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ABSTRACT

Title: Older adults’ experiences of formal community-based care services in Sebokeng-

implications for long-term care management

Key terms: formal long-term care; community-based care; good care; ethics of care; day care;

home-based care

South Africa’s older population is faced by far-reaching implications for long-term care.
Informal long-term care is increasingly becoming less efficient in providing in their care needs.
Families are rendered unable to care for their older family members by issues such as poverty,
migration of younger adults, and HIV/AIDS. Non-communicable conditions such as diabetes and
hypertension require life-long management and add to the financial strain families experience in
providing long-term care for their older relatives. Residential care as formal long-term care option
is not a viable solution either, as it is inaccessible to the majority of the older population. Formal
long-term community care as a third option is advocated by South African policies and scholars
alike. Even though formal long-term community care is perceived as a solution, studies show that
community-based care poses some major challenges. There is, however, a gap in research,
especially in South African literature, as to older adults’ grounded experiences of the current

formal day care and home-based care services.

The study undertook a grounded exploration of older adults’ experiences of current formal
community-based care services in Sebokeng. This exploration aimed at addressing the gap
between the ideal of formal community-care systems and delivery, and its effective
implementation in practice. The secondary aim was to ascertain what the older adults from this

group perceived as good care.

The study was conducted using the interpretive descriptive design with an ethics of care
approach as heuristic framework. In-depth interviews provided rich, descriptive data, which was

then analysed using thematic analysis. The research sample consisted of 10 older adults making
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use of community day care services and 10 using community home-based care. Participants were

between the ages of 63 and 85 and the group consisted of 15 women and 5 men.

Findings showed that this group of older adults experience existing formal community-
based care as fragmented and inadequate in meeting their care needs. Older adults address this
care deficiency by making use of other forms of care such as informal care provided by family,
friends or neighbours, and care from other community institutions (such as churches). Findings
on what older adults regard as good care showed that there are four care principles to good care:
access to resources, infrastructure and good care; attentiveness and responsiveness;
companionship, and dignity. These four principles broadly correspond with the conceptualisation

of good care in the ethics of care approaches.

The study concluded that long-term care for older adults should be provided and managed
by government in partnership with communities (in support of family/informal care). For long-term
programmes to provide good care, an ethics of care approach could be used to ensure that the

needs of older adults are adequately and wholly met in a relational and situational manner.
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OPSOMMING

Sleutelterme: formele langtermynsorg; langtermynsorg; gemeenskapgebaseerde sorg; goeie

sorg; sorgsaamheidsetiek; dagsorg; tuissorg

Suid-Afrika se ouer bevolking word met verreikende implikasies vir langtermynsorg
gekonfronteer. Informele langtermynsorg skiet toenemend te kort in die voorsiening van ouer
persone se versorgingsbehoeftes. Faktore soos armoede, migrasie van jonger volwassenes en
MIV/VIGS dra by tot gesinne en families se onvermoé om na ouer gesinslede om te sien. Nie-
aanmeldbare toestande soos suikersiekte en hipertensie moet lewenslank bestuur word, en dra
by tot die finansiéle druk wat gesinne in die voorsiening van langtermynsorg aan ouer gesinslede
ervaar. Residensiéle sorg is 0ok nie ‘n lewensvatbare opsie vir formele langtermynsorg nie, omdat
meeste ouer volwassenes nie toegang daartoe het nie. Formele langtermyngemeenskapsorg is
die derde opsie wat deur Suid-Afrikaanse beleid en vakkundiges aanbeveel word. Hoewel
laasgenoemde as oplossing beskou word, is daar studies wat wys dat gemeenskapgebaseerde

sorg beduidende probleme oplewer. Daar is egter, veral in Suid-Afrikaanse literatuur, ‘n
navorsingsgaping wat betref ouer volwassenes se begronde ervarings van bestaande formele

dagsorg- en tuisgebaseerde dienste.

Die studie het ‘n begronde ondersoek na ouer volwassenes se ervarings van bestaande
formele gemeenskapgebaseerde versorgingsdienste in Sebokeng onderneem. Die doelwit van
hierdie ondersoek was om die gaping aan te vul tussen die ideaal vir formele
gemeenskapsorgstelsels en -lewering, en die daadwerklike implementering daarvan in die
praktyk. Die sekondére doel van die studie was om vas te stel wat ouer persone as goeie sorg

ervaar.

Die studie is met behulp van ‘n verklarend-beskrywende ontwerp gedoen met
sorgsaamheidsetiek as heuristiese raamwerk. In-diepte onderhoude is aangewend om ryk,

beskrywende data in te samel, wat by wyse van tematiese ontleding geanaliseer is. Die
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navorsingsteekproef het bestaan uit 10 ouer volwassenes wat van gemeenskapgebaseerde
dagsorgdienste, en 10 wat van gemeenskapgebaseerde tuissorgdienste gebruik maak.

Deelnemers was tussen 63 en 85 jaar oud en die groep het bestaan uit 15 vroue en 5 mans.

Bevindinge het getoon dat die groep ouer deelnemers aan die studie bestaande formele
gemeenskapgebaseerde sorg as ontoereikend en onderbroke ervaar, en dus nie na behore in
hulle sorgbehoeftes kan voorsien nie. Ouer volwassenes bied hierdie tekortkominge die hoof deur
van ander bronne soos informele sorg en versorging van ander gemeenskapsinstellings (soos
kerke) gebruik te maak. Quer persone in die studie het vier versorgingsbeginsels van goeie
versorging geidentifiseer, naamlik: toegang tot hulpbronne, infrastruktuur en goeie versorging;
oplettendheid en responsiwiteit; kameraadskap, en waardigheid. Hierdie vier beginsels kom in

die breé ooreen met die konseptualisering van goeiesorg in die sorgsaamheidsetiek.

Die slotsom van die studie is dat die staat in samewerking met gemeenskappe (ter
ondersteuning van informele/familiesorg) langtermynsorg aan ouer persone moet voorsien en dit
moet bestuur. Sorgsaamheidsetiek kan help verseker dat ouer persone se behoeftes op

toereikende en volledige wyses vervul word, en dat langtermynprogramme goeie versorging bied.
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CHAPTER 1: INTRODUCTION

Community-based caregiving as an answer to the increasing need for long-term care for
older adults is internationally recognised (Chen et al., 2017; Iparraguirre, 2017; Sharma &
Marwah, 2017). The interface between ageing and community long-term care management has
become an important area of research in developed countries for especially three reasons: rapid
population ageing, changing family structures and concerns about care for older adults
(Provencher et al., 2014). The situation is no different for developing countries. This gap is
especially visible in studies done on the older populations of sub-Saharan Africa and, more
specifically, South Africa. Studies on the older population include research on older adults and
the family, care institutions, and the caregivers of older adults. There is, however, a dearth of
systematic documentation of older adults’ unmet need for long-term care or how that care is, or

should be, provided (Freeman & Hoffman, 2016).

This research is therefore a grounded exploration of the current long-term care situation in
sub-Saharan Africa (SSA) and more specifically, South Africa: how older persons experience the

long-term formal community-based care they receive and what they perceive as good care.

The report consists of three parts including an introduction and conceptualisation of the
long-term care issue (Chapter 1), an article about the findings (Chapter 2), and the conclusions
and recommendations (Chapter 3). Each chapter is followed by a reference list. The addenda
of each chapter are collated after Chapter 3. This introductory chapter will explore the current
state of care as well as the current policy and legislation pertaining to long-term community-based

care in SSA more generally, and South Africa more specifically.



1.1 Literature review and background

Population ageing is a global phenomenon that has far-reaching implications for the
availability and quality of long-term care for older adults worldwide. Between 2015 and 2030, the
number of people in the world aged 60 years and older is projected to grow from 901 million to
1.4 billion (UN, 2015). The projected number of older adults by 2050 is nearly 2.1 billion (UN,
2015). According to the United Nation’s report on world population ageing (WPA, 2015), the
number of the “oldest-old” (75 years and older) is growing at a faster rate than the number of older
adults overall. This increase in the number of older adults enlarges the pool of individuals prone
to suffering from chronic, non-communicable diseases, thus also increasing the demands for long-
term care (Nuscheler & Roeder, 2013; Murphy et al., 2017). The support, management and
financing of long-term care are major drivers of costs for older adults and governments alike. This
is problematic as later life, especially in emerging economies, is associated with increased poverty

(Barrientos et al., 2003; Muruthi & Lewis, 2016; Murphy et al., 2017).

The lack of financial resources has a direct impact on older adults’ access to long-term care.
In this context, long-term care implies support and services required by individuals with reduced
cognitive or physical capacity for self-care for extended periods of time (Freeman & Hoffman,
2016). The main goal of long-term care is to facilitate individuals’ achieving and maintaining
optimal levels of personal functioning. Long-term care includes health, social, personal and
supportive services to assist individuals with basic activities of daily living such as toileting,
dressing, feeding, and/or instrumental activities of daily living that allow them to live with a greater
degree of independence such as housework as well as intangible emotional care (Freeman &

Hoffman, 2016).



1.2 Long-Term Care

To understand the current long-term care situation in SSA and, more specifically, South Africa,

the following factors will be explored in this chapter:

Demographics

¢ Epidemiology of ageing

e Long-term care policies pertaining to older adults

e Current experience of long-term care

1.2.1 Long-term care in SSA

Although ageing in SSA is a diverse experience, common trends that emphasise the
growing need for long-term care include poverty, migration, and the rise of hon-communicable
diseases, HIV/AIDS and changing family structures (Darkwa & Mazibuko, 2002; Jesmin et al.,

2011; Schatz & Seeley, 2015; Zimmer & Das, 2014).

1.2.1.1 Demographics in SSA

SSA is the world’s youngest region, but by 2015 its older population already numbered 46
million people (UN, 2015). It is projected that 2050 will see 161 million older adults living in SSA
(UN, 2015). With this dramatic growth of the older population, the demand for long-term care will
increase at an equal rate (Jesmin et al., 2011). The rapid increase in the absolute numbers of
older persons in SSA is a challenging phenomenon, especially in the context of scant long-term
care systems and an overemphasis on the family as the main (and often only) source of care

(Freeman & Hoffman, 2016; Keating, 2011).



1.2.1.2 Epidemiology of ageing in SSA

Older adults in this region face a large morbidity and disability burden, particularly from
chronic diseases. Cardiovascular and circulatory disease, nutritional deficiencies, cirrhosis of the
liver, and diabetes are major causes of disability-adjusted life years. They also suffer from high
prevalence of hypertension, musculoskeletal disease, visual impairment, functional limitations,

and depression (Aboderin & Beard, 2014; Lloyd-Sherlock et al., 2014).

For policies to successfully address the long-term care deficiencies experienced by older
adults, policy makers must keep in mind that poor health amongst the older population of SSA is

often accompanied by little access to financial resources (Aboderin & Beard, 2014).

1.2.1.3 Long-term care policies pertaining to older adults in SSA

In view of both the demographic and epidemiological imperatives for a focus on long-term
care for older persons, various policies or instruments relevant to long-term care exist for the SSA
region. These policies have been drafted by the African Union and include the AU Policy
Framework and Plan of Action on Ageing; Protocol to the African Charter on Human and People’s
Rights on the Rights of Older Persons in Africa; and the Common African Position on Long-term
Care systems for Africa (WHO, 2017). A number of SSA countries, including Ethiopia, Ghana,
Kenya, Mauritius, Uganda, South Africa, Tanzania and Zimbabwe, have ageing policies or

national legislation pertaining to older adults.

However, with few exceptions, these policies and legislation have major shortcomings in

addressing long-term care for older adults. These:

e don't provide a framework for integrating long-term care across various settings;
e often don't consider the cultural norms and expectations that form part of fundamental
family involvement in long-term care provision;

e don't specify support mechanisms for caregivers;



e lack specifications on how to sustain financial support and workforce supply for the
growing older population;
e don’t address the lack in strategies for the improvement of access and affordability for

poor and marginalised groups (WHO, 2017)

These policy shortcomings pose major challenges for the implementation of policy aims in the
current situation of long-term care in SSA with a direct impact on how older persons experience

care.

1.2.1.4 Current experiences of long-term care in SSA

Current experiences of formal long-term care are underscored by poverty in all its
dimensions. Poverty is rampant in SSA and for most families, formal caregiving services for older
adults are inaccessible; the responsibility falls on family members to provide informal long-term
care to their older adults (Jesmin et al., 2011). Apart from poverty as a driving force behind
informal long-term care, it is still widely assumed that the African family cares for its elders and
that this will be the case in future (Shaibu & Wallhagen, 2002; Dokpesi, 2014). Three examples
of this attitude are Lesotho, Zimbabwe and Ghana. Lesotho has only two centres that provide
residential care to destitute older adults. Both centres rely on donations as they are church-
initiated and managed. Neither of these centres have facilities to provide geriatric care (Dhemba
et al.,, 2015). Although Zimbabwe is one of the few African countries that provide its older
population with residential care (to the extent that the current socio-political situation allows it), it
is seen as a last resort for especially the sick and the homeless (Dhemba et al., 2015). Van Der
Geest (2016) goes as far as to state that the welfare of older adults is not a priority for Ghana's
politicians and policy-makers. The emphasis is on family care, and handing over the care of older
adults to strangers is widely rejected (Van Der Geest, 2016). Although institutional care (to a very
limited extent) fulfils a need for the poorest older adults who lack family support (Teka and
Adamek, 2014), it is perceived as “un-African” and contrary to African culture (Aboderin et al.,

2015). From these examples it is clear that formal long-term care is equated to institutionalisation



and therefore not acknowledged as an option for long-term care in most SSA countries. This
leaves older adults with little to no long-term care options outside the African family. In view of the
changes experienced by the so-called traditional family and its growing inadequacy to meet the
care needs of older adults, this belief that informal long-term care is sufficient in caring for older

adults is problematic.

Although informal long-term care is the preferred pathway to care for SSA’s older
population, the care provided by families is becoming increasingly inadequate for meeting the
needs of older adults (Hoffman ed., 2016). Among others, three main factors contribute to this
inability to provide care: 1) In SSA, the migration of young adults to cities results in an increase
in the caregiving burden and poorer quality of life for older adults (Thrush & Hyder, 2014). 2) In
urban areas, the quality of care and services for older adults is affected by crowded housing,
limited financial resources, poor infrastructure, and arguably the growth in education and
employment of women (Jesmin et al., 2011, Dokpesi, 2015). 3) Traditionally, women have always
been regarded as caregivers. In modern times, however, traditional gender roles are changing
and we might well see female caregivers challenging gendered roles in the decades to come

(Camlin et al., 2014, Jesmin et al., 2011).

Fewer caregivers available for long-term care will be especially detrimental to the care
situation in the face of SSA’s HIV/AIDS epidemic. Across this region, HIV/AIDS affects older
adults in two profound ways. Older adults are losing their children, who would have been their
caregivers in the future, and they have to provide care for their grandchildren after the loss of their
parents to AIDS (Zimmer & Dayton, 2005; McKinnon et al., 2013). In the life stage where they are
the ones supposed to receive care, they have the added burden of being caregivers themselves

(McKinnon et al., 2013).

Another factor that plays a key role in the provision of informal long-term care in SSA is
reciprocity. In Ghana, for example, an adult child will give the older parent the care he/she

“deserves”, based on how they perceived the type of care they received from that older parent
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during his/her childhood (Van Der Geest, 2016). Should an adult child feel that a parent’s care
was inadequate during his/her childhood, he/she might feel disinclined to provide long-term care

to the parent in old age.

1.2.2 Long-term care situation in South Africa

1.2.2.1 Demographics in South Africa

Identified as one of the most rapidly ageing populations in SSA, the phenomenon of
population ageing is especially prevalent in South Africa. By 2017, the country’s older population
consisted of 4.8 million people, and this figure will steadily increase with South Africa seeing its
older population reaching 11.6 million people by 2050 (UN, 2017). This population growth has a
significant impact on older adults’ need for care, as by 2015, only 24% of older adults had access
to medical aid schemes, which left the majority without the means to access good medical care

(Statistics South Africa, 2015).

In South Africa, ageing and long-term care management is unique compared to the rest
of SSA. These differences, which will be explored in more detail, pertain to the historical legacies
of poverty, inequalities, violence, and deprivation under the apartheid regime as well as the

current HIV/AIDS epidemic (Tomita & Burns, 2013).

Apartheid policies saw the majority of people of colour excluded from education and career
opportunities. As a consequence, they weren't able to use the income they did receive to make
provision for their old age (Aboderin et al., 2015). International studies found that forced relocation
has far-reaching implications in that people that were relocated in the past, today find themselves

in areas that are resource poor and unsuitable to the needs of older adults (Keating et al., 2013).

Under apartheid rule, the majority of white South Africans enjoyed a standard of living

comparable to that of the developed nations, while the lives of black citizens were characterised



by poverty, lack of education, and no or limited access to health and welfare services (Makiwane
and Kwizera in Lombard & Kruger, 2009). Residential institutions for white older adults received
substantial funding, while there was a lack of state funding to support similar residential
institutions for older adults from other racial groups (Oakley, 1998) with the subsequent result that

they essentially had to rely on family support and care.

South Africa has the world’s highest number of people living with HIV/AIDS (Nyirenda et
al., 2013), which has a substantial effect on families. This epidemic has created a generation of
orphans and sick children being cared for by older adults (Mutemwa & Adejumo, 2014; Lombard
& Kruger, 2009; Phetlhu & Watson, 2014). Despite being in a situation where they are in need of
care, older adults have to provide emotional and physical care, and caregiving is experienced as
an economic burden (Phethlu & Watson, 2014; Ice et al., 2010 in Mutemwa & Adejumo, 2014).
According to a study by Ice et al. in 2010 (in Mutemwa & Adejumo, 2014), caregiving is in fact

primarily experienced as an economic burden.

1.2.2.2 Epidemiology of ageing in South Africa

Apart from the HIV/AIDS epidemic, older adults also suffer the burden of non-
communicable diseases. The three most common medical conditions reported by older adults are
high blood pressure, diabetes, and arthritis. These non-communicable conditions require life-long
management, and with the improved longevity seen in recent history, this prolonged need for care
places a strain on ageing-related resources and, consequently, on the availability of good formal

long-term care (Hajat et al., 2018)

1.2.2.3 Long-term care policies pertaining to older adults in South Africa

In South Africa there are two main pathways to long-term care for older adults: informal
and formal care. Informal long-term care (unpaid care) is provided by family members, relatives,
friends, or neighbours (Jesmin et al., 2011). The majority of the South African older population

relies on informal long-term care as they have limited access to residential homes (Bohman et



al., 2010). Informal long-term care in South Africa, just like the rest of SSA, is becoming
increasingly unsustainable to address the long-term care challenge. In SSA there is a crisis in
caregiving due to the fact that families are less and less able to provide sufficient support and
care in meeting the needs of older adults (Aboderin, 2004; Dakwa and Mazibuko, 2002). Limited
resources and the HIV pandemic are forcing older South Africans to be the main providers of
economic support, as well as taking on the role of caregiver instead of being care-receivers

(Bohman et al., 2009, Hoffman, 2016)

Formal long-term care is care that is provided by paid professionals or carers (Cohen et
al., 2001). One form of formal long-term care is residential facilities. Residential facilities are
institutions used for the purposes of providing accommodation and for providing a 24-hour service
to older adults (SA Policy for Older Persons, 2005). Residential facilities, being mainly located in
urban areas, however, do not always meet the needs of long-term care as the majority of South
Africa’s poor consists of older black people and is concentrated mostly in rural areas (Lombard &
Kruger, 2009; Statistics SA, 2014), making these facilities inaccessible to the majority of South

Africa’s older population.

In an effort to address this issue, the Audit of Residential facilities (2010) recommended
that residential homes should extend their community outreach programmes. The audit found that
the key service providers that run the majority of residential care facilities are the bigger NGOs.
In addition to providing frail care accommodation and assisted living facilities, such organisations
already have outreach programmes in place, providing home help and meals on wheels, and the
facilitation of support groups and luncheon clubs (Audit of Residential facilities, 2010). These
community outreach programmes include home-based care, as the requirements are essentially
similar to frail care. These programmes will put less of a burden on residential facilities while still

allowing them to provide care services in the community.



Community-based care is a form of formal long-term care and aims to promote and
maintain the independent functioning of older persons in a community (South African Policy for

Older Persons, 2005). There are two types of formal community-based care:

. Day care

Day care is a service within a formal community-based facility, which provides social,
recreational and health-related activities in a safe environment to individuals who cannot be left

alone during the day due to healthcare or other needs (SA Policy for Older Persons, 2005).

. Home-based care

Home-based care is aimed at caring for housebound older persons as a result of frailty.
This includes basic nursing, tidying the room, shopping, counselling, laundry, advice and support
to clients and families in their homes (SA Policy for Older Persons, 2005). A person’s home is
perceived as an intimate space where one has the right to autonomy and safety (Silferberg et al.,
2007 in Holmberg et al., 2012). The meaning and function of the home can be described as a
familiar place of comfort, a centre for everyday experiences in space, time and social life, and as
a protective space for privacy, identity and safety (Roush and Cox in Holmberg et al., 2012). As
the home is related to the concept of community, intimacy and loving relationships (Holmberg et

al., 2012), it creates a good space for quality long-term care.

Although the South African government supports and subsidises the entire continuum of
formal care provision — from institutional to community care — the emphasis as set out in the Older
Persons Act 13 of 2006 is on the three focus areas that were adopted during the Second World

Assembly on Ageing (Plan of Action) held in Madrid in 2002:

1) “Older persons and development, to be addressed by active participation in
society; work and the ageing labour force; rural and urban development; access to
knowledge, education and training; intergenerational solidarity; income security,

social protection and poverty prevention; and provision in emergency situations.
10



2) Advancing health and wellbeing into old age, to be addressed by lifelong health
promotion; universal and equal access to health services; HIV/AIDS; training of

care providers and health professionals; mental health services, and disabilities.

3) Ensuring enabling and supportive environments to be addressed by housing and
the living environment; care and support for caregivers; addressing neglect, abuse
and violence; and communicating positive images of ageing” (SA Policy for Older

Persons, 2005).

The policy has two main aims. First, it aims at enabling older persons to live active, healthy
and independently. The second goal is to create a supportive environment where older persons
have access to services that will adequately meet their needs. To ensure that these aims are met,

formal community-based services should include the following:

1. Providing nutritious meals such as Meals on Wheels or luncheon clubs;

2. Assistance with housework

3. Health and nursing care

4, Laundry services

5. Day care for older persons

6. Transportation services

7. Social and legal services, and

8. Access to care for protection, rehabilitation, social and mental stimulation in a secure

environment and educational, cultural, spiritual and recreational services (SA Policy for Older

Persons, 2005).
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By rendering the abovementioned services, formal community-based care services are
protecting the following rights of older persons, as stated in the Constitution Section 9 (South

Africa, 1996):

1) Right to participate in community life

2) Right to participate in intergenerational programmes

3) Establish and participate in structures and associations for older persons

4) Access opportunities that promote his/her optimal level of social, physical, mental and

emotional wellbeing.

Older adults and the management of organisations for older adults believe that community-based
care are important services for meeting the needs of older adults if implemented according to
policy (Tshesebe & Strydom, 2016). The current implementation, however, raises concerns and

questions about the quality of the services provided by these programmes.

1.2.2.4 Current experiences of long-term care in South Africa

In South Africa, the goals of the policy — especially with the emphasis on formal
community-care systems — have not yet been fully realised in practice. The national audit of home
and formal community-based care (Friedman, 2010) found that about 50% of organisations did
not receive any funding and that there was an overall lack of training for community caregivers as
well as their managers. Organisations lack buildings from which to provide community services,
they also do not have access to water, electricity or computer equipment (Strydom, 2008;
Friedman et al., 2010; Tshesebe & Strydom, 2016). According to Bohman et al. (2011), a high
number of black African older adults live in extreme poverty, resulting in inadequate and
undignified living conditions. In rural areas, these services are almost non-existent. Lack of

adequate diet and proper sanitation, high poverty rates, and a lack of information on availability
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and accessibility of services are all factors that contribute to the poor development of formal

community-based services to older persons (Strydom, 2008; Rosenberg et al, 2005).

There is very little discussion of the relative roles of informal, state, and private sectors in
meeting the care needs of older adults. Although there is an awareness of the fact that informal
care is increasingly inadequate for meeting care needs, it is still being promoted as the key
strategy for providing in the increased need for long-term care. Formal care, being unaffordable
to the majority of the older adult population, is regarded as the alternative for older adults who do
not have access to informal care (Freeman & Hoffman, 2016). On the other hand, the Older
Persons’ Policy (South African Policy for Older Persons, 2005) promotes formal community-

based care as the best pathway to care for older adults.

1.3 Rationale for and aim of the study

It is against this background of the literature and policies studied that it becomes clear that
an increase in the older population has far-reaching implications for long-term care. Poverty,
migration of younger adults and HIV/AIDS render families unable to provide informal long-term
care to older adults. Residential care as a formal long-term care option is not the only answer, as
these are inaccessible to the majority of the older population. To address the increased need for
long-term care to older adults and to support families, South African policies advocate formal
long-term community-based care. Research shows that community-based care poses some
significant challenges. There is, however, a gap in research, especially South African literature,
as to older adults’ experiences of formal day care and home-based care services. Therefore, this

study aims to:

1. Address the undocumented experiences of existing formal community-care provision for

older South Africans, and;

2. Explore what South African older adults regard as ‘good’ formal community-based care.
13



More specifically, the aim of this study is to explore older adults’ experiences of current
formal community-based care services in Sebokeng and thereby addressing the gap between the
ideal of formal community-care systems and delivery, and its effective implementation in practice.
Exploring what they regard as “good care” will provide the “ideal” of formal community-care

systems and might provide guidance for effective implementation.

To this end, heuristic concepts are drawn from an ethics of care approach. Ethics of care
speaks to the reflective experiences of participants as it is situational and relational (Leget, 2013).
More specifically, Tronto’s four cyclical phases of good care are related to in exploring what the

Sebokeng older adults regard as good formal community-based care (Fisher & Tronto, 1990).

1.4 The Ethics of Care approach

Different practices of care value caring relations. Many individuals receiving care do not
receive good care, but standards of care are built into practices, suggesting how care can be
improved. Good care must meet actual needs and must be evaluated by both the caregiver and
the care recipient. The ethics of care is based on reflective experience, experience open to all
and across different cultures. It requires empirical findings, evaluations and judgements (Held,

2014).

From an ethics of care view, Tronto (1993) postulates that care can be defined as any
specific activity that includes all actions undertaken to maintain, continue and repair our world so
that we can live in it as well as possible. Our world includes our bodies, ourselves and our
environment, which we try and weave into a life-sustaining web (Tronto, 1993). Optimal
functioning of older adults in need of care in a community setting fits this conceptualisation of care
as it attempts to promote and maintain the independent functioning of older persons in a

community within that context.
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An ethics of care approach furthermore posits sensitivity to the particularity of situations,
rather than the features that can be generalised (Leget, 2013). It is sensitive to the way older
adults’ lives are informed by the specific context in which they live and receive care, their
emotional attachment, and the vulnerability they experience because of the fact that they have

mortal bodies (van Heijst, 2011).

The approach further argues that for community care to be good care, it has to occur in four
cyclical phases (Fisher & Tronto, 1990). The first phase is caring about, which involves the
caregiver being aware of and paying attention to existing care needs of the older adult. The
caregiver listens to the spoken needs, recognises unspoken needs, and is therefore attentive to
the needs of the older adult. In a care setting where the caregivers focus only on basic needs as
perceived by them, older adults feel that interaction with caregivers is meaningless as they feel

that the caregivers are not truly paying attention to them and their needs (Teka & Adamek, 2014).

Caring for is the phase where the caregiver assumes responsibility for organising resources
or paying for the services that will meet the identified needs. It is during the second phase that
informal care provision becomes problematic for South African families as poverty dramatically
reduces resources required to care for older relatives. Community care aims at providing good
care by caring during each phase, thus taking pressure off and supporting the families of older

adults in need of long-term formal care.

The third phase consists of the instrumental aspects of caregiving: how care tasks are
performed. This phase requires knowledge about how to care for older adults and implies
competence. The caregiver knows how to bathe and dress the older adult so that dignity is still
intact. The caregiver is also competent in looking after the older adults’ psychosocial needs as
identified during the first phase of caring. In some care settings, however, psychosocial needs
are deemed unimportant and professional caregivers are not trained in meeting these needs of

the older adults (Teka & Adamek, 2014).
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Care receiving is the last phase and involves the responses of the person receiving the
care. This phase requires responsiveness from the older adult. The older adult expresses
satisfaction with the care received or communicates dissatisfaction with the care services. This
also requires attentiveness by the caregiver, as they have to respond should the older adult feel

that their needs weren’t met by the care received.

As an ethics of care approach argues that care can only be good care if it takes place in all
four phases, this research focuses on all four phases of good care as it relates to what older

adults in South Africa may regard as good formal community-based care.

1.5 Empirical design

1.5.1 Research paradigm

Drawing on an ethics of care approach, this research is designed within the social
constructivist paradigm. An ethics of care approach posits a situational and relational dimension
(Leget, 2013). Social constructivism supports this notion, as it holds that in order to understand a
person and his/her world, one has to learn their terms and practices. In studying the older adults’
experiences of care, universal standards and principles are discarded and the grounded terms
and practices relevant to their worlds of receiving care, are taken into account (Lock et al., 2010:

19)

At the centre of ‘meaning-making’, is the social context. “Knowing” is created through
shared social production (Thomas et al., 2014). Social constructivism focuses on the construction
of meaning in terms of the social, cultural, and historical dimensions of understanding. Qualitative
research is used to discover meaning and understanding through the researcher's active

involvement of the construction of meaning (Kim, 2014).
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According to social constructivism, we construct our own social realities and experiences
which can be analysed, deconstructed and reconstructed (Burr, 2003). Reality is reproduced by
people acting on their interpretation and knowledge and this is an ongoing, dynamic process
(Thomas et al., 2014). The world of the older adult can only be explained and understood through
interpretation, which considers the older adult as an individual constructing his own reality of the
social environment he/she is functioning in (Patel et al., 2011; Simandan, 2014). It is through the
narratives of participants that the researcher can interpret the older adults’ experiences of care
as it takes place in his/her world. This interpretation makes the interpretive descriptive

methodology a good fit in the social constructivist paradigm (Simandan, 2014).

1.5.2 Research design

The social constructivist paradigm essentially draws on a qualitative approach. Qualitative
research is a naturalistic approach that offers the researcher an in-depth view into a complex
phenomenon of ageing. The researcher is required to be engaged in the lives of the participants
being studied; to hear their stories, grasp their points of view, and understand their meanings
(Schoenberg, 2011; Kuckelman, Cobb & Forbes, 2002). This qualitative study was conducted
using the interpretive description (ID) strategy (Thorne et al.,, 2004). ID is a way to address
complex, experiential questions that are relevant to applied health disciplines and is aligned to a
constructivist orientation to inquiry (Hunt, 2009). ID allows the researcher to develop conceptual
descriptions that present thematic patterns characterising the studied phenomenon. This strategy
allows in-depth interviews to gather data as ID accounts for the individual variations within

emerging thematic patterns (Thorne et al., 2004)

In-depth interviews were used to gather in-depth, rich data. Two main questions were

asked:

1. How do you experience the current care that you are receiving?
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2. What, in your opinion, is good care?

1.5.3 Participants and sampling

The research was conducted in the Sebokeng area, Gauteng. Sebokeng is Sesotho for
“gathering place”. By 2011, the national census indicated that the total population was 218,515
with 4.9% consisting of older adults. Of the population, 99.1 % is black African and 18.8% has no

income (Statistics South Africa, 2015).

Although this community has a wide range of formal community-based care service
providers (for example: Sebokeng Old Age Home Multi-purpose Centre, Empilisweni Elderly
Support Club, Entokwezi Day Care Centre for the Aged, Tenyiko Home-Based Care, Lukanyo
Day Care and Adult Centre) limited research is available on how these services are experienced
by older adults. Sebokeng Age in Action is the gatekeeper of the community and has an

established relationship with the NWU.

The manager of the Tshepong Day Care centre for the elderly is actively involved with all
older persons who need care in the area, whether day care or home-based care. She provided
lists of possible participants and recruitment was done by a field worker. Once recruited,
participants were sampled using purposive homogeneous sampling. This method was used
because older adults receiving care as part of their everyday experience, form a

sociodemographical homogenous population (Bornstein et al., 2013).

In SSA, gender determines access to care resources due to reciprocity (Van Der Geest,
2016). In this region (and especially South Africa) older women are increasingly accepting the
role of parent, carer and breadwinner (Sidloyi & Bombela, 2016). With older women taking on
multiple roles in the family, they are perceived as investing more into the care of family than men,
thus leaving men without the option of reciprocal care. This causes them to be more dependent

on formal systems of long-term care (Van Der Geest, 2016).
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Ageing could potentially result in deteriorating health and physical strength, thus inducing
a greater demand for long-term care (Phaswana-Mafuya et al., 2013). This is especially true for
the oldest old (aged 75 years and older) (Nuscheler & Roeder, 2013). It was with this in mind that

participant were recruited to cover the age spectrum of old to oldest old.

The age within the sample group ranged from 63 to 85 years. The group consisted of 10
day care service users and 10 older adults in need of home-based care. It was aimed to have an
equal gender distribution in the participant group. This was however not achieved, with the
participant group consisting of 15 women and 5 men. The participants met the inclusion criteria
of speaking Sesotho/Afrikaans/English and there were no older adults suffering from extreme

forgetfulness or a diminished grasp on reality.

The participants were all poor and mostly relied on their state pension for survival. There
were some financial support from family members, but the majority of older participants co-habited
with their unemployed children and/or grandchildren. Houses are small and mostly built from
corrugated steel and situated in dusty, uneven yards. Living conditions are hard, and especially

participants without familial support suffer under these conditions.

1.5.4 Data analysis

Thematic analysis (Braun & Clarke, 2006; Clarke & Braun, 2013) was used to analyse data
gathered during in-depth interviews. The researcher familiarised herself with the data by
transcribing the interviews, reading them, and noting any ideas that materialised from the
transcriptions. Data was coded by the researcher and a co-coder. These codes were ordered into
themes and data was grouped according to each theme. After ensuring that the themes worked
in relation to the coded extracts, a thematic map of the analysis was generated. Theme names
were refined through ongoing analysis. During the final phase of analysis, extracted examples
were selected, analysed and related to the research questions and literature (Clarke & Braun,

2013).
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1.6 Ethical considerations

This study was approved by the Health Research Ethics Committee (NWU-00055-17S1,

see Annexure D: ethics approval certificate).

A field worker explained the research purpose and process to participants to ensure that
they understood the study and the process. This explanation was done in the home language of
the participants. It was made clear that the study was for academic research and that they
wouldn’t receive remuneration for participating. Potential participants were given time to decide
whether they wanted to participate or not. Voluntary informed consent was obtained from each
participant (verbally or in writing) after it was ascertained that they understood the study and felt
comfortable participating. In the cases of illiterate participants, verbal consent was obtained in the
presence of a witness and the consent form was countersigned by a literate withess. Participants
were aware of and gave consent to interviews being recorded (See Annexure C: informed consent

form.)

The participants’ personal information was kept confidential and anonymity was ensured by
assigning participants numbers and not using any names. Complete privacy was possible when
interviewing home-bound participants. Interviews with day care users were conducted in the
building while the other older adults were playing games outside. There wasn’'t complete
anonymity however, as everyone knew when a person was being interviewed. The participants
didn’t mind this fact, and agreed to participate knowing that their responses were kept private and

confidential.

According to the ethics of care approach, specific ethical dilemmas that arise are unique to
the context in which each individual research project is conducted (Hoffman, 2016). The
argument is that researchers have to approach each ethical challenge from the context in which

the research is conducted (Renold et al., 2008 in Hoffman, 2016).
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Adhering to a monitoring plan ensured that the research was conducted in a professional

and ethical manner. Regular updates on progress were provided to the supervisor.

1.7 Trustworthiness

Trustworthiness enhances the quality of qualitative research and is determined by five
epistemological standards (Botma et al., 2010: 233-234):

— Exploring the older adults’ experiences as perceived by them added truth value to
the study;

— Reaching data saturation as well as obtaining thick descriptions of experiences by
using in-depth interviews ensured that the findings can be transferred to other
contexts of older adults using community-based care. This research thus meets
the standard of applicability;

— Consistency was guaranteed by describing how and what kind of data was
collected and by making use of a co-coder;

— The research met the standard of neutrality by basing findings on the experiences
and perceptions of the older adults and not allowing data to be influenced by the
researcher’s bias or perceptions, and;

— Quoting older adults’ responses verbatim conveyed their feelings and enhanced

the authenticity of the data.

1.8 Dissemination of findings

The results of this study are presented in article format and outlined in the following chapters:

1. Introduction that consists of a literature review and background and the research puzzle
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2. Research article: “Formal community-based care: Older adults’ experiences of home-

based and day care services in Sebokeng.”

3. Conclusions, limitations and recommendations
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CHAPTER 2: FORMAL COMMUNITY-BASED CARE: OLDER ADULTS’
EXPERIENCES OF HOME-BASED AND DAY CARE SERVICES IN

SEBOKENG

ARTICLE: Formal community-based care: Older adults’ experiences of home-based and day care

services in Sebokeng

Abstract

This study aimed to explore older adults’ experiences of formal community-based care in
Sebokeng and to address the gap between the ideal of these care systems and delivery, and the
effective practical implementation. The secondary aim was to ascertain what the older adults from
this group perceived as good care. Results found formal community-based care to be inadequate
in meeting older adults’ long-term care needs, and identified access, attentiveness and
responsiveness, companionship, and dignity as four main principles of care. The study concludes
that an ethics of care approach could provide a good heuristic framework to explain good care,
and that policy has to accommodate partnerships between government and communities in

providing good long-term community-based care.

Key words: home-based care, day care services, ethics of care, good care

Introduction

Population ageing is a global process and although sub-Saharan Africa (SSA) is the
world’s youngest region, its older population increases at an annual rate of 3.2% (Zimmer & Das,
2014). This number is significant when compared to the global growth rate, which is 1% (Zimmer
& Das, 2014). Of the sub-Saharan countries, South Africa is the second most rapidly ageing
population with the absolute number of older people currently (2017) at 4.8 million (UN, 2017). By
the year 2050, the number of older South Africans will have almost tripled to around 11.6 million

people (UN, 2017). With this dramatic growth of the older population, the demand for long-term
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care will increase at an equally dramatic pace (Jesmin et al., 2011). With a growing demand on
the formal long-term care system in South Africa, policy advocates formal community-based care
as a solution to the long-term care challenge. Research on this form of care in South Africa is
limited and no clear picture of the formal community long-term care situation exists. This study
aims to explore older adults’ experiences of formal community-based care in Sebokeng and to
address the gap between the ideal of these care systems and delivery, and the effective practical
implementation. Secondarily, it aims to ascertain what the older adults from this group perceived

as good care.

Background review

Common trends that impact the growing need for long-term care in SSA include poverty,
migration, and the rise of non-communicable diseases, HIV/AIDS and changing family structures
(Darkwa & Mazibuko, 2002; Jesmin et al., 2011; Schatz & Seeley, 2015; Zimmer & Das, 2014).
Although South Africa’s older population is experiencing the same trends, its long-term care
management is unigque to the rest of SSA. This is mainly determined by two drivers: its historical
legacies of poverty, inequality and deprivation under apartheid, and the current HIV/AIDS

epidemic (Tomita and Burns, 2013).

South Africa’s older population is uniquely characterised by their experience of apartheid
(1948-1994). Apartheid saw the forcible removal of much of the black population to areas with
inadequate educational resources, health services, and a lack of career opportunities that would
enable them to make provision for their old age (United Nations, 1963 in Kobayashi et al, 2017,
Aboderin et al, 2015). The results of forced relocations are still experienced today as many older
adults live in areas unsuitable for older adults and affording them very limited access to resources

(Keating et al, 2013).
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Adding pressure to the formal long-term care systems in South Africa is the country’s
quadruple burden of disease consisting of HIV/AIDS and TB, maternal and childhood diseases,
non-communicable diseases, and violence and injuries (Naidoo, 2012). South Africa has the
world’s highest number of people living with HIV/AIDS (Nyirenda et al., 2013). Few studies on
HIV/AIDS have collected data on adults over the age of 54, but the literature available suggests
substantial ageing with HIV and acquisition of HIV at older ages (Mojola et al., 2015). It is
estimated that South Africa will see a 50% increase in HIV infections among older adults over the
next 15 years (Hontelez et al, 2011 in Mojola et al., 2015). This is a perturbing statistic considering
that the country’s already overburdened long-term care system will have to keep up with this

increase.

Older women, even those not at risk of infection, are amongst those mainly affected by
the pandemic. They bear the brunt of caring for the sick and dying as they have to care for their
sick children and, often, for orphaned grandchildren (Ogunmefun et al. 2011; Mutemwa &
Adejumo, 2014; Lombard & Kruger, 2009; Phetlhu and Watson, 2014). Caregiving is an economic
burden on the older adults, especially those already in the throes of poverty. They are at an age
where their care needs should be met, but instead they must provide emotional and physical care

to their family members (Phethlu & Watson, 2014; Ice et al., 2010 in Mutemwa & Adejumo, 2014).

Apart from the HIV/AIDS epidemic, older adults also suffer the burden of non-
communicable diseases. High blood pressure, diabetes and arthritis are the most common

medical conditions affecting older adults (LIoyd-Sherlock et al, 2014; Statistics SA, 2015).

In addition, older adults make up one of South Africa’s most vulnerable groups and are
especially exposed to violence (Buthelezi et al, 2017). Eldercide is a leading cause of non-natural
death amongst older South Africans, with a rate of 25.2 per 100 000 of the older population
(Matzopoulos et al, 2015). Eldercide increases as the population ages, and is therefore becoming

more of a public health and social problem (Buthelezi et al, 2017). As one of the factors of South
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Africa’s quadruple burden of disease, increased violence towards its older population will have a

negative impact on social and health-related long-term care in South Africa.

There are two main options available to older adults in need of long-term care. Informal
care is unpaid care provided to older adults by someone with whom they have a social
relationship, such as a family member, relative, neighbour or friend (Jesmin et al.,, 2011).
Traditionally, women are perceived as caregivers to those in need of care. Research has shown
that this trend in informal caregiving is still the norm as the majority of informal care activities are
performed by female family members (Jesmin et al, 2011; Yakubu & Schutte, 2018). Providing
informal care involves helping with household chores, transport, social companionship, emotional

support or arranging professional care (Jacobs et al, 2016).

The majority of the South African older population relies on informal long-term care due to
a lack of resources and limited access to formal care (Bohman et al., 2011). However, according
to Aboderin (2018), informal long-term care is increasingly unsustainable to address the long-
term care challenge. There is an inadequate availability of family care, ranging from the complete
absence of a family carer to the temporary absence of a family carer. Care provision is costly to
families, as one family member has additional needs that have to be met, and whoever cares for
the patient is unable to engage in gainful employment. The financial burden of care is greater
amongst the poor and those who have to care for sufferers of dementia or related conditions
(Aboderin, 2018.) Older adults are also increasingly being forced into the role of informal
caregivers instead of receiving care due to limited resources, financial constraints and the HIV

epidemic (Bohman et al., 2009, Hoffman, 2016).

Formal long-term care is care that is provided by paid professionals or carers (Cohen et
al., 2001). One form of formal long-term care is residential facilities. Residential facilities are
institutions that provide accommodation and a 24-hour service to older adults (South African
Policy for Older Persons, 2005). Residential facilities, however, is inadequate in meeting the

needs of South Africa’s older population as they are mainly located in the former white areas and
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the majority of older adults are poor and live in rural areas (Lombard & Kruger, 2009; Statistics

SA, 2015).

As an option for addressing the shortcomings of these two options of long-term care, the
South African Policy for Older Persons of 2005 advocates formal community-based care as the
best pathway to long-term care for older adults. Community-based care is a form of formal long-
term care that aims to promote and maintain the independent functioning of older persons in a
community (SA Policy for Older Persons, 2005). The aim of community-based care is to be
achieved by enabling active and independent living and creating a supportive environment where

older adults’ care needs are met.

Formal community-based care consists of two types of services. Day care provides older
adults with social, recreational and health-related activities in a formal community-based facility.
Home-based care, on the other hand, aims at caring for frail, housebound adults. This includes
basic nursing, housework, shopping, counselling and support to clients and their families (South

African Policy for Older Persons, 2005).

Theoretically, formal community-based care as set out by the policy seems promising.
There are, however, concerns about the implementation and quality of community-based service
programmes. The national audit of home and formal community-based care (Friedman, 2010)
reported that community caregivers and managers lack adequate training and are mostly
unprepared to meet the care demands of older adults. The quality of formal community-based
care is also affected by limited human, material and infrastructure resources, and the absence of
regulatory structures and oversight. Broadly, older adults are also underserved and experience a
lack of access to good community care as a consequence of poor government coordination

(WHO, 2017).

There is little discussion of the relative roles of informal, state, and private sectors in
meeting the care needs of older adults (Freeman & Hoffman, 2016). Although there is an

awareness of the fact that informal care is increasingly inadequate in meeting care needs, it is
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still being promoted as the key strategy for providing for the increased need for long-term care
(Freeman & Hoffman, 2016). Institutionalised formal long-term care is not the answer to the long-
term care challenge, as institutionalised care is inaccessible to the majority of the older population
— mostly due to poverty (Freeman & Hoffman, 2016). Formal community-based care is promoted
by policy, but there is a lack of evidence of its implementation/outcomes in the practical setting of

long-term care for older adults.

Aim of article

As a result of population ageing, South Africa’s older population is faced by far-reaching
implications in terms of long-term care. Although formal long-term community care is perceived
as an answer, studies show that community-based care poses some major challenges such as a
lack of infrastructure as well as inadequate resources such as food and inaccessible services
(Strydom, 2008; Rosenberg et al., 2005). There actually is a gap in research, especially South
African literature, as to older adults’ experiences of the current formal day care and home-based

care services.

To address this gap in the research literature, this article aims to explore older adults’
experiences of current formal community-based care services in Sebokeng as well as what older
adults from this research group regard as good care. The purpose of these aims is to address the
gap between the ideal of formal community-care systems and delivery, and its effective

implementation in practice as experienced by the older adults in need of such services.

In addressing these gaps, an ethics of care approach will be drawn upon as a heuristic
frame for understanding care. This approach is a fit tool for addressing long-term care challenges

as its arguments focus on the complexity of care and care as an ongoing process.

Ethics of care as a heuristic frame

An ethics of care approach contextualises care as any specific activity that includes all

actions undertaken to maintain, continue, and repair our world so that we can live in it as well as
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possible (Tronto, 1993). This conceptualisation supports the proposed form of formal community-
based care as good care, as these services aim to promote the independent functioning of adults
in a situation where they are supported in having access to services that will meet their care needs

(South African Policy for Older Adults, 2005).

However, meeting the care needs of older adults does not necessarily imply providing
them with good care. The older adult can receive care that is inadequate for meeting his/her
needs or is experienced as bad care. Within ethics of care, Tronto’s four cyclical phases of good
care provide a framework of how to provide care that relates to the needs of the older adult and

is therefore experienced as good care (Fisher & Tronto, 1990).

For good care to take place, the caregiver must firstly care about the older adult receiving
care. Caring can only take place if the caregiver is aware of the care receiver in an attentive
manner (Tronto, 1998). This attentiveness implies being aware of both spoken and unspoken
needs. During the second phase, the caregiver cares for the older adult by assuming responsibility
for organising resources or paying for the services that will meet the identified needs. The third
phase of good care entails caregiving. For care to be good, it has to be provided in a skilled and
competent manner (Tronto, 1998). The last phase of the cycle of good care is care receiving. This
phase involves the responses of the care receiver. The older adult has to respond to the care
received. This response, in turn, will enable the caregiver to be more attentive to unmet needs,

improving the care receivers’ experience of the care situation.

An underlying principle of good care is respect for people. For ethics of care, this means
recognising the older adult’s need for autonomy and enabling him/her to make choices or at least
be part of the decision-making about their care. Ethics of care postulates that, with good care,
power inequality doesn’t exist in the care situation, as the caregiver and care receiver are partners

in ensuring that all care needs are adequately met (Black, 2005).

In exploring older adults’ experience of formal community-based care, the ethic of care

offers valuable heuristic concepts for a deeper understanding of the grounded experiences of the
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participants in this research. As the approach argues that care can only be good care when it
takes place in four phases, attention will be given to all four cyclical phases when relating what

the Sebokeng older adults regard as good care.

Method

Research design

This qualitative study was conducted within a social constructive paradigm using the
interpretive description (ID) strategy. ID is a way to address complex, experiential questions that
are relevant to applied health disciplines and is aligned with a constructivist orientation to inquiry
(Hunt, 2009). The product of ID research is a coherent conceptual description that taps thematic
patterns and commonalities believed to characterise the studied phenomenon, and also accounts

for individual variations that occur (Thorne et al., 2004).

Twenty in-depth interviews were conducted to gather in-depth, rich data. The study

centred on the main question:

How do you experience the current care that you are receiving?

Participants

The research was conducted in the Sebokeng area, Gauteng. Although there are listed
day care and home-based care service providers in this area, limited research is available on how
these services are experienced by older adults. The NWU also has an established relationship
with Sebokeng Age in Action (see Annexure F: gatekeeper permission letter), which serves as

the gatekeeper of the community.

The manager of the Tshepong Day Care centre for the elderly is actively involved with all
older persons who need care in the area, whether day care or home-based care. She provided
lists of possible participants and recruitment was done by a field worker. Once recruited,

participants were sampled using purposive homogeneous sampling. This method was used
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because older adults receiving community-based care form a sociodemographical homogenous

population (Bornstein et al., 2013).

As these older adults receive this care on a daily basis, they are knowledgeable on this
topic and able to give insightful information on their everyday reflective experiences of formal
community-based care (Botma et al, 2014: 201). The participants met the inclusion criteria of
being 60 years or older, speaking Sesotho/Afrikaans/English, and making use of day care and/or
home-based care (see Annexure A: narrative summary of participant information). Participants
that suffered from dementia, Alzheimer’s, or any condition related to extreme forgetfulness or a
diminished grasp on reality, were excluded from the study. The centre manager was informed of

the inclusion and exclusion criteria, and identified potential participants based on this criteria.

The participants were all poor and mostly relied on their state pension for survival. A small
number received financial support from family members, but the majority of older participants co-
habited with their unemployed children and/or grandchildren. Houses are small and mostly built
from corrugated steel and situated in dusty, uneven yards. Living conditions are hard, and

especially participants without familial support suffer under these conditions.

Research procedure

The study was approved by AUTHeR (North-West University’s Africa Unit for
Transdisciplinary Health Research) and HREC (Health Research Ethics Committee, see

Annexure D: Approved ethics certificate).

Sebokeng Age in Action is the gatekeeper of the older adult community of Sebokeng and
a letter from its director granted permission for research to be done in the area (see Annexure F).
After permission was granted, the manager at Tshepong Day Care Centre for the Elderly identified

participants making use of day care as well as home-based care. The field worker visited the
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sampled participants to explain the study and to obtain their consent to partake in the study.

llliterate participants gave verbal consent and had their forms co-signed by a witness.

In-depth interviews were conducted by the researcher, accompanied by an interpreter.
This ensured that interviews were conducted in the interviewee’s language of choice. Interviewing
through trained interpreters allows for the interview to assume a more conversational nature
because the subjectivity of the interpreter is used reflectively as part of the research process

(Mommersteeg, 1999).

Interviews were conducted at either the day care centre or the participants’ homes. At the
day care centre, participants were interviewed while the other older adults were outside playing
games. Home-bound participants were interviewed in separate rooms than family members that
were home .Participants did not receive any compensation but received refreshments at the end
of each interview. Each interview was transcribed as soon as possible after the interview and

immediately stored on a password-protected computer.

The participants’ anonymity was ensured by keeping personal information confidential and
research data contained no references to names or addresses. Although complete privacy was
possible when interviewing home-bound participants, day care centre users only had partial
anonymity. Day care users knew when someone was being interviewed, but this didn’t dissuade

the older adults from participating.

Data analysis

Thematic analysis was used to analyse data gathered during the interpretive descriptive
interviews (Braun & Clarke, 2006; Clarke & Braun, 2013). Interviews were transcribed by the
researcher, read, and notes were made of ideas that became apparent from the transcriptions.
Coding of the data was done by the researcher and a co-coder. Codes were ordered according

to themes, and data was grouped according to each theme. A thematic map of the analysis was
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generated once it was ensured that themes worked in relation to the coded extracts. Ongoing
analysis was conducted to refine theme names. The final phase consisted of selecting extract
samples, analysing them, and relating the data to the research questions and relevant literature

(Clarke & Braun, 2013).

Ethical considerations

This study was approved by the HREC (Annexure D: Approved ethics certificate)

A final important consideration regarding this study concerned the ethical issues:

. receiving informed consent from the research participant to provide or undergo a specific
role in the research project after having been truthfully and comprehensively informed

about the research;

. protecting the identity of the research participant; and

. identifying any risk factors related to physical, emotional or any other kind of harm

(Moodley, 2011).

Participants aren’t research objects, but people with rights and choices. Consequently,
research demands transparent communication with participants regarding the aims and
procedures of the research project. A fieldworker visited potential participants at their homes
(those who receive home-based care) and the day care centre. They were then informed of their
role in the research process in their home language. They were assured that they were under no
obligation to participate and that they wouldn’t receive remuneration for their participation.
Participants were given a few days to decide on their participation and then the field worker visited

them again and obtained informed consent.

Confidentiality and anonymity were ensured by non-disclosure of any names or
addresses, secure storage of informed consent forms, interviews and transcriptions, and

restricted access to data. Physical risks were kept to a minimum by conducting interviews at
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participants’ homes or at their day care centres and giving healthy refreshments like fruit and safe
water. The potential of emotional harm was considered where patrticipants did not want to
elaborate on a painful topic. A psychologist was available for support, should a participant

experience emotional trauma.

Trustworthiness

Trustworthiness enhances the quality of qualitative research and is determined by five
epistemological standards (Botma et al., 2010: 233-234): truth value; applicability; consistency
and neutrality. These 5 standards were met by exploring older adults’ experiences based on their
perceptions and reflective realities; reaching data saturation and obtaining rich descriptions of
experiences by conducting in-depth interviews; describing the data gathering process and making
use of a co-coder; not allowing findings to be influenced by the researcher’s bias or perceptions;
and by transcribing interviews verbatim and quoting participants’ responses to convey their

feelings.

Findings

Participants experienced care on a continuum with organised informal social care on the one
end and organised home-based healthcare on the other. Across this continuum, their experiences

of the care they currently receive could be categorised according to the following themes:

1. Older adults experience a lack of access to resources in the care situation

Lack of access and resources is experienced on three levels: organised ‘informal’-familial
social care, organised formal care, and day care. Where older adults are home-bound due to
immobility, they need assistance with housework, bathing and other activities of daily living. These

needs are mostly met by informal care and no professional help is needed. There were, however,
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participants who did not have any family members willing to provide them with this much needed
care and would benefit greatly from home-based community care. This is problematic as there
are no formal home-based care services (as described and advocated by policy) in their
immediate community. Community members provide home-based care for a fee, which makes it

impossible for the older adults to obtain, as they do not have the means to pay for these services:

“I: So you don't feel you can go to your children for help?

P: No, this is my house and I live here and they won't help me.

K How do you feel about not having anyone to help you?

P: | can't do anything about it. My family lives very far away and | don't like confiding in people

that | don't know.

How would you describe good care? What would good care be for you?

P: Being bathed, making sure that the house is clean but the problem with such care is that

| will have to pay and the pension money | get it’s so little so | won't be able to afford such.

Even in contexts of constraint, several participants make use of formal health care
services for their short and long-term health needs. Clinics do provide home-based care to the
extent of delivering chronic medication and, in some cases, monitoring blood pressure and sugar
levels. This care is, however, mostly experienced as bad care in terms of access. Access to life-
sustaining medication is mostly unreliable as the clinics often provide them with medication that
makes them ill or only give them half the required dosages. In some cases, healthcare workers

are regarded as incompetent and unable to provide skilled medical care.

“P: Not good at all the treatment they give me makes me sick and | swallow up (vomit). They
said they are going to bring the pills to me but they never did...... The pills are not good for me at
all, the pills make me swallowed up when | complain | get shouted at and get given the same

pills.”
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Participants regard competent home-based care services as essential good care.
Participants want healthcare workers to be reliable when delivering medication and

knowledgeable in terms of the best treatment of their clients’ ilinesses:

“P: One can easily see how a person is, if the person is caring or not when you first
speak to them. Some caregivers from the clinic promised to bring me pills but the month is almost
over now and they haven't brought the pills still. 1 ended up fetching the pills myself, their

unreliability is very bad.”

Participants using the services of the day care centre all reported experiencing the care
they received from the centre as good care. They did, however, feel that this care would improve
greatly if they had access to financial resources and infrastructure. All the participants are poor
and only receive a state pension. Often they don’t have money for transport and then they cannot
go to the centre. The centre requires a monthly contribution of R20 in order to provide them with
food and sporting equipment, but this is insufficient and oftentimes the centre manager personally
provides them with meals. This is highly appreciated by the patrticipants, as it shows her

dedication to their care and well-being.

The main factor influencing the experience of day care is the lack of funding and
infrastructure. The centre consists of a single-roomed, corrugated iron structure and doesn'’t
provide adequate shelter. The centre’s manager experiences a dilemma in this regard as they do
not have the financial means to obtain a proper building, and law states that they cannot receive

funding if they do not have a proper building that meets all the requirements as stated by law.

“I: How would you describe the care that you receive here (at the day care centre)?

P: It's very well but the only problem we have is that we don’t have funding and the
government says we must first have a proper shelter before we can get any type of funding from

them. We contribute R20 per month.

So you would say the care workers here...?
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P: Yes, they help us a lot and we also donate and sometimes we bring our own lunch boxes

and sometimes the centre manager cooks for us from her own pocket.”

Having access to a safe and comfortable building, funding and transport would greatly
improve access to the care they receive at the community day care centre. The centre’s lack of
financial resources directly impacts access to the care potential the older adults receive as they
do not receive meals, and cannot replace or improve equipment for the daily activities at the

centre:

“P It's hard, the care is not yet fully stable. It's not the care that we deserve due to the
struggles that we have here at the centre...food as it is essential, sports equipment such as balls,

having our own shelter and sewing material.”

Good care is having access to resources and infrastructure as well as for it to be provided in a

competent manner.

2. Care is characterised by attentiveness and responsiveness

Care that pays attention to the participants’ needs and responds to them in a way that is
satisfactory to the participants, is seen as good care. With attentive care, they do not have to point
out their needs; the caregiver is interested in them and cares about them and therefor pays
attention to their wants and needs as an individual. One participant would have appreciated health

care workers noticing she has trouble to complete instrumental tasks and to help her with it:

P: “They are there (points in a direction). They only come to ask, spit (saliva for testing) and
then they look at that thing and then they go. There’s nobody that says “ouma, let me sweep for
you”. And that time when | am shaking a lot, they came, but no one said “ouma, let me sweep for

you

Participants appreciate caregivers’ response to unspoken needs, because this
responsiveness implies the caregiver provides care not because he/she has to, but because

he/she cares enough about the participants’ well-being to want to provide care.
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The majority of the participants furthermore feels that providing good care means treating
the care receiver with respect. Older adults want their caregivers to recognise them as being in
control of their own care and treating them with patience and understanding. On being asked how

she would want to be cared for, one participant responded:

P: “With respect and should do things without me telling the person what to do.”

Participants want to feel dignified when receiving care. They have self-worth and expect to be

treated in a patient way and not to be “shouted at”.

3. Configuration of informal and formal community-based care

Social care usually takes place in an individual’s own home or care home, and aims to
maintain quality of life of individuals suffering from long-term health conditions or support the age-
related needs of older adults (Willis et al., 2016; Rand et al., 2017). Where participants from this
study receive informal care, they negotiate their social care in a configuration of informal and

formal, long-term community-based care settings.

. Informal social care

Informal social care spans across a wide care spectrum. Participants’ experiences of
informal social care form a rather homogenous group with companionship, financial support,
instrumental help and physical care identified as the social care received to meet their everyday
care needs. The majority of participants reported that the informal care they receive is more than
adequate in meeting their needs and that they do not feel a need of “outsiders” to supplement the

care received from their families.

“I: Is there anything you would like to change about the care they give you?

P: Nothing at all the care is good, | get my pension money and buy nice things like meat and

sweets and when my money is not in yet, my daughter and son get me the nice things.”
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This care in the private space is however, complemented by external community-based care

. Community-based social care

Social care in the community is mainly provided by the church and the day care centre.
All the participants receiving care from the church and the day care centre expressed their
satisfaction and gratitude toward these two care providers. In some cases, the church provides
food parcels or meals, and on special occasions (Mother’s Day) older adults receive treats. The
older adults from this study place a high value on the spiritual care the church provides, and find

great joy and peace in worshipping

Participants experience the care they receive from the day care centre as good care. The
three main themes that emerged from these experiences are companionship, sporting activities,
and the centre manager’s regard for each older adult as an important individual. Participants
indicated that meeting other older people and talking and playing games greatly relieve stress
and feelings of depression. They also feel less lonely than before they started attending the
centre. The sporting activities and games also contribute to their health and therefore improve
their quality of life. The regard participants have for the manager was apparent in every interview.
She cooks for them from her own pocket, shares her chronic medicine when the care workers

didn’t provide the adequate amount, and treats them with dignity and respect.

“I: Why do you come to this centre?

P: It's very fun here and the elderly here are my friends and we walk in groups at times. |

used to get very lonely but now | don't, | am very happy here.”

Participants reported feeling lonely before they had access to the day care centre. Without
these carers and other older adults to have conversations and share feelings and emotions with,
they feel lonely. Participants regard loneliness as a very negative state as it causes them to feel
depressed and physically ill. Especially day care users reported feeling happier and healthier

since attending day care activities. Social care is most often associated with informal familial care.
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Modern times have, however, seen a decline in the ability of the family to provide care spanning
across a vast continuum. For the majority of South Africa’s older population formal care is not a
viable substitute as poverty makes it impossible to access these services. This situation has
forced older adults to substitute their care by directing it using sources outside of the family and

moving into the community.

The options for families to assist their older members with health care are limited and the
only option for participants is the clinic in their area and the care workers bringing them
medication. Participants indicated that, when they receive poor health care, they have nowhere
to turn for additional help. They do, however, have options for additional care when it comes to
social care provided by their families. Where families provide inadequate social care, the older
adults use community-based care from the church and day care centre to complement the care

they do receive.

Discussion

South African policy advocates community-based day care and home-based care services
in meeting the long-term care needs of older adults (South African Policy for Older Persons,
2005). From the experiential narratives of the participants, it is clear that, currently, this aim is not
being successfully met. Home-based care is fragmented and consists only of providing basic
chronic medication. Services aimed at instrumental care or supporting dignified living is non-

existent.

Older adults enjoy going to the day care centre as it addresses loneliness and inactive
living. The long-term care received here, however, is inadequate in meeting all their care needs.
Financial resources are required for transport, food, and shelter but they receive no government
support. Being situated in a poverty-stricken area renders them unable to provide in their own
financial needs. Older adults negotiate these shortcomings in the care they receive by organising
social care from the church as well as informal care. Older adults’ management of the division of

tasks in their care networks is supported by the complementation model of care. According to this
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model, formal and informal caregivers have capabilities best suited to different tasks (Litwak,
1985). Providing care is not always predictable and some tasks require the caregiver to be in
close proximity at certain times. Other tasks require professional skills that the informal caregiver
cannot perform (Litwak, 1985). According to this model, instrumental care is most often provided
by informal carers, whereas formal caregivers provide support with personal or self-care (Dwyer

& Coward 1991, Wolf et al., 1997).

The following four interrelated care principles emerged from the experiential reflections of
older adults in need of care, namely the importance of access to care, attentiveness and
responsiveness of carers, companionship as care, dignity and choice through complementation

of care systems:

Access to care

A large number of organisations lack buildings from which to provide community services,
they also do not have access to water, electricity, or computer equipment (Strydom, 2008;
Friedman et al., 2010; Tshesebe & Strydom, 2016). Although infrastructure itself does not
constitute good care, it has an impact on care and contributes to the care experience. Care does
not meet needs if those in need cannot access it. Community-based care organisations are
affected by high poverty rates and cannot provide good care for older adults in a situation where
there are inadequate resources in terms of food, sanitation and accessibility of services (Strydom,
2008; Rosenberg et al., 2005). Community caregivers — and in this case especially home-based
healthcare workers — do not receive adequate skills training for providing long-term care to older
adults. This means that community caregivers are largely unprepared for the demands of long-

term care and, consequently, aren’t in a position to provide good-quality care (Friedman, 2010)

Attentiveness and responsiveness of carers

A study conducted by Klaver and Baart (2016) identified nine types of attentiveness:

relationship-based, meticulous, calculating, tolerating, settling, avoiding, process-oriented,
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hurried and disciplining. The type of attentiveness that stands out from the data gathered from
the participants from this study is relationship-based. Relationship-based attentiveness is
relational and tunes to the person receiving care. This type of attentiveness is characterised by
using knowledge about the care receiver, sensing, and keeping a broad view. This type of
attentiveness in care is supported by an ethics of care approach, which is situational and relational

(Leget, 2013)

Attentiveness is good care when the caregivers recognise unspoken needs and where the
participants experience that the caregiver truly pays attention to them and their needs (Teka &
Adamek, 2014). When considering Tronto’'s phases of care (1993), one can come to the
conclusion that care starts with attentiveness and ends with attentiveness. The last phase of good
care requires responsiveness from the older adult. The older adult expresses satisfaction with the
care received or communicates dissatisfaction with the care services. This also requires
attentiveness by the caregiver, as they have to respond should the older adults feel that their

needs were not met by the care received.

Companionship as care

Participants described companionship as good care; not only because they feel supported
by it, but also because it provides them with enjoyable recreational opportunities. Rook (1990)
identifies companionship as social involvement in shared recreational or non-recreational
activities with the aim of enjoyment. According to Bromell & Cagney (2013), companionship is an
indicator of loneliness and does not offer social support but provides pleasure (Bromell & Cagney,
2013). Participants from this study did, however, indicate that they experience companionship as
support given by informal care and the community-based day care. Participants enjoy taking part
in conversation, sporting activities, and games at the daycare centre. It gives them pleasure to
exercise, feel invigorated, and essentially to “feel young” again. These enjoyable activities create

distance between them and the loneliness and stressors they
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Dignity and choice through complementation of care systems

According to Nordenfelt (2009) dignity can be conceptualised in four forms: dignity of

merit, dignity of moral stature, dignity of identity, and human dignity.

Dignity of merit is associated with prestige and can be bestowed upon people through
some formal act or be achieved through deeds that deserve respect. Dignity of moral stature is
associated with a special type of merit that is derived from behaviour that complies with moral
standards. The third form, dignity of identity, is when we “attach to ourselves as integrated and
autonomous persons, with a history and a future, with all our relationships to other human beings.”
Autonomy, independence, respect and privacy are included in this form of dignity. Dignity of
identity has the most relevance in the context of older adults as it can be changed by external
factors such as illness, injury or old age. Human dignity is present in all human beings and to the
same degree. It is based on basic human rights and as long as we exist, this form of dignity

persists.

Dignity is a fundamental need for all people, but it is especially important for older adults
who face multiple losses that come with ageing (Black & Dobbs, 2014). Research suggests that
dignity in ageing is complex and that personal perspectives and interpretation within a broader
social context are both important in understanding this multifaceted concept (Black & Dobbs,

2014).

Research shows that dignity pertains to three domains: identity (self-respect, pride,
integrity, trust); human rights (equality, choice, human entitlement to dignity); and autonomy
(independence, self-determination, freedom of choice, control) (Calnan, Badcott and Woolhead,
2006). Older adults configure their private (familial) and public (day care/church) care systems to

negotiate their need for dignified care.
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Ethics of care and the four principles of good care

The four principles of good care as deduced from the Sebokeng data are supported as
well as strengthened by the ethics of care approach. Older adults regard care as good when they
feel cared about, cared for, receive satisfactory care, and have the opportunity to respond to care
received. Ethics of care supports paying close attention to the individual, recognising unspoken
needs, and listening to spoken ones (Tonto, 1998). Attentiveness of the caregiver means the
older adults do not have to ask for care; needs are recognised even before they are expressed.
Older adults experience good care where they feel cared for. This phase of good care is, in this
case, especially relevant to the informal care the older adults receive, i.e. family members provide
them with personal care and financial support and this care is appreciated as good care. Care
receiving implies skilled competence (Tronto, 1998). During this phase, older adults want to
receive care that will improve their health situation. Older adults want to know that healthcare
workers are competent and knowledgeable so that they can trust the care they receive. Good
care during the last phase is regarded as having the opportunity to respond to the care they
receive. They give direction to their care by making their own choices, which are respected by the

caregiver.

Implications of the study

Research on formal long-term community-based care in South Africa is limited. This study
will add to literature by sharing the experiences of those currently affected by the long-term care
options available to older adults, and contribute to knowledge on how to provide them with care
that they will experience as good care. The results showed that, although informal care might
seem insufficient, it is still preferred by the majority of older adults from this study and families try

to provide in their needs as best possible.

Older adults are not passive receivers of care. They negotiate gaps in their care by
directing it toward complementing care options. This self-direction should be facilitated as much

as possible by providing information about and access to available alternative care options. This
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finding is supported by the identified care principles. In order to create good and effective
guidelines, they should be based on lived experiences and be established by those receiving
care. Older adults’ care should be autonomous, starting with them stating how they want to be

cared for.

Government should be made aware of the shortcomings of the implementation of
legislation and policies. Government identified formal long-term community-based care as the
answer to the current care shortcomings, but the lack of implementation means that there is no
improvement in formal long-term care provision for older adults. Cooperation between
government and communities is essential for making the vision of good long-term community-

based care for older adults a reality.

Conclusion

This study had two aims: exploring and interpreting older adults’ experiences of their
current care situations and determining what they regard as good care. Results showed that
home-based health care does not meet the needs of the older adults from this study and that care
workers should receive better training in being professional and providing care that is of required

standard.

Informal care is still the preferred way of care, with older adults expressing satisfaction
with their informal care situation. When older adults feel that this care is inadequate, they try to
obtain their care from other available options, which in this case is community-based care

provided by a day care centre and, to a lesser extent, the church.

Policy implementation is unsuccessful in establishing formal long-term care services or
creating a supportive environment for community organisations that provide long-term care to
older adults. This is illustrated by the decrease in available services over a three year time span.
In 2016 there was a number of home-based long-term care services. By 2018, the area in which

this research was conducted had no social home-based care providers and no government day
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care centres. Funding is a major problem for unregistered non-profit organisations that aim to

address the lack of formal long-term care.

The findings of the research question, “What is good care?”, showed that older adults want
care that gives them access to resources and professional, competent care; shows the caregiver
is attentive to their needs and willing to respond accordingly; provides companionship; and affords
them dignity with choice. With these principles of care that speak to the four cycles of good care
postulated by the ethics of care, it is clear that using this approach as framework when creating

community-based care programmes will fulfil older adults’ needs regarding good care.

Care is a complex concept that needs to be studied in its various forms and settings. With
the lack of literature on formal long-term care provision to older South Africans, it is crucial that
more comprehensive studies be conducted to get a better understanding of the true situation

regarding long-term care in South Africa.
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CHAPTER 3: CONCLUSION

This chapter provides the conclusion, limitations and recommendations of this study. The
review of the main conclusions is followed by a summary of the study’s limitations, and, lastly,

recommendations are made for future research.

The main aim of the study was to explore older adults’ experiences of current formal
community-based care services in Sebokeng. This exploration undertook to address the gap
between the ideal of formal community care systems and delivery, and its effective
implementation in practice. Secondarily, the study was aimed at ascertaining what the older adults

from this research group perceived as good care.

This qualitative study was conducted using the interpretive description (ID) strategy. Twenty
participants (10 using home-based care services and 10 attending a community day care centre)
from Sebokeng were interviewed, and the data was collected using in-depth interviews. The data

was analysed by means of thematic analysis.

3.1 Concluding inferences

The conclusions drawn from the findings can be summarised on three levels: theoretical,

policy-related, and programmatic.

3.1.1 Theoretical level

From the findings, the ethics of care approach emerged as a good heuristic framework for
a deeper understanding of what good formal long-term care is. The responses of participants
supported the four cyclical phases of good care as put forward by Fisher and Tronto (1990). Older
adults indicated that they experienced good care when the caregiver paid attention to their spoken
and especially unspoken needs (caring about); when care is organised and/or paid for them
(caring for); when care is provided in a competent and professional manner (caregiving); and

when caregivers responded to communication expressing satisfaction/dissatisfaction with the
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care provided (care receiving). Within these cyclical phases, the following principles of good care
were identified: access to infrastructure and resources; access to professional and competent

care; attentiveness and responsiveness; companionship and dignity of choice.

Older people might find themselves in the situation of needing the assistance of others in
meeting their needs, and, as a result, may have to change their sense of power in relations of
care as they age (Tronto, 1998). Dignity and autonomy as principles of care confirm the argument
of ethics of care, which is that power is an important issue in receiving care. Older adults are not
powerless care receivers. Receiving care shouldn't place them at the mercy of a caregiver just
because of the caregiver’s perceived invulnerability. Caregiving must recognise the care receiver

as the manager of the care situation and follow the direction of the care receiver (Black, 2005).

The complexity of care, as recognised by the ethics of care approach, is apparent from
the findings of this study. Older adults are in need of care, but they also care for themselves,
family members, and in some cases, even their neighbours. It is clear that care is needed across
the entire lifespan, not only in old age, and therefore care for older adults cannot be viewed in
isolation of the broader context of care (Tronto, 1998). Society’s unwillingness to confront its own
vulnerability is easily denied by identifying particular groups as especially vulnerable in order to

strengthen the myth of our own invulnerable autonomy (Tronto, 1998).

Ethics of care also raises the moral question about equity in the provision of care to
older adults (Tronto, 1998). Care resources are not equally distributed amongst the older
population of South Africa. Neoliberalism (marketisation of public utilities and services) has
infiltrated non-government and not-for-profit organisations, which are now expected to operate
like businesses (Fraser et al., 2017). By shifting care responsibilities from formal care to
community care, care is relegated to those who lack economic and political power (Glenn,
2000:84 in Fraser et al., 2017). The day care centre in this study is situated in a very poor

community. They have to generate their own funds in order to meet the needs of the older
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adults. The findings of this study illustrate that communities need support in providing much

needed services. Responsibility for care should be shared by communities and government.

3.1.2 Care on policy level

The South African government proposes community-based services to address existing
gaps in the long-term care of older adults (South African Policy for Older Persons, 2005). In
exploring the experiences of participants living in resource-poor Sebokeng, the study found that
formal community-based services fall short of meeting the care needs of older adults. Home-
based care services are limited to monthly visits by health workers to distribute chronic
medication, and do not provide social or instrumental services as described by the policy.
Community day care services are inadequate in that they have to fund their services by being
entrepreneurs, which is impaossible, as they are situated in a community where members are poor
and cannot contribute financially. This shift in care might be cost effective for government (Outcalt
2013, p. 88 in Fraser et al., 2017) but shifting the cost to the impoverished older population of

South Africa takes its toll on access and quality of essential long-term care.

To address these problems the WHO (2017) proposed general principles that apply to
long-term care for older adults, and which should be considered in the drafting of new policies:
long-term care must be affordable and accessible to poor and marginalised older adults; care
must respect the self-choice of older adults, and should enable them to maintain their dignity;
long-term care should enhance the intrinsic capacity of older adults; care should focus on the
needs of the older adult as an individual; government must be responsible for providing and

managing long-term care systems.

By adopting these principles, government can create a partnership with community-based

initiatives in successfully meeting and managing the long-term care needs of older adults.
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3.1.3 Care on a programmatic-practical level

Policy supports formal community-based care, but there are questions about the
implementation and quality of the services provided by these programmes. Friedman (2010)
reports that the national audit of home and formal community-based care found that about half of
organisations did not receive any funding and that there was an overall lack of training for
community caregivers as well as their managers. Organisations cannot render community
services as they lack buildings, access to water, electricity, and computer equipment (Strydom,
2008; Friedman et al., 2010). According to Bohman et al. (2011), a high number of black African
older adults live in extreme poverty, resulting in inadequate and undignified living conditions. Lack
of adequate diet and proper sanitation are but a few factors that contribute to the poor
development of formal community-based services to older persons (Strydom, 2008). The study’s
findings support the limited available literature on community-based care in South Africa. There
exists a gap between formal community care as advocated by policy and the effective
implementation thereof in communities. Home-based care services aren't available in poorer
areas and community day care centres are ill-equipped in meeting all the needs of older
community members. It is clear that government must re-evaluate policy to ensure the successful
inclusion of all older adults who require formal long-term care, and to provide much needed
support in facilitating community programmes by providing funds and training in the provision of

good quality care

3.2 Limitations of the study

During the beginning stages of this study, telephone listings showed that there was a
relatively wide choice of formal community-based care centres providing home-based and day
care services to older adults. However, this information was found to be outdated as many centres
had already closed down due to mismanagement of funds, had shifted their services from older
adults to children, and had discontinued day care services to become purely residential facilities.

Formal long-term community-based care service providers seem to fall victim to unstable
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conditions, which makes it difficult to get a more comprehensive picture of older adults’

experiences of formal community-based long-term care.

In the area of Sebokeng, home-based care as defined by policy does not exist. The only
home-based services delivered to older adults in this area are clinics that send health workers to
deliver chronic medication and, occasionally, test sugar levels and measure blood pressure. This
lack of home-based care services provides an incomplete picture of home-based care, and a

satisfactory conclusion regarding these services remains elusive.

3.3 Recommendations

Following the conclusion of the study the following recommendations can be made:

3.3.1 Recommendations for future research

Limited literature exists on long-term care for older adults in South Africa. More research
is needed to explore accessibility of long-term care options for older adults. As community-based
care is the proposed solution to South Africa’s long-term care deficiencies, it is vital for studies to
focus on community-based care services for older adults and scrutinise legislation and policies
that apply to these services. These studies should take place in urban as well as rural areas in
order to get the full picture of the experiences of older adults across all geographies. Studies
focussing on either home-based care services or day care will provide researchers with a deeper

understanding of these services and the experiences thereof.

3.3.2 Recommendations for practice

From the results of this study it is clear that government needs to take an active role in
providing and managing community long-term care services to older adults. Due to a lack of
economic and political power, communities cannot meet the needs of their older population and
will only be able to provide good quality care if they have infrastructure and access to financial

resources in particular. Partnering with government will enable access to more resources and will
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greatly improve care. For this to happen, policy makers will have to review the existing policy and
make amendments so that the main responsibility of providing long-term care does not solely rest

on the community and on families.

These findings on community care provide caregivers with the core principles of how to
provide care to older adults, so that they will experience the care they receive as good. These
principles of good care could enable caregivers and all long-term care stakeholders to provide

older adults with good, dignified care and thus fulfilling the goal of facilitating quality of life.
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ANNEXURE A: NARRATIVE SUMMARY OF PARTICIPANT
INFORMATION

The study group consisted of twenty older adults: ten were reliant on home-based care
services and ten attended the community day care centre. The age of the group ranged from old
(63) to the oldest old (85). Gender was not presented equally, with 15 women and only 5 men
participating in the study. All participants experienced poverty and were reliant on state pension.
The two main non-communicable diseases reported by the majority of the group were diabetes
and hypertension. Three of the five men were still married, with all the women being either
widowed or unmarried. Only four participants lived on their own; the rest of the participants were
living with their children or grandchildren or in multigenerational homes. Seven of the ten home-
based care users lived in corrugated steel houses with the community day care centre also being
a corrugated steel room. All but three older adults reported receiving care from their children or
grandchildren. These three participants had family, but weren't on good terms with them. In all
but one case, familial care was given by a female family member (granddaughter, daughter or

daughter-in-law).
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ANNEXURE B: INTERVIEW SCHEDULE

Interview schedule

Firstly the interviewer will agcertain whether the participant is still willing to be interviewed.
The voice recorder is explained and permmission is asked to use it. The interviewer infroduces
herself and the interpreter. The participant is given the option for the interview to be
conducted in English or Setswana. Should Setswana be the prefemed language for the
interview, the interviewer will first ask the question in English and the interpreter will translate
to Setewana and answers will be translated to Engligh.

Introduction: The participant iz asked about current health and well-being. The participant is
asked whether he/she has any questions. The participant iz reminded that hefshe has the
right to stop the interview should they feel too tired to continue. A 15 minute break and juice
will be provided during the interview. Hefshe is thanked for hisher willingness to be part of
the study.

Biographical information: Questions regarding age, living amangements, marital status and
the participant's economic situation will be asked to gather the participant's biographical
imformation
Two in-depth questions will be asked, and each question will be supplemented with possible
probing questions
Question 1: How do you experience the current care that you are receiving?
Probing questions:
= Are you receiving care from any organisation? (The term “care” will be fully
explained. Should there siill be some uncertainty, the term “help” will be used to
clarify the question)
+= Why do you make use of this organisation's care services?
= With which activities do they help yvou?
& How did you reach them to organize the care that you receive?
= Do they help you with everything you need?
= |f no, with what would you like more help?
= What do you like about the person(s)caregivers caring for you?
= What changesz in the care you receive would make you feel better about the

services?

Question 2: What, in your opinion, is good care?
Probing questions:

= Do you pay for the care you receive?
= Would you say it is good value for money? Why do you say yes/no?
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= Do you feel that you would be better looked after if a family member or friend cared
for you instead of a professional caregiver? If yes, why?

The interview ends with the researcher asking the participant if he/she has any questions.
The participant is thanked for taking part in the study.
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ANNEXURE C: INFORMED CONSENT FORM

MERDWES- IHIVERSITET
BOTCHEFSTROOM CAMMIS

o HICETH-WEST UWVERNTY
& YLMIBESIT] Y&, BORONE . BOPHI W,

P Health Research Ethics Cdmr!ﬂttm!'l—

Eaculty of Health Stigncas
MORTH-WESE University
Fatchefstroom Campus)

07 017 |

. L___JREC Stamp

INFORMED CONSENT DOCUMENTATION FOR:

TITLE OF THE RESEARCH STUDY: Clder adults’ experences of formal community-
based care sarvices in Sebokeng- implications for long-lam carg menagament

ETHICS REFERENCE NUMBERS:

PRINCIPAL INVESTIGATOR: Frof. JR Hoffman
POST GRADUATE STUDENT: M Rankin
ADDRESS: 27 Walter Sisulu Street, Potchefstroom
CONTACT NUMBER: 0761573745

You are being invited to take part In my research project on cldar adults' experiences. of
formal community-based care servicss in Sabokeng. This siudy forms part of the
researchar's Masters degres in Garontology. Please teke some tims o read this
docurnant, which will explain the datails of this project. Pioase ask the resaarcher amy
quastions abowt any part of this project that you do not fully understand. 1t is veny
imporant that you ara fully satisfied that you clearly undarstand what this research s
about and how you could ba involved. Also, your particlpathon 15 antirely valuntary and
you are fres to deciine to participate. If you say no, this will not affoct you negatlvaly in
any way whatsnever, You are alao free to withdraw from the study at sny point, even if
your do agrea 1o teka part, Should you withdraw frem the study, the datg you provided
will lreradiately bo destroyed

This sflidy has been approved by the Health Research Ethics Committee of the
Faculty of Health Sclences of the North-West Unlversity (NWLU-00055-17-51) and
will be conducted according to the ethical guidelines and principles of Elhics in Health
Resaarch: Principles, Procesaes and Stroctures (DoH, 20158) and other intermational

HREZ General WIGE Version July 2018 Page1of 5
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ethizal guidelines applicable 1o this study. It might be necessary for the research ethics
committée members or ather relevant people to inspedc! the research records.,

Wht is this research study all about?

# Thiz study wilt e conducted v Sebokeng and will Invalve In-depth interviews.
The resaarchers have recelved i practica brefnimg from her suBervisor to
conduct n-dapth intervigws,

¥ Approximately 20 parficipanis will be included in this study, butf this could change
cepending on how fong i fakes fo gt & full anawar to the research guestion.

¥ We plan fo explore ofder sdults’ exparences of current formal comimuniy-bssed
care sarvices in Sebokeng and to see whether fhese sendees vou receive Bre of
good quaifly,

Why have you heen Invited to participata?

¥ You heve been Invited o parficipats becsusa Age in Aclion identfied you 65 3
user of home-basad care'day care sanizes.

# You have afso complied with the following inclusion criteria;
G0 vasrs o ofdey
+ Residing in Sehakeng
» Speak English/Setswanaddfiiaans

* You will be expectad (o participate i irterviaws sharing how you expenance the
care thet you currenily receive from your care prowider. You will siso be ashed
about whaf your idea of good care is. Intenviews will be sbouf 45 minutes, but
should you faal tired or unable fo continue, interwews will teke place in the form
of twr or three shorder intendaws and will confinue at & time you find converiant

Wil you gain anything from taking part in this research?

¥ The gains for you if you take parf in this study will be fhat you will be able to
BHaMS Your expafiances with somacs willhold i hegatively influencing your care,

* The oiher gains of the siedy is for care sfakehofders who will be madse aware of
iha sduationz and thal they cowld bring aboul posidive chehge, should & be

necessary

Arc there rizks involved in you taking part in this research and what will be done
te prevent them?

¥ The risks fo you in this sfudy are that you may become tired during irlerviaws but
will be fimifed by stopping the interview for a 15 minufe break, and provids you
with soma jufee. Should you feel uneble fo continue, 8 second session wil he
scheduled for a fime thal is convarnent for you

¥ The ressarcher will 85k you questions about servoes or careghers Ihal could
heve caused you pain or negsaiive feslings, and this may make you fasl sad or
incomfariabla but The researcher hag information of helpers from Age in Action
who will provide pou with help in dealing with any negafive faelings. [ wil
immadiately call the social worker should vou feel dictressed and will facilitate a
coungseiing session

HREC Genveral WICF Yersion July 2016 FPage 2 of &
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¥ There are more gains for you in foining this study than there are rsks.

How will we protect your conftdentiality and whe will sea your findingz?

P Anompmity (that is, in no way will your rasults be finked o your idantily) will be
ensured by nof alfowing accass to your parsonal information and not mantfonfig
your idenfity in the sfudy. Confidenfiafify (thaf is, fwe assure you ihal we will
protect the information we have abowt you) will be ensured by nof sharing § with
any perties nof part of the research. Reporting of findings will be anonymous by
nat menlioning wour rame oF any parsonal iformeation,

Dats will only be kept in eleciranic farmat, Only the researchars, supervisors and
the AUTHeR office will have sccese to data. Dals will be keot safa and sacira in
the researcher's office and will be password protecisd.

¥ Audic-racorded dafa will be franscrbed by fhe researcher. As so0n a5 dela has
besn transcrbed # wif¥ be defefed from the recorders. The franscripts will be
stored o 8 password=protected commuider. All co-coders will sign & confidentialify
sgresment.

» Date wil be stored for 5 vears af an affice at the MWL

BT

What will happan with the flndings or samples?
=  The findings of s sfudy will only be used for this Sfudy.

How will you know about the results of this research?
= We will give you the results of this ressarch whan the study has been completed
at g tima and placa converiant for you,

Wil you ba paid to take part in this study and are there any costs for you?

This study I not funded., tha researcher will use har bursany to conduct this study.

Neo, you will not be paid to take pert in the study because theré are no costs involvad for
you, if you take part in this study,

Refreshmeants will be served durlng breaks in the intervdews.

Is there anything else that you should know or do?

* You can contact Manma at 0751573745 i you have any furthar questions or
have any problams.

¥ You can also confact the Health Research Ethics Committes wia Mre Carollen
van Zyl at 018 299 1208 or carofisn.vanryl@owu.ac.ze iF you have amy
concarns that were not answered about the research or f you have complaints
about the research.

¥ You will receive a copy of this information and consent form for your own
ourposes,
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Creclaration by participant

By signing below, 1 ...... B ol o S e agree to take part in the
research shidy tltled- der aduits' ExpEnent:es af formal community-based cars
servigos In Sehokeng- implcatlens for leng-term care managernent

| declare that:

+ | have read this Infgmation® was axplaingd to me by a rusled perscn in g
language with which | am Auant and comfortabla.

The rassarch was claarly axplalned 1o me,

* | have had a chanee to sak guestions to both the person getting the consent
ftom ma, &= weall a3 lhe ressarcher ard all my questems have been
answarec.

o | urlersiand What taking part in this stody g voluntary ard | have not been
prassurized 1o taka part.

+ | may choose o leave the study at any fime and will nd be handled In 2
negative way if | do so.

« | may be asked to lezve the study before it haz finished, If the resoarcher
fieels it iz in the besl interesl, or | do not follow the study plan, as acread to.

215 [0 2 o R o =2 Bt 2 ok A 1 O (SN EY o i S i oL Bl
Signatore of participant Signature of wimess

Declaration by person ¢bisining consent
e e S R i o O - Fet o e IR TR declatra thal:

« | clearly and o delall axplalned the infernation in this document to

g arianna

| did:dld nat use an Interpratar.

= | efgouraged himMer to ask queslions and took adeguate time (o answer
thern.

« | am sailsliad that hedshe sdequately undersf,ands al aspects of the
reseanch, a3 discussed abowe

+ | gave him/her time to discuss it with others i hefshe wished (0 do 50,
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T T T o s st i st it s o I R o e h e S e 20.,..

Signature of person obtalning consent Eig'nau.Ire of witness
Dectaration by researcher
R i R R R R R R s i eelare dhat:
s [ axplained the information in this docement lo ..o ene
or | had it explained by ........coo s cae e WO B trained far this
puUrpesEe,

» | didfdid not use &n interpreter

» | encouraged him/her Io ask guestions and took adequate time to answar
thermn

or | was available should hefshe want to ask any furlher questions.
+ The informed consent was obtained by an independent person.

» | am satisfied that he’she edeguately understands all aspecte of the
research, 85 descrlbed above,

+ | am satisfied that hefshe had time to discuss it with others if heishe wished

o do so.
o e B R oy Ty G EEEEE - coiiicme i i 20...
Signature of researcher Signatura of withets
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ANNEXURE D: APPROVED ETHICS CERTIFICATE

HORTH-WEST LUNIVERSITY =
YUNIBESITI ¥ BORCMNE-BOPHIRIMA
HOORDAWES-UMIVERSITEIT

Private Bag X6001, Poichefstroom,

South Africa, 2520

Tel: [018)200-4000

Faks: [018) 2954510

Wish: Dpciwww. maLac.za

Institvtional Research Ethics Regulatory Committee
ETHICS APFROVAL CERTIFICATE OF STUDY Tel 27132904343

Emall : Ethicsifma.ac za
Based on approval by Health Research Ethics Committee (HREC) on 27207 after being reviewed at the mesting held on
ATISHAT, the North-West Liniversity Instihtional Research Ethics Reguiatory Committee (MWUHRERC) hereby approves your study
as indicated below. This implies that the MWU-IRERC grants its permission that prowided the special conditions specified below ae
met and pending any other authorsation that may be necessary, the shudy may be nitiated, using the ethics number below.
Study title: Older adulis’' experiences of formal community-based care services in Sebokeng —
implications for long-term care management.

Wﬂm Prof JR Hoffman
M Rankin-24845655

Ethics number: (M[wlul-JoJofols[s]-Ja[7[-JAl4]

Application Type: Single Study

Commencement date: 2017-07-21 Risk:
Continuation of the study is dependent on receipt of the annual jor as otherwise stipulated] monitoring
report and the concomitant issuing of a letter of continuation.

Special conditions of the approval (if applicable):
=  Transiation of the Informed consent document o the languages applicable to the shudy participants should be submitied to the HREC (It
appiicaie)

« ANy resaarch at govemmental o private Instiutions, parmission must stil be ootEned from Televant auhonties and provided to the HREC.
Ethics approval |5 requirad BEFORE apprwval can be pbtained from thase autharties.

General condifions:
While this ethics approval s subjiect to &l declarations, undertskings and agreements incorporated and signed In the appdcation form, please
note the folowing:
+ The study leader (principle Investigatar) must report In the prescibed format fo the NWUHRERC wia HREC:
- amnualy (or 35 athenwise requested) on the monftoring of the study, and upan completion of the study
- without any deday In case of any adverse event o incident jor any metier thal INEMUPEs ound ethical principles) during the course of the
Sy

»  Annugiy 2 number of Studies may be rAndomiy salectod for & extemnal audif.

= The approval appies sirictly fo the proposal a5 shpwsted In the application form.  Wowld any changes fo the propasal he deamed NECessary
during ihe course of the shady, the sfudy leader must apply for approval of these amendments af the HREC, prior to impiementation. Would
there be deviated from the Sfudy proposal wihouT the necessary approval of such amendments, he ethics approval Is Immediately and
automatcaly forfeied,

» The daie of approval inolcates the firs! dafe taf the Sfudy may be starfed.

. mmmwmmmm&c:mmmmmm

request access kb any formation or dala at any time during the cotrse oF &ter completion of the studly;

- mmmmmmmmmmwmmmwmmeammm

- w:u‘rarﬂ.r approval i
wmmmwm of the studly are revealked or SUspected,
it Decomes apparent Mt any FElevan nfrmation was Winekd fom te AREC or Mat information 1as been false or MiSEpesented,
mewmm{WMEMJMWMJMEmm or Incldents was not done In a tmaly

mmmmmﬂm or ifematonal Conventions deem I Necassary.
= HREC can he contacted for further informalion or any report fempiaies wa SEnie-HEECAppvoReLSe 22 or 018 200 1208,

The IRERC would like fo remain at your service as scientist and researcher, and wishes you well with your study.  Please do not
hesitate to contact the IRERC or HREC for any further enquines or requests for assistance.

‘fours sincenely
Digitally signed by
Prof LA Prof LA DSE Plessis
i o Date: 2017.08.05
Du Plessis {135 1o

Prof Linda du Plessis
Chair NWU Insttutional Research Ethics Reguistory Commitize (IRERG)
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ANNEXURE E: INTENDED JOURNAL AND INSTRUCTIONS FOR

AUTHORS

The article from this mini-dissertation will be submitted to the International Journal of Care and

Caring for possible publication.

Instructions for authors

“Research articles should be between 4000 and 8000 words long with up to 4 key words and an
abstract of up to 100 words. These submissions will be double-blind peer reviewed. Research
articles should contribute to advances in knowledge, theory or methods. Articles based on
comparative international analysis, critical analysis of policy or practice, or which explore care
and caring in global or transnational perspective are encouraged. Authors should indicate if their
article presents new empirical findings or is based on methodological innovation and should

write in a style suitable for IJCC’s academic, NGO, policy and practitioner audiences.

Style

1. British English spelling and punctuation is preferred.

2. Non-discriminatory language is mandatory.

3. Explanatory notes should be kept to a minimum. If it is necessary to use them, they must
be numbered consecutively in the text and listed at the end of the article. Please do not
embed notes in the text.

4. Do not embed bibliographic references in the text, footnotes, live links or macros; the
final submitted file should be clear of track changes and ready for print.

5. Tables and charts should be separated from the text and submitted in a Word or Excel
file, with their placement in the text clearly indicated by inserting: ‘Table X here’. Please

provide numbers, titles and sources (where appropriate).

79



6. Figures, diagrams and maps should be separated from the text and, ideally, submitted in
an

7. Encapsulated PostScript (.eps) file. Figures created in Word or Excel are acceptable in
those file formats. If the figures, diagrams and maps are in other formats (i.e. have been
pasted into a Word file rather than created in it) please contact
dave.j.worth@bristol.ac.uk for advice. Please indicate where figures should be placed in
the text, by inserting: ‘Figure X here’ and provide numbers, titles and sources (where

appropriate).
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