phenomena within a
specific setting and to develop insights to the social, cultural and health reality of the
respondents in the study. ®® Different data collection tools were developed to triangulate
data, thus combining quantitative and qualitative data to complement each other.?”

The research question informed research methodology selected.
4.2  Participant sample

The population sampled for data collection was stage Il and IV HIV/AIDS patients using
the Grahamstown Hospice service. GH patients are visited at home according to their
category of care (appendix 1) by a professional member of hospice staff or a care
worker. Hospice care workers caring for isiXhosa speakers are generally isiXhosa
speaking members of the same community. Home visits provide an array of services
from medical to social to providing food parcels and helping with transport to medical
appointments. Patients who are in hospital are also followed up by GH during
admission and discharge.

23



Adult patients registered with the GH during the study period September 2006 to May
2007 were eligible as participants in this study. This included eligible patients already
registered on 1 September 2006 and any new admissions fulfilling the inclusion criteria

during the study period.

Selection criteria used to include participants were:

1. Adult isiXhosa first language speakers (over 18 years of age)

2. HIV positive patients with stage Il or IV disease at time of admission at GH
3. Patients living in the Grahamstown municipal area
4

. Current hospice patients, both home-care and in-patients

The criteria used to exclude participants were:
1. Patients too ill to participate
2. Patients with HIV dementia or confusion

3. Children (under the age of 18 years)

The hospice social worker reviewed the list of all patients who met the inclusion criteria,
those who were eligible were approached and patients who consented were included in
the study. The enrolment process continued until May 15, 2007 and the interviews were
concluded by the end of May 2007. The aim was to enroll 40 patients in the study over
a six month period, or until there was saturation of data. All eligible patients were
approached by either the social worker or one of two registered nurses, but not by the
nursing sister involved in their care in order to minimize the possibility of patients feeling
obliged to participate. Patients were handed a patient information sheet (appendix 2)
and invited to participate in the study and informed written consent (appendix 3) was
taken by an isiXhosa mother tongue speaker.
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4.3 Data collection tools

Data was collected using three collection tools: demographic data collection sheet to
collect demographic details directly from patient records, a structured questionnaire and
a semi-structured interview. These are each described below in more detail.
Questionnaire and interview design were informed by the aims and objectives of the
study. The data collection tools were required to: firstly, extract demographic data
placing respondents within a particular context that was postulated to inform and
influence their palliative care need, secondly, describe palliative care needs as defined
by the WHO definition of palliative care, thirdly express elements of the relationship
between the patient and GH as a health care provider that contributed to the therapeutic
relationship, and the meeting of palliative care needs, fourthly, reflect outcomes that the
patient perceived to be beneficial, and finally, describe how involved patients had felt in

decision making.

4.3.1 Demographic data from patient records

Demographic data was collected from the GH patient files of all enrolled participants.
Included details were to establish context (social, education, economic, residential) and
place the patients within a cohort of isiXhosa mother tongue speakers, living in
Grahamstown, with stage Ill or IV HIV/AIDS. Demographic data was extracted from
existing patient records at GH and entered into the demographic data sheet (appendix
4). The only information not on the GH admission form related to highest level of

education.

4.3.2 Structured questionnaire and semi-structured interview design

The structured questionnaire (SQ) and semi-structured interview (SSI) were designed in
conjunction with one another. The structured questionnaire (appendix 5) focused on

the following elements
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e The relationship between Hospice and the patient, and reason for referral
e Palliative care needs and patient ranking of needs

e Patient participation in decision making

The foundation for the assessment of palliative care needs, involvement in decision
making and self ranking of needs was based on the Palliative Outcomes Scale (POS)?°
developed by Hearn and Higginson® at Kings College London (appendix 6). This is a
validated outcome tool and is used internationally and has been validated in the African

setting.”’ The researcher is a registered POS user.

SQ questions v, vi, viii, xiii were directly from POS. SQ questions xi and xii modified
question 10 in POS. SQ question xiv modified POS question 5 which relates to
information and communication. POS question 6 and 8 were omitted from the SQ as
these elements were expanded in the semi-structured interview. Question 9 was

excluded as it was not directly relevant to the aims and objectives of the study.

The questions in the SQ on spiritual issues are based on the Spiritual Assessment Tool
FICA (appendix 7) developed by Puchalski and Larson®* and Puchalski and Romer®® at
George Washington University. The first two elements of FICA were used in the SQ: do
you have a faith and how important is it in your life? The questions regarding religious
or spiritual community were incorporated into the SSI. It was acknowledged at the
outset of questionnaire design that eliciting data regarding the spiritual lives, faith and

beliefs of the amaXhosa participants would be challenging.

Questions that were not from POS and FICA were added to elicit a demographic detail
not available from patients’ Hospice folders (SQ question ii, iv), to describe how patients
positioned Hospice (SQ question i) or to identify what patients’ understanding was for
their referral to hospice (SQ question iii). SQ questions i and iii were expanded in the

SSI but were not adapted from another previously validated tool. SQ question iv was
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included in line with the aims and objectives of the study and contributed to the

establishment of spiritual and cultural context.

The semi-structured interview schedule (appendix 8) was designed to elicit
phenomenological data to reflect lived experience. The semi-structured interview (SSI)
was designed with open ended questions. These questions expanded on the questions
asked in the structured questionnaire to allow patients to use their own words to

express themselves.

SSI questions 1 to 6 expanded SQ questions i and iii. SSI questions 7 to 22 expanded
on the palliative care need domains issues identified in the SQ, identified the resources
patients mobilised and explored how various people and agencies were able to meet
needs and asked patients what needs they still had. SSI question 23 and 24 expanded
on POS question 5 to establish how informed and involved patients felt in decision-

making.

4.3.3 Development of the SQ and SSI

Once the framework for the three data collection tools was identified, and POS and
FICA selected, the process of developing the tools progressed with discussion and
consultation between the researcher, the research supervisor and GH staff members.
GH staff members involved included professional nurses, the GH social worker, the

research assistant and GH psychologist.

The standard GH admission form, POS and FICA were scrutinized to align questions
with the aim and objectives of the research. IsiXhosa speakers at GH contributed
significantly in the consultation period to developing data collection tools that would both
identify the right questions to ask and the right way to ask them. The researcher gave
consideration to the particular challenges of spiritual needs and consulted with an
isiXhosa speaking theologian at Rhodes University. Assistance was sought from
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academics in Grahamstown who had done research in the HIV field to consider the

elements of context that could potentially influence needs.

Several drafts of the SQ and SSI data collection tools were reviewed by the researcher,
supervisor and GH staff. The GH social worker, and two GH sisters, all isiXhosa
speakers made significant input. In the course of developing the tools certain of the
POS and FICA questions were amended or omitted as previously described. The
questions regarding the patients’ relationship with Hospice were developed alongside
both POS and FICA to consider how understanding of iliness, palliative care and GH as

an organization influenced palliative care needs and outcomes.
4.4  Validation
4.4.1 Validity and reliability

The framework for the structured questionnaire and semi-structured interview were POS
and FICA. These are assessment tools that are used in palliative care and have been
previously validated. For research to be valid it has to measure what it says it is
measuring, in this case palliative care needs. Consideration was given to how well the
three data collection tools and the data collection method measured patients’ context
and needs. Research that is reliable comments on how accurately data is produced i.e.
that the same conclusions can drawn from data collected using different methods and
data collection tools, from data collected by different people and from data collected at
different times.®® ** Validity and reliability are enhanced by using standard data
collection tools like POS and the Spiritual Assessment Tool and by using different data
collection tools that are collecting the same information, whose results can be cross-
checked against each other. Validity and reliability ensure that data collection tools are
asking the correct questions, the data collection tools will elicit similar data if used at
another site in another population and that similar conclusion can be drawn from

different data sets.
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Validity and reliability was considered at three stages during the research
1. Identification of the foundation needs assessment tools
2. Development of the research tools

3. Evaluation of the completed pilot study as described below

As the questionnaire development was based on POS and the Spiritual Assessment
Tool, the validation process described for the development of POS was taken into
account when evaluating reliability and validity of these data collection tools.?® It must
be noted that the original POS was designed with two parts, one that the patient
completes and a second that the PC staff complete. This research project focused only

on the patient and only used the patient questionnaire.

The following aspects of validity and reliability were considered: context validity, face
validity, construct validity, internal consistency and test/re-test reliability, equivalence

and inter and intra-judge reliability.®® &

4411 Content validity

The initial literature review and selection of POS and FICA contributed to ensuring that
data would cover important PC need domains and yield relevant data. All three data
collection tools contributed to relevant information that informed, contextualized and
detailed patients palliative care needs. The data collection tools identified patient needs
in all domains described in the WHO definition of palliative care and explored patient

and local context as required by the aims and objectives.

44.1.2 Face validity
The researcher subjectively considered the relevance and presentation of the
questionnaires. It was felt that the questions were asked in a clear, unambiguous way

and elicited the information required by the aims and objectives of the study.

29



4413 Construct validity

Construct validity ensures that the data collection tools measure what they say they are
measuring. Both the questionnaires were based on previously validated widely used
needs assessment tools. The constraints of this research project did not allow for POS
or FICA to be administered alongside the SQ and SSI.

4414 Internal consistency and test/re-test reliability
The data collection tools were only administered once so no comment could be made
on internal consistency or test/re-test reliability. Statistical analysis was not carried out

to compare data from each data collection tool as data collected was largely qualitative.

4415 Equivalence
Data was collected by three different data collection tools which increased reliability,

however, no data was collected using existing tools (POS or FICA) for comparison.

44.1.6 Inter and intra-judge reliability
Data was collected by one individual and on one occasion, thus no conclusion could be

drawn regarding inter- and intra-judge reliability.
4.4.2 Triangulation

Triangulation has been used in this study design to assess the validity and reliability of
the data collected. Triangulation sources and data collection methods have been
selected to complement each other, ensuring that the data collected has “different
biases, (and) different strengths”.®> Two different sources were selected, firstly patient
records to elicit demographic data and secondly, a structured questionnaire that elicited
yes/no, or answers to closed questions and a semi-structured interview that elicited
answers to open-ended questions, collecting data directly from the respondent.
Different data collection methods were also used, which resulted in different types of
data: quantitative information — demographic data, Likert scale data — quantitative
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display of qualitative data and qualitative data — interviews (qualitative text). These
different data sources, and data collection methods were selected so that each data set
could be compared against each other, to complement and strengthen data collected

with each data collection tool and improve reliability.®’
4.4.3 Pilot study

A three patient pilot study was conducted to test the three data collection tools and to
consider how accurately each data set was collecting data which allowed assessment

on reliability.

The first three patients enrolled who met the selection criteria completed the structured
questionnaire and one of these completed the semi-structured interview with the intent
of piloting the data collection tools and thus test the research design and to identify
possible problems with the questionnaires.”” The SQ and SSI were conducted in
exactly the same way as the subsequent data collection. The three completed SQs and
one SSI from the pilot study were reviewed to consider how successful and efficient the
data collection tools were in eliciting data, to consider how questions had been
interpreted and if the responses to both questionnaires elicited data that related to the
aims and objectives of the study. The researcher and research assistant discussed the
interpretation and responses to the questions and both SQ and SSI were reviewed.
Completed questionnaires were reviewed to assess how well data from each data set
related to the self ranking in the SQ and how data from the SQ related to the SSI. The
issues that were identified in the self ranking were covered in both the SQ and SSI. The

pilot process resulted in valid documents which were then used for the data collection.
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45 Translations

4.5.1 Structured questionnaire form and semi-structured interview schedule translation

The structured questionnaire form and semi-structured interview schedule were
developed and translated in consultation with the supervisor and GH staff, including
isiXhosa mother tongue registered nurses, the social worker and the care worker, to
ensure that content and meaning of the questions would be clear. The purpose of the
study was discussed with the GH social worker, registered nurses and the research
assistant. It was important that the conceptual framework for the questions was
understood by the isiXhosa speakers who were involved in translations. The initial
development was completed in English. At this stage the English wording of the

questions was already giving thought to how easily they would translate.

The structured questionnaire and semi-structured interview schedule were translated
from English to isiXhosa by an isiXhosa mother tongue speaker who was a non-medical
person not involved at GH at all. This was to ensure that language used in the
questionnaire would be more likely to be ‘non-medical’. Both questionnaires were back
translated and reviewed by two isiXhosa GH staff members (social worker and care
worker) in consultation with the researcher and discrepancies were discussed.
Attention was paid to both how the questions were phrased and the difficulties with
translating certain concepts from English into isiXhosa. This ensured that the nuances
of the word usage were true to the original question. The final translated questionnaire

was reviewed again by a mother tongue English speaker who is fluent in isiXhosa.

4.5.2 Transcription and translation of completed semi-structured interviews

SSls were recorded on audiocassettes. Each tape recorded completed semi-structured
interview was transcribed and translated by an isiXhosa mother tongue speaker who is
fluent in English. She listened to each recording a number of times to get a sense of
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the whole and then transcribed each verbatim in isiXhosa. Inaudible speech was noted
as [inaudible] in the transcription. The isiXhosa transcription was then translated
verbatim into English. The English transcriptions were reviewed by an English mother
tongue speaker fluent in isiXhosa who compared the English transcription with the
original interview recording to ensure integrity of translation. Only isolated minor

discrepancies were noted and these were discussed by the translators.

4.6 Training of involved hospice staff and research assistant

The researcher had training sessions with the GH social worker and registered nurses
who recruited patients before they approached any patients for enrolment in the study.
This training covered the purpose of the study and ethical issues including: patient
confidentiality, protection from harm — disclosure and not to coerce patients to
participate or consent. It was stressed that all patients had to be informed that their
participation was voluntary and that their refusal to participate would not compromise

the care that they received from GH in any way.

The researcher had training sessions with the research assistant who translated in the
interviews (GH care worker) prior to enrolment of patients and prior to the interview
process beginning. The first session covered issues discussed above pertaining to
purpose of the study and ethical issues. The second session covered aspects of the
interview process and how to administer questionnaires in a consistent way. The

research assistant is bilingual in isiXhosa and English.

4.7 Data collection

The social worker handed the completed consent forms to the researcher and all
patients enrolled were placed onto a coded list to protect confidentiality. The original
patient list with interview codes was kept separately and SQ were identified by a written
code on each questionnaire and each SSI was identified by a spoken code at the
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beginning of each recording. Demographic data was collected from the patient’s
hospice files prior to the interviews being conducted. If there were missing data, this
was noted for clarification at the time of the interview, and the patient was asked to

provide the information verbally.

Once patients had agreed to participate, had given written consent and demographic
data had been collected, interviews were scheduled and completed. One patient
withdrew before the interview could be completed. All enrolled patients completed the

SQ and every third patient was numerically selected to complete the SSI.

The interview period ran from January to May 2007. At this point saturation of

information was reached and the answers were becoming repetitive.

The researcher and the research assistant (the same person for the duration of the
study) were present at all interviews. Face to face interviews were conducted with each
enrolled patient and privacy ensured. A standard introduction and information process
was followed at the start of each interview. [f there were missing data from
demographic data collection (patient file information) that information was sought prior
to starting the structured interview. Structured questionnaires took between 10 and 15
minutes to complete and semi-structured interviews took between 20 and 30 minutes.
Twenty-six patients completed the SQ and 7 completed the SSI. At the end of the

interview patients were thanked for their participation.

All structured questionnaires were administered in isiXhosa. The questions were read
verbatim to each patient as per the questionnaire. Patients were invited to have the
questions re-read to them as many times as was necessary. Questionnaires were read
to each patient to ensure that the patient’s level of literacy did not influence the
accuracy of interpretation of the questions. Answers were documented by the

research assistant and the researcher and collated after the interview was completed.
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All SSI were conducted in isiXhosa. Patients were informed that the interview was to be
taped and that their name would not be used in the recording. A standard introduction
process was followed. A test run recording was completed to ensure that the quality of
the recording was adequate and to put the patient at ease, familiarizing her or him with

the recorder. At the end of the interview patients were thanked for their participation.
4.8 Ethical considerations
4.8.1 South African good research practice

Good research practice considers those elements that contribute to research that is
both ethically and scientifically sound. The South African Department of Health (DOH)
has published guidelines for good practice in the conduct of clinical trials in human
participants.”® There are no formal DOH guidelines for good practice in South Africa for
medical research conducted on human subjects who are not part of clinical trials,
however researchers are bound by the professional conduct rules of their professions,
accepted ethical standards and the ethics committees that review research proposals®’.
Despite the fact that this research was not a clinical trial the ethical principles described
in the DOH guidelines are universal and supported by the Helsinki Declaration®® which
refers to any medical research involving human subjects. Researchers have a
responsibility to those who participate in their research and to the scientific community
to product honest and accurate research. Both the DOH guidelines and the Helsinki
Declaration make special mention of the responsibilities of a researcher who is
conducting research in a vulnerable population. The design and conduct of this study

was executed within these principles and guidelines.
4.8.2 Ethical considerations

Research in the palliative care population has particular ethical challenges. Patients

are often very ill and this may make participation in an interview based research project
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difficult. Patients who are well enough at the time of enrolment may be too ill to
participate when the interview takes place. Patients should also be comfortable to
withdraw at any point and be reassured that this will not compromise their quality of
care in any way. This interview population was particularly vulnerable. A number of
them were ill and two were in the in-patient unit at the time of the interview. In addition,
the research was conducted in a population of low socio-economic means who had
limited experience or understanding of a research process. It was imperative that
patients did not feel coerced to participate. Informed written consent was taken from
each patient in isiXhosa and verbal and written information was presented in isiXhosa.
Palliative carers engage in difficult conversations and they are trained to enable them to
support patients in sensitive issues. The research protocol also included a distress
protocol. Data collected from this vulnerable population will reflect on palliative needs
that have not previously been researched and will allow comment on the quality of the

palliative services they have access too, and this will add to the value of the research.

4.8.3 Distress protocol

If the patients appeared distressed or reported that they felt distressed the interviews
were interrupted and the distress protocol followed (appendix 9). Patients were asked:
“‘Would you like to stop the interview now?” If they said they would like to stop, the
interview was immediately abandoned. Immediate plans were made for them to see the
GH social worker and their GH sister as soon as possible. Patients were counseled and
only escorted back to the waiting area once they no longer demonstrated their initial
signs of distress and said that they no longer felt distressed. The researcher followed
up with the GH social worker and nurse personally to ensure that agreed meetings to
support the distressed patient took place. One patient required this intervention.
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4.8.4 Considerations for Grahamstown Hospice patients

All patients were followed up by their regular GH sister following the interviews. The
researcher kept contact with the GH social worker and the clinical head of GH

throughout the interview period.

4.8.5 Record management and confidentiality undertakings

All information collected was confidential and was only reviewed by the primary
researcher. Participants were anonymised and no identifying patient detail appeared on
any completed questionnaires or semi-structured interviews. Patients were only
identified to refer any needs back to the GH for intervention and this was discussed with
the patients at the time of the interview and their wishes documented. Consent was

taken for this information to be given to GH by the researcher.

All persons — GH social worker, GH sisters, research assistant and translators —
involved in the study completed confidentiality undertakings. Patient confidentiality was

explained and the importance of confidentiality and privacy stressed.

4.8.6 Ethics and scientific approval

Ethics and scientific approval was granted by the University of Cape Town (appendix 7).
This study was discussed with the staff of GH and Settlers Hospital. Permission was
granted by Grahamstown Hospice (appendix 8), Settlers Hospital (appendix 9) and
Settlers Hospital ARV rollout programme (appendix 10) to conduct this study, interview
GH patients who were in PCU, and to access ARV rollout data.
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CHAPTER FOUR

4.9 DATA ANALYSIS

All data collection tools that collected data from the same respondent were assigned the
same alphanumeric sequence name. The alphanumeric code distinguished between
male and female respondents. Data from all three data collection tools were analysed
as a whole, but where relevant, distinction was made between female and male

respondents.

4.9.1 Demographic data

All the demographic data were entered onto an Excel spreadsheet and descriptive
statistics of mean, median and standard deviation were calculated where appropriate.
Standard deviations were calculated for certain key categories in order to establish if
there were statistical differences in relevant figures for females and males to align

results with national trends.

4.9.2 Structured Questionnaire

Likert scale data from the SQ resulted in scores from 0 to 4. The recorded frequency
for each Likert scale answer was added and totals for each numeric category were
calculated as a percentage. This process enabled semi-qualitative data to be analysed

quantitatively. Yes/no answers were totaled and percentages calculated.

The qualitative data from the list “What are the three biggest problems or worries you
have today?” from the structured questionnaire were analysed through thematic
analysis. The list was reviewed and then grouped into problems or worries that related
to physical, social or family, economic, emotional and spiritual themes in line with the

domains of palliative care needs as described in the WHO definition of palliative care.
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Similar answers were placed together under these five domains. All answers in similar
answers within each theme were divided into categories. Themes were ordered from
the theme with the most number of similar responses to the theme with the least
number of similar responses. Categories within each theme were ranked in order from
the category with the greatest number of similar responses to the category with the least
number of similar responses. This identified the patients’ ranking of their problems or
worries from most prevalent to the least prevalent. The themes and categories
identified were analysed alongside the needs identified in the thematic analysis of the
SSI.

4.9.3 Semi-structured interview

All the interviews were read and re-read by the researcher (immersion in the data) until

familiarity was attained.

Data was sorted in the following sequential manner

1. Each answer was examined in itself as relating to the particular question.

2. All answers relating to the same question were examined in relation to each
other

3. Answers relating to the same or similar topics (e.g. physical symptoms) from
each respondent from the SSI were related to answers from the same
respondents from the SQ pertaining to these topics. Thus topics from the
structured questionnaire were expanded and strengthened by answers from the
same respondent in the semi-structured questionnaire.

4. All needs or issues identified in each interview were listed. These were grouped

into categories, sub-themes and themes.

Steps 1 through 4 continued the process of familiarization. The data was not analyzed
interpretively or reflexively at this point during the process, but answers were examined
in themselves. The literal interpretation of the data was considered to examine how
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answers were phrased and words used.® Once the thorough process of familiarization
was complete and answers from the structured questionnaire were compared to the
semi-structured questionnaire, all seven SSQ interviews were analysed using a coding

system
4.9.4 Coding system

The coding system was informed by the aims and objectives. It resulted in the
development of the categories, sub-themes and themes. The researcher acknowledges
that identifying categories is influenced by the researcher and is not neutral, and that
choosing a particular system makes suppositions about what is found or not found, and
will determine how data can be assessed later.*® The cross sectional categorization

model allowed all data from the Sl to be consistently analyised.*

Interviews were interpreted interpretively to consider what data was thought to mean
and reflexively to consider what could be inferred from them. The researcher
acknowledges her role in the process. Reflexivity locates the researcher in the process
of generation of data and perspective given to the data. Context was noted in relation
to the interpretive and reflexive analysis of data. The framework used for coding was

then applied to each interview (step 6)

Each category was allocated a colour code. All the interviews were re-read and issues
that corresponded to different categories were colour coded, cut out and glued to index
cards. The interview code and page number was written on each index card. All similar
issues were then grouped together and categories were further refined. During the
refining of the themes, sub-themes and categories, mind maps were drawn to represent

the thinking as the analysis progressed.
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CHAPTER FIVE

5. Results

5.1

Demographic data

In total 26 patients were enrolled in this study of which 19 were female and 7 male

(Table 1). Ages ranged from 23 to 56, with most females falling into the 30-39 age

cohort, and the males being more evenly distributed across the age cohorts. Mean age

for females was 36.5 and males 41.4. The mean ages were similar for females and
males (p=0.2039).

Table 1: Age distribution of the 26 respondents in the study

The majority of the sample was un-married (88.5%), and this percentage was similarly

reflected in the gender breakdown (Table 2).

Table 2: Marital status of the 26 respondents in the study

% of

% of total total
Female No of pts female Male No of pts male All pts %
20-29 3 15.8 20-29 |1 14.3 4 15.4
30-39 12 63.2 30-39 |2 28.6 14 53.8
40-49 3 15.8 40-49 |2 28.6 5 19.2
>50 1 5.3 >50 2 28.6 3 11.5
Total 19 100 Total 7 100 26 100
Mean 36.5 Mean |41.3 Mean 37.8
SD 7.9 SD 9.1 SD 8.4

Total % of
% of total % of total | number of total

Female No of pts | female Male No of pts | male married pts pts
Married 2 10.5 Married 1 14.3 3 11.5
Unmarried | 17 89.5 Unmarried | 6 85.7 23 88.5
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There was a notable contrast in number of dependents for female and male

respondents. The majority of males had no dependents and more than three quarters

of the female patients had dependents (Table 3).

Table 3: Dependent numbers of the 26 respondents in the study

Dependents Female % Male % Total %

0 3 15.3 5 714 |8 30.8
1-2 13 68.4 2 28.6 15 57.7
3+ 3 15.8 0 0 3 11.5
Total 19 100 7 100 26 100

All patients had attended school, but none had tertiary education. The majority of the

sample had secondary level education with the mean for the whole sample of Grade 9.

Eighty-eight percent of patients lived in households with 3-10 members, with a mean of

5.5 householders across the sample (Table 4). Male patients lived in larger households

than female patients

Table 4: Household numbers for the 26 respondents in the study

1-2 3-6 7-10 >10 Total Mean Median
Female 2 12 5 0 19 5 5
Male 0 4 2 1 7 7 6
Total 2 16 7 1 26 55 55

None of the patients in the sample were employed. Thirty-eight percent of patients in

the sample had no personal income and 61.5% had disability grants (Table 5). Four

female patients were supporting all of their household members with their grant. Sixty-

five percent of patients had income contributed by other householders and some

households had multiple income sources.
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Table 5: details of household income sources of respondents of the study

Households
dependent | Households
Patients No income onincome | dependent
Patient | with contributed Income from | from on patient's
has no disability by other other outside the | disability
income | grant householders | householders | house grant
female 7 12 4 12 2 5
male 3 4 0 7 0 0
% female | 36.8 63.2 211 63.2 10.5 26.3
% male 42.9 571 0 100 0 0

According to the WHO clinical staging of HIV/AIDS'®, seven respondents were stage |lI

at admission and 19 were stage IV. Seventy-nine percent of the female respondents

and 57% of the male respondents were stage |V at admission. Admission CD4 counts
ranged from 1 to 366, with 36.6% below 50 and 31.8% between 50-100 for the whole

sample (Table 6). There was no significant difference in admission CD4 counts at

admission for female and male patients (p=0.5553). Admission CD4 counts were not

available for three female and one male respondent.

Table 6: details of admission DC4 counts for respondents in this study

CD4 <50 | CD4 51-100 | CD4 101- CD4 >200 | Total | Median CD4 | CD4 count

200 count range

Female | 6 5 3 2 16 73 3-366

% 37.5 31.2 18.8 18.8 100

Male 2 2 2 0 6 65.5 1-104

% 33.3 33.3 33.3 0 100

Total 8 7 5 2 22 66 1-366

% total | 36.4 31.8 22.7 9.1 100

Fifteen female (78.9%) and six male (85.7) respondents were on ARVs at the time of

the interview (81% of total sample). Two were not on treatment, two had interrupted

due to side effects and there was one defaulter. There was a wide range for ARV

treatment duration (Table 7). The mean for the whole sample was 11.3 months.
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Table 7: Length of time the 21 respondents in the study had been on ARV therapy

16m | 7-12m | 13-18 m 19-24 m >25m | Total | Mean Median
Female (15
on ARVs) 5 4 1 2 3 15 11.3m | 10m
Male (6 on
ARVS) 3 1 1 0 1 6 10.7m | 7.5m
Total 8 5 2 2 4 21 11.1m | 10m

More than half of the total sample had been registered with Hospice for under a year
(Table 8). A number were still requiring hospice care after more than three years. The
majority of the male cohort had been patients for less than a year. The median care

period for the whole sample was seven and a half months.

Almost all of the patients (96%) had been referred by Settlers Hospital or one of the

local municipal clinics. No patients had been referred by doctors in the private sector.

Table 8: Number of months the 26 respondents in the study had been registered

hospice patients at the time of the interview

0-6 m 7-12m 13-24 m 25-42 m >43 m Total Median
Female 7 4 4 2 2 19 8
% 36.8 21.1 21.1 10.5 10.5
Male 4 2 0 1 0 7 3
% 57.4 28.6 0 14.3 0
Total 11 6 4 3 2 26 7.5
% 42.3 23.1 15.4 11.5 7.7 100

Respondents all lived in a wide distribution all over Grahamstown East. Homes were
mostly brick dwellings but some patients (19.2%) lived in mud houses. Half of the
respondents lived in family homes but more females lived in homes they owned than
the male respondents (Table 9). Only seven respondents had running water in their
homes with most relying on a tap in the yard and one respondent using a tap in the
street. Most patients had flush, pit toilets or bucket toilets in their yards with only 23%
having flush toilets in their homes. Only one respondent did not have electricity in her

home.
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Table 9: Details of home ownership of 26 respondents in the study

Own home % Family home % Rented home % Total
Female |6 316 | 8 421 |5 26.3 | 19
Male 1 143 |5 714 | 1 143 |7
Total 7 269 | 13 50.0 | 6 23.1 |26

5.2  Structured questionnaire

5.2.1 Language, reason for referral, name for GH and details of family care-giver

Most (88.5%) of the respondents always saw an isiXhosa speaking hospice sister when

they accessed care at GH. Most patients (85%) were looked after by a member of their

family. The majority of patients related their reason for referral to hospice to HIV

infection, with some identifying other concomitant diagnoses (Table 10).

Table 10: Reason for referral to hospice for the 26 respondents in the study

Reason Number %
Because | am HIV positive 17 65.4
Because | have cancer 2 7.7
Because | have another illness 2 7.7

| am not sure why | was referred 1 3.8
Because | am HIV positive and have cancer 2 7.7
Because | am HIV positive and have another illness 2 7.7
Total 26 100

Of the total sample, only two patients reported consulting a traditional healer since their

diagnosis.

Whilst more than half of the sample referred to GH by the name “hospice”, other names

were also used, including “those that help us” (hgumncedi), “the place that people can

get help” (apho abantu batuwan uncedo), “my home” (khaya yam) and “the healing

place” (indawo yonyanga).
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5.2.2 Palliative care needs

Patients were asked to report on a number of issues in the WHO definition domains of
palliative care. Answers were recorded on a scale of 0 to 4 and related to issues
experienced in the past three days. Answers 0: meaning no symptoms, complaints or

worries, ranging to 4: meaning overwhelming symptoms, complaints or worries.

Pain, in varying degrees, and other symptoms were reported by two-thirds of the
respondents, with two patients complaining of overwhelming pain (Table 11). A third of
the sample reported having no pain or other symptoms in the last three days. There
was a wide distribution of reporting on feeling anxious or worried about illness. Two
thirds of respondents reported that they had felt anxious or worried to some degree in
the last three days. There was a high level or worry round money and food, with more
than a third of patients reporting overwhelming levels of worry about money and food

matters.

Table 11: Reporting on pain, other symptoms, feelings of anxiety or worry about iliness,
worries about money matters and worries about food for the household experienced in

the past three days for the 26 respondents in the study

0 % 1 % 2 % 3 % 4 %
Pain 10 385 |9 346 |5 192 |0 0 2 7.7
Other symptoms 10 385 |6 231 |7 269 |3 1.0 |0 0
Anxious or worried | 9 346 |5 192 |7 269 |1 3.8 4 15.4
Worry about 3 115 |6 231 |6 231 |7 269 |4 15.4
Money matters
Worry about Food | 7 269 |4 154 |5 192 | 4 154 |6 23.1

1 — Not at all, 2 — Slightly, 3 — Moderately, 4 — Severely, 5 — Overwhelmingly

The majority of respondents had a faith (92.3%) but more than a third of these reported
that their faith or their church played no role in their disease (Table 12). The rest of the
sample reported that their faith or their church had varying degrees of importance in
their illness.
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Table 12: Role of faith or church in the iliness if the 26 respondents in this study

No role 10 38.5
Insignificant role 3 11.5
Important role 7 26.9
Significant role 5 19.2
Overwhelming role 1 3.8

Total 26 100

5.2.3 Involvement in care decisions
Generally respondents felt that they had been involved in decisions regarding their care
since their illness had been diagnosed with most feeling that they had been fully

involved (Table 13). No patients felt they had seldom or never been involved.

Table 13: involvement in care decisions for the 26 respondents in the study

Yes, | have always felt full involved 22 84.6
Most of the time | have felt involved 1 3.8

| have sometimes felt involved 3 11.5
| have seldom felt involved 0 0
No, | have never felt involved 0 0
Total 26 100

5.2.4 Three biggest worries or problems

The three biggest worries or problems identified by the patients in the self-ranking
section of the SQ (“what are the three biggest worries or problems you have today?”)
were categorized into themes in line with the palliative care domains identified in the
WHO definition of palliative care (Table 14). No problems or worries were identified in
the spiritual theme. Emotional needs were not identified specifically, e.g. | am
depressed, but rather in relation to a need in another theme, e.g. money worries or
worrying about the care of children. The physical theme included the categories:

symptoms, HIV related and treatment related responses. A total of 12 problems were
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identified that related to the physical theme. Social and family theme problems included
categories: concerns about care and support of children, family concerns and conflicts,
family issues relating to finances and elements relating to care giving. A total of 16
problems were related to the social and family theme. Economic theme included
categories: problems related to money, homes and housing, disability grants (DGs),
jobs and employment, and food. A total of 26 problems were identified by respondents
in this theme. The three identified themes, physical, social and family, and economic
were ordered to reflect which in which theme patients reported most problems or
worries and in which they reported least. A total of 54 different problems or worries
were identified. Most problems were in the economic, followed by the social and family

and lastly, in the physical theme.

Table 14: Themes in which patient identified problems or worries were experienced for

the 26 respondents in this study and numbers of issues identified in each theme and

category
Theme No | Theme No | Theme No
1. Physical theme 2. Social and family 3. Economic theme
theme
1.1 Symptoms 4 2.1 Issues relating to 8 Issues relating to money 12
financial support and care
of children
1.2 HIV related issues | 5 2.2 Family related issues 3 Issues relating to homes 2
and housing
1.3 Treatment related | 2 2.3 Family and finances 3 Disability grants 6
issues
2.4 Care giving 2 Jobs and employment 4
Food security 2
Total problems 11 | Total problems identified in | 16 | Total problems identified in | 26
identified in physical social and family theme economic theme
theme

Specific elements in each theme were analysed alongside and included in the thematic

analysis of the SSI.
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The six most prevalent worries were ordered from the most commonly to least
commonly occurring (Table 15). The most problems or worries were in the category
relating to money, and three economic related categories were in the list of six most
commonly occurring concerns. Half of all concerns raised were related to economic
concerns and half of the respondents listed a money related issue in their list of biggest
problems or worries. Three patients did not offer any problems or worries on the day of

the interview.

Table 15: Categories most commonly occurring in patients’ list of problems or worries

on the day of the interview for the 26 respondents in this study

Category Number of issues identified

Money 12

Concerns relating to care and support of children

Concerns relating to DGs

HIV related issues

A (WIN|—~

Jobs and employment
Physical symptoms

A D100

5.3 Semi-structured interview

Seven patients completed the semi-structured interview, five female and two male
respondents with ages ranging from 23 to 46. The mean age was 44.8 years. Only one
female respondent was married and the random sampling resulted in a cohort with far
fewer dependents (mean 0.42) than the average for the whole sample who took the SQ.
The level of education for this cohort ranged from grade 8 to grade 12 with a mean of
Grade 10.4. Four patients had DGs and three had no personal income. Five
respondents lived in family homes and one each in their own or rented homes. At the
time of the interview five respondents were on ARVs, one had a treatment interruption
for side effects and one was being worked up. The mean duration on ARVs for the five
respondents on ARVs was 8.8 months. Length of time respondents had been
registered hospice patients ranged from 1 to 26 months with a mean of 10.8 months.
CD4 counts ranged from 8 to 366 at admission with a mean of 102, and five were stage
IV at admission to hospice.
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A thematic analysis was carried out on data from the seven respondents who took the
SSI and three major themes were identified (Table 16). The first theme dealt with the
meaning of HIV infection for amaXhosa patients living in Grahamstown. The second
theme dealt with ongoing palliative care needs despite the availability of ARVs. The
third theme dealt with the partnership that developed between patients and hospice as

patients sought to manage their HIV infection.
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Table 16: Themes, sub-themes and categories developed in data analysis

Themes, sub-themes and categories

Theme 1. HIV meaning
for amaXhosa HIV
positive patients in
Grahamstown

Theme 2. Palliative care
needs are ongoing
despite ARV therapy

Theme 3. Patient-hospice
partnership in HIV
management

1.1 Medical meaning

2.1 Current needs

3.1 Relationship with
Hospice

1.1.1 HIV microbial cause

2.1.1 Physical

3.1.1 Palliative care
interventions for people with
HIV/serious illnesses

1.1.2 Serious illness

2.1.2 Economic

3.1.2 Therapeutic relationship

2.1.3 Social and family

3.1.3 Overcoming
perceptions about Hospice

2.1.4 Emotional

1.2 Loss 2.2 Palliative care 3.2 Mobilising resources
outcomes (met needs) and networking
1.2.1 Health 2.2.1 Physical 3.2.1 Resources that Hospice

mobilised

1.2.3 Position in family

2.2.2 Economic

3.2.2 Resources that patient
mobilised

1.2.3 Economic security

2.2.3 Social and family

2.2.4 Emotional

1.3 Responsibility and
commitment

2.3 Unmet and ongoing
needs

3.3 Effective communication

1.3.1 Personal

2.3.1 Physical

3.3.1 Communication of
needs

1.3.2 Others 2.3.2 Economic 3.3.2 Information
1.3.3 ARV therapy 2.3.3 Social and family 3.3.3 Support
2.3.4 Emotional 3.3.4 Involvement in decision-
making

3.3.5 Outcome of no effective
communication

2.4 Distress

3.4 Participation in
collaborative decision

making
2.4.1 Relating to diagnosis of | 3.4.1 Patients had
HIV infection expectations

2.4.2 Relating to life-long
disease

3.4.2 Expectations of other
health care providers

2.4.3 Relating to unmet
needs

3.4.3 Meeting expectations

3.4.4 Previous experiences
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5.3.1 Theme one: HIV meaning for amaXhosa patients in Grahamstown

This theme explored the meaning respondents gave their disease and this was
examined in the light of three sub-themes: the paradigm within which respondents
explained HIV infection, the losses respondents suffered and what responsibilities
respondents had because they were infected. These were further broken down into a

number of categories (Table 16).

5311 Medical meaning

Respondents expressed the understanding that their disease was caused by a virus
that was directly responsible for making them sick. Thus, the disease was placed within
a medical paradigm that explained that illness was caused by the HIV. One respondent
identified that HIV was treatable and could be managed with ARV therapy. A traditional
or cultural world view was not identified by any of the respondents, either as a cause or
as a treatment or management option.

e ‘It means that | live with the HIV/AIDS virus but | can live more years if |

take the treatment correctly”

Respondents identified that they suffered from a serious, lifelong illness. For some this
felt like a death sentence. Others could identify that treatment was available and that
there was hope for improved health. Respondents described how they would need
special interventions to deal with their iliness.
e “This illness [l am HIV positive] means that | am going to be sick for the
rest of my life.”
e “Tome itis like a death sentence. Every time | can’t stop thinking about it.
When | take the treatment it’s better but my body is not the same

anymore, it does not go back to its usual state.”
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o “What | know about my illness is that | can live longer if | live a healthy
lifestyle, take my treatment correctly, look after myself and take care of

myself.”

5.3.1.2 Loss

Respondents described how being HIV positive had resulted in a series of losses that
diminished them in their own and their families’ eyes. Primarily respondents lost their
health, but they also lost their sense of identity within their family. The loss of economic
security was expressed relating to the inability to work and the direct costs of having
HIV infection.

e “At home they do not involve me. When they do something they put me
aside because | am sick. When there is a family gathering or traditional
celebration they say, no this one is sick, so | don’t know why they do this. |
haven’t been involved in many things.”

e “If I could get a government grant because | will never get the strength to

work again.”

5.3.1.3 Responsibility and commitment

Despite one respondent expressing that her diagnosis had felt like a death sentence,
respondents did express a sense of hope. Commitment and responsibility to a healthy
life-style and to ARV therapy was seen as a positive intervention that could influence
prognosis and outcome and this demonstrated a level of control that was being taken
back by the respondents. One respondent also demonstrated that he had engaged with
his responsibility to others to protect them from infection.

o  “What | know about my iliness is that | can live longer if | live a healthy

lifestyle, take my treatment correctly, look after myself and take care.”
o “My illness means that | must be careful and make other people aware

and careful about it.”
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5.3.2 Theme two: palliative care needs are ongoing despite ARV therapy

Theme two described the palliative care needs that respondents identified and the
outcomes of addressing these needs, and the outcomes of unmet and ongoing needs
and resulting distress (Table 16). Certain needs were unmet or ongoing and the
consequences of these contributed to distress, which was noted to also have other
contributing causes. These issues were identified for a cohort of patients who were
able to access ARV therapy, five of whom were accessing treatment at the time of the
SSI.

5321 Current needs

Similar percentages of patients in both the SQ and SSI cohort were on ARVs and it was
clear from data from the SQ that patients continued to experience pain and other
symptoms, emotional distress and social and family problems despite being on ARV
therapy. SSlI results mirrored the results from the SQ but the open-ended nature of the

questions in the SSI gave patients the opportunity to express their needs more clearly.

Physical needs not only related to current symptomatic iliness but demonstrated the
ongoing nature of HIV infection. Respondents identified that their disease was chronic
and that they would need treatment, support and medical care, not only to deal with a
disease with no hope of cure, but also to manage life-long ARV therapy. One
respondent in the cohort suffered from other concomitant chronic conditions that added
to treatment burden.
o “Tomeitislike a death sentence. Every time | can’t stop thinking about it.
When | take the treatment it’s better but my body is not the same
anymore, it does not go back to its usual state.”
e “What if | become really ill again?” (SQ)
e ‘I have a lot [of problems]. Firstly | am HIV positive, secondly | am diabetic

and thirdly | have high blood pressure. All these illnesses together add
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more pain, like today its painful here and tomorrow it’s painful somewhere
else. This means all the time there is pain somewhere in my body.”

o “l am worried about the treatment | am taking now [ARVs] and their side-
effects.”(SQ)

e “/ want to get back on my ARVs.” (a defaulter) (SQ)

Economic needs were identified against the socio-economic context defined by the
demographic data. Economic needs reflected patients’ socio-economic status and
illustrated how economic needs influenced feelings of depression and distress. Main
concerns related to grants, jobs and employment, housing and having enough money.
These underlying economic issues were overlaid by the influence of HIV on earning
ability and the extra costs that may be related to the disease itself. Problems relating to
lack of money, or concerns about grants were repeatedly mentioned in association with
distress.

e “As | said | am very depressed, if | could just get a government grant.”

o “As | have said, what | need is to be employed and earn money.”

o “The help | need is to have enough money to be able to cater for all the

needs | have concerning my illness.”

e “My grant is expiring and what will | do for money?” (SQ)

A number of social and family needs were identified relating to care of children, family
cultural practices, family conflict and care giving concerns. It was obvious in the
analysis of the problems and worries from the SQ that concerns regarding care and
financial support of children were very common for the 26 respondents who completed
the SQ. This was not as obvious in the SSI data, however it has been noted that the
SSI cohort had a much smaller mean for dependent numbers. One respondent noted
that she was worried about what would happen to her child if she died and she worried

about how to support him.
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o ‘I feel sad and | am scared what if something happens. | think what if | go
to sleep and not wake up? What will happen to my youngest child that is in
the boarding school?”

e ‘I cannot afford to pay school fees for my child; he is in a boarding school.
| only paid registration fees only. | never paid the rest of the money and
that makes me feel guilty, it’s like | have dumped him to the school.”

¢ Who will look after my children if | am gone [die]? (SQ)

e | am worried about not seeing my baby growing up. (SQ)

Both the male respondents expressed concerns about family related cultural practices
that they had been unable to participate in due to their illness.
e “/ wanted to attend ukubuyisa (sending away) and ukukhapa (bringing
back) rituals [but | was too ill].”
e “The only problem that | have is that | didn’t go to my dad’s uvasha
imihlakulu ritual(washing of the spades - burial ritual). That’s the only

problem that bothers me.”

Family conflict was more clearly demonstrated in the SQ problems and worries list and
was not as evident in the SSI. One respondent, however, described how she had been
stigmatized and rejected within her own family.
e “My parents are fighting with me about my status.” (SQ)
o “My brother won'’t support [financial] his children who live with me.” (SQ)
o  “My mother didn’t accept that | am HIV positive until she died, only to find
out that she was also HIV positive. She didn’t even want to touch me. That

was very painful to me, | was hurting.”
It was clear that respondents relied on their families to take care of them when they

were ill and one respondent related how a neighbour cooked and cleaned for her when
she had been very sick as she did not have family to assist her. Respondents in the SQ
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who did not have family expressed concern about who would look after them if they

needed care but this was not as clearly expressed in the SSI.

Two thirds of the total sample had reported being anxious or worried to some degree in
the past three days, but it was noted that direct emotional needs had not been identified
in the SQ problems or worries list. Emotional needs were more evident in the SSI
cohort as the open ended nature of the questions allowed respondents to express their
emotional symptoms and problems more clearly. They demonstrated feelings of
depression and stress, they felt alienated and isolated, and some reported feeling
overwhelmed and hopeless. Emotional distress was often referred to in association
with financial issues where financial pressure and lack of money was the cause of the
emotional distress.
e “lam very depressed, if | could just get a government grant.”
o ‘Il realised | am alienated, that is people are avoiding me.”
e ‘I can’t handle all these problems; | have been having them since | fell ill. |
can’t handle them. “
e ‘I think about going to the physiotherapist but at the same time you go
there and complain about a shoulder and it is treated, the following day it's

another part of the body. That makes me give up and just leave it.”

5322 Palliative care outcomes

When respondents felt that their palliative care needs had been met, they experienced
improved health, felt supported, assisted and cared for. Needs were met in a variety of
ways by a range of people and services. The most obvious outcome of palliative care
and ARV access was improved symptom management and improved health.
Respondents noted how their relationship with GH had provided support and assistance
and enabled them to access resources. Met needs were described in the physical,

economic, family and social and emotional domains.
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Met physical needs resulted in pain and symptom control and improved health.
Respondents noted how their health had improved while on ARVs and their ability to
access ARV therapy and beginning treatment was an important intervention to address
physical palliative care needs.

o ‘I was wheelchair bound, couldn’t do anything, now | can walk.”

o  “My illness started in June. | had pneumonia and | was tested. | was
confused not knowing what is going to happen, not knowing the results. |
was told that | am HIV positive. | lost weight, couldn’t sleep and couldn’t
eat properly, living with water only. | went back to hospital and | started
using ARV’s and | was told that my CD count is 12. | started eating it
[taking ARVS] in October and | took care of myself but there were days
when the treatment made me dizzy. | had TB for 2 months and it was very

serious. | got better and my CD4 count now is 223.”

While respondents identified many economic needs, and these were also very evident
from the SQ data, it was clear that these needs were more difficult to meet. The limits
within which GH as a service provider could address real economic distress were
obvious with help being limited to assisting patients with the grant application process
and to provide clothes and food parcels.

o ‘“[Hospice] helps me with food.”

e “They applied for a grant for me, it was successful and | am still receiving

it.”

Social and family needs relating to concerns about children and various sources of
family conflict were clearly identified in the SQ list of problem and worries, but how GH
was able to intervene to address these needs was not clear. One respondent explained
how she had been rejected by her mother and she had sought hospice intervention in
an attempt to resolve the conflict.

o “My mother didn’t accept that | am HIV positive until she died, only to find

out that she was also HIV positive. She didn’t even want to touch me. That
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was very painful to me, | was hurting. | told the nurses that my mother
doesn’t want to accept me. They sat her down and spoke to her but she

still refused to accept me and she died later.”

Respondents had identified many areas of emotional need and expressed how hospice

had engaged with them to offer support. There was a sense that being and feeling

accepted and heard was an important element of dealing with emotional need

5.3.2.3

“It's [Hospice] a home for those people who are very ill and can’t do
anything for themselves and it plays a role of helping those people heal
and be able to walk again. There are females that you can talk to about
anything that is bothering you. So I call it a Home.”

“They help me because sometimes | am in the township, they come to my
house and | have a chance of telling them what bothers me. Some days |
don’t have a chance to go to the clinic and they help by bringing what |
need at that time and | sit with them and chat. You know, it is nice to open
up to someone about what bothers you and you feel relieved as if
something has been taken off you. So that is how they help me.”

“No, | haven’t got help yet but | did speak to them about these problems
because speaking about them makes me feel relieved inside even if they

do nothing about them.”

Unmet needs

Some needs were unmet. These occurred across the palliative care domains. The

chronic nature of HIV infection resulted in varying degrees of ongoing physical

symptoms. Palliative care generally and GH specifically were unable to address many

of the economic needs patients experienced. One patient experienced her social and

family pressures to be overwhelming. The SQ revealed that mothers worried a great

deal about the long term care of their children. While this was not as evident in the SSI

for the reasons postulated, concerns were expressed relating to the emotional and
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financial care of children should mothers die. Linked to this were concerns expressed
by patients who had been ill, had accessed ARVs and were well, should they become
sick again. Some respondents expressed insight that they had certain problems that
GH was unable to solve.
o ‘I can’t handle all these problems [family issues].”
o ‘I think they didn’t have a way to help me so | have to see what to do
about the situation. As for them they couldn’t find a way to help me

because truly | spoke to them about my problems.”

5324 Distress

There were layers of distress that respondents experienced as they dealt with their HIV
infection. These were firstly associated with the diagnosis and lived experience of HIV
infection and respondents noted the losses, stigma, isolation and family conflict that
they experienced. Secondly distress was related to dealing with and managing a life-
long disease for which there was no hope of cure. Thirdly, unmet needs, both those
that could not be addressed and those that were not communicated, contributed to
distress. These issues have been referred to previously, underlining the complex
relationship between specific needs and resulting distress.

e “This illness means | am going to be sick for the rest of my life.”

e “As | said | am very depressed, if | could just get a government grant.”

o ‘I haven’t been helped because | have never spoken to anyone about it.”

5.3.3 Theme 3: Patient - GH partnership in HIV management

In theme 2, respondents described the needs that related to their iliness and how these
needs had been met. Theme 3, which related to patient-GH partnership in HIV
management, examined the outcomes of this relationship as Hospice engaged with
respondents to network and mobilize as many resources as possible to address the

many and varied problems these HIV positive people experienced (Table 16). It also
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examined the central importance of effective communication. When patients felt
involved and informed, collaborative decision making between patients and the

agencies involved in their care became an important outcome.

5.33.1 Relationship with Hospice

The relationship with GH gave people access to palliative care to assist them with
managing HIV infection and other serious ilinesses. GH was also identified as a source
of support for patients who were on ARVs as this therapy was, at times, difficult. The
relationship respondents forged with GH was supportive and accepting, even if
problems could not be solved or if respondents could not express their needs.

e “It’s a home for those people who are very ill and can’t do anything for
themselves and it plays a role of helping those people heal and be able to
walk again.”

e “The help I received from my [Hospice] sister is that she cared for me,
trying her best to support me in many ways, because, | even wanted to
stop taking the ARV’s and preferred to die because of what was
happening in my body at the time | started taking them.”

e “No [l haven't discussed these problems with Hospice staff but] they help

me by visiting me and giving me advice.”

One respondent had to get over her preconceived ideas and perceptions regarding
Hospice before she was able to engage with them as a source of support and care.
o “As | have said, it means a home because at the beginning when you hear
Hospice they mean Death and there is no hope if you go there you are
going to die. | have full blown Aids and | convinced myself that | am going

to die. So through Hospice | managed to get up.”
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5.3.3.2

Networking and mobilizing networks

A number of resources were mobilized as problems and issues were addressed and

dealt with. Some of these were resources that patients themselves mobilized and some

that GH was able to mobilize on a respondent’s behalf. Both GH and respondents used

their networks within their spheres in this process. GH was able to assist with

accessing medical resources, help respondents with grant applications and assist with

the practical issues of physically getting to medical care.

“l was taken [by Hospice] to a scan to find out what was inside”

“It is because when other people are treated and examined, | am also
treated.”

“They applied for a grant for me, it was successful and | am still receiving
it.”

“Yes, because [when] have a doctor’s appointment, they come and take

me to Hospice so | can see the doctor.”

Respondents mobilized support when they accessed medical care from the hospital,

local clinics and the ARV service, and from family and community members.

“Now | am living knowing even if | don’t feel well, if | go to the municipal
clinic, they help me and if there is something else bothering me | go to Dr.
D [at Masonwabe clinic]. She will sit me down and we’ll chat if there is
anything worrying me at home. They always tell me what to do. Everything
is going to be fine. Every time | go to the [ARV] clinic | feel better and
know that I am having a good day. | feel okay when | am with Dr. D
because | tell her about how the treatment treats me. | feel accepted and it
is nice. Otherwise | am okay.”

“It is the hospital [that has helped me].”

“My mother [helped me and] visited me when | was admitted to Santa [TB
Hospital].”
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e “My neighbour cooked for me, cleaned my house and also took me to the

clinic.”

5.3.3.3 Effective communication

It was evident that effective communication determined the reporting of needs, how
information was imparted, and how respondents experienced support and comfort.
Respondents who felt that they had been involved in decision making noted that
explanation and information was an important element of this.

e ‘I say that because when | go to the clinic or | meet a person from
Hospice, | ask that person about my illness, he / she gives me the
response that | need and makes me feel satisfied.”

o “They visited me and | speak to them about anything that | need from
them. They explained and informed me about my illness, sometimes they
help me there and there, telling me what | should do or not.”

e ‘I am informed about everything. When they want to do something to me,

they ask how I feel about it.”

When communication was not effective patients were unable to communicate their
needs. An important barrier to meeting needs was a lack of communication.
o “No I never discussed them. | never went to them that is why | could not
be helped.”

5.3.34 Partnerships in collaborative decision-making
The degree to which respondents felt that they had been consulted and informed about
decisions regarding their medical care was explored. This was against the background

of respondents’ expectations and previous experiences. This related again to effective

communication. Patients expressed that they had expectations of GH to help them,
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they had expectations of other health care providers in the town and they felt that these
expectations had generally been met.

e ‘I got it from the hospital because | don’t have short-breath anymore and |
can eat now. | can walk again because | couldn’t walk; my legs were
weak, now | can because of the hospital.”

e | was sleeping at [the] Palliative Care [ward], my [Hospice] sister and the
Social worker came and asked me if | would love to go to Hospice. They
explained what the Hospice is all about and | was very happy because |
knew that | am going to be with people that are going to help me, people

that | will speak to about anything that | want to say.

There was an underlying suggestion that some patients had had previous experiences
where their expectations had not always been noted or met.
e ‘It is because when other people are treated and examined, | am also

treated.”

This was most evident for one respondent who related her experiences in another city.
e “/ asked them how come they do all these things without informing me.
How can they make such decisions? | became a bad person for asking

and that was another pressure on me.”
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54 Summary

The process of assessing reliability and validity was continued as data from all three

data sets were analysed and compared to each other.

Summary analysis: The demographic data located the respondents geographically and
described their residential status. The cohort had low levels of education, limited
financial resources and no respondents were accessing private medical care. The
minority of patients was married and the maijority was looked after by family members.
All of the respondents were HIV positive and accessing palliative care and the majority
was on ARVs. Despite this, three quarters of the patients experienced pain, other
symptoms, distress and anxiety in the three days preceding the interview, and these
needs were explored in more detail in the SSI. However, respondents did not appear to
find these issues particularly worrying as they did not rank ahead of either financial or
family and social issues in the self ranking in the SQ. The financial issues evident in
both the SQ and SSI were seen against the background of the context described by the
demographic data. Financial issues ranked as the most prevalent problem or worry.
Met needs were described as outcomes of palliative care, and unmet needs added to

the distress respondents experienced.

This cohort described the meaning that HIV infection had for them and this reflected
their lived experience of being HIV positive within the described context. Respondents
valued their relationship with GH as a partner in managing their HIV infection and
described how GH engaged with them to meet their needs in a collaborative way that

relied on effective communication to mobilize a variety of resources.
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CHAPTER SIX

0. Discussion

In examining the context and palliative care needs of isiXhosa speaking HIV infected
patients accessing palliative care from Grahamstown Hospice, this research project
firstly considered the interplay between the person, their context, needs that resulted
from HIV infection and the resources patients had at their disposal. Secondly, it
examined the dynamics that determined the addressing of needs to explore how
respondents perceived their needs to have been met, unmet or remain ongoing. Lastly
the role of Grahamstown Hospice as a provider of palliative care was scrutinized to
review patient expectations of Hospice, demonstrate if and how effective hospice based
palliative care was in addressing palliative care needs and to consider if respondents

felt involved in collaborative decision making regarding their care.

6.1 The person and his or her context

The literature review suggested that context was an important consideration in the
access to and provision of palliative care for HIV positive patients. '6 7 20 64 6566 44 45
The importance attached to context is multi-focal as it not only describes the situation in
which patients find themselves as they experience life-threatening iliness, but it also
ensures that both assessment of needs and care offered is patient centered and
holistic. In addition, context informs the personal, family and community resources

accessible to a patient.

Study respondents were geographically situated in Grahamstown. All twenty-six
respondents were unemployed, isiXhosa mother tongue speakers with no tertiary
education. They were all HIV positive and the majority was on ARV therapy, and all
were accessing palliative care through GH. Three quarters of the respondents in the

study were female.
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Most respondents were living in households not made up of western traditional nuclear
families and this was consistent with the social and cultural context of the study
population.>* *° *® Household numbers for this sample were very similar to those quoted
for this population group in the 2001 census of Grahamstown>® and Kelly and Ntlabati’s
cohort from the same town?. Most patients reported that they were looked after by a
family member, but evidently this person was not a spouse. The data suggested that
mothers were an important resource to provide for care and support and this is later
extended to orphaned children if their mothers died. It was noticeable that more women
than men in the sample reported that they had dependents. The men who did have
dependents had, on average, fewer than the women in the group. This is important as it
may not necessarily reflect that these men have fewer children, but rather that they are

not involved in their care.

This pattern of few married individuals, mothers caring for sick, adult children, the
presence of non-traditional nuclear families living together, and men/fathers’ not actively
involved in care, was considered to reflect an underlying cultural and social dynamic
that was relevant in defining context . This was supported by the literature.® >° % € The
smaller number of married individuals in the cohort was thought to reflect both a cultural
and economic reality as poorer men would be less able to raise bride price and thus be
less able to marry. This in turn would result in maternal grandmothers’ and mothers’
extended families becoming responsible for orphaned children as they would not be
considered to be part of their fathers’ families. Kelly and Ntlabati*? suggested in their
2007 paper that there were already in the region of 700 orphans in the Makana

Municipal area who had lost one or both parents.

The implications of caring for orphaned children are not limited to South Africa®’ and
have been described in other parts of Africa.®? This is important both as a response to
and an outcome of young people dying, but it also heightens the risk of crisis and
conflict within families with extra care-giving burdens. Male family members did not

appear to be occupying care-giving roles either to ill adult female family members or to
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children. This was echoed by Demmer’® who suggested that men should be
encouraged to become more responsible for care-giving. It may be very difficult for men
to move into more traditional female roles. Some entrenched stereotypes will have to
be broken down to enable men to be recognised as supportive, responsible and able

care-givers.%®

Respondents described how household composition had been influenced as a response
to HIV infection, as this was superimposed upon a system where resources were
shared amongst kin®®. There was, however, tension resulting from this added burden,
particularly if the children who were being looked after had a surviving parent who did
not contribute financially or otherwise to the household. Women shouldering this extra
burden experienced distress if they felt emotionally and financially unsupported.

Female respondents did not perceive the fathers of their children to be a reliable source
of social or financial support and this exacerbated their distress relating to potentially
life-threatening iliness and the possibility of orphaning their children. This dynamic was

|59

noted by Hosegood et al® who described a significantly smaller number of children who

could be linked to their fathers, compared to those who could be linked to their mothers,
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and Montgomery et al”™ who reported on men’s care-giving roles in HIV affected

households.

Thus it was clear that despite the difficulties that were described, respondents relied
heavily on their families for physical and emotional care, housing and financial support
and this constituted a significant resource. However, even though kinship was an
important element that protected people from abandonment in ill-health, there were

patients who did not have family to take care of them and this caused distress.

In the 2001 census, only a third of the Grahamstown’s African/Black population in the
working age group were employed.®® This implied that even had the cohort been
healthy, employment opportunities would have been limited. Respondents had no
tertiary education and jobs, employment and money related issues were clearly
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significant. Financial issues were further evident as there was financial pressure not
only on these sick individuals, but also on households as a whole. Some households
relied on a single income from within the household and sometimes on financial support
from an outside source. There was a high level of focus and reliance on social welfare
grants and respondents repeatedly raised concerns about grants. Failure to be deemed
eligible for a grant or an expiring grant was cause for distress and anxiety. Patterns for
household income and social welfare grant access for this cohort were very similar to

those of Kelly and Ntlabati’s®

sample, suggesting that this cohort, although small,
reflected the economic status of the community in which they were living in
Grahamstown. Other authors have noted similar patterns of low levels of employment
and poverty experienced by HIV positive people and their families in other parts of the
country.” ™ Financial pressures for HIV positive patients and families have also been
reported in other parts of Africa.?* ® Bachmann and Booysen’ observed that
households with an HIV positive member were on average larger, poorer and had fewer

employed householders than unaffected families.

In 2007, when this data was collected, social welfare grants were as follows: old age
pension (OAP) — R840, child support grant (CSG) — R200, foster care grant (FCG) —
R540 and disability grant (DG) — R840. None of these grants constituted a living
income as an income of below R800 per month is considered to be the ultra-poverty
line.?® Twenty percent of households represented in the cohort were dependent on the
respondent’s DG. Respondents did not appear to experience DGs as long term, stable
sources of income and were concerned about accessing and retaining grants. Against
the background of low levels of education, limited employment opportunities and ill-
health, the preoccupation with social welfare grants is understandable as respondents
had limited access to financial resources. This also supports the notion that ARV
therapy and social welfare support for the poor should be complementary policies in the
fight against HIV/AIDS in South Africa.®
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Only a third of the respondents lived in homes they owned and less than a third of
respondents had inside running water or flush toilets. As the demographics of these
respondents and Kelly and Ntlabati’s®? cohort are similar it is likely that respondents in
this study experienced similar difficulties with access to municipal services. It would
appear that it may be necessary for social welfare support to also make provision for
adequate access to basic municipal services and housing for those affected by and

infected with HIV.

The spirituality and traditional belief systems of the amaXhosa have been described.
Within this paradigm iliness may be seen as manifestation of punishment of wrongdoing
and not be explained within a western scientific or medical paradigm. The conflict
between a traditional and medical explanation of HIV infection has been noted.*® %2 >’
As a result patients may consult a traditional healer to determine ultimate causes of
illness and a western, medically trained doctor for proximate causes, pain and symptom
management.*® The role of traditional healers is to divine the reason for ill-health.*’
Most respondents in the sample reporting that they had a faith, but only two
respondents reported that they had consulted a traditional healer since their diagnosis.
Respondents did not raise concerns regarding ultimate causes of their illness and
appeared to explain their infection within a medical paradigm that explained and

accepted a proximate cause of their disease as an infection by the HI virus.

It was however anticipated that patients would under-report consultation patterns with
traditional healers as the researcher was not a member of the same culture group and
was a Western trained doctor. Patients may have been uncomfortable in discussing
their traditional belief systems with medical personnel, especially if they feared
stigmatization or were concerned that medical care may be withdrawn if they wished to

consult with a traditional healer.

The pattern of consultation with traditional healers and the ease with which patients

appeared to accept a medically grounded proximate cause of their HIV infection was
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seen alongside high levels of reporting of having a faith, but low levels for the
importance of faith in their illness. These factors suggest that this cohort have
grounded their illness, not in a traditional paradigm of malevolent ancestral influence
where ultimate causes of disease is important, but rather in a medical microbiological
paradigm that explains proximate causes. This finding is in contrast to other studies
that suggest that both co-exist.>? > It has been proposed that AIDS related beliefs are
mediated by knowledge®' and these findings support this idea, suggesting that over
time, HIV education and experience results in individuals becoming comfortable with a

proximate explanation for HIV infection.

The context of this group of patients was explored and it was against this background
that individuals became infected and live with HIV. There was understanding and
acceptance that HIV infection is life-threatening. Interventions were recognised that
could improve quality of life and offer the hope of the long term chronic management of
a potentially life-threatening infection. Respondents also noted that HIV infection
required them to be responsible about their health, their treatment, and for others
around them. Despite the hope offered by ARVs and help offered by palliative
interventions, respondents experienced loss. The illness diminished respondents in
their own eyes and in the eyes of their families. This sense of loss appeared to occur
despite ARV access. While the focus of the rollout programme is wide ARV access, it
must be noted that all individuals who are diagnosed HIV must be expected to
experience distress related to loss, and this is an important area where support that can

be offered by palliative care providers in the ARV era.

Context and lived experience position individuals who, in order to deal with HIV
infection, have to be able to access and mobilize resources. Household, social and
financial resources were described for this cohort, and patients clearly relied heavily on
their families. But strong family resources contrasted with limited financial resources
and no respondents in the study were able to access private medical care in
Grahamstown. The town’s state managed medical services (hospital and municipal
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clinics) constituted patients medical resources and the free service offered by GH meant
that this group was able to access palliative care, which included treatment support, to

restore a level of health.
6.2 Needs

The literature review suggested that context was important to palliative needs and
palliative care provision.'® " 8384 €5 Thjs group of patients was identified and positioned
within the context described. Palliative care needs were explored against this backdrop
to reflect the interplay between context and palliative care needs, and to demonstrate
that the focus is on the person within a context who is HIV infected, rather than merely

focusing on HIV infection in a patient.

Needs were explored in the domains: physical, emotional, social and family, economic
and spiritual. ARV therapy was being accessed by eighty percent of the group and
while half of the cohort had been receiving palliative care from GH for less than a year,
two patients were still requiring care after three years. More than two thirds of this
cohort had active symptomatology to some extent in the three days preceding the data
collection. These results are consistent with other studies that suggested that
symptoms persist despite ARV therapy.®® 7 ”® Physical symptoms did not feature in the
self ranking of needs. The issues that were identified in the physical domain of the self
ranking relating to HIV infection were associated with status and concerns about long
term health. Newly admitted patients reported more physical symptoms, particularly
pain, but did not rank these as their most worrying concerns. It appeared that while
respondents did have active symptoms, these were not particularly worrisome and
respondents demonstrated an acceptance of these as part of the challenges of dealing
with a life-long chronic infection for which there was no cure. This may relate to the
improvement in general health and well-being that patients experienced on ARV therapy
as respondents compared their current health to their health status prior to ARV
initiation, and this allowed respondents to address other issues. Some respondents had
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other medical problems like hypertension, TB or concurrent malignant diseases and
these added to symptom burden. Thus, despite a mean ARV treatment duration of 11
months, patients continued to experience symptoms. It was clear, however, that in
overall self ranking of problems, physical issues were outranked by other concerns.
Importantly, patients’ needs were not only related to current physical symptoms, but
included a need for education and information about ARVs and the support required to

commit to lifelong ARV therapy.

Economic needs were very evident for this cohort. More than a third of respondents
reported severe or overwhelming worry about money or having enough food for the
household, and these figures were similar for Kelly and Ntlabati’s** Grahamstown
cohort. This predominance of economic needs was echoed in data from other African
countries.® ®° % Economic issues abounded in the self ranking of problems or worries
and three of the top ranked issues were economic related. There was a great deal of
distress associated with these concerns and patients experienced this as anxiety and
depression. One respondent identified that her illness itself had worsened her
economic status and that managing HIV infection placed a financial burden on her. It
has been noted that poor people are more likely to become infected and that the
affected become poorer.”” ° This study design did not address the direct effects of HIV
on economic status at personal or household level but the preoccupation with matters
financial was considerable and these affected households can be expected to become

poorer.

It is relevant that economic needs, by their very nature, are difficult to address directly
by palliative care interventions, which cannot provide social welfare, and may be limited
in interventions to improve levels of education or unemployment community-wide.
However, many hospices do offer vocational training and support income generating
programmes. These findings highlight interaction between the economic context of
individuals and needs, as respondents identified the impact of limited financial

resources as an important cause for distress.
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The social and family related issues reported by respondents were explored against the
demographic background described. There was evidence of strong family support in
care-giving but there were concerns when there was unreliable or unavailable family
support. The economic pressure felt by individuals and families also contributed to
stress and conflict in families. Respondents raised issues that reflected experienced
stigmatization, isolation and denial within their families related to their HIV status. HIV
positive individuals appeared to experience a tension between significant reliance on
their families on the one hand, and vulnerability to stigmatization, denial and isolation

when they disclosed or needed care on the other.

Needs experienced in the social and family domain were also influenced by the social
and cultural dynamics of respondents as respondents did not appear to rely on their
spouses for care and woman appeared to shoulder most of the care giving burden. The
men experienced distress when they were unable to participate in cultural rituals as the
men are custodians of social and cultural norms and rituals within this amaXhosa
cohort*’. It was also clear that within this cultural background, men had more difficulty
discussing their needs with female Hospice workers and this limited the potential for
palliative intervention. These findings emphasize the importance of understanding the
social and family dynamics of palliative care patients as these influenced resources,
suggested areas for special interventions, and considered areas of potential distress

and conflict within families.

Anxiety and depression were far more commonly associated with concerns relating to
food security and financial issues and less likely to be reported as a primary symptom.
This was particularly evident in relation to social welfare grants, where respondents
directly reported that if grants could be accessed and financial security be guaranteed,
anxiety, worry and depression would be resolved. Clearly this distress did not appear to
have been lessened by patients being able to access ARVs or experience improved
physical health. It was unclear if the prominence of distress related to economic
pressure resulted in the under-reporting of physical and spiritual issues in a Maslow-
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type hierarchy of identifying needs. There was a noticeable lack of identified spiritual
needs and respondents did not appear to identify their church or church community as
an important resource to help them when they became ill and needed assistance. The

reasons for this were not explored.

Thus for this cohort of HIV positive patients accessing palliative care there appeared to
be a predominance of economic needs and these preoccupied respondents more than
their physical or other needs. Physical needs persisted to some extent despite ARV
access but did not appear that troublesome to patients, and were more evident for
newly admitted patients. Emotional needs were significantly influenced by economic
pressures and limited financial resources also mediated tensions within families.
Clearly a wide range of needs persisted despite ARV access and patients continued to

require palliative intervention for a significant period of time.

6.3 Outcomes of palliative care interventions

6.3.1 Met needs

The intention of palliative care is to address pain and suffering, thus the needs identified
were explored further to allow patients to describe if and how needs had been met. It
must be noted that the description of met needs related to respondents’ observations
and not to data derived from reliable and validated observer-rated or self-report
instruments. Respondents identified that needs were met in a variety of ways and by
employing a variety of strategies and resources. It was difficult to separate the effects
of ARV access and of palliative care access as most of the study participants were
accessing both concurrently. It was clear that patients reported an improvement in their
physical health and that Hospice was seen as an important asset to access medical

resources.
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Few economic needs could be met by GH directly and this drew attention to the wider
educational and economic needs of this group of HIV positive patients that were related
to their socio-economic status. But food parcels and clothes from GH were gratefully
received. The data did not clearly describe how family needs had been met by GH
despite the description of a number of family related issues. It was also not apparent
how GH addressed the issues related to orphans and vulnerable children (OVC) and

the concerns of mothers regarding the long-term care of their children should they die.

Met emotional needs resulted in respondents expressing a sense of being cared for and
supported. Respondents felt supported even if needs were not met, and they also felt
supported even if they did not directly express particular needs. This suggests that GH,
and thus palliative care intervention, was beneficial to patients simply by virtue of their
contact and that GH appeared to be seen as an ally against the difficulties of facing HIV
infection. It was noted that patients did not report specific interventions for depression

or anxiety, such as psychotherapy or anti-depressants.

Thus needs were being met, but the physical needs of patients appeared to be most
easily and effectively met. It was clear that needs in other domains were more difficult

to address. Harding el al*®

note that most improvement from palliative intervention for
HIV positive patients is in the areas of pain and symptom management, anxiety, insight
and spiritual well-being and this supports the results from this study, with the exception
of spiritual well-being. However, even if specific needs could not be met, patients still

felt supported and cared for if they were accessing palliative care from GH.

6.3.2 Unmet needs

The intervention of GH and palliative care did not meet all the needs that patients
experienced. Needs were ongoing in line with the challenges of chronic iliness and
persisted despite ARV access. Unmet needs were also reported across the palliative
care domains but economic needs were most obvious. Respondents understood that
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certain of their needs could not be met by GH as they did not have the resources or
ability to address certain, mainly financial, issues. Respondents also understood that
problems could not be addressed by GH if they were not communicated. It was of
particular concern that certain needs of the male patients appeared to be unmet as they
were reluctant to disclose these to female staff members. A number of respondents
expressed “what if” concerns and this implied that addressing patients’ needs should
consider not only the needs that patients experience today, but also those things that
they fear may happen in the future. Clearly needs continue despite ARV therapy and

this is supported by other authors.?® 73

6.3.3 Distress

The distress patients experienced was not only related to the unmet needs of the day,
but also reflected the complexities of managing a lifelong illness with no hope of cure
and issues associated with the diagnosis of HIV and related stigma, isolation and loss.
This supports the notion that palliative care remains relevant to HIV positive patients
throughout their disease trajectory from diagnosis, through ARV access and in death
and motivates for the provision of care even when patients on ARVs experience clinical,
immunological and virological success on ARV therapy. It was clear that unmet needs,
whatever their nature, caused distress in themselves, and that the resulting distress

became another need if it manifest as depression, anxiety, isolation or stigma.

6.4 Positioning of GH as a partner in managing HIV infection

HIV positive people have been demonstrated to have palliative care needs and these
needs continue throughout disease trajectory and appear to persist despite ARV
therapy access. Patients either self-accessed palliative care or were referred by a
healthcare facility, and it was clear that they had expectations of assistance. It is within
the framework of these expectations that GH is positioned as a resource to help

patients deal with life-long and life-threatening HIV infection.
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HIV positive patients accessing palliative care from GH entered into a relationship with
GH. This relationship provided help and support in the face of life-threatening illness
and when patients embarked on the challenges of committing to long-term ARV
adherence. The relationship was therapeutic as it had benefit for patients who felt
supported and cared for even if specific issues could not be addressed or solved.
There was evidence that patients sometimes had to overcome their preconceived ideas
about GH and what hospice care meant before they could engage with the care that
could be offered, thus removing this internal barrier to care. Kelly and Mzizi*® describe
an external barrier to care in reference to Grahamstown when they noted that some
patient’s fear stigmatization and disclosure if the GH hospice car is parked outside their

home.

It was crucial that HIV positive people were able to mobilize a variety of resources as
they sought to deal with their iliness. While respondents appeared to successfully
mobilize a number of effective family and community resources, GH as a partner in care
made other resources more accessible. Patients implied that their relationship with GH
made medical care more accessible to them and GH could act as an interface with

other medical resources in the town.

The role of effective communication was crucial as it determined how respondents
expressed their needs, how supported they felt, and determined if they had felt involved
and participant in the decisions that had been made regarding their care. HIV positive
patients in the developed world have been reported to need support and communication
from their physicians as part of their medical care® and these findings suggest that this
need is not exclusive to the physicians patients engage with, but is important for all
members of the multi-disciplinary team. Ultimately communication determined if
respondents had been partners with their health care providers in a collaborative

decision making process.
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The benefits of effective communication in the palliative care setting are that needs are
met, distress is reduced and quality of life is improved. Clearly if needs are not
communicated they cannot be addressed. Effective communication also reflects on the
patient centeredness of the care provided. In addition, effective communication and
collaborative decision making suggests that patient care is being undertaken in an
environment that respects patient autonomy and is addressing the beneficence and
non-maleficence of any proposed interventions. Some of the respondents in the cohort
referred both directly and indirectly to previous experiences where they had not felt
involved and had been marginalised or dismissed. This cohort reported a high level of
involvement in decision making both by GH and other medical services they accessed
in Grahamstown. Access to health care is accepted as a basic human right and this
cohort of patients in Grahamstown demonstrate the outcomes for patients who are able
to access health care, ARV therapy and palliative care concurrently in an integrated

health care system.

6.5 The interplay of individual context, resources, met and unmet needs and

GH as a provider of culturally sensitive palliative care

Palliative care is universally relevant, but how each person experiences life-threatening
disease is individual and context specific. An HIV infected person experiences needs
within his or her context and these needs are met by mobilizing a variety of resources
accessible to the patient. One of these resources may be a palliative care provider who
operates within a certain set of constraints or limitations that may also be influenced by
context specific restrictions that are determined by the capacity of a particular

community.

This group of HIV infected people living in Grahamstown demonstrated how context
influenced their personal resources, both positively and negatively and how these
mediated experienced palliative care needs. The cultural context of these patients
influenced family and social dynamics and resulted in strong social and family support
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but increased the potential for conflict related to limited financial resources and the
pervasive power of stigma. The lack of financial resources, limited employment
opportunities and education resulted in a dominance of economic needs that
overwhelmed the continued physical problems of a life-long, life-threatening illness, and
were a significant cause of emotional needs. GH was an important resource available
to HIV positive people living in Grahamstown, however, GH operated within its own set
of constraints, and had a limited ability to address the fundamental aspects of poverty
affecting this cohort. In this respect, the context of GH itself indirectly influenced

respondent needs.

HPCA has demonstrated its commitment to the provision of culturally sensitive care and
guidelines are clear in the HPCA/ Council for Health Services Accreditation of Southern
Africa (COHSASA) Hospice Palliative Care Standards. '®' This study attempted to
place its cohort within a context to consider how this would impact upon the needs
patients’ experienced, and to comment on how needs had been met by the palliative
care provided by GH. GH is fully accredited by COHSASA with a five star rating which
considered a number of areas that addressed the provision of culturally sensitive care
based on trust and communication to protect the cultural, psychosocial and spiritual
values of its patients. These included specific areas identified in this study, reflecting
that patients had felt involved, informed and participant in their care, and the inclusion of
isiXhosa speaking staff members in the interdisciplinary team, ensuring that language,

culture and communication difficulties were not a barrier to palliative care access.
Thus it is demonstrated that individual context, the needs experienced by patients, the

context in which GH provides palliative care and the provision of culturally sensitive care
all relate to and influence each other.
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6.6 Limitations
This study had a number of important limitations.

This study was only able to enroll 26 patients during the study period from September
1, 2006 to May 15, 2007 and this small cohort limited the generalizations that could be
made. The problems of recruiting larger respondent numbers are recognised in
palliative care research.'® It is postulated that enrolment was limited by patients being
unfamiliar with research, some were very ill during the study period and patients with
limited education and health care options may have felt vulnerable. These issues have
been recognised by HPCA in their Research Ethics Committee: standard operating
procedures.'® The design and planning of future studies in Grahamstown should
consider the potential problems associated with enrolling a larger cohort, the constraints

of time and the costs of translations if the primary researcher is not isiXhosa speaking.

Despite every effort to be respectful and culturally sensitive, the researcher was a
member of a different culture and language group. The researcher influences the
process of the research project from developing a research question to conclusions and
recommendations, and this process is not neutral. The researcher may have introduced
her own cultural biases in developing the data collection tools, collecting data, analysis
of the data and formulation the discussion, thus limiting conclusions that have been
drawn. It was a fundamental limitation to this research project that it proposed to look
at a specific language and culture group and that the researcher was not part of this
group. There were also barriers in the interview process that related to issues raised
above, as the researcher was not an isiXhosa speaker and the interviews were
conducted by a research assistant. The presence of the researcher in the interviews
may have negatively influenced the amount of information respondents were prepared
to disclose. Patients in the group were also not familiar with research interviews and
despite efforts to put patients at ease, some patients were clearly not relaxed during the

interviews.
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The design of the data collection tools did not identify patients who had children but did
not support them. This particularly excluded data for men who had children but who
were not involved financially in their care. The importance of fathers as resource in the
face of HIV infection was noted in the literature review and the concerns of mothers’

regarding the care of their children made this an important limitation.

The random selection of respondents to complete the SSI resulted in a demographic
that did not have the same profile for dependent numbers as the SQ. Thus the very
evident concerns expressed in the SQ of mothers who were worried about the long term
care and financial support of their children were not evident in the SSI data. A future

study to explore these issues could be undertaken to address these concerns.

This was a cross-sectional study and as data was collected once off, no conclusions
could be drawn reflecting how needs changed over time. This related to needs across
all domains and was also relevant as patient reported ranking of needs may have

changed relating to life events and stage of disease.

For pragmatic purposes data collection in the spiritual domain was restricted by the
inclusion of only the first three questions from the Spiritual Assessment Tool (FICA) and
there was no in-depth exploration of spiritual needs. Conclusions regarding spiritual
needs were further limited as no respondents identified spiritual issues in their self-
ranking of problems or worries. This limitation could be explored in a study that focuses
purely on the area of spiritual needs in HIV positive patients accessing palliative care at
GH.

Study design did not allow for the effects on palliative care needs of ARV therapy and
palliative care to be examined separately. Furthermore, the conclusions regarding met
needs were based on respondent reports of how needs had been met as the study did
not collect data at admission and re-administer the SQ or SSI to compare outcomes

after palliative care interventions.
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The data did not clearly describe how family needs had been met by GH despite the
description of a number of family related issues. It was also not clear how GH
addressed the issues related to OVCs and the concerns of mothers regarding the long-
term care of their children should they die. Data collection in these areas appears to

have been limited by the design of the data collection tools.

This study was undertaken with no control cohorts. A control group who are HIV
positive but not accessing palliative care would have allowed for conclusions that
separated the outcomes of meeting needs with medical and ARV interventions from

outcomes of palliative care interventions.
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CHAPTER SEVEN

7. Conclusion and recommendations

7.1 Conclusion

The individual context of a cohort of isiXhosa speaking HIV infected patients accessing
palliative care from Grahamstown Hospice was described. Household composition was
influenced by the cultural dynamics of this group as households were bound by kinship
and resources were shared. Caregivers were most often family members but not
spouses, which suggested that fathers/male partners were not active participants in
care-giving or households. These households represented an important resource for
patients facing HIV infection and this contrasted strongly with limited financial resources
and employment opportunity. It is clear that HIV positive patients in this town need both
ARV access and social welfare assistance to avoid being caught in the cycle of poverty

associated with HIV infection.

The respondents in the study accepted the cause of their disease to be the HI virus and
did not consider an ultimate cause that was grounded within the cultural and traditional
belief systems of the amaXhosa. It would appear that knowledge was an important

mediator in this process.

Needs were experienced across the spectrum of the defined palliative care domains.
Physical needs were generally well met by a combination of ARV access, medical care
and palliative care in Grahamstown, but for most respondents symptoms persisted to
some extent despite being able to access ARV therapy. Economic needs outranked all
other needs and these were very difficult for GH to address directly, and these also
influenced the experience of emotional needs as they caused a great deal of distress.
Male respondents in the study appeared to be reticent to communicate some of their

needs to female GH palliative care workers and this was an important barrier to care.
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Distress resulted from unmet needs, but was also influenced by the difficulties
respondents faced as a result of a chronic life-threatening disease that has no hope of
cure and the losses experienced as part of coming to terms with being HIV positive.

This distress itself resulted in patients experiencing more emotional needs.

HIV positive individuals living in Grahamstown need to be able to mobilize resources to
manage their disease. Some of these are mobilized by respondents themselves and
others are mobilized as a result of the care partnership respondents have with GH. The
relationship between respondents and GH is important as individuals are able to access
palliative care, and the relationship itself has therapeutic value as respondents felt

supported and cared for.

Effective communication is imperative as it determines how well needs are expressed,
information is shared, education is offered and support is shown. Respondents had
expectations of care when they engaged with GH and with other health care providers
and these appeared to have been met as respondents felt that they had been involved
in decision making both in their interaction with GH and other health care providers in

the town.

This study demonstrated that context does influence palliative care needs of HIV
positive individuals as it described resources that are available to people facing the
realities of living with HIV/AIDS. For this cohort individual context appears to be the
direct reason why economic needs dominate the other palliative care domains. But
context also resulted in the very powerful family and household resource patients were
able to access. Grahamstown Hospice was a significant resource to address the needs
experienced by HIV positive individuals living in Grahamstown, and GH’s impact on
respondents’ lived experience of HIV/AIDS motivates for integrated palliative care to be

seen as a human right.
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7.2 Recommendations

It is recommended that the palliative care needs of HIV positive people in Grahamstown
who are not accessing palliative care are identified as this would allow for comparisons
to be made and would possibly isolate the benefits from ARV therapy from the benefits

of palliative care interventions.

The SQ design collected data reflecting the past three days but the self ranking and SSI
suggested that there were concerns that related to things that may happen in the future.
As it was clear that anticipatory concerns were a cause for distress and should be
addressed, these issues could be the focus of a future study to identify the prevalence

of anticipatory concerns and their influence on the experience of distress.

As respondents demonstrated a need for palliative care despite accessing ARV therapy
it is proposed that palliative care providers undertake research that considers their role

in the face of increasing numbers of chronic stable patients who are on ARV therapy.

The study suggested a number of specific recommendations to Grahamstown Hospice.
Firstly, it is clear that patients experience ongoing symptoms despite ARV access and
the use of patient outcome assessment tools like APCA POS will be helpful to ensure
that needs are effectively identified, assessed and managed. Secondly, two further
specific research projects are proposed. GH should consider a) research to explore the
finding of this study suggesting that male patients are not communicating their needs to
female GH staff and b) research to address the social and emotional needs of single
mothers and OVCs.

86



8. References

! Pappas G. Anthropological perspectives on palliative care. Palliative care in
resourced-constrained settings [Internet]. Paper presented at the 14" International
Congress on the Care of the Terminally Ill; 2002 October [cited 2007 march 28];
Montreal, Canada. Available from:

http://hab.hrsa.gov/publications/palliative/athropological perspectives.htm

2 Singer P, Bowman K. Quality end-of-life care. BMC Palliat Care [Internet]. 2002 June
[cited 2008 August 18] 25;1;4. Available from: http://www.biomedcentral.com/1472-
684X/1/4

® World Health Organization. World Health Organization definition of Palliative Care.
2002 [cited 2009 November 1]. Available from:

http://www.who.int/cancer/palliative/definition/en/

* Saunders C. Forward. In: Doyle D, Hanks G, MacDonald N, editors. Oxford textbook of
Palliative Medicine. 2™ ed. New York (US): Oxford University Press, 2003 p. v-ix

®> Saunders C. The evolution of palliative care. Patient Educ Couns [Internet]. 2000
[cited 2009 November 1];41:7-13. Available from:
http://linkinghub.elsevier.com.ezproxy.uct.ac.za/retrieve/pii/S0738399100001105

® Higginson |. End-of-life care: lessons from other nations. J Palliat Med [Internet]. 2005
[cited 2008 august 18];8:5S161-S173. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/16499464

87


http://hab.hrsa.gov/publications/palliative/athropological_perspectives.htm
http://www.biomedcentral.com/1472-684X/1/4
http://www.biomedcentral.com/1472-684X/1/4
http://www.who.int/cancer/palliative/definition/en/
http://linkinghub.elsevier.com.ezproxy.uct.ac.za/retrieve/pii/S0738399100001105
http://www.ncbi.nlm.nih.gov/pubmed/16499464

" FHSSA — Foundation for Hospices in Sub-Saharan Africa. History of FHSSA [Internet].
2010. Website [cited 2010 May 28]. Available from:
http://www.fhssa.org/i4a/pages/index.cfm?pageid=3449

8 Senyimba C, Mwebesa E, Kennelly S, Frame K, Harding R. Palliative care and anti-
antiretroviral treatment can be integrated. Br Med J [Internet]. 2005 [cited 2006
February 13];331:778-779. Available from:
http://www.bmj.com/cgi/content/full/331/7519/778-b

® APCA — African Palliative Care Association. History of APCA [Internet].
2007 [cited 2007 May 14]. Available from:

http://www.apca.co.ug/about/history.html

' World Health Organization. World health report 2004 statistical annex: annex table 2
[Internet]. 2004 [cited 2010 May10]. Available from:
http://www.who.int/whr/2004/annex/topic/en/annex_2_en.pdf

" Singer P, Bowman K. Quality of care at the end of life [Internet]. Br Med J. 2002 [cited
2008 august 18];324:1291-1292. Available from:
http://www.bmj.com/cgi/content/full/324/7349/1291

'2 World Health Organisation. World Health Statistics. Mortality and burden of disease
2009 [Internet]. 2009 [cited 2010 May 10]. p35-45. Available from:
http://www.who.int/whosis/whostat/EN_WHS09 Table1.pdf

'3 Clark D, Wright M, Hunt J, Lynch T. Hospice and palliative care development in
Africa: a multi-method review of services and experiences. J Pain and Symptom
Manage [Internet]. 2007 [cited 2010 May 27];33(6):698-710. Available from:

http://www.ncbi.nlm.nih.gov/sites/entrez

88


http://www.fhssa.org/i4a/pages/index.cfm?pageid=3449
http://www.bmj.com/cgi/content/full/331/7519/778-b
http://www.apca.co.ug/about/history.html
http://www.who.int/whr/2004/annex/topic/en/annex_2_en.pdf
http://www.bmj.com/cgi/content/full/324/7349/1291
http://www.who.int/whosis/whostat/EN_WHS09_Table1.pdf
http://www.ncbi.nlm.nih.gov/sites/entrez

'* Defilippi K, Cameron S. Promoting the integration of quality palliative care - the South
African mentorship programme. J Pain and Symptom Manage [Internet]. 2007 [cited
2008 August 28];33(5):552-557. Available from:

http://www.moyak.com/papers/mentorship-palliative-care.pdf

1% Uys L. Aspects of the care of people with HIV/AIDS in South Africa. Public Health
Nurs [Internet]. 2003 [cited 2008 August 14];20(4):271-280. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/12823787

16 Harding R, Higginson |. Palliative care in Sub-Saharan Africa: An appraisal. Diana
Palliative Care Initiative. King’s College London [Internet]. 2004 [cited 2008 July 9].

Available from: http://www.theworkcontinues.org/document.asp?id=86&pageno

" Harding R, Stewart K, Marconi K, O’Neill J, Higginson . Current HIV/AIDS end-of-life
care in Sub-Saharan Africa: a survey of models, services, challenges and priorities.
BMC Public Health [Internet]. 2003 [cited 2008 August 4];3:33. Available from:
http://www.biomedcentral.com/1471-2456/3/33

'8 Clark J. Patient centered death. Br Med J [Internet]. 2003 [cited 2008 August
18];327:174-174. Available from: http://www.bmj.com/cgi/content/full/327/7408/174

¥ Powell R, Downing J, Harding R, Mwangi-Powell F. Development of the APCA
African palliative outcome scale. J Pain and Symptom Manage [Internet]. 2007 [cited
2008 August 18];33(2):229-232. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/17280929

20 McGrath P, Patton M. Indigenous understanding of hospice and palliative care:

findings from an Australian study. J Hosp Palliat Nurs [Internet]. 2007 [cited 2008

89


http://www.moyak.com/papers/mentorship-palliative-care.pdf
http://www.ncbi.nlm.nih.gov/pubmed/12823787
http://www.theworkcontinues.org/document.asp?id=86&pageno
http://www.biomedcentral.com/1471-2456/3/33
http://www.bmj.com/cgi/content/full/327/7408/174
http://www.ncbi.nlm.nih.gov/pubmed/17280929

August 18];9(4):189-196. Available from:
http://www.jhpn.com/pt/re/jhospicepallnurse/abstract.00129191-200707000-00011.htm

21 De Villiers M. The consultation — a different approach to the patient. In: Mash R,
editor. Handbook of Family Medicine. 1% ed. Cape Town (RSA): Oxford University
Press; 2000. p. 42-65.

22 Collins concise dictionary. 5™ ed. Chatham (UK): Harper Collins; 2004. Context; p.
319.

23 UNAIDS/WHO Epidemiological fact sheets on HIV and AIDS, 2009 Update. Global
facts and figures [Internet]. 2009 [cited 2010 June 8]. Available from:
http://data.unaids.org/pub/FactSheet/2009/20091124 FS global_en.pdf

24 UNAIDS/WHO Epidemiological fact sheets on HIV and AIDS, 2009 Update. Sub-
Saharan Africa [Internet]. 2009 [cited 2010 June 8]. Available from:
http://data.unaids.org/pub/FactSheet/2009/20091124 FS SSA en.pdf

25 UNAIDS. AIDS in Africa: three scenarios to 2025 [internet]. 2005 [cited 2010 May 10].
Available from:
http://www.unaids.org/Unaids_resources/images/AIDSScenarios/AIDS-scenarios-
2025 report_en.pdf

% Sitas F, Parkin M, Chirenje Z, Stein L, Mqoqi N, Wabinga H. Cancers. In: Jamison D,
Feachem D, Makgoba M, Bos E, Baingana F, Hofman et as, editors. Disease and
mortality in Sub-Saharan Africa [internet]. 2" edition. World Bank. 2006 [cited 2010 May

28]. Available from: http://www.ncbi.nlm.nih.gov/bookshelf/br.fcgi?book=dmssa

90


http://www.jhpn.com/pt/re/jhospicepallnurse/abstract.00129191-200707000-00011.htm
http://data.unaids.org/pub/FactSheet/2009/20091124_FS_global_en.pdf
http://data.unaids.org/pub/FactSheet/2009/20091124_FS_SSA_en.pdf
http://www.unaids.org/Unaids_resources/images/AIDSScenarios/AIDS-scenarios-2025_report_en.pdf
http://www.unaids.org/Unaids_resources/images/AIDSScenarios/AIDS-scenarios-2025_report_en.pdf
http://www.ncbi.nlm.nih.gov/bookshelf/br.fcgi?book=dmssa

2" | ehohla P. Knowing causes of death is crucial for planning. StatsOnline news
archives [internet]. 2006 September 14 [cited 2008 July 9]. Available from:

http://www.statssa.gov.za/news archives/14September 2006 1.asp

28 Harding R, Karus D, Easterbrook P, Raveis VH, Higginson IJ, Marconi K. Does
palliative care improve outcomes for patients with HIV/AIDS? A systematic review of
the evidence. Sex Transm Infect [Internet]. 2005 [cited 2010 May 10];81:5-14. Available

from: http://sti.omj.com.ezproxy.uct.ac.za/cgi/content/abstract/81/1/5

29 | eatt, A. Income poverty in South Africa. In: Monson J, Hall K, Smith C, Shung-King
M, editors. South Africa Child Gauge 2006 [Internet]. Cape Town: Children’s Institute,
University of Cape Town; 2006 [cited 2008 August 22]. p. 24-30. Available from:
http://www.ci.org.za/depts/ci/pubs/pdf/general/gauge2006/gauge2006 _incomepoverty.p
df

30 Gwyther L, Brennan F, Harding R. Advancing palliative care as a human right. J Pain
and Symptom Man [Internet]. 2009 [cited 2010 March 21];38(5);767-771. Available

from: http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924

31 Krakauer E, NgocN, Green M, Kham L, Khue L. Vietnam: integrating palliative care
into HIV/AIDS and cancer care. J Pain and Sympt Man [Internet]. 2007[cited 2010
March 21];33(5):578-583

http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924

%2 Kelly K, Ntlabati P. Marketisation of municipal services, daily life and HIV in South
Africa: a Grahamstown Case Study. Centre for AIDS development, research and
evaluation [Internet]. 2007 [cited 2008 June 30]. Available from:
http://www.cadre.org.za/uploads/MSP.pdf

91


http://www.statssa.gov.za/news_archives/14September%202006_1.asp
http://sti.bmj.com.ezproxy.uct.ac.za/cgi/content/abstract/81/1/5
http://www.ci.org.za/depts/ci/pubs/pdf/general/gauge2006/gauge2006_incomepoverty.pdf
http://www.ci.org.za/depts/ci/pubs/pdf/general/gauge2006/gauge2006_incomepoverty.pdf
http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924
http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924
http://www.cadre.org.za/uploads/MSP.pdf

33 Statistics South Africa: Census 2001 [Internet]. 2001 [cited 2007 March 1]. Available

from: http://www.statssa.qov.za

% Jameson C. The role of a palliative care inpatient unit in disease management of
cancer and HIV patients. S Afr Med J. 2007;97(9):849-852

% Kelly K, Mzizi T. The implications of ART for local AIDS care and support
programmes. AIDS Bulletin [Internet]. 2005;14(1). Available from:

http://www.cadre.orqg.za/node/118

% Rosen S, Ketlhapile M, Sanne |, DeSilva M. Cost to patients of obtaining treatment for
HIV/AIDS is South Africa. S Afr Med J. 2007;97(1):524-529

3" |nternational Association for Hospice and Palliative Care. The Declaration of Venice.
2006 [cited 2009 November 11]. Available from:

http://www.hospicecare.com/dv/english.html

38 Collins K, Harding R. Improving HIV management in sub-Saharan Africa: How much
palliative care is needed? AIDS Care [Internet]. 2002 [cited 2010 June 3];19(10):1304-
1306. Available from:
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articlelD=35137
080&titlelD=6139

39 Harding R, Powell R, Downing J, Connor S, Mwangi-Powell F, Defilippi K et al.
Generating an African palliative care evidence base: the context, need, challenges and
strategies. J Pain Symptom Man [Internet]. 2008 [cited 2010 June 3];36(3);304-309.
Available from:

http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924

92


http://www.statssa.gov.za/
http://www.cadre.org.za/node/118
http://www.hospicecare.com/dv/english.html
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articleID=35137080&titleID=6139
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articleID=35137080&titleID=6139
http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924

0 powell R, Downing J, Mwangi-Powell F, Radbruch L, Harding R. Advancing palliative
care research in sub-Saharan Africa: from Venice to Nairobi. European J Palliat Care
[Internet]. 2008 [cited 2010 March 21]:15(5):228-233. Available from:
http://www.eapcnet.org/download/forMembersonly/pdfpapers/EJPC155Powell-

Radbruch.pdf

*! Sepulveda C, Habiyambere, Amandua J, Borok M, Kikule E, Mandangu B et al.
Quality care at the end of life in Africa. Br Med J [Internet]. 2003 [cited 2005 March
25];327:209-213. Available from:
http://bmj.bmjjournals.com/cgi/content/full/327/7408/209

42 Morris K. Cancer? In Africa? Lancet [Internet]. 2003 [cited 2010 May 28];4:5.
Available from:

http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/01406736

43 Sepulveda C, Marlin A, Yoshida T, Ullrich A. Palliative care — the World Health
Organization’s global perspective. J Pain Symptom Manage [Internet]. 2002 [cited 2008
July 19];24: 91-96. Available from:

http://www.jspmjournal.com/issues/contexts?issue key+50885-3924%29X6093-0

“ Mpanga Sebuyira L, Mwangi-Powell F, Pereira J, Spence C. The Cape Town
palliative care declaration: home grown solutions for Sub-Saharan Africa. J Palliat Med
[Internet]. 2003 [cited 2009 June 9];6(3):341-343. Available from:
http://www.liebertonline.com/doi/abs/10.1089/109662103322144646

> Clemens K, Kumar S, Bruera E, Klaschik E, Jaspers B, De Lima L. Palliative care in
developing countries: what are important issues. Palliat Med [Internet]. 2007 [cited 2008
August 18];21:173-175. Available from:
http://pmj.sagepub.com/cgi/content/citation/21/3/173

93


http://www.eapcnet.org/download/forMembersonly/pdfpapers/EJPC155Powell-Radbruch.pdf
http://www.eapcnet.org/download/forMembersonly/pdfpapers/EJPC155Powell-Radbruch.pdf
http://bmj.bmjjournals.com/cgi/content/full/327/7408/209
http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/01406736
http://www.jspmjournal.com/issues/contexts?issue_key+50885-3924%29X6093-0
http://www.liebertonline.com/doi/abs/10.1089/109662103322144646
http://pmj.sagepub.com/cgi/content/citation/21/3/173

8 Collins concise dictionary. 5" ed. Chatham (UK): Harper Collins; 2004. Culture; p.
356.

47 Mtuze PT. Introduction to Xhosa culture: celebrating ten years of freedom. Alice
(RSA):Lovedale Press; 2004

* Mtuze PT. The essence of Xhosa spirituality: and the nuisance of cultural imperialism.
Florida Hills (RSA): Vivaldia; 2003

9 Liddell C, Barrett L, Bydawell M. Indigenous representations of iliness and AIDS in
sub-Saharan Africa. Soc Sci Med [Internet]. 2005 [cited 2009 November 4];60:692-700.

Available from: http://www.ncbi.nlm.nih.gov/sites/entrez

%0 peltzer K, Mngqundaniso N, Petros G. HIV/AIDS/STI/TB knowledge, beliefs and
practices of traditional healers in KwaZulu-Natal, South Africa. AIDS Care [Internet].
2006 [cited 2009 November 4];18(6):608-613

Available from: http://www.securethefuture.com/publications/HIVV care healers.pdf

*1 Kalichman S, Simbayi L. Traditional beliefs about the cause of AIDS and AIDS-
related stigma in South Africa. AIDS care [Internet]. 2004 [cited 2009 November
4]1:16(5):572-580. Available from:
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articlelD=31458
343&titlelD=6139

52 Ragnarsson A, Onya H, Aaro L. Young people’s understanding of HIV: a qualitative
study amongst school students in Mankweng, South Africa. Scand J Public Health
[Internet]. 2009 [cited 2009 November 4];37:101-106. Available from:
http://sjp.sagepub.com/cgi/content/abstract/37/2 support/101

94


http://www.ncbi.nlm.nih.gov/sites/entrez
http://www.securethefuture.com/publications/HIV_care_healers.pdf
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articleID=31458343&titleID=6139
http://www.swetswise.com.ezproxy.uct.ac.za/eAccess/viewAbstract.do?articleID=31458343&titleID=6139
http://sjp.sagepub.com/cgi/content/abstract/37/2_support/101

%3 | iddell C, Barrett L, Bydawell M. Indigenous beliefs and attitudes to AIDS precautions
in a rural South African community: an empirical study. Ann Behav Med [Internet]. 2006
[cited 2009 November 4];32(3):218-255. Available from:

http://web.ebscohost.com.ezproxy.uct.au.za

> Russell M. Are urban black families nuclear? A Comparative Study of Black and
White South African Family Norms. Soc Dyn [Internet]. 2003 [cited 2010 march
24];29(2);154-176. Available from:

www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29n

02.php

% Siqwana-Ndulo N. Rural African family structure in the Eastern Cape province, South
Africa. J Comp Fam Stud [Internet]. 1998 [cited 2010 March 24]:29;407-417. Available
from: www.questia.com/googleScholar.gst?docld=5001449957

% Russell M. Understanding black households: the problem. Soc Dyn [Internet]. 2003
[cited 2010 March 24];29(2):5-47. Available from:

www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29n

02.php

" Hosegood V, Timaeus |. Household composition and dynamics in KwaZulu Natal,
South Africa: mirroring social reality in longitudinal data collection. In: van der Walle E,
editor. African Households: an exploration Census data [Internet]. New York: M E
Sharpe Inc; 2005 [cited 2010, August 14]. p 58-77. Available from:

http://www.pop.upenn.edu/africahh/Hosegood Timaeus.pdf

%8 Montgomery C, Hosegood V, Busza J, Timaeus |. Men’s involvement in the South
African family: engendering change in the HIV era. Soc Sci Med [Internet]. 2006cited
2008 August 14];62:2411-2419. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/16300871

95


http://web.ebscohost.com.ezproxy.uct.au.za/
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.questia.com/googleScholar.qst?docId=5001449957
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.pop.upenn.edu/africahh/Hosegood_Timaeus.pdf
http://www.ncbi.nlm.nih.gov/pubmed/16300871

* Hosegood V, Floyd S, Marston M, Hill C, McGrath N, Isingo R, Crampin A, Zaba B.
The effects of high HIV prevalence on orphanhood and living arrangements of children
in Malawi, Tanzania, and South Africa. Popul Stud [Internet]. 2007 [cited 2010 March
241;61(3):327-336. Available from: http://dx.doi.org/10.1080/00324720701524292

0 Morrell R, Posel D, Devey R. Counting fathers in South Africa: issues of definition,
methodology and policy. Soc Dyn [Internet]. 2003 [cited 2010 march 24];29(2):73-94.
Available from:

www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29n

02.php

o1 Reddy P, James S, Esu-Williams E, Fisher A. Inkala ixinge etyen: trapped in a difficult
situation. The burden of care on the elderly in the Eastern Cape, South Africa. Horizons
Research Update. Johannesburg: Population Council [Internet]. 2005 [cited 2008 July

29]. Available from http://www.popcouncil.org/pdfs/horizons/saeldrcrgvrru.pdf

62 Juma M, Okeyo T, Kidnenda G. Our hearts are willing, but.....challenges of elderly
caregivers in rural Kenya. Horizons Research Update. Nairobi: Population Council
[Internet]. 2004[cited 2008 July 29]. Available from

http://www.popcouncil.org/pdfs.horizons/elderlycrgvrsknyru.pdf

® Murray S, Grant E, Grant A, Kendall M. Dying from cancer in developed and
developing countries: lessons from two qualitative interview studies of patients and their
carers. Br Med J [Internet]. 2003 [cited 2008 July 8];326(7385):368-372. Available from
http://bmj.com/cgi/content/full/326/7385/3688

® Kikule E. A good death in Uganda: survey of needs for palliative care for terminally ill
people in urban areas. Br Med J [Internet]. 2003 [cited 2005 March 23];327(7408):192-
194. Available from http://omj.com/cgi/content/full/327/7408/192

96


http://dx.doi.org/10.1080/00324720701524292
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.africanstudies.uct.ac.za.ezproxy.uct.ac.za/default.php?pageName=socdyn/Vol29no2.php
http://www.popcouncil.org/pdfs/horizons/saeldrcrgvrru.pdf
http://www.popcouncil.org/pdfs.horizons/elderlycrgvrsknyru.pdf
http://bmj.com/cgi/content/full/326/7385/3688
http://bmj.com/cgi/content/full/327/7408/192

6 Uwimana J, Struthers P. Met and unmet palliative care needs of people living with
HIV/AIDS in Rwanda. SAHARA J [Internet]. 2007 [cited 2008 July 16];4(1):575-585.
Available from: http://www.ncbi.nlm.nih.gov/pubmed/18040536

¢ Sepulveda C, Habiyambere V, Amandua J, Borok M, Kikule E, Mandangu B et al.
Quality care at the end of life in Africa. Br Med J [Internet]. 2003 [cited 2005 March
23];327:209-213. Available from:
http://bmj.bmjjournals.com/cgi/content/full/327/7408/209

®7 Selwyn P, Rivard M, Kappell D, Goeren B, LaFosse H, Schwartz C, et al. Palliative
care for AIDS at a large urban teaching hospital: program description and preliminary
outcomes. J Palliat Med [Internet]. 2003 [cited 2008 August 21];6(3):461-474. Available
from:
http://www.liebertonline.com.ezproxy.uct.ac.za/doi/abs/10.1089/109662103322144853

68 Harding R, Easterbrook P, Higginson |, Karus D, Raveis H, Marconi K. Access and
equity in HIV/AIDS palliative care: a review of the evidence and responses. Palliat Med
[Internet]. 2005 [cited 2008 August 11];19:251-258. Available from:
http://www.ncbi.nlm.nih.gov/pubmed/15920940

% Harding R, Karus D, Easterbrook P, Raveis VH, Higginson IJ, Marconi K. Does
palliative care improve outcomes for patients with HIV/AIDS? A systematic review of
the evidence. Sex Transm Infect [Internet]. 2005 [cited 2008 August 20];81:5-14.

Available from: http://sti.omj.com.ezproxy.uct.ac.za/cqgi/content/abstract/81/1/5

0 O'Neill J, Romaguera R, Parham D, Marconi K. Practicing palliative care in resource
poor settings. J Pain and Symptom Manage [Internet]. 2002 [cited 2008 August
20];42(2):148-151. Available from:
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=2127914

97


http://www.ncbi.nlm.nih.gov/pubmed/18040536
http://bmj.bmjjournals.com/cgi/content/full/327/7408/209
http://www.liebertonline.com.ezproxy.uct.ac.za/doi/abs/10.1089/109662103322144853
http://www.ncbi.nlm.nih.gov/pubmed/15920940
http://sti.bmj.com.ezproxy.uct.ac.za/cgi/content/abstract/81/1/5
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=2127914

" Gwyther E. Just palliative care? Integrated models of care. J Pain and Symptom
Manage [Internet]. 2008 [cited 2010 May 29];36(5):517-519. Available from:

http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924

2 Selwyn P. Why should we care about palliative care for AIDS in the era of
antiretroviral therapy? Sex Transm Infect [Internet]. 2005 [cited 2006 February 13];81;2-

3. Available from: http://sti.omjjournals.com/cqi/content/full/1/2

3 Brechtl J, Breitbart W, Galietta M, Krivo S, Rosenfeld B. The use of highly active
antiretroviral therapy in patients with advanced HIV infection: impact on medical,
palliative care and quality of life outcomes. J Pain and Symptom Manage [Internet].
2001 [cited 2008 August 20];21(1):41-51. Available from:
http://linkinghub.elsevier.com.ezproxy.uct.ac.za/retrieve/pii/S0885392400002451

™ Harding R, Gwyther L, Mwangi-Powell F. Treating HIV/AIDS patients until the end of
life. J Aquir Immune Defic Syndr [Internet]. 2007 [cited 2008 August 4]:44(3);364.
Available from: http://www.jaids.org/pt/re/jaids/pdfhandler.00126334-200703010-

00019.pdf

> Mitton J. The socioeconomic spread of HIV/AIDS in South Africa. J Assoc Nurses
AIDS Care [Internet]. 2000[cited 2010 May 29];11(4):17-26. Available from:

http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/10553290

® Demmer C. Aids and palliative care in South Africa. Am J Hosp Palliat Care [Internet].
2007 [cited 2010 June 7];24:7-12. Available from:

http://ajh.sagepub.com.ezproxy.uct.ac.za/cgi/content/abstract/24/1/7

" Bloom D, Mahal A, Rosenberg L, Sevilla J, Steven D, Weston M. Chapter 2: the effect
in the poor. In: Asia’s economies and the challenges of AIDS [internet]. Asian

98


http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/08853924
http://sti.bmjjournals.com/cgi/content/full/1/2
http://linkinghub.elsevier.com.ezproxy.uct.ac.za/retrieve/pii/S0885392400002451
http://www.jaids.org/pt/re/jaids/pdfhandler.00126334-200703010-00019.pdf
http://www.jaids.org/pt/re/jaids/pdfhandler.00126334-200703010-00019.pdf
http://www.sciencedirect.com.ezproxy.uct.ac.za/science/journal/10553290
http://ajh.sagepub.com.ezproxy.uct.ac.za/cgi/content/abstract/24/1/7

Development Bank. 2004 April [cited 2008 August 28]. p. 12-30. Available from:
http://www.adb.org/Documents/Books/Asia-AlDS/default.asp

"8 Russell S. The economic burden of iliness for households in developing countries: a
review of studies focusing on malaria, tuberculosis and human immunodeficiency
virus/acquired immunodeficiency syndrome. Am J Trop Med Hyg [Internet]. 2004]cited
2010 May 30]4;72(2):147-155. Available from:
http://www.ajtmh.org/cqgi/content/full/71/2_suppl/147

" Bachman M and Booysen F. Health and Economic impact of HIV/AIDS on South
African households: a cohort study. BMC Public Health 2003;3:14 [accessed 2008,
August 17]. Available from:
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=155544

8 Bachman E, Booysen E. Economic causes and effects of AIDS in South African
households. AIDS [Internet]. 2006 [cited 2010 May30];20: 1861-1867. Available from:
http://dx.doi.org.ezproxy.uct.ac.za/10.1097/01.aids.0000244205.03382.84

8 Tladi |. Poverty and HIV/AIDS in South Africa: an empirical contribution. SAHARA J
[Internet]. 2006 [cited 2010 March 20];3(1):369-381. Available from:
http://ajol.info/index.php/saharaj/article/view/30104/22749

82 Jameson C. The palliative care needs of patients with stage 3 and 4 HIV infection.
Indian J Palliat Care [Internet]. 2008 [cited 2009 November 5]:14(1):1-6. Available from:

http://www.jpalliativecare.com/article.asp?issn=0973-

1075;year=2008;volume=14:issue=1;spage=1:epage=6;aulast=Jameson

8 Denzin N, Lincoln Y. Introduction: entering the field of qualitative research. In: Denzin
N, Lincoln Y, editors. Handbook of qualitative research. USA. California: Sage

publications; 1994. p. 1-17.
99


http://www.adb.org/Documents/Books/Asia-AIDS/default.asp
http://www.ajtmh.org/cgi/content/full/71/2_suppl/147
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=155544
http://dx.doi.org.ezproxy.uct.ac.za/10.1097/01.aids.0000244205.03382.84
http://ajol.info/index.php/saharaj/article/view/30104/22749
http://www.jpalliativecare.com/article.asp?issn=0973-1075;year=2008;volume=14;issue=1;spage=1;epage=6;aulast=Jameson
http://www.jpalliativecare.com/article.asp?issn=0973-1075;year=2008;volume=14;issue=1;spage=1;epage=6;aulast=Jameson

8 Denzin N, Lincoln Y. Introduction: the discipline and practice of qualitative research.
In: Denzin N, Lincoln Y, editors. The landscape of qualitative research: theories and

issues. 2nd edition. California: Sage Publications; 2003. p. 1-46.

8 Gomm R. Social research methodology: a critical introduction. 2" edition. Hampshire:

Palgrave Macmillan; 2008. Chapter 1, Overview of the book; p.1-23.

% Gray D. Doing research in the real world. 2" edition. California: Sage Publications;

2009. Chapter 7, Research design: qualitative methods; p. 164-195.

87 Miles M A Huberman. Qualitative data analysis. 2" edition. California: Sage
Publications; 1994. Chapter 10, Making good sense: drawing and verifying conclusions;
p. 245-287.

8 De Vos A. Combined quantitative and qualitative approach. In: de Vos A, Strydom H,
Fouche C, Delport C, editors. Research at grassroots: for the social sciences and
human services professions. 3™ edition. Pretoria (RSA): Van Schaik Publishers; 2005.
p. 357-366

% Kings College London. Questionnaires and tools. Palliative Outcomes Scale.
[updated 2008 July 22; cited 2010, May30]. Available from:

http://www.kcl.ac.uk/schools/medicine/depts/palliative/qat/pos.html

% Hearn J, Higginson IJ. Development and validation of a core outcome measure for
palliative care the palliative outcome scale. Qual Health Care [Internet]. 1999 [cited
2008 July 25];8:210-227. Available from:
http://gshc.bmj.com/cgi/content/abstract/8/4/219

100


http://www.kcl.ac.uk/schools/medicine/depts/palliative/qat/pos.html
http://qshc.bmj.com/cgi/content/abstract/8/4/219

% powell R, Downing J, Harding R, Mwangi-Powell F, Connor S. Development of the
APCA African Palliative Outcome Scale. J Pain and Symptom Manage [Internet]. 2007
[cited 2008 July 30];33(2):229-232. Available from:
http://linkinghub.elsevier.com/retrieve/pii/S0885392406006774

%2 puchalski C, Larson D. Developing curricula in spirituality and medicine. Acad Med
[Internet]. 1998 cited 2008 August 18]; 73: 970-974. Available from:

http://journals.lww.com/academicmedicine/Abstract/1998/09000/Developing curricula i

n spirituality and medicine.15.aspx

9 Puchalski C and Romer A. Taking a spiritually history allows clinicians to understand
patients more fully. J Palliat Med [Internet]. 2000 [cited 2008 August 18]:3(1);129-137.
Available from:
http://www.liebertonline.com/doi/abs/10.1089/jpm.2000.3.129?cookieSet=1&journalCod

esjpm

% Gomm R. Social research methodology: a critical introduction. 2nd edition.
Hampshire: Palgrave Macmillan; 2008. Chapter 2, Instruments and instrument design;
p.24-58.

% Miles M, Huberman A. Qualitative Data Analysis. 2" edition. California: Sage
Publications; 1994. Chapter 10, Making good sense: drawing and verifying conclusions;
p. 267.

% Guidelines for good practice in the conduct of clinical trials in human participants in
South Africa [Internet]. South Africa: Department of Health. 2000 [accessed 2009

November 10]. Available from: http://www.doh.gov.za/docs/policy/trials/trials 01.html

o Strydom H. Ethical aspects of research in the social sciences and human services
professions. In: de Vos A, Strydom H, Fouche C, Delport C, editors. Research at
101


http://linkinghub.elsevier.com/retrieve/pii/S0885392406006774
http://journals.lww.com/academicmedicine/Abstract/1998/09000/Developing_curricula_in_spirituality_and_medicine.15.aspx
http://journals.lww.com/academicmedicine/Abstract/1998/09000/Developing_curricula_in_spirituality_and_medicine.15.aspx
http://www.liebertonline.com/doi/abs/10.1089/jpm.2000.3.129?cookieSet=1&journalCode=jpm
http://www.liebertonline.com/doi/abs/10.1089/jpm.2000.3.129?cookieSet=1&journalCode=jpm
http://www.doh.gov.za/docs/policy/trials/trials_01.html

grassroots: for the social sciences and human services professions. 3™ edition. Pretoria
(RSA): Van Schaik Publishers; 2005. p. 56-70.

% World Medical Organization. Declaration of Helsinki. Br Med J [Internet]. 1996 [cited
2010 June 1];313(7070):1448-1449. Available from:
http://www.cirp.org/library/ethics/helsinki/

% Mason J. Qualitative Researching. London (UK): Sage Publications; 2002. Chapter 8,
Organizing and indexing qualitative data; p. 147-172.

"% World Health Organization. Interim WHO clinical staging of HIV/AIDS and HIV/AIDS
case definitions for surveillance. African Region [Internet]. 2005 [accessed 2010, April

12]. Available from: http://www.who.int/hiv/pub/quidelines/clinicalstaging.pdf

191 Hospice Palliative Care Association of South Africa. Hospice Palliative Care
Standards [Internet]. 2nd edition. Cape Town: HPCA;2009 December [cited 2010 June
9]. Chapter 6, Access to care and patient rights; p.35-38. Available from

http://www.hospicepalliativecaresa.co.za members login

192 Calman K, Hanks G. Clinical and health services research. In Doyle D, Hanks G,
MacDonald N, editors. Oxford textbook of Palliative Medicine. 2™ ed. New York (US):
Oxford University Press, 2003. p. 159-166.

103 Hospice Palliative Care Association of South Africa: HPCA: Research Ethics
Committee: Standard operating procedures [Internet]. 2010 May [cited 2010 June 5].
Available from:

http://www.hospicepalliativecaresa.co.za/pdf/research/StandardOperatingProcedures 1

0.pdf

102


http://www.cirp.org/library/ethics/helsinki/
http://www.who.int/hiv/pub/guidelines/clinicalstaging.pdf
http://www.hospicepalliativecaresa.co.za/
http://www.hospicepalliativecaresa.co.za/pdf/research/StandardOperatingProcedures_10.pdf
http://www.hospicepalliativecaresa.co.za/pdf/research/StandardOperatingProcedures_10.pdf

CHAPTER NINE

9. Appendices

9.1 Appendix 1: Category of care

Category 1 patients are seen monthly by a care worker. These patients are healthy but

still need support to meet a particular need.

Category 2 patients are seen weekly by the Hospice sister or a care worker. These

patients are not bedridden but have a currently problem that requires intervention.

Category 3 patients are ill and bed-ridden. They are seen at least twice weekly by a
professional member of the Hospice staff, doctor, sister or social worker. The

professional person will decide o the frequency of the visits.



9.2 Appendix 2: Patient information sheet

Patient information sheet

Dear patient

You have been asked (by the hospice social worker) to participate in a study at Grahamstown
Hospice. The purpose of this study is to investigate the needs of Xhosa patients who come to

Grahamstown hospice, and how these needs are met.

Your participation in this study is voluntary. You may refuse to participate, or withdraw your
participation at any stage. If you refuse to participate, the care you receive from Grahamstown

hospice will not be affected in any way.

You will be interviewed by a researcher and an interpreter/research assistant, in a private room.

The questions in the first section of the questionnaire are details like your age, level of
education, whether you are employed and details of where you live. These details will come
from your hospice file. The second part of the interview are yes/no and scale questions. There
are no right or wrong answers. Some patients will be asked to participate in the third section
where you will asked about your disease, symptoms and concerns and worries, and answer in
your own words. There are no right or wrong answers. You will be able to ask the research

assistant or the researcher questions during the interview if you do not understand something.

The interview will take approximately twenty minutes for the structured interview. If you are
asked to participate in the unstructured part of the interview, this will take approximately thirty
minutes in addition to the structured interview. The information you give will be kept
confidential. If any immediate needs are identified during the course of the interview, you will be

asked to report these to your hospice sister/nurse at your next visit, or give consent for the




researcher to speak to a member of the hospice team about your needs. Your name will not
appear on your questionnaire.
Results and recommendations of this study will be fed back to Grahamstown Hospice. If you

wish you will also receive the results of this study.

Thank you.
Researcher: Dr Barbara Matthews
Contact number: 0832369395

UCT Research Ethics committee contact details

Faculty of Health Sciences

Research Ethics Committee

E52- 23 Old Main Building, Groote Schuur Hospital, Observatory ,7925
Tel: 27 21 4066492 Fax: 27 21 4066411



9.3 Appendix 3: Consent form

Consent form

Consent to participate in this study will be taken by a Xhosa speaking research assistant

Ly e consent to participate in a study to identify the
needs of patients in the Grahamstown hospice service. | understand that my participation is
voluntary and that | may withdraw at any stage. If | refuse to participate | understand that the

care | receive will not be influenced in any way.

If any needs are identified during the course of the interview, | understand that | will be asked to
report these to my hospice nurse/sister at my next visit OR | give the researcher permission to
speak to a member of the hospice team about my problem so it can be addressed. (Please

delete one)

| understand that all information | give will be kept confidential and | that | will not be identified

on my questionnaire.

| understand that the overall results of this study will be communicated to the management of

the Grahamstown hospice services.

| would like/would not like to receive results of the study

WINESS. .o, Date......ooviii

Researcher’'s name: Dr Barbara Matthews Tel Number 0832369395




9.4 Appendix 4: Demographic data sheet

Demographic details

Age at last birthday

Sex

Marital status (Y/N)

Number of dependents

Level of education

DA |WIN—~

Employed — no

Employed — permanent

Employed - temporary

7 Other income - no

Other income — grant

Other income — policy

Other income — please specify

Details of HIV disease

Is the patient on ARV’s (Y/N)

N|—

Staring date

3 Was the patient referred to hospice by —
hospital (Y/N)

Clinic (Y/N)

GP (Y/N)

Other — please specify

Social/Residential context

1 In which area (suburb) of Grahamstown does
the patient live

2 Does the patient live — in their own home

Rented home

Home of a family member

Home of a friend

Other — please specify

3 Does the home have running water — in the
house

In the yard

Other — please specify

4 Does the patient have — a flush toilet

A pit toilet

Other — please specify

How many people live with the patient

[e22é)

Do they contribute to the household income

7 What is this patient’s diagnosis, CD4 count on
admission




9.5

Appendix 5: Structured questionnaire

Structured Questionnaire

Hospice

What name do you give hospice?

Do you always see an isiXhosa speaking sister
(Y/N)

Diagnosis

Why were you referred to hospice?

Because you are HIV positive Y/N

Because you have cancer Y/N

You have another iliness- please specify

You don’t know

Traditional healers

Have you seen a traditional healer since you
diagnosis?

(YIN)

Physical symptoms

Have you been affected by pain in the last three
days?

No, not at all

Slightly, but not bothered by it

Moderately, pain limits some activity

Severely, activities markedly affected

Al W N| = O

Overwhelmingly, unable to think of anything
else

Vi.

Have you been affected by other symptoms in
the last three days?

o

No, not at all

Slightly

N

Moderately

w

Severely

N

Overwhelmingly

Vi



E Social and family issues

Vii Is a member of your family looking after you?
(Y/N)

F Emotional symptoms

viii Over the last three days have you been feeling
anxious or worried about your illness?

0 No
Occasionally

2 Sometimes

3 Most of the time

4 Yes, always

G Spiritual issues

iX. Do you have a faith?

a Yes

b No

c Not sure

X. What role does you faith, or your church, play in
your illness?

0 No role
Insignificant role

2 Important role

3 Significant role

4 Overwhelming role

H Economic concerns

Xi. Are you worried about money matters?

0 Not at all

1 Slightly

2 Moderately

3 Severely

4 Overwhelmingly, it is all | think about

Xii. Are you worried about food / having enough
food for the household?

0 Not at all

VI



Slightly

Moderately

Severely

Bl W N =

Overwhelmingly, it is all | think about

Current concerns

Xiii

What are the three biggest worries or problems
you have today?

Care decisions

Xiv.

Do you feel you have been involved in decisions
regarding your care since your illness has been
diagnosed?

o

Yes, | have always felt fully involved

Most of the time | have felt involved

| have sometimes felt involved

| have seldom felt involved

Bl W N -

No, | have never felt involved

Vil



9.6 Appendix 6: POS (Patient Outcomes Scale)

Patient Outcome Scale

PATIENT QUESTIONNAIRE 0
“aver name: Assesament dale: ..., ..

Jata A hirthe et e B B e T et R R T O S A sl s

Care satting

Please answer the Tollewnd questions by ticking the box next to the arswer that '@ mast frue
for youe Y our answers will help us lo keep improving your care and the care of others.
Thank yau.

1 COwver the past 3 days, have you been affected by painy
3 e Mot at 8 |, no efec
D 1 sightly —bul not bolhered fo be rid of &
L 2 W ederalaly — pain imits some activity
= Severaly — aclivities or concentration markad y abected
Qs Civerwhiimingy - unable o thits of anyiving else

Z Cvar the past 2 days, have gither symploms .. fecling sick, having a couph or constipation besn
affecting how you fesl?

a0 pg ctatal
o sighy

O 2 poderstey
Qs Sovaraly
O

1 Ovenatelminghy

| Crver fhw pasd 2 days, have yoo been Feriing anxious ar worrled aboud your iilness ar treatmenty
O o o otatal
U 1 Gecasionaly
0 Zometimes — affects my conceniralion Aow and then
g i Meet of tho time - oft2- affects my concenlration

4 Camt think of anythitg else - completan pre-oceupied by warry and erxiety

the pasi 3 days, heve any of your famity or friends becn anxious or wordzd about you?
g Mo, 2ot at all

Cocazionally

H Somatimea — it asama i affert thelr epncontratio

3 Mosl of the me

4 Ves, shvays prenccupled with werry about me

i

rihe past 3 days, how much infermation heve you and your family or rends bevn §lven?
2 =ull infarmation — a ways besl res 2o askowhat | want

rformation grsen bul harc to urdessianc

Imfarmation given on request but would have |l+cd moro

Vary [ille given ard some gueshons were Sucided

Mona oz all

[T

CcoCddg 00000

POIS, Vevson 2



|

Ower the past 3 days, have you beon able 1o share how you are feelmp with your family or
risnds ¥

I Qerasionally
4+ Mot ot ol with anyone

= Yes, as much as lwated o
= i panst of the time

4 Sometimes

|

i |

Crvar the past 3 daye, have vou been feellng depressed?
. Mo, nes ar Al

= Cecasionalty

d oz Sonelmres

d s tdnar of the lime

1 Yas, definitely

L

IF vl sy sleced & ok in boxes 5or 4 foriftls gueshion plesse spead will your purse o dopiod al yoer wesl
appolRent.

B

10

11

12

Crver the past 3 days, have you felt good about yourself as a psrsan?

A o Yes all the fime
d Lozt of the Urme
d a2 Sometimes
A s gocasionally
. Mo, no:a: dl

Cver the past 3 days, low inuch e do you feel bas been wasted on appointments relating 1o
Hur nealthcare, e.q. walting around For transport or reposting lesls?

b Nareatal
o Up te hal! a day washsd

4 fdore than h=F 3 day wasted
Ohver the past 3 daya, have any practicel matbars resulting trom your lineas, ether financial or
perscnzl, been dddressed
By Elr:hcuml problems have boer addressed ant my a'fales 2re as up to cate-as | wouls
- Fracfical probiems ara in the provess of beinyg addressed
 a Practiza problems exist which we-e nod addrassed

. Q I have hed 7o araciizal procicms

IF any, what have been your main problome in the last 3 daye?

1

2

How tid you compilets this questionnaire?

) Chr ey Owe”
L v vikhire help of a friend ar relative
2 wihhele fronre member of staff

B8 Veesion 2

(Kings College London. Questionnaires and tools. Palliative Outcomes Scale. [updated 2008 July 22;

cited 2010, May30]. Available from: http://www.kcl.ac.uk/schools/medicine/depts/palliative/gat/pos.html)



http://www.kcl.ac.uk/schools/medicine/depts/palliative/qat/pos.html

9.7 Appendix 7: Spiritual Assessment Tool (FICA)

Spiritual Assessment Tool

An acromym that can be wised t0 remeriber whal & asked i a spirituel Ristory is:

F: Faith or Beliefs

L Importance ard ufluence
C: Community

A: Address

Some specific guestions you can use bc discuss these issues are:

F: What is your faith or behief?
Do you consider yoursell spixitual vr religious?
What things do you belisve in that give meaning to your life?
L Is it impertant in your life?
What influence does it have on how you take czre of yourself?
How have your beliefs influenced your behavior during this llinzss? !
What role do your beliefs play in regaining your heaith? !
C; Ar: yyu paxt of 2 spiritzl ur religions community?
I= this of support to you ard how?
Is there a persom or group of penple yon really love or who are really important to pou? |
A: How would you like me, your healtheara provider, tv addrees thess issues ir your hoslth-
caze!

Ceneral recommendations when taking a spivifual history. |

1. Consider spiitualily as a potentially importan| component of every pati=nt's physical well
being and mental health.

2 Address spirtuality at each complete physical examination and continue addressing iz atfol- |
luw-up visils if appropriate. In patisnt case, spirituality is an ongoing issue. |

3. Respect a patiert’s privacy reparding spiritnal beliefs; don't impose your beliefs on others.

4. Make referrals to chaplains, spiritual directors, or Community TesOUICES as appropriate.

5 Be aware that your vwn spicitual beliefs will help you personally and will overflow m your |
encounters with those for whom you care to make the docter-patient encountar 2 more hu-
manistic ong.

© 1v3 Christina Fuchalski, M. D, Reprinted with permission from Christine Poclualshd, MDD,

(Puchalski C and Romer A. Taking a spiritually history allows clinicians to understand patients more fully.
J Palliat Med [Internet] 2000 [C|ted 2008 August 18]:3(1);129-137. Available from:

Xl


http://www.liebertonline.com/doi/abs/10.1089/jpm.2000.3.129?cookieSet=1&journalCode=jpm

9.8 Appendix 8: Semi-structured interview

Semi-structured questionnaire — interview guide

1.

N o o bk~ w0 b

10.

11

Tell me about your illness

When did you first come to hospice?

Why were you referred to hospice?

What does your iliness mean to you

What name do you give hospice?

What does this name mean to you

Who has helped you during your illness?
Prompts: family, friends, community, church, hospital, hospital, clinic, traditional
healer

How often have you consulted a traditional healer since you became ill
Prompt for interpreter: once a week, once a month, once every six months, once
a year.
Have you consulted a traditional healer about your iliness, or about some other
personal or family matter?

What kind of help have you received from these people/ groups?

What other help do you need?

. Do you have physical problems that are worrying you?
12.
13.
14.
15.

Have you discussed these with the hospice staff?
How have you been helped?
What other help do you need for your physical problems?
Are you worrying about family matters and concerns that you are having difficulty
dealing with because your illness is interfering?

Prompt for interpreter:

Getting children settled in school

School fees/ uniforms

Grants

Being present at weddings

Being present at funerals

Circumcision rituals / umgidis

Ukubuyiso / ukukhapho rituals

Xl



16.
17.
18.
19.

20.
21.
22.
23.

24.

Have you discussed these with the hospice staff?
How have you been helped?
What other help do you need for your family concerns?
How are you feeling today in your heart, soul, inside (non —physical, social,
emotional or financial concerns)
Prompt: are you feeling?
Isolated
Sad/depressed
Anxious
Frightened
Are you able to sleep well?
Other
Have you discussed these with the hospice staff?
Do you feel you have helped?
What other help do you need for these problems?
Do you feel you have been involved in decisions regarding your care?
Prompt: Where do you feel you were not involved?

How do you feel you have been involved?

Xl



9.9 Appendix 9: Distress protocol

Distress protocol

Patients would be interviewed in a private room

Interview procedure would be explained before the interview commenced

Patients would be informed that they may ask for the interview to be terminated at any point
If patients showed any signs of distress — crying, restlessness, distraction, or any other body
language that suggested distress — they would be asked if they would like to terminate the

interview

If patients asked for they interview to be terminated they would be asked if they would like to

see their hospice Sister or the Hospice social worker to discuss how they were feeling

The patients would be reassured by the researcher and escorted back to the waiting area only

once they were feeling calm again

An appointment would be arranged by the researcher for the patient to see their Hospice Sister

the next day and for the Hospice social worker to follow up with the patient

The researcher would contact both the sister and the social worker to confirm that the meetings

had taken place

Patients who terminated their interview would be thanked for their participation and reassured of

the ongoing support of Hospice

XV



9.10 Appendix 10: Ethics approval

UNIVERSITY OF CAPE TOWN

g Health Sciences Faculty
Research Ethics Committee

Room E52-24 Groote Schuur Hospital Old Main Building

Observatory 7925

Telephone [021] 406 6338 » Facsimile [021] 406 6411
e-mail: preaward(@curie.uct.acza

17 May 2006

REC REF: 181/2006

Dr B Matthews

Palliatdve Medicine

Dear Dr Matthews

PROJECT TITLE: THE PALLIATIVE CARE NEEDS OF STAGE III AND IV HIV/AIDS XHOSA
SPEAKING PATIENTS IN THE GRAHAMSTOWN HOSPICE SERVICE, AND PHYSICAL,
EMOTIONAL, SOCIAL/FAMILY, SPIRITUAL AND ECONOMIC FINDINGS IN RELATION TO THE
GRAHAMSTOWN GEOGRAPHIC, SOCIAL AND ECONOMIC CONTEXT

Thank you for submitting your study to the Research Ethics Committee for review.

It is a pleasure to inform you that the Ethics Committee has formally approved the above-mentioned study on
the 12 May 2006.

Adherence to ethical standards remains the responsibility of the investigator and the supervisor.

This serves to confirm that the University of Cape Town Research Ethics Committee complies to the Ethics
Standards for Clinical Research with a new drug in patients, based on the Medical Research Council (MRC-
SA), Food and Drug Administration (FDA-USA), International Convention on

Harmonisation Good Clinical Practice (ICH GCP) and Declaration of Helsinki guidelines.

The Research Ethics Committee granting this approval is in compliance with the ICH Harmonised Tripartite
Guidelines E6: Note for Guidance on Good Clinical Practice (CPMP/ICH/135/95) and FDA Code Federal
Regulation Part 50, 56 and 312.

Please quote the REC, REF in all your cottespondence,

lemijedi
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9.11 Appendix 11: GH ethics approval

GRAHAMSTO WN HOSPICE

PO B 664, SRAUAME TN 6145
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9.12 Appendix 12: Settlers Hospital ethics approval

S EHD

PROVINCE OF THE EASTERN CAPE
ISEBE LEZEMFILO - DEFARTMENT OF HEALTH - DEPARTEMENT VAN GESOMOHELD

SETTLERE HOEFITAL
Fetae Aag K007, GRAHAMETOWN . €140, SOU18 ARG
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Date: 8 September 2006
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9.13 Appendix 13: Approval to access ARV rollout details from Settlers Hospital
ARV Clinic (Masonwabe)
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