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ABSTRACT

Volunteer home-based caregivers are critical role players in South Africa’s health care
system and in the South African government’s strategy to fight HIV and AIDS. In order to
achieve the aims that the government seeks to attain, it is important that the care and
treatment provided to patients receiving community home-based care (CHBC) be of a high
quality. While the need for quality care is supported by government and civil society,
research indicates that it is not clear whether quality care is indeed being provided and

therefore there is a need for research into the quality of CHBC.

The research aimed to undertake a critical assessment of CHBC programmes to determine
the quality of care provided by volunteer caregivers using social capital theory as a
theoretical framework. The study examined the quality of CHBC by analysing the context
of CHBC, by investigating the support that volunteer caregivers and their clients receive
and by discussing the support that volunteer caregivers and their clients still need. The
study used one-on-one in-depth interviews and focus groups to obtain relevant data. The
participants included volunteer caregivers, clients and supervisors who took part in the one-
on-one interviews. The focus groups consisted of key informants and supervisors
respectively. The quantitative data consisted of descriptive statistics which helped describe
the participants. The qualitative data was coded and themes and sub-themes were

developed. The data was also analysed by an independent coder.

The results showed that poverty, and the related problems of poor living conditions and a
lack of food security affects the quality CHBC. In addition, unemployment and the problem
of stipends also affect quality CHBC. Certain socio-economic factors were also found to
lead people to choose to become volunteer caregivers and unemployment was found to be
an important driving force behind the choice to undertake volunteer caregiving.
Furthermore, the volunteer caregivers in the sample received organisational support from
their supervisors and their fellow caregivers or peers. They also received social support
from their families and their communities. Regarding the clients of the volunteer

caregivers, it was found that they received a number of types of support including psycho-



social counselling, spiritual counselling and care of a holistic nature. In addition, the study
found that there is a need for standardised quality training of volunteer caregivers, which
will equip them with multiple skills. It was also found that volunteer caregivers require
mentoring and quality supervision in order to be able to provide quality CHBC to their

clients.

Government has the ability to put the necessary systems and structures in place, such as a
scope of practice for volunteers, standardised training and monitoring and evaluation, to
enable CHBC and its relevant role players to operate at optimum levels. It also has the
authority to make the changes and to enforce rules. Furthermore, it has the ability to unite
CHBC organisations and can create the necessary conditions that can lead to increased
social capital. Furthermore, the study recommends that two additional dimensions of
quality care be added to existing dimensions of quality in health care. The first is the
holistic approach to caregiving and the second is social support systems, namely
supervisor/mentor and peer support and family and community support. This second
dimension is also closely linked to social capital and the networks that make up CHBC.
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CHAPTER 1
INTRODUCTION

1.1 Introduction

Chapter 1 introduces the concepts of community home-based care (CHBC) and
volunteer home-based caregivers. First, the study is contextualised with an overview of
the literature regarding CHBC and related issues. Second, the rationale of the study is
presented with evidence supporting the need for a study of this nature. Third, a problem
statement is presented discussing the phenomenon of CHBC and the factors affecting it.
Fourth, the research questions and the aims of the study are presented. Fifth, there is an
explanation of the purpose of the study. Sixth, the significance of the study is presented.
Seventh, the demarcation of the study is discussed, explaining the geographic and social

parameters. Finally, the structure of the thesis is laid out for the reader.

1.2 Contextualising the study

This study focuses on volunteer home-based caregivers because current literature
illustrates that volunteer caregivers in southern Africa play a vital role in caring for
clients with a variety of diseases, including the Human Immunodeficiency Virus (HIV)
and the Acquired Immune Deficiency Syndrome (AIDS), tuberculosis (TB), malaria,
cancer and a range of other chronic and terminal illnesses (Kikule, 2003; Lindsey,
Hirschfeld, Tlou, & Ncube, 2003; McCreary, Nkosazana, Popovich, Dresden, &
Mndebele, 2004). According to the National Guideline on Home-Based Care /
Community-Based Care, developed by the Department of Health (DoH), volunteer
caregivers in CHBC programmes are called to care for the following groups (DoH,
2001, Rationale for HC section, para. 3):

¢ healthy people

e at risk or frail older persons

e at risk people with moderate to severe functional disabilities

e people recovering from illness, in need of assistance e.g. post deliveries or after

specific treatment.

o terminally ill persons



e persons living with HIV/AIDS or any other debilitating disease and/or
conditions e.g. mental illness, substance abusers

e any other disadvantaged group/person in need of such care e.g. people in crisis.

Therefore, volunteer caregivers care for a wide range of people with a wide range of
ailments and diseases. However, much of the current study will be in the context of the
HIV and AIDS epidemic, as it was the rapid spread of this disease that led to the
formation of CHBC programmes in the first place (Tshabalala, 2008, p. 8).

There is a need for volunteer home-based caregivers to assist those with HIV and AIDS
because of the many health-related challenges faced in South Africa. For instance,
poverty, crime and violence, government indifference, gender inequality and scarce
medical and social resources make the daily living conditions of people affected by HIV
and AIDS in South Africa a continuous struggle (Demmer, 2006). As a result, fighting
the disease is a complicated battle, especially due to the high numbers of infected and
affected people. Add to this the challenge of providing effective care and support to
large numbers of people living with other chronic diseases such as TB, and the AIDS
crisis appears overwhelming (Ahn, Grimwood, Schwarzwald, & Herman, 2003). With
governments unable to cope alone, it is evident that there is a great need for voluntary
support and therefore research in the area of HIV and AIDS care, simply based on the

large numbers of people affected by the disease.

Indeed, the magnitude of the problem is evident in UNAIDS statistics that show that in
2009 South Africa was the country with the highest HIV epidemic in the world with an
estimated HIV population of between 5.4 and 5.8 million people (UNAIDS, 2010). This
is approximately 17.8 per cent of the total population of South Africa (DoH, 2010). In
2009, the estimated HIV prevalence of pregnant women attending antenatal clinics in
the Eastern Cape Province was 28.1 per cent, and the percentage in the Nelson Mandela
Bay Municipality (NMBM), where this study takes place, was 30.7 per cent (DoH,
2010). This is a very high percentage for the NMBM, and is in fact higher than the
national average of 29.4 per cent (DoH, 2010). The challenge is how to care for these
growing numbers of sick people and hence delay their imminent death.



Because of the large number of people with HIV and AIDS, there is tremendous
pressure on the public health care system to accommodate the effects of the AIDS
epidemic. A national survey of the impact of HIV and AIDS on the health sector
revealed that 46.2 per cent of patients served in the medical and paediatric wards of
public hospitals in South Africa were HIV-positive (Shisana & Simbayi, 2002). This
has led to overcrowding in hospitals and in some areas, hospitals have up to 120 per
cent of their beds occupied (Bateman, 2001), which suggests that patients may be
sharing beds, or sleeping on the floor, which is unacceptable from a health care
perspective. In another study by Bateman (2010), it was noted in 2009 at Groote Schuur
Hospital in Cape Town, admissions increased by 40 per cent, but at the same time there
was a reduction in available hospital beds. As a result, care for people with AIDS and
other chronic illnesses is hampered by shortages of hospital beds, inadequate numbers
of public sector health professionals, and a lack of resources for treatment and drugs
(DoH, 2001). Often patients with curable illnesses are side-lined in the hospitals due to
the high number of patients with HIV and AIDS (Bateman, 2001). Hence, Campbell
and Foulis (2004) argue that the burden of care that would normally have been the
responsibility of public institutions has fallen onto individuals, households and

communities.

When the HIV epidemic first began in Africa and particularly in South Africa, the main
objective of activists was to prevent the further spread of the virus. However, it was
only when the HIV epidemic progressed into an AIDS epidemic that policy-makers
began to take a more serious look at care and treatment (Ogden, Esim, & Grown, 2004).
Towards the late 1990s, policy-makers became concerned with the logistics of a rapidly
growing AIDS population and a public health care sector which clearly was not coping
with the large number of people seeking care. They sought alternatives, and the shifting
of clinical care from public health care institutions to communities became a possible
solution to the problem. This brought about a focus on CHBC and the role of the

volunteer caregiver.

Despite health care access being upheld in the South African Constitution as a human
right, hospital care is inaccessible to many South Africans (Harris, Goudge, Atagubab,
Mclintyre, Nxumalo, Jikwana & Chersich, 2011). Therefore, it is not surprising that
Nsutebu, Walley, Mataka and Simon (2001) argue that CHBC could be a useful



alternative with major health and social benefits for persons living with HIV or AIDS
(PLHASs), and their families, including being a platform from which to strengthen HIV
prevention. In many African countries, CHBC programmes were implemented by non-
profit organisations (NPOs) in order to provide services unavailable through health care
institutions (Rosenberg, Mabude, Hartwig, Rooholamini, Orraca-Tetteh, & Merson,
2005). In South Africa, despite considerable challenges, many NPOs with the help of
thousands of volunteer caregivers have attempted to grapple with the HIV and AIDS
care and support needs of their communities (Russel & Schneider, 2000).

1.3 Rationale

The following is the rationale on why research on CHBC and volunteer home-based
caregivers is of great importance at this time. Furthermore, the reasons for research on

quality CHBC are also discussed.

First, the need for research on informal or lay volunteer caregivers is essential as formal
care is currently not coping with the large numbers of people with chronic illnesses,
particularly HIV and AIDS. This is supported by Akintola (2010), who states that
“informal caregivers are a critical source of support for the majority of people living
with HIV/AIDS worldwide.... This is particularly true in the southern Africa region,

which has countries with some of the highest HIV/AIDS prevalence rates in the world”

(p. 1).

In addition, quality CHBC is also a priority of the South African government, as
demonstrated by its National Strategic Plan (NSP) for HIV and AIDS, STIs [sexually
transmitted infections] and TB, 2012-2016 (DoH, 2011). According to this plan, four
pillars have been developed indicating its focus areas over the next five years. One of
the pillars focuses on health and wellness (DoH, 2011, p. 9) and reveals the central role

of quality:

- Health and wellness — the primary objective being to ensure access to quality
treatment [own emphasis], care and support services for those with HIV and/or

TB and to develop programmes to focus on wellness.



Thus, there is a need to investigate if this key objective, namely quality treatment, is
being achieved in CHBC. The NSP document demonstrates the concern on the part of
government regarding a need to improve the “quality of services” (DoH, 2011, p. 49) in
the context of healthcare.

The strategic plan supports the important link between CHBC and its role players in
providing quality care and treatment to people with chronic illnesses. This is evident
from the following:

Community-based services have a critical role to play in expanding the
quality and reach of health and wellness services — proactively taking
programmes and services to people has been demonstrated to increase
service uptake. The massive increase in HIV prevention, care and
treatment services in the last five years, mainly through international
funding to community-based organisations [CBOs] and NGOs [non-
governmental organisations], has ensured major scale up. (DoH, 2011, p.
48)

The DoH (2007b) compiled a document entitled: “A Policy on Quality in Health Care
for South Africa.” The document discusses CHBC in a number of places, highlighting
the importance of community involvement with regard to quality health care. Hence,
this aspect of the document further supports the role of CHBC as an important part of

the government’s vision for quality healthcare in South Africa.

An earlier DoH document, the DoH National Guideline on Home-Based Care /
Community-Based Care (2001) also emphasizes the importance of quality, as it aims to
“promote and ensure quality of care, safety, commitment, cooperation and
collaboration” (p. 4). Furthermore, the DoH states that it wishes to create a health
system whereby “all formal and informal healthcare stakeholders work together to
provide effective, efficient and high-quality care to PLHIV [people living with HIV or
AIDS] and other patients” (Boros, 2010, p. 316). Hence, the challenge is to determine if
CHBC programmes actually provide “high-quality care” to their clients as this care can
only be effective if it is of sufficiently high quality (Nsutebu et al., 2001).



However, despite this emphasis on quality, it is questionable whether the care is always
of sufficiently high standard. For instance, Campbell and Foulis (2004) state: “Research
by social scientists lags disappointingly behind developments in [CHBC] policy and
practice. To date little systematic research has been conducted into the evolution, nature
and effectiveness [own emphasis] of indigenous grassroots responses to the challenges
of HIV prevention and AIDS care” (p. 5). Hence, they argue that there is a scarcity of
knowledge regarding the effectiveness, and hence quality, of CHBC, which means that
much remains to be learned about CHBC volunteer caregivers and their ability to care
effectively for their patients. Another aspect of CHBC is palliative care and Webster,
Lacey and Quine (2007, p. 30) note that “in the majority of developing countries, little
is known about the quality of care that people receive at the end of life.” Therefore,
there is a need for further research on quality care in the context of palliative CHBC.

Thus, volunteer home-based caregivers are critical role players in South Africa’s
healthcare system and in government’s strategy to combat HIV and AIDS. In order to
achieve the government’s strategy, it is important that the care and treatment provided
to patients is of a high quality. While the need for quality care is supported by
government and civil society, the literature indicates that it is unclear whether quality
care is indeed being provided; thus further research into the quality of CHBC provided

by volunteer caregivers is essential.

1.4 Problem statement

A major challenge for South Africa is how to care for the many people living with
AIDS, TB and other chronic and terminal illnesses in South Africa. South Africa also
has high levels of poverty, which is exacerbated by the AIDS and TB epidemics.
Twenty-eight per cent of the world’s HIV and TB co-infections are found in South
Africa (USAID, 2011). Poverty and poor levels of education combine to impact
negatively on other social issues such as healthcare, gender inequalities and stigma. In
response to these poverty-related issues communities rallied forming CHBC
organisations in an attempt to combat all the challenges faced by them. Hence, the
context in which CHBC is being provided is both multifaceted and complex, especially

from a socio-economic point of view.



Besides the clients, the volunteer caregivers are the main role players in CHBC
programmes. They are expected to provide quality care to their clients. However, there
are many factors that can influence whether or not the care they provide is of a good
quality. Some variables are more difficult to quantify such as the motivation behind

their decision to volunteer.

Factors that affect the volunteers’ ability to provide quality care include the support that
they receive from their CHBC organisations. Such support can vary from material
support to emotional or psychological support. Alternately, a lack of organisational
support could have a negative effect on the quality of care that volunteers are able to
provide to their clients. Hence, the challenge is to determine what factors influence the
quality of care provided by volunteer caregivers to their clients.

1.4.1 Research questions

The researcher seeks to provide answers to the following broad research question

regarding volunteer caregivers who are affiliated to CHBC programmes in the NMBM:

e What is quality CHBC?

Three main research questions seek to answer this broad question. Underneath each

main research question are a series of more specific sub-questions.

e What are the socio-economic factors influencing CHBC and their impact on
quality CHBC?
o What are the socio-economic aspects underlying the context of CHBC?
o What socio-economic factors motivate people to become volunteer

caregivers?

¢ What support do the clients of volunteer caregivers currently receive and
how does this impact on quality CHBC?

o What kinds of support do clients receive from their volunteer caregivers?



e What support do volunteer caregivers currently receive inside and outside
of CHBC organisations, and how does it impact on quality CHBC?
o What kinds of organisational support do volunteer caregivers receive?

o What kinds of social support do volunteer caregivers receive?

e What macro and micro socio-economic challenges need to be overcome to
enable volunteer caregivers to provide quality CHBC?
o What kinds of operational support do volunteer caregivers still need?

o What government support do volunteer caregivers still need?

1.5 Aims and objectives

The purpose of the study can be summed up in the following thesis statement: To
undertake a critical assessment of CHBC programmes to determine the quality of care
provided by volunteer home-based caregivers using social capital theory as a theoretical
framework. Therefore, the focus of this study is CHBC service provision by volunteer

caregivers affiliated to NPOs running CHBC programmes.

The quality of CHBC will be shown by:

e Analysing the context of CHBC
e Investigating the support that volunteer caregivers and their clients receive

e Discussing the support that volunteer caregivers and their clients still need

1.6 Significance of the study

Firstly, this study is significant as it will examine the care provided by volunteer
caregivers from a number of CHBC organisations in the NMBM. This has never been
done before and should serve as a useful baseline concerning CHBC organisations for

future research in this field.

Secondly, it will assess the care provided by these volunteer caregivers using a variety
of research methods that involves all the actors who work with or support these

volunteer caregivers. The benefit of including all those involved with the caregivers is



that it will contribute to a greater understanding of CHBC and volunteer caregivers in

particular.

Thirdly, as the rationale indicates that there is a need for further research in the area of
CHBC, the study will be of value as it will add to current literature concerning CHBC,

especially literature that deals with quality CHBC.

Fourthly, the study will add to the literature regarding the support that volunteer
caregivers and their clients receive. It will also contribute to an understanding of the

support that volunteer caregivers and their clients still need.

Finally, the study will contribute to a greater understanding of the structural needs
required for CHBC to operate effectively and so that quality care can be provided. The
structural needs will be determined by examining the various challenges that are faced

by the role players involved in CHBC.

1.7 Definition of key concepts

1.7.1 Client: The client, also sometimes referred to as a patient, is the person being

cared for in his or her home by a volunteer home-based caregiver.

1.7.2 Community Home-Based Care (CHBC): Community Home Based Care
provides “comprehensive care services at home and at community levels in order to
meet the physical, psychological, social and spiritual needs of terminally ill clients
including PLWHASs [People Living With HIV and AIDS] and their families” (National
AIDS Coordinating Agency, 2008, para. 1).

1.7.3 HIV and AIDS: HIV is the acronym for Human Immunodeficiency Virus and
AIDS is the acronym for Acquired Immune Deficiency Syndrome. Van Dyk (2008, p.
4) explains the acronym as follows: The illness is acquired as it is not a genetic
condition. Its cause is the human immunodeficiency virus, which originates externally.
Immunity refers to the ability of the human body to protect itself from infection and
disease. Deficiency refers to the inability of the immune system to protect itself from

infections. The medical term syndrome refers to “a collection of specific signs and
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symptoms that occur together and that are characteristic of a particular condition” (Van
Dyk, 2008, p. 4).

1.7.4 Manager: In the context of this study, a manager is a person running a CHBC

programme. In many cases, this person will also be a supervisor and even a volunteer.

1.7.5 Non-Profit Organisation (NPO): This term includes the following organisations:
community-based organisations (CBOs), faith-based organisations (FBOs) and non-

governmental organisations (NGOs).

1.7.6 Supervisor: The function of the supervisor is to coordinate groups of volunteer
home-based caregivers. Cameron (2003) states that the role of the supervisor is to

“nurture and mentor the caregivers, and identify and address problem areas” (p. 36).

1.7.7 Volunteer caregiver: A volunteer caregiver is a community member who
volunteers his or her time to caring for individuals in the community who have chronic

or terminal illnesses, such as HIV and AIDS.

1.8 Demarcation of the study

This thesis focuses on CHBC programmes in the NMBM, thus covering the urban areas
in Port Elizabeth and Uitenhage. Only programmes run by NPOs were considered for
the study. Hence, none of the programmes in this study were government programmes,
ensuring that the focus remained on the volunteers who have become so essential to
combating the AIDS epidemic in South Africa. Indeed, there may have been
government involvement in the programmes, as far as funding or training was

concerned, but the programmes that were chosen were independent and autonomous.

All the managers, supervisors, volunteer caregivers and clients who took part in the
study were from CHBC programmes in the NMBM. The key informants and the focus
group participants have all been involved in CHBC or related work in the NMBM.
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1.9 Structure of the thesis

Following on from Chapter 1 is Chapter 2, the literature related to CHBC. The literature
examines the broader context of CHBC as well as a more detailed analysis of the
concept together with certain key documents that are guiding the implementation of the
concept. Chapter 3 presents the theoretical framework of the study. This chapter
describes how social capital theory will be used as the lens through which the study will
be viewed. Chapter 4 presents the methodology of the study, including a discussion of
the sampling procedure, the research methods and the data collection process. The
results and discussion are presented in Chapter 5 which covers all the data acquired
from the interviews, focus groups and the questionnaires. As the findings are presented
they are followed-up with a discussion around them. Finally, the conclusion of the study
is presented with a summary of the findings and a discussion of the limitations and
recommendations of the study.

1.10 Conclusion

This chapter provided an overview of the structure of the thesis. First, the study was
contextualised by describing CHBC and volunteer caregivers. Second, the rationale for
the study was presented, providing the reasons why a study of this nature is necessary.
Third, the problem statement described the need for CHBC and the support that
volunteer caregivers require. Thereafter, the research questions were presented,
followed by the aims of the study. Next, the purpose of the study was summed up in a
thesis statement, after which followed the significance of the study. Key concepts in the
study were then defined and the demarcation of the study was described, followed by a

presentation of the structure of the thesis.
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CHAPTER 2
LITERATURE REVIEW

2.1 Introduction

The chapter introduces community home-based care (CHBC) by defining and
describing it. A short history of CHBC follows. Then there is a presentation of the
South African Department of Health’s (DoH’s) National Guideline on Home-Based
Care/Community-Based Care and then an overview of home-based care (HBC) and
CHBC. Following this is a discussion of three of the CHBC models. Next is a
discussion of CHBC in relation to AIDS and South Africa, AIDS and gender inequality,
AIDS and stigma, and AIDS and poverty. Volunteering and volunteers’ willingness to
care are then discussed. Then, the main role players in CHBC are presented, namely
supervisors, caregivers, and clients followed by a discussion of the various caregiver
activities. After which monitoring and evaluation and training are discussed. Following
this is a discussion of the benefits and disadvantages of CHBC, and finally, quality care

is examined in relation to CHBC.

2.2 Community home-based care

Below are presented a series of definitions and descriptions of CHBC, starting with a
World Health Organisation (WHQ) definition, in order to explain the function of
CHBC. Following this section is a presentation of the history of CHBC, with specific
reference to Africa and South Africa.

2.2.1 Defining community home-based care

The WHO definition of CHBC is as follows: “any form of care given to sick people in
their homes. Such care includes physical, psychosocial, palliative and spiritual
activities” (WHO, 2002, p. 8). Since CHBC consists of these four aspects of care, it
means that the caregivers need to be equipped to provide these different types of care
for their clients. The WHO definition also makes a distinction between physical and
palliative, and psychosocial and spiritual activities, which could in some respects be
combined. Furthermore, the WHO emphasises that an important aim of CHBC is “to
provide hope through high-quality and appropriate care that helps family caregivers
(FCGs) and sick family members to maintain their independence and achieve the best
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possible quality of life” (WHO, 2002, p. 8, own emphasis). The WHO definition makes
it clear that quality care is an important aspect of CHBC. In other words, CHBC is
meant to be of a high standard in the same way that more formal health care is also
expected to be of a high standard.

The South African DoH (2001), drawing on the WHO definition of home care, states
that:

Home care is defined as the provision of health services by formal and
informal caregivers in the home in order to promote, restore and
maintain a person’s maximum level of comfort, function and health
including care towards a dignified death. Home care services can be
classified into preventive, promotive, therapeutic, rehabilitative, long-

term maintenance and palliative care categories. (p. 1)

Furthermore, it emphasises the community aspect of CHBC stating that it is “the care
that the consumer can access nearest to home, which encourages participation by
people, responds to the needs of people, encourages traditional community life and
creates responsibilities” (DoH, 2001, p. 1). Besides the emphasis on community, this
definition is people-centred and can be considered to be in accord with the people-
centred model of health care as opposed to the more traditional models of health care
which are often “overly biomedical oriented, disease focused, technology driven and
doctor dominated” (WHO, 2007, p. 6). In addition, this definition indicates that the
DoH wishes to decentralise health care (Marais, 2005).

The WHO definition for long-term home care insists that informal caregivers should
have access to services that will assist them in providing the necessary care to their
clients (WHO, 2000).

People who require home-based long-term care may also need other
services, such as acute physical or mental health care and rehabilitation,
together with financial, social, and legal support. Informal caregivers

should therefore have access to supportive services, including
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information on and assistance in securing help, training, and respite.

(Definition section, para. 1, 2, 4, own emphasis)

The WHO emphasises the importance that volunteer caregivers receive every kind of
support in their work of caring for their clients. Furthermore, the implication is that such
support is to come from outside the community, because despite the volunteers
providing services to their clients, they themselves require support services in order to
do this. It appears that one of the main sources of such support would be government
agencies. The WHO does not expect volunteer caregivers to operate in isolation, but to

be part of the continuum of health care which is linked to more formal structures.

Schneider and Russel (2000) define CHBC as such:

All AIDS activities that 1) are based outside conventional health facilities
(hospitals, clinics, health centres), but which may have linkages with the
formal health and welfare sector; and 2) that address any aspect of the
‘continuum of care and support’, from time of infection through to death

and impact on survivors. (p. 328)

This broad description indicates that there is a network of actors involved in the process
of CHBC and in fact the definition refers to “linkages” between the informal and “the
formal and welfare sector”. In the context of social capital this implies linking or
vertical ties, which result from “hierarchical or unequal relations due to differences in
power or resource bases and status” (Islam, Merlo, Kawachi, Lindstrom & Gerdtham,
2006, p. 6). In the case of CHBC, volunteer caregivers are able to access knowledge and
skills from health care professionals, thus strengthening the social capital in the

communities where CHBC is taking place.

Based on these definitions, it is clear that CHBC is not a one-dimensional form of care,
but in fact consists of a complex system of role players. None of the above definitions
suggest that CHBC should replace traditional institutional care or that it should be equal
to such formal care. But perhaps this is one of the weaknesses of the above definitions,
namely that it is not indicated explicitly that the concept of CHBC is not meant to be a
substitute for institutional care.
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2.2.2 History of community home-based care

Home care first emerged in the 1980s, in developed countries such as those in North
America and Europe and was a response to the AIDS epidemic (Spier & Edwards,
1990). In the United States of America (USA), the National Home Care Association
was founded in 1982 to “provide high-quality care to hospice and home patients, and to
act as the industry’s voice” (Home Care, n.d., p. 840). CHBC programmes were begun
in order to help manage rising hospital costs in the USA and due to the difficulties
experienced by families and home caregivers in caring for persons living with HIV or
AIDS (PLHASs) (Spier & Edwards, 1990). For similar reasons in Africa, CHBC
programmes were implemented by non-profit organisations (NPOs) to provide services
that were unavailable through care institutions (Rosenberg, Mabude, Hartwig,
Rooholamini, Oracca-Tetteh, & Merson, 2005).

2.2.2.1 Africa

Illife (2006) indicates that it is difficult to determine the exact origins of CHBC, but
Rosenberg et al. (2005) note that in Africa, CHBC programmes were first formed in the
late 1980s in Uganda and Zambia. One of the earliest instances of CHBC was The AIDS
Support Organisation (TASO), which was started in Uganda in 1987, with 16
volunteers (Akintola, 2004). Another early response to the AIDS epidemic in Africa
was the Salvation Army Hospital in Chikankata, Zambia, with its CHBC programme for
PLHAs, also starting in 1987 (Chela & Siankanga, 1991). These two organisations were
used as models by other CHBC organisations in Africa (Abdool Karim, Kalibala,
Katabira & Stein, 2002). lllife (2006) identifies another pioneer of CHBC in Zambia as
the Catholic Diocese of Ndola, which began its care work in 1991 and by the late 1990s
had mobilised 500 volunteer caregivers in 25 townships. The largest CHBC
organisation in southern Africa is Catholic AIDS Action, which was founded in Namibia
in 1998, and in 2002 had 39 staff members and over 1000 volunteers across the country,
and was founded on the Ndola model (Illife, 2006).

2.2.2.2 South Africa

Community health care workers, a term that encompasses lay community volunteer

workers, have been in South Africa since before the 1980s (Schneider, Hlophe & Van
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Rensburg, 2008), for example, they were operating in townships for the South African
Christian Leadership Assembly (SACLA) Health Project in Cape Town (Mathews,
Hewitson & Van der Walt, 1991). One of the earliest home care initiatives was the
South Coast Hospice, in Port Shepstone, founded in 1983 to care for people with
terminal illnesses such as cancer (Lauden, 1999). Another example is described by
Stuart (1994) regarding an early CHBC pilot programme in KwaZulu-Natal which
covered five health districts in 1991.

CHBC programmes for PLHAs began in earnest in the mid-1990s, when the AIDS
epidemic became much more apparent in South Africa (Akintola, 2004). At the time,
the South Coast Hospice in Port Shepstone responded to the situation, because having
an established rural outreach programme it was suitably equipped to respond to the
needs of PLHASs (Lauden, 1999).

In South Africa, according to the DoH (2004, p.9), “the provision of home and [CHBC]
programmes ... increased from 466 in 2001/2002 to 892 in 2003/2004 with over 50 000
beneficiaries.” From these figures it is evident that CHBC is becoming more prevalent
in South Africa, although the figures do not indicate the size and the types of
programmes in operation. As a result, the South African government had to re-think the
issue of CHBC and hence they developed a National Guideline on Home-Based Care /

Community-Based Care on how to manage CHBC.

2.3 National guideline on home-based care / community-based care

In 2001, the South African government released a National Guideline on Home-Based
Care / Community-Based Care, as a guide to all the various stakeholders taking part in
CHBC. At the beginning of the document, the DoH (2001, p. 2) lists the following

reasons why CHBC is necessary in South Africa:

Shortage of hospital beds.

e Inadequate number of medical, nursing and allied health professionals in the
public sector.

e Lack of resources for treatment and drugs.

e Increasing demands of curable conditions on existing institutional care.
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e Hospitals, which are crowded and over-stretched, are often unsuitable for
managing patients with terminal or long term diseases.

e Cost of institutional care.

It appears that all the points listed above are directly or indirectly due to the fact that the
DoH does not have the necessary budget to cope with supporting a struggling health
care system. If there was an adequate budget, hospital beds could be bought; medical
staff could be paid better wages and discouraged from moving to private institutions or
emigrating; resources and medicines would be more easily obtainable; primary health
care clinics could be expanded to handle those with curable conditions in the
community and new hospitals could be built or old ones expanded. Admittedly there are
other mitigating factors that impact on health care delivery. However, it is very clear
that CHBC is being encouraged by the government, because it is seen as a way to ease
the financial burden of the DoH. To illustrate the size of the budget allocated for the
purposes of health in South Africa, the DoH’s budget grew by 16 per cent from R18
billion in 2009/10 to R21,5 billion in 2010/11 (Burger, 2011).

As mentioned in Chapter 1, the DoH foresees CHBC programmes as assisting a wide
range of people, not only PLHAs and the terminally ill, but also elderly people, disabled
people, disadvantaged people and even healthy people. Hence, there is a strong
emphasis on community and inclusivity. There appears, on the part of government, to
be a desire to make health care a responsibility of all communities. This is supported by
the National Guideline on Home-Based Care / Community-Based Care which envisages

community caregivers assisting:

o families

e caregivers from the formal system, for example, professionals

e caregivers from the non-formal system, for example, NGOs [non-governmental
organisations], CBOs [community-based organisations]

e caregivers from the informal system, for example, community health workers,

volunteers, other community caregivers and church groups (DoH, 2001, p. 4).
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The desire on the part of government to involve communities in health care has not
gone unchallenged with among others, Marais (2005, p. 65) arguing that “the ethic of
care as a household and community responsibility — its veritable ‘privatization’,
consigning it to the sphere of the home — has coincided with the increasingly implacable
subordination of social life to the rules of the market.” Marais’s argument has political
and economic ideological overtones, which of course cannot be ignored and which may
be valid. However, this study will be adopting the stance that at the moment there
appears to be no viable alternative to CHBC for many South Africans.

2.4 Overview of community home-based care

This section provides an overview of CHBC. First, the principles of CHBC are set out.
Second, this is followed by a section on the goals and objectives of CHBC. Third, the
stakeholders in CHBC are investigated. Fourth, the section ends with a discussion of the
three pillars of CHBC.

2.4.1 Principles of home-based care and community home-based

The DoH National Guideline on Home-Based Care / Community-Based Care provides
a list of principles on which CHBC is to be based (DoH, 2001, pp. 4-5). The following
section paraphrases the principles, indicating in italics the word(s) that capture(s) the
respective principles: CHBC is expected to be holistic, encompassing physical, social,
emotional, economic and spiritual factors. It is also meant to be person-centred and
community-driven, which is unlike the traditional models of health care. CHBC is
called to be comprehensive whereby all role players in the community and in
institutional health care work together (“multi-sectoral”) for the good of the sick person.
It is aimed at being empowering so as to allow the patient and the FCG “functional
independence.” The guideline requires that patients have access to support services and
that these cover the total lifespan of the patient. Resources are to be identified which are
sustainable and cost effective and the responsibility of the resources is to be shared.
Quality care and safety are to be both ensured and promoted. The principles call for
choice and control over the extent to which partners will participate in the CHBC
process. Diversity is to be emphasised together with equal opportunities, rights and

independent living. CHBC programmes should be specific in what needs to be done and
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achieved. The focus on the basic and essential components of primary health care leads

to an emphasis on community involvement.

The above principles are useful for CHBC organisations to guide them in their care of
sick people in their homes. However, some of the principles are vague and ambiguous
and in some instances it is not clear to whom the principle is referring. For example, the
reference to resources is vague because who is to share the responsibility of the
resources? How should the responsibilities be shared? Of course these are a set of
principles and it is not expected that they be very detailed. However, ambiguity is not
helpful either. Ideally, a set of principles should be linked to each CHBC model, which
would enable them to provide more specific directions.

2.4.2 Goals and objectives of community home-based care

Here are the goals of CHBC as laid out by the DoH (2001, p. 8):

e To shift the emphasis of care to the beneficiaries — the community

e To ensure access to care and follow-up through a functional referral system

e To integrate a comprehensive care plan into the informal, non-formal and formal
health system

e To empower the family/community to take care of their own health

e To empower the client, the carer(s) and the community through appropriate
targeted education and training

e To reduce unnecessary visits and admissions to health facilities

e To eliminate duplication of activities and enhance cost-effective planning and
delivering of services

e To be pro-active in approach

The goals are very useful for demonstrating the focus of CHBC. However, it is not clear
who is responsible for carrying out the actions. Furthermore, some goals are vague, for
example, the very first goal uses the word “emphasis,” which is ambiguous, as it can
imply any number of possibilities. It can mean “responsibility,” which may not
necessarily be a fair situation for the community. To shift “care” to the “beneficiaries”
implies that they are no longer “beneficiaries,” because they are required to provide

their own care as a community. Another goal speaks of creating a functional referral
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system and a comprehensive care plan. However, these are not simple objectives and
they require the drive of the DoH. Who is to be “pro-active” and initiate the objectives
listed which will need to be implemented and sustained? Who will take responsibility
for this? Only people with power can “empower,” so it appears that the government will
need to initiate the process, draw in civil society to take part in it, and then sustain it

through leadership and financial support.

2.4.3 Community home-based care stakeholders

The National Guideline on Home-Based Care / Community-Based Care also discusses
possible roles and responsibilities for the different CHBC stakeholders. It lists the role
players in the CHBC “team,” which include:
e formal system (doctors, nurses, psychologists, rehabilitation therapists and
social workers)
e non-formal system (NGOs, CBOs, FBOs [faith-based organisations] and
traditional healers and leaders)
e private sector
e informal sector (families, community health workers, volunteers and caregivers)
e client/consumer (DoH, 2001)

The most obvious role player that is missing from this list is the government,
specifically local government. Very often it is the government that provides the stipends
to the volunteers and in many cases also the funding to the NPOs that enable them to be
sustainable. It can be argued that its role is the most important, especially in its capacity
as co-ordinator and legislator. It must be mentioned that the guideline does in fact refer
to local government in the preamble to the list of stakeholders. However, by not
including it in the CHBC team, it implies that its responsibility is diminished. It
mentions that only one organisation should manage the care programme at community

level. However, who is responsible for co-ordinating the organisations collectively?

2.4.4 Three pillars of home-based care and community-based care

The National Guideline on Home-Based Care / Community-Based Care presents the
three pillars of CHBC:

i) Integrated management and referral service organisation
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i) Training and development of community personnel and professional/technical
support personnel

iii) Integration into the district health system (decentralisation) (DoH, 2001, p. 11)

Identifying these three aspects as being the pillars on which CHBC is built demonstrates
the importance that the DoH places on them. Hence, first it is acknowledged that an
efficient referral system is crucial for the success of CHBC. Second, the success of
CHBC is reliant on community and professional personnel who have been adequately
trained to provide quality CHBC. Third, CHBC will only be successful if it is integrated
into the district health care system, and this cannot be done without the full support of
the DoH and the districts and local municipalities. Based on these three pillars it
appears that the DoH has taken the responsibility for the success of CHBC on its own
shoulders, through a process of integration. However, it needs to be clarified how this

will take place in reality.

2.5 Community home-based care models

A number of CHBC models have been developed since the advent of CHBC. As
already mentioned, there are many CHBC organisations in South Africa. However, they
are based on many different organisational structures. Adebayo, Irinoye, Oladoyin and
Fakande (2004) note that there have been various responses to the AIDS epidemic such
as outpatient clinics, outreach care, hospice-care and CHBC that have evolved from
government, NGOs, and grassroots groups. Russel and Schneider (2000) identify five
general care and support models: 1) Funding, technical assistance, and support
programmes; 2) Advocacy and community mobilization; 3) Drop-in centres/support
groups; 4) Home-visiting programmes and 5) Comprehensive HBC. On the other hand,
Ncama (2005) makes a distinction between 1) service models, which include a) home
visiting and b) comprehensive HBC and 2) structural models, which are categorized as
a) isolated, b) specialised/private and c) collaborative and integrated. The DoH (2001)
also identifies five types of CHBC organisational models. The five DoH models of care
or CHBC models are the:

1) Community-driven model,

2) Formal government sector model;
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3) Integrated home/community-based care centre model;
4) NGO home/community based care model and the

5) Hospice integrated community home-based care model (ICHC).

This study looks primarily at the community-driven model, the integrated
home/community-based care centre model and the NGO home/community-based care
model because the focus of the study is on NPOs, which are less formal than
government sector models and the ICHC model. These three models are explained

briefly below.

2.5.1 Community-driven model

According to Fox, Fawcett, Kelly and Ntlabati (2002), the community-driven model,
has, as the name suggests, the local community as the main driver and aims to provide
an integrated service, often being attached to a community structure. A designated
“community developer” is tasked with collaborating with other organisations and with

the training volunteer caregivers (Fox et al., 2002).

2.5.2 Integrated home/community-based care centre model

Structured around a care centre, the integrated home/community-based care centre
model is located within the community, usually attached to a church or school, from
which it manages its CHBC services (Fox et al.,, 2002). Although the centre is
volunteer-run, the Departments of Health and Social Welfare may send a professional
nurse or social worker to assist at the centre (Fox et al., 2002). It should offer various
services, such as “pre- and post-test counselling; HIV testing; training of family
members and volunteers; distribution of Independent Electoral Committee (IEC)
materials; facilitation of income generating projects; supervision and monitoring of
community caregivers; conducting of home visits and patient follow-ups, and referral to

and from hospital and other service providers” (Fox et al., 2002).

2.5.3 NGO home/community-based care model

The NGO home/community-based care model is similar to the previous one as it is also
located in the community where an NGO manages the CHBC programme, identifying
needs and providing services (Fox et al., 2002). It can be financially supported by the
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business and health care sectors, social welfare organisations, or other NPOs, and the
CHBC team may include a professional nurse, social worker, project coordinator and

volunteers or community caregivers who are based at the NGO (Fox et al., 2002).

The models all indicate that there are a variety of partnerships in each CHBC
programme. However, Campbell and Foulis (2004) point out that linkages and
partnerships with more powerful groupings and agencies are not always promoted and
sustained, and this affects the volunteer caregivers and patients, because, for example,
funds are not always available. Such linkages and partnerships are part of the concept of
social capital, specifically vertical ties and the greater the number of vertical ties
between NPOs and other large professional organisations the greater the chance that the
CHBC programme will be sustainable.

The next section will concern itself with caregiving and will discuss the issue of
volunteering and the different actors in the caregiving process, namely, the supervisor,
the volunteer caregiver and the client. Caregiver activities and the willingness to care

will also be discussed.

2.6 Community home-based care in South Africa

One cannot understand the South African CHBC situation unless one understands the
South African HIV and AIDS problem and the impact of gender inequality and stigma
on the spread of the disease. In addition, the multifaceted problem of poverty also needs
to be addressed, as HIV and AIDS is most devastating amongst people caught in the
cycle of poverty. Understanding these two aspects is important in order to answer the
research question concerning the socio-economic factors affecting CHBC.

2.6.1 AIDS in South Africa

As mentioned in Chapter 1, the Joint United Nations Programme on HIV/AIDS
(UNAIDS) estimates that South Africa has between 5.4 and 5.8 million people living
with HIV (UNAIDS, 2010). South Africa contains 0.7 per cent of the world’s
population, however, 28 per cent of the world’s HIV and tuberculosis (TB) co-
infections are found in South Africa, according to the United States Agency for
International Development (USAID) (2011). The South African Minister of Health,
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Aaron Motsoaledi recently stated “all 1 need to tell you is that we are only 0.7% of the
world population, but we are carrying 17% of the HIV/Aids burden of the world. We
have the highest TB infection rate per population, and our TB and HIV co-infection rate
is the highest in the world, at 73%” (South Africa.info, 2011, para. 9). These high
figures demonstrate that South Africa is faced with serious financial and logistical

challenges in caring for such large numbers of chronically ill people.

The first official report identifying AIDS cases in South Africa was published in the
South African Medical Journal in 1983 (Ras, Simson, Anderson, Prozesky &
Hamersma, 1983). Hence, the HI-virus has been active in South Africa for almost 30

years, and it continues to maintain a strong hold on South Africa’s population.

In 1985, the first black African in South Africa to be diagnosed with HIV was a
heterosexual male from the Democratic Republic of Congo (Sher, 1985). Prior to this, it
was predominantly white homosexual males who were contracting the virus (Kustner,
1994). Some scholars, such as Illife (2006), argue that infection came into South Africa
largely through migrant workers from African countries such as Malawi. Certainly,
migration and an itinerant lifestyle has been a major contributing factor to the spread of
HIV within the borders of South Africa, and it continues to do so today (Loening-
Voysey, 2002). HIV infection amongst black South Africans proved to be devastatingly
rapid and in 1987, blood screening revealed that HIV prevalence was doubling every six
months (Shapiro, Crookes, & O’Sullivan, 1989). As a result, South Africa began
experiencing one of the fastest growing HIV pandemics in the world (Whiteside &
Sunter, 2000).

In South Africa, the post-apartheid period carried, and continues to carry, the challenge
of reconstruction and development (Loening-Voysey, 2002). The fight against the AIDS
epidemic was largely neglected, as the need to address past inequalities was considered
to be the government’s main priority (Makgoba, 2000). Only after the election of the
second democratic government did the HIV epidemic receive greater attention
(Heywood, 2005). In 1997, Webb stated that the political response of South Africa to
the AIDS epidemic was “one characterised by denial, ministerial wrangling, the
misallocation of resources and [was] muted by those forces either resisting or pushing
for political transformation” (Webb, 1997, p. 73). In 2004, Cooper et al. declared that in
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the previous 10 years, the South African government’s policy on HIV and AIDS had
been “ambiguous at best, often imparting confusing and contradictory messages to
health care providers and the public” (p. 78). The above quotes highlight the
complacency of the South African government in its approach to HIV, especially early

on in the new democracy.

However, things began to change when President Mbeki’s government approved the
long-awaited provision of free ARV drugs in public hospitals in November 2003, with
the expectation that there would be at least one service point in every health district
within the year (Baleta, 2003). This change of thinking was largely due to civil society
organisations, particularly the Treatment Action Campaign (TAC), playing a decisive
role in pressuring the government to act (Cooper, Morroni, Orner, Moodley, Harries,
Cullingworth et al., 2004). Deane (2005) argues that the implementation of such a plan
depended largely on the wealth of the individual provinces, and did not always take
place in reality, as the required infrastructure and management skills were not always in

existence at all the service delivery points.

In October 2009, newly elected South African president, Jacob Zuma, announced a new
“strategy” to fight AIDS, which was aimed at counteracting the negative impact of the
Mbeki era. In his speech to the National Council of Provinces he said:

We must not lose sight of the key targets that we set ourselves in our national
strategic plan. These include the reduction of the rate of new infections by 50%,
and the extension of the ARV programme to 80% of those who need it, both by
2011. (Zuma, 2009)

Essentially, it is not a new strategy, but rather a greater commitment from government
to implement the objectives of the National Strategic Plan (NSP) (2007-2011) (DoH,
2007). President Zuma has explicitly stated his support for the fight against AIDS and
he will have to be accountable if the targets set are not achieved. However, most
encouraging is the fact that he is publicly supporting the fight against AIDS (“Zuma the
architect for HIV/AIDS strategy,” 2009).
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On World AIDS Day, 2011, President Zuma reiterated the South African government’s
stance against AIDS and its support for the new National Strategic Plan to fight HIV,
Sexually Transmitted Infections [STIs] and TB (2012-2016). Two of the strategic

objectives have a direct bearing on CHBC, namely:

e To address social and structural barriers to HIV, STI and TB prevention, care
and impact

e To sustain health and wellness (Zuma, 2011)

Hence, CHBC has the full support from the South African government because it aims

to address “barriers to ... care” and to “sustain health and wellness.”

2.6.2 AIDS and gender inequality

An added complexity to the problem of HIV and AIDS and the context of CHBC is that
gender inequality has played a major role in the spread of HIV. It is estimated that of all
the youth in South Africa, those aged between 15 and 24, there are about four females
for every male infected with HIV (Dorrington, Bradshaw & Budlender, 2002). This
imbalance is partly biological, but it is largely a result of gender inequalities (Cooper et
al., 2004). Hence, women are vulnerable to HIV infection not only owing to their
anatomy and physiology, but also because of their cultural and socio-economic position
(Tlou, 2002). Temmerman, Ndinya-Achola, Ambani and Piot (1995) state that many
African women refuse to be tested for HIV, because of the fear of stigma and
discrimination, as stigma and discrimination often lead to domestic violence,
abandonment or even murder. This means that women fear their husbands or partners,
thus illustrating the inequality in male-female relationships. Rape is a sexual assault and
is also a means of spreading HIV. Jooma (2005) indicates that women do not have the
power to negotiate sexual relationships. A major reason for this being inequalities in

income, as women fear “financial reprisal” (Cooper et al., 2004, p. 78).

South Africa has one of the highest numbers of reported rape cases per female
population in the world (Christofides, Webster, Jewkes, Penn-Kekana, Martin,
Abrahams & Kim, 2003). According to the South African Police Service’s (2011)
Annual Report 2010/2011, the definition of rape has been made much broader, being
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referred to as “sexual offences” and includes a whole range of transgressions which
were never previously regarded as “rape or indecent assault”. The South African Police
Service Annual Report of 2007/2008 (which still used the older definition of rape and
referred only to women) indicates that between April and December 2008 there were
36,190 reported rapes in South Africa (South African Police Service, 2008).
Furthermore, a recent study of 511 women and 487 men in Gauteng Province, South
Africa, shows that “overall 25.2% of women had ever had the experience of being raped
by a man, whether a husband or boyfriend, family member, stranger or acquaintance
while an even higher 37.4% of men admitted to ever raping a woman” (Gender Links &
the Medical Research Council, 2010, p. 3).

In the context of CHBC, most of the caregivers are women (Ama & Seloilwe, 2011,
Akintola, 2006); many of these women are the sole breadwinners (Akintola, 2006) for
their families and very often these women are themselves HIV-positive (UNAIDS,
2000a). Demmer (2006) argues that the gendering of caregiving in the context of CHBC
is linked to the African social construction of masculinity and femininity. Furthermore,
men are often absent from HIV and AIDS-affected homes, as a KwaZulu-Natal study
shows, indicating that the men were absent in 72 per cent of the households (only 10 per
cent of these were absent due to divorce or separation) with only 34 per cent of the
fathers providing for their children (Denis & Ntsimane, 2006). Akintola (2006),
referring to the South African situation, stated that traditionally women are expected to
do the caring (Ncama, 2005). Therefore, women and girls are bearing the greatest

burden of caring for those with AIDS-related illnesses (Cooper et al., 2004).

2.6.3 AIDS and stigma

This section examines the problem of HIV and AIDS and the impact of stigma which
often accompanies the disease. Stigma results in discrimination and a fear of

discrimination on the part of PLHAs and those associated with them.

Ahn, Grimwood, Schwarzwald and Herman (2003) argue that one of the most
challenging aspects of HIV and AIDS is the question of discrimination due to fear,
denial and stigmatisation. Furthermore, many women in sub-Sahara African refuse to be

tested out of fear of discrimination (Simbayi, Kalichman, Strebel, Cloete, Henda &
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Mgeketo, 2007). Therefore, another element affecting the context of CHBC is the issue
of stigma as experienced by PLHAs and also those caring for them. According to
UNAIDS (2000b), “discrimination refers to any form of distinction, exclusion or
restriction affecting a person, usually, but not only, by virtue of an inherent personal
characteristic, irrespective of whether or not there is any justification for these
measures” (p. 7). Closely linked to discrimination is the concept of stigma. Avert (2011,

para. 1) defines stigma in relation to AIDS as follows:

AIDS-related stigma and discrimination refers to prejudice, negative
attitudes, abuse and maltreatment directed at people living with HIV and
AIDS. The consequences of stigma and discrimination are wide-ranging:
being shunned by family, peers and the wider community, poor treatment
in healthcare and education settings, an erosion of rights, psychological
damage, and a negative effect on the success of HIV testing and

treatment.

As stigma is a socially constructed phenomenon it is not always easy to recognise, and
only when stigma is expressed in the form of discrimination does it become more
obvious (De Cock, Mbori-Ngacha & Marum, 2002). Stigma results in polarisation,
leading to an “us-them” situation and is primarily a result of fear (Skinner & Mfecane,
2004). Stigma often results in the shunning of PLHAs by family, friends, colleagues and
even health care workers, with PLHAS even being subjected to various forms of abuse
(Herek, Capitanio & Widaman, 2002). Many PLHAs fear being identified as HIV-
positive, because of the possible repercussions (Ogden, Esim & Grown, 2004). Hence,
at the community level, stigmatisation of PLHAS has discouraged testing and disclosure
(Herek et al., 2002; Letamo, 2003; Medley, Garcia-Moreno, McGill & Maman, 2004).
The fear is often warranted, as one need only consider the deaths of Gugu Dlamini, in
KwaZulu-Natal in 1998 (Martin, 2004), Lorna Mlofane, in the Western Cape, in 2004
(Mbamato & Huisman, 2004), and Isaiah Gobuyo in Kenya, in 2006 (BBC, 2006), who

were all HIV-positive, and murdered because of their status.

Whiteside and Sunter (2000) state that the consequences of fear and a culture of non-
disclosure result in amongst other things: a reluctance to find out one’s sero-status;

unchanged sexual behaviour, resulting in the continued spread of the virus through
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sexual interaction; delayed access to ARVs by PLHAs, making the drugs less effective
and speeding up death, and increased mother-to-child HIV transmission, as bottle-
feeding (which reduces infant infection) implies a positive status and despite being
positive, fear of stigma results in HIV-positive mothers breast-feeding.

Regarding CHBC, Campbell and Foulis (2004) argue that the caregiver’s task is
undermined by the stigmatisation of PLHAs, especially when the caregivers are also
sometimes viewed as outcasts (Hernes, 2002), becoming the victims of “secondary
stigma” (Ogden & Nyblade, 2005, p. 33). Caregivers are under even more pressure
when some clients insist on confidentiality and even sometimes try to prevent their
caregiver from knowing their status (Maimane, 2004). Skinner and Mfecane (2004)
state that family members may also resist being informed of a relative or friend’s HIV-
positive status, as they fear that they too may become vulnerable to exclusion, by
association, so that this in turn can lead to a “fear of asking for care and a fear of
offering care” (p. 162). For this reason many CHBC programmes for PLHAs include
the care of patients with other chronic diseases in order to avoid being stigmatised by

community members (Akintola, 2004).

There is a great need for human rights law to protect the well-being of PLHAs (Uko,
2004). However, as De Cock, Mbori-Ngacha and Marum (2002) point out, the law can
protect PLHAs from discrimination regarding, for example, housing, education or
employment, but it is much more difficult to protect them from stigma, which is social
and not structural. Disclosure by high profile figures could help to make the disease
more acceptable and thus encourage people to find out their HIV-status and also seek
counselling and treatment if they are found to be HIV-positive. For this reason,
President Bakili Muluzi of Malawi announced that his brother had died from AIDS in
2004, in an effort to remove the secrecy and mystery that surrounds the disease (BBC
News, 2004). In 2005, former South African president, Nelson Mandela revealed that
his eldest son, Makgatho had died from AIDS (BBC News, 2006).

2.6.4 AIDS and Poverty

This section examines the complex topic of poverty, which is an unfortunate reality for

many South Africans. First a short background to poverty in South Africa is presented.
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Second, poverty and unemployment are discussed, followed by the third point
concerning education and how it relates to poverty. Fourth, a discussion of poverty and
how it often results in unhygienic living conditions is presented. Finally, the problem of

food security is discussed and how it is affected by poverty.

2.6.4.1 Background to poverty in South Africa

In 2000, former South African president Thabo Mbeki insisted that poverty and not the
Hl-virus was the cause of AIDS (Mbeki - Africa's challenges, 2000). He was not
altogether incorrect, as poverty does indeed play a major role in the spread of any
infectious disease, including the HI-virus, although it is not the direct cause of AIDS.
According to a Human Sciences Research Council (HSRC) study, 57 per cent of South
Africa’s population live in poverty and 72 per cent of the Eastern Cape’s population live
in poverty (HSRC, 2004). Landman, Bhorat, Van der Berg and Van Aardt (2003) offer
a lower figure suggesting that “most economic and political analysts [state] that
approximately 40% of South Africans are living in poverty — with the poorest 15% in a
desperate struggle to survive.” Despite being a lower percentage than the percentage
presented by the HSRC, the figure still implies that approximately 18 million out of 45
million (based on 2001 census) South Africans are living in poverty. Such dramatic
figures demonstrate that the problem of poverty needs addressing as urgently as the
problem of HIV and AIDS.

2.6.4.2 Poverty and unemployment

Another crucial factor of poverty is unemployment. According to Statistics South Africa
(2011), in the January to March quarter of 2011, there were approximately 4.4 million
people in South Africa who were unemployed. Paton, writing for the Financial Mail
(2010), states that 2.5 million young people aged 18 to 24 are neither working nor in

any kind of education or training.

Families who have no breadwinner slip deeper into poverty and in the context of HIV
and AIDS this becomes an added burden. If one adds to this the fact that AIDS-related
deaths occur primarily in the 25 to 45 year age group (Dorrington et al., 2002) then it is
evident that many families’ breadwinners are dying, placing a great deal of strain on

dependents, such as children and elderly grandparents (Barnett & Whiteside, 2006).
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Furthermore, female breadwinners often have to stop work in order to take care of
family members who fall sick, which increases their economic dependence (Cooper et
al., 2004).

2.6.4.3 Poverty as it relates to education

Poverty and a lack of education are also closely related. In the context of the AIDS
epidemic, education (literacy) levels play a very important role in introducing
alternative ways of living and thus leading to a change in behaviour. As Hernes (2002)
states, a lack of knowledge has led to a further spread of HIV and AIDS. This is largely
due to illiteracy, which in turn affects treatment-seeking behaviours (Ramanathan,
Tarantola & Marlink, 2002). llliteracy and the resultant ignorance also contribute
towards the problem of stigma and discrimination (International Center for Research on
Women (ICRW), 2002). Stigma in turn leads to delays in treatment (Ogden & Nyblade,
2005).

2.6.4.4 Poverty and unhygienic living conditions

Poverty is often associated with unhygienic living conditions. Such conditions make
people living with full-blown AIDS, namely, people who are HIV-positive, but who
have a CD4 count of less than 200 (UNAIDS, 2008b) very vulnerable to contracting
opportunistic infections. The results of a Kenyan study show that “in informal
settlements, poverty and poor living conditions combine to increase the risk
environment for HIV infection and other opportunistic infections” (Amuyunzu-
Nyamongo, Okeng'o, Wagura, Mwenzwa, 2007, Abstract). Furthermore, poor living
conditions make CHBC more difficult, because the work of volunteer caregivers may
be compromised. Kang’ethe (2009) noted in his study that poor sanitary conditions are a
result of the poverty of the client, the family and the caregivers, and such conditions

lead to unhygienic care environments.

2.6.4.5 Poverty and food security

Furthermore, people living in poverty do not have access to quality food. Studies show
that opportunistic infections are more common in people with gross nutritional
depletion and malnutrition (DoH, 2001). Looked at another way, people with
malnutrition are more likely to develop full-blown AIDS if they are HIV-positive. More
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than 14 million people, or about 35 per cent of the population in South Africa, are
estimated to be vulnerable to food insecurity, while 1.5 million children under six have
been stunted due to malnutrition (De Klerk et al., 2004). Data from the South African
General Household Survey (2007) indicate that 10.6 and 12.2 per cent of households
had adults and children (respectively) who had gone hungry in the year prior to the
survey (Aliber, 2009). PLHAs have higher nutritional needs than normal, healthy
people, needing 30-50 per cent more protein and 15 per cent more energy (De Waal &
Whiteside, 2003). It is imperative that a person on ARV drugs has a balanced diet for
the drugs to be effective (WHO, 2005). Depending on the regimen prescribed, taking
ARVs can require dietary restrictions, with some drugs best taken on an empty stomach,
while others need to be taken at mealtimes (Food and Nutrition Technical Assistance,
2004). Furthermore, certain foods are able to counteract ARV side-effects (Panagides,
Graciano, Atekyereza, Gerberg & Chopra, 2007). Marais (2005) expresses the problem
of a lack of food as follows: “When a need as elemental as a square meal goes unmet,

the “continuum of care” is effectively robbed of its meaning” (p. 69).

The above discussion emphasises the social complexity of CHBC by highlighting the
many overlapping problems which make up the context in which many of the clients,
who are cared for by volunteer caregivers, live. Poverty, unemployment, gender
inequality and stigma make care and treatment of PLHAs very difficult to implement.
Indeed, in a study by Cloete, Strebel, Simbayi, Van Wyk, Henda and Ngeketo (2010) it
was found that “in the context of unemployment, poverty, and lower socioeconomic
status, HIV status becomes a secondary concern to PLWHA [people living with HIV
and AIDS]” (p. 6). Therefore, the challenge of caregiving that volunteer caregivers and

their NPOs face cannot be underestimated.

2.7 Volunteering

Wilson (2000) defines volunteering as “any activity in which time is given freely to
benefit another person, group, or organisation” (p. 215). Penner (2002) presents a
definition of volunteerism as: “long-term, planned, prosocial behaviors that benefit
strangers and occur within an organisational setting” (p. 448). According to the Malawi
National AIDS Commission (2004), “a volunteer is defined as a person who supports

your organisation by donating some of their time to provide CHBC services. Such a
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person may be given incentives, but financial remuneration is not the main

compensation that this person receives” (p. Viii).

Voluntary work is an important indicator of the willingness of people to take part in
activities that will be of benefit to others and the community at large (Harper & Kelly,
2003). As mentioned in Chapter 2, membership in voluntary associations is closely
linked to the concept of social capital, and the purposes of voluntary associations are
wide and varied (Hall, 1999). Putnam (2000, p. 116) states: “Altruism, volunteering,
and philanthropy — our readiness to help others — is by some interpretations a central
measure of social capital.” Lin (1999), referring to Putnam, described social capital, as
social relations that maintain and encourage voluntary associations and groups. Indeed,
without the presence of volunteer caregivers it is inevitable that almost all CHBC

programmes would cease to exist.

2.8 Willingness to care

Related to volunteering and an important aspect of caregiving is the caregiver’s
willingness to care for a person with a terminal illness. Willingness to care can be
defined as a caregiver’s attitude toward providing emotional, physical, and instrumental
support to a terminally ill person, especially a PLHA (McDonell, Abell & Miller, 1991).
Abell (2001) highlights three important areas concerning a caregiver’s willingness to
care: 1) emotional support, which requires caregivers to offer comfort when their client
is distressed, or to listen to the client expressing anger or grief, or to be non-judgement
regarding their client’s choice of friends or companions; 2) instrumental support, which
requires the caregiver to prepare meals, to undertake domestic chores, or to provide
transport to medical appointments and 3) physical or nursing support, which requires
the caregiver to change soiled bed linen, bath their client, or assist their client in and out
of bed.

Abell (2001) identified two separate, but closely connected aspects of caregiving: 1)
ability, which concerns the tasks caregivers believe they can carry out if necessary and
2) willingness, which concerns the tasks that they will actually agree to perform. These
aspects are separated to differentiate between those tasks caregivers believe, due to their

health, resources, or skills that they are actually capable of performing from those they
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are actually willing to perform (Abell, 2001). Hence, a person may have a recurrent
back injury and therefore be unable to perform certain care activities such as
transferring a patient from a bed to a chair. However, a person may be physically
healthy, but may still be unwilling to assist with physical care out of fear that it may

cause a back injury.

The symptoms encountered the most frequently by caregivers, especially when dealing
with PLHAs are: diarrhoea, vomiting, thinness, sores in the mouth and/or on the body,
frequent fevers, aches and pains, and failure to respond to medicines, severe or very
persistent headaches; sweats or chills; pain in mouth, lips or gums; white patches in the
mouth; painful rashes or sores on skin or around anus, vagina or penis; nausea or loss of
appetite; eye troubles; sinus infection, pain, numbness or tingling in hands or feet;
persistent coughing and difficulty breathing or difficulty catching breath (Chimwaza &
Watkins, 2004; London, Fleishman, Goldman, McCaffrey, Bozzette, Shapiro &
Leibowitz, 2001). Caregivers are expected to respond to the above symptoms in their
clients and this list of symptoms helps to put into perspective what kind of symptoms

volunteer caregivers need to be willing and able to attend to.

2.9 Main role players in community home-based care

This section discusses the main role players in CHBC, namely the supervisors, the
caregivers (who are separated into family caregivers (FCGs) and volunteer caregivers)

and the clients who are the recipients of the care provided by the caregivers.

2.9.1 Supervisors

A supervisor, in the context of CHBC, is someone who manages a group of volunteer
caregivers. Cameron (2003) states that supervisors should be professional people: with a
good understanding of CHBC; who have leadership and organisational skills; who are
able to commit the necessary time to the volunteer caregivers; who have experience and
an interest in facilitation, mentoring, and counselling; who have access to personal
psycho-social support. She identifies the primary roles of the supervisor to be to:
“nurture and mentor the caregivers, and identify and address problem areas” (Cameron,

2003, p. 36).
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Supervisors also need to have the necessary authority to make and carry out decisions,
because they need to gain the respect of the volunteer caregivers and the community
(WHO, 2002). However, the WHO’s (2002) understanding of a supervisor is slightly
different from the understanding of Cameron (2003), because it appears to consider a
supervisor to have a much more managerial role in the workings of the CHBC
programme. This is largely an issue of semantics, but in this study a distinction is made
between a manager of a CHBC programme and a supervisor of a group of volunteer
caregivers. It is possible that a nurse could be both a manager and a supervisor if a
CHBC programme is very small. Furthermore, there may also be supervisors who are

not nurses or retired nurses (Symes, 2006), which is not an ideal situation.

In a study by Rosenberg et al. (2005), supervision is shown to be integral to the success
of CHBC programmes, and those programmes that emphasize the need for supervision
are also able to assure quality in their CHBC programmes. Butterworth (1992) defines
supervision as “an exchange between practicing professionals to enable the
development of professional skills” (p. 12). Volunteer caregivers are not professionals,
but their supervisors should preferably be nursing professionals who will be able to

impart skills to help them develop as caregivers.

Rosenberg et al. (2005) list a range of requirements for successful supervision: regular
supervision meetings with caregivers; adequate numbers of nurses to supervise
volunteers; visits by a nurse to a new patient’s home to plan care; and follow-up visits
to homes to ask about satisfaction with care offered. Besides caring for the caregivers
under her, the supervisor is also required to visit the clients of her caregivers, which is
very important, because it is possible that a caregiver could misdiagnose a client’s
condition, which could result in delayed treatment and possibly endanger the patient’s

health (Uys, 2002).

2.9.2 Caregivers

In an American study, Fleishman (1997) identifies six categories of caregiver: 1)
nurses; 2) paraprofessionals (nurses’ aides and paid helpers); 3) non-nursing
professionals (social workers, case managers and therapists); 4) volunteer helpers; 5)

non-resident family and friends and 6) co-resident caregivers (household members).
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Fleishman’s (1997) study focused on volunteer caregivers who work in close
cooperation with the household members of their clients, as this is the purpose of
CHBC. In some cases it was the non-resident family or friend who was the volunteer
caregiver, therefore in the present study Fleishman’s volunteer helper (category 4) was
combined with his non-resident family and friend (category 5), referred to as volunteer
caregivers. In this study, the co-resident (household) caregiver (category 6) is labelled
FCG. In most cases this FCG is the primary caregiver for the sick person in the home
(Uys, 2003a). However, in situations where FCGs have to work (because they are the
sole breadwinner), or if they themselves are sick, the volunteer caregiver may become

the primary caregiver.

The volunteer caregiver also falls under another category, namely that of community
caregiver. According to Uys (2003a), a community caregiver “is a community member
who is trained to assist the [primary caregiver] through direct care and support” (p. 4).
However, not all volunteer caregivers have been trained, or the training that they have
received may not always be adequate. For this reason, one can further sub-divide
community caregivers into formal, non-formal and informal caregivers (DoH, 2001).
Formal caregivers are Fleishman’s (1997) categories 1-3, who are, for example, nurses,
social workers and counsellors. VVolunteer caregivers primarily fit into the non-formal
and informal categories. In this study, non-formal caregivers are those volunteer
caregivers that are affiliated to a CHBC organisation, or an NPO. Informal caregivers
are those volunteer caregivers who may be in any one of Fleishman’s (1997) categories
4-6, but who operate independently, in their private capacity, or for example as a church
group, but one which is not officially registered with the local government as an NPO.
Ogden et al. (2004) refer to this type of care as “unlinked” (p. 3), i.e., it is not linked to
any formal care or support service. As they are not affiliated with any care organisation,
they are unlikely to have had any formal training. This study’s primary focus is on
volunteer caregivers who operate within the ambit of NPOs that manage CHBC

programmes, in other words non-formal caregivers.

The FCG falls in the informal caregiver category and FCGs are very important because
the volunteer caregivers have to work very closely with them when they are taking care

of their clients. The FCG is discussed in more detail in the next section.
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2.9.3 Family Caregivers (FCGs)

It is important to remember the role of the primary caregiver, who in most cases is an
FCG. Almost universally, families provide the bulk of care and support for PLHAS
(UNAIDS, 2004). A description of the care activities that FCGs provide to their sick
children, siblings or parents, helps to illustrate the burden that they have to carry on a
daily basis. They help with feeding, bathing, dressing, transferring, toileting, and
ambulating, and also with instrumental activities such as housework, shopping, cooking,
collecting water, transportation to health facilities, and making telephone calls
(Akintola, 2008b). FCGs also assist with managing financial and legal affairs, dealing
with health or other medical personnel, fetching medication, and caring for the children
of the patient and, in the case of death, the deceased (Akintola, 2008b). Furthermore,
often the FCG has to care for more than one sick family member and many FCGs are
caring for orphans (Lindsey, Hirschfeld, Tlou & Ncube, 2003). In the study by Lindsey
et al. (2003), FCGs describe caring for family members with incontinence, diarrhoea,
vomiting, confusion, skin lesions, and pain. The study also gives examples of elderly
caregivers having to collect wood and water, make the fire, cook, shop, do laundry,
clean the house and compound, tend the garden and arable lands, and travel to the

health clinic for medication and supplies (Lindsey et al., 2003).

From the above list of care activities, it is obvious that caring for a sick family member,
especially a PLHA is not an easy task. Clearly, FCGs need assistance in this regard,
because to care for someone on a daily basis for an indefinite period of time will
eventually take its toll on the FCGs — physically and emotionally. The availability of
community caregivers, specifically volunteer caregivers, is important to alleviate the

burden on the FCGs. The following section introduces the volunteer caregiver.

2.9.4 Volunteer caregivers

Campbell, Gibbs, Maimane and Nair (2008) refer to a number of sources, stating that
there is an increasing emphasis on the role of volunteer caregivers “in running
prevention programmes, providing CHBC, and increasing access and adherence to ARV
therapy, especially in sub-Saharan Africa, where there is a dramatic scarcity of health
workers.” Most volunteer caregivers are recruited by NGOs (Akintola, 2010) that

manage CHBC programmes and train them in basic nursing care (Akintola, 2004),
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which are volunteer-based, and usually led by an older woman who is often also the
founder (Symes, 2006).

NPOs generally have very few paid staff members, with most of the services provided
by volunteers who may or may not be paid a stipend (Russel & Schneider, 2000). NPOs
also have only a few care professionals, whose primary role is to supervise and train the
volunteers (Akintola, 2004). It is important to keep in mind that all NPO care services
are provided free of charge (Nsutebu, Walley, Mataka & Simon, 2001) to the clients
and their families. NPOs invest a great deal of time and money in their volunteers,
especially in the form of training (Uys, 2003a). Therefore, volunteer caregivers are
equipped with new skills and the increased confidence that comes from training makes
them better equipped to care for their clients (Green, Dhaliwal, Lee, Nguyen, Curtis &
Stock, 2003). However, it also opens up opportunities for them in the job market and as
many volunteer caregivers are unemployed, it is likely that they will leave their
volunteer work and take up employment when the opportunity arises (Defilippi &
Cameron, 2010; Fox et al., 2002). Unfortunately, the time and money invested in
volunteer caregivers are then lost when they leave the NPO and the cost is irreplaceable,
as community caregiving is not a profit-making exercise. Sometimes volunteer
caregivers simply stop volunteering, or sometimes they are unreliable and this makes
“recruiting and maintaining committed and motivated volunteers” a major challenge for

NPOs (Russel & Schneider, 2000, p. 32).

Volunteers need to be compensated for the work they do (Cullinan, 2000), as their
service is extremely valuable to the community. However, if NPOs are able to provide
their volunteer caregivers with stipends, they find it very difficult to sustain such
payments over a long period, because, as mentioned, there is no profit or cost recovery
for CHBC programmes (Russel & Schneider, 2000; Nsutebu et al., 2001). Indeed,
volunteers in a study by Boros (2010) complained about the irregularity of the stipend
payments rather the actual amount. The sustainability of CHBC programmes is thus
highly dependent on the use of volunteers to help defray costs (Abdool Karim et al.,
2002; Uys, 2003a). Volunteers with a strong commitment and a generous, non-
judgemental spirit are essential if CHBC is to become a sustainable reality (Anderson,
1994). Russel and Schneider (2000) note that there are certain non-financial incentives

that can be used to help to retain volunteer caregivers: 1) a sense of belonging; 2) a
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supportive work environment; 3) opportunities to gain skills and 4) passing a rigorous

screening process.

Uys (2003a) also identifies the ethical dilemma of recruiting volunteer caregivers who
are themselves living in poverty and using them to serve others, but without
remuneration or some form of compensation. There is a danger that they can be
exploited, because they may be volunteering in the hope that they will find work.
Therefore, volunteers need to be given some form of material compensation for their
efforts (Cullinan, 2000).

It is also important to sustain serial caregivers, in other words those volunteers who
provide care to a number of PLHAs over time. As experienced caregivers, they are
doubly valuable, because they have acquired care skills and knowledge concerning
AIDS and the local health care system (Leblanc, London & Aneshensel, 1997). Indeed,
caregivers constitute a national health resource and they should be treated as such
(Benjamin, 1988).

2.9.5 Clients

As mentioned in Chapter 1, CHBC is targeted at a wide of variety of people (DoH,
2001). However, one of the primary targets is PLHAs and one of the greatest burdens to
a diagnosis of HIV and AIDS is severe stress, which often results in the PLHA
developing depression and anxiety (Coetzee & Spangenberg, 2003). Hence, as soon as a
person is diagnosed with HIV, he or she will require counselling and teaching, and as
the disease progresses, nursing care will be required (Uys, 2003a). Hence, PLHAS and
their FCGs will require a wide variety of services including “effective interpersonal
communication, psychosocial support ... shared confidentiality ... bereavement
counselling and anticipatory guidance” (Lindsey et al., 2003, p. 499). Counselling skills
are needed to heal family relationships and also to facilitate funeral arrangements
(Kikule, 2003). A study of terminal cancer patients in Kenya and the United Kingdom
(UK) found that the main concern for the African participants was for pain control and
analgesia (Murray, Grant, Grant & Kendall, 2003).
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A study by Steinberg, Johnson, Schierhout and Ndegwa (2002) illustrates the condition
of many of the clients who are being cared for by FCGs and volunteers:
e One in six of AIDS-sick individuals in the households surveyed could not
control their bowels and about the same number could not control their bladders.
e About 20% could not wash without assistance.
e Households reported that on average the AIDS-sick person was chronically ill

for a year before dying.

Steinberg et al. (2002) note that 30 per cent of the participants (n=71) in their study had
lost all income due to illness, resulting in acute financial needs. This aspect of care is
very difficult for volunteer caregivers to deal with as they are often poor themselves and
they cannot always give their clients the material support they need, which in turn
affects quality care (Kang’ethe, 2009). The following section looks at the volunteer
caregivers and the different kinds of care activities or services that they provide for their

clients.

2.10 Volunteer caregiver activities

This section discusses the caregiving activities that volunteer caregivers have to
undertake. Volunteer caregivers assist FCGs and clients with aspects such as hygiene,
wound care and symptom control with a view to improving the quality of life of the
client and family by: 1) making the client more comfortable; 2) improving the health of
the client and 3) lightening the care load on the FCG (Uys, 2002). Care activities can be
placed into four broad categories: instrumental care; personal care; counselling and

spiritual support and health education.

2.10.1 Instrumental care

Instrumental care refers to the daily chores that are required in the running of a
household (Lindsey et al., 2003). Volunteer caregivers are often required to undertake
such chores, because their patients are sometimes too sick to carry out basic household
activities. In a Norwegian home care study by Bunch (1998), the following instrumental
categories were identified: cleaning/laundry, meal preparation and eating, shopping and
activities of daily living. Instrumental activities in rural areas include collecting water

and wood, cleaning, shopping, cooking, and dealing with finances (Lindsey et al.,
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2003). Volunteer caregivers also sometimes assist with transportation, making
telephone calls, visiting health facilities and the procurement of medication (Akintola,
2006, 2004).

2.10.2 Personal care

The following activities can be described as personal care, namely, bathing, feeding,
dressing, mobilizing, and helping with elimination (Lindsey et al., 2003). In addition,
caregivers provide basic nursing care, including mouth care, cleaning pressure sores,

skin care, turning bedridden patients (Akintola, 2006).

All caregivers are expected to use universal precautions in their work including hand-
washing, cleaning linen with soap and water, using disinfectants and detergents, burning
or safely disposing of rubbish and avoiding contact with blood or body fluids by using
gloves and diapers (WHO, 2002). A study by Lindsey et al. (2003) indicates that
although the caregivers were advised on the use of universal precautions, very few
caregivers heeded this advice. As one FCG explained, “It is my daughter, I love her. I
can’t wear gloves or other things. If I am holding or nursing my child I love, putting a
barrier would be like I don’t love her” (Lindsey et al., 2003, p. 495).

2.10.3 Counselling and spiritual support

Besides the general categories of instrumental and personal care activities, volunteer
caregivers also provide the following services: counselling and health education
(Akintola, 2004). According to the National Home-Based Care Programme and Service
Guidelines of the Kenyan Ministry of Health (2002), counselling can be described as a
professional helping relationship that assists people to understand and deal with their
problems. The mental health of ill people, family members and members of the CHBC
team is vitally important (WHO, 2002). Furthermore, according to Akintola (2006)
volunteer caregivers provide spiritual support by praying with their patients and moral
support by showing them love and compassion, and by talking and listening to them
(Akintola, 2006).

The following section is based on the National Home-Based Care Programme and

Service Guidelines (Kenyan Ministry of Health, 2002). Counselling includes
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psychological/emotional support, anxiety reduction, promotion of positive living, and
help with making informed decisions about HIV testing, life and living. Good
counselling also involves: accurate information about the subject, active listening, self-
awareness and an understanding of the counselling process. In the context of CHBC
there are several types of counselling: 1) Pre- and post-test counselling—voluntary
counselling and testing (VCT); 2) Behaviour change counselling; 3) Group counselling;
4) Family counselling; 5) Supportive counselling; 6) Crisis counselling; 7)
Spiritual/pastoral counselling and 8) Death and bereavement counselling (Kenyan
Ministry of Health, 2002). It must be noted that VCT has since been replaced by HIV
counselling and testing (HCT) (Skinner, 2010).

The objectives of counselling and psycho-spiritual care in CHBC are to:

e Control the spread of HIV/AIDS through information dissemination, promotion
of safer sex, advocacy for behaviour change, and encouragement of better
health-seeking behaviour.

e Help PLHAS to come to terms with the infection and to adopt a positive living
attitude.

e Help the client/PLHA make well informed decisions about sex and sexuality.

e Offer psychological and spiritual support to PLHAS and their families.

e Help PLHAS to assess and talk about what their life has meant to them through
their belief systems, whatever they may be.

e Help PLHAS accept the need to talk to family members about their condition
and future plans (Kenyan Ministry of Health, 2002, pp. 14-15).

Counselling/psycho-spiritual care requirements and issues include: 1) confidentiality; 2)
acceptance; 3) training; 4) monitoring and supervision and 5) a multi-sector approach

and collaboration/networking (Kenyan Ministry of Health, 2002, p. 15).

However, the provision of emotional support to their clients is a difficult task for
volunteer caregivers especially if they do not have the necessary support themselves and

which may lead to caregiver burnout (WHO, 2002).
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2.10.4 Health education

Volunteer caregivers also offer advice and teach FCGs and their patients basic skills on
how to grow vegetable gardens for subsistence and give advice regarding adequate
nutrition and monitor drug adherence (Akintola, 2006). Volunteer caregivers also
provide Directly Observed Treatment, Short Course (DOTS) for those who are on TB
medication. They may not prescribe or administer any drugs, but they can refer serious
cases to the health facilities (Akintola, 2004; Akintola, 2006).

The preceding section discussed the caregiving activities of volunteer caregivers with
specific reference to instrumental care, personal care, counselling and spiritual support,
and health education. The following section presents monitoring and evaluation in
CHBC.

2.11 Monitoring and evaluation

There is a great need for improved evaluation in the area of HIV and AIDS treatment,
care and support. This is evident from the national HIV and AIDS and STI Strategic
Plan for South Africa, 2007-2011, which recognises monitoring and evaluation as an
important policy and management tool (DoH, 2007). According to the NSP (2007-
2011), the lack of a comprehensive monitoring and evaluation framework and clear
targets and responsibilities was a major weakness of the NSP 2000-2005 (DoH, 2007).
The NSP (2007-2011) identified the need for the establishment of a monitoring and

evaluation plan for all civil society structures.

In addition, the DoH (2001) National Guideline on Home-Based Care / Community-
Based Care places an emphasis on the evaluation of CHBC. It states that the
recommendations that are derived from the evaluation process are an essential
component of the development and provision of on-going care (DoH, 2001). According
to Van Praag and Tarantola (2001), there is still a great deal to be done in terms of the

evaluation and monitoring of care provided to PLHAS.

The Kenyan National Home-Based Care Programme and Service Guidelines (Kenyan
Ministry of Health, 2002), identified one of the constraints or limitations of monitoring

and evaluating CHBC to be the inability of NPO CHBC programmes or organisation to
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formulate monitoring and evaluation tools for the collection of data. Furthermore, the
coverage and effectiveness of the majority of the CHBC programmes that are in
operation remain unknown, as very few have the resources or the capacity to monitor or

evaluate their activities (Ogden et al., 2004).

Monitoring and evaluation of CHBC programmes is important to ensure adequate and
effective care, and the WHO (2002) has highlighted the following characteristics of
monitoring: First, the monitoring process is generally undertaken by a supervisor who is
usually a qualified nurse. Monitoring care activities may involve conducting site visits
in order to assess care and to promote peer supervision. Furthermore, it is important to
monitor the accessibility of vital medication, supplies and equipment. Included in the
monitoring process is the need to keep statistics on the numbers of sick people who
access CHBC and their diagnosis and treatment regimens. Also included is the need to
monitor CHBC education of staff. Finally, the WHO notes that financial accountability
and budget management is also an important part of monitoring and evaluation (WHO,
2002).

The preceding section presented the issue of monitoring and evaluation with specific
reference to CHBC. It highlighted the importance that the South African government
places on the process of monitoring and evaluation. The following section discusses the

importance of training in CHBC.

2.12 Training

Volunteer caregivers need adequate training, as they are responsible for guiding family
members to care for chronically ill patients. Therefore, they need to be well prepared to
handle a range of medical problems as well as psychological challenges such as
bereavement counselling (Cullinan, 2000). Caregivers need to be trained to undertake
the cleaning and dressing of wounds, provide oral hygiene, to supervise the taking of
medication and be able to diagnose opportunistic infections (Ncama, 2005). Cameron
(2003) recommends that training courses need to provide volunteers with a wide range
of knowledge and skills so that they will be equipped to provide quality holistic care
and support. Indeed, Ncama (2005) stated that insufficient knowledge among volunteer

caregivers was identified as the primary cause of poor quality care.
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Thabethe (2006, pp. 32-33) noted that the average CHBC training course comprises the
following training aspects:

e Overview of the role of community home-based caregivers

Sexually Transmitted Diseases (STDs)

e Tuberculosis (TB) in the context of HIV and AIDS, HIV and AIDS in context,
caring for someone living with HIV and AIDS, death and dying

e Basic nursing skills, palliative care, pain and symptom control, psychosocial and
spiritual support, helping the patient with his or her feelings

e The body anatomy, nutrition, feeding

e Basic communication, presentation skills.

e Paediatric issues and family care

e Caring for the caregiver

e Toilet care, environmental hygiene and bed-making

e Dressing and undressing, personal hygiene

e Wound care, administering medicine

e Caring for patients with infectious diseases

Callaghan, Ford and Schneider (2010) highlighted the importance of on-going training
for caregivers and they reported that South African community health workers reported
a desire for better training and supervision in order to meet the challenges that come
about with CHBC. In a study by Schneider and Lehmann (2010), they note that there is
no standardized training.

2.13 Benefits of community home-based care

The following section presents the benefits of CHBC. First, the cost of CHBC is
discussed, followed by the benefits of CHBC to families and FCGs. Thereafter is a
discussion of the benefits of CHBC to clients who are terminally ill. Finally, the
benefits of CHBC to the volunteers themselves are discussed.

2.13.1 Cost of community home-based care in relation to clients
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From the perspective of the client and the FCGs, it can be argued that one of the
benefits of CHBC is that it is less expensive for the family, because the cost of transport
to a hospital and the time spent on hospital visits is reduced (Rosenberg et al., 2005;
Uys, 2003a). According to Jagwe and Barnard (2002), CHBC is cheap and acceptable to
the family and patient and can offer care that respects cultural practices and removes the
need for family attendance at hospital (Harding & Higginson, 2005; Merriman &
Heller, 2002). Furthermore, CHBC allows relatives to take care of the client while
attending other household duties (Uys, 2003a).

From the perspective of public health care institutions, one of the benefits of CHBC is
that the totality of care is less expensive, since time spent in hospital by AIDS patients
is reduced (Anderson, 1994; Uys, 2001; Uys, 2003a). The DoH National Guideline on
Home-Based Care / Community-Based Care (2001) states that CHBC will, “reduce and
share the cost of care within the system” (p. 9). However, it is debatable whether the
“sharing of the cost” of care actually benefits the patients and their families or whether
it primarily benefits the DoH. It is also questionable if the so-called “sharing of costs” is
spread evenly between the DoH and the clients or indeed whether it should be spread

evenly at all considering that most people accessing CHBC are living in poverty.

2.13.2 Family and community home-based care

A major benefit of CHBC, for family and friends, is that they are always close by to
give support and to provide continuous, individualised care (Kikule, 2003; Uys, 2003a).
Clients often feel that the care received through CHBC programmes is adequate, and
there is a sense of privacy (Kikule, 2003). Clients who are suffering often see their
home as a safe place containing the relationship between them and their family, where
they can feel free to express their feelings of distress, which can be therapeutic for the
patient (Regnard & Tempest, 1998). Research has shown that many people prefer to
receive care in familiar environments close to family and friends and within their own
community (Anderson, 1994; Kikule, 2003; Uys, 2003a). The DoH National Guideline
on Home-Based Care / Community-Based Care (2001) also promotes the fact that
CHBC *“allow[s] people to spend their days in familiar surroundings and reduce[s]

isolation” (p. 5).
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Furthermore, effective CHBC has been shown to improve the quality of life of patients,
as well as that of their primary caregivers. For families, CHBC may prove more
convenient and less expensive than transporting sick family members to the hospital.
CHBC also provides opportunities for HIV and AIDS education, which is particularly
important for more isolated communities (WHO, 1993). According to a Brazilian study,
when dealing with medication, CHBC can in fact improve adherence to ARVs (Gupta,
Santos da Silva & Passos, 2005).

2.13.3 Dying and community home-based care

CHBC has been widely acclaimed as having many advantages, including improving the
experience of illness, dying and death for PLHAs and their families alike (Campbell &
Foulis, 2004; DoH, 2001; Nsutebu et al., 2001; Uys, 2001; Uys, 2003b; WHO, 2002).
According to Uys (2003b), “the relationship between dying at home and having a
‘good’ death supports the notion that CHBC is the model of choice for PLHA [people
living with HIV or AIDS]” (p. 279). From the perspective of bereavement, CHBC
allows the client and the family time to come to accept the illness and inevitable death
of the client (Uys, 2003a). Furthermore, Uys (2003a) argues that many people prefer to
handle their illness and mortality in surrounding that are familiar to them rather than in
a hospital environment. It is also argued that CHBC can also be more beneficial for
terminally ill patients, where they are in a supportive home environment, and where
they may die surrounded by family and friends (Cullinan, 2000). Studies show that
between 50 and 70 per cent of patients with terminal illnesses would prefer to remain at
home for as long as possible until their death (Townsend, Frank & Fermont, 1990). In a
study of 300 Scottish nurses, it was found that 80 per cent of them would choose to die
at home if it were possible (Doyle, 1982). In relation to terminal care, eight elements
make up a ‘good death’, namely: comfort, openness, completion, control, optimism,

readiness, and choice of location (Mak & Clinton, 1999).

2.13.4 Caregiver satisfaction and community home-based care

Related to the benefits of caregiving outlined above is the satisfaction of this work from
a caregiver’s perspective. Horsman and Sheeran (1995) state that caregivers have
reported the following sources of satisfaction: providing non-judgemental care to a

stigmatised population, providing comfort and support, friendships with patients,
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providing education, helping family members and friends, and receiving positive
feedback from patients and their families. Additional sources of satisfaction are when
volunteers experience a sense of organisational commitment, supportive supervision,
job involvement, effectiveness, fulfilment and self-respect (Gysels, Pell, Straus & Pool,
2010; Demmer, 2002; Gimbel, Lehrman, Strosberg, Ziac, Freedman, Savicki &
Tackley, 2002).

The perceived rewards of HIV and AIDS caregiving can serve as a buffer against
burnout, and administrators have been encouraged to help employees identify the
rewarding aspects of their jobs and to develop ways to maximise the benefits of this
type of work (Bennett, Ross, & Sunderland, 1996; Demmer, 2006). Ferrari, McCown
and Pantano (1993) note that caregivers experience personal joy, fulfilment, and
pleasure from providing social support to their patients, but as the PLHA’s illness
progresses, these caregivers report discomfort, distress, and sorrow. Hence, caregiving

can be a bitter-sweet occupation.

The preceding section presented the benefits of CHBC. It looked at the cost of CHBC,
the benefits of CHBC to families and FCGs, the benefits of CHBC to clients who are

terminally ill and finally, the benefits of CHBC to the volunteers themselves.

2.14 Disadvantages of community home-based care

The following section discusses the disadvantages of CHBC. First, the financial costs of
CHBC are discussed followed by a discussion of the “hidden costs”. Thereafter, the
burden of caregiving is discussed in some detail.

2.14.1 Financial costs of community home-based care

It appears that the primary reason for the emergence of HBC/CHBC in the USA, one of
the first countries to begin HBC/CHBC, as a result of the AIDS epidemic, was cost-
related (Spier & Edwards, 1990). However, not everyone is in agreement concerning
the costs of CHBC (Haile, 2000; Hansen, Woelk, Jackson, Kerkhoven, Manjonjori,
Maramba et al., 1998; Russel & Schneider, 2000). However, as Nsutebu et al. (2001)
indicate, CHBC is often the only available option to PLHAs, when hospital care is

unaffordable and inaccessible. Indeed, the South African government considers CHBC
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to be a means to reduce hospital costs (DoH, 2001). Cost has certainly been an issue for
the South African government with regard to the care of PLHAS, and this is borne out
by its reluctance, in the past, to spend money on ARV treatment (Baleta, 2001). As
mentioned earlier, the DoH (2001) lists a number of reasons why the government chose
to develop a CHBC strategy for the country: shortage of hospital beds; an inadequate
number of medical, nursing and allied health professionals in the public sector; lack of
resources for treatment and drugs; increasing demands of curable conditions on existing
institutional care; hospitals, which are crowded and over-stretched, are often unsuitable
for managing patients with terminal or long-term diseases and cost of institutional care.
It is evident that the first five reasons are actually a result of the last, namely the cost of
institutional care. Owing to the costs of hospitalisation, the government needed to find
an alternative source of care, in the context of the AIDS epidemic, and it looked to
CHBC programmes to do this. However, as Russel and Schneider (2000) note,
evaluations in various African countries reveal that CHBC is not necessarily a “quick
fix and cheap alternative to hospital-based care” (p. 328). Rugalema (2000) points out
the danger that governments and development agencies may be tempted to use the idea
of community resources (i.e. CHBC) as an excuse to do nothing or very little, to
alleviate the effects of AIDS on all those affected by the disease. Cullinan (2000)
expresses this more forcefully: “[I]f state health facilities are simply going to discharge
AIDS patients and assume that they will be cared for ‘at home’, HBC will simply be a
brutal form of privatisation where the poorest communities are expected to bear the
greatest burden of the epidemic” (p. 3). Furthermore, Marais (2005) adds that the major

weakness of CHBC is the fact that institutional support is lacking and inconsistent.

The monetary costs involved in CHBC include: the cost of travelling (taxi or bus fare,
or paying for petrol); the cost of food; the cost of medical supplies including medicines
and the cost of consulting with traditional healers (Hansen et al., 1998; Nsutebu et al.,
2001). Such costs could either be the burden of the client, the FCGs or the volunteer
caregiver. Indeed, all three could contribute at any time to these costs, but more
importantly the health institutions are spared. Marais (2005) notes that CHBC is not
cheap, but only “appears that way because the true costs are hidden, deflected back into
the communities and domestic zones of the poor” (p. 67). The following section
discusses the hidden costs of CHBC.
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2.14.2 Hidden costs

CHBC contains certain hidden costs (Leblanc et al., 1997) such as “time,” and this
mainly affects the caregiver (either the FCG or the volunteer caregiver): time spent
caring; time spent travelling to hospitals and clinics to collect medicines; time spent
visiting the clients and time spent buying food and supplies (Nsutebu et al., 2001). In
Hansen et al.’s (1998) study, it is pointed out that 2.5-3.5 hours per day are spent by
caregivers (the study is not clear which caregivers, whether family or volunteer
caregivers) on routine patient care. This is a substantial amount of time away from
normal activities and potential economic activities. Time is money and indeed if one
spends time on something, especially a service, then there should, in a just world, be

some form of compensation.

Hence, caregiving activities are time consuming, because very sick patients cannot be
left alone (Chimwaza & Watkins, 2004). Caregiving affects the social life of caregivers,
especially FCGs, as the work often prevents the caregiver from visiting friends and

attending social events, such as funerals (Chimwaza & Watkins, 2004).

Another “cost” that is not always considered is the health of the caregiver, whether a
FCG or a volunteer caregiver. The psychological health of the caregiver can be
adversely affected by strain, stress and depression (Leblanc et al., 1997). Therefore, the

following section looks at the burden of caregiving.

2.14.3 Burden of caregiving

Marais (2005) states that, “expecting the poor to provide the backbone and lifeblood of
care — with a minimum of structured support — is unreasonable and unrealistic” (p. 67).
Governments should not allow the burden of care to rest on communities without the
necessary support structures. According to Wainwright (2002), CHBC caregivers
experience greater stress than medical caregivers and Wainwright argues that this is due
to a lack of adequate training, mentoring and support. Caregivers are undermined by the
traumatic physical and psychological effects of caring for the terminally ill, resulting in

burnout and exhaustion (Lindsey et al., 2003).
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A Ugandan study points to the emotional challenges facing carers of children with
AIDS, children who might already have witnessed their parents “fall sick, become
incapacitated, lose their jobs, become stigmatised and die” (Sayson & Meya, 2001,
abstract, p. 541). Caregivers suffer from the emotional consequences of their inability to
provide for their clients as they would like to, and from their clients’ failure to improve

(Chimwaza & Watkins, 2004).

Furthermore, the majority of the caregivers complain of the physical strain — “taking the
patient in and out of the house” — painful hips from sitting in one place watching the
patient and washing soiled sheets (Chimwaza & Watkins, 2004, p. 801). In an American
study, PHLAs’ problem behaviours, caregiver work strain and unemployment are
strongly associated with greater symptoms of poor health in caregivers (Leblanc et al.,
1997). Caregiver depression is an especially important correlate of poor physical health
among all caregivers (Leblanc et al., 1997). Respondents in a Botswana study also
reported that elderly caregivers experienced depression and personal neglect (Lindsey et
al., 2003).

Another interesting finding by Leblanc et al. (199

7) suggests that many caregivers to PLHAs go about the task of care provision while
suffering substantial sickness, discomfort and pain of their own while caregivers of all
ages describe a sense of loneliness and isolation, as the sheer burden of work keeps
them within the house and compound (Lindsey et al., 2003). Linked to this and owing to
the nature of HIV and the difficult conditions in which many clients live, FCGs often
have HIV or AIDS themselves (Leblanc & Wight, 2000). Thus, these caregivers have a
greater risk of developing health problems. PLHAs who are also caregivers are
susceptible to contracting the opportunistic infections that their patients might be
carrying. Furthermore, in addition to physical health difficulties, they also experience
psychological stress, as discussed by Leblanc and Wight (2000). Ferrari et al. (1993)
state that studies have shown that PLHAs who are volunteer caregivers show emotional
and psychological strain, which are linked to perceptions of personal vulnerability to
HIV, negative effects on their own social networks, and concerns regarding the possible
loss of a valuable, intimate relationship with the patient. PLHAs who are caregivers

display greater anxiety, depression, anger, and helplessness (Ferrari et al., 1993).
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To protect themselves, caregivers may develop professional detachment and may need
to see individual clients as different from themselves, to avoid thinking about their own
vulnerability to death. Avoidance or negative attitudes toward clients (for whatever
reason) are likely to be matched by a decline in quality of care. Caregivers who are
uncomfortable discussing death may become insensitive to the needs of clients, thus
depriving them of the opportunity to deal with their own mortality. If caregivers are not
vigilant, their own grief and unresolved feelings about death can interfere with the goal
of providing a safe and accepting environment for the expression of grief (Demmer,
2006).

Volunteer caregivers often have multiple-caring commitments, as besides their work
assisting FCGs and their clients, many volunteers are caring for their own family
members, or their neighbours (Akintola, 2006). Hence, FCGs (Kang’ethe, 2010a) and
volunteer caregivers frequently experience burnout (Cox, Pakenham & Cole, 2010).
Burnout is described as “a process in which every day stresses and anxieties that are not
addressed gradually undermine the carer’s mental and physical health, so that
eventually care giving and personal relationships suffer” (UNAIDS, 2007, p. 5).
Burnout can be reduced by building in support sessions, ensuring recreational breaks,
rotating staff and through the support of friends, spiritual leaders, neighbours and
community volunteers (WHO, 2002).

Caring for someone in the terminal stages of an illness places tremendous strain on all
involved. Everyone is impacted, from family and friends to health and social service
workers and those in the community, such as community volunteers. Volunteers need
regular debriefings as the work that they do is draining and can be very depressing
(Cullinan, 2000).

The above section discussed the disadvantages of CHBC, including burden of the
financial costs of CHBC, the “hidden costs” of CHBC and a general discussion of the

burden of caregiving. The following section is a discussion of quality CHBC.
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2.15 Quality community home-based care

This section presents the concept of quality CHBC using various sources dealing with
quality CHBC. Sources referred to included documents from the WHO, UNAIDS and
USAID. In addition, the Batho Pele Principles are also referred to and also certain DoH

documents.

The South African Department of Public Service and Administration (DPSA) developed
a guide entitled: Batho Pele Handbook on Service Delivery (DPSA, 2003) which
explains Batho Pele as follows:

Simply stated, Batho Pele is an initiative to get public servants to be
service orientated, to strive for excellence in service delivery and to
commit to continuous service delivery improvement. It is a simple,
transparent mechanism, which allows customers to hold public servants

accountable for the type of services they deliver. (p. 8)

The WHO (2006) document entitled: Quality of care: a process for making strategic
choices in health systems argues that there is a need to focus on quality in health
systems at this time. It states that: “Even where health systems are well developed and
resourced, there is clear evidence that quality remains a serious concern ... with wide
variations in standards of health-care delivery within and between health-care systems.”
Furthermore, it states that: ... the process of improvement and scaling up needs to be
based on sound local strategies for quality so that the best possible results are
achieved...” (WHO, 2006, p. 3). This last statement referred particularly to developing
countries like South Africa. Hence, in both developed and developing countries there is

a need to determine what quality is and to achieve this quality in all health care systems.

The WHO (2006) document addresses the issue of quality care in health care systems
by suggesting that health care needs to be:

o effective, delivering health care that is adherent to an evidence base and results

in improved health outcomes for individuals and communities, based on need;

According to the USAID (n.d.) document entitled: Institutionalizing quality in

health services, “the quality of health services depends on the effectiveness of
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service delivery norms and clinical guidelines” (p. 4). For example, when a
volunteer caregiver provides the client with a bed bath, is it done with dignity?
Is the client washed properly? Does the volunteer caregiver use universal
precautions?

efficient, delivering health care in a manner which maximizes resource use and
avoids waste; “The efficiency of health services is an important dimension of
quality because it affects product and service affordability and because health
care resources are usually limited” (USAID, n.d., p. 5; Franco, Silimperi,
Veldhuyzen van Zanten, MacAulay, Askov, Bouchet & Marquez, 2002). In the
case of CHBC, the clients do not pay for the services that they receive.
However, from the point of view of the CHBC management and also the donors
or funders, supervisors and volunteer caregivers should refrain from wasting
resources.

accessible, delivering health care that is timely, geographically reasonable, and
provided in a setting where skills and resources are appropriate to medical need:
“Access to services reflects a lack of geographic, economic, social, cultural,
organisational, or linguistic barriers to services” (Franco et al., 2002, p. 9). As
CHBC takes place in the home, this aspect of quality is somewhat different to
institutional access. It would rather cover the following: How freely available
are the volunteer caregivers to their clients? Do they speak the same language as
their clients? Do they visit their clients on a regular basis? Do they live close to
their clients?

acceptable/patient-centred, delivering health care which takes into account the
preferences and aspirations of individual service users and the cultures of their
communities;

equitable, delivering health care which does not vary in quality because of
personal characteristics such as gender, race, ethnicity, geographical location, or
socioeconomic status;

safe, delivering health care which minimizes risks and harm to service users.
(WHO, 2006, p. 9-10). “As a dimension of quality, safety means minimizing the
risks of injury, infection, harmful side effects, or other dangers or related to
service delivery” (USAID, n.d., p. 5; Franco et al., 2002). Volunteer caregivers

need be trained by professionals to ensure that they do not cause their clients any
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harm. In the case of CHBC, harm refers to both physical harm and
psychological harm. Universal precautions which were outlined earlier need to

be implemented.

The USAID (n.d.) document already referred to above and the document by Franco et

al. (2002) entitled: Sustaining quality of healthcare: Institutionalization of quality

assurance, identify a similar set of key dimensions by which to view the concept of

quality, specifically in the context of health care. The document by Franco et al. (2002)

includes a number of the dimensions that were included in the WHO (2006) document

on quality care, namely, effectiveness, efficiency, accessibility and safety, which were

included with the WHO (2006) dimensions in the above paragraph. However, in

addition to these common areas, the USAID document also addressed the following

dimensions of quality care:

technical competence: “Technical competence refers to the skills, capability,
and actual performance of health providers, managers, and support staff”
(USAID, n.d., p. 4). Hence, a volunteer caregiver needs to have the skills and
knowledge to provide personal care such as giving a patient a bed bath. A
supervisor would also need the correct training to provide adequate supervision;

interpersonal relations: This category refers to the interpersonal relations
between the various role players in the care continuum. The USAID (n.d.)
document states that, “Good interpersonal relations establish trust and credibility
through demonstrations of respect, confidentiality, courtesy, responsiveness, and
empathy” (p. 5). The four main actors in the caregiving process are the client,
the FCG, the volunteer caregiver and the supervisor. It is very important that the
volunteer caregivers are able develop trust and credibility in their relationships
with their clients and their FCGs. As mentioned in Chapter 2, social capital is
closely linked to the concept of trust;

continuity: “Continuity means that the client receives the complete range of
health services that he or she needs, without interruption, cessation, or
unnecessary repetition of diagnosis or treatment” (USAID, n.d., p. 5). CHBC
services are not as comprehensive as those offered by a health care institution.

However, volunteer caregivers need to visit regularly to ensure the clients are
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taking their medication and that there are no other symptoms that may need
treatment. The volunteer caregivers’ supervisors should also visit the clients so
that their professional training and experience can be put to use in case the
volunteer may have missed a particular symptom that may need urgent
treatment;

e amenities: As CHBC takes place in the clients’ homes, amenities do not refer to
the same facilities and features that make a patient’s visit to a health care
institution more satisfactory (USAID, n.d., p. 5). However, they could well refer
to the professional appearance of the volunteer caregivers and supervisors.

The document by Franco et al. (2002) adds a ninth dimension, namely,
e choice of services: This dimension refers to the clients’ freedom to choose, for
example, their care provider or what treatment they are given. An important

aspect of this dimension is access to information to make an informed choice.

When examining a concept such as quality care, other related concepts such as
standards of care and best practice must also be looked at. Essentially, in order to
determine whether something has “quality” it is necessary to measure it against a
standard that is recognized nationally or internationally. An example of a broad
standard, which is used throughout South African governmental structures, including
health care, is the eight Batho-Pele Principles (DPSA, 2003). The second principle is

titled: “Setting service standards.” This principle is further elaborated as follows:

This principle reinforces the need for benchmarks to constantly measure
the extent to which citizens are satisfied with the service or products they
receive from departments. It also plays a critical role in the development
of service delivery improvement plans to ensure a better life for all South
Africans. Citizens should be involved in the development of service
standards. (North West Development Corporation, n.d., p. 6)

As indicated by the DoH (2001), CHBC is an important aspect of the overall health care
system of the South Africa. Therefore, “quality” CHBC also needs to be viewed as an

important characteristic of this greater system of care. The need for quality CHBC is
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emphasized in the guideline itself, where it states that one of the principles of CHBC is
to: “Promote and ensure quality of care, safety, commitment, cooperation and

collaboration” (DoH, 2001, p. 4).

Muller and Flisher (2005) draw on Brown, Franco, Rafeh & Hatzell (1997) to claim that
despite quality assurance processes originating in “first world market driven economies,
it has been emphasised that service quality is applicable, and indeed essential, for less
resourced, developing countries” (p. 141). This argument is also supported by WHO
(2006) and according to Brown, Franco, Rafeh and Hatzell (1997):

At first glance, high-quality health services may appear to be a luxury
beyond the budgetary limits of most LDC [least developed country]
health systems. However, improving quality often does not cost, it pays.
Attention to quality is essential to the success of primary health care
programs, a fact that health managers with restricted budgets cannot
afford to ignore. (p. 5)

There is a strong argument that quality assurance is as necessary in developing
countries, such as South Africa, as it is necessary in developed countries. In fact a
UNAIDS (2000a) document states that in the case of quality CHBC that “the level of
funding is not the most important predictor of the quality of care. It is an extraordinary
fact that some of the most effective programmes are found in the poorest
communities...” (p. 60). However, this is not always the case. For example a study
showed that in Botswana, socio-economic and political inequalities play an important
role in affecting the quality of CHBC care (Phorano, Nthomang & Ngwenya, 2005, p.
163). Furthermore, in a study on sub-Saharan Africa dealing with CHBC and HIV and
AIDS programmes, it was pointed out that CHBC places many challenges on clients
and caregivers and their respective communities, which “adversely affect their
[caregivers] ability to carry out their activities” (Mohammad & Gikonyo, 2005,
Abstract). However, Mohammad and Gikonyo (2005, Abstract) emphasise that CHBC
caregivers have the potential to provide “effective and affordable” care to their clients.
As this study concerns quality CHBC, and its viability, these sources suggest that
attaining quality CHBC is plausible and that despite the obvious challenges can be

achieved if suitable structures are in place. Therefore, it is necessary to obtain a deeper
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understanding of quality CHBC in order to be able to make suggestions concerning its

improvement.

The South African government has expressed its support behind the need for quality
CHBC and this is shown in the DoH (2001) National Guideline on Home-Based Care /
Community-Based Care for CHBC which emphasises that quality care and safety are to
be both ensured and promoted. In 2007, the DoH compiled a document entitled: A
Policy on Quality in Health Care for South Africa. The document addresses CHBC
directly and indirectly in a number of places with regard to quality health care. First, the
document indicates the need to enable patients to care for themselves and this links to
the WHO (2006) list of key areas of quality care where the aim is to make care
acceptable and patient-centred. The document states: “Empowering individuals with the
skills and tools to care for themselves is especially important for individuals with
chronic illness or disability. Enabling users to assess their health, practise preventive
health care, and self-care, will improve their health and reduce unnecessary health care
services and costs” (p. 4). This quote supports the holistic approach that CHBC purports
to take and therefore DoH strongly supports the need for quality care in the realm of
CHBC and is in line with the benchmarks laid out by both the WHO. Furthermore, the
DoH (2007) supports the notion of community participation, which is also linked to the
WHO (2006) quality care dimension that covers interpersonal relations. The DoH
(2007) states that: “Not only individuals need to be encouraged to participate in health
care, but also whole communities. The importance of community action has already
been clearly demonstrated in the fight against AIDS” (p. 4). It also states that “Not only
is individual patient participation important in improving quality, but also the active

involvement of whole communities™ (p. 7).

The WHO (2000) states that there are various factors which impact on quality
assurance, for instance, “the training and supervision of formal and informal caregivers,
information system development, standard-setting and guideline development” (p. 19).
In addition, legislation and the capacity of families as caregivers can also play a part in
promoting quality, however, the extent and nature of any efforts to improve quality will
depend on the resources available (WHO, 2000).
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This section discussed the concept of quality CHBC using various sources dealing with
quality CHBC. A series of dimensions of quality care from the WHO and from USAID
were presented as a guide towards understanding quality CHBC. Furthermore, the DoH
is also drawn on to understand quality CHBC in a South African context.

2.16 Conclusion

In conclusion, a definition, description and short history provided an overview of
CHBC. Following this, the DoH National Guideline on Home-Based Care /
Community-Based Care was presented, as well as an overview of HBC and community-
based care. This, together with a discussion of CHBC models, provided a fuller picture
of the structures in which CHBC occurs. Thereafter was a discussion of CHBC in
relation to AIDS and South Africa, AIDS and gender inequality, AIDS and stigma, and
AIDS and poverty in order to present a backdrop to CHBC within a local context. After
this were discussions of volunteering and willingness to care, which are key reasons for
people’s choosing to volunteer. Then, the main role players in CHBC were discussed
including supervisors, caregivers, and clients, followed by a presentation of the various
caregiver activities because these role players are critical as their ability to operate
effectively affects the quality of care. Thereafter, monitoring and evaluation and
training were discussed because it is an important process in keeping CHBC
organisations and their volunteers accountable. Following this was a discussion of the
benefits and disadvantages of CHBC as CHBC is not a perfect system but rather the
only system currently available. Finally, quality care was examined in relation to CHBC
because clients who would, under other circumstances, be accessing institutional care
now rely on community care to provide the same standard of service. The following

chapter will be a discussion of the research methodology used for the study.
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CHAPTER 3
THEORETICAL FRAMEWORK

3.1 Introduction

Many scholars have used social capital to provide a theoretical framework for
examining the impact of people’s networks on their life chances (Field, 2008). This
chapter describes how social capital is used as a theoretical framework for this study,
which focuses on community home-based care (CHBC) networks consisting of
managers, supervisors, volunteer caregivers, clients and their family caregivers. The
chapter begins by placing social capital in a historical context. This is followed by a
broad description of social capital and then a discussion of the concept of capital.
Following this are the definitions of three major contributors to social capital theory:
Bourdieu, Coleman and Putnam. Networks are discussed, followed by an explanation of
structural and cognitive social capital. After this is a discussion of the concept of social
ties. Next is a section on the role of social capital and health, followed by a section on

volunteering and a discussion of the relevance of social capital to CHBC.

3.2 Historical context

It has been noted that there are theoretical precursors to social capital in the works of
many of the classical social theorists, including Adam Smith, Alexis de Tocqueville,
Emile Durkheim and Karl Marx (Ferlander, 2007; Halpern, 2005; Portes, 1998). As a
sociologist, for example, Durkheim was interested in people’s social ties and how these
ties linked to a wider society (Field, 2008). He observed that, even for the most
individualistic of acts (such as suicide), such behaviour could not be understood in
isolation from the community with its myriad relationships (Halpern, 2005). The
classical social theorists had an interest in social cohesion and the role of community.
However, Ferlander (2007) notes that social cohesion and community are not
necessarily synonymous with social capital. She says: “Social capital comprises several
dimensions, while social cohesion and a sense of community can be regarded as
outcomes, as well as sources, of some of them” (Ferlander, 2007, p. 115). This suggests
that social capital encompasses a range of aspects in addition to those investigated by
the classical social theorists. Perhaps it is this multi-dimensional aspect of social capital

that attracts “economists, political scientists, development theorists and sociologists to
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use this theory to explain why certain communities and societies may be more or less
cohesive, economically prosperous, safe, and healthy than others” (Birdsall & Kelly,
2005, p. 13). It was two noteworthy social theorists who placed social capital in a
theoretical context, namely Pierre Bourdieu and James Coleman (Szreter & Woolcock,
2004). However, it was Robert Putnam who introduced social capital to a much broader

audience, popularising it significantly (Dollery & Wallis, 2003).

3.3 Description

Before looking at the definitions of social capital theory it is useful to look at a more
generic description that helps to explain its constituent parts. Generally, individuals
belong to distinct social groups that shape their identity, values and priorities and they
rely on other people for information, correction and assistance in a spirit of trust,
cooperation, and commitment to common objectives (Woolcock, 1998). As Woolcock
(1998) says, “Membership in these communities provides (or, importantly, prevents)
access to key professional networks, political insiders, and cultural elites; it is also the
context in which one gives and receives care, friendship, encouragement, and moral
support” (pp. 154-5). The above description by Woolcock is a broad statement
regarding the nature of social capital, and based on this description it is clear that social
capital is made up of many variables and, as already mentioned, is a complex multi-

dimensional concept.

Variations in social capital have been used to explain educational achievement,
democracy, levels of crime and poverty (Ferlander, 2007; Herreros, 2004). However, it
is also important to bear in mind that social capital may be beneficial to one individual
or group of individuals, but at the same time, be useless or even harmful to others
(Coleman, 1988).

3.4 Why capital?

Referring to Marx, Lin (2001) states that capital is a part of surplus value and is a
product of a process. He goes on to say that capital is also an investment process where
surplus value is produced and captured by the dominant class, thus “social capital is an
investment in social relations with expected returns” (Lin, 2001, p. 6). Furthermore, the

renowned social scientist Pierre Bourdieu (1986) argues the impossibility of
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understanding the social world without acknowledging the role of “capital in all its
forms, and not solely in the one form recognised by economic theory” (p. 242).
Bourdieu identifies various kinds of capital including economic, cultural and social
capital. On the other hand, Serageldin (1996), referred to by Uphoff (2000), lists four

categories of capital: physical (human made), natural, human and social.

Portes and Landolt (2000) show how Bourdieu emphasised the need for trade between
money capital, cultural capital and social capital to allow for their development. Indeed,
an important aspect of capital is that it is transferable and this transferability is achieved
through its reduction to cash. Social capital, according to Field (2008), is not readily
translated into cash terms, but it does have a high degree of transferability or fungibility
as human capital. Human capital is the knowledge and skills accumulated by an
individual that may increase his or her potential to improve his or her job prospects
resulting in an increase in personal income. This aspect of social capital is particularly
relevant to CHBC, especially regarding the knowledge and skills acquisition of
volunteer home-based caregivers. Furthermore, they are also able to transfer their

knowledge and skills to both their clients and their clients’ primary caregivers.

3.5 Definitions of social capital

Social capital definitions generally contain two main aspects: one structural and the
other cognitive (Ferlander, 2007; Uphoff, 2000). Most definitions revolve around three
elements: social networks, norms of reciprocity and trust (Ferlander, 2007). This section
will look at the definitions of three prominent social scientists, namely, Pierre Bourdieu,

James Coleman and Robert Putnam.

3.5.1 Social capital as a “construction of sociability”

Bourdieu defined social capital as an “aggregate of the actual or potential resources
which are linked to possession of a durable network of more or less institutionalised
relationships of mutual acquaintance and recognition” (Bourdieu, 1986, p. 248). As one
of the first social theorists to define social capital, it is interesting to note the emphasis
on the concept of networks and specifically a “durable network.” This links to the
concept of sustainability, and regarding non-profit organisations (NPOs) that run CHBC

programmes this is particularly relevant, as they are continually struggling to survive.
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Portes (1998) comments on Bourdieu’s influence on social capital: “His treatment of the
concept is instrumental, focusing on the benefits accruing to individuals by virtue of
participation in groups and on the deliberate construction of sociability for the purpose
of creating this resource” (p. 3). In the context of this study, CHBC organisations
usually develop organically with a small group of volunteers operating informally, but
eventually resulting in the volunteers arranging themselves into a more formal group,
such as a community-based organisation (CBO) (Symes, 2006). The caregivers need the
support to keep going in the work they do, so there is a “deliberate construction of
sociability” in order to create the “resource” of support. The possible “benefits”
acquired by the caregivers are emotional support, spiritual support, advice and material

resources.

Bourdieu was interested in how social capital was used by elite groups to their
advantage and how social capital created inequality to the benefit of a few (Field, 2008).
According to Field (2008), this interest in inequality is connected to Bourdieu’s early
interest in Marxism, although by the time he started writing about social capital he had
long since abandoned explicit Marxist thought. Bourdieu was of the opinion that social
capital was limited to a few elite groups and therefore it was only beneficial to these
groups (Lin, 1999). This view is perhaps not applicable to the South African situation
where large sections of the population are underprivileged. Are they unable to create
social capital or rather is there no inherent social capital in their communities? Does one
need to be in a particular education bracket, or class or economic group to engage in
activities that constitute social capital? This study would argue that this is not always

the case.

3.5.2 Social capital as functionality

Coleman (1988) states that social capital is defined by its function:

It is not a single entity, but a variety of different entities, with two elements
in common: they all consist of some aspect of social structures, and they
facilitate certain actions of actors — whether persons or corporate actors —

within the structure. (p. 98)
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Coleman’s view of social capital was strongly influenced by rational choice theory,
which regards all behaviour as the result of individuals’ pursuing their own interests;
social interaction is therefore viewed as a form of exchange (Field, 2008). Greshoff,
Huinink and Schimank (2011) state that Coleman argued that: “collective social
phenomena can roughly be divided into ‘merely aggregated individual behavior’ and
‘interdependence of individuals’ actions’” (p. 4). Hence, rational choice theory places a
strong emphasis on individuals and less on structures, and tends to ignore culture

(norms and shared meaning), and affect (altruism, love and friendship) (Field, 2008).

According to Field (2008), rational choice theory assumes that participation in
collective behaviour represents a deviation from the norm, which consists of individuals
pursuing their own private interests, if necessary at the expense of others. Coleman
believed that social capital arises not because actors make a calculating choice to invest
in it, but as “a by-product of activities engaged in for other purposes” (Coleman, 1994,
p. 312). Hence, Coleman’s understanding of social capital does not place a great
emphasis on altruism, which is a concept that is very relevant in a study of volunteerism
and CHBC. In South Africa, one certainly cannot ignore the concept of ubuntu which
has a very strong focus on the collective as opposed to individualism. However,
Coleman does accept the value of connections for all actors, individual and collective,
privileged and disadvantaged (Field, 2008).

3.5.3 Social capital as social networks and norms

Putnam’s initial definition of social capital was as follows: “Social capital ... refers to
features of social organisation, such as trust, norms and networks, that can improve the
efficiency of society by facilitating coordinated actions” (Putnam, 1993, p. 167). So his
focus in this definition is on “trust, norms and networks.” In Bowling Alone, Putnam
(2000) refines his understanding of social capital theory, stating that: “...the core idea of
social capital theory is that social networks have value...social contacts affect the
productivity of individuals and groups” (pp. 18-19). He defines the term itself as
referring: “to connections among individuals — social networks and the norms of
reciprocity and trustworthiness that arise from them” (Putnam, 2000, p. 19). So in this

definition he reduced the meaning of social capital to social networks and norms, or
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structural and cognitive elements. In CHBC, these two elements are very important,
because the success of a CHBC programme is reliant on a well-structured organisation.
Furthermore, its success also depends on the presence of volunteers who adhere to the
norms and values that inspire them to do care work. The following section deals with

these two elements of social capital.

3.6 Structural and cognitive social capital

This section presents two important aspects of social capital namely its structural and
cognitive elements. Structural elements refer to social organisations while cognitive

elements refer to norms of reciprocity and trust.

3.6.1 Structural social capital

The social network can be seen as the structural aspect of social capital (Ferlander,
2007). However, Uphoff (2000) also adds various forms of social organisation to
structural social capital, namely: 1) roles, 2) rules, 3) precedents, and 4) procedures.
These factors all contribute to cooperation, and to mutually beneficial collective action,
which is the stream of benefits that results from social capital (Uphoff, 2000). Islam,
Merlo, Kawachi, Lindstrom, and Gerdtham (2006) refer to structural social capital as
externally observable aspects of social organisation, such as density of social networks,

or patterns of civil engagement.

3.6.2 Cognitive social capital

Ferlander (2007) states that norms of reciprocity and trust are what constitute cognitive
social capital, to which Uphoff (2000) adds, values, attitudes and beliefs. He also
emphasises the importance of culture and ideology. “Norms of reciprocity” have been
defined as various forms of exchange of social support (Blanchard & Horan, 1998, as
cited in Ferlander, 2007). Social support can be divided into emotional, instrumental
and informational support and social companionship (Cohen & Wills, 1985, as cited in
Ferlander, 2007). Support of this nature is particularly relevant to the concept of CHBC.
Ferlander (2007) explains emotional support to be the provision of empathy, trust and
caring; instrumental support refers to practical help, for example, in relation to money
or labour; and informational support is seen as the provision of advice and information

leading to a solution to problems. Companionship involves spending social time with
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others in the form of leisure time. According to Upfhoff (2000), ideas in cognitive
social capital “predispose people” (p. 218) toward mutually beneficial collective action,
because to a large degree, once ideas are shared with others, opportunities for
cooperation are more likely to occur. Norms, values, attitudes and beliefs create
expectations about how people should act and therefore, how they will act; hence,
subjective impetuses have objective consequences (Uphoff, 2000). Cognitive social
capital does not occur in isolation, but occurs between people in various kinds of

networks.

3.7 Networks

Uphoff (2000) describes a network as a pattern of social exchange and interaction that
persists over time, which is a manifestation of social capital (both informal and formal).
Social networks are the means through which the resource of social capital is accessed
(Ferlander, 2007) and these social networks have a value (Putnam, 2000) and can be
regarded as assets (Lin, 2001). Field (2008) states that “networks provide a basis for
social cohesion because they enable people to cooperate with one another — and not just
with people they know directly — for mutual advantage” (p. 14). Networks are held
together by mutual expectations of benefit, but they are sustained by expectations or

norms of reciprocity (Uphoff, 2000).

Social capital can be viewed as either benefiting or belonging to individuals or a group
or both individuals and a group (Ferlander, 2007). Furthermore, one can look at social
capital at a micro-level (social network of individuals), at a meso-level (community or
neighbourhood) and at a macro-level (national) (Halpern, 2005; Islam et al., 2006).
When networks within the social capital concept are viewed with these different levels
in mind, it becomes clear that it is a complex concept and from an empirical perspective
it requires a multilevel approach. However, at present the majority of social capital

empirical studies are single level studies (Islam et al., 2006).

3.8 Social ties

Social networks have been conceptually distinguished by the direction of their ties and

their levels of formality, strength and diversity, yielding horizontal, vertical, formal and
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informal networks (Ferlander, 2007). The horizontal can be further classified as

bonding, bridging, strong or weak, while the vertical are also referred to as linking.

3.8.1 Horizontal ties

Horizontal ties exist between individuals or groups of equals or near-equals (Islam et
al., 2006). They foster strong norms of reciprocity, ease of communication and the flow
of information about the trustworthiness of others (Putnam, 1993). Horizontal ties can

be further divided into bonding and bridging ties.

3.8.1.1 Bonding ties

Woolcock (2001) states that bonding social capital indicates ties between like people in
similar situations, such as immediate family, close friends and neighbours. For Putnam,
bonding (or “exclusive”) social capital is inward-looking and binds people from a
similar sociological niche; it tends to “reinforce exclusive identities and homogenous

groups” (Putnam, 2000, p. 22).

3.8.1.2 Bridging ties

However, bridging social capital encompasses more distant ties of like persons, such as
loose friendships and workmates (Woolcock, 2001). Putnam (2000) notes that bridging
(or “inclusive”) social capital tends to generate broader identities and wider reciprocity

rather than reinforcing a narrow grouping.

3.8.1.3 Strong ties and weak ties

Two other types of social capital are strong ties and weak ties, which are often regarded
as being the same as bonding and bridging ties. However, Ferlander (2007) states that
bonding ties refer to people who are “similar to oneself,” but strong ties refer to people
who are “emotionally close to oneself” (p. 119). On the other hand, bridging ties refer to
people who are different from oneself, while weak ties refer to people who are

emotionally distant from oneself (Ferlander, 2007).
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3.8.2 Vertical ties

Vertical ties, which were first introduced by Woolcock (1998), are also referred to as
linking social capital. Such ties stem from hierarchical or unequal relations due to
differences in power or resource bases and status (Islam et al., 2006). Vertical ties reach
out to unlike people in dissimilar situations and enable members to leverage resources,
ideas and information from contacts outside of their own social milieu (Field, 2008;
Woolcock, 2001).

3.8.3 Formal and informal ties

Formal ties are characterised by contacts within voluntary associations, and also
between citizens and civil servants, but they cannot be considered to be synonymous
with bridging or vertical ties (Ferlander, 2007). For example, one may consider one’s
associates at a voluntary organisation to be friends, which would make the relationship
an informal one, although the relationship could be viewed on two levels, namely work-
based and friendship-based.

Informal ties take the form of contacts among friends, family, neighbours and
colleagues (Ferlander, 2007). Informal ties consist largely of what has already been
referred to as bonding ties. However, Islam et al. (2006) note that “shared trust, norms
and values arise from informal forms of organizations based on social network and

association” (p. 5).

3.9 Social capital and health

Putnam (2000) states that “of all the domains in which I have traced the consequences
of social capital, in none is the importance of social connectedness so well established
as in the case of health and well-being” (p. 326). The idea that social cohesion and
health are related is at least a century old with Durkheim showing that suicide rates
were higher in populations with low levels of social integration, but lower in closely
knit communities (Field, 2008). Furthermore, there are many empirical studies that
demonstrate that health and social capital are closely related as Islam et al. (2006) show.
Halpern (2005) concurs, stating that there have been many cross-sectional studies
showing the strong connection between “the size and quality of people’s social

networks and their health, with people who are less socially isolated and more involved
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in social and civic activities tending to have better health”(p. 75). The influence of
social capital on health is more evident in unequal societies (where there is an unequal
distribution of resources), such as in the United States of America (USA), than in
Scandinavian countries (Borges, Campos, Vargas, Ferreira & Kawachi, 2010), with
their established social welfare systems. Furthermore, social capital also plays an
important role in people who are already ill, because it has been shown that people who
have suffered strokes or heart attacks are more likely to survive if they have high levels
of emotional support (Ferlander, 2007).

There is no doubt that social capital and the health of individuals are closely related.
However, it is still a very difficult concept to measure owing to its complex nature
(Campbell, Williams & Gilgen, 2002). A number of variables need to be taken into
consideration when measuring social capital in relation to health. First, most surveys for
mental health are self-rated surveys whereby the participants indicate their levels of
health on the questionnaire (Halpern, 2005; Islam et al. 2006). However, in the case of
participants suffering from depression, their answers may be more negative, because of
their general negative perception of life (Halpern, 2005). This will skew the answers,
resulting in respondent bias. Second, causal factors are often unclear; for example, do
people feel isolated because of their poor health, whereby their illness keeps visitors
away, or is it their isolation that has led to their poor health (Halpern, 2005)?

Social networks can also influence negative habits and behaviour, especially where
negative peer pressure is present. Berkman, Glass, Brissette and Seeman (2000, p. 850)
state that unhealthy behaviours such as immoderate tobacco and alcohol consumption,
poor dietary patterns, dangerous sexual practices, and illicit drug use can be a negative
consequence from social networks. This is especially relevant to the situation in a high
HIV prevalent society. Owing to peer pressure, there is a tendency for people to follow
the group and the norms and values of the group even if they are inclined towards high
risk or unhealthy behaviour patterns (Ferlander, 2007). In the context of HIV and AIDS,
Carey, Scott-Sheldon, Carey, Cain, Mlobeli, Vermaak, Mthembu, Simbayi &
Kalichman (2011) refer to a number of sources to support their argument that social
norms appear to affect behaviour, stating: “norms predict behavioral intentions and
behavior in part because they signal what will be accepted/approved by the group” (p.
32).
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3.10 Volunteerism

According to Hall (1999), membership in voluntary associations is at the core of the
conventional definition of social capital, and those voluntary associations may be
dedicated to a variety of purposes ranging from the recreational or social to the religious
or political. Hall (1999) states that changes in the membership of these kinds of
voluntary associations provide one of the best indicators of trends in social capital.
Hence, to Putnam (1993), a society with high levels of voluntary activity is a society
with high levels of social capital. He placed an emphasis on voluntary associations,
arguing that they bring “equivalent status and power” (Putnam, 1993, p. 173), which
then promote cooperation and result in the creation and continuance of a civil society
and social capital (Ferlander, 2007). One of the most commonly used indicators for
measuring different societies’ social capital is indeed membership of voluntary
associations (Islam et al., 2006). Harper and Kelly (2003, p. 8) note that “voluntary
work is an important indicator of people’s willingness to undertake activity that benefits

others and the wider community.”

3.11 Social capital and community home-based care

Social capital was chosen for this study to act as a lens through which to view CHBC.
The primary reason why it was chosen was that social capital places a strong emphasis
on networks. Indeed, two of the above mentioned definitions of social capital refer to
the presence of networks of social relations.

CHBC volunteers do not operate in isolation and are often associated with formal or
informal groups of people who have a common goal, to care for the sick (DoH, 2001;
Tshabalala, 2008). Each group of caregivers can be referred to as a network and in each
community there are many networks, often operating in isolation from other networks,
but of course not in isolation from the community. When the concepts of social capital
are inserted into the reality of CHBC then the usefulness of the theory becomes

apparent.

Volunteer caregivers are usually members of the communities in which they work
(Akintola, 2010; Van Dyk, 2008; Symes, 2006). They form a network of social relations
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(as neighbours or as residents) that occurs at the meso-level of the community or
neighbourhood. The volunteer caregivers have received a certain amount of training and
knowledge, and because they are associated or affiliated with NPOs or CBOs or faith-
based organisations (FBOs), they also belong to a separate group (or network) within

the larger community network.

Volunteer caregivers will have strong ties with certain members of their community, but
not all the members. They would tend to have all the characteristics of the community
members with whom they live, such as language, race and culture. Therefore, the
caregivers and their clients have bonding ties between them (bonding ties being ties
between like people in similar situations), but they will also consist of strong and weak
ties (emotionally close and emotionally weak ties respectively).

However, at the micro-level, especially between the volunteer caregivers and their
clients there are bridging ties, which are loose ties. Dominguez and Arford (2010) note
that bridging ties exist between socially dissimilar people. In the context of CHBC the
caregivers are dissimilar to their clients from the point of view that they receive CHBC
training, knowledge and support from their respective CHBC organisations. Hence,
these bridging ties ensure that there is an exchange of social support between the clients
being cared for and their caregivers. Social support is emotional, instrumental, and
informational support and social companionship. This is exactly the kind of support that
volunteer caregivers are expected to provide to their clients. Clients who have access to
a network of volunteer caregivers have higher levels of social capital than those clients
who do not have access to them.

There are also bonding ties between the volunteer caregivers themselves. They too need
social support in their work as caregivers and it is possible that they are able to receive
such support from their fellow caregivers. It could be argued that they hold the same
norms, values, attitudes and beliefs based on the fact that they all have a common goal,
namely to care for sick people. This is itself a uniting factor. Uphoff (2000) states that
“norms, values, attitudes, and beliefs by creating expectations about how people should
act . . . create expectations about how people will act” (p. 219, author’s italics). The
concept of Ubuntu is a philosophy that even if it is not as dominant as it was in the past
(owing primarily to the influence of modern popular Western culture), will still play an
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important role in governing the behaviour of many volunteer caregivers. One
generalised “expectation” of Ubuntu is that the community is one’s extended family and
that caring for one’s family, especially for children, is the responsibility of all
community members. This is demonstrated by the many grandparents who have
welcomed orphans into their homes throughout Africa due to the HIV and AIDS
epidemic (Tamasane & Head, 2010; Hlabyago & Ogunbanjo, 2009).

At the meso-level of communities, it can happen that there is an exchange of ideas and
information between different CHBC organisations. An organisation may find a source
for cheap maize meal and could share that information with another organisation. This
would be an example of horizontal ties existing between groups of equals or near-equals
(Islam et al., 2006), namely two CHBC organisations. Such horizontal ties are sustained

by “expectations (that is, by norms) of reciprocity” (Uphoff, 2000, p. 219).

As mentioned, linking ties originate from hierarchical or unequal relations due to
differences in power or resource bases and statuses (Islam et al., 2006). There are a
number of examples of linking ties that occur in the CHBC situation. This could be in
the form of outside training agencies that come into the community to teach the
volunteer caregivers CHBC skills. It could be in the form of retired professional nurses
who guide the volunteers and clients with their knowledge and skills that they have
acquired from years of working in health care institutions. It could also be in the form
of non-governmental organisation (NGOSs) assisting CHBC organisations with writing

proposals to access external funding.

3.12 Conclusion

Community networks and social capital play an important role in CHBC. The many
varieties of ties that exist in the communities have the potential to sustain CHBC and to
also help to extend the coverage of care being provided. It is possible that communities
with high levels of social capital are more likely to have better quality CHBC.
Volunteerism, an important aspect of social capital, is critical to achieving some kind of
success in CHBC. However, the challenge is how to maintain high levels of social
capital, including its voluntary aspect, especially after it is transferred from an informal

form (such as a church initiative) to a more formal professional form (such as a



73

registered NPO). The following chapter examines the concept of CHBC in more detail

by looking at its history, its objectives and its structural and social aspects.
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CHAPTER 4
METHODOLOGY

4.1 Introduction

Chapter 4 begins with the research design, which includes a discussion of the meta-
theory, followed by a presentation of the qualitative and quantitative designs of the
study. After the research design is an explanation of the research procedure. The
procedure demonstrates the manner in which the research took place, beginning with
the development of the questionnaires followed by an explanation of their translation
and then a discussion of the piloting of the questionnaires. Following this is a brief
description of interviewer-fieldworkers who conducted the interviews. The process of
selecting the community home-based care (CHBC) programmes is then explained
followed by a description of the study participants and the sampling process. The
process of data collection and how the analysis took place is then presented. Finally, the
trustworthiness of the study is presented followed by a discussion of the ethical

considerations.

4.2 Research design

This section discusses the research design of the study, which includes the
methodology. The philosophical world view that guided the study is presented followed
by the “strategy of enquiry”. Then the particular research approach is discussed, and in

this study, both a quantitative and a qualitative approach were utilised.

As mentioned in Chapter 2, the theoretical framework for this study is social capital
theory. However, the research meta-theory or “strategy of enquiry” (Creswell, 2009)
used in this study is phenomenology. Edmund Husserl is often credited with being the
father of phenomenology although the concept can be traced to Kant (Titus, Smith &
Nolan, 1979). Thereafter, it was Alfred Schutz who introduced the concept into
sociology (Ritzer, 1988). Husserl believed that in order to arrive at certainty, anything
outside immediate experience must be ignored, thus the external world is reduced to the
contents of personal consciousness (Groenewald, 2004). Hence, phenomenology is
described as “the study of lived, human phenomena within the everyday social contexts

in which the phenomena occur from the perspective of those who experience them”
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(Titchen & Hobson, 2006, p. 121). Delport and Fouché (2005) state that
phenomenology attempts to understand people’s perceptions, perspectives and
understanding of a particular situation. Indeed, this is the purpose of this study as it
aims to understand CHBC and specifically quality CHBC through the perceptions,
perspectives and understanding of all the role players who are engaged in the process of
CHBC. The research approach that lends itself to acquiring knowledge through the

phenomenological strategy of enquiry is the qualitative research approach.

The purpose of a phenomenological study is to describe the meaning of the experiences
of a phenomenon, topic or concept for various individuals. This study includes
descriptions of the experiences of volunteer caregivers, clients and supervisors with
regard to their involvement with CHBC and as they relate to quality care. Moustakas
(1994) says the researcher reduces the experiences to a central meaning or the essence
of the experience. Hence, the product of the research is a description of the essence of
the experience being studied (Fouché, 2005). The essence of this study is the lived
experiences of all the role players who participate in CHBC services as they relate to

the concept of quality care.

In addition to the qualitative approach, owing to the use of a series of questionnaires
containing a mixture of closed and open-ended questions, the quantitative approach was
used to a lesser degree. The aim of the closed-ended questions in the questionnaires was
to collect quantitative or numeric data from the participants with a view to describing
the attitudes, trends or opinions of a population, through a sample of that population.
The purpose of the closed-ended (quantitative) questions was to complement the
qualitative data in order to gain a broader perspective of the issues surrounding quality
CHBC.

The following section deals with the sources that were used to stimulate ideas for both

the quantitative and qualitative questions in the three questionnaires.

4.3 Procedure

Three questionnaires were developed to obtain information from the caregivers as well

as the clients and supervisors. Essentially, the caregivers’ and clients’ questionnaires
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were designed with the view to their being used as structured interview schedules while
the supervisor guestionnaire was to be self-administered as it was assumed that the
supervisors would have higher levels of literacy owing to them largely being retired

nurses.

The aim of the questionnaires was to provide information on volunteer caregivers, what
constitutes quality care and to what extent participants were providing quality care.
Chapter 3 discussed benchmarks of quality care based on guidelines by the World
Health Organisation (WHO) (2006) which noted that quality care should be effective,
efficient, accessible, acceptable/patient-centred, equitable and safe. Some of these
benchmarks overlapped with those of the United States Agency for International
Development (USAID) (n.d.), which also listed the following requirements for quality
care: technical competence, interpersonal relations, continuity and amenities.
Furthermore, Chapter 3 also referred to the importance of standardisation in providing
quality care. The structure of these questionnaires enabled the researcher to determine
to what extent these benchmarks of quality care were being met as well as enabling the

researcher to determine what quality means within these parameters.

4.3.1 Questionnaires

The three questionnaires were developed from a variety of sources of CHBC literature.
At the beginning of this study, a number of sources were used to inform the
development of the three questionnaires. Key documents were the WHO documents,
South African Department of Health (DoH) documents, journal articles, and
dissertations and theses. The above documents, because they provide directives advising
how CHBC should be undertaken, were useful in helping to stimulate ideas for

questions for the questionnaires, both quantitative and qualitative.

The WHO document that proved useful in this study was entitled Community Home-
Based Care in Resource-Limited Settings: A Framework for Action (2002). The sections
on the ill person, family members and CHBC members (WHO, 2002) were also
informative, as they presented a set of indicators concerning quality care in a CHBC
setting. The indicators covered the issue of “access” and whether clients had access to a

range of health care-related services.
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The South African DoH (2001) National Guideline on Home-Based Care / Community-
Based Care was also an important background document for the questionnaires. For
example, the section entitled “Principles of home-based care and community-based
care” presents issues such as ‘“holistic” care, “person-centred” care and
“comprehensive” care (DoH, 2001, p. 4) as these are important aspects of CHBC. This
stimulated the development of questions that sought to find answers that could
determine if the care received by the clients was indeed holistic, person-centred and
comprehensive. Another section that was valuable was the “Challenges of home-based
care” (DoH, 2001, p. 10). These challenges applied to both the caregivers and the
clients and covered issues such as “emotional and physical strain and stress experienced
by caregivers” or “fear or mistrust of the primary caregivers.” These sections were

valuable in the developing questions around trust, an important aspect of social capital.

Another key document was the Kenyan National Home-Based Care Programme and
Service Guidelines (Kenyan Ministry of Health, 2002). Again, this was an essential
document for placing CHBC in context with all its strengths and weaknesses. The
document has three sections: “The Rationale for home-based care,” “Programme

guidelines” and “Service guidelines.”

A comprehensive book which provided essential information was Home-Based
HIV/AIDS Care by Uys and Cameron (2003). The chapter entitled “Training
community caregivers for a home-based care programme” by Cameron was insightful
regarding the activities and skills needed by volunteer caregivers. Furthermore, the
chapter by Knott (2003) entitled Counselling in the context of HIV/AIDS was an
informative guide with regard to questions concerning the counselling of clients.
Marston’s (2003) chapter, Doing a home visit was also helpful in setting the context of
home-based care (HBC) visits.

Furthermore, a number of dissertations concerning CHBC contained interview
schedules regarding various aspects of volunteer caregivers and clients. A dissertation
by Soal (1994) entitled An Evaluation of a Home-Care Project for People with HIV and
AIDS was an effective resource for this study. This dissertation was an evaluation of a
Red Cross HBC pilot programme in the Western Cape, and a number of questions from
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this interview schedule were helpful in the development of the interview schedules in
this study as they were looking for specific aspects regarding HBC that were relevant to
the current study. A dissertation by Sapepa (1998) was also used as a resource and was
called Description of Home Based Care (HBC) for People Living with AIDS (PWA) in
Region E, of the Eastern Cape (Sapepa, 1998). Van Wyk’s (2002) dissertation, Burnout
in Home-Based Carers Nursing People Living with HIV/AIDS suggested ideas
regarding the development of questions concerning the burnout of caregivers. Section B
of her interview schedule had a semantic differential scale that was shortened and
adapted for Section J of the caregiver questionnaire. The dissertation entitled An
Assessment of the Psychological Support Given and Received by Home-Based
Caregivers Working in the North West Province by McKenzie (2006) was also a work
used to develop questions on emotional needs of caregivers. Three of these studies were
in the field of psychology, and one was in the field of nursing. All these dissertations
were useful, because they contained many questions that the researcher was able to use

or adapt as items in the interview schedules.

In addition, Buch (2002) of the University of Pretoria developed an evaluation
instrument entitled Participatory Rapid Appraisal Tool for the Evaluation of AIDS
Home-based Care Programmes. This instrument was also valuable as it contained many
relevant concepts for this study. Not all the questions were specific, although they were
semi-structured, allowing the interviewer freedom to ask her own questions to elicit the

required information.

In 1993, in the United States of America (USA), Ferrari et al. conducted an evaluation
in order to examine the experiences of AIDS caregivers with regard to job satisfaction
and stress (Ferrari, McCown & Pantano, 1993). They compiled an AIDS Caregiver
Scale where satisfaction items and stress items were listed, and these were found to be

useful and were adapted and used in the questionnaires.

Another helpful study was carried out by Abell (2001), a study into the willingness of
caregivers to care for persons living with HIV or AIDS (PLHAS). Willingness to care
can be defined as a caregiver’s attitude toward providing emotional, physical, and
instrumental support to a terminally ill person, especially people with HIV and AIDS
(McDonell, Abell & Miller, 1991). According to Abell (2001), there are three major
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domains regarding a caregiver’s willingness to care: 1) emotional support: the caregiver
may be called on to offer comfort when the ill person is in distress, listen to expressions
of anger or grief, or accept their choice of friends or companions. 2) Instrumental
support: involving meal preparation, cleaning the house, or providing transportation to
medical appointments. 3) Physical or nursing support: including changing soiled bed
linen, bathing or assisting the sick person in and out of bed. Another aspect of care, as
highlighted by Abell (2001), was the ability of caregivers to care, or rather, to do the
tasks they believed they could perform if necessary. Elements of all four of these

aspects of care were adapted and used in the questionnaires.

Two other studies were helpful regarding the questionnaire: One was Wardlaw’s study
investigating how to sustain informal caregivers in their work as carergivers of PLHAS
(Wardlaw, 1994). The other was a needs assessment of caregivers of PLHAs by Theis,
Cohen, Forrest and Zelewsky (1997) that provided useful information on caregivers’

needs.

4.3.2 Translations

All the questionnaires were translated from English into isiXhosa and Afrikaans as
together with English, these languages are the official languages of the Eastern Cape.
Two professional translators undertook the translations (see Appendix A). It was
decided to include all three languages on each questionnaire. This had certain
advantages: 1) only one set of questionnaires needed to be printed for the supervisors,
caregivers and clients; 2) paper was saved and costs kept down; 3) there was no
possibility of bringing questionnaires with the wrong language on the field trip; 4) there
was no possibility of running out of questionnaires of a particular language and 5) the
interviewers could ask the questions in all three languages if the caregiver or client
being interviewed was able to understand the question more easily in another language.
For instance, technical medical terms are not always used in everyday isiXhosa;
therefore, the English versions may sometimes be more familiar to the interviewee. The
inclusion of all three languages on the questionnaire helped to discourage the
interviewers from providing their own translations and thereby remaining as true to the

original meaning of the question as possible.
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4.3.3 Piloting the questionnaires

A pilot study of the questionnaires was undertaken before the interviews took place in
order to test various aspects of the questionnaires with the assistance of retired nurses.
A pilot study is used to “detect possible flaws in the measurement procedures” and to
“identify unclear or ambiguously formulated items” (Welman, Kruger & Mitchell, p.
148). The Afrikaans, isiXhosa and English versions of caregiver and client
questionnaires were piloted. The retired nurses were working as supervisors at a CHBC
programme and were also able to complete a supervisor self-administered questionnaire
for the pilot. Altogether, three caregiver and three client questionnaires were piloted. A
limited number of changes were made to the questionnaires based on the feedback from

the pilot.

The researcher was also able to note the length of time taken to complete the
questionnaires. This was, on average, one hour for both questionnaires. However, it was
felt the questionnaire could not be shortened, because an in-depth response was sought

after.

4.3.4 Interviewers

After the pilot questionnaires were tested, retired nurses were enlisted to assist with the
interview process. They were charged with interviewing both the volunteer caregivers
and the clients. The retired nurses had a number of attributes that made them suitable
for interviewing volunteer caregivers and clients. Such attributes were especially
relevant with clients suffering from a variety of conditions including AIDS. First, the
retired nurses were familiar with the physical conditions, often poverty stricken, where
the interviews took place. Second, they were used to dealing with very ill patients, so
they would not be overly shocked when confronted with clients who were affected by
unusual or severe ailments. Third, their nursing background meant that they had a
certain amount of experience with counselling, and all four had completed basic
counselling training, thus they were equipped to respond to sensitive situations. Fourth,
all four were fluent in isiXhosa and English, and two were also fluent in Afrikaans,
thereby overcoming potential language barriers. And fifth, all four were currently

involved in CHBC as supervisors, thus making them familiar with how CHBC operates.
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The interviewers used the questionnaires as interview schedules to conduct the
interviews, and they completed them on behalf of the participants during the interview.
The reason for this was that not all caregivers or clients have equal literacy levels or are
proficient in writing, especially regarding the completion of questionnaires. Therefore,
in order to increase the response rate and minimize inconvenience to the interviewees, it
was felt that using the interviewers to fill in answers on behalf of the interviewees

would be the most effective (Appleton, 1995).

The interviews with the volunteer caregivers mostly took place at central points, such as
the offices of non-profit organisations (NPOs) that run the CHBC programmes as this
was most convenient for both interviewers and interviewees. However, the majority of
the clients were interviewed at their homes. This prevented their being inconvenienced
and disrupted by having to leave their homes. Furthermore, bedridden patients cannot

be expected to travel to an interview.

4.3.5 ldentifying CHBC programmes in the Nelson Mandela Bay Municipality

The Nelson Mandela Bay Municipality (NMBM) AIDS Training, Information and
Counselling Centre (ATICC) provided a list of HIV and AIDS-related organisations, as
at the beginning of the study, there was no database of CHBC programmes, only a
general list of all AIDS-related organisations. This list was found to be inconclusive and
dated. A reason for this is that NPOs that run CHBC programmes are generally
community initiatives with a large volunteer element. Such NPOs often have short life
spans and appear quite suddenly with little or no record of their existence. They are
generally formed as a response to a particular need in the community, by a certain
individual or group of individuals hoping to fulfil that need (Symes, 2006). A short list

of CHBC organisations was extracted from the ATICC database.

A second source of information was a Port Elizabeth non-governmental organisation
(NGO) that provides mentoring and support to community-based organisations (CBOS).
It provided a list of organisations that it was mentoring. However, not all of these were
in Port Elizabeth, and not all of these were specifically aimed at CHBC. However, a list
of relevant organisations from this database was combined with the list from ATICC.

These lists contained the contact details of the organisations and the researcher was able
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to make general telephonic enquiries about the size and age of each organisation.
However, some of the organisations were no longer in existence, or there was no way of
contacting them, because the telephone number was no longer in use. However, once
the interview process with the managers of the organisations began, it was possible to
use snowball sampling to determine the existence of other CHBC organisations. Often
the managers were able to introduce the researcher to managers of other CHBC
organisations, resulting in easier access to the organisation. Hence, the main procedure
for identifying CHBC programmes was through selected information gathered from
people who work in the field. Therefore, non-probability purposive sampling was used
to determine the NPO sample. Initially it resulted in the identification of 18 registered
NPOs which operated CHBC programmes in the NMBM. However, in the end thirteen
organisations participated in the study, because some of the organisations, focused
exclusively on caring for orphans and vulnerable children (OVCs) and this study aimed
to analyse CHBC for adults. Furthermore, a number of CHBC programme managers
were reluctant to participate for various reasons, such as difficulties with staff members

and volunteers.

Table 4.1 Information for each CHBC organisation

No. | Organisation | Start | NPO | Age | Volunteers | Nurses | Clients | OVCs
1 Agency 1 2003 | 2006 | 7 34 0 118 300
2 Agency 2 2003 | 2004 |7 13 2 60 29

3 | Agency3 2002 | 2002 |8 13 3 42 40
4 Agency 4 2000 | 2002 |10 |3 1 40 340
5 Agency 5 1989 |N/A |21 |9 1 450 32

6 | Agency 6 2002 | 2004 |8 10 1 71 264
7 | Agency 7 1994 | 2009 |16 | 102 9 828 N/A
8 Agency 8 1999 | 1999 |11 |8 2 40 85

9 | Agency9 2003 | 2005 |7 15 1 185 131
10 | Agency 10 2004 | 2005 | 6 10 0 140 30
11 | Agency 11 1993 | 2000 | 17 |10 0 60 N/A
12 | Agency 12 2004 | 2005 | 6 320 1 1920 N/A
13 | Agency 13 2004 | 2006 | 6 5 2 35 N/A
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The sizes of the CHBC programmes ranged from as little as three volunteer caregivers
to as many as 34 volunteer caregivers. However, two of the CHBC programmes are
known to be of an exceptionally large size with volunteer caregivers and clients
covering all parts of the NMBM. For this reason, purposive sampling was used to

ensure that these particular CHBC programmes were adequately represented.

Purposive sampling is “a type of nonprobability sampling in which the units to be
observed are selected on the basis of the researcher’s judgement about which ones
would be the most useful or representative” (Babbie, 2007). The largest organisation
claims to have 1920 clients (it does not have accurate records), with 320 volunteers, and

the other organisation has 828 clients with 102 volunteers.

4.3.6 Participants

The participants who took part in the study included CHBC programme managers,
supervisors, volunteer caregivers, clients, key informants and focus group participants.

Table 4.2 indicates the number of participants who took part in the study.

Table 4.2 Number of participants

Participants Number
Managers 13
Supervisors 16
Caregivers 32
Clients 32

Key informants 4
Participants from 2 focus groups | 8
TOTAL 105

4.3.6.1 Managers

The manager population consisted of managers who run CHBC programmes in the
NMBM. The manager sample was a non-probability purposive sample taken from the
NPO CHBC programme sample. Altogether, the managers of 18 NPO CHBC
programmes were interviewed to determine if their organisations were suitable for the

study. The CHBC programme managers were, in most cases, the founders or co-
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founders of each of the NPO organisations in the study and therefore involved in
founding the care programmes themselves. The word “manager” is a generic term, as in
some cases the person in charge was referred to as a director, a chairperson, a
supervisor or a co-ordinator. The word “manager” therefore covers all of these terms.
The managers varied in profession from retired nursing sisters to teachers, and in some

cases they had no qualifications.

4.3.6.2 Supervisors

The supervisor population consisted of all the supervisors who supervise the volunteer
caregivers in the CHBC programmes. The supervisor sample was selected from this
population, which is also the sampling frame and the unit of analysis for this sample
frame was the supervisor. A minimum of one supervisor was selected from each NPO
CHBC programme. It was initially proposed to use systematic random sampling to
select the supervisors from each CHBC programme. However, most of the
organisations in the NPO sample only have one supervisor each. In the two larger
organisations it was decided to ask more than one supervisor per organisation to
complete the questionnaire in order to obtain a more representative sample. Sixteen
supervisors from twelve of the thirteen NPOs in this study completed the supervisor
questionnaires. One supervisor proved difficult to locate, and in the end it was decided

to settle for 16 completed supervisor questionnaires.

There was a need to obtain the views of the supervisors of the volunteer caregivers
because the supervisor’s role is to guide and support the volunteer caregivers in their
care work. Many of the supervisors would have a professional care background, being
nurses or retired nurses; therefore their perspective of CHBC would be valuable. The
supervisors’ understanding of the needs and difficulties of the volunteer caregivers is an

important aspect of understanding the volunteers and the care they provide.

4.3.6.3 Volunteer caregivers

The volunteer caregiver population consisted of volunteer caregivers in the NMBM.
The volunteer caregiver sample frame consisted of all volunteer caregivers who are
officially attached to CHBC programmes and the unit of analysis for this sampling

frame was the volunteer caregiver.
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The following scenario occurred on a number of occasions: The researcher, after
obtaining a list of caregiver names from the manager, made a random selection of
caregivers. Although two volunteer caregivers were ultimately selected from each
CHBC programme, the researcher initially submitted four names in advance (in case
one or two of the caregivers were unavailable), either in person, by telephone or by
SMS to the manager. However, the manager did not always select the people on the list,
but replaced the names. Alternatively, the manager would wait until the researcher
arrived on the pre-arranged day only to select names of his or her own choosing, on the
actual day of the interview. Considering that the managers were doing the researcher a

favour, it was not possible to insist on random selection.

The volunteers provided important information about themselves and the work they do
as caregivers. In the case of the larger CHBC programmes it was decided to select a
larger number of volunteer caregivers to represent the wide area of coverage of these
two organisations. One of these organisations has caregivers operating in traditionally
Coloured and African areas in both Port Elizabeth and Uitenhage. It was felt that in
order to obtain a clearer picture of care in the NMBM it would be useful to select four
areas and eight caregivers from this organisation. This is especially significant as no
other organisation in the sample had caregivers operating in Windvogel in Port

Elizabeth and KwaNobuhle in Uitenhage. There were 32 caregivers interviewed in total.

4.3.6.4 Clients

The client population group was selected from all the clients who are cared for by all
the volunteer caregivers working for CHBC programmes in the NPO sample. As with
volunteer caregivers, it was initially intended that the clients of each CHBC programme
be selected using systematic random sampling. This was indeed done, but as with the
volunteer caregivers there were certain problems along the way. Most of the managers
were reluctant to provide the researcher with the names of the clients in their CHBC
programme. This is understandable, but it did not help with the process of random
sampling. It is important to bear two things in mind: 1) the researcher did not request
the client to reveal his or her HIV status and 2) the researcher did not interview each

client personally. As with the caregivers, four names were always selected in case a
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client had to go to the clinic or was sick on the day of the interview. Again, on many
occasions, the people who were finally interviewed were not on the list of randomly
selected names. The clients were interviewed in their homes. A weakness of such a
situation was that the client was often not informed in advance that he or she was going
to receive a visitor on a particular day. This situation proved frustrating, but it illustrated
one of the difficulties of doing research in the community, as there is much

unpredictability in the research process. Altogether, 32 clients were interviewed.

The client interviews provided the researcher with a greater understanding of the care
being received by the clients from their volunteer caregivers in the NMBM. The idea
was not to check-up on individual caregivers, but rather to obtain an overview of the
care being provided and being received by caregivers and clients respectively in the
NMBM.

4.3.6.5 Key informants

The key informant population (also the sample frame) was made up of people in the
NMBM who are in some way linked with the care of clients such as clinic nurses,
community and church leaders, and politicians. This sample was based on selected
information gathered from people who work in the field. The key informants consisted
of people who were able to provide varying perspectives on volunteer caregivers and
CHBC. These interviews were necessary in order to gain insight into the needs and

experiences of the volunteer caregivers.

4.3.6.6 Focus group interview participants

Statistical “representativeness” is not the aim of focus group research. Focus group
researchers use “qualitative sampling” (Kuzel, 1992) “in order to encompass diversity
and compose a structured rather than random sample, guided by the particular research
questions which they are addressing” (Kitzinger & Barbour, 1999, p. 7). The researcher
wanted the first focus group interview to consist of experts in the field of CHBC.
Through the researcher’s fieldwork and interactions with people involved in community
work, especially CHBC, it was possible to meet many experienced people. From these,
six participants were selected to take part. Focus group interview texts generally advise

researchers to choose groups of between six and eight participants (Bloor, Frankland,
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Thomas & Robson, 2001), with others suggesting between eight and twelve (Stewart et
al., 2007). However, smaller groups may be advantageous with a complex topic or if the
group consists of experts or people in authority who might take offence if not given
sufficient time to express their opinion (Morgan, 1995, as cited in Bloor et al., 2001).
Bloor et al. (2001) and Stewart et al. (2007) warn that groups consisting of a small
number of individuals can potentially result in limited discussion and are at risk of
cancellation if just one or two participants fail to turn up. This was a risk that the
researcher was prepared to take because if all eight participants arrived on the day, the

group would be too big for what the researcher required.

Of the six who were invited, four arrived on the day. Of the two who could not attend,
one had an emergency work commitment and the other (who was away in Mthatha the
week before) fell sick. This was unfortunate as both of these participants were working
for the local government. One was a nursing sister working for a clinic and the other for
the Department of Social Development (DSD). However, the group turned out to be
cohesive and very dynamic, despite its small size, and the attendees all had much to
contribute. If all six people who were invited had attended, not all the participants may

have had a chance to speak at any great length.

The group consisted of: 1) a social worker who is a manager of a CHBC programme for
a large faith-based organisation (FBO); 2) a former manager/director of an NPO who
ran a CHBC programme, and who now works for the Family and Marriage Society of
South Africa (FAMSA); 3) a former community nursing sister, now working for a
university, who had previously worked at a haven as a matron for AIDS orphans and
terminally ill adults and 4) a youth co-ordinator/supervisor/trainer for a large NPO with

a CHBC programme.

Focus Group Interview 2 consisted of all the retired nurses who interviewed all the
caregivers and clients in the study. This group consisted of four people. As the
researcher was constantly in touch with them, there was no difficulty in arranging to
meet with them. The purpose of this focus group interview was to obtain the thoughts of
the interviewers concerning their experiences of interviewing the caregivers and clients.

Therefore, this group also consisted of a panel of “experts.”
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4.4 Data collection

The primary means of acquiring data was through qualitative methods, in line with a
phenomenological study. Data collection included semi-structured interviews, focus
group interviews, structured interviews using questionnaires and self-administered

questionnaires. These last two questionnaires contained many open-ended questions.

The secondary means of obtaining data in this study was through closed-ended
questions, which is essentially a quantitative method. Most of the quantitative questions
had the aim of acquiring descriptive statistics, to provide contextual background on
participants although inferential statistics were applied to lesser degree owing to the
relatively small population samples. The quantitative questions were inserted in the
caregiver, client and supervisor questionnaires. Hence, the caregiver, client and
supervisor questionnaires all contained quantitative and qualitative questions or, more

specifically, closed and open-ended questions.

4.4.1 Interviews

Janesick (1998) defines an interview as “a meeting of two persons to exchange
information and ideas through questions and responses, resulting in communication and
joint construction of meaning about a particular topic” (p. 72). Three types of interview
were used: 1) a structured interview, which consisted of structured open- and closed-
ended questions and was used with the managers, caregivers and the clients; 2) a semi-
structured interview, which was used with the key informants and 3) a focus group

interview, which consisted of semi-structured interviews with open-ended questions.

4.4.1.1 Manager interviews

The first interviews were with the managers of the NPOs. The aim was to provide
contextual information on the organisation, its staff members and volunteers, taking into
consideration its history, the size of the volunteer workforce, and the size of client-base.
The researcher interviewed each manager with a structured questionnaire with mostly
closed-ended questions, but with a few open-ended questions as well. Another
important reason for interviewing the managers was to request and obtain permission

from them to conduct the study on their premises and with their supervisors, caregivers
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and clients. On only one occasion was this request denied. See Appendix B for the

interview schedule for the NPO managers.

4.4.1.2 Volunteer caregiver interviews

The volunteer caregivers were interviewed using a structured interview. The
questionnaires consisted of both closed (quantitative) and open-ended (qualitative)
questions. The questionnaire for the caregivers was long, consisting of 18 pages of
questions. Each question was in English, isiXhosa and Afrikaans. The extra languages
also contributed to the length of the questionnaire. See Appendix D for caregivers’

interview schedule.

4.4.1.3 Client interviews

The clients were also interviewed using a structured interview in the form of a
questionnaire. The questionnaire consisted of both closed and open-ended questions.
The questionnaire for the clients was not as long as the caregiver questionnaire. As with
the caregiver questionnaire, each question in the questionnaire was in English, isiXhosa
and Afrikaans. Like the caregiver questionnaire, the extra languages contributed to the
length of the questionnaire. See Appendix E for clients’ interview schedule.

4.4.1.4 Key informant interviews

The third interview used was a semi-structured interview with the key informants. The
researcher conducted these interviews, as all the key informants were fluent in English
and were mostly professionals in the caring professions. The researcher used a mini
cassette recorder to record each interview. These interviews had a more open-ended
approach and it was best that the interviews were recorded, which made it easier to
make notes and for the researcher to maintain eye contact with the interviewee
(Appendix G). Hence, recording the interview encouraged a more conversational

approach between the interviewer and the interviewee.

These interviews were less structured than the manager interviews although they were
also semi-structured. This flexibility of structure encouraged participation and
facilitated feedback as the interviewees drew on their expert knowledge. According to
Appleton (1995), semi-structured interview schedules help to facilitate an in-depth
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exploration of key informants’ knowledge and experience. Interview schedules force
the interviewer to consider what could happen in the course of the interview (Greeff,

2005) and to adjust the schedule accordingly.

Key Informant 1 worked for an organisation that provided CHBC training to volunteer
caregivers. However, on the day of the interview, she asked if two other staff members
could also be present at the interview. She felt that the other two members could add to
the contributions made by her. So the situation had changed and the scenario was
almost like a focus group interview. However, the researcher decided to adapt and allow
the other two staff members to participate. In retrospect, the extra participants added to
the richness of the interview as each of the three interviewees had a different and
valuable contribution to make to the training process. One was a trained nurse, the other
a qualified trainer and the third a trained social worker. Even though there were three
people present at the interview, the researcher decided to refer to them collectively as
Key Informant 1. However, in the results and analysis chapters, the individual voices
are acknowledged and are referred to as Ruth (social worker), Rita (HBC trainer) and
Rebecca (professional nurse). Often it is necessary to refer to their organisation as well,

and the organisation is referred to as Organisation A.

Key Informant 2, who is referred to as Mabel, is a qualified counsellor, who was
formerly employed at a hospice. She was able to provide insight into counselling in a
CHBC context, especially regarding the counselling of people with HIV or AIDS. She
also has a Master’s degree in theology and is an ordained minister. She therefore has
both psycho-social and spiritual counselling skills and experience. Mabel is currently

involved in caring for OVCs, and has started an NPO for the purpose of caring for them.

Key informant 3, referred to as Gladys, was a senior representative from the
municipality who was able to give a local government perspective of CHBC. This
proved useful as Gladys was a qualified medical doctor and also had a keen interest in
CHBC.

Finally, Key informant 4, referred to as Beulah, is involved in AIDS-related work and
runs her own NGO, which acquires funding from overseas donors, which is then

allocated to CBOs and NPOs that desperately need the funding. Therefore, she is aware
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of the strengths and weaknesses of NPOs that run CHBC programmes. She is also very

aware of the impact of AIDS on the many communities with whom she works.

4.4.1.5 Focus group interviews

In this study, two focus group interviews were used with the primary purpose of
“learning how respondents talk about the phenomenon of interest” (Stewart et al., 2007)
with a view to understanding the concept of quality CHBC, and also for “illustration . . .
or conceptualisation” (Greeff, 2005, p. 300), in order to develop a deeper understanding
of what caregivers do. Focus group interviews were used in this study to obtain general
background information, to stimulate new ideas and to generate impressions of CHBC
(Stewart et al., 2007). Barbour (2007) also refers to the use of panels of experts, who
can play a valuable role by creating guidelines and protocols regarding issues about
which there is uncertainty. In this thesis, both focus group interviews consisted of
panels of experts. The first focus group interview consisted of people who were experts
in CHBC. The purpose of this group was to assist the researcher to gain a deeper insight
into CHBC, especially regarding “quality” in CHBC. The second group consisted of the
retired nurses who conducted the interviews with the caregivers and the clients. Their
experience with conducting the interviews, meant that they could further add to the data

acquired from the interview schedules or questionnaires.

The venue chosen for the first focus group interview was centrally located in Newton
Park, Port Elizabeth. It was in the offices of a local NGO who allowed the use of its
premises. The interview was recorded on both a mini cassette recorder and also on a
digital voice recorder. Furthermore, an experienced secretary was appointed to record
the events by hand. This was primarily to act as a backup in the event that the recording
devices should break down. The focus group interview was not for the purposes of
analysing the participants, but for analysing what they had to say about a particular

topic.

The researcher was the facilitator of the focus group discussion. This focus group,
which consisted of a panel of CHBC experts, was particularly interactive, and did not
require much prompting from the facilitator. Furthermore, most of the participants knew

at least one or more of the other participants through their work in CHBC.
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The researcher compiled a series of questions in a semi-structured interview schedule as
preparation for the focus group. Only open-ended questions were used, to encourage
discussion, and the group was not asked any “why” questions (Greeff, 2005). As the
group members were familiar with the topic, it was only necessary to present a short
introduction to the purpose of the focus group interview. The “rules” of the discussion
were explained, namely: 1) do not talk to the facilitator but the group and 2) only one
person to speak at a time (see Appendix F).

The venue for the second focus group was situated in Missionvale, which was fairly
central in relation to the residences of the retired nurses and therefore conveniently
located. The researcher went to fetch three of the retired nurses to bring them to the
venue and one drove herself. This ensured that all the participants attended the focus
group interview. The venue was provided free of charge, which was a further
motivation. The interview was recorded on both a mini cassette recorder and also on a

digital voice recorder.

The researcher was the facilitator of the discussion. This focus group interview, which
also consisted of a panel of CHBC experts, was less interactive than Focus Group
Interview 1, and required much prompting from the facilitator. This was despite the fact
that all the participants knew each other, either through CHBC work or through working
on this project as interviewers. The same procedure was used for Focus Group
Interview 2 as for Focus Group Interview 1 with regard to the preparation and

questioning.

4.4.2 Self-administered questionnaires

The supervisors were asked to complete the questionnaires themselves. It was assumed
that because they were nurses, their literacy skills would enable them to complete the
questionnaire easily. Furthermore, the questionnaire was much shorter than the other

two questionnaires, consisting of six pages (see Appendix C).
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4.4.3 Data coding analysis

The researcher transcribed the four recorded key informant interviews and the two focus
group interview sessions. The data was recorded in a script format and then analysed as
one would analyse texts and documents. Furthermore, the qualitative data obtained from
the caregiver and client interviews were added to the key informant and focus group
interview data, as well as the qualitative data from the supervisor questionnaire. Tesch’s
coding was used to analyse the transcribed data (Creswell, 2003). A multitude of topics
were identified and from these topics eight sub-themes were generated. These sub-
themes were then gathered under three main themes: 1) Socio-economic factors and
their effects on the quality of CHBC; 2) Support received by clients and caregivers
within and without CHBC organisational structures and its influence on quality CHBC

and 3) Addressing structural challenges to improve the quality of CHBC

4.5 Trustworthiness

According to Lincoln and Guba (1985), good qualitative research depends heavily on
the concept of trustworthiness. They list four main criteria on which to determine
whether a study can be regarded as trustworthy, namely: credibility or truth value,
transferability or applicability, dependability or consistency and confirmability or
neutrality (Babbie & Mouton, 2006). De Vos (2005, p. 346) states that “every
systematic enquiry into the human condition must address these issues.”
Trustworthiness can be achieved by using “multiple methods of data collection, such as
observation, interviews and document analyses” (Nieuwenhuis, 2007, p. 80). Creswell
(2003) identifies eight primary strategies that are closely linked to the four criteria listed
by Lincoln and Guba (1985). He notes the following strategies: triangulation; member-
checking; rich, thick description; clarifying researcher bias; highlighting discrepant
information; prolonged time in the field; peer debriefing and the use of an external
auditor (Creswell, 2003). A qualitative study need not make use of all the strategies

listed, but it can use two or three to strengthen the validity of the research.

The first strategy identified by Creswell is that of triangulation. According to Patton
(1999), triangulation means using a variety of methods during data gathering and
analysis. This increases the trustworthiness of research. As Patton (1999) says,

“Because each method reveals different aspects of empirical reality, multiple methods
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of data collection and analysis provide more grist for the research mill” (p. 1192).
Furthermore, another benefit of triangulation is that there is less chance that conclusions

will reflect the bias or limitations of a certain method (Maxwell, 1996).

This study made use of a variety of sources that provided insights into the same topic,
namely volunteer caregivers and CHBC services and the people who are the recipients
of such services. By obtaining the views of the supervisors, who guide the volunteers in
their work, together with the views of the clients who receive their services, the
researcher was able to obtain multiple perspectives of the same subject matter.
Furthermore, the views of the key informants and the focus group interview participants

all contributed towards a deeper understanding of the topic.

Throughout the discussion and findings chapter (Chapter 5) frequent use of large direct
quotes from the participants will be used to “convey the findings” to the reader. When
quotes of this nature are used in the discussion it has the potential to bring about a sense
of “shared experience[ ]” on the part of the reader, resulting in what Creswell (2003)

describes as “rich, thick description” (p. 196).

To add to the trustworthiness, an independent coder (Creswell’s external auditor) was
asked to apply Tesch’s coding system to the transcribed qualitative data obtained from
the one-on-one interviews, the focus group interviews and the qualitative data from the

caregiver, client and supervisor interviews (see Appendix H).

4.6 Ethical considerations

Terre Blanche, Durrheim and Painter (2006) highlight the importance of four basic
ethical principles that researchers should adhere to, namely: autonomy and respect for
the dignity of persons; non-maleficence; beneficence and justice (pp. 67-68). Autonomy
is essentially the need to make provision for informed consent in a study, thus giving
participants the opportunity to accept or reject taking part in a study. Non-maleficence
concerns the need for the researcher to ensure that no harm comes to the participants in
his or her study. Beneficence refers to the researcher striving to maximize the possible

benefits that a participant could gain from taking part in the study. Finally, justice
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requires the researcher to treat the research participants with fairness and equity over

the duration of the study.

Before the commencement of the fieldwork in this study, ethics approval was sought
and received from the NMMU Research, Technology and Innovation (RTI) committee.
Ethical approval ensured that the research methods used were in accord with the ethical
standards as laid out by the university. Furthermore, permission was requested from all
the NPO CHBC programme managers to conduct research on themselves, staff,

volunteer caregivers and clients.

All the participants, key informants, managers, supervisors, volunteer caregivers, and
clients were asked to sign a consent form to indicate that they were willing to
participate in the study. The consent form indicated that they were guaranteed
confidentiality. The consent form had a brief statement of the aims, procedures and
possible applications of the research so that respondents could make an informed
decision. The focus group interview sessions were recorded using digital and analogue

recorders with the permission of the participants.

The interviewers (retired nurses) were instructed to make sure that all the respondents
were aware that they had the right to terminate their participation, refuse to give
information or to ask for clarification about the purpose of the study. All participants
were voluntary and were not coerced. At no stage were consent forms and interview
schedules connected by means of a name. A master identification file was created to
link numbers to names, to permit the later correction of missing or contradictory
information. This file was kept under lock and key. Hence, confidentiality was
guaranteed. However, anonymity could not be guaranteed, since the interviewers would

be collecting the information from an identifiable respondent (Babbie & Mouton, 2006).

A further ethical consideration was not upsetting participants. The questions in the
supervisor interview schedules were primarily about the volunteer caregivers and their
relationship with the volunteer caregivers under their care, thus the interviews were not
of a sensitive nature. In the case of volunteer caregivers, care giving is a stressful
occupation and some of the volunteer caregivers may have been under stress, especially

if they were caring for one of their own family members who may have been in the
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terminal stages of AIDS. A further possibility was that some of the volunteer caregivers
may have had AIDS themselves. However, the volunteer caregivers were at no stage

asked about their status.

The caregiver interviews took place in familiar surroundings, such as the offices’ of the
NPOs that run the CHBC programmes. Most of the questions were not of a sensitive

nature, despite being personal.

The clients were interviewed in their homes and were not asked any questions about
themselves directly. They were not asked to reveal their HIV status and most of the
questions were related to the volunteer caregivers who cared for them. Retired
professional nurses, with counselling skills, interviewed both the caregivers and the
clients. This ensured that in the event that the participants needed counselling, it was

available to them.

Research should always aim to be directed at improving the well-being of the
participants, and should not cause any harm (Katzenellenbogen, Joubert & Abdool
Karim, 2002). The degree of risk to the participants was minimal, especially as they
could withdraw from the interview process at any time. The results of the study will be

made available in written format for whoever would like to read them.

4.7 Biographical data of participants

This section presents the biographical details of the supervisors, volunteer caregivers
and the clients of the volunteer caregivers. The biographical details of each group of
participants are presented in a table format at the end of each section.

4.7.1 Supervisors

Details regarding the supervisors’ length of time that they had been working at their
respective CHBC organisations are presented. Furthermore, gender, age, marital status,
education, population group, language group, religion, employment status and income

bracket are also discussed below.
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4.7.1.1 Length of time with the CHBC organisation

The supervisors have on average been working for their agencies for 5.6 years each.
This demonstrates commitment and will be beneficial to the agencies in this sample,
because it provides stability and support to the organisation and the caregivers in the

organisation.

4.7.1.2 Gender

There were 15 female supervisors and one male supervisor. This appears to be trend
with regard to HBC, whereby women play a major role in providing care in the
communities (Akintola, 2006; Lindsey, Hirschfeld, Tlou, & Ncube, 2003).

4.7.1.3 Age

The average age of the supervisors was 53.71 years per supervisor, suggesting that they

may have life experiences which they could share with their volunteers.

4.7.1.4 Marital status

Ten of the supervisors (62.5%) were married, one divorced, three widowed, one single
and one supervisor left the answer missing. If one combines the widowed supervisors, it
demonstrates that 81 per cent of the supervisors were married. The marital status of the
supervisors is set out in Table 4.3.

4.7.1.5 Education

Half of the supervisors had a tertiary education, with four having selected Grade 10 —
Grade 12. Two said they had Grade 8 — Grade 9 and two did not answer. This is
problematic for two reasons: 1) people with a lower education do not necessary have the
skills to make an effective supervisor and 2) over half of the supervisors are not
professional nurses or retired health professionals. In order for CHBC to be successful it
is important that the people in management positions are equipped to guide the
caregivers with their care work. They also need the authority to make judgement calls
and they need to have a standing in the community (Cameron, 2003 and WHO, 2002).

Furthermore, the relationship between the CHBC organisations and the clinics will be
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stronger if the supervisors are nurses, because the clinic nurses are more likely to

respect supervisors who have the same qualifications as them (see Table 4.3).

4.7.1.6 Population groups and language

Thirteen of the supervisors were African and three were Coloured. Three had English as
their main language at home and thirteen had isiXhosa as their main language at home.
The three English speakers are also fluent in Afrikaans and one is also fluent in
isiXhosa. The two who are Afrikaans speakers work in areas that are predominantly
Afrikaans speaking so the problem of language or communication is reduced. These
statistics on population and language group, as well as the above-discussed statistics

relating to marital status and education levels are tabulated below in Table 4.3:

Table 4.3: Supervisors: Marital status, education levels, population and language

groups

MARITAL STATUS No. of supervisors
Married 10

Divorced 1
Widowed 3
1
1

Single/never married

Not specified
EDUCATION LEVELS

Supervisors with tertiary education

Supervisors who have Grade 10 — 12

Supervisors who have Grade 8 — 9

N[ N B> 0

Supervisors who did not specify
POPULATION GROUP
African 13
Coloured 3
LANGUAGE GROUP
IsiXhosa 13
English 3
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4.7.1.7 Religion

All the supervisors said that they were Christian and all said that their faith was “very
important” to them. Again, it appears that the link between Christianity and
volunteering is close, as most of the supervisors are volunteers at their respective
agencies. Another benefit of the fact that the supervisors are Christian is that majority of
caregivers are Christian, which means when it comes to spiritual care the two groups

can identify with each other and understand where they are coming from.

4.7.1.8 Employment and income status

Twelve supervisors said that “no” they were not employed outside the CHBC
organisation. Two said “yes” they were and two did not specify. Five of the supervisors
said they were formally employed, four casually employed, three were pensioners, and
two were unemployed. One indicated “other” and another did not answer. These
answers need to be clarified by stating that only three of the supervisors are employed
by their respective CHBC organisations. Hence, of the five caregivers who said they
were formally employed, two were employed outside of their CHBC organisation. Five
supervisors (31.25%) earn above R3000 per month, five (31.25%) earn between R2001
and R3000 per month, one earns between R1001 and R2000 per month and three earn

between R501 and R1000 per month. Two never answered the question.

4.7.2 Caregivers

Details regarding the volunteer caregivers’ length of time that they had been working at
their respective CHBC organisations are presented. In addition, the caregivers’ gender,
age, marital status, education, population group, language group, religion, employment

status and income bracket are also presented below.

4.7.2.1 Length of time with the CHBC organisation

The average length of time that each caregiver had worked at their respective
organisations was four years. The maximum number of years worked by a caregiver for

their organisation in this sample was eight years.
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4.7.2.2 Gender

Most of the caregivers in this sample were female (n=25), with only seven of the
caregivers being men. Akintola (2006) notes that most caregivers in Africa are female,

and that in African culture women are expected to do the caring.

4.7.2.3 Age

The average age of the caregivers was 43 years with the oldest being 72 and the
youngest being 34. This is contrary to the general trend where two thirds of volunteer

caregivers are shown to be elderly people (Juma, Okeyo & Kidenda, 2004).

4.7.2.4 Marital status

Out of the 32 caregivers, seven were married and 17 were single and six were widowed
with two participants not indicating their marital status on the questionnaires. If one
groups the widowed and the single caregivers together the cumulative percentage is
71.88 per cent out of the total number of caregivers in this sample.

4.7.2.5 Education

Twenty-one of the caregivers were in the category Grade 10 — Grade 12 and five were
in the category Grade 8 — Grade 10. Four were in the category Grade 4 — Grade 7 and
one was in the category Grade 0 — Grade 3. One caregiver did not indicate his highest
level of education. Of the 32 caregivers, 81.25 per cent had a secondary school
qualification. This is important, especially regarding the monitoring process, which
requires the caregivers to provide basic information about their clients and the number
of visits undertaken each month. It is also a factor that influences the caregiver’s ability
to take part in training and fully understand the course content. Of the caregivers, 65.63
per cent had a school qualification of at least Grade 10. Table 4.4 sets out the education

levels of the caregivers.

4.7.2.6 Population groups and language

The sample consisted of 29 African and three Coloured caregivers. Of these, 28 were
isiXhosa speaking, three were Afrikaans speaking and one was Sesotho speaking,
indicated as “other” (see Table 4.4).
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4.7.2.7 Religion

All 32 caregivers indicated that they were Christian and all considered their religion to
be either “important” (n=2), or “very important” (n=30). The first hospitals, as we know
them today, were begun by Christians as long ago as the fourth century (Retief, 2006).
Furthermore, Christianity is closely linked to the concept of volunteering, and most of

the caregivers in the organisations in this study are considered to be volunteers.

4.7.2.8 Employment and income status

Regarding unemployment, only seven of the 32 caregivers interviewed indicated that
they were formally employed, while two indicated that they were casually employed.
Two said that they were pensioners and the others indicated that they were either
unemployed (n=5), or “other” (n=12). Four caregivers did not answer the question. Nine
of the caregivers who selected “other” indicated that they were volunteers. Hence, 72
per cent of the 32 caregivers (n=23) did not have permanent work and therefore did not
have a stable income. This percentage does not include the two pensioners who had
fixed incomes, albeit very small amounts. Only three of the seven caregivers, who
indicated that they were permanently employed, earned more than R1000 per month.

Table 4.4 shows the monthly household income of the volunteer caregivers who
participated in this study. Only 9 caregivers (28%) earned more than R1000 per month,
with 26 (81%) receiving household incomes of less than R2000 per month. Twelve
(37.5%) were receiving less than R500 per month and 19 (59%) receiving less than

R1000 per month. Clearly, these caregivers were not financially secure.

Nine caregivers (28%) said that they received a salary with an average of R1450 per
month. However, judging by the “salaries” that these caregivers received, it appears that
a number of caregivers regard their stipend as a salary. Furthermore, based on
interviews with the managers, the researcher is aware that most of the caregivers are on
stipends. In fact, only two caregivers received a salary. This clearly shows that many
caregivers consider their stipend to be a salary. However, a majority of caregivers

(72%) indicated that they did not receive a salary.



102

Seventeen of the caregivers (53%) said that they received a stipend, and this amount
averaged at R408 per month per caregiver. The minimum stipend was R100 and the
maximum R900. Six caregivers indicated that they received neither a stipend nor a
salary. This figure is based on the number of caregivers indicating “yes” that they
received a salary minus number of caregivers indicating “no” they did not receive a

stipend.

Linked to stipends is the time spent volunteering. Each caregiver spent an average of
5.23 hours per day doing care work. The highest number of hours spent caring was
eight hours per day with six of the caregivers spending this much time caring, while the

lowest number was one hour per day.

Table 4.4 Caregivers: Marital status, education levels, population and language groups

and income status

MARITAL STATUS No of caregivers
Married 7
Widowed 6
Single 17
Marital status not indicated 2
EDUCATION LEVEL

Grade 10— 12 21
Grade 8 - 9 5
Grade 4 -7 4
Grade 0 -3 1
Education level not indicated 1
POPULATION GROUP

African 29
Coloured 3
LANGUAGE GROUP

IsiXhosa 28
Afrikaans 3
Other languages 1
INCOME STATUS

1-500 12
501 — 1000 7
1001 — 2000 7
2001 — 3000 1
Above 3000 1
Other 3
Not specified 1
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4.7.3 Clients

Details regarding the length of time the clients’ volunteer had been caring for them, the
clients’ gender, age, marital status, education, population group, language group,

religion, employment status and income bracket are presented below.

4.7.3.1 Length of time caring for client

The average number of months that a client was cared for by a caregiver was 23
months. The longest a client has been cared for was five years, while the shortest was
one month. Furthermore, 15 clients (47%) had been cared for by their caregiver for
more than two years. The above figures indicate a certain amount of constancy

regarding the care that was being provided by the caregivers to the clients in this study.

4.7.3.2 Gender

Of all the clients in the sample, 81 per cent (n=26) were women. It is difficult to
determine why such a high number of the clients were women. Although, it is known
that there are more women than men who have HIV and AIDS. However, one cannot be

certain whether all the women in the sample had tested positive for HIV.

4.7.3.3 Age

The average age of the clients was 49.7 years. There were five elderly people who were
interviewed whose ages ranged from 79 to 88. Hence, the average was somewhat
skewed because of them. If one takes the other 25 interviewees (two never gave their
age) then the average age is 40. This study was about CHBC and includes all types of
sick or disabled people, as stipulated by the DoH National Guideline on Home-Based
Care / Community-Based Care, not only PLHAs.

4.7.3.4 Marital status

The majority of clients (n=19) had never been married, namely 59 per cent. Six were
widowed, which is 19 per cent of the clients and one was divorced. The number of
single clients was 26 or 81 per cent. It may be that those people who need outside care
assistance are primarily single as there are no immediate family members to assist them.

Another possible reason is that as mentioned with the caregivers, people cannot afford
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to marry, so it is more a cultural dilemma. The marital status of the clients is reflected in
Table 4.5.

4.7.3.5 Education

Fourteen clients (43.8%) said they had a school education of Grade 7 or less, with one
having had no formal education. Three indicated their education was between Grade 0
and 3 and 10 between Grade 4 and 7. Eighteen clients had a high school education, with
12 indicating that their education was between Grade 8 and 9 and six indicating that
their education was between Grade 10 and 12 (see Table 4.5).

4.7.3.6 Population groups and language

Twenty-seven of the clients (84.4%) indicated that they were African and five (15.6%)
indicated that they were Coloured. The language distribution was the same with 27
clients speaking isiXhosa and five speaking Afrikaans. The population and language

groups are indicated in Table 4.5.

4.7.3.7 Religion

Twenty-nine of the clients (90.6%) stated that they were of the Christian religion.
Twenty-six of the clients (81.2%) said that their faith was “very important” to them and
five (15.6%) said it was “important” to them. This compares favourably with the

caregivers who were also predominantly Christian (see Table 4.5).

4.7.3.8 Employment and income status

Thirty (93.75%) clients had a household monthly income of R2000 or less. Thirteen
(40.6%) indicated that they had a household monthly income of between R1001 and
R2000 per month, eight (25%) had a household monthly income of between R501 and
R1000 and nine (28.1%) had a household monthly income of between R1 and R500
(CQ.A14). The fact that seventeen clients had household monthly incomes of less than
R1000 demonstrates the poverty of the clients. This figure is the household income,
which is needed to sustain a household and is very little if one considers that there are
on average 5.23 people living in each dwelling in this client sample. Table 4.5 below

indicates the income status of the clients.
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Table 4.5 Clients: Marital status, education levels, household income, population,

language, and faith

MARITAL STATUS No. of clients
Married 3
Widowed 6
Single 19
Cohabiting 2
Divorced 1
Did not indicate marital status 1
EDUCATION LEVEL

Grade 10— 12 6
Grade 8 -9 12
Grade 4 -7 10
Grade 03 3
No formal education 1
POPULATION GROUP

African 27
Coloured 5
LANGUAGE GROUP

IsiXhosa 27
Afrikaans 3
FAITH GROUP

Christian 29
Religions other than Christian 2
No religion 1
IMPORTANCE OF FAITH

Clients whose faith is very important to them 26
Clients whose faith is important to them 5
Clients whose faith is not important at all 1
HOUSEHOLD INCOME

1-500 9
501 - 1000 8
1001 - 2000 13
2001 — 3000 1
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4.8 Conclusion

This chapter explained how the research is underpinned by phenomenology as it aims to
acquire a better understanding of CHBC volunteer caregivers by looking at CHBC
through their eyes. Thereafter, Chapter 4 discussed how the questionnaires consisted of
both qualitative and quantitative questions, based on a range of literature relevant to
CHBC. The chapter also covered the way in which the research took place and
described the interviewer-fieldworkers who conducted the interviews, the selection of
the CHBC programmes which were part of the research, the study participants and the
sampling process. The process of data collection and analysis was followed by an
explanation of the steps followed to ensure that the study was conducted in a way that

ensured trustworthiness and compliance with ethical considerations.
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CHAPTER 5
RESULTS AND DISCUSSION

5.1 Introduction

Chapter 5 presents the three main themes that were derived from various sub-themes
that emerged from an analysis of the data. The open-ended questions addressed to the
participants in the study aimed to elicit answers that would lead to an understanding of

the main research question: “What is quality community home-based care (CHBC)?”

As already mentioned, the theory or lens through which the data is analysed is social
capital theory and each sub-theme is discussed with this theory in mind. Furthermore,
the sub-themes helped to shed new light on quality care which is referred to throughout
the chapter. The three themes were developed from a number of sub-themes and these

are described in the introduction of each theme.

5.2 Theme 1: Socio-economic factors and their effects on the quality of CHBC

This theme investigates the socio-economic factors that affect CHBC and all its relevant
role players. It is underpinned by two main sub-themes, namely the socio-economic
factors of poverty and unemployment and the accompanying need for compensation for
volunteer caregivers (VCGs). Under poverty, poor living conditions and lack of food
security are discussed. Under unemployment, the reasons why people choose to
volunteer are examined, especially in relation to the desire for financial reward. Linked

to this sub-theme is the second sub-theme, the issue of stipends.

5.2.1 The effects of poverty on quality CHBC

This sub-theme describes key issues that result from poverty, namely poor living
conditions and the lack of food security.

e Poor living conditions
This section discusses the problem of poor living conditions which is a direct result of
poverty. First, the reality of poor living conditions for the participants in this study is

presented. Second, this reality results in the clients being vulnerable to opportunistic
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diseases. Third, such poor living conditions make it difficult for VCGs to provide
quality care and these living conditions have an impact on social capital, which in turn

affects the quality of care that volunteers are able to provide.

Poor living conditions are a reality for many of the participants, both caregivers and
clients, in this research. Despite the South African government’s coordinated
programme to fight poverty, in the form of the “War on Poverty Campaign” (South
African Government, n.d.) poverty is still a widespread issue. The problem of poor
living conditions was emphasised by Belinda in Focus Group (FG) 2, who mentioned
that some of the clients whom she visited when conducting the interviews for this
project lived in very poor and unhygienic conditions. Alice (FG2) agreed and said that
she was used to these and that she encountered such unhygienic conditions all the time.
The fact that 17 clients in this study had household monthly incomes of less than R1000
demonstrates the poverty of the clients. Furthermore, of these 17 clients, nine (28.1%)
had a household monthly income of between R1 and R500. It is important to bear in
mind that this figure is the household income, which is needed to sustain a whole
household and these figures are very low if one considers that there are on average 5.23
people living in each dwelling in this client sample. It is a real challenge for people
living off such low incomes to ensure that their living spaces remain hygienic as they do

not always have the financial means to maintain a sanitary home.

Hence, poor living conditions leave a person vulnerable to disease. The following
description by Janet (FG2) demonstrates the impoverishment, which she witnessed
when conducting an interview for this research project: “The one in Motherwell, she
was in a bad condition, that one. Because there was a little baby, and she’s got no place
to stay. She has not got an ID, no milk to feed baby, nothing, and she’s sick. She was

very sick.” Belinda (FG2) also witnessed similar circumstances:

I didn’t even want to touch anything because as I walked in, there was a
room. I don’t know if it was a dead person, or what. It had such a stench
coming out of there, like a rotten, wet musty, a very funny stench, and
then there was this little lounge where everybody sat. With this depressed
mother that was the AIDS client that was doing the work, and the others
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were sitting there. And that place was full of flies. I don’t know what was

in that room. It was dark, but the doors were open, but it was very bad.

The poor living conditions of many clients have a major impact on the ability of VCGs
to provide quality care (Kang’ethe, 2009). The Department of Health’s (DoH’s) Policy
on Quality in Health Care for South Africa (2007) notes that: “individuals living in
poverty are more likely to experience delays in receiving appropriate treatment, or to
lack access to water and sanitation within their dwelling.” This statement supports
Kang’ethe’s (2009) argument that poor living conditions hinder volunteers from

conducting their work and thus providing quality care.

From a social capital perspective, quality care is impacted by poor living conditions too.
For instance, it has been noted that people living in segregated low income
neighbourhoods, which are associated with poor living conditions, in the United States
of America (USA), with concentrated areas of poverty, are socially isolated and
therefore lack social ties to working and middle-class individuals, which serve as
important sources of information about access to employment (Domininguez & Arford,
2010, p. 116). The racial segregation that came about through Apartheid had the same
effect, and continues to do so, on the people living in South Africa’s townships. Not
only is there a lack of information about employment, but there is a lack of information
about health care. Therefore, communities and individuals often operate in isolation
(Lindsey et al., 2003), which means that caregivers and especially family caregivers
operate in isolation too. Poor living conditions affect the social capital of people living
in such situations and this in turn has a negative effect on their health thus having a

negative impact on the quality of care being provided to them.

Thus, the problem of poor living conditions is a direct consequence of poverty and is a
reality for many of the participants in this study, often making them vulnerable to
opportunistic illnesses. In addition, such poor living conditions affect VCGs’ ability to
provide quality care and also affect social capital, which in turn impacts on the quality

of care being provided.
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e Food security

This section presents the problem of food security, which besides impacting on the lives
of the clients of the volunteers, also places undue pressure and frustration on the
volunteers themselves. Hence, poverty and the clients’ lack of food indirectly affect the
quality of care that the volunteers are able to provide to their clients. Furthermore, a
lack of food security is also associated with a decreased degree of social capital

amongst the people who are living with a shortage of food.

In general, food security is a major problem amongst the clients of the caregivers in
CHBC. According to the DoH (2001), members of the informal sector, consisting of
families, volunteers, caregivers and community health workers, are expected to ensure
food security. However, many in the informal sector are clearly not able to do this. Food
is certainly an issue for the clients of volunteers. This is evident in that 46.88% of the
clients in this study mentioned the importance of their volunteers providing them with
food. Mabel raised the concept of Maslow’s hierarchy of needs. And considering the
conditions that many persons living with HIV or AIDS (PLHAS) live in, this is very
pertinent. Maslow (1943) stated in his classic A Theory of Human Motivation that
physiological needs are the most pre-potent of all human needs. This led him to state the
following: “A person who is lacking food, safety, love and esteem would most probably
hunger for food more strongly than for anything else” (Maslow, 1943, p. 373). The
fulfilment of this most basic need is for many people in South Africa an overwhelming
challenge, which they face on a daily basis. Furthermore, the bill of rights in the South
African Constitution includes the right to adequate food, stipulating that the state has
the obligation to ensure that the right of all its citizens to access sufficient food and

water is progressively achieved (Food and Agriculture Organization, 2006).

Related to this food shortage is the pressure and frustration experienced by some
volunteers regarding their inability to provide their clients with food and thus quality
care. The following responses demonstrate the frustration and helplessness experienced

by some of the volunteers:
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- There is nothing I can give them, like food and bandages; seems they get fed up
- [Clients] say I talk, but I do not bring food

- Some houses [have] no food; difficult to take treatment

The quality of CHBC is negatively affected when the provision of basic food
requirements is not met. This is supported by Rachel, who said, “Home care alone is
not going to solve the problems of the patient or the person that they are caring for.”
Maria further expressed the problem of food shortages, saying that if there is no food
and “the family’s destitute, how do they care for this person that they have been left
with?” Indeed, a 1999 survey by the non-governmental organisation (NGO), Hope
Worldwide, found that lack of food was the most urgent need affecting the caregiving
process (Kang’ethe, 2009). Thus, lack of food in turn prevents other aspects of care
from taking place effectively. For instance, as indicated in the third VCG’s comment
above, lack of food makes it difficult for clients’ medication to be effective. In addition,
studies show that opportunistic infections are more common in people with gross
nutritional depletion and malnutrition (DoH, 2001; World Food Programme, 2006).
Furthermore, other areas of care are also affected. For example, Mabel stated with
regard to psycho-social care that “counselling cannot take place if I am so dysfunctional
because my primary need is not emotional, it’s physical.” Thus a lack of food affects
clients physically, but it can also make counselling more challenging. Marais (2005, p.
69) expressed the problem of a lack of food as follows: “When a need as elemental as a
square meal goes unmet, the ‘continuum of care’ is effectively robbed of its meaning.”
Therefore, lack of food clearly affects the quality of care; this is stated explicitly by
Kang’ethe, (2009, p. 27), who argued that the lack of adequate food placed severe stress
on the caregiving process, in fact “driving the caregivers further into poverty and

compromising the quality of care.”

A study by Martin, Rogers, Cook and Joseph (2004, p. 2653) shows that high levels of
social capital are associated with decreased risk of hunger, and the findings suggest that
households appear to derive “protective benefits both from their own social networks
and from the greater extent of shared networks throughout the community.” Therefore,
it can be argued that the problem of food security and hunger are to a large degree a
result of low levels of social capital in the communities in which CHBC is primarily
required.
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This section discussed the problem of food security, which has the effect of placing
pressure and frustration on VCGs. Thus, it was argued that poverty and a lack of food
impacts on the quality of care that the volunteers are able to provide to their clients. In
addition, a lack of food security is closely linked to diminished social capital amongst

people who are living in poverty.

5.2.2 Unemployment and the compensation of volunteer caregivers

This is the second sub-theme under Theme 1: Socio-economic factors and their effects
on the quality of CHBC. The following section presents the socio-economic reasons
that lead people to become VCGs and whether this reasons affect the quality of CHBC
they provide. These motivations are contrasted with an alternative key psycho-social
motivation that was raised by the participants in order to highlight their differing
influences on quality care. When financial motivations are coupled with a love of

caregiving, there may be a positive effect on social capital.

e Reasons why people volunteer to do CHBC

Some VCGs choose to volunteer out of a desire to obtain future employment, a desire to
gain a stipend from the CHBC organisation, or a love for caregiving. This latter reason,
which is a psycho-social factor, has the ability to increase quality of care, but is under
threat when financial factors dominate VCGs’ decision to volunteer. Despite the
potential negative effects on quality care when financial reasons are the main influence
on deciding to volunteer, when such reasons are coupled with a love of caregiving, it

could have a positive effect on social capital.

First, an important factor, that leads many people to volunteer in South Africa, is the
desire on their part to obtain employment. In a study by Thabethe (2006) it was found
that “...7 out of the 10 voluntary caregivers admitted that they are doing the work
because it is better than sitting at home doing nothing. They maintained that if they
were to find formal employment they would leave CHBC...” (p. 65). Hence,
volunteering for such people is really a means to an end. Akintola (2008a) supports this
idea saying: “Some people are motivated by the hope that volunteering will help them

find a job in healthcare” (p. 129). This is understandable as many volunteers live in
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poverty and are unemployed. Beulah noted that people often volunteer after long

periods of unemployment. She said the following:

Well, I'm quite a cynic around that [volunteering] as I’'ve told you
before. | honestly don’t believe, in all of my years of experience now,
that people are absolutely genuine. Because where people are coming
forward to volunteer is where people have not been employed for a long
time. . . . And we ask questions like ... and why are you doing what
you're doing?’ And nine times out of ten, it’s because ‘I'm hoping that

this will be a stepping stone.’

Rachel too stated that the “ultimate goal for the caregivers” IS “working towards

becoming employed eventually.”

Another reason for doing volunteer care work is the desire to receive a stipend from the
CHBC organisation. Seventeen of the caregivers (53%) said that they received a
stipend, and this amount averaged at R408 per month per caregiver. The minimum
stipend was R100 and the maximum R900. Lucy stated that “if there is a stipend or
there’s a salary, people might just come in because of being remunerated.” This is
further supported by Gladys who stated: “They volunteer . . . but you find that they
volunteer with the hope of being stipended at one stage or another.” Maria emphasised
that when a stipend is introduced into the volunteer-CHBC scenario then the focus of
the caregiver appears to shift, because the stipend is seen by volunteers as a salary.
Sophia described how the introduction of the stipend seems to have affected the attitude
of the volunteers towards caregiving and this in turn can affect the quality of the care

provided:

With poverty and unemployment in South Africa these days, we don’t
really have volunteers. Because of one thing that whatever they do, there
IS an expectation because how else must they live? With compassion and
passion, we re talking about it, yes, went through the window with the

stipend.
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Two caregivers in this study admitted that they chose to volunteer with the hope of
receiving financial compensation: One caregiver said that she needed the money and the
other said she was unemployed and that is why she started care work. These last two
examples contrasted with another reason mentioned by the other caregivers why they
decided to volunteer, namely a love for caregiving. Research has suggested the latter
reason has a positive effect on quality of care (Baernholdt, Jennings, Merwin &
Thornlow, 2010), in contrast to volunteers motivated solely by a desire for

remuneration.

VCGs in this study were motivated by a love for caregiving. Quite a high number of
caregivers (13 or 41% of the caregivers), in this study, said that they volunteered in
other organisations or at the same organisation, but doing other activities besides CHBC
care work. It could be argued that if the caregivers volunteer their time engaging in
other activities besides caregiving that perhaps there is an element of altruism at work.
Lucy felt strongly that volunteers needed to have compassion and passion in order to be
effective caregivers, noting that “The word comes back to compassion, having the
compassion for the work, because if you don’t have that or even passion, then obviously
you're coming in to waste the organisation’s time, and you're going to mess around
with the patient.” This is also supported by Baernholdt et al. (2010), who, in a study of
quality in rural nursing stated that “established measures of quality care are used in rural
hospitals, but most important for quality care is that patients are treated with respect and
compassion from up-to-date and competent nurses” (p. 1353). Therefore, in order to
provide quality care, it appears that compassion and passion are needed by VCGs.
Desire for financial benefits is unlikely to produce this compassion and passion which
appear so invaluable in the provision of quality care. This is expressed by Maria, who

notes the following:

You go to clean up other people’s—well, let’s not go into graphics, but
just get the visual picture of it. You can’t pay people for that. You can’t

pay people to have compassion.

In fact, financial motivations are likely to reduce the quality of care. A parallel is found
in the medical field: According to Martin, Henderson and Charlesworth (2010),

“although there is growing interest internationally in the use of financial incentives to
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improve the quality of care, this approach does seem to contradict some aspects of the
theories . . . considered . . . about motivation. . . . Various commentators have
highlighted the problems inherent in an externally driven approach involving financial
rewards” (pp. 66-67). Martin et al. (2010), drawing on the work of Roland et al. (2006)
and McDonald et al. (2007), go on to note how “external incentives” can cause doctors
to prioritise financial benefits to themselves ahead of the patient’s best interests.
Furthermore, Sarah argued that increasing stipends or financial benefits would also not
result in a direct improvement of quality of care. She argues, “Focus on the quality of
what they 're doing for the money they re receiving, and from there, look at increasing
[their stipends] again.” Hence, Sarah is arguing that one cannot increase a volunteer’s
pay if the quality of care that he or she is providing is not of a certain standard. In other
words, if one increases a volunteer’s pay and there is no corresponding improvement in

care then it appears as though the caregiver is being rewarded for poor work.

However, in terms of social capital, financial reasons for volunteering may produce
certain positive effects. The overall bonding social capital in the community need not be
reduced as the bonding social capital within the caregivers’ respective families may be
increased because of the increase in financial independence resulting from stipends. In
addition, Rodlach (2009, pp. 428-9) refers to Bourdieu (1986) with regard to the
prestige and respect attained by caregivers for their volunteering work; thus they are
exchanging time and energy for social capital. In addition, despite some caregivers’
choosing to volunteer for financial reasons, when these self-serving motivations are
combined with a concern for their clients, this “‘mixed-motive’ cooperation” (Uphoff,
2000, p. 230, Uphoff’s emphasis) still provides benefits in the form of stronger social
capital in the community where they serve as it results in what Uphoff (2000) describes
as a “positive-sum” (p. 230), whereby there is reciprocity in that the caregiver gets
financial remuneration and the client obtains care. Whether this care is of a sufficiently

high quality, however, is debatable.

To sum up, people appear to volunteer as caregivers owing to two main factors, namely
a desire to obtain employment, and a desire to gain stipends. However, a third factor
was identified in the study namely a love for caregiving. It is argued that a love of
caregiving has the ability to increase quality of care. When financial factors dominate
VCGs’ motivations, quality CHBC may be negatively affected. However, when
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financial reasons for volunteering are combined with a love of caregiving, it may have a
positive impact on the social capital in the communities from where the volunteers

originate.

5.3 Theme 2: Support received by clients and caregivers within and without CHBC
organisational structures and its influence on quality CHBC

This theme focuses on the advantages of CHBC to clients and caregivers as a result of
the support that clients and caregivers receive. In addition, the contribution to quality
care of these types of support is discussed. The first sub-theme concerns the advantages
of CHBC to the clients of VCGs and looks at counselling as a component of the holistic
care provided by CHBC organisations. The second sub-theme looks at the advantages
of CHBC to volunteers in their work as caregivers, discussing different forms of social

support: from peers, supervisors, family, and communities.

5.3.1 CHBC benefits to clients of volunteer caregivers

This section concerns the benefits that clients garner from CHBC services. There are
two aspects to consider, namely psycho-social counselling and spiritual counselling

provided to clients by the caregivers, both of which form part of holistic care.

e In addition to physical care, CHBC volunteer caregivers provide counselling
care to their clients
This section looks at an important aspect of CHBC, namely that it is holistic in nature
which has added benefits to the clients because in addition to physical care, it also
includes counselling. The holistic nature of CHBC also adds to the quality of care that
clients receive. The counselling component has the ability to instil hope in the clients of
CHBC caregivers, which also contributes to the quality of care they receive. The
experiences of the clients who participated in this study are also discussed in relation to
the counselling received from their caregivers. An aspect of counselling not often dealt
with, namely spiritual counselling is discussed together with the need for trust and

confidentiality in the caregiver-client relationship.
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First, the provision of counselling by VCGs adds to the holistic nature of CHBC. The
following definition of counselling comes from Van Dyk (2008, p. 219) who drew on
Gillis (1994) and Sikkema and Bissett (1997):

Counselling is a facilitative process in which the counsellor, working
within the framework of a special helping relationship, uses specific
skills to assist clients to develop self knowledge, emotional acceptance,
emotional growth, and personal resources.

These counselling skills are an integral part of effective CHBC and owing to the
holistic nature of CHBC, this emotional care operates in conjunction with
physical care. For instance, Lucy spoke about counselling as an important
aspect of holistic CHBC:

[ think for me it’s the individual attention that the patient gets, knowing
that there is someone who is multi-skilled if one can put it that way
where you can actually do a bit of counselling, it’s not just about the

caring, but also it’s about looking after the body, mind and soul. . . .

Sarah also emphasizes the importance of counselling in CHBC, noting that : “it’s
important to have a counselling and a listening side, just as much as it is the actual
skills of HBC [home-based care], practical bed baths and wound care and those sorts
of things.” Sarah explained that her organisation actually expanded in response to the

need for counselling.

In terms of quality care, the holistic nature of the care, of which counselling is a part,
contributes to the quality of the care provided to clients, as is evident in the responses to
the question “Are you happy with the service that your VCG gives you (please
explain)?” which showed the range of needs to which a caregiver is able to respond.
Based on the clients’ answers, it can be said that VCGs provide a range of services such
as referrals, cleaning/washing and applying body cream or rubbing feet, being always
available and visiting, giving advice and providing transport, sharing groceries, and

cooking. Clearly, these sorts of services are much more diverse than those that are
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provided by health care workers in government institutions, such as hospitals, thus

volunteers are able to provide holistic care, which is needed by the patient.

More specifically, a link between counselling, which forms an important part of holistic
care, and quality care is reflected in the literature. This is evident in research by Lindsey
et al. (2003). Their study sought to identify, inter alia, interventions to provide quality
care, and the authors indicated in their findings that in order to achieve quality care,
clients and their families are in need of counselling (Lindsey et al., 2003).

A benefit of counselling is that it can help to bring hope to those people who are
affected, especially young people, by the AIDS pandemic. Mabel explained how
counselling can help to make a difference to such people who have given up hope of
finding employment or having a career. She also described the problem of hopelessness

very effectively using the first person pronoun as though she herself was a PLHA:

my need is not just not just a life-limited disease, my need is living in a
world where the seeds of hopelessness kind of attack me and sometimes |
feel like I'm being strangled and my greater need is just existing day to
day and having enough to put in my tummy and into the tummies of my

children.

Mabel believed it was crucial to invest time and energy in counselling and care, helping
people to become independent and also co-dependent, but this can only be achieved by
the volunteers if they are able to instil a sense of hope in their clients. Indeed, the World
Health Organisation (WHO) (2002) definition states that the purpose of CHBC is to
“provide hope through high-quality ... care” (p. 6).

In the current study, the clients were not asked explicitly if they received counselling,
but were asked: “Have you been able to talk to your VCG about your problems - the
things that are worrying you?” A number of themes were identified that showed the
ways in which help was given. Volunteers provided assistance and advice regarding
such problems as family issues, and even finance or grant problems, to which the clients
expressed satisfaction. It is not possible to determine the level of counselling provided
by the caregiver, but the results show that clients do talk to their caregivers when they
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need help. This indicates a certain level of trust. Furthermore, the clients were asked:
“Has your VCG helped with resolving (conflict) problems with your friends and family?

If yes, please give an example.” Two of the clients responded as follows:

- [She] spoke to [my] mother and father
- [She helped resolve the conflict] by sitting down with my family and

counselling them.

Hence, the caregivers of two of the clients in this sample helped to counsel the clients’
parents and their families. This illustrates that caregivers are able to play an important
role in family counselling where there is conflict between family members regarding the

illness of a client.

Another question addressed to the clients was: “Has your VCG helped you to feel less
lonely or isolated? If yes, in what way did he/she help?” This question also elicited
responses that helped indicate whether counselling was actually taking place. In
response, the clients spoke about the caregivers talking to them; giving them advice;
encouraging them; and comforting them. Hence, a more informal form of counselling
appears to be taking place here: The regular visits where an exchange of advice,
encouragement and comfort is taking place, suggests that there is a degree of

counselling, in the form of psychological or emotional support.

Another form of counselling is spiritual counselling. Rachel said that an important
aspect of quality care is the need for spiritual support of the client. When asked about
quality care, one of the supervisors also mentioned the importance of spiritual support.
As already indicated, Lucy stated the importance of VCGs’ taking care of not only
body and mind but also the soul. Mabel also emphasised that spiritual care has “a huge
role ... to play. . . . It is an unfolding of grace . . . which then begins to change me from
the inside out so the way spiritual care is offered is often more important.” However,
Mabel noted that spiritual counselling needs to be undertaken with care, warning that
counsellors need to be careful how that spiritual care is offered, stressing the need for
the caregiver to show the client respect when providing spiritual care. Mabel also

highlighted how religion had sustained many people during the years of oppression
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under apartheid, a fact which suggests that it can also assist people through the socio-

economic hardships of post-apartheid South Africa. According to her:

...it does have a tremendous role... look at how in all of that darkness
people clung to what they believed. To something beyond what we can

put in words and it is a force, an almighty force for peace.

The clients were asked the following question related to spiritual care: “Has your carer
helped you get spiritual (religious) comfort? If yes, in what way did they help?” In
response sixteen of the clients referred to prayer either for or with them, some
mentioned Bible study and others church attendance. Two clients used the word
“counselling” in conjunction with prayer. This indicates that almost all the clients
agreed that their caregivers provided them with some degree of spiritual support.
Turning to the caregivers, all except one said that they provide their clients with

spiritual support.

The fact that the clients receive spiritual support demonstrates once again the holistic
nature of CHBC. Furthermore, the responses of the participants indicate that spiritual
supports adds to the quality of care that is received. Despite these positive responses, in
order for spiritual care to be effective, it must be presented in the right way. Mabel
warns that while spiritual care is beneficial, “we need to be ever so careful about how
we use that cement. Unfortunately, like anything that is good, there can be abuse.”
Thus, Mabel emphasized that spiritual support needs to be presented in a careful, gentle

manner.

The vital role of trust in counselling was emphasised by Mabel too:

What brings healing we need to ask ourselves? It’s ultimately allowing
ourselves to trust both ourselves and the other person to be a conduit of
grace. And if I can trust you enough because of your demeanour because
of your sincerity...that I can trust you as a person I'm actually going to

share with you.
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It is clear that trust is very important for spiritual counselling. Furthermore, trust is vital
in all forms of counselling (British Association for Counselling and Psychotherapy,
2010.)—the client trusts the caregiver to maintain confidentiality. According to Van
Dyk (2008), “confidentiality in the counselling context is non-negotiable. A counsellor
may not, under any circumstances, disclose the HIV status or any other information to

anybody without the express permission of the client” (p. 231, Van Dyk’s emphasis).

Trust falls under cognitive social capital and is linked to sharing and reciprocity (Islam
et al., 2006), as demonstrated by Putnam’s (1996, para. 3) definition, which states that
social capital consists of “networks, norms, and trust that enable participants to act
together more effectively to pursue shared objectives.” Indeed, for spiritual counselling
within CHBC, caregivers interact with their clients in a very personal way. In this study,
the results on counselling appear to suggest a high level of trust, based on the positive
comments made by many of the clients. This trust element is critical in strengthening
social capital and the role of the caregivers in providing counselling is significant as it
helps to further increase the trust levels amongst community members. On the other
hand, caregivers have a great responsibility in maintaining confidentiality as they deal

with very intimate aspects of their clients’ lives.

In conclusion, this section examined the holistic nature of CHBC, which in addition to
physical care is an important benefit to CHBC clients, because it also includes a
counselling aspect. It was noted how the holistic nature of CHBC contributes to an
increase in the quality of CHBC. By counselling clients CHBC can instil a sense of
hope in the clients of CHBC caregivers, which also contributes to the quality of care
they receive. The experiences of the clients who participated in this study were
discussed regarding the counselling received from their caregivers. Spiritual counselling
was also discussed together with the need for trust and confidentiality in the caregiver-
client relationship.

5.3.2 CHBC benefits to volunteer caregivers

This sub-theme deals with the four different levels of support which CHBC VCGs
receive, namely peer support; supervisor support; family support; and community

support._Caregivers who operate outside the organisational structures of formal CHBC
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programmes do not necessarily have the support they need to carry out their work.
Belonging to an organisation increases the caregivers’ support base as they can draw on
support from peers and supervisors. Levels of family and community support also affect
their ability to provide quality care within the organisation.

e CHBC volunteer caregivers receive peer support

This section firstly describes the support that VCGs receive from their fellow volunteers
and secondly describes how this benefits the organisation and results in quality care.
Thirdly, the benefits of peer support in developing strong bonding social capital are

discussed after this.

Peer support was an important theme in the current research. Thirty (94%) of the
caregivers said that they helped each other with their problems. Below is a list of some
of the caregiver responses to the question about VCG problems and how they help each

other.

- When client has a health problem [I ask the carers] what | should do?

- If I have to be helped with dressing client I ask one of them

- When | am busy with one client and another [client] needs help they [peers]
help out

- We share problems although we don’t mention patients’ names then we advise
each other

- When we attend meetings we sit in group and share problems that we are
encountering

- We go together to visit client especially when there is a danger in the area

These responses highlight the value of peer support as they illustrate how team work
between volunteers in CHBC can strengthen the organisation. This teamwork ranges
from asking for advice (beneficial to both the client and the caregiver as they will both
be better equipped to make the right decision) to substituting for fellow caregivers so
that the client will have the necessary support. Help with difficult practical tasks is
beneficial not only to the caregiver but may also add to the dignity of the client, by

preventing any embarrassing situations from occurring. Confidentiality is a priority as
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the clients’ personal lives need to be safeguarded, and it is reassuring to know that some
caregivers take this part of their work very seriously, as evident from the fourth
response. Group sharing during regular meetings will again benefit caregivers and
clients. Accompanying each other into dangerous areas means safety for the caregiver

and greater availability to the client.

In terms of quality care, because the support that the VCGs give one another impacts on
the care that they provide to their clients, it ensures that the volunteers are able to
provide the best care possible relative to their particular circumstances. Hence, peer
support has an impact on the quality of care that is received by the volunteers’ clients.
Indeed, Dennis (2003) states that “peer support has become a significant element in the
delivery of quality care” (p. 239). Morna, Ntsabane and Muzenda (2009) lend further
weight behind the argument that calls for more peer support in CHBC by stating that it
is necessary to “encourage peer counselling so volunteers can support one another” (p.

5).

However, despite the positive effects of peer support, Dennis (2003) does identify
certain negative aspects of peer support. Using a number of sources he lists the
following potential “adverse outcomes” that may result from peer support, namely
“conflict, criticism, failed social attempts, emotional over-involvement resulting in
contagion stress, reinforcement of poor behaviours, diminished feelings of self-efficacy,
lack of stability, and ‘shadow work’ in which an informal, parallel economy supports
the formal, market-based economy” (p. 328). It can be argued that the list presents a
series of vague emotions or experiences that are difficult to identify never mind remedy.
However, these negative aspects of peer support need to be considered and the
formalisation of peer support could help to overcome or manage much of these

experiences.

The positive peer support between VCGs is what can be referred to as bonding social
capital. As mentioned in Chapter 2, bonding ties, which fall under horizontal ties, exist
between individuals or groups of equals or near-equals (Islam et al., 2006) which is
what the volunteers can generally be considered to be. Bonding ties foster strong norms
of reciprocity, ease of communication and the flow of information about the
trustworthiness of others (Putnam, 1993). The support that the volunteers give each
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other stems largely from these three aspects, which are closely linked to cultural

commonalities, common language and the trust that comes from familiarity.

Thus, it is evident that VCGs often rely on each other for both practical help and
emotional support and advice, thereby improving the service they provide and
increasing the quality of care, which is also improved by the bonding social capital that

develops as a result of peer support.

e CHBC volunteer caregivers receive supervisor support

Supervisors play a prominent role in the organisations in the current study. Caregivers’
responses indicated that their supervisors provide them with psychological and
emotional support. Supervisors also conduct client visits, hold meetings with caregivers
and mostly speak the same language as caregivers. The majority of caregivers feel
comfortable with the supervisors and the generally good relationship that appears to
exist between supervisors and caregivers strengthens social capital and has a positive

impact on quality care.

First, caregivers in this research clearly receive support from their supervisors. The
caregivers were asked if they received psychological/emotional support from their
CHBC agency and to describe the support they receive from their supervisor. Below are

three of their responses:

- The supervisor gives help.
- We come and tell them our difficulties and get help through our supervisors.

- We do prayer by [supervisor].

Clearly the supervisors to these caregivers are a great support to them as they feel they
can obtain help from them and, as indicated in the last quote, they also receive spiritual

care from them.

In addition, the findings also revealed that the supervisors were active in terms of client
visits. The caregivers stated that on average, their supervisors visited their clients 24

times a year. It is difficult to ascertain if the supervisors visit each of their clients 24
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times in the year or if they visit their clients in general 24 times a year. However, either
way, the caregivers indicate that their supervisors are in the field, twice a month,
visiting their clients. This is certainly a very positive scenario for CHBC in the
community-based organisations (CBOs) of this sample. It would be even better if this

were the case for the whole Nelson Mandela Bay Municipality (NMBM).

Furthermore, the supervisors in this study hold regular meetings with their caregivers.
On average, the caregivers have group meetings with their supervisors 6.2 days per
month. This is just over one day a week, which is very positive, because the caregivers
are then acquiring the support of their supervisors on a regular basis. In addition,
twenty-one (65.6%) of the caregivers said that they were able to meet with their
supervisors outside of regular meetings, while nine (28%) were not able to do so. In the
case of geographically large organisations, with volunteers operating in many different
townships, it is more difficult for the volunteers to meet with their supervisors, because
the offices of the CBO may be far from where they live, which will mean that the
caregivers have to wait for their supervisors to come to them or they must travel there
by taxi. Of course they could telephone the supervisor, but this will generally not be
satisfactory if the caregiver needs to ask for advice or if she or he requires counselling.
It is easier for volunteers at geographically small organisations, which operate in one
township alone, to meet with their supervisor, because often the supervisor is also the
manager and is at the office every day. Furthermore, some organisations expect their
volunteers to “clock-in” at the office before going to visit their clients. In such cases,

the supervisor is normally readily available.

A further aspect of the supervisor-caregiver relationship which is evident from the
findings was that most supervisors are able to speak their caregivers’ language. Almost
all the caregivers (93.75%) said that their supervisors could speak their language. This
is very important from a communication perspective. Language plays an important role
in transmitting knowledge and with caregivers often having below average education

and literacy levels, the oral medium will be the most effective means of communication.

Thus, given the above facets of the supervisor/caregiver relationship, it is not surprising
that generally caregivers appeared to feel comfortable with their supervisors. This is
evident in another question that the caregivers were asked regarding their relationship
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with the supervisor: “Do you feel comfortable talking to your supervisor?” Twenty-
nine of the caregivers (91%) said that they were comfortable talking to their supervisors
and all of these caregivers had encouraging things to say about their supervisors. Many
said that they felt that their supervisor was “approachable”. Others complimented their
supervisors on their listening skills and said they were able to talk to their supervisors
about anything. One caregiver said his supervisor was “just like a mother to me”, and
another caregiver described her supervisor as “like a friend to us.” If the caregivers feel
that they can consult with their supervisors, normally retired professional nurses, about
difficult situations concerning their clients, the clients will almost always stand to
benefit. Further evidence of the good relationship between the supervisors and their
caregivers was revealed in the answers to “What are some of the issues you discuss with
your supervisor?” Twenty of the caregivers said that they discussed client problems
while some also discussed personal problems with their supervisor. It is interesting that
not all the caregivers go to their supervisors for counselling. Only 66 per cent indicated
that they do, as opposed to the 31 per cent (n=10) who do not. Although a large
majority of the caregivers said that they discussed client problems with their supervisor

only some raised personal issues.

Regarding social capital, the supervisor-caregiver relationship and the supervisor-client
relationships are an example of vertical social ties. Vertical social ties are also related to
bridging social capital, whereby the knowledge and expertise of one group benefits
another group. In this case, the supervisors, who are largely qualified nurses, have an
abundance of health care knowledge which they are then able to pass on to their
caregivers, which in turn benefits the clients. Hence, the social capital, from a health

care perspective, is strengthened.

In relation to quality care, the support from supervisors cannot be underestimated,
especially as their care for their caregivers in turn affects the caregivers’ care for their
clients. Of course, supervision can have negative effects, for example, if there are
personality clashes or if the supervisor and the caregiver feel trapped in the supervisor-

caregiver relationship (Todd & Storm, 2002).

However, the positives of good supervision far outweigh potential negatives of no
supervision. This is supported by the Republic of Namibia Ministry of Health and Social



127

Services (2007, p. 45-46), which emphasises the importance of “supportive supervision”
with regard to quality CHBC and the sustainability of CHBC programmes. Sarah also
argued that if, amongst other things, the caregivers are supervised, “HBC can be
effective”. Gladys stated that supervisors who are professionals are able to give the
volunteers professional help and advice, because there are issues that volunteers cannot
always deal with themselves. For Sarah, supervision, together with mentoring, was the
most important aspect of CHBC. Sophia felt that an important aspect of a successful
CHBC programme was one with supervised VCGs.

It is clear that caregivers need and appreciate their supervisors’ support, which takes on
a range of forms: psychological/emotional support, client visits and frequent meetings.
A further benefit was that the majority of supervisors were able to communicate in the
same language as their caregivers. Overall, caregivers were comfortable with the
supervisors and these positive relationships in turned impacted positively on social

capital and quality care.

e CHBC volunteer caregivers receive family support

The families of VCGs can make a difference to the effectiveness of CHBC. While
caregiving can have negative effects on the caregiver’s family, as discussed below,
many caregivers in this research study experienced positive support. Such family
support has a positive impact on quality of care and also strengthens bonding social

capital.

Wainwright (2002), states that CHBC caregivers experience greater stress than
professional caregivers and argues that this is largely due to among other things a lack
of adequate support. Hence, if the volunteers are under stress it is possible that their
stress will be transferred to their families. For instance, families of VCGs have to make
certain sacrifices such as having their family member be away from home at strange
hours. Beulah asked the question: “What happens to their families?”” when referring to
volunteers and the need to manage their working hours in order to consider their
families. Having community members knocking at the door at all hours and having a
spouse or mother/father who often carries the problems of his or her clients on his or her

shoulders can affect family life negatively.
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Another factor that can affect VCGs is the financial impact that volunteering can have
on their families. The issue of financial burden on volunteers was raised in a Botswana

study stating: “without remuneration, volunteers struggle to take care of their families”

(Morna et al., 2009, p. 9).

However, despite potential negative impacts on families, the majority of the caregivers
in this study said that their families supported them. In fact, 87.5% stated that they
received support from their families. Here are a few extracts of what the caregivers had

to say about the support that they received from their families:

- They are also keen and interested in community involvement

- They tell me I am bringing back ubuntu

- They can see that | am interested in my clients so they encourage me

- They also help me with my clients

- They give me words that make me keep going

- They help with the housework while I'm out doing the caring work.

- They ask me to be strong to do the work; put God [first] all the time

- My children love what | am doing because they lost sister because of HIV; they
know how the help is needed

These extracts are very encouraging, because the families were clearly supportive in the
care work of the VCGs. It implies that the majority of caregivers’ families in this study
did not stigmatise PLHAs and they approved of community work and CHBC. If they
encouraged the caregivers, they were probably proud of the work that their family
member did and this would be an added motivation to the caregiver to continue with
their work. It is interesting that in the second italicised response above, one family
considered their family member to be “bringing back™ ubuntu. This suggests that they
also felt like Mabel and Beulah who felt that ubuntu is not as it was and that it needed
to be revived. In addition, it was encouraging that one caregiver said that her family
members helped with the housework while she was out doing CHBC. This is a good
example of how family members play an important role in the CHBC project.
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Furthermore, the support that caregivers receive from their families has an impact on
the quality of care received by their clients; if their families support them and what they
are doing, it makes it that much easier for them to carry out their work. The following
quote from the Joint United Nations Programme on HIVV/AIDS (UNAIDS) (2007, p. 23)
supports this link between support from the caregiver’s family and the caregivers’

ability to provide effective care:

A survey titled “Care giving in the United States” estimates that more
than 44 million Americans are unpaid caregivers, and a majority of them
currently work or have worked while providing care. The survey also
found that God, family and friends were most often cited as sources of
strength by people who are caring for others.

The social ties between VCGs and their families constitute bonding social capital
(Ferlander, 2007). One of the benefits of bonding social capital is that it enables the
“transmission of behavioral norms to family members and friends” (Islam et al., 2006,
p. 6). According to Cullen and Whiteford (2001), bonding social capital “can be
important for the diffusion of information, establishing health norms, controlling
deviancy, generating mutual aid, and protecting the vulnerable” (p. 9). Based on the
preceding quote, CHBC volunteers who come from families with strong social capital
will more likely feel a desire to take care of the vulnerable. As mentioned previously,
the motivation behind volunteering may influence the quality of care provided by the
volunteers. It takes a passion for people to motivate a person to care for the vulnerable
and as mentioned earlier, caregiving that is accompanied by passion is an important

element in quality care.

In summary, although CHBC can place families under strain, most caregivers in this
study reported positive support from their families. This support has been shown to
correlate positively to quality care and strengthens bonding social capital, which in turn

increases caregivers’ desire to help the vulnerable.
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e CHBC volunteer caregivers receive community support

The role of the communities in which CHBC takes place is very important. First,
communities can play a key role in enabling caregivers to obtain caring work. In
addition, the current study indicates that the communities where the participants reside
encourage them in their caregiving work. This support has been shown to benefit
quality care, as opposed to negative community involvement, in the form of stigma.
Therefore, communities have the potential to influence caregivers and CHBC positively
or negatively. Furthermore, community involvement also affects social capital, which in

turn may increase quality care.

Caregivers may begin working for CHBC organisations as a result of information
obtained from their communities. The research showed that of the 32 caregivers, 43.75
per cent of them learnt about their care organisation from a friend, while 31.25 per cent
found out about it through their church. Only 9.38 per cent (n=3) found out about their
organisation through a clinic. This demonstrates two things: 1) the community aspect of
the townships, especially regarding communication, where the proverbial “grapevine” is

very effective and 2) the role of churches in care work in the communities is significant.

The findings indicate that all but one caregiver stated that their communities supported
them in their work as VCGs. Half (n=16) of the caregivers said that they know that their
communities support them because they refer clients to them. In other words, the
caregivers acquire clients because the community members send prospective clients to
them. This suggests that they are well known in their communities, and are accorded
trust and respect which is evidence of a high level of social capital. The caregivers also
said that the community members praised them for the work that they do and told them
to keep up the good work. Two caregivers commented that community members bring
their problems to them. These responses show that the communities where the
caregivers work support them in their work. The care takes place in the community with
the support of the community and the communication between community members

ensures that clients are referred to VCGs and thus receive the CHBC they need.

Owing to the fact that caregivers are volunteering in the communities in which they

live, Beulah stated that there is a level of trust between themselves and the community
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which leads to an openness that provides the clients with the necessary trust to allow the
volunteers into their homes. Furthermore, she said that the volunteers know their

community and that it is safe for most of them to volunteer.

Such community support can impact the quality of care provided to the clients.
According to a study by Rddlach (2009), “caregivers in general were appreciated and
held in high esteem” (p. 428). However, lack of community support affects the quality
of care provided by volunteers: As noted in a Botswana study by Kang’ethe (2010b, p.
552) “because of their poverty, the caregivers conceded they were not able to provide
what the client desired [such as food]. This was also fuelled by a lack of support from
relatives, friends or community systems.” Conversely, the presence of community
support increases the viability of CHBC organisations. For instance, Rosenberg et al.
(2005, p. 35) noted that one of the requirements in order for a CHBC programme to be

sustainable is community involvement.

However, despite these positive effects, community involvement can also negatively
impact on caregivers. One negative aspect of using local caregivers was highlighted by
Mohammad and Gikonyo (2005, p. 13), namely that the caregivers “are then more
likely to experience stigma, discrimination and social isolation due to the nature of their
work.” Hence, because the community knows what work the caregivers are doing and
who they are visiting, and because the volunteer lives in the same community, it makes
them vulnerable to stigmatization. Maria felt strongly that community support was not

that evident saying:

The family members are ... too worried about what the neighbours are
saying. You're talking about community care. Most of the people with
AIDS don’t even want other people to know their relatives have got it....
So our stigma and discrimination is still very rife in many of the
communities in which case that patient is more likely to be hidden than

[receive] all this support

The situation whereby individuals in communities, due to community pressure, do not
seek assistance for their condition leading a worsening of their health and could be

regarded as negative social capital.
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Thus, communities are very influential. While stigmatization can be problematic,
conversely, having the community’s support inspires the caregivers to keep going as
caregivers as it gives an added sense of meaning to their work. Akintola’s study (2010),
“Perceptions of rewards among VCGs of people living with AIDS working in faith-
based organisations in South Africa”, a qualitative study, demonstrates that VCGs value

the support of community members highly.

In terms of social capital, according to Kawachi (2006, p. 992), “at the community
level, social cohesion may be a reflection of the health status of residents (i.e. you have
to be healthy to volunteer).” Based on this statement, it is possible that where VCGs
received support from their communities, that this social cohesion could positively

affect their clients, thus leading to improved quality care.

In short, communities can enable caregivers to find caring work and can also play an
important part in supporting these caregivers. While this support can improve the
quality of care, negative community involvement can be destructive to caregivers. Thus
it is crucial that communities encourage caregivers as they are extremely influential.
The positive effects of this power are evident in the impact that community involvement

has on social capital, which in turn may also improve quality care.

5.4 Theme 3: Addressing structural challenges to improve the quality of CHBC

This theme focuses on the structural challenges facing CHBC organisations and how to
overcome them in order to improve the quality of CHBC. First, in the sub-theme on the
challenges of training of VCGs, the personality attributes of prospective VCGs that
CHBC organisations should look for are discussed. In addition, under this sub-theme,
improving training via standardisation and training volunteers to have multiple skills is
also discussed. The next sub-theme, on challenges related to monitoring and evaluation,
covers the government’s role in monitoring and evaluation, the current reliability of
monitoring and evaluation in CHBC and the role of mentoring and supervision in
CHBC. The third sub-theme is that of developing a scope of practice and the

importance of developing parameters and legal boundaries.
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5.4.1 Training of volunteer caregivers

Various aspects of training pose a challenge to CHBC organisations: First, a discussion
of the challenge of selecting caregivers with the appropriate personality attributes for
providing quality care is presented. Second, an investigation of how to improve training
through standardisation is discussed. Third, the challenge of training volunteers to have

multiple skills is presented.

e Personality attributes needed by volunteers to provide quality care

It is vital that organisations ensure that they are using volunteers who have the right
attributes to be good carers. There were several personality attributes that were
repeatedly mentioned by both the key informants and the supervisors, namely:
compassion, maturity and confidentiality, physical characteristics, and intellectual
ability so that volunteers are able to be trained in certain skills. These attributes, which
are discussed below, were also highlighted as important elements of quality care by the
Republic of Namibia’s Ministry of Health and Social Services’ Community-Based
Health Care Policy (2007). If these skills are developed, they in turn will increase

human capital, an aspect of social capital, which will benefit CHBC organisations.

CHBC organisations need to make sure that the volunteers they recruit have the right

personality attributes. This is supported by Lucy, who argues,

So, if you're looking for quality it is also the work that needs to be done
by the institution or the organisation in terms of having a proven policy
what it is that you are looking for within that person before you bring

them on board as a caregiver.

She felt that even before the caregivers receive their training the organisations need to
screen them to ensure that the right people are selected. She admitted that it was a
difficult task, because people could come out of desperation and “give you what you
want to hear.” Ruth notes that there are specific attributes required by a VCG to

provide quality care:
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Personality plays a big role because it is very taxing on the individual
emotionally, physically, mentally, psychologically — you actually have to
be [a] strong person because they cope with a hell of a lot out there.
Personality plays a huge role and their emotional stability, they really

are left out there to cope with a lot of stuff on their own.

One of these attributes is compassion. This was noted by Lucy, who stated: “The word
comes back to compassion, having the compassion for the work.” Maria supported this
too and felt that compassion was vital for quality care: “When you come to quality in
HBC, you can have all the skills in world, but without the compassion for the families,
for the clients, for the patients, the quality won’t be there.”” Supervisors too emphasized
the importance of compassion. For example, the characteristics that they felt CHBC

volunteers required were that they needed to be/have:

- caring
- Caring knowledge or experience

- someone who have love unconditionally.

The Republic of Namibia’s Ministry of Health and Social Services (2007) also referred
to the vital importance of compassion for quality care, referring to “compassionate

relations” (p. 43) as an important dimension of quality.

Another attribute that was highlighted was maturity, which was linked to
confidentiality. One of the supervisors said that a requirement for a VCG was that he or
she be “matured.” Gladys felt that “A quality caregiver should be a person who is
emotionally mature. And also mature enough to be confidential....” Therefore, she felt
that age played a role and she suggested the caregiver be above 20 years. Ruth did not
specify the age of VCGs, but suggested that it should be considered. Beulah noted that
there was a lot of stigma and discrimination around as well, and sometimes it was a
caregiver who knew what was happening in the household of a client who spread gossip
about the family. So according to her there was an issue of confidentiality amongst the
caregivers. Additional characteristics that the supervisors felt CHBC volunteers
required were that they:
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- [be] matured

- Must have confidentiality

The Republic of Namibia’s Ministry of Health and Social Services (2007, p. 45) stated
under their “Specific quality guidelines” that confidentiality be kept and that volunteers
must be mature people, thus supporting the statements from the interviewees and

supervisors above.

A third important element that was noted was the physical attributes of the volunteers.
According to Ruth “...sometimes they are not able to carry out some of the stuff. . . .
size, weight and also culturally....” Age is tied to emotional maturity and size and
weight is directly related to the physical side of caring. A person who is too small or
overweight may find it difficult to do physical care work. Ruth said: “...we have carers
who we know are not going to cope with physical work....” One of the supervisors also
highlighted the importance of the volunteers being “physically fit”. The Republic of
Namibia’s Ministry of Health and Social Services stated that volunteers may be
expected to: “assist with cooking, fetching wood, water, domestic chores, cleaning,
child care, according to the prevailing situation” (2007, p. 45). All these activities listed
require varying degrees of physical strength. An inability to perform certain acts of
physical care will impact negatively on the quality of care.

A further important requirement was the trainability of volunteers or their ability to
acquire certain skills. According to Ruth, “They got to be intellectual enough to be able
to upgrade and to keep learning not just go and do....” The supervisors also
emphasised the importance of volunteers having the necessary training to do the care

required of them:

- HBC course and experience; experience in working with communities
affected/infected with HIV and AIDS; basic counselling skills.

- must have skills (e.g.) HBC; HIV training skills

- experience in working with communities affected/infected with HIV and
AIDS; basic counselling skills.

- must be trained on 59-days; must get basic training;



136

The Republic of Namibia’s Ministry of Health and Social Services (2007) also
highlights the importance of trainability noting that volunteers must be ‘“able and
willing” (p. 45). The personal criteria required by VCGs to provide quality care are
closely tied to the concept of human capital. The inherent abilities and values that reside
in each volunteer will directly affect the care that they provide to their clients. However,
it is the development of these personal traits through training that will increase the
human capital of each volunteer. Coleman expresses this as follows: “...human capital
is created by changes in persons that bring about skills and capabilities that make them
able to act in new ways” (Coleman, 1988, p. S100). The increased human capital will
then impact on the collective efforts of the volunteers and present itself as increased

social capital, benefitting the community as a whole.

To conclude, organisations need to be sure that they are selecting volunteers who have
the attributes to become effective carers. Personality attributes that have been identified
as promoting quality care are compassion, maturity and confidentiality, physical
characteristics, and intellectual ability so that volunteers are able to be trained
effectively in certain skills. If these skills are fostered, they will cause the growth of
human capital, which will positively impact on the social capital of CHBC

organisations.

e The relationship between volunteers’ education levels and training

In the previous section, trainability was indicated as an important personality attribute.
Closely tied to this attribute are the educational levels of the volunteers, which
determine whether they are able to cope with CHBC provision and training. Some of
the VCGs did not have the necessary levels of education to enable them to manage the
training provided, although overall education levels of the participants were fairly good.
This was in contrast to general findings of the literature that emphasize the low
educational levels of caregivers, but although the participants in the study may have
higher levels of education, the quality of this education is difficult to ascertain. Lack of
education/poor quality education can mean that caregivers struggle to cope with their
work. Thereafter, a possible solution is proposed. This solution is followed by a
discussion of the relationship between education levels, training and quality care and

thereafter the relationship between education levels, training and social capital.
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As is evident from the following statistics some of the VCGs do not have the
appropriate educational levels for providing adequate CHBC although their overall
education is relatively high. Twenty-one of the caregivers were in the category Grade
10 — Grade 12 and five were in the category Grade 8 — Grade 10. Four were in the
category Grade 4 — Grade 7 and one was in the category Grade 0 — Grade 3. One
caregiver did not indicate his highest level of education. Based on these statistics it
appears that most of the caregivers in this sample have a reasonable level of literacy. Of
the 32 caregivers, 81.25 per cent had a secondary school qualification. This is
important, especially regarding the monitoring process, which requires the caregivers to
provide basic information about their clients and the number of visits undertaken each
month. It is also a factor that influences the caregiver’s ability to take part in training
and fully understand the course content. It is reassuring to know that 65.63 per cent of
the caregivers had a school qualification of at least Grade 10, as a minimum of Standard

8 (Grade 10) was indicated as a selection criterion by two supervisors.

These relatively high levels of education are in contrast with the generally poor
education of caregivers. Overall, there appears to be an overall problem of a lack of
education amongst VCGs (Mohammad & Gikonyo, 2005; Lindsey et al., 2003).
Lindsey et al. conducted a study in Botswana of young girls and women caregivers and
noted: “...these caregivers experienced poverty, social isolation, stigma, psychological
distress, and a lack of basic caregiving education” (Lindsey et al., 2003, p. 486-487).
The final stress factor was “a lack of basic caregiving education”, which is evidently a
problem amongst volunteer and family caregivers. Furthermore, a study by Phorano,
Nthomang and Ngwenya (2005, p. 167) indicates that with “respect to education, the
study revealed that a higher proportion of respondents (28, or 32.9%) had lower primary
education, while 20 (23.5%) had higher primary, 19 (22.4%) a junior certificate, 7
(8.23%) non-formal education, 3 (3.53%) had Cambridge certificate and 8 (9.4%) had
never attended school” and they indicated that poor education levels could impact on

the caregivers’ ability to provide quality care.

However, despite the fact that the participants in the current study appear to have higher
than average levels of education, it is also important to bear in mind that many of these

caregivers received their education in township schools, many of which are under-
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resourced and with teachers who often only have Grade 12 themselves. This means that
some of the Grade 10 — Grade 12 education levels may not be of the standard that they
should be. Organisations that provide training must bear this in mind and accommodate
the caregivers by first ascertaining “where they are at” and then providing them with

training that meets them at their current level and builds them up from there.

Poor levels and quality of education can negatively impact on caregivers’ ability to do
their work. Belinda (FG2) spoke of the literacy and education of the caregivers being at
different levels, while Janet (FG2) felt that the VCGs needed the correct education so
that they feel empowered to do their work. Belinda (FG2) said that in training you may
think you have given them the information and that they all understand, but they do not.
This was supported by Alice’s (FG2) remark that they all say “yes”, but when you get
the results you can see they do not understand. She suggested grouping the caregivers
with the same education levels and setting the curriculum to suit them. Sarah (FG1)
said: “I say this with great love for our volunteers, we are working with volunteers who
haven'’t had the same advantages of education as maybe others of us have.” Regarding

the selection of participants to undergo training at their organisation, Ruth said:

...even though we have guidelines of what the requirements are we do

find that sometimes the selection is not good—Ievel of education.

A possible solution is to make training simpler and more practical and for it to be
provided in the home language of the caregiver. Beulah spoke of a medical doctor in
Hamburg (Eastern Cape) who had developed training materials for caregivers that were
very practical, involving art, creative drawing, poetry and very simple words to
communicate. Her methods were very interactive and she was able to simplify all the
complicated medical terms, especially regarding HIV and AIDS in order to make them
acce