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Abstract

Palliative care is gaining momentum in South Africa. Spiritual care is slowly being recognised
as an important component of palliative care and hospice work. However, how spiritual care
services are offered and prioritised depends largely on the hospices’ ability to fund this service

and to have the necessary skilled spiritual care staff in place to offer this specialised service.

The aim of this study was to explore whether hospices in palliative care settings in South Africa
offered spiritual care services, how spiritual care services were offered, what the spiritual care
training needs are and, more critically, to explore if there was a need to develop a national

spiritual care training curriculum.

To answer these questions, I conducted a three-tiered study. In Sub-Study One, I conducted an
online survey of all hospices registered as member organisations of the Hospice Palliative Care
Association of South Africa. The aim of Sub-Study One was to explore what spiritual care
services were currently being offered at hospices nationally, what spiritual care training needs
existed, and how hospices suggested filling the training gap. In Sub-Study Two, I conducted
focus group discussions with hospices in the Western Cape province of South Africa. These
focus groups explored the above questions but with a focused view on issues of multi-layered
contextual diversities and inequalities which, largely, are by-products of the South African
Apartheid era. Sub-Study Three took the form of one-on-one interviews and focus group
discussions with participants who are practising spiritual care workers registered with St
Luke’s Combined Hospices in Cape Town, to explore how they offer spiritual care services
and navigate issues of diversity. Further, I explored this cohort’s spiritual care training needs

and their ideas of developing a national spiritual care curriculum for South Africa.

The findings of this three-part study suggest that hospices in South Africa offer spiritual care
services to varying levels, and where such a service is not on offer, arrangements are made to
link patients and families to external resources. Common to the three sub-studies was the
expressed need to develop a national spiritual care training curriculum that comprised both an
academic and practical component. However, the realities of limited funding and limited
expertise in spiritual care was a significant consideration towards developing a spiritual care
curriculum. Added to that was the consideration of the multi-layered diversities that are part of

South Africa and its troubled history.
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These findings present further perspectives on the fluid, dynamic and often multi-faceted nature
of an aspect of health care provision in South Africa. The study concluded by outlining some

potential next steps for developing further dialogues on spiritual care services in South Africa.

Vi
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Opsomming

Palliatiewe sorg tel momentum in Suid-Afrika op. Geloofsorg word stadigaan as ‘n belangrike
deel van palliatiewe sorg en hospieswerk erken. Hoe geloofsorg egter aangebied en
geprioritiseer word, hang grotendeels af van die vermo€ van hospiese om hierdie diens self te
befonds en om die nodige bekwame geloofsorgpersoneel in plek te hé om hierdie

gespesialiseerde diens aan te bied.

Die doel van hierdie studie was om ondersoek in te stel na of hospiese in palliatiewe
sorgomgewings in Suid-Afrika geloofsorgdienste aanbied, hoe geloofsorgdienste aangebied is,
wat die geloofsorgopleidingsbehoeftes is en, van meer kritieke belang, om ondersoek na die

behoefte aan die ontwikkeling van ‘n nasionale geloofsorgopleidingskurrikulum in te stel.

Om hierdie vrae te beantwoord, het ek ‘n drie-vlakkige studie uitgevoer. In Substudie Een het
ek ‘n aanlynopname van alle hospiese, wat as lidorganisasies van Hospies Palliatiewe Sorg
Vereniging van Suid-Afrika (Hospice Palliative Care Association of South Africa) geregistreer
is, uitgevoer. Die doel van hierdie substudie een was om ondersoek in te stel na welke
geloofsorgdienste  huidiglik  aangebied word by  hospiese landswyd, welke
geloofsorgopleidingsbehoeftes bestaan en hoe hospiese meen die opleidingsgaping gevul moet
word. In Substudie Twee het ek twee gefokusde groepbesprekings met hospiese in die Wes-
Kaapprovinsie van Suid-Afrika gevoer. Hierdie fokusgroepe het die bostaande vrae ondersoek,
maar met ‘n gefokusde lens op die veellagige, kontekstuele diversiteite en ongelykhede wat,
grotendeels, neweprodukte van die Suid-Afrikaanse Apartheidsera is. Substudie Drie was in
die vorm van een-tot-een onderhoude en gefokusde groepbesprekings met deelnemers wat
praktiserende geloofsorgwerkers is, en as sulks geregistreer by St Luke se gekombineerde
hospiese in Kaapstad, om ondersoek in te stel na hoe hulle geloofsorgdienste aanbied en
kwessies van diversiteit bestuur. Verder, het ek die kohort se geloofsorgopleidingsbehoeftes en
hulle idees rondom die ontwikkeling van ‘n nasionale geloofsorgkurrikulum vir Suid-Afrika,

ondersoek.

Die bevindinge van hierdie driedelige studie dui aan dat hospiese in Suid-Afrika
geloofsorgdienste in wisselende vlakke aanbied en, waar sulke dienste nie aangebied word nie,
word re€lings getref om pasiénte en families aan eksterne hulpbronne te koppel. Die uitdruklike
behoefte aan ‘n nasionale geloofsorgopleidingskurrikulum, met beide ‘n akademiese en

praktiese komponent, was gemeenskaplik aan die drie substudies. Die werklikhede van

vii
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beperkte befondsing en beperkte deskundigheid in geloofsorg was egter ‘n beduidende
oorweging in die ontwikkeling van ‘n geloofsorgkurrikulum. Daarby is die veellagige

diversiteite, wat deel vorm van Suid-Afrika en sy problematiese verlede, oorweeg.

Hierdie bevindinge verteenwoordig verdere perspektiewe op die vloeibare, dinamiese en
dikwels veelkantige aard van ‘n aspek van gesondheidsorgverskaffing in Suid-Afrika. Die
studie sluit af deur ‘n paar potensi€le volgende stappe, vir die ontwikkeling van verdere dialoé

oor geloofsorgdienste in Suid-Afrika, uiteen te sit.
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PART 1: INTRODUCTION AND BACKGROUND

Preamble

I am the Chief Executive Officer (CEO) of St Luke’s Combined Hospices (SLCH), an
established hospice offering palliative care services in the larger precinct of Cape Town, South
Africa (SA) for over 40 years. I have been in this post as CEO since September 2016. SLCH
is a Non-Profit Company (NPC) with its core business being palliative care. I came to this work
with an established and personal interest in spirituality. My fascination with spirituality was
heightened after the loss of my beloved husband and son in 2007; five months apart from each
other. While they did not suffer from any longstanding terminal illness, having experienced
such deep losses left me questioning life, and death, and the after-death phenomenon. Being a
devout Hindu, I am also a believer in reincarnation; yet I found that religion alone did not
provide me with the broader existential answers I was seeking. With that as a backdrop, and
having joined SLCH, I was introduced more meaningfully to palliative care work, and more
in-depth to the spiritual care services offered. I was struck by the scale and scope of the spiritual
care services on offer. [ was somewhat saddened that, as I and others saw it, spiritual care was
not recognised and prioritised as it deserved to be. I was impressed by the work of the spiritual
care team at SLCH, and by the spiritual care services provided by other hospices in the Western
Cape, and hospices throughout SA. I became interested in questions of why spiritual care
services were not given the prominence and recognition that spiritual carers and others in my

organisation believed they deserved, as part of the overall palliative care service package.

Reviewing literature on spiritual care, both from local and international scholars, I found that
there is a paucity of relevant and current literature which addresses the role of spiritual care,
spiritual care education, and models of spiritual care within hospice palliative care settings in

SA.

Reviewing the palliative care programmes and interventions that are offered by the Inter-
Disciplinary Team (IDT) at SLCH, I have noted a significant absence of formal guidelines that
shape spiritual care interventions. For a significant length of time in my organisation there was
a felt need to develop a national spiritual care curriculum, which I learned from many
discussions with members of the IDT, and with hospice management. Germane to that, the
spiritual care workers themselves lamented about not being heard as key role-players in the

development of such a curriculum. Further, they felt excluded as key role-players of the IDT
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and somewhat marginalised from the holistic palliative patient care experience. Conclusions
drawn by some spiritual care workers about their exclusion from the IDT centred on spiritual

care not being a recognised profession.

International scholars, mostly from the Global North, point out that spiritual care education has
a positive impact on participants’ perceptions of spirituality and spiritual care and suggest that
a higher education level, and more spiritual care lessons or training courses can increase
perception levels (Cipriano-Steffens et al., 2021; Javanmardifard et al., 2020; Wu & Lin, 2011).
Swinton and Pattison (2010) affirm that an education in the field of spirituality encompasses a
variety of human needs and thus enables spiritual care workers to identify and respond
effectively to any particular need they may encounter within whatever situation they find
themselves in. Wasner et al. (2005) suggest that spiritual training can generate significant
improvements in one’s compassion for the dying, but also in compassion for oneself and can
help increase job satisfaction while reducing work-related stress. Research work along similar
lines in the Global South is significantly limited and is only just emerging in SA

(Chandramohan & Bhagwan, 2016; Mthembu et al., 2016).

Given the context in which the spiritual care workers find themselves in hospice palliative care
settings, and the dearth of literature on hospice spiritual care within a South African framework,
an important starting point, for me, was to draw on the experiences and the wisdom of the
hospice personnel and spiritual care workers themselves. Further, I got a sense from some of
the spiritual care workers that there was a need to develop such a spiritual care curriculum
because the current practise portrays spiritual care as individualistic and even idiosyncratic in
nature. In other words, there is a view that the spiritual care workers approach their work with
their patients from their own spiritual framework and experience of spirituality, and that there
are no, or few, common factors at play across the practices of different spiritual care workers,
and no common sets of skills and attributes that coordinate their work as a collective. In
addition, because the spiritual care workers are volunteers, they may be utilising varied, and a

wide range, of care practices.

The question arises whether there may be common skills and knowledge which will assist
spiritual care workers, even if they retain their individuality, to do their work in the best way it
can be done. I was struck by the fact, as shown in the literature, that spiritual care workers in
some countries in the Global North, such as the United States of America (USA) and Europe,

are often professional social workers (Callahan, 2012; Hodge & Bushfield, 2006), professional
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nurses (Balboni et al., 2013; Cockell & McSherry, 2012), and chaplains (Cadge, Calle, &
Dillinger, 2011; Derrickson, 2012). In some settings in the Global North, such as Australia,
both professionals and volunteers work as spiritual care workers, but even volunteers in many
contexts are required to undergo formal training in spiritual care (Spiritual Care Association,
2020). The Global South (including SA) is significantly more reliant on volunteers to provide
spiritual care interventions, with professionally qualified spiritual carers being a rarity and
often non-existent. There are also resource constraints in terms of providing and paying for
trainings. Consequently, formal curricula, largely developed by and within the Global North
contexts, may not be readily applicable for volunteers in a country like SA (something I discuss
in detail in Chapter Four). The hospice where I work, SLCH, I know to be relatively well-
resourced for SA, but even in this context, while significant work around spirituality has been
documented at SLCH, it has fallen short of developing a formal spiritual care curriculum and

consequently, a formal model of spiritual care intervention.

Despite having a large body of anecdotal data suggesting their work is valuable (Hickman,
2009; Swartz et al., 2015), the spiritual care workers at SLCH have repeatedly called for
assistance in developing a formal curriculum to frame spiritual care within the IDT and within
a hospice palliative care setting. This led me to ask the questions: What are the current spiritual
care practices within hospice palliative care settings in SA? What are the spiritual care training
needs of hospices in SA? Is there a need to develop a national curriculum for spiritual care
intervention? To ask those questions, I needed to establish if there is in fact an appetite, wider

than expressed at SLCH, for such a curriculum.

Through this dissertation, I set out to understand how spiritual care is practised in hospices in
SA and, crucially, if there is a need for a national spiritual care training curriculum. This was

accomplished through a three-tiered study, which I describe below.
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CHAPTER ONE

INTRODUCTION

1.1 Background

With the launch of the Republic of South Africa National Policy Framework and Strategy on
Palliative Care 2017-2022 (Republic of South Africa, 2017) by the National Department of
Health’s (NDoH) National Health Council in October 2017, palliative care has finally found
its rightful place on the continuum of health care platform in South Africa (SA) (Republic of
South Africa, 2017).

The shift in thinking from the old concept that palliative care is “end-of-life care” to the new
thinking of palliative care as being care “from the time of a terminal diagnosis to death” has
led government and service providers to position palliative care within the context of this policy
(Republic of South Africa, 2017). The new concept of palliative care now sees palliative care
as a bridging programme that benefits patients and families while potentially reducing the

utilisation of medical services and costs of medical care at the end of life (Gwyther et al., 2019).

An illness trajectory, as commonly written about, is from diagnosis, to treatment, to a curative
outcome (Steinhauser et al., 2017), but some illnesses are not cured, and may end in death.
Increasingly, the shift now is for the attending health care professionals to refer patients for
palliative care interventions at the point of the terminal diagnosis (Mason et al., 2020).
Typically, the trajectory of the palliative care phase is characterised by medical interventions,
psychosocial services (Callahan, 2018; Elk, 2017), and spiritual care services (Puchalski et al.,
2020), until death occurs (Baur et al., 2019; Gwyther, 2018; O’Callaghan et al., 2019).
Bereavement then follows for the families and loved ones (Githaiga & Swartz, 2017a).
Growing evidence suggests that referral at the early stage of the terminal diagnosis allows for
the patient and family members to explore different palliative care services more meaningfully
and in-depth, and to explore resources and facilities available as the patient progresses on the

palliative care path to end-of-life (De la Porte, 2016; Drenth et al., 2018).

Spiritual care is an essential element of the holistic palliative care experience (Best et al., 2019;
Mthembu et al., 2016; Paal et al., 2019; Puchalski et al., 2009; Selman et al., 2014; Snapp &

Hare, 2021). Unlike pain management protocols that have clear indicators, spiritual care
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interventions appear to be loose and organic (Steinhauser et al., 2017). Consequently, impact
is challenging to track, as is the effectiveness of the varied formal and informal approaches
utilised in spiritual care interventions. Historically, chaplains offered spiritual care services and
it is partly because of this that spiritual care has a religious connotation attached to it (Cohen
et al., 2012). It is therefore important to differentiate spirituality from religion. According to
many authors, religion is a set of texts, practices, and beliefs about the transcendent shared by
a community, and involves a relationship with God (see, for example, Hall, 2014). Spirituality,
on the other hand, is about a “person’s relationship with the transcendent questions that
confront one as a human being, and this may or may not involve a relationship with a god or
gods” (Puchalski et al., 2014, pp. 645-646). Defining spirituality is highly contentious, as
spirituality takes on different meanings for different people, an issue I discuss in greater detail
in Chapter Three. These meanings may be based on several factors, including culture, religion,
gender, geographic location, and belief systems. The scholarly field of spiritual care is further
troubled by being dominated by research from countries in the Global North!. Clearly, wealth
is the criterion used to make the distinction between the Global North and Global South. The
ramification of such a distinction creates multi-faceted levels of diversity. Global North
countries generally have better resources, health care, education, employment opportunities
and infrastructure, and consequently advance and progress more rapidly. By contrast, in the
Global South, many countries are beset by abject poverty, failing health care systems, and
fading economies. Issues of diversity, conflict and poverty are global issues, but they are
particularly prevalent in the Global South. It can be further argued that within diversity there
is diversity and while this may be the case, diversity takes on a different valence in the Global

North as compared to the Global South, as I describe in Chapters Five, Six and Seven.

Some of the general spiritual care issues discussed in the Global North include credentialed
spiritual care training curricula for spiritual care workers (Brennan, 2007; Carrasco et al., 2015;
Mason et al., 2020), providing psychosocial support for spiritual care workers (Callahan,
2017a; Ferraz et al., 2020), measuring the impact spiritual care services have on patients’

palliative care experiences (Bone et al., 2018; Horsfall, 2018), and developing and testing

1There are many debates about how to classify countries. The ‘Global North’ generally corresponds to countries
categorised by the World Bank (World Bank Blog 2021/2022 Atlas) as high-income countries (HICs) — so, for
example, Australia, which is a high-income country is commonly viewed as part of the Global North, despite its
being in the southern hemisphere. Countries in the ‘Global South’ generally correspond to the World Bank low
and middle-income countries (LMICs) (World Bank Blog 2021/2022 Atlas). South Africa is a middle-income
country. The distinction here is based largely on financial resources, though of course other factors are associated
with relative wealth.
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spiritual care tools kits for improved spiritual care patient outcomes (Best et al., 2020; Paal et
al., 2019). While this is needed and is necessary, and must be applauded, it needs to be
considered whether spiritual care, a service which is strongly influenced by local contexts, may
need adaptations or different approaches in diverse settings in the Global South (a discussion I
come back to in Chapter Four). Adaptations, improvements, new approaches and reimagined
models of spiritual care bespoke to the needs of countries and their contexts may need to be
explored. This study aims to explore and understand how spiritual care is practised, prioritised,
and provided by hospices in SA and what the spiritual care training needs are of spiritual care
workers in SA, which, like others, is diverse, but which also has a particular political and social

history.
1.2 Problem statement and research questions

Given the gap in the literature on spiritual care in hospice palliative care settings in SA, I sought
to explore and understand what the national and provincial views, practices and training
curriculum needs related to spiritual care work in hospice palliative care settings in SA are,
with particular reference to a group of localised hospices in the Western Cape, and with a focus
on spiritual care workers in a local hospice in Cape Town. The following questions underpin

the study:

a) What are the current spiritual care practices within hospice palliative care settings in
SA?

b) What are the spiritual care training needs and is there a need to develop a national
curriculum for spiritual care intervention?

c) What could the barriers be to developing such a spiritual care curriculum?
1.3 Research design and methods

I used a largely qualitative research design but within a broader mixed methods approach. The
study incorporated a range of data gathering techniques to explore and understand what
spiritual care services are currently offered, how hospices view and use spiritual care, and the
experiences of spiritual care workers within a hospice palliative care setting, including
understanding their expressed and nuanced spiritual care training needs. The research

comprised three Sub-Studies, namely:
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A national online study targeting all hospices in SA to get an understanding of their
current spiritual care services and, more crucially, to establish if they felt a need for
training in, and the development of, a spiritual care curriculum.

Within the Western Cape Province, SA, establishing what the spiritual care practices
are at these hospices and to explore what their training needs in spiritual care are. This
study applied the focus group discussion design. This province was chosen because |
live and work in the Western Cape, SA, I have strong networks with these hospices,
and am familiar with their services.

Interviews and focus group discussions at SLCH, the hospice I lead as CEO, provided
the data for this Sub-Study. SLCH was chosen to undertake this tier of the study partly
for reasons of convenience, but also because SLCH has one of the most established
spiritual care services in the Western Cape, SA, and has a large cohort of spiritual care
workers undertaking spiritual care work. Therefore, I felt it was relevant and important
to reach spiritual care workers offering the service to explore and understand from their
perspectives their work as spiritual care workers and explore what their training needs

in spiritual care are.

These Sub-Studies are now discussed in more detail:

1.

Sub-Study One: This was a largely quantitative national online survey (See: Addendum

1) of all registered hospices in SA. This study was undertaken to establish what spiritual
care practices were in place, if any, what their spiritual care training needs are, and if
they saw a need for the development of a national curriculum in spiritual care. There
were significantly quantitative and, to a lesser extent, qualitative components to this
Sub-Study. The survey was undertaken with all Hospice Palliative Care Association of
SA’s (HPCA?) registered hospices (or member organisations®, as HPCA refers to
them). The survey was directed at either the CEO or the Health Services Manager of
each of the 104 hospices in SA. Figure 1 shows where the hospices are situated in SA
and which hospices participated, which hospices did not participate, and which
hospices agreed to participate in this study, but did not.

Figure 1

2 HPCA is a national association operating in all nine provinces in SA and 51 health districts. Some of its voluntary
member organisations offer hospice palliative care, some home-based care, and others both services.

3 T use the term “member organisations” and “hospices” interchangeably. HPCA calls its members “member
organisations” because all organisations offer palliative care, but not all call themselves hospices.
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Sub-Study One — National Online Survey Participants
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Participation was voluntary (See Addendum 2: Recruitment Material {Online Survey};
Addendum 3: Participant Information Leaflet {Online Survey}; Addendum 4:
Electronic Consent Form {Online Survey}). Using an online survey for this tier of the
study was useful as no other research method can provide this broad capability at a
reasonable cost. I wanted to have a national sample to gather targeted results from
which to draw conclusions and make important decisions. I analysed the quantitative
data using simple statistical analysis according to categories, patterns, and themes. The
three key purposes of this survey were to establish what spiritual care services were on

offer by hospices nationally, what their spiritual care training needs are, and if, in their
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view, there was a need for a national curriculum in spiritual care to be developed or not.
A limitation of this research method was that the survey could be ignored and

consequently not responded to, or not fully completed by the target hospices.

2. Sub-Study Two: Focus group discussions were conducted with key role-players within

the 12 hospices in the Western Cape, SA, registered with HPCA, to explore and
understand how these hospices offered spiritual care services and to explore their views
on whether there was a need for a curriculum in spiritual care to be developed. I engaged
with my provincial peers of the Western Cape Province, SA, largely through focus
group discussions, to discuss relevant questions regarding a national curriculum in
spirituality, and to explore what practices were at play at their hospices, bearing in mind
the complexities and diversities in this province from a socio-economic, demographic,
and socio-political perspective (See: Addendum 5: Sub-Study Two — Guiding
Questions for Semi-Structured Focus Group Discussions.). The regional HPCA body,
the Western Cape - Hospice Palliative Care Association (WC-HPCA) — calls for these
hospices to meet quarterly. Each hospice was represented by the CEO, and/or a senior
member of the management team, usually the Health Services Manager. Table 1.1 gives
an overview of the participants, their background, and the participating hospices in this

Sub-Study.
Table 1.1

Sub-Study Two — Overview of Participants from Participating Hospices

District Represented No of Designation of participants at Palliative care background
hospice # participants  the represented hospices of the hospice participants:
from Medical, psychosocial,
represented spiritual, bereavement
hospices
Hospice #1 4 Psychosocial Counsellor (1) Medical (1)
Social Worker (1) Psychosocial (2)
Manager (1) Spiritual (1)
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Eden Pastor (1)
District
ST, Hospice #2 Professional Nurse (1) Medical (2)
Western
Cape Chief Executive Officer (1) Psychosocial (1)
Psychosocial Manager (1)
Hospice #3 Chief Executive Officer (1) Psychosocial (1)
Hospice #4 Nursing Manager (1) Medical (1)
Hospice #5 Social Worker (1) Medical (1)
Medical Doctor (1) Psychosocial (1)
Hospice #6 Professional Nurse (1) Medical (1)
Social Worker (1) Psychosocial (1)
Hospice #7 Spiritual Care Coordinator (1)  Medical (1)
Cape Training Facilitator: Psychosocial (1)
Town . ..
Professional Nurse (1) Spiritual Care (2)
District,
Western Chief Executive Officer (1)
Cape Spiritual Care Worker (1)
Hospice #8 In-Patient Unit Manager (1) Medical (1)
Hospice #9 General Manager (1) Medical (1)
Patient Care Manager (1) Psychosocial (2)
Social Worker (1)
Hospice #10 Nursing Manager (1) Medical (1)
Hospice #11 Chief Executive Officer (1) Medical (1)

Participation in the study was voluntary (See Addendum 6: Recruitment Material {Focus
Group Discussions}; Addendum 7: Participant Information Leaflet {Focus Group

Discussions}; Addendum 8: Confidentiality and Non-Disclosure Agreement (Focus Group

10
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Discussion and One-on-One Interview). I appreciated that this phase of the project could pose
researcher/participant relationship complexity, because I knew the participants as peers in the
association as I, too, am the CEO of a hospice in the Western Cape, SA. I thought about the
multiple roles and relationships to be borne in mind, but on balance I felt that being an insider,
I was best placed to engage with the provincial and national participants. I used a neutral co-
facilitator to work with me in running the groups, but I also played an active role in this Sub-

Study. (See Addendum 9: Consent to Participate in Research (Focus Group Discussion)).

3. Sub-Study Three: This study explores spiritual care services in a hospice setting

through the perspectives of a group of spiritual care workers from SLCH, the hospice
where I work, in Cape Town. This took the form of interviews and focus group
discussions (see Addendum 10: Sub-Study Three — Guiding Questions for Semi-
Structured Interview). SLCH has a large cohort of spiritual care workers, largely
volunteers, offering spiritual care services throughout the precinct of Cape Town.
SLCH has one of the most established spiritual care services in SA with a significant
body of anecdotal records of this practice. I chose SLCH partly for convenience, but it
is also especially useful to look at a spiritual care programme that is very well
established and has a good reputation. Furthermore, much has been written about the
spiritual care work undertaken at SLCH, in the form of notes, pamphlets and books —
there is an established tradition of the spiritual care team thinking reflexively about
their work. This history positioned SLCH to be well placed for this phase of exploring
in a nuanced way what has been learned about spiritual care practice in the South
African context (Hickman, 2009; Swartz et al., 2015). SLCH has 26 active spiritual
care workers, 23 of whom are volunteers and three are paid staff. Some spiritual care

workers have been volunteering in this capacity for over 20 years.

I also had complex relationships with the research participants of this Sub-Study.
Though most of the spiritual carers are volunteers, as CEO I am technically their
ultimate line manager. Though I would have preferred to interview the spiritual carers
myself, I was concerned that they might feel constrained, especially from making
negative comments about the organisation in my presence. For this reason, I employed
a co-facilitator to conduct the one-to-one interviews, though all interviewees were
informed that I would have access to all the data. However, I facilitated the focus groups
and engaged with some participants individually, with their permission and where

necessary, to seek clarity on issues they raised. In this process a stronger relationship

11
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of trust and understanding emerged. I also shared the papers I wrote (see Chapters
Seven and Eight) as these focused largely on this Sub-Study, for discussion and
comment before submitting them to journals. My supervisor, who is an expert
researcher with an interest in palliative care but external to the organisation, attended
all focus group discussions, which added another layer to this Sub-Study. I explored
the experience of spiritual care workers, and asked them for their views on what, if
anything, should be done at SLCH and nationally to strengthen spiritual care as one of

the four key pillars of the holistic palliative care experience.
Table 1.2

Sub-Study Three — Demographic Characteristics of Participants

Participant Gender Qualifications Years of Years of Religion Languages

#

practice and practice spoken
experience as and
a spiritual experience
care worker asa
spiritual

care worker

at SLCH
#1 F BCom Honours 3 years 3 years Christian by English,
(Economics) birth. Afrikaans
Currently,
none
#2 F Higher Dip. 2 years 2 years Islam by birth. English,
Education. Afrikaans
Currently:
Dip. Special Ed none
(Remedial);
MPsych(clinical)
#3 F Certified 30 years 28 years Christian by English
Lifeline birth
Counsellor

12
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#8
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Grade 12 25 years 7 years

Lay councillor in

Church

BA (Social 35 years 10 years
Work)

Certificate:
Family

Constellation

Certificate:
Gender

Reconciliation

Capacitar

(Energy healing)

BSc 25 years 15 years
(Psychology)

BA
(Psychology)

MA  (Practical 15 years 13 years
Theology)

MA
(Missiology)

Dip in Theology 35 years 3 years

BA (Hons)

Currently:

none

Christian

Quaker
(Historical
Christian

denomination)

Islam by birth
but embrace

all religions

Christian

Christian by
birth but
embrace all

religions

English,
Afrikaans,
Xhosa, Zulu

English,
Afrikaans

English,
Afrikaans

English,
Afrikaans,
Xhosa

English,
Afrikaans

13
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M Dip. Interior 6 years 6 years Christian by English,
Design birth. German,
French
Dip. Interior Currently: rene
Architecture none

Participation in this study was voluntary (see Addendum 11: Recruitment Material
{One-on-One Interview}; Addendum 12: Participant Information Leaflet {One-on-One
Interview}; Addendum 13: Consent to Participate in Research {One-on-One
Interview}). This study began with one-on-one interviews. Before coming to the
interviews, I encouraged the spiritual care workers to bring along poems, stories,
paintings, arts, and crafts that they had made and have used in their spiritual care work.
As the CEO of SLCH, I am aware that some of the spiritual care workers are very
artistic and creative and use visual effects in their spiritual care work at SLCH. With
their permission, I photographed and catalogued these assets which formed the basis of
subsequent focus group discussions. Nine spiritual care workers participated in this

Sub-Study.

Interpretation is a means to amplify meaning, to explore and clarify the many strands of
meaning which constitute the phenomenon of spiritual care practice at hospice palliative care
settings (Daniele et al., 2020; Malterud, 2001). Interpretation implies gaining a better
understanding of phenomena than those who manifest or enact them would normally have
themselves (Ritchie et al., 2013). This includes paying attention to absences and their
significance (Willig & Stainton-Rogers, 2008). Psychosocial studies facilitate interpretation on
two levels: on the one level it integrates descriptions of “what is there” (ground up research),
and on the other level it involves personal interpretations or making assumptions of what is
there (Frosh & Saville-Young, 2008). In this study, I set out to understand what spiritual care
interventions are already in existence at hospices in palliative care settings in SA. Because of
the limited local literature on spiritual care within palliative care, and limited anecdotal local
spiritual care training guidelines, my personal interpretation (or assumption) was that a training
curriculum must be the main need, which could have been an attractive assumption to make.
Although established theories provide powerful tools for analysis, they also can offer blind
spots and projections that can cover up meanings as well as reveal them (Willig & Stainton-

Rogers, 2008). To guard against this, I conducted follow-up focus group discussions to obtain
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clarity on certain points that were shared as effective learning tools in spiritual care
intervention. Engaging with the question of interpretation raises issues of ownership and power
and I had to often think about who has the last word (Frosh & Baraitser, 2008; Willig &
Stainton-Rogers, 2008).

1.4 Chapter layout

This dissertation has been carried out in the “thesis-by-publication” format which has several
advantages, including the rich experience of scholarly writing, external review, and publishing.
This format was also chosen partly because of the underrepresentation of African authors in
scholarly work in Africa. Perhaps the one drawback of this format is some repetition of
information. To position this study, it is important to give the reader context such as the location
of the study and who the participants are. Similarly, to position the articles and manuscript, I
needed to give the reader context of the study’s location and participants’ data. Therefore, the
reader will see repetition of certain information, for example, Figure 1, Tables 1.1, 1.2 and 1.3

are presented in this chapter and in Chapters Five to Nine.

Understanding the spiritual care training needs within hospice palliative care settings is
necessary in contexts such as SA where literature (and therefore data) is scarce. Such data,
when brought to the public domain, could potentially inform practice and policy (Callahan,
2017a; Clelland et al., 2020; Drenth et al., 2018; Hedt-Gauthier et al., 2019; Herzig van Wess
& Holmer, 2020; Gwyther, 2018; Kirby et al., 2018). This dissertation contains four published
articles and one manuscript which have been submitted to, and accepted by, international
journals and one is currently under peer-review. Each article or manuscript is presented in this
dissertation as a separate chapter, with a short discussion on how it is linked to the larger study
presented at the beginning of the chapter. Consequently, the traditional Methods, Results and
Discussion chapters of dissertations have been omitted in this case as each article and
manuscript contain these components. As each chapter is a complete article or manuscript,
there is, unavoidably, some overlap and repetition in the introductions, relevant literature
reviewed and methods sections within each article and manuscript and chapter. There may also

be some overlap in the cited references.

With the overarching aim of understanding how spiritual care is practised in a diverse SA and
what the spiritual care workers’ training needs are within hospice palliative care settings, the

chapters are arranged to facilitate a scrutiny and discussion on spiritual care practices and
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spiritual care training needs within the SA hospice palliative care context. Therefore, this

dissertation is divided into four broad parts:

a)

b)

d)

Part 1 comprises Chapters One through to Four and presents the introductory and
background information for the study. I review literature on palliative care and spiritual
care in the Global North and Global South with focused reviews on legislation and,
more critically, on the different continents’ palliative care associations, the role of
spiritual care within hospice palliative care settings, and the training and workforce
issues related to spiritual care service provision. In Chapter Three, I examine the above
points but with specific relevance to SA and within the unique context of SA. I drill
down further to give an overview of SLCH and, crucially, illuminate how spiritual care
is offered and practised at this hospice. The chapter presents frequently cited definitions
of spiritual care with a review of SLCH’s bespoke spiritual care service within its own
hospice context. In Chapter Four I undertake a conceptual analysis of three recently
developed spiritual care curricula from the Global North and analyse them from a
Global South perspective.

Part 2 comprises Chapters Five through to Seven with each containing published
articles which describe the impact of diversity on the provision of, and training in,
spiritual care within the context of a middle- to low-income country like SA, as well as
contextual opportunities regarding spiritual care within hospice palliative care settings
in SA. In these papers, I examine spiritual care practices in SA as an answer to research
questions one and two.

Part 3 comprises Chapters Eight and Nine, with each containing a published article,
which describe the training needs of spiritual care workers towards the development of
a spiritual care curriculum and explores the barriers hindering the development of a
spiritual care curriculum for SA. These chapters re-address and respond in greater depth
to research question two and answer research question three. At the beginning of each
chapter, a short discussion on how the paper fits into the bigger picture of the research
is provided which, in this Part 3, focuses on the experiences and motivations of spiritual
care workers undertaking spiritual care work with a focused view on their spiritual care
training needs within the context of their work. Together, Chapters Five to Nine present
the five papers which form the results of this dissertation.

Part 4 comprises Chapters Ten and Eleven, which are the concluding chapters of this

dissertation. Chapter Ten is a reflexivity chapter where I reflect on my experiences
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during the research process. Chapter Eleven is the concluding chapter where my

concluding thoughts are presented. This chapter ends by connecting the findings of all

the manuscripts and making recommendations for future research.

Table 1.3 provides more details about the chapter layout and the publication status of each

article:

Table 1.3

The Layout of the Dissertation Chapters and their Publication Status

Part Chapter

Topic

Publication Authors and title

status

Introduction &

Background

Positioning
palliative care
and spiritual
care within
hospice
palliative care
settings in the
Global North
and Global
South

Positioning
spiritual care
within hospice
palliative care

settings in SA

Contextual
analysis of

existing
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curricula in

spiritual care

Article 1

Article 2

Article 3

Article 4

Article
published in
BMC
Palliative

Care.

Article
published in
BMC
Palliative

Care.

Article
published in
Culture,
Medicine,
and

Psychiatry.

Article
published in
Journal of
Religion and
Health.

Mahilall, R., & Swartz, L.

Spiritual care in palliative care in a
middle-income country: Contextual
challenges and opportunities. (2021).
https://doi.org/10.1186/s12904-021-
00756-9

Mabhilall, R., & Swartz, L.

Spiritual care practices in hospices in
the Western Cape, South Africa: The
challenge of diversity. BMC Palliative
Care, 20(9). (2021).
https://doi.org/10.1186/s12904-020-
00704-z

Mahilall, R., Swartz, L. ‘I am Dying a
Slow Death of White Guilt’: Spiritual
Carers in a South African Hospice
Navigate Issues of Race and Cultural
Diversity. Cult Med Psychiatry (2021).
https://doi.org/10.1007/s11013-021-
09750-5

Mahilall, R., & Swartz, L.

Spiritual care: Motivations and
experiences through the lenses and
voices of a cohort of spiritual care
workers at an established hospice in

Cape Town, South Africa. Journal of


https://doi.org/10.1186/s12904-021-00756-9
https://doi.org/10.1186/s12904-021-00756-9
https://doi.org/10.1186/s12904-020-00704-z
https://doi.org/10.1186/s12904-020-00704-z
https://doi.org/10.1007/s11013-021-09750-5
https://doi.org/10.1007/s11013-021-09750-5
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3 Religion & Health. (2021).
https://doi.org/10.1007/s10943-021-
01232-7

9 Article 5 Article Mahilall, R., & Swartz, L.

published in  Spiritual care training needs in hospice

Journal of palliative care settings in South Africa:

the Study of  Chorused national, provincial, and

Spirituality.  local voices. Journal of the Study of
Spirituality, 11(2). (2021).
https://doi.org/10.1080/20440243.2021.
1922257

10 Research
experience and

self-reflection

11 Concluding
thoughts and
directions for

future research

1.5 Funding

This study was part funded by the Mauerberger Foundation; a charitable foundation based in
Cape Town as well as Arm-in-Arm-in-Africa’s Late Dr John Song’s Memorial Foundation.
There was no requirement from both Foundations that I conduct the work in any specific way,

and the Foundations had no say in the data interpretation and writing of the dissertation.
1.6 Ethical considerations

All research has the potential for negative consequences, for those directly involved in the
research and the research population itself (Frosh, 2013). It is important not to let the

researchers’ assumptions or personal investment blind them to possible negative consequences.
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It is my ethical responsibility to explore the possible negative consequences and mitigate these

as much as possible.

I used reflexivity as an ethical tool (Frosh, 2003; Guillemin & Gillam, 2004). By locating
myself as the researcher in the research study, it improved my awareness of the ethics of the
study by making explicit my investment in the topic and the various roles I play in the different
hospice palliative care spaces. Considering the ethicality of this study allowed me to think
about the impact that [ might have on the way I research the topic, on the interactions with the
study by the participants, and my possible bias in the interpretation of the texts generated in

the interviews (Pearson & Piazza, 1997).

I was mindful that in-depth interviews about sensitive topics can sometimes develop into
relationships that mimic psychotherapy in some ways (Duncombe & Jessop, 2005; Minikel-
Lacocque, 2018). The spiritual care workers face emotional complexities surrounding terminal
illness, death and dying daily which can be emotionally taxing on them. I was equally mindful
that the interview process may shift the participants’ perspective or bring to the surface aspects
of their experience that are uncomfortable. Strong or unpleasant emotions may be elicited

(Hollway & Jefferson, 2013).

Consequently, I made provision for all participants interviewed in Sub-Study Two and Sub-
Study Three to have access to the services of a social worker and a psychologist to debrief and
process these experiences if any distress was caused. Further, the offer I made to the
participants was that the social worker or psychologist could be of their choice or colleagues
unrelated to the study whose services [ was able to recommend. Based on previous experience
of sensitive research of this nature, I did not anticipate many such referrals, but nonetheless

this offer was made and budgeted for.

Interpretation of the interview data also poses challenges (Hollway & Jefterson, 2013; Willig
& Stainton-Rogers, 2008). We must be alert to this and incorporate ways to interrogate our
interpretations. Having a different interviewer to the researcher improves the ability to see these
blind spots (Hollway & Jefferson, 2013). Given these considerations, and given the fact that as
CEO of SLCH, I have a management role in relation to the spiritual carers, I engaged the
services of a well-trained and experienced co-facilitator to collect interview data. The
participants were aware that I would have access to the data, but experience in similar research
(Lyner-Cleophas, 2016) suggests that, especially where participants have negative issues to

raise about their work and/or the organisation, they are more likely to discuss these with a co-
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facilitator. In line with Hollway and Jefferson’s (2013) suggestions, having a co-facilitator also

allows for debriefing discussions as part of the analytic process.

The method of triangulation was used to check and establish validity in the three sub-studies
by analysing the research questions from multiple perspectives. Further, the method of
triangulation seeks to map out the richness and complexity of human behaviour by studying it

from multiple standpoints (Cohen et al., 2011) which was obtained by this three-tiered study.
Ethics approval was sought and obtained from the following bodies:

e Stellenbosch University (Project Number: 10237) — university through which I am
undertaking this PhD programme. (See Addendum 14)

e HPCA (Ref.: 02/19) — the national body of hospices in SA. (See Addendum 15)

e SLCH — the Research and Ethics Committee approved the engagement of the spiritual

care workers registered at the Hospice. (See Addendum 16)
1.7 Chapter summary

In this chapter, I present the background and rationale for the study, and the research questions
which guided the process were discussed. I describe the structure of the thesis, the methods
employed in carrying out the Sub-Studies, and the ethical considerations. In the next chapter, I
discuss relevant literature, thereby positioning palliative care and, more specifically, spiritual

care, within hospice palliative care settings in the Global North and the Global South.
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CHAPTER TWO

POSITIONING PALLIATIVE CARE AND SPIRITUAL CARE

WITHIN HOSPICE PALLIATIVE CARE SETTINGS IN THE

GLOBAL NORTH AND GLOBAL SOUTH

2.1 Introduction

Wherever they may be in the world, patients with advanced, irreversible disease need palliative
care, whether formally or informally offered (Callahan, 2012; Centeno et al., 2018; Connor et
al., 2020; De la Porte, 2016; Drenth et al., 2018; Elk et al., 2020; Fraser et al., 2018; O’Brien
et al., 2019; Pastrana et al., 2010, Pesut et al., 2015; Puchalski et al., 2020; Robinson et al.,
2014). A palliative care approach can be applied to both acute and chronic life-limiting illnesses
as an added layer of support to patients and families, concurrently with disease-modifying
treatment (Simon, 2018). It is estimated that over 40 million people globally will need palliative
care each year, yet only an estimated 14% of this population are offered such care formally
(WHO, 2018). There is a concerted global movement to include palliative care into primary
health care systems (Rosenberg & Yates, 2010; Ryan et al., 2020); to credential palliative care
(Best et al., 2020; Paal et al., 2019); to train health care professionals in palliative care (Adams
et al., 2016; Connor et al., 2020); and to make palliative care services available to the global
citizenry (Dempers & Gott; 2017; Hasson et al., 2020; Mills, 2019). Typically, palliative care
is offered at health care institutions such as hospitals, hospices, and clinics. Palliative care is

also offered at home-based and community-based levels.

There is consensus (Balboni et al., 2007; Best et al., 2020; Callahan, 2015; Chandramohan &
Bhagwan, 2016; Mthembu et al., 2016; Paal et al., 2019; Puchalski et al., 2009; Selman et al.,
2013) on the importance of the four components of palliative care — medical care, psychosocial
care, bereavement care, and spiritual care services. Spiritual care is rapidly emerging as one of
the key components of palliative care, with global recognition that patient health care should
be holistic in nature and underpinned not only by medical and psychological interventions
(Yildirim & Ertem; 2021). But the Global North and Global South have many differences,

which impact how palliative care, and more specifically spiritual care services, are prioritised

22



Stellenbosch University https://scholar.sun.ac.za

by governments and health care ministries; how, and the extent to which these services are
made available, if at all; and how these services are received by patients. I discuss this at length

in Chapter One.

Also, in Chapter One, the background and rationale and the research questions which guided
this study are introduced. In this chapter, I review literature on the constructs of palliative care,
with a focus on spiritual care services within palliative care settings globally, and with specific
reference to hospices. The field of spiritual care within palliative care is a broad one with a
myriad of differentiations. As such, and within the context of this dissertation, it is not possible
to discuss all the global differentiations. Therefore, in this chapter, I focus on discussing and
contrasting spiritual care within hospice palliative care settings in the Global North and Global

South and on issues germane to my central concerns.

Additionally, I review health care frameworks that underpin palliative care in both the Global
North and the Global South, focusing on organised hospice associations. Although they are
commonly formed as voluntary bodies, they play an increasingly active advocacy role in
bringing prominence to palliative care, and by extension to spiritual care services. The
regulations that are discussed and compare are relevant to this dissertation and these research
questions. A large body of legislation related to palliative care is available, for example, Global
Atlas of Palliative Care at the End of Life (Worldwide Palliative Care Alliance, 2014);
International Observatory on End-of-life Care (IOELC); and International Association for
Hospice and Palliative Care (IAHPC). These will not be discussed in detail as my focus is on
spiritual care specifically. I will therefore discuss the role spiritual care services play in
palliative care interventions with a view to highlighting how spiritual care is practised and
prioritised in the Global North and Global South. This chapter ends with a review of resource
and workforce issues which assist in, or hamper, the delivery of spiritual care services in
palliative care settings, and the implications thereof. In the next chapter I will discuss these
very issues within a South African context (where this study was based) and compare, and
contrast, how spiritual care is practised within a context of hospice palliative care settings in a
diverse SA, thereby drawing similarities with and points of departure from the Global North

and other low- to middle-income countries (LMIC).
2.2 Global palliative care practices

For this study, I feel it is useful and necessary to present the top three trending and widely

subsumed definitions of palliative care. It is not necessary for me to adopt a specific definition

23



Stellenbosch University https://scholar.sun.ac.za

of palliative care for this dissertation, but it is important to ground this study in a set of
commonly established definitions. While there are several definitions proffered globally to
define palliative care (Ryan et al., 2020), two established definitions of palliative care widely
used are from the World Health Organization (WHO) and the IAHPC. The WHO (2018)

defines palliative care as:

An approach that improves the quality of life of patients and their families facing...life-
threatening illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems

(physical, psychosocial, and spiritual).
The IAHPC (2017) defines palliative care as:

The active holistic care of individuals across all ages with serious health-related
suffering due to severe illness, and especially of those near the end of life. It aims to

improve the quality of life of patients, their families, and their caregivers.

The Lancet Commission on Global Access to Palliative Care and Pain Relief (the Lancet
Commission) identified the need to review and revise the definition of palliative care for global
relevance and use and as commissioned by the WHO, the IAHPC took on this task of
recalibrating and redefining palliative care as part of its agreement of work as a non-
governmental organisation (NGO) (Baur et al., 2019; Radbruch et al., 2020). Radbruch et al.,
(2020) reviewed how and when palliative care is introduced and integrated into patient care
plans, with the “how” and “when” largely suggesting which definition of palliative care was
being adopted. They developed a consensus-based definition of palliative care that accentuates
the focus on relief of serious health-related suffering and the care of patients with a very limited

remaining life span.
The new suggested definition of palliative care, arising out of that process, is:

The active holistic care of individuals across all ages with serious health-related
suffering...because of severe illness...and especially of those near the end of life. It
aims to improve the quality of life of patients, their families, and their caregivers.

(Radbruch et al., 2020, p. 761).

Though the concept of palliation and care at the end of life is probably universal, palliative care
as a specific discipline is very much a Western concept that may not easily translate into

indigenous languages nor non-Western cultural practices (Speck, 2016). Even in the Global
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North, there remains deep rooted contention about the constructs of palliative care with the
emergence of a new nomenclature that conceals the end-of-life component of palliative care,
which is at the heart of palliative care (Ryan et al., 2020). The IAHPC was commissioned by
the WHO to develop a global consensus-based definition of palliative care, which it did in
2017. Criticism of this definition remains, with two well-respected palliative care bodies — the
European Association of Palliative Care (EAPC) and World Hospice Palliative Care Alliance
(WHPCA) — opting to endorse the WHO 2002 definition of palliative care (discussed above).
If there can be no accord in the Global North on an accepted definition of palliative care, it
cannot be expected that the two established definitions would be easily adopted in non-Western
countries given that these countries have added complexities of diversity in the context,
commonly, of histories of colonisation and conquest and deep rooted, traditional familial care
practices. These two prominent definitions lack common language. Most of the palliative care
tools have been developed in the English language, which has limited linguistic and cultural
relevance in countries where English is not the official or main language. Many such countries,
for example African countries, often have multiple languages and dialects, which makes the
translation, adaptation, testing, and re-evaluating of these tools for their reliability and validity

increasingly challenging (Powell et al., 2008).

Palliative care has made tremendous strides as a speciality area of professional health care
practice (Baur et al., 2019). Evolving largely from a socially informed hospice movement,
championed by Dame Cicely Saunders in 1967 when she founded St Christopher’s Hospice in
South London, and thereby giving rise to the modern-day hospice movement (Saunders, 2006),
palliative care has made significant advances in many countries. This has been achieved by the
development of palliative care quality frameworks, advance care planning, early referral for
palliative care services, and capacity-building efforts to support the provision and integration
of palliative care services into health care systems (Mills, 2019). Ryan et al. (2020) term this
movement the ‘upstream migration’ of palliative care. Despite these developments, many
disparities remain in palliative care, especially when considering LMIC. Access to palliative
care is a fundamental human right (United Nations, 2009). However, palliative care in LMIC
is limited by the lack of ready availability of opioid analgesia for pain management (Lamas &
Rosenbaum, 2012), the lack of integration of palliative care into health care systems (Court &
Olivier, 2020), the lack of health care infrastructure (Downing & Hastings-Tolsma, 2016); the

limited availability of health care professionals trained in palliative care (Krakauer et al., 2018),
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and a dearth of empirical research on palliative care in such countries (Hedt-Gauthier et al.,

2019).

Ddunga (2011) laments that despite the demonstrated need for palliative care in Africa, access
to such care is at best limited and at worst non-existent. However, palliative care in many less
wealthy countries is a relatively new concept and, while access to palliative care, according to
WHO (2018), is universal, its newness may be a contributing factor for it not being widely
available, easily accessible, and possibly easily taken up as a health care service (Court &
Olivier, 2020). LMIC such as SA face significant resource constraints — financial and human
capital are in the main — something not as acutely felt in high-income countries (sometimes
abbreviated to HIC). Lynch et al. (2013) found only one country in Africa, namely Uganda, to
have an advanced palliative care component offered from its limited bouquet of medical
services, with generalised palliative care only offered by a handful of other African countries.
Furthermore, what may be considered part of a formal service in the Global North may, in
cases, be delivered informally through kin and other networks in the Global South (Ntizimira

et al., 2014).

A lack of funding to undertake evidence-based research, for integrating palliative care into
health care systems, and for improving infrastructure and upskilling health care workers in
palliative care, gives urgency to the development and presence of sustainable partnerships
between the Global North and Global South. Examples of such international donor partnerships
between Africa and the United States of America (USA), for example, are with United States
Agency for International Development (USAID), the United States President’s Emergency
Plan for AIDS Relief (PEPFAR), and The Open Society Foundation who have largely initiated
the integration of palliative care into health care in the African continent. These partnerships
led to other collaborations between government and NGOs (Whyle & Olivier, 2016) and
between health care workers from Public Benefit Organisations (PBOs) and professionals from
NGOs (Gwyther, 2018; O’Brien et al., 2019). The shortcoming of these well-meaning and well-
placed partnerships appears to relate to the transfer of funds, knowledge and palliative care
models into countries that are culturally, racially and linguistically different from wealthier
counties, at times with limited exploration of how a largely Western palliative care model of
integration will play itself out within such very different contexts, and at times without due
regard for the possible existence of informal palliative care networks and systems which are

operating but not named as such in largely Global South settings.

26



Stellenbosch University https://scholar.sun.ac.za

Diversity, is, of course, a global issue. However, despite previous discussions about cultural
issues and health care, only in recent years has there been a serious recognition of, and focussed
research on, the role culture plays in the acceptance of palliative care in wealthier countries
(Johnson et al., 2016; Taylor et al., 2013). For example, a research team in the USA immersed
themselves in an aboriginal African American community to understand that community’s
needs before a bespoke palliative care intervention model was tailored specifically for their
needs (Elk et al., 2020). It is important for researchers in the Global South to take due account
of such initiatives, as what may be viewed as a specialist area of palliative care in the Global

North may be a mainstream issue in the Global South.
2.3 The role of hospice palliative care associations, globally

According to the World Hospice Palliative Care Association (WHPCA) and WHO (2014),
access to formal quality palliative care services is rare outside North America, Europe, and

Australasia.

There are several hospices and palliative care bodies that have been formed over the decades
to champion a specific course, or several courses, in palliative care advancement (Wright et al.,
2008). The WHPCA is rooted in giving a voice to hospices and palliative care with over 350
member organisations in over 100 countries. The National Hospice and Palliative Care
Organization (NHPCO) is the largest non-profit membership organisation representing
hospices and palliative care programmes and professionals in the USA. The focus of this
dissertation is on palliative care associations globally. The participants in my study are from
hospices in a formal, albeit voluntary, association with the HPCA of SA. To this end, I felt it
necessary to define an association within the health care context. According to the McGraw-
Hill Concise Dictionary of Modern Medicine, an association is “a professional organization
for health professionals...often based on specialty and are usually national, often with

subnational or regional affiliates...usually offer conferences and continuing education”.

The IAHPC was born out of the International Hospice Institute (IHI) in the USA and evolved
into the IAHPC. Both the (then) IHI and the current IAHPC remain focused on globally
championing palliative care. The distinct difference between them is beginning to recognise
that palliative care needs, models, implementation approaches, and how palliative care is
prioritised, or not, is different for each country (IAHPC 2020-2024). Increasingly, the TAHPA
(2020-2024) recognises that cultural globalisation is characterised by hybridity, and that

palliative care may be adapted, modified and re-invented to suit the needs of each country.
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With that as a backdrop, IAHPC suggests a roadmap which it terms its “thematic areas of
work” and which centres on advocacy, education, research, and information dissemination
(IAHPC 2020-2024, 2019, pg. 7). While the IAHPA’s five-year plan is to “accelerate global
access to palliative care for those who need it, in order to relieve serious health-related
suffering” (IAHPC 2020-2024, 2009, pg. 7), the opening lines to this chapter, supported by
citing local and international scholars in palliative care, suggest that globally, terminally ill
patients need palliative care. The “palliative care for those who need it” in the above citation
gives the impression that to access palliative care, or not, is the patient’s decision to make,
when, conversely, such a decision is already made for the patient based on considerations such
as: are palliative care services offered globally?, are all countries able to fund the provision of
palliative care services?, culturally how is palliative care integrated into the different countries’
health care systems?. Consequently, it can be argued that the suggested five-year roadmap may
have easy uptake and relevance for well-resourced countries, typically in the Global North,
who largely have well-developed health care systems (Nita, 2019; Shiffman, 2015; Walsh et
al., 2006), but may not be readily embraced by LMIC who have added burdens of poverty,
conflict, and deep rooted cultural and traditional practices (Mclntosh et al., 2021; McIntyre &
Klugman, 2003; Meessen et al., 2011).

Countries largely in the Global North drove the IAHPC movement. Other countries globally
were encouraged to form their own country hospice palliative care associations, with the aim
of each being a member of IAHPC while retaining their own autonomy. The affiliated countries
saw the benefit of a global voice, especially regarding policy change and advocacy at different
governmental levels (Baur et al., 2019). In some countries, policy change in palliative care had
positive impact on health care systems by integrating palliative care as part of the continuum
of health care to varying levels (Gwyther, 2018). This positively impacted education and
training of professional health care workers in palliative care to varying degrees (Paal et al.,
2019). As more was learned about palliative care, through case studies and other empirical
research, information was shared with other countries, thereby creating an awareness of the
importance and relevance of palliative care (Hedt-Gauthier et al., 2019). While this scorecard
suggests that the work of IAHPC is done and it may be true for the countries in North America,
Europe and Australasia, the picture is significantly different for other continents, such as Africa
and South America, which have either only recently, or have not yet, formed their own country

hospice palliative care associations.
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There are several established hospice palliative care associations globally, such as the Hospice
Association of America, European Palliative Care Association (EPCA), Australian Palliative
Care Association, Canadian Palliative Care Association, Latin American Association for
Palliative Care, African Palliative Care Association (APCA) and more recently, in SA, the
HPCA of SA. The common thread that unifies these associations, besides their palliative care
mandate, is to advocate for the integration of palliative care services into national mainstream
health care systems and national health strategies (IAHPC, 2019; Mpanga et al., 2003). Given
the heterogeneous settings of the different country palliative care associations, the scope,
progress, and impact are varied across many health care settings, with stronger associations
lending support, such as care expertise, research expertise, financial aid, and palliative care
toolkits, to up-and-coming associations largely in the Global South, and with the aim of
supporting them with their palliative care services (Mpanga et al., 2006). Significant strides
have been made in simulating a twinning relationship of an established palliative care
association supporting a less established palliative care association, but several added barriers
have emerged that need to be understood and addressed. These include recognising and
understanding the needs of the people against the model of palliative care that is proposed,
recognising and understanding how health care is legislated, prioritised and practised in
different countries; recognising and understanding that offering support by a well-established
palliative care association to a lesser established one should not be a “jug and mug” partnership
(Haralambos, 1985) where typically the Global South is seen to be a passive recipients of aid,
but rather a partnership of shared responsibilities with recognition of the many layers of

diversities that exist in each country.
2.4 Global spiritual care practices in hospice and other palliative care settings

Before discussing anything related to spirituality and spiritual care, I feel it is important to
discuss spirituality and religion (briefly touched on in the Preamble to Part 1). Especially
important are the deeply debated and contentious issues around the definitions of these two
concepts as both terms are sometimes used interchangeably, are conflated, or have different
meanings in different contexts and settings. The difficulty with defining spirituality and
religion does not lie so much in the many ways in which these concepts are expressed, but more
so by spirituality and religion being vague and broad phenomena to describe (Koenig et al.,
2012). Spirituality and religion take on different meanings depending on the context in which
they are being viewed. For example, scholars in the disciplines of sociology, anthropology,

psychology, and health debate this topic robustly (Horii, 2019). While there is no consensus-

29



Stellenbosch University https://scholar.sun.ac.za

base for an accepted definition of religion, an established definition that is often referenced is

that of Durkheim (1917/1995) who defined religion as:

A unified system of beliefs and practices relative to sacred things - set apart and
forbidden - beliefs and practices which unite into one single moral community called a

church, all those who adhere to them. (p. 47)

In this definition, the reference to a church dichotomises and makes a distinction between
places of worship with the church, traditionally having a strong Western world connotation,
thereby giving authority to priests, bishops, and clergy (Beckford, 2003). Similarly, when
encountered by African religions, one is again faced with the problem of definition and the
issue of how African traditional religion is constructed, especially in the argument that
“religion does not become solidly incorporated into that system unless it is explicitly formed

as one of the religions, recognised by outsiders and constructed by insiders” (Beyer, 2006, pp.

266-267).

While the word spirituality made its entry into the English language from the year 1500
onwards, spirituality today attempts to reconcile “spirit and body, sacredness and sexuality
together in a redemptive experience of the totality and mystery of life” (Tacey 2004, pp. 36—
37). Like religion, spirituality takes on different meanings in different contexts with many
definitions being proffered in different disciplines and settings. But unlike religion, spirituality
has been lauded for recognising the unity of the sacred, human beings and nature, and breaking
down barriers between the different religions, by allowing for choices between beliefs and
practices that individuals can make themselves without the aid of a religious institution that
autocratically dictates dogma to its adherents (Van Niekerk, 2018). The definition of
spirituality is criticised for, amongst other issues, not having a “sacred canopy” (Berger, 1969)
as a holding structure or community for like-minded people to meet, which raises the question
of institutionalising spirituality — the same criticism levied against the religious domain. Clearly
more empirical research is needed to clarify the definition of religion and spirituality, especially

within the many contexts in which these concepts are used.

The term spirituality within the context of care for this dissertation is now considered.
Leininger (1996) suggests that there are two types of caring: generic caring, which refers to kin
or family providing care in a lay manner and often shaped by culture, religion, and tradition;
and the other type of caring: professional care, which refers to learned and practised care. It is

important to determine how caring is expressed among different cultures in the world and what
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these generic and professional elements of caring are (Buqa, 2015; Eliastam, 2015; Himonga,
2013; Nolte & Downing, 2019; Prinsloo, 2001). Africa, for example, is a continent deeply
steeped and rooted in culture and beliefs, with strong faith in traditional methods of healing
and the belief that ancestors hold the key to healing and respect for ancestors invokes curative
outcomes (Gureje et al., 2015; Musyimi et al., 2016). Spirituality and spiritual care are
considered a natural part of cultural practices in most countries in the Global South, such as
those in Latin America (Schmidt, 2019), Africa (Metz & Gaie, 2010), Asia (Mok et al., 2010)
and India (Rajagopal & Venkateswaran, 2003), and consequently the need to categorise
spiritual care as an intervention or a formal service becomes superfluous. Through the process
of socialisation and nurturing of children and the passing down of norms, mores, values and
cultural practices, spirituality and spiritual care practices are similarly passed down as part of
the socialisation process, with the expectation that at a time of illness or end-of-life, spiritual
care will be provided by the family and the community (Hitlin, 2006; Parke & Buriel, 2006;
Vidal, 1988; Wilson, 1992). In LMIC spiritual care is often not considered as a stand-alone
service but is incorporated and entwined as part of a collective of skills for daily living, which
I explore at length in Chapter Four. By the very nature of how spiritual care is practised in
certain contexts, it supports one school of thought that suggests that formally researching how
spiritual care is practised in LMIC is challenging precisely because this practice cannot be
boxed into a finite service package and nor can it be extracted as a neat unit from the holistic

care package.

Spiritual care is hard to define; it involves personal values that are difficult to base on empirical
evidence and to put into general guidelines for health care practice (Nolan et al., 2011). The
path of formalising spiritual care within palliative care and within the broader health care
system gained traction in the Global North, largely spearheaded by the USA, Western Europe,
and Australia, and thereby limiting its applicability in other Global North and Global South
countries. However, through years of consultative processes, evidence-based practices?, and

practice-based evidence’, a consensus-based definition of spiritual care was arrived at:

Spirituality is the aspect of humanity that refers to the way individuals seek and express

meaning and purpose and the way they experience their connectedness to the moment,

4 Evidence-Based Practices seek to integrate best research evidence with clinical expertise and patient values
(Titler, 2008).

5 Practice-Based Evidence seeks to explore a range of treatment approaches that are supportive of the culture of
the local society and traditions (Titler, 2008).

31



Stellenbosch University https://scholar.sun.ac.za

to self, to others, to nature, and to the significant or sacred. (Puchalski et al., 2014, p.
643)

Dame Cicely Saunders coined the term “spiritual pain” to describe the desolate sense of
helplessness and hopelessness experienced by many people at the end of life (Saunders, 1988).
Ratshikana-Moloko et al. (2020), in a South African study, used the terms religion and
spirituality interchangeably and clustered religious and spiritual needs of patients as a
collective. Uwland-Sikkema et al. (2018), in a study in the Netherlands, suggests that to
understand spirituality one needs to look at it from a meaningful perspective of a person’s
beliefs, goals and sense of meaning. Tao et al. (2020) found the disjuncture between the
understanding and practice of spirituality striking and, consequently, found it difficult to define
spirituality. There were similar findings in a study conducted at a Taiwanese tertiary hospital
where hospice physicians and nurses were burdened logistically with cultural diversity,
afterlife considerations (van Laarhoven et al., 2011), the professional team’s own training
capabilities (Best et al., 2020; Paal et al., 2019), and broken family relationship dynamics
(Callahan, 2013).

Similarly, there appears to be different focus areas amongst the established palliative care
associations around developing spiritual care services. The APCA considers religious beliefs,
coping, and transcendence to be part of spirituality (Selman et al., 2011), while the EPCA
strongly advocates for training and education in spiritual care for health care workers towards
enhanced patient care outcomes (Best et al., 2020; Gamondi et al., 2013). This I discuss further
in Chapter Four. The WHPCA has made a concerted effort to develop a palliative care toolkit,
including spiritual care assessment tools, thereby further supporting palliative care
professionals and spiritual care workers to offer an effective palliative care service (Connor,
2017). After conversations with “more than 300 global health leaders, students, and
practitioners from 2010-2014”, Addiss (2018, p. 337) found that while spirituality is easily
and readily recognised as an integral part of the palliative care framework, spirituality is rarely
mentioned in practice, literature, or training programmes of global health. Yet, spiritual
concerns are among the most pressing for palliating patients and their families (Fricchione,

2011).

Globally, spiritual care services, like palliative care services, are offered at hospitals, hospices,
community levels and at patients’ homes. In higher income regions such as USA, Australasia

and Europe, spiritual care services are typically offered to chronically and terminally ill patients
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at hospitals and hospices (Holmes, 2018), and largely through chaplain services (Best et al.,
2021; Liefbroer & Berghuijs, 2019). Such countries also offer home-based care services by
trained groups of health care professionals supported by strong associations to churches and
pastoral services (Liefbroer et al., 2021; Seymour & Cassel, 2017). In LMIC such as Africa,
India, and countries in South America, where typically their health care facilities and
infrastructure are limited and significantly overburdened, spiritual care takes on a different
valence, with services largely being offered at home by family members or by community-
based volunteers. A neighbourhood model of spiritual care is offered in India where local
volunteers are trained in spiritual care and palliative care, with active support from a network
of trained professionals, and where the care of the terminally ill and aged is the shared
responsibility largely of the community, and of the state to a lesser extent (Gielen et al., 2016;
McDermott et al., 2008; Rego et al., 2020; Shanmugasundaram et al., 2006). Similarly, in
African countries with large rural populations, including SA, there is a significant thrust by
their health departments and ministries to empower community-based health care workers to
the care of the ill and infirm at the community and home levels (Drenth et al., 2018; Gwyther
et al., 2019; Mwangi-Powell et al., 2013; O’Brien et al., 2019). The decanting of services back
into communities and family homes, largely into the hands of family members, volunteers, and
Faith-Based Organisations (FBOs) (Du Toit, 2019), is increasingly necessary due to the ever-
increasing demand for health care services that conventional health care institutions such as
hospitals, hospices and clinics are unable to adequately meet because of funding constraints,
lack of trained professionals, and lack of adequate infrastructure (Rawlinson et al., 2014).
Consequently, care services (including spiritual care services) are largely assigned to
volunteers, family members, traditional leaders, traditional healers, and religious leaders
(Akintola, 2011; Compion, 2016). An interesting observation is that spiritual care services in
the Western world are significantly Christian-based, while in the more rural and LMIC,
spiritual care is provided from a cultural-base of health care beliefs (Agom et al., 2019). This
further lends support to the call for spiritual care services to be bespoke to the needs of each
country and that a universal approach may not be the best solution in meeting individual

country’s spiritual care needs. I explore this in greater detail in Chapter Four.

Historically, spiritual care terminologies were largely underpinned by emotive words such as
compassion, empathy, and sympathy. While these words share a common emotive lineage, the
language also evolved and devolved to give contemporary meaning to patients’ current

situations termed as “spiritual pain” and “end-of-life” (Soto-Rubio & Sinclair, 2018). In a

33



Stellenbosch University https://scholar.sun.ac.za

recent EPCA Blog, Radbruch and Richter (2020) added “resilience” to the spiritual care
vocabulary which explores resilience in praying, and resilience in coping from the perspectives
of the care givers and from the perspective of the patients. The spiritual care “buzz word” in
the African context is “Ubuntu” — an isiZulu word in African philosophy that means “a quality
that includes the essential human virtues; compassion and humanity” (Nweke, 2014). The
Ubuntu concept refers to the fact that our humanity comes from our relatedness to other people
(Mji et al., 2011). Spirituality and Ubuntu are difficult to define. While both concepts have
relevance and meaning in multiple settings in health care, both concepts take on a common
communal caring component towards improved patient care outcomes (Akinola & Uzodike,
2018). Ubuntu, like spirituality, focuses on relational personhood, the concepts are emotive,
and largely both concepts are infused by people’s ideas of identity. Some African scholars say
that one cannot understand Ubuntu if one is not African (Idoniboye-Obu & Whetho, 2013;
Mangaliso, 2001). Some global scholars suggest that one cannot understand spirituality unless
one is religious, thereby suggesting that there is a perception that one must belong to a
particular cultural or religious group to understand Ubuntu and spirituality (Ngubane-Mokiwa,
2018). Similarly, people believe that one does not have a right to talk about Ubuntu if one is
not part of it (Gray & Vawda, 2019). While trying to make spirituality and Ubuntu into an
object of intellectual scholarship, there is considerable emotion and emotional investments that

go into practising these concepts.

I was struck by the similarity of the meaning and intent of these words — spirituality and Ubuntu
— in the context of the Global North and South. Instead of having these words in competition
and comparison with each other, there should be a pooling of terms, phrases and terminologies
that resonate with spiritual care services globally, and which allows for flexibility of relevance
and salience for individual country contexts. When reviewing the literature on spirituality and
Ubuntu, they may appear to be irreconcilable concepts, based largely on how spirituality and
Ubuntu are practised, yet they can coexist whether a person lights a candle, or another sits in
meditation. The concept of Ubuntu will be considered in greater detail in Chapter Three when

I discuss and position spiritual care within hospice palliative care settings in SA.

Spiritual care services are usually practised using a team approach in health care (Buljac-
Samardzic et al., 2020), and within a palliative care setting spiritual care is practised within an

Inter-Disciplinary Team (IDT)® (Callahan, 2017b; Sinclair et al., 2015) or Multi-Disciplinary

® An interdisciplinary team is a group of professionals from several disciplines working interdependently in the
same setting, interacting both formally and informally towards improved patient care outcomes. Separate
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Team approach (MDT)’ (Puchalski et al., 2009; Schultz et al., 2020). Rego and Nunes (2019)
and Richardson (2014) suggest another approach — the individual approach — by the creation
of a “spiritual advocate” who typically could be a health care professional who neutrally
assesses the spiritual care needs of the patient. Lower income countries and rural communities
are starkly different where spiritual care is largely provided by local volunteers (Barnard &
Furtak, 2020), family members, FBOs (Bowers du Toit, 2019; De la Porte, 2016; Magezi,
2012) and traditional healers in seemingly loosely coordinated approaches (Harding et al.,
2011). O’Connor et al. (2006) critically reflected on the IDT approach in palliative care and
Hall et al. (2019) critically reflected on the MDT approach, with both citing barriers of
inadequate communication, role confusion, and power struggles as significant stumbling

blocks to optimal care.
2.5 Resources and workforce issues impacting spiritual care in hospice palliative care

settings, globally

To respond to the global population growth, and an expanding aging population, it is
increasingly necessary for palliative care organisations and hospices to maintain, sustain and
grow a vibrant workforce (Lysaght Hurley et al., 2020). Hospice work, at its inception and until
recently, has ostensibly been nurse-driven and nurse-led (Safrina et al., 2021; Schroeder &
Lorenz, 2018). Therefore, it is not surprising that much of the counselling, breaking of bad
news, psychological support, spiritual care services and bereavement work fell largely on the
shoulders of nurses, who in addition had their core nursing care duties to fulfil (Brighton et al.,
2017). As palliative care became more recognised and widely practised, especially in the
Global North, the importance of including other disciplines and professionals, such as medical
doctors, social workers, spiritual care workers, and bereavement counsellors (Elsner et al.,
2017), became necessary. There is a steady move, as discussed earlier in this chapter, to grow
palliative care globally with clear advancements made in pain control (Knaul et al., 2018),

psychosocial support interventions (Lynch et al., 2013) and increasingly on formalising

assessments may be conducted, but team members work to achieve a common goal. Information is communicated
and problems are solved in a systematic way among team members, typically during team meetings (Clark et al.,
1986).

7 A multidisciplinary team is composed of members from more than one discipline so that the team can offer a
greater breadth of services to patients towards improved patient care plans. Team members work independently
and interact formally. Appropriate experts from different professions handle different aspects of a patient’s case
independently. The patient’s problems are subdivided and treated in parallel, with each provider responsible only
for his or her own area. A project manager or team leader may mould these parallel efforts at the end of the
process, however (Zeiss & Steffer, 1996).

35



Stellenbosch University https://scholar.sun.ac.za

spiritual care services as part of the holistic palliative care experience for terminally ill patients
and their families (Gwyther et al., 2019; Mason et al., 2020). There is also a concerted thrust,
more so in the Global North, to grow the professional workforce in spiritual care and to develop
spiritual care as a key component of palliative care (Abu-Odah et al., 2020). The approach is
significantly different in many countries in the Global South where financial constraints largely
determine and direct what health care services are offered and prioritised as essential services

(Clark & Emerson, 2020).

Taghavi and Johnston (2020) explored workforce planning in palliative care using operations
research (OR) methods. OR is widely valued by management in a wide range of industries, but
its use to date in health care resource planning has been limited (Cameron & Johnson, 2015).
Workforce planning in palliative care is essential (Etkind et al., 2017). Within the health care
delivery system, variability can result in bottlenecks, reduced quality of care, increased staff
workload and overcrowding, which could lead to patient and staff dissatisfaction (Helm et al.,
2011; Tolu et al., 2016). OR methods have been applied to hospital operations to improve
effectiveness and efficiency where the usual approach is to analyse the problem in economic
terms and then execute the solution within the context of that institution (Kumar, 2019).
Largely undertaken via surveys, OR outcomes for spiritual care and palliative care can assist
with managing workers’ caseloads, duty rostering, and timeous workforce recruitment which
will, by extension, improved patient care service and experience (Taghavi et al., 2018; Tupla
et al., 2020). This largely Global North model is gradually gaining traction and uptake in the
Global South. This is not to say that health care in the Global South cannot benefit from such
a model; the opposite may in fact be true. While the Global South may well be ripe and ready
for this model, it can be argued that resource limitations, particularly poor infrastructure,
financial, and human capital, may prevent the implementation of OR research findings to
improve, upscale and increase workforce pools. Elements of the OR model can, however, be
adopted and adapted by countries in the Global South, especially those utilising volunteers to
offer spiritual care services and other health care services, to identify workforce (volunteer-
force) gaps so that the volunteer recruitment process can be expediently undertaken long before
that resource runs dry. In Chapter Three I explore spiritual care workforce issues in greater
depth within a South African context. In Chapter Eight I also provide a more focused scrutiny

of this issue.
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2.6 Chapter summary

In this chapter, I position palliative care in the Global North and Global South with some
descriptions of hospices and palliative care practices in both settings. I also explore how
spiritual care is viewed, incorporated, and prioritised in both settings. The relevant legislation,
with a focus on the different palliative care associations that largely coordinate hospice
palliative care work globally, is reviewed. I conclude the chapter with an exploration of
resource and workforce issues in the Global North and South and their implications. In the next
chapter, I give greater context to the spiritual care practises within hospice palliative care

settings in SA.
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CHAPTER THREE

CONTEXTUALISING SPIRITUAL CARE WITHIN HOSPICE

PALLIATIVE CARE SETTINGS IN SOUTH AFRICA

3.1 Introduction

In Chapters One and Two I gave a background to this study and positioned and contrasted
spiritual care practice in hospice palliative care settings in the Global North and Global South.
I start this chapter by briefly positioning palliative care and spiritual care in Africa (extensively
covered in Chapter Two), with a focused view on SA. A background to the configuration of
SA’s health care system, pre- and post-Apartheid, is given. I discuss in greater depth the
concept of Ubuntu as a social and health care issue within a South African context. I then take
a closer look at how spiritual care is practised, how spiritual care is provided, who the
workforce is who provides spiritual care services, where spiritual care is provided, and how
spiritual care will be sustained into the future. The work SLCH is undertaking in spiritual care
is explored. I conclude this chapter by exploring SLCH’s sustainability model of spiritual care.
The next chapter focuses on the training needs of spiritual care workers in diverse hospice

palliative care settings in SA.
3.2 Positioning health care in Africa and South Africa

Africa comprises 53 independent countries. Of these, only four have integrated palliative care
into health care policy (Ntizimira et al., 2014). These are Kenya, SA, Tanzania, and Uganda,
with Rwanda and Eswatini having developed stand-alone national palliative care policies
(Mwangi-Powell, 2011). As discussed in Chapter Two, spirituality in Africa is largely
considered to be embodied and experienced through cultural practices that are passed down the
family’s lineage through home-socialisation and sharing of traditional beliefs and customs
(Mahlangeni et al., 2014). Ben-Arye et al. (2011) suggest that spirituality in health care in
Africa is a fundamental component of complementary and alternative medicine and is often
discussed in the context of holistic care. Hoosen et al. (2020) add that spirituality and
complementary and alternative medicine are interconnected in many ways, with an estimated
80% of African countries’ people accessing complementary and alternate medicine for their

holistic health care needs. Much work still needs to be done in understanding how spiritual care
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is practised in health care settings and contexts in Africa (Chaudhry & Aswal, 2013; Karsten
& Illa, 2005; Omonzejele, 2008; Oni et al., 2016; Rhee et al., 2018).

SA, situated at the tip of Africa, has a population of just over 58 million, has nine provinces,
see Figure 2, and eleven official languages (Stats SA, 2018). Sub-Study One was a national
study of hospices in SA and Sub-Study Two was localised in the Western Cape, also shown in

Figure 2.
Figure 2

Map of South Africa Highlighting Nine Provinces
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(https://saspecialist.southafrica.net/za/es/modules/entry/an-introduction-to-south-africa — downloaded 10 April

2021)

The third Sub-Study was conducted at SLCH in Cape Town, SA. SLCH is a longstanding and
well recognised hospice providing palliative care in the larger Cape Town Metropolitan district
which has a population of 3 740 026 (StatsSA, 2011). SLCH has a catchment population of
just under 450 000 inhabitants (StatsSA, 2011) and as shown in Figure 3 (SLCH’s Centre for
Palliative Learning, 2020).

Figure 3
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St Luke’s Combined Hospices’ Catchment Area of Service
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(Source: SLCH’s Centre for Palliative Learning, 2020)

Prior to 1994, SA’s health care system was segregated and divided along racial lines, with one
highly resourced system favouring a minority White® population and another grossly under-
resourced system that serviced a majority Black population (Coovadia et al., 2009; Omotos &
Koch, 2018). Post-1994 the ruling African National Congress (ANC) political party developed
a National Health Plan (ANC, 1994) that was significantly more equitable and made primary
health care the centrepiece of health policy, with the health system being divided into private
and public health care sectors (Ross, 1999). SA’s public health care system has five layers:
primary health care (typically offered from clinics at the community level with hospices falling
within this category), district hospitals, regional hospitals, tertiary/academic hospitals, and
central/academic hospitals (Gwyther et al., 2019; Republic of South Africa, 2017). The aim of

this structure is to provide, as far as possible, cost-effective health care for all citizens, at an

8 In SA, as elsewhere, the use of “racial” terminology is complex and contested and remains a source of debate
and great pain. We make no claim for the scientific validity of the different “racial” categories, but the labels used
still have social significance (Swartz et al., 2020). In the South African context, the term “Coloured”, which is the
most contested, is an official term still used in government documents, and refers to a diverse group of people of
mixed and diverse origin, with Afrikaans being the predominant language spoken (Swartz et al., 2020). By
contrast, the term “Black African” commonly refers to people who speak indigenous languages such as isiXhosa,
spoken in the Western Cape. Under Apartheid, the Western Cape was viewed as a preferential area in which
“Coloured” people could live and work, whereas “Black Africans” were viewed as not being citizens of SA, but
of racially defined “homelands”.
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appropriate level, and to ensure better health for all (Ataguba et al., 2015). The public health
services are divided into primary, secondary, and tertiary levels and are provided through health
facilities that are in, and managed by, the provincial departments of health (Young, 2016).
Hospices and health care institutions providing palliative care and spiritual care do so at all
three health care levels. However, the extent to which palliative care services are offered varies
depending on several variables, such as funding, human capital, infrastructure, and patient

uptake of this service, which I discuss in more detail in Chapters Five to Nine.

SA has a problematic history to overcome, but also the potential to draw on its experiences of
health care inequalities and on the lessons from the multi-faceted ills of apartheid to build good
quality health care for all its citizens. One lesson that SA has learnt from the apartheid past,
and has embarked upon addressing, is mapping a process towards establishing a National
Health Insurance (NHI). This process was started in 2012 and is envisaged as a 14-year process
aimed at providing universal health coverage for all South Africans (see National Health Care
Act, 2003 (Republic of South Africa, 2004) and White Paper on National Health Insurance,
2015 (Republic of South Africa, 2015)). The NHI further seeks to ensure that every South
African will be issued with a NHI Card which will secure them a right to access comprehensive
health care services, free of charge, by accredited health facilities such as clinics, hospitals, and
private health care practitioners and more so that the services will be delivered closest to where

people live or work (Republic of South Africa, 2004, 2015).

The other lesson that resonates throughout Africa for all-inclusive health care, and increasingly
more so globally, is based on the concept of Ubuntu, as mentioned in Chapter Two. Ubuntu is
a Nguni, Bantu language term meaning “humanity” and is often glossed as “I am because we
are”, denoting humanity towards others (Mwipikeni, 2018). The IsiXhosa saying “Umntu
ngumntu ngabantu” (“‘a person is a person because of other people”) is often cited as central to
the Ubuntu concept — the definition of humanity, or what constitutes a person residing not in
individual qualities but in relationships with others (Dladla, 2017). Scholars often use the term
Ubuntu to refer to a belief in a universal bond of sharing that connects all humanity (Brunsdon,
2019; Manda, 2016; Ogude, 2012). Ubuntu has its roots in humanist African philosophy, where
the idea of community is almost ubiquitous. (Manda, 2016; Morgan & Okyere-Mann, 2020;
Ward, 2015). Ubuntu, like spirituality, holds different meanings for different people, and it is

difficult, if not impossible, to settle on a single, unidimensional understanding of the term.
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Archbishop Desmond Tutu (a South African Anglican theologian, a Nobel Peace Prize winner,
and known for his work as an anti-apartheid and human rights fighter) leaned heavily on the
concept of Ubuntu when he led South Africa’s Truth and Reconciliation Commission, which
was a restorative justice body put in place to help SA deal with events which occurred during
its apartheid era (Battle, 2007). Another example of enacting Ubuntu in a different context is
that of Nelson Mandela, an anti-apartheid revolutionary who became the first democratically
elected President of SA, who likened Ubuntu to an innate understanding amongst humanity.
Mandela poignantly captured the enactment of Ubuntu in the metaphor of a traveller being
offered food and water by villagers without the traveller asking for it (Lewis & Louw, 1995).
An example of Ubuntu being showcased to a global audience is that by the (then) US President
Barak Obama, in his speech at Nelson Mandela’s memorial, who likened Ubuntu to sharing

and the oneness of humanity (Obama, 2013).

The concept of Ubuntu has been applied to many fields. Education scholars such as Takyi-
Amoako and Assié-Lumumba (2018) have called for a consideration of an “Ubuntu-inspired”
education for humanity. Health care advocates such as Mthembu (2019) call for greater
emphasis to be placed on “Ubuntu-inspired” hospice palliative care and spiritual health care
work. In the field of care more broadly, Watson and Smith (2002) suggest that caring looks
different depending on the ethical and ontological context in which the caring is located, with
the Ubuntu concept emphasising reciprocity in relationships of care. Nolte and Downing
(2019), in a conceptual analysis of Ubuntu, sought to determine how the principles of Ubuntu
can provide a useful framework to guide care practices in SA. Ubuntu, as a concept, can be
widely used in multiple fields with its relevance and applicability for the health care profession
being most dominant (Buqa, 2015; Downing & Hastings-Tolsma, 2016; Nolte & Downing,
2019).

The concepts of spirituality and Ubuntu are not the same — it is possible to subscribe to a
reliance on spirituality without reference to Ubuntu. But the concepts, as applied to health care,
arguably may have overlapping implications. Health care which takes Ubuntu and/or
spirituality seriously may foreground a system focussed not only on cure and symptom
amelioration but also on care and compassion for life, in the context of a broader vision aimed
at ameliorating the quality of life for all and throughout all sectors of society (Barron &
Padarath, 2017; Mamman & Zakaria, 2016). The strength of a spiritual care intervention, such
as Ubuntu, may lie in its holistic approach between different components of health, welfare,

and civic systems, thereby providing a more seamless service that supports whole-patient
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centredness, and when patients and those close to them may need it most — at the end of the

patient’s life (O’ Brien et al., 2019; Puchalski et al., 2020; Swinton & Pattison, 2010).
3.3 Spiritual care practices within hospice palliative care settings in South Africa

As I have discussed in Chapter One, there is little literature focusing on spiritual care practice
within hospices offering palliative care services in SA. This is not surprising given that
palliative care has only recently been recognised as a health care service in SA (Republic of
South Africa, 2017). The location of hospices in SA does not appear to bear any relation to
population size or the need for hospice care services and so, as seen in Figure 1 in Chapter One,
regarding the location of hospices in SA, there are more hospices in better-served areas, which
mirrors in fact the historical maldistribution of health care services in general. Gwyther et al.
(2019) explain that palliative care in SA started in the NGO sector in the 1980s. Gwyther et al.
(2019) further explain that the first hospital-based palliative care team was established in
Charlotte Maxeke Johannesburg Academic Hospital in SA in 2001. Being largely PBOs
depending heavily on the generosity of public funds, hospices are generally established in
communities that can afford to support them (White et al., 2019). This reinforces how and why
hospices are found in more affluent communities and largely absent in poorer communities
(Higginson, 1997; Weissman & Meier, 2010; White et al., 2017). The unequal distribution of
hospices across and within the provinces in SA is of concern, as it may indicate a mismatch
between need and availability of services. O’Brien et al. (2019) assert that while most patients
in the urban districts and suburbs in the Western Cape have access to palliative care, access to

palliative care services is significantly poorer in rural communities throughout SA.

The concepts of illness, healing, and dying are culture-sensitive concepts (Boyd, 2000; Dantas
& Amazonos, 2016). From a worldview perspective, Ward (2015) suggests that the Global
North has culture-texts which view diagnosis, cure, medicine, and surgery as the core of health
care, with relatively little attention paid to spirituality. Many have argued that in the African
context, the opposite is true, as illness is largely viewed and understood fundamentally from a
spiritual and relational framework (Brunsdon, 2019). Therefore, sickness may be viewed as a
need to restore relationships (Ward 2015; Zahan, 1979). This restoration (which may be
considered as part of the work of Ubuntu) may be sought through the work of traditional and
faith healers, herbalists, elders in the family, with collective rituals and rites being central to
individual healing (Ngubane, 1992). An important component of traditional healing is the

search for reconciliation within families and amongst antagonists. When people and the forces
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that shape them are brought together in a reconciliatory manner, forgiveness and healing is
believed to take place, and when (especially) healing cannot be achieved then death becomes
an inevitable and accepted outcome (Long, 2000). There are of course many understandings of
death in Africa, as elsewhere, but death in Africa may be viewed as an important interface
between the human and the spirit worlds and as a “passage to a new level of existence...a
transition to a new life...a return home” (Ikwuagwu, 2007, p. 90). This view is not necessarily
uniquely African, but in the African context it is often emphasised that an ailing individual is
never an isolated or individual matter. The illness of one person affects the entire familial
network. Consequently, while there is understanding that an individual must carry the illness,
community help and support remains a deeply rooted belief and practice (Githaiga & Swartz,
2017b), in keeping with Ubuntu principles. Spiritual care services should ideally be culturally
sensitive, with recognition and understanding that in some cultures spiritual care may not only
be centred on the patient or the immediate family but extended further to the extended families

and even to the community level.

3.4 An overview of the clinical palliative care services offered by St Luke’s Combined
Hospices (SLCH)

Sub-Study Three was localised within SLCH, of which I am the CEO. SLCH has one of the
most established and longest functioning spiritual care services provincially, and in SA. While
it was convenient for me to undertake this part of the study at SLCH, it was also helpful that,
as insiders with a longstanding and recognised spiritual service in place, the SLCH spiritual
care workers would be given a platform to share their experiences as spiritual care workers.
They could also share their ideas and insights on the training needs of spiritual care workers
undertaking hospice palliative care work in diverse South African settings. SLCH, as part of
the third-tier study, is as an example of an actively functioning spiritual care hospice service,
and the issues raised by spiritual carers in a long-established service may be of broader
relevance. Founded in 1980 and registered as an NPC, SLCH transcends conventional in-
patient palliative care by also offering decentralised satellite palliative care services in
significantly marginalised communities and more affluent suburbs within the greater precinct
of Cape Town, SA, as depicted in Figure 4. This level of outreach is achieved through the
establishment of day hospices which are community-based hubs for medical, psychosocial, and
spiritual interventions. While still offering in-patient care on a limited basis (capacity to hold

20 patients in the In-Patient Unit in Kenilworth, Cape Town, SA), SLCH’s day hospices have

44



Stellenbosch University https://scholar.sun.ac.za

an overarching aim of providing care and support to terminally ill patients within their own
communities and home environments. The clinical teams at SLCH care for £500 terminally ill
patients daily (SLCH, 2020). A further £300 chronically ill patients are cared for daily through
a partnership with the national Department of Health’s (NDoH) Home Based Care Programme,
which is localised within Khayelitsha, a partially informal township on the Cape Flats in the
City of Cape Town and is purported to be the largest and fastest-growing township in SA
(SLCH, 2021). In addition, a Multi-Drug Resistant Tuberculosis In-Patient Unit called Lizo
Nobanda, also located in Khayelitsha and in partnership with NDoH and the City of Cape
Town, is managed by SLCH in which a 10-bed facility cares for multi-drug resistant patients
suffering from Tuberculosis. The IDTs at all these care sites provide medical, psychosocial,
spiritual and bereavement care services to patients and their families through the well

positioned community-based hubs, and in the comfort of the patients’ homes.

The patient referral pathway into SLCH’s service is professionally managed, well documented,
and closely supervised by a set of team leaders, coordinators, and the head of health services
department. Typically, patients access palliative care largely for pain management and terminal
care. Once triaged and settled it is usually the medical team that reaches out to the other IDT
members for continued psychosocial care parallel to medical care. Spiritual care services are
one pathway to which patients and families are referred. Figure 4 outlines the Patient Referral

Pathway into SLCH.

Figure 4

Patient Referral Pathway
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In accordance with the National Policy Framework and Strategy on Palliative Care 2017-2022
(NPFSPC), and with the aim towards strengthening palliative care services in SA, SLCH has
positioned and up-scaled its services along the three fundamental tenets of effective palliative
care service delivery: good management, a fully functional IDT, and excellent communication
amongst all concerned parties in the value chain (Republic of South Africa, 2017). SLCH has
a strong focus on developing the capacity of its personnel to ensure that palliating patients and
their families have access to a full complement of competent practitioners. Through its Centre
for Palliative Learning (CPL), SLCH aspires to offer quality education and training with a view
to creating a critical workforce of palliatively trained practitioners aimed at ensuring equitable
access to palliative care services to patients for both communicable and non-communicable

diseases. SLCH believes that a good balance of interventions, through this approach, will
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facilitate the strengthening of primary health care services through local community clinics and
in the homes of patients. The CPL is well positioned to offer on-going training, through which
staff and volunteers, at all levels of service delivery, are supported and equipped with the
requisite skills, knowledge, and competencies in the practical application of the palliative care

approach (see Addendum 17 for SLCH’s CPL’s Palliative Care Course Outline).

To keep abreast with current literature and information on palliative care and hospice trends,
SLCH has an in-house library fully equipped with relevant literature (books, journals, training
manuals, and information pamphlets) that can help address the needs of a host of users from
staff, volunteers, patients, family members, and other health care professionals. SLCH further
aims to keep its staff abreast of latest trends and approaches in hospice care by making
provision for them to attend and participate in local and international conferences, workshops,
webinars, and seminars. This is largely also why SLCH encourages empirical studies to be
undertaken by staff and external researchers at its many sites. These sites provide fertile
grounds for such studies. SLCH has its own Research and Ethics Committee and has recently
revived its Journal Club where staff, volunteers, and external professionals can learn and share

on salient topical issues.

SLCH is also a teaching hospice where local and international students in medical fields (such
as registrars and nurses), para-medical fields (such as dietetics, radiology, and physiotherapy),
and allied fields (such as social work and psychology) undertake their practical student
rotations at SLCH’s different community-based day-hospice hubs, Home-Based Care
Programme in Khayelitsha, and the In-Patient Units in Kenilworth and Khayelitsha. Students
also accompany clinical team members on patient visits as part of their practical training. These
partnerships are formalised by Memorandums of Understanding between SLCH and the
universities or other institutions seeking such a partnership. The spiritual care team members
are often called upon to present at seminars and workshops and are increasingly called upon to

provide information to other hospices in the Western Cape, SA on spiritual care practices.

Spiritual care is a key service offered by SLCH at all its intervention sites. The spiritual care
services provided by SLCH is ensconced in the Outreach Services Department which sees
social services (social work), bereavement services and community-based day-hospice services
as completing that department’s scope of work. SLCH provides services across a wide range
of cultural, racial, linguistic, and socio-economic sectors. The spiritual care services are offered

by a large team of spiritual care workers across several cultural and religious faiths such as
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Christianity, Islam, Hinduism, the Baha’i faith, Judaism, agnostics, and Rastafarianism.
Spiritual care services are offered by the team in several languages such as English, Afrikaans,
IsiZulu, IsiXhosa and, to a lesser extent, in the other eight official South African languages,
with most spiritual care workers being bilingual, usually in English and Afrikaans. Typically,
spiritual care workers at SLCH are volunteers who have varied and diverse socio-economic,
academic, and cultural backgrounds, as discussed in detail in Chapter Eight. Spiritual care
services are valued and prioritised at SLCH to the extent that a dedicated facility, the “Oasis”,
was built, that allows for quiet time, prayer, and contemplation. Nestled within the garden
expanse the “Oasis” offers staff, patients, and visitors a refuge and private space to reflect and
be. The “Oasis” facility was named after the donor and takes the shape of a round hut which is
symbolic of the circle of life metaphor. Photograph 1 depicts the “Oasis” in the exterior garden

setting and Photograph 2 shows the interior of the “Oasis”.

Photograph 1: SLCH'’s “Oasis” Exterior ~ Photograph 2: SLCH’s “Oasis” Interior

Spiritual care workers are recruited through a formal volunteer recruitment process that leads
to a formal one-day orientation workshop. At the end of the orientation workshop, volunteers
who express interest in spiritual care work are registered for a more detailed introductory

course called the Basic Hospice Course that essentially introduces them to SLCH, hospice
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work, palliative care, and spiritual care services. Thereafter, and after successful completion of
the Basic Hospice Course, a careful interviewing and screening process follows, after which
the volunteer is registered as a spiritual care worker. Orientation and training are facilitated
largely through peer support and on-the-job training and mentoring by more experienced
spiritual care workers and the formally employed spiritual care staff. Like most hospices in SA,
SLCH had not prioritised spiritual care from a funding point of view and consequently this
important component of palliative care has been underrepresented on the IDT and not fully
integrated into the overall palliative care patient care plan. As discussed in Chapter One, the
spiritual care workers at SLCH expressed the desire to develop an accredited and recognised
spiritual care training curricula and toolkit so that all staff, and by extension, patients, would
benefit from this. SLCH is currently prioritising the development of a spiritual care training
curriculum and is also prioritising the sourcing of funds while it simultaneously draws upon
past and present staff, volunteers, external experts, research such as this study, and others
related to spiritual care, to develop a bespoke spiritual care training curriculum that caters for
the training needs of spiritual care workers and other health care workers working in hospice
palliative care settings in a diverse and complex SA. Figure 5 presents a three-phase flow

pathway into spiritual care work with phase three being currently prioritised by SLCH.
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Figure 5
Flow Pathway of Spiritual Care Services into St Luke’s Combined Hospices
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3.5 Chapter summary

In this chapter I positioned spiritual care in SA and reviewed the makeup of SA’s health care
system, signalling the impact and consequences of the apartheid era on health care. The concept
of Ubuntu as a social unifier was explored. I presented a more contextual review of how
spiritual care is practised, prioritised, and managed at SLCH, with discussion on sustainability
issues of spiritual care services in diverse hospice palliative care settings in SA. In Chapter

Four, I discuss the spiritual care training needs in SA, and I analyse three recently developed
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Global North spiritual care curricula for relevance and applicability for SA, from a Global

South perspective.
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CHAPTER FOUR

CONTEXTUAL ANALYSIS OF EXISTING CURRICULA IN

SPIRITUAL CARE

4.1 Introduction

As I have shown in earlier chapters, curricula in spiritual care as part of palliative care are more
common in the Global North than in the Global South. Paal et al. (2020), Rudbruch et al. (2020)
and Bush et al. (2021) note that curriculum and training development has been prioritised for
health professionals, and that there is also an interest in supporting NGOs in their palliative
care work. As discussed in Chapter Three, most hospice spiritual care work in SA is undertaken
by NGOs who have largely played a leading role in advocating for spiritual care in palliative
care in SA. It is with these contextual issues in mind that, in this chapter, I explore the
development of spiritual care curricula from the Global North, to consider the relevance and
practical applicability of these curricula (and the ideas and values which underpin them) to the

South African context.
4.2 Training trends and training needs in spiritual care in hospice palliative care

settings in South Africa

Unarguably, there is a growing call for more focused and formal training in spiritual care for
the health care workforce so that patients and families can benefit from the full palliative care
experience, and health care workers can be better equipped to engage with patients on spiritual
matters (Chandramohan & Bhagwan, 2016; Penman, 2012; Tjale & De Villiers, 2008).
However, in SA and other less resourced contexts, there is recognition that very real barriers
hinder the fulfilment of hospices’ spiritual care training needs, with funding challenges and
limited workforce capacity being key issues (Friedman, 2005; Moosa, 2006; Oppenheimer &
Bayer, 2007). In SA there is no mandatory or statutory requirement in place for the
accreditation and certification of spiritual and pastoral workers in health care (De La Porte,

2016; Ndaikile et al., 2018; Van Ginneken et al., 2010)°. Bross and DeAngelo (2012)

% There are graduate trainings in pastoral care, such as the MTh in Practical Theology (Specialiation: Clinical
Pastorate) at Stellenbosch University
(http://www.sun.ac.za/english/pgstudies/Documents/THEOLOGY %20Faculty/Programmes%202020/Master%?2
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emphasise that key to the strategic planning and functioning of spiritual, pastoral and
chaplaincy services should be the inclusion of funding and infrastructure development as well
as a concerted thrust for accredited, formal spiritual care training programmes to train and up-

skill care workers.

There is by now a well-established interest in the role community health workers can play as
part of task-sharing within human resources for health in SA (Mhlongo et al., 2020; Van
Ginneken, 2010). MacRae et al. (2020) undertook the first systematic evidence review across
LMIC regarding the role community health workers play in the provision of palliative care
services and found that their role is central to raising awareness about palliative care and
identifying patients in the community who need palliative care. Holistic home-based care
delivery and visits, and the provision of psychosocial support and spiritual guidance, are central

components of the work of community health care workers (Laurenzi et al., 2020).

In SA, community health workers have a persistently unclear, contested place in the health
system and job market (Trafford et al., 2018). With a wide remit, ranging from implementing
biomedical interventions and providing psychosocial counselling, to acting as social change
agents (Lewin et al., 2010; Werner & Bower, 1982), community health workers, typically a
heterogeneous group of lay health care workers, are widely used in SA to bridge the gap
between community and health care systems. Murphy (2017) identified two categories of
community health care workers’ implementation support in SA: those supported by NGOs and
those supported by government’s departments of health. Both models, while well formulated,
show barriers hindering success and which centre on limitations — financial limitations
(Jinabhai et al., 2015), leadership limitations (Schneider & Nxumalo, 2017), and policy

implementation limitations (Stevenson, 2019).

In the South African context, community health workers are largely stipend workers or
volunteers (Allen et al., 2016; Laurenzi et al., 2021; Perry et al., 2017; Swartz, 2013), mostly
coming from rural, disadvantaged and previously marginalised communities in SA with limited
to no formal training in health care. As is the case with community health workers, spiritual
care workers are often trained, supervised, and mentored “on the job” by other care
professionals, such as nurses, social workers, and counsellors, to offer spiritual care services at

community-based and home-based care levels. The difficulty with this informal training

75%20Degrees/Master%2001%20Theology%20%28MTh%29/Structured%200ption/MTh%20in%20Practical %
20Theology_Clinical%?20Pastorate.pdf ) but most pastoral care work is conducted in the absence of
qualifications like these.
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cascade is that spiritual care is not offered as part of a structured training programme, and,
consequently, spiritual care training, supervision and mentoring may be largely subjective and
shaped by the specific experiences and beliefs of those conducting the trainings. Training may
not be grounded on structured and formal credentialed spiritual care training programmes.
While within the South African context there is growing recognition that spiritual care services
are a meaningful intervention within the health care services package (Drenth et al., 2018;
Mthembu et al., 2016), there is still much work to be done to understand how and by whom

spiritual care services should be provided and within what intervention models and settings.
4.3 Analysis of Global North spiritual care curricula from a Global South perspective

Having reviewed how palliative care is practised in the Global North and South (Chapter Two)
and having looked more closely at how spiritual care is practised in both settings, with focused
scrutiny at how spiritual care is practised in SA and at SLCH (Chapter Three), [ now turn to a
selective review relevant to the other key question of this research project: spiritual care
training needs at hospices in SA. In this chapter, I undertake a general analysis of selected!”
programmes put forward in the Global North, from a SA and therefore Global South
perspective. While not totally unexpected, there is a dearth of such established spiritual care
programmes in the Global South, and in SA, particularly. I looked at detailed expositions of
spiritual care training curricula developed from 2018 to 2020 with a view of exploring their
adaptability and easy consumption in a South African setting. For the purposes of this study, I
identified three contexts (North America, Europe, and Australasia, all in the Global North), as
in the period under review these continents produced recognised spiritual care curricula.
Conceptually all their ideas are valuable, but several issues arise in a South African context, as

I will demonstrate. The curricula'! reviewed are:

a) Interprofessional Spiritual Care Education Curriculum (ISPEC) (Puchalski et al., 2020)
(North America)

b) European Association for Palliative Care (EAPC) White Paper curriculum (Best et al.,
2020 (Europe).

191 do not claim that I am reviewing all curricula, and it is not my intention to do so — my emphasis is on curricula
from different continents which are very recent (2019 is the earliest), easily accessible in the public domain, and
having the imprimatur of institutional support.

"' One of these frameworks is referred to as a curriculum, one as a framework, and one as a White Paper — for
ease of discussion I refer to them all as curricula, despite subtle differences in terminology.
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c) Capability Framework for Spiritual Care Practitioners in Health 2020 (Spiritual Care
Association, 2020) (Australia).

I will analyse the spiritual care curricula developed by scholars in the Global North, from a

Global South perspective, according to the following three criteria as outlined in Table 4.1.
Table 4.1

Criteria for Analysis of Global North Spiritual Care Curricula from a Global South

Perspective
Review Criteria Implications from a SA perspective on:
Theoretical basis e Assumptions of the training curricula (what is
applicable and what is left out?)
Practicability issues e Cost implications
e Medium and duration of training
Contextual e Diversities (this includes violence, poverty,
appropriateness colonial, postcolonial and Apartheid engineered

inequalities)

4.4 Review of a spiritual care curriculum in the USA: “Interprofessional Spiritual
Care Education Curriculum: A Milestone Towards the provision of Spiritual Care”

(Puchalski et al., 2020)
4.4.1 Overview of the article

The authors assert that all clinicians require education and support to provide spiritual care
services to patients and their families who are terminally ill and conclude that the ISPEC serves
as a much-needed training resource to clinicians to improve spiritual care for all people with
serious illness. I am in full agreement with the findings, conceptually, and while the ISPEC is
a worthy curriculum, its applicability to the South African context is troubling, especially as
the authors state in their Setting statement: “The curriculum is appropriate for all clinical
settings in the United States and internationally” (Puchalski et al., 2020, p. 777). I address

these claims below.
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4.4.2 Theoretical applicability of the ISPEC from a South African perspective
4.4.2.1 Assumptions of the ISPEC (what is applicable and what is left out?)

The ISPEC’s aim is to provide education and training to health care professionals in spiritual
care. It is based on a “consensus-derived generalist-specialist model of spiritual care, with
clinicians providing generalist-spiritual care and trained chaplains providing specialist
spiritual care” (Puchalski et al., 2020, p. 777). The USA has an advanced integration of
palliative care into the health care system, where about 67% of hospitals have palliative care
and spiritual care programmes (Centeno & Rhee, 2018), with 90% having palliative care
programmes if the hospital has 300 beds or more (Dumanovsky et al., 2016). As previously
discussed, the picture is very different in SA, with palliative care, and therefore spiritual care,

only recently being recognised as part of the health care system.

Spiritual care is embedded in training curricula that are taught at some universities in SA. For
example, at the University of Cape Town’s (UCT) Faculty of Health Sciences (Continuing
Education Unit), an Introduction to Palliative Care course is offered, which consists of eight
modules that require five hours of teaching and learning with each module being covered in a
two-week period and the entire course being completed within a four-month period. Only one
module, Module Seven, covers culture, spirituality, and sexuality. Entry requirements into this
course are restricted to health care professionals with a Degree or Diploma in their discipline
(professional nurses may have a Diploma; other health care professionals should have a degree

for example in social work or psychology, http://www.ceuhealth.uct.ac.za/introduction-

palliative-care). Both the ISPEC and most universities in SA preclude non-health care
professionals from undertaking courses in spiritual care, which is limiting given the local care
context and reliance on non-professionals to undertake this important work. This reality has
driven some hospices to develop unaccredited and basic hospice palliative care and spiritual
care courses, as discussed in Chapter Three. These courses, which are developed piecemeal,

have a broader target audience than the professional sector.

The ISPEC also seeks to teach health care professionals how to develop spiritual guidelines for
patient management (Objective: Two), how to detect spiritual distress in patients (Objective:
Three), and how to undertake a spiritual assessment with the aim of developing a treatment or
care plan (Objective: Six). These objectives and concepts are important for patient management
anywhere but may be difficult to implement in a South African context. As discussed, spiritual

care is mostly provided by volunteers who have varied professional and non-professional
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backgrounds. In some cases, the spiritual care workers do not have a health care background
(see Chapter 8), while the ISPEC is designed only for health care professionals who are familiar
with the concepts of professional guidelines, assessments and developing care plans for
patients. For the theoretical components of the ISPEC to be utilised in a South African context,
major contextual modifications need to be considered regarding the theoretical framework for

relevance and easy adaptability to the South African setting.
4.4.3 Practicability of the ISPEC from a South African perspective
4.4.3.1 Cost implications

While there is no mention of an actual cost for the three-component curriculum, it is presented
as a multi-year, outcomes-based education initiative to improve spiritual care provision to
terminally ill patients and their families in the USA and internationally. From a cost point of

view, I question the affordability of this curriculum in the South African context.

As discussed in Chapter Three, while palliative care is relatively new in SA, spiritual care is
significantly newer within palliative care, with the latter just being recognised as part of the
health care system. The national Minister of Health, Dr Zweli Mkhize, in his foreword in The
National Department of Health Annual Performance Plan (2020/21) (Republic of South Africa,
2020), pegs Education, Skills, and Health, as well as the interventions identified in
government’s Medium Term Strategic Framework for the period 2019-2024, as Priority 3.
This suggests that prioritising training (spiritual care training included) in SA is not uppermost
in the national health care plans. What does this mean for spiritual care practice and training in
SA? My thoughts are that NGOs, where hospice palliative care work largely sits in SA, will
have to take on the added responsibility for spiritual care curricula development and training.
Consequently, the costs associated with the development of a spiritual care curriculum will
probably have to be borne by the NGOs alike, which poses an added financial challenge for
NGOs who already depend on dwindling public funding to sustain their work. With finite and
limited resources, there will always be prioritisation. Since training is not top priority in the
NDoH’s health care plans, invariably NGOs developing their self-funded spiritual care
curriculum diverts an expensive training system into the NGO sector, which, by all accounts,

it cannot afford to implement.
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4.4.3.2 Medium and duration of training

The ISPEC is presented as a curriculum that can be taught in person in a classroom setting, as
well as online. The online option must be applauded, especially as face-to-face and group
gatherings are being discouraged globally as the world grapples with the COVID-19 pandemic.
Strong lockdown rules are being enforced by many counties in the world to stem the spread of
the Coronavirus until effective vaccines are fully rolled out. Consequently, and with rising
death tolls, especially in patients with comorbidities that make them more vulnerable to the
virus, the need for palliative care and spiritual care is heightened, as is the demand for telehealth
(Brandstotter et al., 2021; Chip et al., 2021; Demeke et al., 2021; Rosales, 2021). While SA is
traversing the same challenges faced the world over regarding the pandemic, SA faces the
added burden of electrical power shortages that significantly impact telehealth and online
training. “Load Shedding” is the local term for organised rolling blackouts instituted by the
state-run energy company, Eskom. Power outages have become more frequent over the last
year, with Eskom announcing earlier this year that load shedding is expected to continue well
into 2021 as power demand exceeds supply and more downtime is needed for overdue
maintenance of the system (Rossignol, 2020). While the power utility tries to schedule rolling
blackouts, the lived reality is that often such rollouts are instituted with very limited notice and
can last up to four hours at a time depending on the stage'? of the rollout. The impact of the
unplanned and unscheduled rollouts on online training is multi-faceted from a time point of

view, cost point of view, and learning point of view.

The other layer to costs associated with online training is the access to technology for remote
communication, and the cost of data. SA has a growing population of cell phone users per
capita, but the high cost of data makes the use of online teaching platforms effectively
unaffordable for many (Gillward, 2020). In his state of the nation address in February 2020,
the President of SA, Cyril Ramaphosa, commissioned the country’s Competition Commission
to instruct mobile operators to adjust their data pricing in a bid to reduce digital inequality in

the country. The Research ICT Africa After Access 2018 survey of 10 African countries,

12 Stage 1: Requires the least amount of load-shedding (up to 1,000 MW) and can be implemented three times
over a four-day period for two hours at a time, or three times over an eight-day period for 4 hours at a time.
Stage 2: This stage is double the frequency of Stage 1, where load-shedding happens six times over a four-day
period for two hours at a time, or six times over an eight-day period for four hours at a time.

Stage 3: This stage is double the frequency of Stage 2, where load-shedding happens nine times over a four-day
period for two hours at a time, or nine times over an eight-day period for four hours at a time.

Stage 4: This stage is double the frequency of Stage 3, with load-shedding happening 12 times over a four-day
period for two hours at a time, or 12 times over an eight-day period for four hours at a time
(https://loadshedding.eskom.co.za/).
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including South Africa, showed that the price of smart devices was a primary reason for people
not being connected to networks. For those that were connected, the cost of data was identified
as the reason for their sub-optimal use (Independent Communications Authority of South
Africa [ICASA], 2020). Furthermore, reducing data prices without attending to the cost of
devices with the capacity to run the software needed for online learning portals may also be
insufficient. There may also be challenges with digital literacy, especially in a country where
literacy rates in general are low (Spaull & Jansen, 2019). To embrace online training and
telehealth, and to make it easily accessible and affordable in a South African setting will see
the country having to take a few steps back to redress its Information and Communication
Technology (ICT) strategy, which will come at a cost, and to solve its on-going literacy

challenges, which is an enormous task.

The ISPEC’s Train-the-Trainer Programme component is designed as a 2.5-day programme,
with one year of mentoring and two formal evaluations at the 6th month and 12th month mark.
This is a valuable model as it allows for on-going support, mentoring and assessments of
participants. Within the South African context spiritual care services are often embedded in the
services provided by nurses, doctors, and social workers, largely due to funding constraints.
With already full workloads, removing key staff out of their core work to attend training will
leave a gap in service delivery, as often hospices cannot afford to employ locum staff. Hospices
could also run the risk of staff burnout by overburdening staff. Exploring a blended curriculum,
as the ISPEC suggests, has a larger on-the-job training component that may alleviate the above
constraint while simultaneously giving staff training in spiritual care by not removing them

from their workstations for extended periods of time.
4.4.4 Contextual applicability of the ISPEC from a South African perspective
4.4.4.1 Diversities

As discussed throughout this dissertation and in this chapter, SA is a highly diverse country.
Besides the cultural, racial, religious, linguistic, and socio-economic divides that still exist in
SA, which I have mentioned previously, SA is also a country shaped by poverty and violence.
According to the World Bank Group: Poverty & Equity, poverty economist, Sulla and Zikhali
(2018), reports that SA has approximately 55.5% (30.3 million people) of the population living
in poverty at the national upper poverty line (~ZAR 992), while a total of 13.8 million people
(25%) are experiencing food poverty. Sulla and Zikhali (2020) also go on to say that SA is one

of the most unequal countries in the world, with inequality having increased since 1994. When
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just over half the population are living in poverty and navigate, daily, basic “bread and butter”
issues while barely making a living to sustain themselves, the government’s focus is centred
more on job-creation, and the citizenry would much rather focus on being trained in skills that
enhance their chances of securing employment that yield immediate returns. Given this context
of basic survival, a training curriculum, no matter how effective and important, holds little to
no value when compared to priorities of life and possible death (starvation). SA’s government
has many priorities and does not have the time nor luxury to focus on one priority at a time.
Should spiritual care training in SA therefore, and more so for the interim, be embedded in all
care training curricula both at a tertiary and NGO level? Is a basic — even rudimentary — training
curriculum in spiritual care that is contextually fitting better than no training? I do not have the
answers to these questions but feel it to be of importance to consider them in mapping spiritual

care services and training in SA for the immediate future.

With each year the number of South Africans who have experienced and witnessed violence
increases, and so does the extent of national trauma (Lamb, 2019; Roberts & Gordon, 2016).
Globally, SA ranks third lowest — the same level as in 2020 — and below only Venezuela and
Papua New Guinea in terms of an internationally accredited safety index: SA is considered a
high-crime, low-safety country (Overseas Security Advisory Council [OSAC], 2020). Galtung
(1988) identifies three main sources of violence in societies: direct, structural, and cultural.
Heinecken (2020) contextualises these sources of violence for SA, with direct violence being
described as personal violence, including physical, psychological hurt and harm, to the point
of killing. In SA acts of direct violence are reflected in the high levels of violent crime —
including rape and murder, as well as domestic and gang violence directed at people as seen in
high levels of violent protests (Lamb, 2021). Structural violence is defined as social and
personal violence arising from unjust, repressive, and oppressive political, economic, and
social structures that affect people’s chances in life (Heinecken, 2015; Langa & Bowman,
2017). Crucially, structures control access to quality education, employment and health care
and affect the basic human needs of survival and welfare. In education, and more so in the
context of this review, the inequalities are significant with only a few people being able to
afford their own education or to send their children to well-resourced, fee-charging schools,
and thereby further widens the inequalities gap (Khumalo, 2019). Heinecken and Soeters
(2018) describe cultural violence as symbolic violence where, for example, language, religion,
and ideology are used to legitimise or justify direct and structural violence and which feeds

into a social culture of discrimination, racism, prejudice, and sexism, which contributes to the
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vicious cycle of violence. Truesdell (2009) suggests that cultural violence is strongly
influenced by prevailing attitudes, beliefs and messages that have developed in a country where
direct violence is seen as the most effective means to respond to conflict. Soeters and Tresch
(2010) go on to explain how cultural violence is reflected in the high level of sexual violence

and systemic institutionalised patriarchy that fosters the culture of violence against women.

The challenge is how to turn the situation around, as all three forms of violence are interlinked
and mutually reinforcing. Seeking to suppress violent crime in SA through the threat of direct
violence by the state, such as by the deployment of the army to combat gangsterism in the
Western Cape Province, is not the solution (Barolsky, 2016). Failure to address violence in SA
may lead to even more severe levels of violence that could potentially destabilise the state,
putting the safety and security of people in even greater jeopardy (Lamb, 2021). The volunteers
who may be called upon to provide spiritual care in SA may, typically, come from rural
communities where violence at all three levels is high. With so many challenges of basic
survival in the face of poverty and violence as their daily realities, I ponder their energy
capacities, psychological readiness, and physical stamina to undergo training such as the
modules espoused in the ISPEC. With a highly strained health care system, exacerbated by the
COVID-19 pandemic, and with a strained fiscus, furthermore, I do not foresee spiritual care

training being prioritised by the NDoH anytime soon.

The ISPEC is also targeting professional chaplains as critical professionals to undertake this
curriculum. The difficulty with this from a South African perspective is that, in SA, ministry
or chaplaincy training is only offered at six of the main universities in SA, with four of these
universities which offer church-related ministerial training commonly linked to mainstream
Christian denominations (e.g., the University of Pretoria, the University of the Northwest, the
University of the Free State, and Stellenbosch University) (Meyer, 2020). Christianity is not
the only religion in SA and spirituality is not only a Christian concept. SA has a multitude of
religious and cultural diversities, with spirituality being practised in many cultural contexts.
The ISPEC, based in a largely Christian context, may rightly or wrong be viewed as
discriminatory against other religions, and in conflict with the Constitution!® of SA. Religion
and culture are sensitive, highly contested, and fiercely debated topics in SA, especially as the

country tries to reconcile the deep divides that the apartheid regime inflicted on it and its

13 Chapter 2 of the Constitution of South Africa, containing the Bill of Rights, states that everyone in SA has the
right to freedom of religion, belief, and opinion. Section 9 (the Equality clause) prohibits unfair discrimination on
religious grounds and other grounds (Republic of South Africa, 1996).
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people. Given this context, the ISPEC in its current model will be problematic within the South

African context.

The ISPEC lists its seventh objective as follows: “Recognise the clinician’s spirituality as an
integral component of professional development,” (Puchalski et al., 2020, p. 780). This is an
excellent objective and would be helpful if achieved. Self- assessment is a vital component of
educational programmes as it may increase the interest and motivations of learners for the
subject which could lead to enhanced learning and better academic performance and be helpful
for them to develop critical skills for analysing their own work (Sharma et al., 2016). In
postgraduate education in SA, however, and despite a strong educational merit, self-assessment
has not played as central a role as might be expected. Tewari et al. (2020) explore the missing
link between the successes that have been achieved in terms of students’ access to higher
education and students’ success rate. In summary, SA’s higher education sector is faced with
an “articulation gap”, which refers to the misalignment between the learning requirements of
higher education programmes and the actual knowledge and competencies of the first-time
entering students (Tewari, 2016). Although increased access is a key component of the
transformation agenda of higher education in SA, there is an undeniable need for these
institutions not only to improve the participation rate, but also to ensure that these participation
strategies culminate in a successful outcome (Akoojee & Nkomo, 2007). The quality of higher
education in SA is relatively dependent on the learner’s preparedness, student—staff ratio,
availability of local resources or inputs, student support services, funds from both the
government and private institutions, as well as by the number and quality of the lecturers in
higher education institutions, among others (Scott & Ivala, 2019). With the latter and seeing as
spiritual care and palliative care are new components of care in SA, the added complexity is
identifying competent, accredited, and professional trainers in spiritual care to offer this
curriculum, especially when the move in SA is to create employment opportunities for its own

people and minimise importing skills.

4.5 Review of a spiritual care curriculum in Europe: “An EAPC White Paper on
multi-disciplinary education for spiritual care in palliative care” (Best et al., 2020)
4.5.1 Overview of the article

The EAPC White Paper addresses the “issue of spiritual care education and training for all
palliative care professionals as well as to guide health care professionals, spiritual care

stakeholders, leaders and decision makers, and national and local curricula development
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groups responsible for training and education in spiritual care” (Best et al., 2021, p. 46). The
EAPC is a revised model of best practise based on evidence-based research outcomes. The aim
of this curriculum is to better educate health care practitioners in spiritual care so that they are
not distracted by their own fears and prejudices “while encouraging and facilitating high
quality, multi-disciplinary, academically, and financially accessible spiritual care education
to all palliative care staff” (Best et al., 2020, p. 1). My first thought on this curriculum was
how ambitious it was, but immediately recognised my own bias, given that I am South African,
and that in a Global North context this curriculum is, likely, highly achievable. The EAPC
White Paper is also a worthy curriculum and an improved version which further suggests its

credibility. Its relevance in a South African context is debatable and will be explored below.
4.5.2 Theoretical applicability of the EAPC White Paper (spiritual care education) from

a South African perspective
4.5.2.1 Assumptions of the EAPC White Paper (what is applicable and what is left out?)

In their summary box of “trickle down science”, Reidpath and Alotey (2019) conclude that
countries in the Global South continue to struggle to train and retain good practitioners to
address local, regional, and global health challenges and consequently. There is an on-going
reliance on the Global North for solutions to local problems and an inability to develop
alternative approaches to problem solving that take local (non-northern) contexts into account.
Mulligan and Herbert (2019) note that another significant challenge is when health care
professionals and scientists return to the Global South with significant frustrations due to the

lack of an enabling environment in which their newly acquired skills can be applied.

Two significant assumptions, as discussed in the above curricula analysis, are also applicable
to this curriculum. In addition, this EAPC White Paper’s spiritual care curriculum’s main thrust
is on competencies, with this EAPC White Paper’s version being an improvement on the
Gamondi competencies (Gamondi et al., 2013). In SA we do not have a recognised set of
competencies or formal terms of reference for spiritual care practice. In many respects this
research study is a baseline study as it sets out to establish what spiritual care practices are on
offer at hospices in SA. Like the ISPEC, the EAPC White Paper’s spiritual care curriculum
uses language, models and terminologies that may not easily and readily be understood,
applied, or seen as relevant in a South African context. For example, the Schwartz Rounds
(Lown & Manning, 2010) refers to evidenced-based forums for staff to come together to talk

about the emotional and social challenges of caring for patients, with the aim of offering staff
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a safe environment in which to share their stories and offer support to one another. This
approach must be lauded. However, the scarcity of well-designed studies which measure the
efficacy and contextual-embeddedness of evidence-based interventions in LMIC is well
documented (Baingana et al., 2015). Coetzee et al. (2019), who undertook a study in SA, state
that LMIC often lack fiscal, infrastructural, and human resources to conduct evidence-based
research and suggest that similar constraints may also hinder the application of worthy clinical
practice guidelines based on research findings from HIC. Spiritual care has not been prioritised
in SA and there are few studies on spiritual care practice, with evidence-based spiritual care
studies being non-existent. Therefore, how relevant, and applicable, from an evidence-base
perspective, such models as the Schwartz Rounds in the EAPC White Paper may be in the

South African context, is debatable.
4.5.3 Practicability of the EAPC White Paper (spiritual care education) from a South

African perspective
4.5.3.1 Cost implications

While there is no mention of actual costs, the authors state that this curriculum was
commissioned by the EAPC and suggests that the cost of the training may be covered, or part
subsidised, by the EAPC. In SA, the HPCA (as discussed in Chapter Three) is navigating
financial challenges itself. Consequently, it may be very difficult for the HPCA to fund spiritual
care training for all its member organisations. It may also be difficult for HPCA to fund a
working group to develop such a curriculum for SA, just yet. While facilitating the
development of training material is one of its mandates, and the will is there, the financial costs
will remain a stumbling block. Hospices, and specifically SLCH, is currently developing its
own curriculum in spiritual care, largely spear-headed by experienced spiritual care volunteers
in collaboration with the spiritual care team towards developing a curriculum that is bespoke
to SLCH and which will also have relevance for hospices in the Western Cape and SA in
general. Here too cost is a stumbling block and that is why SLCH relies heavily on pro-bono
work from experts in the field and which largely sees many well-meaning and well-intended

hospices opt not to offer spiritual care services.
4.5.3.2 Medium and duration of training

While not clearly stated as, for example, in the curriculum suggested by the ISPEC, this

curriculum builds on the existing education health care professionals have in palliative care.
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Within the South African context, this is a significant assumption, and far from what the reality
is, because palliative care is still in its early infancy in SA with limited health care professionals
being trained in palliative care. The EAPC White Paper on spiritual care education
commendably also strongly supports an MDT intervention model for continuous learning,
sharing and team growth. In SA spiritual care, when practised, is practised mostly within an
IDT model, largely because of palliative care and spiritual care’s newness in the health care
system. Its outreach into a wider MDT is premature for SA as palliative care is not yet fully
entrenched in the health care system. The challenges of professional cluster meetings, sharing,
and undertaking joint ward rounds are significantly more stunted in the current COVID-19
pandemic context and must be more vigorously reimagined as to how IDT work will play itself
out in a more sustainable manner. The challenges of online training, as explained in the ISPEC
review, also holds true for this curriculum. The development of the EAPC curriculum in its
current form has been a multi-year effort with multiple rounds of consultations, meetings,
curricula content reviews, collaboration, and focused work by palliative care professionals.
This suggests a strong EAPC with strong capacity and capabilities — human and capital. The
picture is significantly different in SA, with funding constraints seeing the HPCA resorting to
a virtual office with just a few core staff driving its mandate. As a result, any curriculum
development will have limited or no budget and will depend largely on the hospices to be the
main drivers of the curriculum development and its funding. Reflecting as CEO of my hospice,
I cannot see where and how extra work, albeit important work, can be assigned to an already

over-burdened team, and nor from where additional funding could be sourced.
4.5.4 Contextual applicability of the EAPC White Paper (spiritual care curriculum)

from a South African perspective
4.5.4.1 Diversities

I agree with the EAPC White Paper’s assertion that the question of culture and cultural
competencies emerge frequently in discussions of palliative care and spiritual care, but the
evidence on culturally specific needs in palliative care and spiritual care is extremely limited,
as this is what I too observed while undertaking this study. The didactic teaching of cultural
and religious practices are captured in the Purnell Model for Cultural Competencies which
provides a basis for understanding individual cultural needs in self-reflection and in contact
with patients and relatives in order to provide holistic, culturally competent interventions in

health care (Purnell, 2000).While in SA we do not have such a formalised set of cultural
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competencies, it would be useful to review the Purnell Model for relevance and possible
adaptation to the South African setting. It is reassuring to see that there will be multi-lingual
versions of the EAPC White paper, which suggests that there is recognition that English alone
does not dominate the linguistic global arena. Should SA consider seeking funding support
from Europe to develop its own SA culturally bespoke spiritual care curriculum, there will be
an appreciation and understanding from the European colleagues to fund multi-lingual versions

of a South African spiritual care curriculum for SA as well.
4.6 Review of a spiritual care curriculum in Australia: “Capability Framework for
Spiritual Care Practitioners in Health 2020” (Framework) (Spiritual Care

Association, 2020)
4.6.1 Overview of the framework

The Framework is a useful tool in the spiritual care toolbox and has much to offer. The
Framework, in its current version, was derived after many years of collaboration and group
work, which signals that spiritual care services are a recognised part of the Australian health
care sector; something that is very new to SA. The Framework seeks to “inform spiritual care
practice within a professional health care setting aligned to identifying stages of professional
development and scope of practice in spiritual care” (Spiritual Care Association, 2020, p. 6).
It is interesting to note that spiritual care practitioners are qualified and credentialled according
to industry standards and appointed and credentialled by the health service institutions in which
they are employed. The contrast to how spiritual care is played out in SA is remarkable. The
Framework clearly states that the role of volunteers is not scoped in the Framework. The
difficulty, as explained before, from a SA perspective is that, largely, spiritual care services are
provided by volunteers. Its relevance is therefore questioned as is its application within a South
African context. Further, the Framework talks to and details multi-layered quality standards of
practice and professional development. This clearly is an indication of how advanced and
prioritised spiritual care interventions are in Australia; again, something that is not mirrored in
SA to any significant extent. The Framework makes a distinction between spirituality and
spiritual care, when often these terms are used interchangeably. While the interplay between
the terms may be subtle, I found the distinction in meaning to be significant because the
Framework further goes on to make distinctions between spiritual care (clinical definition) and

spiritual care (non-clinical definition). In contrast, we do not have an established definition of
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spirituality and spiritual care that befits the South African context, and which must be

considered alongside any spiritual care training curricula SA may seek to put in place.
4.6.2 Theoretical applicability of the Framework from a South African perspective
4.6.2.1 Assumptions of the Framework (what is applicable and what is left out?)

The Framework outlines the expected capabilities and scope of practice for four levels of
qualified and credentialled spiritual care practitioners. The Framework is presented in domains
and sub-domains, capability levels with indicators and expected outcomes. Within a Global
North setting, these are familiar concepts, but from a Global South perspective these may not
so readily be the case. The Framework makes several assumptions such as: Capability
Frameworks are commonly available and easily understood tools, paying membership is
acceptable and expected, and that there is full understanding and inclusion of capabilities,
domains, and sub-domains as one progresses from one Capability Level to the next. With SA
still being at the primary stages of development in its spiritual care trajectory, it has a long way
to go in formalising spiritual care services. Consequently, and at this point in time, the

Framework is premature for SA, but provides useful guidelines.

As discussed earlier in Chapter Three, SA has eleven official languages. Consequently,
theoretical concepts may not be easily translated in all eleven languages. A large proportion of
SA’s population experience language barriers which continue to compromise the quality of,
and access to, health care services. Research regarding the language barriers in SA, despite
international recognition of the importance of appropriate communication in rendering health
care services, remains limited (Benjamin et al., 2016; Van den Berg, 2016). How easily can
certain theoretical concepts in the Framework be translated into South African languages, and
by extension, how accurately will those translations be? Van den Berg (2016) sees an
opportunity to find viable solutions to communication challenges that linguo-cultural barriers
pose within the multi-linguistic South African population, and a need for collaboration between
language practitioners and health care professionals to honour the right of every citizen to
equitable health care. Edwards et al. (2019) call for further development, testing, and
application of theoretical frameworks that enhance understanding of knowledge translations in
African settings. This is encouraging as curricula such as the Framework may be considered

for such attention and scrutiny.

With translation comes the added complexity of interpretation. Often these concepts are

conflated yet their roles are very distinct. The key differences between interpretation and
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translation centre on what medium and skillset is used: interpreters translate spoken language
orally, while translators translate the written language. To address language barriers in the
health care sector, interpreters, who are often bilingual relatives (sometimes even children) or
non-medical staff, are largely called upon (Hussey, 2012). The use of loosely coordinated and
largely informally appointed translators and interpreters raises important ethical dilemmas for
patients’ rights to confidentiality (Schlemmer & Mash, 2006). Additionally, the lack of medical
knowledge on the part of the interpreter can affect the accuracy of the message being conveyed,
which creates another ethical dilemma (Kilian et al., 2010), which has decision-making

implications for the patient.

With online learning, Google Translate has significantly changed how society engages with
multi-lingual communication practises (Vieira et al., 2020). The language used in the
Framework does not lend itself to easy machine translation into some, or all, of the official
languages in SA, and as such may run the risk of disregarding the complexities of language
and could exacerbate social inequalities and put certain communities of users at greater risk
(Doherty, 2019). Achieving conceptual equivalence between two languages is a challenge in
cross-cultural, cross-language translation (Choi et al., 2012), as in this case the Framework is
written in a language that may not be the first language for some users in SA. Therefore,

translation provides an additional challenge in cross-cultural curricula sharing.
4.6.3 Practicability of the Framework from a South African perspective
4.6.3.1 Cost implications

While there is no cost mentioned in the Framework, Spiritual Care Australia (SCA)

(https://www.spiritualcareaustralia.org.au/membership/membership-criteria)  outlines the
membership costs for professional development and training in spiritual care. Firstly, while the
Australian model is open to international scholars (which is commendable), it may not have as
much attraction for palliative care professionals from SA as the unfavourable Rand vs
Australian Dollar exchange rate could play a deciding factor regarding affordability. Secondly,
the SCA 1is a closed-membership organisation with strictly controlled entry at the different
levels of membership on offer. Membership comes at a financial cost and while
accommodation is made for associated membership (non-professional) and associated student
membership (undergraduate level), both come at a membership cost, and both have a minimum
requirement of a basic certificate in spiritual care. Obtaining a professional qualification in

spiritual care is not easy in SA because spiritual care training is largely embedded in other
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health care curricula. With a primarily volunteer spiritual care workforce coming from poor
backgrounds, paying a membership fee, even at a reduced rate, may not always be a simple and

straightforward transaction.
4.6.3.2 Medium and duration of training

As with the two sets of curricula reviewed above, this Framework makes use of blended
learning and the concerns raised elsewhere apply here as well. The Framework also refers to
continuous professional development, which is a model widely utilised in SA, and which has
much merit as points are awarded to professionals who update and upskill themselves, often
with improved financial rewards for them. The constraints in the South African context, given
the limited accredited palliative care curricula available, suggests that international training can
be obtained but it does come at an added cost. In SA, with spiritual care volunteers not
necessarily having health care backgrounds, spiritual care is more a model of learning-on-the-
job which comes with its own set of challenges, such as subjective biases, unstandardised

spiritual care practises, and ethical implications of spiritual care practises.
4.6.4 Contextual applicability of the Framework from a South African perspective
4.6.4.1 Diversities

Very early on in the Framework, the Wurundjeri people of the Kulin nation are acknowledged
as Traditional Owners (reflected as a proper noun) of the land of Australia, as well as for their
continuous connection to the land, water, and culture. This is commendable and a positive step
in the right direct in the healing process. The Framework goes on to pay respects to their Elders
(again, reflected as a proper noun) past, present and future. The similarity to SA to continuously
reference the ills of apartheid and thereby glorifying the “victims” of those ills, somewhat
patronisingly, could be seen as a parody of the truth and reconciliation processes, if
acknowledgement is not truly meant but is enforced, for example, by legislations or laws. Does
acknowledging the Aborigines so early in the Framework denote cultural sensitivities? Is this
just tokenism or does this Framework have relevance for an Aboriginal population that was,

like non-Whites in SA, largely ignored and marginalised in its colonial history?

I turn now to the reviewers of the Framework. From the list of contributors of the Framework
— working group, document reviewers, and consultant — what is conspicuously missing is the
representation of and by Aborigines in the Framework’s appraisal process. Could this

Framework be enacting a “put your money where your mouth is” 17th/18th century idiom
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where toads were dubiously passed off by con men as having great medicinal and healing value
which, falsely, portrayed them as being caring and helpful? The metaphor may perhaps be
considered dramatic, but for too long now in SA we have seen well-meaning and well-intended
policies, guidelines and frameworks put in place that optimistically espouse racial inclusivity
which, on paper, is commendable, but which when played out in reality, still presents with
layered disparities. It would be useful to see how the Framework aims to offer a spiritual care
service to the Aboriginal people and to see how issues of cultural sensitivities and diversities

are managed contextually. This could be a rich learning exercise for SA.

4.7 Summary of contextual analysis and relevance of three Global North spiritual care

curricula in Global South settings

In summary, the three curricula programmes have significant strengths, which gives greater
gravitas to spiritual care work within resource-rich Global North countries. However, and
despite these useful and beneficial curricula, there remain many real challenges from a South
African perspective to contextualise these curricula within a South African setting. I present,
in Table 4.2, a brief snapshot of the strengths of the three curricula against SA’s troubled health

care landscape, which I discussed in detail above.
Table 4.2

Summary of Contextual Analysis and Relevance of Three Global North Spiritual Care
Curricula in Global South Settings

Study author Country Strengths of curriculum South African contextual
and date considerations
Puchalski et al. North e Consensus-driven, e Spiritual care in SA is not even on the

(2020) America generalist-specialist

model.

e Designed for classroom
and online teaching and
learning.

e Developed from needs
assessment and course

evaluation data.

health care agenda. No spiritual care
national model exists in SA.

SA has the added challenges of
poverty, violence, funding constraints
and “load shedding”.

Research into spiritual care in SA is

sporadic and poorly coordinated.
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Language, terms and
concepts used in the
curriculum.

EAPC  White  Paper

culminated from many
preliminary draft papers in

spiritual care.

Framework derived from
multi-layered refined
standards.
Framework  exclusively
targets qualified and
credentialled health care
practitioners.

Supports  planning for
personal and professional
development and clear
pathways  for  career

progression.

Language and concepts may not easily
be translated nor interpreted in a South
African context.

HPCA is facing financial and capacity
constraints and consequently is
currently limited in its support of its

members.

Spiritual care is still in its infancy in

SA.

In SA most of the care work is
undertaken by volunteers (community

health care workers).

Spiritual care is not credentialled in
SA and is embedded in other heath and
care disciplines at tertiary educational

levels and as offered by NGOs.

4.8 Chapter summary

In this chapter I presented three reviews of recently developed spiritual care curricula from the

Global North and analysed them from a theoretical, practical, and cultural perspective for

relevance in SA. The three curricula were from North America, Europe, and Australia, and

while each added to the global spiritual care curricula development and training discourse,

replication in a South African context, even in part, needs further investigation. This chapter

has left me with more follow-on questions such as: Can SA afford a stand-alone curriculum?

Should spiritual care training remain integrated and embedded in other care disciplines’

curricula, as it currently is? These questions form an implicit backdrop to the issues presented

in the empirical chapters of this dissertation, and I return to these issues in the concluding

chapter. With this and the previous chapters as a backdrop, I conclude Part 1 of this dissertation.
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I now turn to the views of the participants I surveyed and interviewed to provide further insights
into how spiritual care is practised at hospices in a diverse country, SA, and more poignantly,

what the spiritual care training needs are at hospices providing palliative care services in a

diverse SA.
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PART 2: IMPACT OF DIVERSITY ON TRAINING AND

SERVICE PROVISION OF SPIRITUAL CARE WITHIN

HOSPICE PALLIATIVE CARE SETTINGS IN SOUTH

AFRICA

Preamble

As discussed in Chapter One, this is a three-part study exploring how spiritual care is practised
at hospices within palliative care settings in SA. The study further explores what the training
needs of spiritual care workers are in hospices in SA. Sub-Study One was an online national
study of all hospices registered on the database of HPCA. While only 41% of the hospices
participated in this Sub-Study, as discussed at length in Chapter One and will be discussed in
Chapter Five, this participation percentage could be considered a limitation of this Sub-Study.
However, meaningful baseline data were obtained on how spiritual care is practised, where
hospices are located geographically in SA within the context of SA’s troubled apartheid past,
characterised by inequality and racial segregation of its citizenry, and, critically, what the
spiritual care training needs are of hospices providing palliative care services. Sub-Study Two
took the form of focus groups discussions with participants from hospices in the Western Cape
Province to explore how they practise spiritual care, especially within the context of cultural,
linguistic, and religious diversity, and what they consider to be the spiritual care workers’
training needs. Sub-Study Three was localised to SLCH, a well-recognised hospice in Cape
Town, SA, which offers an established spiritual care service to terminally ill patients and their
families in the greater Cape Town area. Being insider experts, I explored how spiritual care is
practised by SLCH’s spiritual care workers within the diverse populace of Cape Town and
what the spiritual care workers’ training needs in spiritual care are. Hospices appear to have
different management approaches to palliative care services and, consequently, spiritual care
is practised and prioritised in different ways in SA. O’Brien et al. (2019) and Pillay-Van Wyk
et al. (2016) canvass for the benefits of an MDT approach, while Figure 6 shows that most
hospices in SA use IDT as their preferred patient management approach, while 20% use a

combination of both IDT and MDT (in Chapter Two I explained these approaches in detail).
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Figure 6
Patient Management Approaches Utilised by Hospices in SA

Patient Management Approach
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Findings from Sub-Study One show that only 50% of participating hospices provided spiritual
care and palliative care services as an in-patient unit service. The other participating hospices
offer limited spiritual care services at an out-patient level, mostly at patients’ homes,
outsourcing spiritual care services to community structures, or referring patients to FBOs for
spiritual care services. The matrix in Figure 7 suggests that the hospices in SA prioritise
medical care services, which is followed by psychosocial and bereavement care services, and
with spiritual care services being largely offered as a partial care service, thereby again
suggesting (which I discussed in greater detail in Chapter Two, and I will discuss in Chapter
Five and Chapter Six) that spiritual care has not yet found its rightful place as an equal

component of the palliative care service package in SA.

Figure 7
Matrix of Care According to the Four Pillars of Palliative Care
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Matrix of Care According to the Four Pillars
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Care
m Medical 20 14 1 1 4
m Psychosocial 18 15 1 3 3
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Bereavement 16 18 3 1 2

As an example of diversity, Figure 8 highlights the linguistic diversity amongst spiritual care
workers in hospices in SA, with IsiZulu (the Bantu language of the Zulu clan and one of the
official languages of SA) being the most widely spoken language amongst spiritual care
workers, followed by English, Afrikaans (a West Germanic language spoken in SA and is
another official language in SA), and IsiXhosa (the Bantu language of the Xhosa clan spoken
in SA and is one of the 11 official languages in SA). A range of other languages accounted for
26% of the languages spoken by spiritual care workers in hospices in SA. These languages
included: Portuguese, Chinese, Tsonga, SiSwati, and Sepedi, with the latter three languages
being indigenous to SA.

Figure 8
Languages spoken by Spiritual Care Workers in South Africa
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I discuss these diversity dilemmas in more detail in Chapters Five to Seven of this dissertation.
Offering culturally, racially, and linguistically appropriate spiritual care services to a diverse
SA population may be ambitious in a climate of shrinking funding, scarce human capital, and
the complexities of diversity in SA, but is acutely needed. Amidst this seemingly gloomy
scenario, in Chapter Three I presented SLCH, as an example, which has managed to incorporate
and sustain spiritual care into its overall palliative care service to varying levels of inclusion
and success, and in different care approaches, in an attempt to make spiritual care services as
accessible to as many patients as its outreach can extend to. Chapters Five to Nine give more
insights into how spiritual care is practised and positioned in SA, and at SLCH, and what the
spiritual care training needs of spiritual care workers are. I return to these issues in Chapters
Five to Nine which are presented as four journal articles and one manuscript, and which replace

the traditional Results and Discussion chapters.
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INTRODUCTION TO PART 2

I presented the background and rationale, and I reviewed relevant literature pertaining to and
contextualising this study in Part 1. Parts 2 and 3 represent the results sections of this
dissertation. In this Part 2, three published articles are presented, focusing on the current
spiritual care practices in SA and what the impact of diversity, especially cultural, racial, and
linguistic diversity, have on spiritual care training needs and spiritual care service provision by
hospices in palliative care settings in SA. Part 3 comprises two papers focusing on hospice

spiritual care training needs in SA.

Part 2 therefore comprises two published articles and one in-review manuscript in the following

chapters:

1. Chapter Five (Article 1): Challenges and opportunities for spiritual care practice in
hospices in a middle-income country.
ii.  Chapter Six (Article 2): Spiritual care practices in hospices in the Western Cape, South
Africa: The challenge of diversity.
iii.  Chapter Seven (Article 3): “I am dying a slow death of White guilt”: Spiritual carers in

a South African hospice navigate issues of cultural diversity.
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CHAPTER FIVE

ARTICLE 1

Challenges and opportunities for spiritual care practice in hospices in a middle-income

country.

— BMC Palliative Care —

5.1 Introducing Article 1

This chapter contains the first published article which forms part of this dissertation. In this
chapter, through a largely quantitative online survey, I examined what the status of spiritual
care practises are in SA with a view to understanding what the training needs are in spiritual
care within hospices’ palliative care settings in SA, as well as how contextual diversity impacts
spiritual care service delivery. The findings suggest a chorused need for the development of a

national curriculum in spiritual care in SA, with due regard for its diverse and complex context.
This article was published in the journal, BMC Palliative Care, as follows:

Mabhilall, R., & Swartz, L. (2021). Challenges and opportunities for spiritual care
practice in hospices in a middle-income country. BMC Palliative Care, 20, 62.

https://doi.org/10.1186/s12904-021-00756-9
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Abstract

Badeground: Spirtual care is a key compaonent of pallatie care, but it has been overlooked and understudied in
boww- and midd le-incomie country contests, espedally in Aftica In this study we sought to establish what the current
spiritual care practices are in hospice palliatie cre ssttings in South  Africa with 3 foocused view on what spiritual
care training is curnrently offered and what training nesds still remain unmet

Methods: We explored spirtual care practices, and training needs, through a national quantitative online study of
palliative care organiations in South Africa registered with the Hospice Palliathve Care Assodation of South Afria A
surEy Was snt to repressntatives of allmem ber organisations listed an the national database of Hospice Palliat e
Care Asadation of South Africa. Viable data from 41% (0= 40) membear organisations were analysed through the
use of simple statistics.

Results: An expressed need (75%; n= 30} was reconded for the development of a natioral spirtual cre curmculume
Although 48% (n= 20 of the member arganisations were willing 1o parfidpate in the development of a spintual
care curmculum, 37% {n=14) could not participate citing financial {n=27), time (n=31) and expertise constraints
fn=22)_A set of hard and soft sills were suggested to suit the divese South Afrian context.

Condusions: Spirtual care was ssen by partidpants as 3 key component of palliathve care. International curricula
in spiritual care, while useful, do not offer easy adaptation 1o the diversities of South Affica A bespoke spintual care
curriculum was called far, for diverse South Africa
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Introduction

Spiritial care & recognised as an essential eement of
holiste palliative care [1-3]. Spiritual care wodes in
the Global Moth' ame generally professional socil
waorkers [4—6], chaplains [7-9] and profesional numses
[10-12], who are sccustomed to having formal learning
and teaching curriculs. There is growing evidence that
teaining in spidtusl care may be sssocisted with im-
pooved patient care outcomes [13, 14]. Theee is a pleth-
ora of stsdies in the Global North that support the need
to have spiritual care tralning programmes in place for
hospice staff [14-16].

In Africa, however, though spiritual care has been
deemed important in the Global South [17-20], despite
the spiriteal diversity on the continent and the limita-
tions on amasdng meaningful matoml health care data
[21], studies and protocols for the development of pallia-
tive care have tended pot to focus on spidteal cape, but
rather on iswes such a8 pain mamgement protocols, e
which there are dear indicators [22-25].

In 2017, the Matiomnal Departrment of Health bunched the
Sowth African Natioml Policy Framework and Stestegy on
Pralliative Care 2007-202 [26]. The NFFSPC, which, like so
many documents in 54 s an aspiationsl document fxcus-
sing on the fvur main pillas of pallistive care services: med-
ical care services, psychosocial care services spiritual care
services, and beresve ment care services

The current shudy is based in South Africa (SA), where
the previous oppressive apartheid regime used Chdstian
religiows ideclogy to justify oppresson [27]. Emerging
from a dmconian past damctersed by racial segregation
and apartheid, and athough well into its 26th year of
democmacy, SA still expedences the injustices of resounce
allocation, unequal edocational and sparse learning op-
potunities. 54 is ako very diverse culturally, Inguistic-
ally, and spiritually [28], with spidtsal care interventions
practised from a range of perspectives [29].

Given the complex South African context, the gques-
thon arises a5 to whether there & a need for further train-
ing and development of spidteal care practices in
palliative care. As part of a lger study, in this study we
were intepested to know what current spirineal care
practices exist within hospice palliative care settings in
SA. We were also interested to know from the perspec-
tive of hospices themselves, what their spidtual care

“There are many detates shonthow i dassify conntries. The Glokal
Mo generally corresponds to countries aiegnrised by the Warld
Bank (Weorld Bank Blog 3022022 Afas) as high-income countries
[HICS) — sa, for exmmple, Anstralia, which & a high-inoome coantry &
cammonly viewed as part of the Global KMorth, despite i being in the
sonthern hemisphene. Coantries in the Gobal South’ generally oorres-
pond to the Warld Bank bow and middle-inonme oo ntries (LMKCs)
(Warkd Bank Blog 200070002 Atke). Soath Africa i 2 middle income:
coaniry. The distinction here & based langely on finandal rescoarces,
though of comrse other faciors are associed with relatte wealéh.
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training needs are and whether they see a need to de-
velop a national curriculum for spiritnal care interven-
tion. We ad dress these gquestions in this artice.

Methods

We conducted a ample Excel-based quantitative online
survey (with some qualitative questions) (see Additional
file 1) to sddress key quegtions on current spiritusl care
practices and their perceived spiritual care training
needs. The following are examples of the kinds of ques-
tions posed:

» What phrase best describes the extent of spiritusal
care offered at your hospice? (o full care: b. partial
care; ¢ oocadonal care; d not at all

» How i spiritual care practiced at hosploes? (eg.

Does your organization recognize spiritual care a8
an integral part of a pallistive care service it offers a.

Yex b Mog ¢ [fNo, plexte elaborate )

# Spirinel care training needs (eg. Has a nead for
splatual care training been expresed by your
organlzation 3. Yes: b Noo ¢ We do not know at
this time).

The comprehendve mational database of Hospice Pal-
ltative Care Assoclation (HPCA) of SA lists 104 member
organiations HPCA is a mational sssocation operating
in all nine provinces in A and 51 health disgtricts. Some
of its voluntary member arganiations offer hogpice pal-
liative care, some home based care, and others both ser-
vices. We use the term “member organisations’ mther
than hospices’ because all organisations offer palliative
care, but not all call themselves hospices. Fthical ap-
proval was  obtained from Stellenbosch University
(10237} as well as HPCA (/19 We telephoned the
leader of each organsstion, generally the Chief Executive
Officer (CEQ) or General Marager (GM), to pesition
the study and to obtain their consent to be a part of this
study. Further we engaged with them to establish whao,
within their organization, was best placed to particpate
in the survey. Ninety-six member organisstions were
contactable. We distributed the survey to all organis-
tions, through their CEQ or GM for them to asign to
best placed staff to complete. Forty-three respornses were
recelved, 40 of which produced viable data The com-
pleted surveys represent 41.6% (r =40) of the contact-
able HPCA member organisstions across SA. Written
comsent was obtained foom participants of each hospice
who participated in this study. We conducted a Geo-
graphic Information System (GIS) [30], mapping to ob-
semve the spatial pattern of responses relative to the
location of all organisations (Fig 1) The GIS mapping
further shows the maldisdbution of hogpices in SA. Al-
though SA is dassified as a middle-income country,
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Fig 1 Maping af hospioes in 54,
.

approximately 3% of the SA population live in el
areas, which by definition, are those areas that are with-
out access to ordinary public services such & water and
sanitation and ame without a formal local authority,
thereby dgnificantly inhibiting rural  development
(Wodd Bank Blog 221/202, Atlas). The survey results
were then collated, amalysed, and fikered for key bsues
and overarching themes.

Results

As Fig. 1 shows, there dos appear to be a dustering of
responses received to the survey, and it appears further
that the dusters of response tend o map on to major
uban areas of SA, where there tends to be more health
and other resounces (NPFSPC, 20017-2022). This map-
ping also highlights the maldistribution of hospices in
54, not an unfamiliar reality glven SA's apartheid past

This needs to be borne in mind in the amalysis of the
data.

Table 1 provides an overview of palliative care service
capacity in general in SA; as well & the outreach o pa-
tients. All nine provincss were represented. Member or-
ganigations reported a cumulative total of 7981 patients
per month. When this amount was projected for the en-
tire HPCA member organlstions per province, the total
number of patients cared for per month was 20,078,

Some member organisations did not ofier the full
spectrum of pallistive care services to their patients One
member organisation did not offer medical care services,
and three member oganistions did not offer peycho-
socil care services. Most member o mganisations described
their spiritual care services to patients a5 ‘oocagioral’; with
58% (r=23) making occasional extermal refermls outside
their organisstion, and 63% (A =25) rendering oocasions]
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Table 1 Prosdncial HPCA Member Osganisations, Staff, and Patents Data

Provinoe Total Contactable HFCA  Mumber of respondent  Total £ Staff from Fatiens  Total HPCA Member
Maember Organications in HPCA Maember Respondent HPCA Member per Organication Projecton of
SA Organisations Organisations month  patients per month

Easem Cape & 3 I Ga0 1380

FecSare & 2 P ns e

Gaueng L] 2 an 128 L] ]

Kwa-Zulu 7 T Tt 135 Ee]

Mazl

Limpapa F 2 Fo % =

Mpundanga ¥ 2 0 27 934

Morh Wet & F 7 ans 240

Marhem 14 3 41 ad Lk

Cape

‘Wesem & Ll 248 E ]

Cape

Totaks 98 n =40|42) 1242 a8 20078

Intermal services. Where splotusl care services wene gener-
ally available, they were rendered on a partial care basis,
prmarily through an in-house spirinsal care team or this
service was outsourced to spirineal care service providers
located in the community ssch as traditional lesders, and
faith-based organisations.

When asked to indicate the extent to which spiriteal
care swvices were integrated into palliative care at the
respective member organikations 30% (n=12) of the
member oganiations replied, fully integrated, and X%
(r=8) replied partially integrated’.

Most (r=27; 68%) member organisations indicated
that they did not pay nor glve incentives to their spirit-
ual care workers which suggests that spiritual care a5
largely a voluntary activity. Spirital care workers form a
diverse group, with EiZulu being the most widely spoken
language amongst spiritual care workers followed by
English, Afiksars and kiXhowm, and then a range of
other African and non-African languages. Mot spidtsl
care workers were reported to be Christtan (8= 21),
followed by Buddhist (8 =6), Muslim (8 =4), and Jewish
(n=2).

Ornly half of the 40 (r = 20) member arganisations pro-
vided data on spidteal care workes' levels of education
and  qualifications, and some of those that did
highlighted that the data may not be accurate. MNine of
the member organisations” spiritual care workers had a
school leaving certificate,” followed by six of the member
organigstions’ spiritual cam workers who had a tertiary
undergraduate qualification, and fve of the member or-
gan ations” spiritsal care workes who had a postgradu-
abe qualification.

When member organisations were asked to provide
details on the mature of spidtual care training the spirit-
uwal care workers had mecelved, under two thirds (r =25)

of member organiatons responded. OF those regponses,
member indicated that only one in fve of
them (n= 8) had spiritual care workers that recelved ad-
vanced tralning in spiritual care. Roughly a third (r =12)
of member organizations had spiritual care workers who
had received no formal tmining and a dfth (n =8) of
member organisations had spiritual care workers who
had received basic training in spirites] care. Considering
that over a third of the member organisations did not
provide data, the responses from the member onganisa-
tions suggest significantly low levels of spiritual care
training opportunities for their spiritual care workers.
Of the 4 member organisations, only four indicated
that they had in place a spidbeal care curdeulum for
training and skilks development for spidtual care workers
and for their other pallisthve care gaff. Most (r= 33) of
the member organisations had none. The majority of the
member ongan igations reported that they were umable to
provide, nor afford, any in-house spidtual care training
and skills development for thelr spiritual care wodes
due to funding and expertise constmints (8 =330 By
contrast, three quarters (4 = 30) of the member organia-
thons indicated a need for an established mational base-
line spidteal care curriculum, while only two did not,
and two thirds (n=28 of member organismtions saw
value in their spiritual care #aff recelving spidtsal care

#a sehonl beaving qoalification i an academic qualifimton awerdsd for
the: comp ket of high school. Depending an the country or negion, it
gy alterna vy belnown e o high schoal diplama, sendor sacondary
beaving certficate, high schoal certifimie or sthool certifimte.
The Mational Sendor Certificate or NSC ks a high schoal diploma and
& the sdhoal-lewving certficate in Sooth Africa. This centificate & com-
maordy known 2 he matriooksion (matric) certificate. 25 grade 12 s
the matrion lation grade fhitpdnadee nepggovzal @oessed 30 March
)
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training About half (n=20) of the member organica-
tions indicated willingness to participate in the develop-
ment of a specialised curmiculum for palliatve care
splritual care tralning. Suggestions made by member or-
ganikations on how they could contribute to the devel-
opment of such a curdculum induded: through
waorkshops  (r=25); through focus goups (=31}
through braimstorming/think-tank sessions (n = 36).

Though half (r=20) of the member organisations
were willing to participate in the development of a spir-
itsal care cumriculum, most of them (r=14) indicated
that they would prefer not to participate right now.
When asked if they would be able to fund sending their
spiritual care workes for spiritsl care tralning and
skills development, just over half (& = 22) of member or-
ganations indicated that they would, but not at the mo-
ment Under a quanter (n =%) stated that they would be
willing to pay for such training for their spiritual care
waorkers, and five organizations said they would mot be
able to afford to pay for such tmining Some of the rea-
sons member organisations offered for not participating
in the development of a national spidteal care curdew-
lum were: fnancial (1 =27) and tme constrainis (m =
31} and uncertalnty a5 to what value they could bring to
this process (#= ")

Member organisations suggested the following sets of
skills that ideally spiritual care woker needed to have in
order to render quality spiritial care services in a diverse
SA. Table 2 outlines those skills in order of promdnence.

Discussion

Though member organisations were offering valued spir-
iisal care services, to varying levels, in practice spidiual
care services did not receive a much prority as medical
or psychosocil services [29]. Funding and expertise
constraints seemed key to the lack of resourcing for spir-
itual care, and we discus each in turn

Funding limitations

Local and interrational studies support the role of spirit-
ual care in enhancing patlent care outcomes [15, 31], yet
funding constraints dictate that member organisations
have to consciously pick and choose what they can af-
ford to offer, often at the esdusion of spiriteal care ser-
vices. All the member organiations participating in this
study are non-govemmental ogankations (NGOs), de-
pending largely on donor funding to sustain their work.
By virtue of being NGOs, member organlsstions provide
a largely free svice to the public With ever-growing
funding needs exacerbated by the COVID-19 virus,
funding may well decrease mther than increase [32]
This k& a clear threat to developing the gpiritsal came ser-
vices organiations say they need, especially in a context
of existing high palliative care and spiritual care demand
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Table 2 Member caganiations views on esental sils of

spirinal cam vaodens

Essential Skills of an Effective Spiritual Care Waorker

Hard Sklls*

Soft Skills®

A sound understanding of
pdlaive e, fe comes of
palaive cre in 54 and s
prdre jn=1¥

Being bl 0 communcaies inat
lext 2 of the ofical Bnguages in
S (=190

Enowisdge and undemstanding af
the integmaon of palate e
and sprnal ises n hopioes and
n S =2

Eniowisdge of patient rig bt and
beng able o deady idertify the
needs of the patent fn= 28

Having imowisdge of and imsight
imta ather aultures and elgons
and being smstve when deding
with diffesences and dvessity. fn =
m

Enowisdge of e medial sscor,
inciuding pofemsional heachies
2z well = detisd knowled g= of
the common ermina ilinesss
patents presen s with and
comsquen fy beng abie to
understand and respond
appmpiacly o the mpad fiose
different lineses have on e
patent. in= 1)

Zrong murseling skils (=35

High levels of self-awamrnes, n-
cluding irsight intao ane's own spir-
ialityand mierance for dversity
n=21)

High levels of accepiance, nan-
Judgmental, and open mindedness.
in—2%)

The ahiity to dewsdop 2 plan for
peroral, sprtal and pofesional
growsh, sef-awansness and sdf-
undemstanding. {n =)

NSaintins 2 wel-amoubed avae-
ness af one's own undersanding
of sprualty, eligion, spri
fhealth and how 1 ofer priual
fhealth care in 2 diverse dinical ==t
ang. {n= &)

High levels of compassian,
moaton, passon and
entiusizm for paliative cre 0=
i)

i kil R N M o e i bl S B Gk ey, madig,

ki el e ST

kil e e WS P e e N mh o, St a3 ahgean

e i ared it

and likely increase in demand ghven the COVID-19

pand emdc.

Expertise limitations

Member organisations deady felt that they had lmited ex-
pertie in gpiritesl cane, and that this was a barrer in thelr
participation in developing mational spidtesl care training
cumculs This finding is in alignment with what Gisberts
et al (3] found in a sysiematic review of recent studies on
spidteal care in pallisthe care in Burope where spirinel care
ghvers saw the provision of spiritusl care as part of their role
It fedt less confident in their spiritual care competencies in
that rde. Gisherts et al [33] also fbund that there was an
expressed degre by pallistive care consultants for training to
el wiith gpiritusl fsases.

The member organisations identified a set of generalist
hard and soft skills that a spiritual care worker should
ideally have in arder to offer an effective spiritual care
service, largely in keeping with those cutlined elbewhere
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[34]. The hard sills danted more towards the spintsal
care workers having a good understanding of spirituality
as a phenomenon; spirituality a5 a key component of a
palliative care services and a good understanding of the
religious, cultural and linguistic diversities underpinning
how the spidtual care service would be shaped and de-
livered in SA settings. Interestingly, a cobort of hospices
in the Western Cape Province of SA mentioned slmilar
skills-sets [20]. The soft skills, as suggested by the
member organisatons, consisted of more intanghble
and muanced skills that are typically acquired through
practice and experience, such as being present while
paying attention to the spirituality of the patient and
their hopes: being self-reflective; and bangng peace
to the patlemts. These findings are mirrored by a
Dutch study [35] where knowing one's own spirinsal
background was also considered as part of the self-
reflective joumey of the spiritual care waorker. The
skille deficit expressed by member organisations,
themfore, may relate not only to hard skills but ako
to  amclety about providing appropriste, Aon-
discAminatory care in a diverse and highly politicised
soclal environment such as SA. It may be that an im-
portant basis of any training would be to address, dir-
ectly, the political and socal context of palliative
care, and spidtual care, a key ksue for SA, but not
addressed to any lrge degree in the spiritual care
literature.

Conclusion

5A & a young democracy; born out of considerable con-
flict but with aspirations to provide the best for all its di-
verse ctizenry. This reality aflects pallistive care as it
does all other agpects of SA sockety. Our data defson-
strate the gap between actual practice and rational pol-
icy, a not uncommon feature in SA [38]. Member
organisations recognise the importance of spidteal care
as a key component of palliative care but are acutely
aware of the barriers that hinder such a consolidated ap-
preach It s dear that the intemational modes for the
dewelopment of taining and services in the fleld of spir-
itsal care have much to ofer the development of the
fidld conceptually in SA, but that the local waton of a
divided and diverse sodety, with considerable resounce
constraints, will necessitate a local, contextually relevant
approach. In a number of felds of care in Africa, and in
SA in particular the judidous we of international gulde-
lines tempered with local realities have been attempted
[Z2-25]. We are not yet sure what an ideal model of
spiritual care will look like practically in the SA context
In keeping with our informants in this gedy, however,
we believe that this dimension of care is important and
should be documented with prominence, and not hidden
in pallistive care frameworks for Afdca.
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5.2 Chapter summary

I conducted a national online survey of all hospices and member organisations registered with
HPCA to establish if, and how, they offered spiritual care services. While 41% of the hospices
responded, it became clear that spiritual care services were not prioritised due to financial and
spiritual care training constraints. However, there was a chorused need for a national
curriculum in spiritual care. In the next chapter, Chapter Six, Article 2 explores how hospices

in the Western Cape, SA, navigate the challenges of multi-layered diversities.
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CHAPTER SIX

ARTICLE 2

Spiritual care practices in hospices in the Western Cape, South Africa: The challenge of

diversity.

— BMC Palliative Care —

6.1 Introducing Article 2

This article reports on findings from focus group discussions with hospice representatives to
explore their spiritual care practices within their hospice palliative care setting in the Western
Cape Province, SA, and focussing on how each hospice navigates the challenges of diversity

which still impacts all facets of SA as a result of the ravages of apartheid.

This article also explores how the participating hospices of this Sub-Study in the Western Cape,
SA, offer spiritual care services in a culturally sensitive and appropriate manner while juggling
financial and resources constraints. Useful suggestions are made towards the development of a

national spiritual care curriculum that would suit the South African context.
This article was published in the journal, BMC Palliative Care, as follows:

Mabhilall, R., & Swartz, L. (2021). Spiritual care practices in hospices in the Western
Cape, South Africa: The challenge of diversity. BMC Palliative Care, 20(9).
https://doi.org/10.1186/s12904-020-00704-z
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RESEARCH ARTICLE Open Access

Spiritual care practices in hospices in the Q_
Western cape, South Africa: the challenge
of diversity

Ronita Mahilall ") and Leslie Swarz ()

Abstract

Badeground: South Africa is 3 wery diverss middle-income country, still desply divided by the legacy of its colonial
and apartheid past As part of a langer study, this amide explored the experiences and views of representaties of
hospices in the Western Cape province of South Afica on the provision of appropriate spirtual care, ghven local
zzues and constraints

Methods: Twao sets of focus group discussions, with 23 hospice partidpants, were conducted with 11 of the 12
Hospice Palliathe Care Azsodation registered hospices in the Western Cape, South Africa, to understand what
spiritual care practices existed in their hospices against the backdrop of mulifaceted diversties. The discussions
were analysed wing thematic analysiz

Results: Two prominent themes emerged: the challenges of providing relavant spinitual cae senices ina
refigiously, culturally. linguistially and radally diverse setting and the arganisational context impacting such a
spiritual care sendce Partidpants agreed that spinitual cae i an important ==nace and that it plays a significant role
within the inter-disciplinary team. Partidpants recognised the need for spintual cre training and skilk development,
alongside the financial costs of employing dediated spirtual care workers. In spite of the divesities and resource
constaints, the approach of individual hospices to prviding spintual e remained robust.

Discussione Given the divesities that are largely unique to South Africa, shaped esentially by past injustices, the
hospices have to ravigate corsiderable hurdles such as cultural differences, religious divesity, and language
barriers to provide spintual care sendces, within Sgnificant resource constraints

Condusions: While each of the hospices have established spiritual care senaces 1o vanying degress, there was an
expressad nead for training in spintual e to develop a baseline guide that was bespoke to the complecities of
the South African context. Part of this training needs to foous on the comiplexity of providing culturally appropriate
senvioes.

Keywords: Spintual care, South Afics, Diheersity, Palliathe care, Hospice
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Moa of what & known about spiciteal care comes from
well-resourced countries in the global North [1-3]. This
article deals with spiritual care in Sowth Afdca (SA), a
i dddle-inoo me country, and also a country which is lin-
guistically, racially, culiurally and spirinally divese [4],
with inequaliles [5, and with a complex political past
and present Apartheid, a system of mclal oppression
which completely segregated and divided SA, formalising
into bw many of the informal aspects of segregation and
oppression commaon in colonial contexts, had a pro-
found efiect on the emotional and spidnal lives of all its
citizens, and despite 5A having been a democracy since
190, it pemaing a divided soclety with a long shadow of
the past still affecting contemporary spiritual life, health,
and, indeed, all agrects of soclety [6—10].

Spirituality can be defined a5 a “way individuals seek
and express meaning and purpose and the way they ex-
perience their connected ness to the moment, to self, o
others, to mature, and to the significant or sacred” [11].
Clearly, in thinking about spiritual care in Afrlca, and in
SA specifically, both the histodcal marginality and the
continuing vitality of local approsches to spiribeality
fieed to be bome in mind [12, 13].

The modern hospice movement began in the global
Maorth in the 1950k with Dame Cicely Saunders [14].
Hosplces in Africa began in Zimbabwe in 1980, fllowed
by SA in 1987 and Kenya in 19%). Most countries have
palliative care assoctations that coordifate the work of
hospices, especially with regard to sharing best practices,
care standands and protocols [15]. The Hosplee Palliative
Care Assoctation (HPCA) of 5A & one such assoctation
The population of 54 was 58,78 million according to the
2019 mid-vear population estimates [16]. The total msm-
ber of deaths registered at the South African Depart-
ment of Home Affairs and processed by Stats SA in
2017 were 4654 Although it was bund that most
male desths are related to tuberculosis and most female
deaths are melted to disbetes mellites, cancers are sl
the leading cause of termimal disgnosis [17]. "The esti-
mated need for pallistive care, wsing only mortality data,
is that (.52% of the population require palliathve care in
any year” [15].

Arigng out of a broader study on spiritual care in SA,
this amide explores how the homices in the Western
Cape Province of 5A offer spiritwal care services while
navigating the rugged terrain of racial prejudices sochl
injustices, and cultural sgregation.

Theoretical framework

In addressing questions of culiural and spiritual divesity
in pallistive care, we ame influenced by the reseanch trad-
iton on explanatory models of illness and disease, a
first formulated by Kleinman and developed by a mange
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af other authos [18-20]. For Klenman and those that
follow his work, all people interpret (lness and misfor-
tune in the light of cultural categories that are part of
their socil wodd — and both patients and those who
care for them have ebbomted cultural explamations of
ilmess and distress. Given the socio-political context of
SA, it s important to note that explamstory models and
syatems are profoundly affected by social factors, inched-
ing histories of exdusion and oppression — culture never
exigts apant Fom the sodo-political context [21-23].

Methods
Ethical approval was obtalned foom Stellenbosch Unbver-
sity (10237) 2 well as Hospice Palliative Care Associ-
ation (HEMCA) (0219, HPCA & a natonal assocation
operating in all nine provinces in SA and 51 health dis-
tricts. Some of its woluntary hospices offer hospice pal-
liative care, some home-based care, and others both
services. We conducted two foous group discussions
(FGDs) with emplovees of hospices in the Western Cape.
Eleven of the 12 megstered member arganisations (hos-
pices) in the province agreed to participate. Written con-
sent was obtained from all participants. Partcipants
wene very divese in terms of rachl and ethnie stans,
and had diverse qualifications. Table 1 ghies an overvew
of the hospices” pepresentation

We bamed dicusions on 13 open-endad guestions
(Appendix 1) The FGDs were reconded, tramseribed,
and coded, and we analysed the data thematically.

Results
We present the key themes in arder of prominence.

Providing relevant spiritual eane services in & religiously,
culturally, and racially diverse population

By far the most prominent theme from the FGDs fo-
cussed on the barders hindering the providon of effect-
ive and relevant spiritial care services within a highly
diverse population.

Partcipants argued that hogpice personnel needed to
have a basic working knowledge of the main religions in
SA.

O the other hand, the ability to engage with patients
about spiritsal and exigential isswes without referencing
relighon was albo mentoned a8 a crucal skill Partic-
pants emphasised the need to be tolerant, sensithve and
non-judgemental

Asg a participant fom Hosplce 22 put it

I was sitting here thinking that should the whols
spirituality corriculumn then not Beas a whole lob on
thase whe do the training v each highest level of
selfawarenss because when you are selfaware
your ability to tell and convey fo others their worth
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Table 1 fesarnch pankipant
Diistrict Represented Mo of partidpants Designation of partidpants  Palliative care badoground of the hospice
hospice ¥ from: represen ted at the represented hospices  participants: Medical, ps ypdhosocial, spiritual,
hospioes bereavement
Eden Diswice, Haspioe 11 4 Poydhamaad Counsdlar (1) Meadical (1)
Wesem Cape Zocial Wader (1) |
Manager (1) Sprinud {1
Pasior (1)
Hapice £ 3 Profexsana Nurs= (1) Madizal ()
Chief’ Brecutive Officer (1) Poychasacial (1)
Poychamaa Manager (1)
Hospioe 83 1 Chuef Boescunee Offices (1) Paychasocial (1)
Hospice & 1 Mursng Mamager (1) Meadical (1)
Cape Town Hospie £ 2 Zocal Wodesr (1) Mediczl (1)
Distrct, Westem Medica Dodar{ 1) Pychasncial (1)
Cape Hoepoe 8 3 P festona Murse (1) Wechcal {1
Zocil Woder (1) Poychasocal (1)
Hospie 87 4 Lontpl Care Coordimator (1) Medicl (1)
Trining Faciiaor Paychasacial {1)
Profe=gmion A Murss (1) Spritudl Cane {7)
Chief Breurive Officer (1)
Spnaal Gane Worker {1
Haspice 1 InFPagent Lint Manager (1) Medical (1)
Hospice & k] General Manag er (1) Ml {1
Pazert Cane Manaiger (1) Poycihasacal {2)
Sacil Wader (1)
Haspice £10 1 Mursng Mamager (1) =izl {13
Hospice #11 1 Chief Boescu e Offices (1) Ml {1

and thelr vabie within thelr edstence [5 fust so puck
eagier .. becaiise I think that we are knd of stick in
the thing about spirituclity equals reljgion ... it
doesn’t and to break that mind-set in peopls, espe-
clally in Christians, I fnd very diffealt.

According to participants, this requires slf-knowledge
and openness:

And .!'j'.l'.t".q abandf ﬂfﬂm; then #’Jml'.‘re R
comfortable with homosezuality for  exampls, it
wonld affect you i your patient [ reguiring or if
youdr pa et whe 5 homogeaial meeds your Relp ...
(Participant of Hospice #5)

Raclal, cultwral and Bnguistic diversity

Participants believed that patients should ideally receive
care in their mother tongue. However, the resources m-
quired are not often thepe:

The other thing of course we started looking at (was)

Jor Xhos speaking patients we want somebody that
can sipport thene in their mother torgue language.

(Participant of Hospice #5)

Specfic mention was made of the need to koow and
respect traditonal African beliefs, spiviteal practices and
beresvement rituals. Hosploes need to be tolerant and
sensitive to Afdcan beresvement dtes and to allow
space for these to take place at the hospice in a way that
does not negatively impact on the other patients. This i
how & participant from Hosploe #7 put it

v the patient died, and the family came back for
the spirit ... they want to cateh the spivit and they
ask w if we can allow them by come cateh that spirit
because they believe (after the) patient (died) ... the
apint stayed befind ... we had fo (allow for this di-
ual), bat i the specific way where we sy we will
give you thiv part of the area (hosplce) because we
have to think about owr other patierts and profect
them and they don’t we swmebody & looking for a
spirit here. 3o we make space for them and they
cante and catch the spirit and they spent a few kot
in ways bo gt the spirt and then eventually they
laive.

On the other hand, participants noted that patents
did not always want a representative from their official
religion or speaking their mother-tongue. Some patients
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may want spiritual guidance and support from a person
with whom they have built a close relationship. Navigat -
ing the teritory between trying to make appropriate
spiritual care available on the one hand, and allowing &
choices which viclate sssumptions about cultural and
spiritual differences on the other, could be a challenge in
practice. Asa participant from Hospice & put -

(A& Muslim, Afrikaans-spesking patient) sverkeand
mte spegking fo other patients affer the (Christian
Xhosa-speaking) pastor had visited .. about what is
poing on in spiriinality, in the Christian work (The
Muslim patent asked me} “Can the pastor coms
pray for me?™ I said, "We'lee called your Insant (ls-
lamic pesty he's going fo help you " But she keeps
on asking (for the Chrigthn pastor) So there conies
a binte that they don'’t understand their religions T
wiidld rather say that.

The org anisational context

Participants felt that spiritial care services were an inte-
gral part of the palliative care Inter-Disciplinary Team
{IDT), whether provided by a designated person ar by a
teann It was felt that all [DT members should be able to
support the patents spiritual peeds. Hospice partic-
pants went on to list intangible resources such as time
and effort as a crocial part of spiritual care services.

Hospice-specific palllative cane team dynamic and

ongani setionmal cultine

Participants afirmed that working in an [DT helped
provide a deeper, maore holistle understanding of the pa-
tient’s situation and challenges. Having a structured in-
clusion of spiritual care into the [DT comsultations and
patlent msesements was reported o be exceedingly
helpful.

On the other hand, participants reported that some
colleagues were not comibrable working with spidteal
issues. Working in a team would allow such colleagues
to hand over to other, better equipped colleagues As

Hospice #1 participant put it:

So for pee it working with what you have (the staff)
and enable that to be completely wmfortable and
open and that's where we start, becanse . a lot of
the staff cannot do it (spiriteal care). They weant to
run when there’s an existential need expressed (by a
patient) ...

There was an expressed need to creste spaces where
all team members bring diferent profesional personal
and gpiritual schook of thought to the table and allow
for those differences to be acknowledged, recognised
and respected Thi creates a tolerant, pluralistic

Page 4of 8

atmosphere for patients a5 well Indeed, the smooth
functioning of the DT was viewed as so important that
some hogpices hired spiriteal care staff to fit the team
and not necessarily all the ideal requirements of the spir-
itsal care post In recruitment processes in many hos-
pices, the langer team often gave input into the
recruit ment and selection of a prospective spiriual care
staff member, to ensure that they could all work well to-
gether. A participant from Hospice #11 explins:

We troat each other .. when we hire .. we hire for a
fit on the team .. the person that gets chosen may
not have all the gualifications but if they fit in the
reant .. we can grow (that pemon),

Having a barger tearn that wodked together on the patient’s
overall care plan, and particulardy the patients spidheal came
plan, could also ensure that adequate support was provided to
the #taff which could reduce stmss and burnot. Saff often
wiortked in ghsations that were dicult or uncomfortalle for
them. Working in teams could be a better option in difficult

sitsations where workers were strugling, emationally o poo-
fessiomally, a5 a participant from Hespice £5 puts it

The ability to know even if you are trainad, that i you
canlt handle a situation, that you need halp. T have
seen miany people po urder (burn out) becamse they
take on miore and B,

You dowt’t gov in alone becanse e & strovger fuan ome.

The organisational culture of the hospice was cied as
another cricial element. Hosploe #10 participant explaing

What culture the organistion lends imelf to .
whether spidtuallty & embracd or mor . will =t
the fone in ferms of the spirfual care (that it pro-
vides or does not provide).

v e crilture of spirituality ... I this organiation ...
is how we do things and people who come in nay will
a sitawnat ically sense the crdture of tha t organ Bation

The calibre of gaff working in the spidbeal care service
team was also mentioned a8 a crucal factor affecting the
quality of spidtsal care services In addition to skills that
can be scquired through training and development, staff
needed tobe empathetc and open to continuous kaming
feedback and selfimprovement There was a difference of
opinion as to whether there should be dedicated spirinl
care service staff or whether all hospice staf should be
trained to offer spiriteal care services:

. we have a (formally employed) spinfual care
worker, wolunteer spiritual care worker that dis on

owr DT, and are (present) at all our meetings and
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we albe have a counsellor and our soclal worker,
s, doctors.
(R epresen tat ive of Hogpice #12)

However,

Ja (Yes) so for me . mey thinking is that in termes of
addresiing spiritual exbtential needs one would
Fave bo situate all members of the hospice team that
al any given time or any given point in the journey
with that patient, they are open and ava fable to ad-
dress any existen tial need becauge you can't box that
nead at any point in e

(Represen tative of Hogpice #11)

Having dedicated spiritual care staff could allow for
more cost-eflective tmining and ills dewelopment e
fewer people However as the patient decides with
whom they wish to talk about spiriteal and existential is-
sues, having only one or two piribusl care staff could
limi the patient’s freedom of cholce. Having desigrated
staff aleo limits the avallability of spiritual care srvices
to patienis, as patlents could decide to talk about these
ismies whenever the moment seems right to them. The
desigrated spidtsal care services staff may not be
present at that specific moment, and the present staff
would have to deal with the matter as best they can
This could have a negative impact on the quality of spir-
it care services provided to the patient

Conflicting demands
The conflicting demands of the patient’s wellbeing — bal-
ancing physical care with emotional and spidtsal came —
contributed additional complexity. All meeds were wr-
gent, but finding tme to focus on gpiritual care in the
face of urgent physical care needs could be dullenging.
There are sgnificantly fewer spiritisal care workers com-
pared to other professions repretented in hospices.
Participants noted that it is dullenging to assess the
impact of spidhm] care, and this in turn makes it diffi-
cult to assess what best practice may be

And then I just need to say that most of the tinee we
Sired out that the value of what we do is only seen
afler we've seen the patient and family and up to
two, three ponths, four months, We get a card or we
get a phone call to say thank you that you have
helped ws through this journey. And every so offen
e adoctor here will corie back to me and say (ep-
resentathve’s rame), what did you do fo that man
(patient)® Amd then §will sy, well you adked me to
do sone support and uk the guy never wanted fo be
compliant or didn't want bo work along with the doe-
tor and the nurs and was always angry of aggresive
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muaybe. Then after Fre seen the person (patient), the
doctor comtes back and wants fo know what T did.
Vel T think I did wiat [was asked to do.

(Hospice #11 representathie)

D¥is curs siom

Much of what was discussed by our partic panits i simdlar to
what hos been meported in the litemture [24-26], bt the
local context of huge diversity, great inequality, and scarce
respurces, places particular demands on local hogrices The
regponies of our part cipants erable s to add o the disoss-
shons raised by the few studies in the global South [15 17,
28]. The isue of diversity in spidnal care s now being dis-
cussed in diversififing countries lke, for eample, e USA
[28-31] and in other Afdcan coniexts [32-34]. There are
simdlarities between our Andings and those in other diverse
contexts the particular Sowt African history, though, dos
create a political context which is probably weigue [35].

It is aleo important to note that the pevchology of hav-
ing to deal with very difficuli ssues — illmess and death —
may well have inflsenced our participants’ responses and
their discussion of spldtuality ksves in the South African
context. It i well established that people who deal with
humean pain and sufledng may well experience a degree of
what hat been termed secondary traunatisstion of coim-
passion fatigue [36, 37]. The emotionsl experience of deal-
ing with suffedng and desth may, of course, alo have
podtive effects and build reslience in cares [38].

It was clear o our dats thet all our participants indicaed
that respect for spintel, culteel and relighoss diversity & im-
porant, and all seemad o dew on their expedences to oome
to the views they shared with 1. It is dso impornt to note
thet sowne participants indicated thar rejection of a dmplistic
and neat categorisation, and some will also be troubled by the
rather drmplisthc categorisation of people into separte boxes ac-
conding to teir ascrdbed adiuel and religioes sahes In 54
ghven ithe legacy and confiming pain of its colomnial arnd apart-
bt st [23], culiwrd differences map on to concems about
ractal oppresson and inpstce. For Sowth Afdcans commitied
to the best possible culurally appoopriste spidteal care, it may
be e dificslt than elsswhene to come to terms with §e Bet
thest somme peope preler spivtual care from pexple who are very
diffierent culturdly and linguisteally fom themn. In this regand,
it is inberesting that one of our participants, confonied with a
sifuation like this and wishing to provide the most appropriate
care, said, 5o thewe cones a O Gl By don’t indersband
tha'r religions”. Here, the care receivers are (imsdvertently, we
think) portraved as deficient — not underganding their own
religiong — mther than heving, & all people are entitled to
have, complex and coniradictory positions in relaion i cul-
tural ard gpirinesl dhversity.

Given that much of what is written abowt spidteal care &
from conbeds whene w patient and spirihe] carer hone the

same cultorsl linguistic and mligious badkground it is
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appropriate that the litersture does call upon readers to recog-
nise and be sensitive to culberal and religious differences when
they do exdst [n SA though, not wnlguely, but crucally for
our participants, the idea of proecting cultural difersnces hoas
sion [21]. There is a pamdox in this — &8 our participants nobe,
culturally appropriste care s important, but dgid ideas about
inherent difference may problematically reinforce old steeo-
types and not lead to the best care. It ks ety to say in the ab-
steact that in spidhs] care we wish to blow e lead of care
recipients themselves, but in a context in which there is great
arpclety about not wishing to impese 23 or i be culiumdly
inserstve, it may be challenging to deal with pecple whose
expremed peeds violie common asasmptions abowt what
culiturally-based needs are. The wish to be culiurally sensitive
ey, parsdoodcally, make carers in a divided soclety anxiows
arud hestnt to provide what patients want, for fear of appear-
ing culberally irsersifive. This s an e globally [39), but
takes on a particular valence in te South Affican contesd
This, we believe, & a croctal Bse to aldress in e develop-
menit of spirineal care in SA. In this regard, a recent Souwth Af-
rican article abowt Bmiy care in the contesct of intellectual
disahility [40] notes that even when there are obvious csliral
and macal dferences between carers and fwse they care for,
there may be surprising aress of commaorality between fhem.
Good spidteal care recognises and apprecistes & e rences, just
& it honous amdarites, and, crocially, allows care ecpent
themselves to position themsehes in arud incon-
sigtent ways in relation to these sves Finding the right way
to engage in this context i challenging, and, of course, there i
o single and dear right way.

Given resouoe consraints, & firther agpect to e chal-
lenges i the neality that at any one tme, people with vastly
different views and backgrounds will be reciplents of care
in the same hospice. Clur participants recognised that pre-
cisely by wanting to embrace the mamy culiures their pa-
tients represent; hogploss sometimes insdvertently &i to
meet the culiuml needs of all their patlents For example,
ekt patients and famdies that come into hgqpios oome
from hetercsexual marriages or relationships Further, pa-
tients admitted into hospices are generally older and les
likely to be fully exposed to the concepts of same-gex mar-
riages and partnerships, and the many gender related rela-
tiomship permutations that heve recently emerged and are
protected under the Sowth Afdcan constitution. Some pa-
thenis may be offended and upset by being in a small and
confined hospice together with people In sanme-sex relation -
ships, for example, but 4l people are equally entitled to care
and to feing wfe Wher msources are Bw, this equity
ey be difficull to schievein practice.

Similady, allowing patients and their families to en-
gage in cultural practices at the hospice may be a con-
tentows debate. It is easy to declare that all patents
should have equal rights to pactice their cultures at the
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hespice and that the hogpice has the dbligation to offer free-
dom of expression to the patients with culbuelly dvergent
practices. But a5 our partcipant mentoned, in the cae of
"t pationt died, and the ey cane back for the spirkr ...
they want by gaich the spir ", the reality is that most hos-
pices do not heve the lusery of gece o private patient
rooms bo assgn patients of simiar cultures to certaln wings
of the hosplce. The custom of “catding of fe spnr”, which
scconding to radition must take place on the ward where
the patient died, and & an important spidteal riteal, mey
upset ofher patients and Bmdlies, and in Bet they may ex-
perience witnessing the ritual a5 2 viokstion of their own gpir-
itsal rights. Navigating ssch diversity 1s dallenging, st best,
and calls for creative and reality-based solutions.

We do not offer any solutions but we offer these chal-
lenges as topics for further debate, wodshops and fo-
cused discusdons towards the development of a spidieal
care response that embeaces the cultural diversity as well
as the politcs of cultural diversity in SA

These ismues and all others are profoundly affected by
resource cong mints. All the hospices that participated in
this study am non-govemmental organisations (NGOEL
NGO in a South Afrkan context, depend largely on
funding from the public to sustain their wode Fundmising
iz always challenging and & likely to become much maore
&0 i the context of the COVID- 19 pandemdc and its after-
math Wher resources ame condrained, there ik a danger
that there will be a foous, understandably, just on medical
care. The gairs made by the informality of spidteal care
offered in marmy hosploes by wnpald woluntees may be lost
if even the very low costs of ad ministering such a service
and paying expenses like tramsport for voluntees may
come to be sen o wnaffordable.

However, and despite the reality of these challenges,
participants felt that the cash wesus cae argument
should not lesd to nihilism but to possible methinking of
how care can be best and most efficently delivemd This
represents a meal dallenge for the futuee.

Conclusion

It emerged quite cleady from this study that rendedng spirit-
wal care services within a diverse palliative care setfing, such
a5 the Western Cape, SA, was both esential and challenging,
Huspice staff need to be in possesdon of a brosd mnge of
critical skills, knowledge and expertise in order to provide
quality spidtial care services againg the badadrop of deeply
enrenched extemal constraints asch a5 racial prejudices, re-
ligioss difference, and socksl and colturl segregation. The
highly individuslised ranre of pinnesl care serices, the di-
verse population, and individieal hospices” physical and hu-
man resource  consrainits  added additional lewels of
complexty to spidteal care and pallisthe care If spidtusl
care 15 o hove its rightful dace in pallistive care globally,
these are s which need to be bome in mind.
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Appendix

Table 2 Guiding questions for sembstructused fous gaoup
sy s

Poskibning spivinal mve serees os offered by the hospices in the Weesiern
Cape

1. Whatis your undestandng of $he South Arican Matomal Palicy
Framewark and Smateqgy on Palistve Cane DN 7=005 NAFEAOT

I How does the NFFSRC influence service delivery atyour haspice?
31 Doesyow hospee ofer sprinl cee serices?
4 Descabe the awre of the pritwl e imewemon povded by

WO NN R Ron.

5 Whathas the benefit been o the patenitfamily afier reosiving
spiritud cane imersemon

The ok of piviual mve within a hospeein o diveme S0 onhee

& Descnbe the mie of spntud care as one af the four pllas of
palatwe ae witin your hospiee

7. Howwoud you desmbe the rae of the sprinud e wokers
within the inter-Dscplinasy Tevm J0T) or Muls-Disapiinary Team
DT = your haspice?

& Gnen the mnge of dversity of 54, how would you sy this offecs
the thinkeng of spiritual care delivesy within your hapice?

Shils and tining neerds of a spddtual moe wonker iowands the

development of @ spintual cae foining oumioalum

9 Wihatsols are needed 0 proside prtud ce senices?

10 Wihat resouces ane nesded 0 prodde spriu cane serices]

1. Are your spnwd care waokers Taned in sonael aed

12 Wihatwould you consider 1o be the cumouium nesds of prinual
care workers?

13 Whatwould you consider 1 be the cumoulem content of 2
spiritudl care Faning pogamme witin a hogpoe palatve e
setting in SAT

AbbrawiaBon s
FDs ook groupn deasssione, IDT. inger-Dizdplnany Teamg, NED: Mon-
govermmenl cnganisation; SA Souh Affica

Ao TR EEs
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phaes In e Westem Cape, Sowth Afim, for Selr mea ningful participation,
dedication and pession for spral cre and pallave cane.

Aarthors” ool Sons

FM w3 miajor conribunor fo the design and wilding of e aricie. LS
conmianed wo the wiisng and editng of fe aice. Soth auorns read and
approwed thefiral manssip.

[Fumi
The i uerbenger Foundation Fund prodided funding for $he: saudy, and
played no fusher e In the design, dam collection or witing of e amide.

Avalability of data and mamrisk
Thie damises wwed ancior aralysad during she cument saudy ane availbie
from fhe momesponding author on reasonable RequesT

Ethics approval and consent to
Eshical appowal wes obmined fom Selienihcech Uriversiny (1 087) s veell
Az Hoephor Palllagve: Cane Senoc Som (HPCA) (00190 WIninen C0nant Ve
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6.2 Chapter summary

This article presented a deeper understanding of what the current spiritual care practices are at
hospices in the Western Cape, South Africa, and more crucially, how a multitude of diversities
such as cultural diversity, linguistic diversity, racial diversity, religious diversity, and socio-
economic diversity impact the hospices’ preparedness to provide spiritual care services, or not,
within a milieu of such diversities. In Chapter Seven I present Article 3 which focusses on a
case study of how spiritual care is practised at an established hospice in Cape Town — SLCH —
where the spiritual care workers, considered as insider experts of spiritual care practice,

navigate the complexities of diversity.
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CHAPTER SEVEN

Article 3

“I am dying a slow death of White guilt”: Spiritual carers in a South African hospice navigate

issues of cultural diversity.

— Culture, Medicine, and Psychiatry —

7.1 Introducing Article 3

This article has a similar theme to the previous two papers, as this paper explores spiritual care
service provision within the context of diversity at a hospice — SLCH — in Cape Town, SA.
Chapter Five presented, on a national level, what spiritual care services are on offer at hospices
proving palliative care and how these services are prioritised given the diversities SA
represents. In Chapter Six I focused regionally, and within the Western Cape Province in
particular, to explore how hospices navigate the many issues of diversity in their provision of

spiritual care services.

The participants of this study, as presented in this chapter, shared their experiences as spiritual
care workers, often referred to as insider experts, offering spiritual care services within a

diverse terminally ill patient population registered as patients of SLCH.
This article was published in the journal, Culture, Medicine, and Psychiatry, as follows:

Mahilall, R., Swartz, L. ‘I am Dying a Slow Death of White Guilt’: Spiritual Carers in
a South African Hospice Navigate Issues of Race and Cultural Diversity. Cult Med
Psychiatry (2021). https://doi.org/10.1007/s11013-021-09750-5
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ORIGINAL PAPER

‘T am Dying a Slow Death of White Guilt’: Spiritual
Carers in a South African Hospice Navigate Issues
of Race and Cultural Diversity

Ronita Mahilall' ")+ Ledie Swartz" (7
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Abstract Coliurally appropriste spiriteal care & inceasingly recognizsed as a ouo-
cal component of spirtual cae. As part of a larger sdy, we wene interested in
cultural and racial isswes a5 experiencod by spirtual caers in a hospice in Cape
Town, South Africa We conducted one-on-one interviews and foous groop dis-
cussions with a cohont of spiriesl care workers, who, being volunteers and
melatively privilkeged Souwth Africans, discussed teir sensitivity to culinral isnes,
but also mentoned a host of political, racial and identity sswes which profound]y
affect their work, The data suggest that the concept of coliurally appropriate care
st be understond and acted on conexiually. We note that the work of ransfor-
mation of care cannot be separsted from broader questions of social inequality and
change.

Eeywords Hospice spirieal care - Cultwral diversity - South Africa -
Aparteeid - Colonialism - Face

Introduction

Emerging from centuries of colontalism and fragmentation which undempinmed the
apanheid era, the post-apartweid democratic adminisration was tasked with
addreszing the disempowerment and weakemned health care gystem in Sowth A frica
{SA) (Coovadia ef al. 2009 De la Porie 2006). Twenty-seven years on, there has
been a notable lack of progress in addessing health care inequalities. The current
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global pandemic—S ARS-CoV-2 adenovines, that causes the OOVID- 19 dizease—
heas furdher accentusted the interplay between inheried and aoguired wvalnerabiities
and how one's positionality on the uneven playing field of ifein SA plays out in the
quality of health care received {Baldwin-Ragaven 2020). The people of SA are still
divided along culiural, racial, and linguistic lines, and SA remains one of the most

if not the miost unegual, societies in the world (Francis and Webster 2019,
Jansen and Walters 20200,

There is a substantive body of work in the global South, and in SA in particular,
ihat explores the issue of culitural diversity in health care setfings and the impact on
cane gutcomes (Chandramohan and Bhagwan 3016, Maithe ws and Yan Wyk 2018;
Swanz 1991). Palliative care has very recently obmined recognition in SA, taking its
rightful place on the continuum of health care plaform (Republic of South Africa
2017). Spiritual care interventions, within e overarching hospice end-of-life care
service, seek to support the patient with their “iotal pain” (Saunders 3006), and
pallistive care policies recognise that a eminal diagnosis affecs a patient
physcally, psychologically, spiriually and emotionally. Spiriteal care also recog-
nizes that patent with eminal illnesses approach their sibcation in the context of
iheir cultural, religious and racial beliefs and experiences, whether explicidy or
implicitly (Mtembu, Wegner, and Foman 2016). The isuwe of he need for
senzitivity regarding culiwre, religion and efhnicity in palliative care interventions
are cwrently gaining impes in the global Nornth as a specialized amea (Cain, et al.
018 Contiz, 2019: Elk, of al M2 Given 5A's history and divided society,
however, issues of cultural and spiritusl diversity, and race and racism, have long
been core concems in the development of health care interventions, including
palliative care interventions (Baldwin-Ragaven, London, and De Gruchy 1999; De
Beer and Chipps 2014, Drenth ot al. 2018; Swartz 1983, 1998, Mahilall and Swartz
02 1a).

The question of how health care workers in SA navigaie and deal with izswes of
racial, cultwral, Enguistic, religious and spiritual diversity has been studied in a
number of areas, incloding Homan Immunedeficiency Vims ({HIW) care (Potros
et al. 2006); paediatric asthma (Levin 2005); diabetes care (Bosire et al. 30200,
emergency services (Penn, Wakemewer, and Matrass 2017 obstewric came
(Lappeman and Swartz 30190 and mental health care (Swanz e al 2019
Higtorically, in SA, questions regarding the provison of culwrally appropriste care
have been bound wp with questons of race, racism and racial oppression (Swartz
1986, 1987), not least because a key way in which discriminstory practices wene
justified ideclogically was with the claim that different services weme neoessary out
of respect for cultural difference (Swanz 19835, 1991, 1996). Savice providers
working in 5A have at times felt caunght between the wish to provide colturally
appropriste care and the fear that providing different services to different people
may appear discriminairy (Swanz 1985).

There ane numernnus problems in the use of Eminolegy amound race, culiture and
ethnicity in 5A. A mecent volume fooussing on this quegion (Jamsen and Waliers
2020) noies that in SA, there is considerable slippage acoss ems, and an added
problem is that terme which have in the past been wed for purpses of macial and
class oppression can also be avoded, with terne like “culiure” being used
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cuphemistically for crude and unscientific divisions of people, often quite
arbitrarily, for purposes of oppression. The is a long and contegted history of racial
and other labelling in SA (Dubow 1995), and dwere is wot the space in this anticle to
unpack all of the Esues For the purposes of our argument, though, it is important to
acknowledge the complexity of labelling, and how often there is terminological
slippage.

Palliative care a5 a field i less developed in S A and other parts of Africa than are
ofwer fields of care (Count and Olivier 2020). The awtwrs of & recent eview on
integrating palliative care into health sysems in Africa have as their first
recommendation {what they describe as “top tips') the following:

Make the patient central .. by providing responsive came and investigating the
PC {pallistive care) noeds of patients, as well a8 what type of care is culturally
appropriste and desired. (Court and Olivier 2020:14)

Given South Africa’s racial history (and, indeed, muoch of $e colonial past on the
African continent as a whole), it is inieresing that in policy recommendations like
this tere is no troubling of te term “culturally appropriste”, and that it is
implicitly assumed that what is “culturally appropriate” nuost also be “desired”.
Discursively, the history of the use of “cultursl appropriseness" s 8 smokescreen
for racial oppression and exclosion which we have shown ebewhere to be a feature
of South African dizcourse (Swanz 1985, 1986, 1987) and iz pant of broader
oolonial hisory in Africa and elsewhere (Moshabels et al. 20016, Swanz2019), is
effaced in this usage.

Given these concems, in this arficle, we explore the views of, and dilemmas
faced by, spiritusl care providers af a hospice in Cape Town, SA, in an attempt to
provide what iz termed culturally appropriste spiribesl care. We demonstrate that
concems about race and racism trouble the idea of “culturally appropriaie care™ in
the coniext of contemporary South African realities.

Mlethod

5t Luke's Combined Hospices (3LCH), a leading hospice organisation in Cape
Town, SA, offers 2 comprehensive palliative care service across a range of physical
lpcations, and in patients” homes in the community. At SLOCH, the spiritusl care
sorvices are offered predominantly by volunteers, with three being paid staff of
whom two are part-time employess Spiritual care services ane offered by very few
organizations in 3A, with SLCH having one of the largest cohorts of spiritual care
workers in 5A (Mahilall and Swanz, 2021h).

SLOCH currendy has 23 registered spiritual care workers, of whom 13 are actively
providing spiritusl care services. The eight inactive spiritual care workers cited
advanced age and personsl llness as the main reasons why they have sgnificantly
limited their work at SLOCH, resulting in their inactive statos. We approached all
active spiriteal care workers to panticipate in our sudy, which foms pant of a larger
national invesigation into spiritoal care kswes in palliative care in SA.
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Ethical approval for the siudy was obtained from the [anonymised for peer
review] University {10,237), Hospice Palliative Care Association (HPFCA) (02/19),
ad SLOCH itself HPCA is a nafional sssociation which has 104 member
organizations affilisted to it (Drenth, et al. 2018), with SLOCH as one of those
member organizations. Nine active spiritual care workers volunieerad to be part of
thiz study. The other six active spiritusl care workers did not offer a reazon for non-
participation.

Thiz was a qualiltive sudy using one-on-one interviews and foous group
discussions (FGD) from a st of semi-srochied questions (see Appendix 1)
Table | provides biographical data on the nine panticipants. Face-in-face interviews
and FGD were not possible due to lockdown regulations in light of the COVID-19
pandemic. Consequendy, inerviews wene conducted via virieal means such &
Zoom and Skype. The inerviews were recorded, ranscribed, coded and analysed
e matically.

Findings

Through one-on-one interviews and FGD with a cohont of spiriual cae workers
from SLOH, Cape Town, 5A, the panticipants shared the ir experiences of navigating
cultural diversities in their provision of spiritual care srvices to terminally il
patients. Thiz sudy identified three prevalent themes, which are listed below and
will be discussed in tom:

1. The complexity of race and culiure.
2. Culwre and superstitions—the (racial) “elephant in fe room'.
3. Organizstional cultore and constraints to culiural expression.

The Complexty of Bace and Culiure

The panticipants unanimousdy agreed fat coliral sensitivities are central to deir
spiriteal care work. To navigae culteral sensitivities, the participants cited having a
basic knowladge and understanding of the different cultres, religions and practices
in SA a= being crucial. Paticipant 8 explainad:

You should never meet a patient or family with your own preconceived ideas
just basad on where they live, teir sumame, heir profession. . becanse post-
apantheid there are now mixed marriages freadom of residency, more open
acoess to jobs and education. Because we have this great historic diversity you
must first sk a few questions; get to know where the patient and family are at;
unaderstand what is important to them; what deirbelief sysems are before you
arrive at a spiritual care plan. {Panticipant &)

Participant & said that in some traditions, displaying affection in public, especially

between spouses, is forbidden. Bearing thiz in mind, be had to weigh the burden of

cultural sensifivities against what the distraught hushand was feeling and what the
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dying wife was yeaming for, by giving the hoshand cultural permizsion to show
affection i his wifie

That iz 20 inhuman to not i be ahle o express your ove and affection to
somesne who is dying who happens to be your wife... Thappened to be sitting
at reception with 2 hushand that was sitting on a chair and hizs wife was lying
o the bed, so T askod the man how are you feeling? And he said, T am acieally
crying inside. T asked him if his wife knows that you are crying inside, he said
o [don't kwow, 50 T said would you want to sit on the bed with your wife and
he looked af me a5 f there was spmething wrong with me. T pot him on the
bed, and he zat on e bed and T said to him, wouldn't you like i pot your am
arpumnd your wifie? And again, e looled at me as if Twas crazy. The minuwie he
put hiz am around hiz wife, his wife gave me auch a look as if she won the
jackpot or something, that was all she was waiting for. For me that was sucha
worthwhile experience. (Participant 6)

Participant 5 dizcussed a zimilar case stody that focussed on racial sensitivities

which zaw her give the son of a dying mother cultural permission by modelling for

him deat towching hiz mother was acoepable:

I think they were Fish Hoek (a predominantly middle to wpper-middle class
largely White suburb in the Western Cape, 5A) ordinary, pale people (White
people) but he (the son) didn't know what to do as she (the mother) was
slipping away, and so I stroked her and resssured her, and I actuslly took his
hand and said “it's ok’. 5o sometimes non-verbals help you to go where wards
can't go and I think in the subject of touch, you are towching somebody' s
apul. . you have to be so in tomwe with yourself and in wne with them becase
you ame towching their soul. {Panticipant 5)
Participants recognised that $ere are different layers to culiure that are at play in the
thempeutic  relationship. How #w pamicipants navigated their own cuoliral
encapsulation and e lkevel to which they were ahle to separate themselves
culturally, from the theapentic relationship determined the quality of that
relationship as Participant 3 put it:

I think you have to be finely toned into yoursel ... T mean as a leafy middle-
class White woman I have i deal with my own privilege, my own guilt by
virtue of my birth... I think again it's sensitivity and fe capacity i relate to
someone and you're not projecting your own suff... T have ssmetimes seen
people (colleagues) go...fall over backwards trying to make uwp for having
lived aprivileged ife...s0it"s like being centred and being led by the patient's
need at the time. (Participant 3)

Participant 3 went o to personify her guilt a5 a “leafy middle-class White woman'
a5 an eidefic manifedation of a potential terminal disease that may show wp in her
fwiure, something we come back to in the discussion:

T will mot be sumprised if T develop cancer of the chest or the heant becanse of
the guilt I carry of being a privileged, hierarchical Whitke. T have to constantly
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re-centre myself to know that dwe patient & the apex becanse 1 am more
vulnerable than a terminal, actively dying patient... Tam dying a slow death of
White guilt. .thiz work T do brings me some peace as 1 unburden myself
through my work. (Panticipant 3)
With racial differences come linguistic divides. The participants funther recognized
the multiple languages that exist in SA that are proected by the South African
Constitution, and the impontance of speaking in & language the patient is familiar
with even if that meant having to refer a patient to another spiriteal care oolleague
whe speaks the same language as the patient. Az Participant 5 lamented:

T knwow theat thee oo thing thet T really can't fiorgive noyself for often is we have

=0 many Black people who come and I don't speak Xhosa (the first language

of many SLOH clients). Thankfully I've got massage {therapy) I can fall back

on untl my Xhosa speaking colleague comes but T still feel that's not good

enough that a patient must wait, especially a dying patent {Panticipant 3)
Racial tolerance and acceptance of racial difference was identified as a key abtribute
for an effective spiriteal care worker, especially working within a diverse 5A
context. Participant 4 exemplifies fhis funther:

T have noticed that the main African belief is in ancestry and spirituality. If you
talk about spirituslity to them (Black patient and family), they will receive you
plentifully. And there are centain words which you must not use with Africans.
Forexample, you never tell a person you are going to de. Don't use tat word
“die’. That word alone & a @hoo word. Yoo have to wse something else instead
like, ., the ancestral spiritshave come o show you the way'. Even afier a patient
has passed on. .. weane dealing with a lot of people from the Esstern Cape. _ the
ey {oorpee ) has i be transporied to the Esstern Cape.. There nust be some body
to “talk to that body' while it & being transported from the current house to the
ancestral house in the Eastemn Cape. (Participant 4)
Participants recognised that being conscious and aware of such diversities could
poientially guide what a spiritual care approach and intervention regime could look
like. Participants noted that when facing end-of -life patients’ cultural, religious and
racial diversity issues tended i hald significantly less value and prominence for
ithem. Being acuely aware and conscious of being culurally sensitive sometimes
posed a challenge for the panticipants on how to respond to patients who had
“abandonad” their culture towards the end of life. Paticipant 6 explains:
. the interfaith marriages and the polygamous marfiages. . for example when
you find someone terminally i1 and all of a sudden you have another family
pitching wp...and instead of dealing with the palliating patient and the family,
you've goi to deal with a second wife or girfriend becanse of the Islamic
culiure of polygamy. Sometimes in spite of the fact that the person was born
Muslim fhere was an interfaith marriage, and at the time of dying then they
want & mevent back (to religion of hinth) _all deir clashes and conflicts
concerning how the person can retire from his Muslim tradition arize. You
need a broader understanding about why people do certain things Death is a
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great leveller and it's one's presence that is important, but you have to be
sensitive to what that person needs or wants, and in that why my background
in psychology and religion helps me with this kind of work (spirimal cane
work]). (Panticipant 6)

Culture and Superstiton—The (Racial) ‘Elephant in the Boom"

Two panticipants raized the ksue of what fey termed “superstition” as an isoe in
spirieal care. They distinguished between “good superstiion’ that is helpful in
understanding cultural beliefs and practices, and superstitions that they described as
bad" and which may evoke fear. Panticipant & had this i say on the role superstition
plays in culiwre, likening it to what he termed the “elophant in the room” that & not
often openly addressed or discussed:

...there are Bswes reganding religion or faith but also separated from beliefs
which are perhaps irratonal but carried on fwough tradition, like climbing the
mountain to find saints, and the family would want to visit the shrine in the
mountsing. I think one has to differentiate between these practices and pure
superstition. An experienced counsellor from the same background would
know the diffierence bebween what is religion, what is culture, what is custom,
what k& supersition and while the family or the patient indulges in
superaition, & a counsellor one has to be non-judgmenta] and just go along
with it. {Panticipant &)

Panticipant 4, by contrast, regards what others may em “superstiion” as central in

the lives of people who speak Xhosa and Zulu {a cognate indigenous langueage ), but

in danger of being Jost or damaged in te coniext of the COVID-19 pandemic:

o With Xhosa and Zolo in connection with spiriteality, it is a strong thing to
them, and the y believe in spiriuality fully and they like to observe and follow
what their thoughts are about spiritmlity so they can't be separated from that
(zuperstition) and they will mix it with cultura] gings and do cultural things.
Bocase they believe if they do not follow what they have heand by or told by
a seer or swigowna (raditional healer) about but instead just happen o a
particular person, more wrong things can happen i a person. That & why they
&0 strongly believe in that (superstitions) and if somebody also says T dream
about my father who has passed on and told me to do this and that and i T
ignone that cenain bad things will happen. The strong feeling about
spirituality and superstition in African people does exist. Except not since
wie have thiz O0VID-19 pandemic we are having; things are not going right as
they usad bodo, and you'll find that they are complaining becanse they fear of
losing thet thread of spiriuality dat they wsad to @k with the people that have
passed on. This is another thing that is happening, and people ame not happy
about it (Participant 4)

South African indigenous belief systems depend heavily on the role of ancestors in

naintaining health in a balanced spiritual ecology (Swartz 1991). Participant 4

noied thet patent will go to great lengths to consult with and act acconding to the
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wishes of the ancestors, sometimes in hope of reversing a terminal diagnosis, and

always in trying to prepare an appropriate burial process. Panticipant 4 explains:
I listened yesterday or the day before shout the nurse that passed away...and
the family was not happy ahout the way they burials took place becanse they
didn"t go acoonding to their culiural tradition to @ik i the spirit of that body,
and they were not happy. It & not just the family, many peosple are naot happy
about this COVID-19. Before they wed to know what to do when they ane
going i bury somecne, they need to talk i the spirit of that paricular person
aned oo thee y wene noi givven the chance bo do that. This is another angle which
a new thing which we are looking ane, we ae ot sure how far it will go, will
they oo back and do which they used to do oot of fear or will they change their
practices because of the pandemic. Tt is a big quesion mark, but spiritually,
African people strongly believe in it and they have to do it so they know dat
they are at peace with those who have passed on. (Participant 4)

Organizational Culivre and Constraimts to Cultural Expresdon

Though isues of coliure, as commonly wnderstood, may refer to beliefs held by
people from different backgrounds, participants also discussed their work in relation
i the culiwre of SLCH a8 an organdsation.

Participant expressed concem thet there is an expectation of the interdisci-
plinary” team to separaie hospice came services slong the distinet four pillars of
palliative care, shaped largely by Westem influence, and expressed dhat while iz
may be a good model on paper, in practice thizs was somefimes challenging to
achieve. Participant 5 explained:

o..my cousin died on the ward, X (name of spiritual care worker) had a good

relationship with my niece, and it was a fantsstic moment, and it was

incredibly important. She was then refermed to bereavement (counselling
service) but sometimes dhat only happens six weeks later, and she needed
some holding and T tried to get something going but T didn't want to push too
much, it was X that my niece really needed to speak to. There is a Jot of
variation, and wedon't connect with everyone on the ward, we can't follow up
with everybody bocause fwey say there's a professional service but {we must
remember that there is) ako a human-needs service. (Participant 3)

There ane quedions here about de range of work of spiritual carers, and how they fit
into e larger pattern of cane.

Given respwros constraints, almost all of the spiritusl care work done for SLCH iz
done on an unpaid, voluntary basiz. The organization does not have the funding to
support culturally expressive activities as pant of spiritual care. Panicipant 3, for
example, expressed the need i have assistive tools available o suppont spiriiual
came:

! The i mterine ipli meary e ag SLCH comesiees of o cimicn pallistive core seff sach 05 o medical mome
dotor, social wosker, spirimal cone wosker and bemavement care worker
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...hzaring is the last facility that goes (in the dying stages) and dat is
something we haven't got on the ward, and T noticed there was one patient
who had gosgpe] music playing from her cell phone and T thought, wouldn't it
be fantsstic to have & music gystem where she could play her music from. 1
woild want music. .. It is a gap. (Participant 5)

Orverall, participants believed that becawse of ie voluntary namre and becasse of
bck of mesouwrces, spiriieal care, though ovenly strongly supporied by the
organization, did not have as fimn & position in dw organisation as did other
aspects of care.

DMscwssion

In owr interaction with participants, we gained the impression of a strong
commitment of the spiriteal carers o respect racial culural, spiritual, and religioos
diversity — this was clear twoughouwt But tere was ako an acwte awareness of ithe
complexity of the issue of culture in spiria] cane work at SLCH in Cape Town, SA.
All panticipants wished to enact respect for cultural, racial, and eligious diversities
{Bhagwan 3017, Cain et al 2018; Ek et al. 2020; Swariz 1991) bot dwe enactment
of that senzifivity was more franght.

Participant 5"z reference to “Fish Hoek ordinary, pale people” and Panticipant 3's
description of herself as a "leafy middle class White woman® together 1] a story
about the context of the atempt i provide coliurally appropriste pallistive care in
the contemporary SA context. As in other settler societies, but probably to a greater
degree than others, given the panticularities of apartheid a5 a formalized system of
racial domination, SA has a history of the denigration and dissvowal of indigenous
spiritual practices as primitive, damaging, and even evil (Wallace 2015). Even prior
o the formal end of aparteid mle, there was recognition of the damage caused by
such stigmatizing typification of indigenous spirit] practices (Bihrmann 1984,
Swantz 1985). Indigenous spiriteal beliefs ae formally recognised and valorised in
contemporary SA, to the extent of formal recognition of traditionsl healing a5 pant
of a suite of health services acoessad by South Africans (Moshabela e al. 2016; van
Nigkerk 2012). But the legacy of suspicion and disavowal remain, within 2 broader
social context in which here is widespread dissatisfaction with what is viewed as
continged White dominance in many asess of poblic life, and especially in the
econonty | Aboobaler 3019 and in education (Cini 2019), as well as in health care
{(Swartz et al. 2016)

In writings about the continuing spatial inequality in 5A, a common trope is that
which contrasts “leafy suhurhs' (formerly White ameas, some of which remain
predominantly Whike, especially in Cape Town) and “dusty streets’ (referring to
impoverizhed, almos exclusively Black areasz) (Baines AW3: Paker 2016)
Similarly, the use of the word “pale’ in “ordinary pale people’, as Participant §
puts it has a colwral resonance in contemporary SA. For example, 3 White
journalist well known for his and-apartheid writings tided his memaoir Pale Merive
(Du Preez 2011), ad Whie men are commonly refemed to a2 “pale males’,
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especially during talk about the incompleteness of economic and social ransfor-
mation (Morell 2002 Wesson and do Plessic 2008). S0, when panticipant refer to
‘pale people” and their own status as leafy’, they are signalling a recognition of,
and discomfort with, their own continuing privilege. Despile the commitment to
providing culturally appropriaie spiriteal care, this awareness of privilege may
signal a view that, by vinue of their Whikness, panticipants may feel uneqgual to
providing the best, most culinrally appropriate care. This isue is even moe strongly
addressed by Panticipant 3's comment, ‘T am dying a slow death of White guilt”. Her
e of a metaphor of death is of course especially striking in e context of a
discussion abot providing care for dying people. The metsphor conveys a sense of
concem both aboui her own vulnerahility {and the possbility of mor@liy for her,
something which she says she does not fear), but also, cncially, ahoot what she iz
and is not able to offer o a wide range of patients, given her own social positioning
and her discomfiont with it.

These ismues play out againg the background of the history and culture of SLCH
itself, embeddad and entwined as fwese are inthe broader higory of SA. SLCH was
founded during the apantheid era, in 1980, and historically served 2 White clientele.
It & currently a diverse organisation, and the first stalement in the value proposition
of the organisation reads, “We commil ourselves to professional, loyal, honest,
responsible and respectful conduct that engenders tmst and values diversity”
(httpe Vethuke shospice. oo zafabout), putting the issue of valuing divessity at the top
of the list of SLCH values Buot the use by Panticipant 5 of the word “ordinary” as a
prefix i the use of “pale people” €1k its own culiural stary. In this use of *ondinary”
i the implicit signalling that historically, and possibly still today, Whiteness was
what was seen as unmarked and nomative in the provision of cae by SLOH.
Though the organizstion may have officially changed, s Participant 5 implies that
part of whet it is doing may be invalved in the reproduction of Whike colwral values
and Whiteness itself through its work. There seems to be little question about
Participant 5's discomfort with thiz, and her frankness is tobe applanded, but she is
raising & broader guestion of the cultural and implicit racial positioning and role of
the organisation as a whole, especially in a fractured society. Is, then, spiriteal care
&= offered by SLOCH, however sensitively offered and helpful o many, also
inevitably, partially an enactment of Whiteness?

Thiz s a complex question which we cannot fully anewer, but pant of he answer
lies in the reality of dwe spiritual cane service as provided by volunieers. Participants
believe dat their volntesr stams contributes to them being side-lined, and to an
extent invisible, to the broader workings of the SLCH services. But it is not by
chance that in a country in which White people are in a minority, most of the
spiriteal carers are White, and very few are what in South African temms are called
‘Black African’. Epidemiologically, “race’ remains a predictor of poor health in S A
(Day and Gray 2017), with Black African South Africans az a group facing greater
health challenges, and greater likelihood of having posrer access i care of fered in
their own language, especially in fwe Western Cape Province (Swantz et al. 2016,
Denmert 20100

Bocarse White South Africans on average cam more tan Sowth Africans of
colour, they may have mone resouroes to be ahle to volunieer their time for spiriteal
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cane work; hence the over-representation of White spiritusl carers at SLCH. This
volunteering is landable, helpful, and crucial to the work of SLOH. It may also,
through no fault of the spirtea] carers or other individuals, reprodoce the chamacter
of SLOH & the services it offers, & colurally "“White', despite all effonis st
ransformation. Ultimakely, this is a resource issue—SLCH is unable to fundraise
sufficiently to have as diverse a cadre of spiritual care providers as the organization,
and, indeed, the spiritusl carers themselves, may view as ideal Thizs hck of
resources, though, may contribute to an ongoing degree of cultural encapsulation for
e g A sati o

In this regard, it iz interesting that fe only two participants to dizouss e issoe of
‘superstition” in relation o cultural beliefs were people of colour. Tt may well be that
the use of what to some may be viewed as a pejorative description of culiural
beliefs, a description linked to a history of coonial subjugation (Frosh 2013), could
not be articulated by White participans wishing to avoid any possibiity of
appearing racist (Swartz 1985). it may be that the participants of colour in the group
were less concemed about this poiential appellation.

Scholars writing about ace and coliwre in relation to spiriteal cane in the T5A
sugpest that by heing immersed in a different culivre from one's own may allow for
culiural awareness, understanding and tolerance (Elk e al. 2020). While thiz is a
right step forward, our dats suggest that there are added layers which nead to be
considered, cenainly in SA, bt probably more broadly. A tolerance model, wsefl
though it is, may overlook the possibility embedded in the provizsion of cross-racial
cane, that there may well be Bsuwes of guilt, which may affect care (Swantz 2007).
These issues may be difficult to talk about, bot defindtely bear discussion, Cuntis,
et al. {2019 make a call for ‘culiwral safety’ for the purpose of achieving health
equity and cultural olemance. We suppont such an assertion. Spirineal care workers,
and all health care workers for that matter in 34, should be empowerad to waork
through their own prejudices, anger, and guilt to be able to accept fweir positoning
in the apanheid era, and to be supported to negotiste new positions as the post-
apantheid landscape mkes shape. This working through, though, is ot just a
question of individusl commitment and personal will to provide the best and the
most conext-sensitive care, something we saw clesrly in ouwr partcipants'
mesponses It iz ako an izsmwe to be considened af the organisationsl and political
kevel, a level over which the spiritual carers hemselves, a5 individuals have no
oot

In thiz regard, it iz impontant to emember hat howgh colivre within the comtext
of spiritual care is commonly understond as people's individual sense of spirital
beliefs and practices, the crganisational culture within which the spiritual care
service is posiioned iz alzo important to consider. Panticipants mentioned dweir
positionality a5 playing a decizive mle in how they undertake their spiritual care
work. The panticipants" beliefs about patient centeredness apparently did not always
align smonthly with crganizational imperatives. The or ganization has the added real
burden of ensuring it financial viability, which made the participant sometimes
feel that they were not tsken sevioudy by management; hence “the gap’, =
mentioned by one participant. There appeared i be a feeling that people in
management soem o be intenested only in messurable outcomes that they can take
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v funders, or that people in management are not really aware of the valoe of
spiritual care work. The spiritusl carers seemad to believe that their voices wene not
always taken seripusly by management; and this may have something to do with
their largely volonteer stams. This perception of a lack of fit is probably inevitable,
given mesouroe comstraints and demands, bot what they have to say has impontant
implications for he organisation and how it delivers cane.

Conclusion: Unpacking Whiteness

Spiritual care is a highly valued service offered as part of a bouquet of services
under the umbrells of pallistive care st SLOH. SLOH has one of the largest cohorts
of spiriteal care workers in SA offering services to a multiculiural, multilingual and
nmltiracial terminally il patient population in the greater precinct of Cape Town,
S4. From ofher dats we have collected in our ressarch, and from oor discossions
with the spiritual carers, we do not douht that care at the individual level is being
offered with a high degree of competence and with very good intention. But his
admitiedly very small study rakes broader, and more complex, questions absout the
enactment of whiteness in the welfare secior in contemporary SA and elsewhere. As
Gregory (221) has noed in melation to secial work in the TSA, the mle of
whiteness a5 akey factor strocturing the provision of care services has tended to be
overlooked historically, but is very impontant not least because models of charity are
inextricably intertwined with relationships of power and dominaton. In this regand,
it iz mot frrelevant dat central to the history of camre services in SA (including
palliative care services) was the establishment of social work a5 a profession
calering in the first instance not o the population as a whale but to dealing with
what in the 1930k and subsequently was refered i as the “poor white™ problem
(Willoughby-Herard 2007). In her work on contemporary whiteness in SA, Steyn
(2001) notes the impontance of idess of mastery and control i South African
whieness; and it may be argwed that the care infrasroctune in SA, transfomation
notw ithstanding, may reproduce domination, with charity and cane, however well-
intentioned, a5 pant of an amamentariom of control

Given these realities, what becomes difficult analytically is allowing for a
bifurcated view of the transformation of cae. On the one hand, it is important to
recognize, value and expand the benefits of well-intentioned work which iz helpful
iv individuals in distress. On the other hand, the more challenging work of
ransformation requires & eoognition of fe patems of social reproduction of
inequality which may be furthered precisely by well-intentioned work which & of
individual benefit. We believe that spiritusl came is important in pallistive cane in
SA, as elsewhere, as is shown in much of the lieranre. What & more discomforting
E the question of having to engage with questions shout spiribesl care as
reproducing broader inequalities while at fwe same time doing good by and for
individuals. This kind of dilemma can be seen sz embodied in the words of our
participants working in & panticular organisational context As with many, if not all
organizations in SA, the work of ransformation of cane to be fully appropriate i the
SA culiwral coniext is something we believe our participants are committed to, but
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the work of change is not vet complete. Tt has become something of a cliche to nefer
in South Africa’s transition i democracy a5 unfinished, with continwing ineqguality
being a key feature of Sowth African life (Schotte, Zirramia, and Leibbrandt 2018}
This iz reflected inunequal health and care systems, as iz well establishod (Conradie
J018E; Omotoso and Koch J018). What iz less explomed is how even services which
ame offered free of charge and with the best of intentions may meprodwoe inequeality.
As we have suggested in this anticle, the guestion of “culivral appropristensss™ of
cane is far from newtral and is embedded in specific and global power nelationships
and their higories. In SA, technically, a non-racial democracy now for owver
25 years, isswes at the inesection betweoen racial oppression and the discowse of
culiurally appropriate cane (something we discussed in thizs journal almost 40 years
ago— Swanz 1985 —memaing of conozm.

Appendix 1: Guiding Cuestions for Semi-stroctured Interviews

Uriginal questons

F-Describe your spirimal e
wnrk amd s ol car wolk in

pememl

Gl thewe o disonction berereen
i om oumd sl mimal ity
H-What role does your mligioss

faih play im powr spiriml cane
wori

1. Teell me akbomt boer yom became a spidomal cone wosier?

2 Tell me aboot why you become o spinoal cons wosier?

3. Share with me some of de bghlights of yoor work in
spirmmal cawe

4 Con you cite some examples io illesmee thoes

highlighes?

& Share with me some of ge dfficaltes of your wark i
spirmmal cawe

& Con yom cite some examples o illeenge those

difficultesT

T. How did you mitigate shome difficultes ond chall smgesT

& Wha womld yom oo der to be your tmining needs as o
spirimal car woris?

9. What womld your shomghes be in prodessiona lidng
spirim] cae¥
10 Horw wromld you envisage dhs bappend ng

11. Hore wromld you desenbe yoor wosk o5 o spinmmal care
worier o SLOHT

12 Conld you pestaps shore your sxperiences of how yon

emgaped with patients o o spirmml e worker?

13 Wihat is your enderstanding of spiviomal] cane

14. For yom is there a distincton beween spiria by and
ehigion?

15, Whas mie does your reli gions feic play, of any, in your
del ivery of spirims] e sarvices?
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Cornllaprsd It Srvie s Qe s0ons Origimal quoestions
FWhat is e spi v msal care 16 What is the framework withdn which you provide
framewror you mee spirimal care intervenson T
JHTHT amed 5 i sl cre: services 1T. Con you descrbe your enderstanding of de IDFT as
ELCHT

15 Whet roke does spirime] com ploy widdn de TDTY

19. Hoer wromld yo deseribe your wosk o5 o spinmal cane
woriner widdn e [DTT

. Hioer wroal d you des oribe: your work wighin dhe: spirioal
care eam & SLOHT

21. ko yom el dhas bonving spirimal case workers woritng
o SLCH brings bt positive chosge o the sarvice de
hecempice offes?

F Com yom cite examples to i lesrate gar?

T4 ko you el das boving spirimal cas workers woritng
in o DT = SLCH brings st posic ve dhange i de
approach of ge TDT oo dee pad me?

4. Cam you please cite examples io illesrae e ¥

E-Irivessity amd spirnmal cane . Given the range of divesity in SA bow woald yom say
his affeces dee manmer in which yom provide: spi ool
care widhin your hospice®

Ackmoud e gemenis The antor would e o sdmowledge the pasconate, dedicated ond selfiess
spirima] care workers of St Luie*s Comidned Hospices, Variey Goaorge for comduet ng the ome-on-ome
imtervi ews amd Arm-in-Arm- in-Africe: The: Dr Jobs S ong Memorial Fand for ge financial fomding of s

Pt

Anthor Conitributiens BM was o major conmibetor o te design and writng of de amicle 15 oon-
tribented fo the BT ng and editing of the atcle. Both ashors wad and appeoved e fina] masssoript

Funding This wosk was sapported by Arm-in-Ammn-in-Africar The Dr Jobn Song Meamorial Fond

Dots Avadlabllity [ata sepportng de resols an be obtained fom the cormesponding audor apon
e ol et
D larstions

Cioniflict of interest The mstbors declore mo potential oonflices of | neerests with mape (o ke ressarch ond
mdcrshap

Ethiral Approval Fivical approval for de sady was obtained foom Seellenbeadh Univemsicy {10537,
Hoepi e Palhia ve Core Ao iatdom {HPCA) (209, ond St Liee’s Comnibinesd Hiospices. The procedoes
meed im chis smady adbers oo g enes of te Declhmoon of Helsindd

Ciamsent bo Partidpade All pardcpants gave it ond verbal comsent.
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7.2 License to publish

I obtained written license to publish Article 3 in my dissertation (Addendum 18).

7.3 Chapter summary

The participants of this study expressed their views on professionalising spiritual care and
suggesting that developing a spiritual care training curriculum will bring greater uniformity to
spiritual care practice in a diverse SA. In the next two chapters, Chapter Eight and Chapter
Nine, which forms Part 3 of this dissertation, I will discuss this topic of spiritual care training

in greater depth.
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PART 3: SPIRITUAL CARE WORKERS’ TRAINING NEEDS

WITHIN HOSPICE PALLIATIVE CARE SETTINGS IN

SOUTH AFRICA

Preamble

In Chapter One I outlined my reasoning for conducting the national study, followed by the
provincial study and the local study, in that sequence. It was important first to capture an
overarching national view of spiritual care in SA and to establish what spiritual care practices
are at play in SA. Thereafter, I explored these points provincially and then locally which gave
greater texture to the findings. I then contextualised the study within the Western Cape
Province and, thereafter, carried out a localised exploration of how a local hospice — SLCH in
Cape Town — practises spiritual care work within the diversities that abound in SA. In Chapter
Four I contextually analysed three Global North spiritual care curricula from a SA perspective

for relevance and applicability to hospice palliative care settings in SA.

The first three results chapters, Chapters Five, Six and Seven, (which made up Part 2) discussed
how spiritual care is practised in hospice palliative care settings in SA and, critically, the impact
of diversity on spiritual care practice and service provision. Some suggestions for a national

spiritual care training curriculum also emerged from these chapters.

In Part 3, I present two papers. First, in Chapter Eight, I explore the expressed spiritual care
training needs of insider experts already providing spiritual care at an established hospice in
Cape Town — SLCH. In Chapter Nine, I fan out to the broader context, looking at expressed

spiritual care training needs of hospices providing palliative care nationally, in SA.
Part 3 therefore, comprises the following articles:

1. Chapter Eight (Article 4): Spiritual care: Motivations and experiences through the
lenses and voices of a cohort of spiritual care workers at an established hospice in Cape

Town, South Africa.

ii.  Chapter Nine (Article 5): Spiritual care training needs in hospice palliative care settings

in South Africa: Chorused national, provincial, and local voices.
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CHAPTER EIGHT

ARTICLE 4

Spiritual care: Motivations and experiences through the lenses and voices of a cohort of

spiritual care workers at an established hospice in Cape Town, South Africa.

— Journal of Religion and Health —

8.1 Introducing Article 4

This article explores who the spiritual care workers are and their motivations and experiences
in undertaking spiritual care work at SLCH. This article further goes on to explore how spiritual
care services can be sustained into the future, with suggestions for developing a spiritual care

training curriculum that is bespoke to the SA hospice palliative care needs.
This article was published in the Journal of Religion and Health, as follows:

Mabhilall, R., & Swartz, L. Spiritual Care: Motivations and experiences through the
lenses and voices of a cohort of spiritual care workers at an established hospice in
Cape Town, South Africa. Journal of Religion and Health (2021).
https://doi.org/10.1007/s10943-021-01232-7
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Spiritual Care: Motivations and Experiences
through the Lenses and Voices of a Cohort of Spiritual Care
Workers at an Established Hospice in Cape Town, South
Africa

Ronita Mahilall'() - Leslie Swartz"

Hrrepred: 5 Masch 1021
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Abstract

‘While palliative care is beginning to gain prominence in Soath Africa, spiritual cane
memains bess understood. Spiritoal came is less prioritised and, consequently, this ser-
vice, if offered, is mostly entrosted to wolunbeers. It themrefore becomes prodent to
understand who these voluniers ame, what motivaies them to volunieer, and how
they see spiriual care being sustaimable in the futume. A cohort of spirituel cane
workers from a promiment hospice in Cape Town, South Africa, participaied in this
qualitative study. The participants made sugpestions sbout formalising spiritual cane
a5 well a5 making a call for a basic entry requirement mto spiritual care work.

Keywords Spiritual cam - Palliative came - Hospice - South Africa

Introduction

Palliative care in South Africa (SA) has, in relative terms, only recently been formal-
ised as a discipline (Republic of South Africa, 2017). Both locally (Bhagwan_ A17;
Chandramohan & Bhagwan, 2015; Ratshikana-Moloko et al., 2020) and imternation-
ally {Abel et al., 2013; Koper et al., A01%; Paal et al., 2015; Puchalski et al., 2019
ithere is consensus that spiriteal care should play a pivotal mle in palliative care.
Themr ame many debates regarding how to classify counimes. The “Global
Morth™ penerally cormesponds o countries categorised by the World Bank Atlas
(World Bank Blogs, 2020} as high-income countries (HICsl—so, for exam-
ple, Australia, which iz 3 high-income country, is commonly viewed as part of
ithe Global Morth, despite it being in the southern hemisphere. Couniries in the
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“Flobal South™ generally cormespond o the World BEank low- and middle- imcome
couniries (LMIC) (World Bank Blogs, 2030). South Africa is a2 middle- mcome
couniry. The distinction here 15 based larpely om financial resources, though of
course other factors are sssociated with melative weslth. In the Global Morth,
wheme there are more resources, spiriteal care workers are commaonly health care
profiessionals such as rained numses (Balboni et al., 2007}, medical doctors (Maii,
2006; Yang et al., 2017), and social workers (Callshan, 2015), or people with
praduste qualifications in mligion (Flannelly et al., 23}, bot the picture = dif-
ferent elzewhere. In the Islamic world, for example, there i= not 2 great deal of
systematic research on spiritual cane, despite the importance of spiritnality as part
of the Islamic faith (Asadi-Lari et al., 200E). In Africa, palliative care protocols
tend to focwus on more tangible sspects of palliative care such as medications and
pain relief {Merriman & Harding, 20100, Inm 5A, whem the cumrent study is =it-
uaked, spiritual care is slowly being incorporaied into the iraining programmes
for numses (Chandramohan & Bhagwan, 2115}, social workers (Bhagwan, 2017},
trained traditional healers (Campbell & Amin, 2014), and professional multidis-
ciplinary teams (O'Brien et al., 2019). Dezpite this, we found from a national
hospice survey that spirituzl care is pemerally not prioritised at hospices, with the
exception of hospices which are better msourced than others (Mahilall & Swartz,
under review). Even in these betier resonrmed Sowth African hospices, though,
unlike in the Globkal MNorth, spiritual care services are ofien provided by volon-
teers mather than paid staff. These volunteers come from 2 range of backprounds
and may or may not have professionzal gualifications elated to the provision of
CAME.

Them is 3 substantive body of work that explores volunteering within health
care seftimgs in 8A, such as in hospitals (Lourens & Dankels-Felix, 2017), n pri-
mary health care clinics (Iszac et al., 2016; Johnson et al., 2020}, commumity-
based health care facilities (Swartz & Colvin, 2015), and home-based health care
settimgs (Akintola, 2011; Morton et al, 2018). Much scholarly work talks shout
volunteers undertaking health care work in impoverished communities in 54
(Akintola & Chikoko, 2016; De Wet, 20012; Nxumalo et al., 2016). Many of the
volunteers themsalves come from lower socic-economic ranks of society (Akin-
tola, 20011; Bamard & Foriak, 2020). Came volunieers largely volunteer out of a
desine io “give back™ to their communities (Akintola, 2011) or exirinsically, in
ithe hope of eceiving 2 stipend {Morton et al., 2018). By conirast, spirituz]l care
volunteering im hospice settings in 5A, according to the limied dats we have
{Mzhilall & Swartz under review), seems mone likely to be onderizken by older
voluntears (some of them metired from formal employment) from higher socio-
economic sectors, not with the expectation of moeiving a stipend or moving into
formal employment (Mahilall& Swariz, under review).

Themefore, there is a dependency and reliance on volunieers ai guite a high skills
kewel to offer spiritual care within a broader bouguet of hospice services (Mzhilall &
Swarte, 2021} It therefore becomes critically important to understand who wolun-
feers & A spiritual came worker, what draws them to their work and sustains them
in it, and what they believe is mneeded to sustain spiritual care mto the futume. With
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these questions in mind, we spoke to spiniual care providers at a hospice I Cape
Town, 54,

Method

St Luke’s Combined Hospices (SLCH), a prominent hospice im Cape Town, 54,
offers & comprehensive palliative care service across a range of physical locations
such 2= in-patient units, commumnity-based day hospices where people who are ter
minally ill but not actively dying can congregaie and moeive care during ithe day, and
in patients” homes. Spiritual care ssrvices st SLOH are offered larpely by volunieers.

SLOCH curmently has 23 registered spiritual care workers, of whom 15 are actively
providing spiritual care services. The eight imactive spiritual care workers cibed
afdvanced age and personal illmess as the main measons why they have significantly
limited their work at SLCH, mesulting in their inactive statns. We appmached all
active spiritual care workers o participate in our stody, which forms part of a larger
imvestipation into spiritual came issoes in palliative came in 54

Ethical approval for the stody was obtaimed from the Sillenbosch University
(10,237, Hospice Palliative Care Association (HPCA) (02 19), and SLOCH itself.
HPMCA is 3 national association which has 104 member orpanisations affilisted to
it (Drenth et al., 2018}, with SLCH 2= ope of those member organisations. Nine
active spiritoal care workers volunteered and gave writien consent to be part of
this study. The other six active spiritual care workers did not offer a3 reason for

This was a gqualitative study ulilising an in-depth inerviewing methodology
which allowed for the capluring of rich, descriptive datas (Hollway & leffersom,
1997, One-on-one mieryiews wemre conducted which wene approximaiely 20 min in
duration. Prior to setting op the interviews, the participants gave both written and
verbal consent. Abead of the mterviews the participanis wer given an Informsz-
tion Leaflet which highlighted, amongst other important information, confidential-
ity, proiection of the data, and feeedom io withdraw from the imberviewing process
or raize aliermative views and arpuments. As this is 2 sensitive topic, provision was
made for psychological support for the participants at no cost o them. The inker
views and subsequent three rounds of focus group discussions (FGDs) of appros-
imzaiely 120 min each wem gnided by a set of semi-structured questions (A ppen-
dix 1). Table |1 provides biographical data on the nime participants. Face-ito-face
interviews and FED= were not possible dee to lockdown regulations considering the
OO%ITD-19 pandemic. Consequently, imterviews were condocted via virtusl means
such as Zoom and Skype, with the consent of the participants. As both suthors ane
familiar with SLOH {one suthor works at SLCH and the other suthor conducted
oither mesearch at the hospice), 2 co-facilitator knowledgeable in gualitative eseanch
was engaged 0 minimize researcher biase . The participants wene informed and con-
sented to this armangement. The co-facilitator sipned a pledge of confidentiality. The
co-facilitator also facilitated the FGDs supported by the authors. The dats obtzined
from the inerviews and FGDs were recorded and transcribed. Throogh thematic
amalysie, 3 qualitative research method defined by Braun and Clarke as “identifying,
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analyzing and reporting patterns within data™ (2006, p. T9), the data weme coded and
meyiewed for emerging themes and subthemes. The themes and subthemes werne then
defined and named and analysed thematically.

Reasults

Ning participants from S5LCH, mgistered as active spirifual came workers at the
organisation, volunieered to be part of this siody. Through one-on-ope inerviews
and FGD the participants shared their experiences as spiritual cane workers provid-
ing spiribeal care services to terminally ill patients i the larper prescient of Cape
Town, 54, Three key themes emerged which we discuss im fum:

1. Becoming a spiritual cane worker;
2. Being a spiritual care worker; and
3. Supstaining spiritual care services mto the futome.

Becoming a Spiritual Care Worker
Varied Paths into Spiritual Care

The nine participanis had varied and diverse entry poinis info spinioal care work,
varied backgrounds, and a8 wide mnpge of formal qualifications. Two participants
were religious leaders such a= pasiors, as explained by Participant T

-well, let me say I'm a priest by calling. And now [ staried working here at

S Luke’s hospice as a volunteer, visiting people and doing sort of counselling

and listening. .. (Participant T)

Amnother participant began working in palliative came as & volunieer doe o her
personal interests in spirituality. Participant 2 shared her eniry into spiritual cane:

--. I called SLLCH's Athlone [name of a commumity in Cape Town] Day-Hos-

pice and said can [ come and observe... 5o I went along that day._.at the end

of that the spiniual care coordinator inviled me along to spiritual care. Initially

it was just attending meetings and then when there was a gap in the ward they

asked me to actually start visiting the ward as well. (Participant 2}

Participant 3 became a spiritual care worker by chance. Participant 3 explained:

-..it ewolved for me... ] went in &5 & caregiver, [ did training in both caegiv
img and lay counselling. .. I then joined Lifeline |a volunteerbased telephone
counselling service similar to the Samaritans in the United Kingdom)] and. ..
the spiritual thing just evolved somehow ... (Participant 3)
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His persomal interest and experiences motivated Participant & to volunieer at the
hospice in another capacity, 85 an sdministration voluntesr, bat he later transferred
into spiritozl care work. Participant & ax plained:

-..meeding & volunteer to come and assist with palliastive came...to the termi-
nally ill Muslim patents... They needed a male particularly, who was Muoslim
and whi had an interfaith background. And that's how 1 got stared in spiritozl
came im X8 at 5t. Luke’s hospice. (Participant &)

Only one of the participants mdicated that he began his spinitoal care work
through a formal job application for a vacant post. The vared entry points indo spir-
itmal care could have implications for how spirtusl cae is viewed within and out-
side the hospice. We unpack this for implications in greater detail later on.

The Role of Religion

Althouph some of the participanis had specific meligious affiliations at birth, such as
Christianity, as participant & explained:

-..35 8 Chrstian, in the Christian faith there is a scripture that says that God s
the God who heals. Many a time we find people coming here with that same
conviction. But the doctor says you ae dying and they still live with that hope
and conwiction that they will be healed; but they die.._.it's like God verse sci-
ence... Personally I would say my idea of God has changed. .. 1 woold not
necessarily follow the route of exclusivity [as a Christian] whene | did that in
the past. (Participant B}

and [slam, as Participant 2 explained:

-..when you look at me 1 am Muoslim, bat [ don’t wear a scarf and I"'m really
mere spiritual than religiows. .. My dad [ ssw as the embodiment of a2 partice-
larly spiritusl person. But he never went to the mosque, but he sat with prayer
beads in his hands all his life. Yoo know, s0 1 grew up in & much more liberal
kind of way from...and espect for everybody. (Participant 2)

participants ended to adopt a flexible and philosophical approach to religion and
spirituality. The participants described their religious beliefs largely in spiritoal and
exiziential terms, and not in conventional religious dogma. As Participant 3 put it:
---Bunday School, Gentle lesus, all those simplistic eligious things: | know
that there is something bigger than me. [ know it! | know, 1 t@alk about God
with patients on a daily basis. The word God doesn’t impact me. In fact, the
spirituality assists in the religious side, it gives me more of an “in” [nio] spir
ituality. I didn't find my spirituslity through my belief in God. If's the other
way around. (Participant 3}
Participant 9 had this to =3y sbout his religiosity and that of the patients in his
AT
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It iz approprizie to abways consider a patient’s cultural, eligious, socizl and or
any other circumstances and situations as well as to be sware of mine. Hos-
aver, | found in my, by now swen years of practical counselling of palliative
patienis who ame approaching their end of life stage, that these differenoes
appesr (o fade mio the background, and 3 universal understanding bebween all
humans emerges, a5 long as ther is & movement in consciousness from an
intellectual understanding of the pevalent conditions of the patient, to a more

heartfell approach to the patient’s suffering. (Participant 9)

There was consensus from all participants that io listen o patienis with compas-
sion and to be guided by the patient in their spiritual journey, as opposed to their
own a5 spiritual care workers, and to go with the patient to wherever that conversa-
tion may lead to, was fundamental to 8 meanimghul the rapeutic elationship. Partici-
pant | captured this in the follewing way:

I've read so moch, I've been on these courses [counselling courses].. . but you
need to obviously always look at the whole person, not just looking at some-
ome’s eligion or what you read in a book. You're looking at their body, their
emotions, their spirit—you're locking at the whole of that person m front of
you...mally you're led by the persom...if a dying person wants to talk, they
wani to talk about something that’s m their head. . you just listen with compas-
sion and po where the patient leads you. (Participant 1)

Being a Spiritual Care Worker
Finding Joy in the Work

The participants expressed satisfaction and fulfilment with the spiritual care work
that they undertake and highlighted the positive benefit spiritual came services bring
i the terminally ill patient and, a5 & result, to them as spiritual care workers, some-
thing we come back io in the discussion. Participant 2 explored the different ways
in which patients can derive spiritual sopport, such & from outings, and using art
and music to open discussions on existential issoes. She shared this case study that
brought her and the patient closer in the spiritoal came session:

I asked the patients to give me the name of a song that had special relevance
for them and then I got the songs on a play list for them... This particular
uncle Tienie was an B5-year-old man who told us about how he came from
8 mural area and hiw he came to Cape Town. The story that he told around
the somg was absolubely amazing... 50 you actually pet people talking to each
other, really seeing each other and as I say them’s nothing like music to remimd
you of the past and when you were healihy and happy and all of that So that
iz one of the big highlights and ways to get my patients talking and brings me
such joy. (Participant 2}
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An Individualised Approach

These observations draw attention to the highly individuslized natue of spirimality,
and that spiriftual comfort can be obtained from a vanety of activites, and not only
from counselling. Some such activities ame storyielling. Participant & highlighted the
importance of storyielling which helped his patient resobre unfinished issoes with
the patient’s mother:

He said that he had grown op in school hosiels all his liie. So he was still bear
ing that resentment [azainst his mother for =oding him 0 boanding school)
and he opened op to me and he said that he needed to get o the point wher ha
could consider forgiving his mother and meonciling with his mother whio was
at that time already E1 to 82 years old. Then I got his mother to come and see
him a few days before he died and they had made peace and as [ =aid he died a

few days after that (Participant &)
Spiritual Care in Context

Participant 2 meferred to the simple things, such s= peiting a favourite cool drink for
a patient. a5 rewarding as & spiriual care worker:

I mzde & cake on her [patient] birthday which she had in the ward and s11 the
nurses came o sing for her. . she [the patient] hadn't been eating for days and
she felt like drinking Spar berry drink [cool drink] and I fetched it for her and
I fialt a5 close to being & death doula for her as ome can in this South African
context. (Participant 2

For Participant 3, it was simply lisening to patients tell stories about who they
ware when they wem younger or healthier that brought satisfaction and inspiration
iz her &= a spirial care worker:

I had a lady, from another African country, who was dying of HIY and can-
cer. 5he was in a wheelchair. 5he was mally exguisite, a3 really beautiful bone
struciure. We chatted for 2 while and she was exiremely depressed. And 1 smid
to her, “fell me who you are what were you before all of this™ She said, 1
was 8 danper’. And the chanpe in that woman was instant And [ said, “tell
me about the dancing? What did dancing mean to you?" She just spoke for an
hour until she was exhausted . happy but exhansted. That has lived with me
for a long time becanse she became animated. She became a human being. She
didn’t become the HI'V or the cancer. (Participant 3)

Participant T highlighied how he engaged with spiritual and existential isspes out-
side of the conventional frameworks of religion and how he allowed for the patient
i lead the session on the patent’s own terms and in ways that the patent found
meaningfiol to them:

Anpother patient =aid to me, "You know this i= the first ime 3 person listens to
me. Manmy people will come with advices saying do ABCD, and God is doing
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this and that. But a person who listens and | talk. 1 air oot what is poing on.
What is within myself. You listen and after that yoo don’t even =ay can we
pray? If I want prayer, I will s=y would yoo plesse Father pray 7" That also was
a very good lesson for me. (Participant T)

Sustaining Spiritual Care Services into the Future

The participants had diverse academic and profiessional backprounds (see Table 1)
and expressed the meed to professionalise spiritual came services, something we
come back to later in the discussion. Participant 8 explained:

I would like to be traimed or helped to understand family dynamics better
And then alsp becanse in many homes we meet the children of patients who
ame drug addicts 50 1 would also like to become au fait with ways of halp-
img those guys. 5ay maybe mhabilitation principles. .. and to understand the
medical &rms that won’t normally be understood by [lay] people. There am
8 lot of medical erms that are brandished sbout here in the discussions,
especially in ward round and from time to time I have to ask, hey, just
explain io me what you mean by that. And then psychology, the psycho-
logical side. And it would be pood o let people know ithe laws surrounding
social work practice because mamy a time there is the idea of children who
meed to be taken came of after mom has died and maybe when it comes to
Wills and a person need to decide what's gomg to happen to his assets and
the spiritual camer is often the person to whom they want to talk about it
because they do not understand the legal side, so maybe some of the frain-
img that social workers would get in the laws regarding 'Wills and adoptions,
and a number of other things, can be given to us a5 well. 5o yes, you heard
right, we muost professionalise spiritual care work. (Participant 8)

Participants mcognised that people can become involved in spiritual care work
through a vanety of different career paths. Participant & sugpesied a qualification
that could be an ideal basic academic foundation for spirituzl care workers, some-
thing we come hack to in the discussion:

I think that.. you would meed to have.. some knowledge of psychology...
you would need to understand human behaviour.. yoo need to onderstand
emotions...you meed to undersiand why people or some people are angry,
or resantful in 3 sense of depression, what to do, how to handle depression
and anxiety, and familiarize yourself._.so I think a course or two or three in
paychology or sociology, and social welfare work and 50 on wonld be neces-
sary. ...but they should have some accreditation or diplomas to that affect
Otherwise, you know it could go haywire. (Participant &).

Along=ide finding an equitable balamce between professionalising and stand-
ardising spiritnal came services, the participants felt strongly that it was critical
to achieve this without making spiritnal care services so rigid that more informal
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creative approaches such as using arf and mosic may then be excloded. Partici-
pani 3 and Participant 5 stated the following:

We can professionalise it (spirituzl came services), but we would still have to

have trained people like myself or our team that could work and who did not

have the (academic) degree. | wouldn't like to put it (spiritual care) in & bog

apain. (Participant 3).

I hawve brought poetry onto the ward if it is appropriate and I mmember theme

wis 8 woman who told me that Ting Schoow was her favourite singer and 1

browght a2 CI and she played it when we had a CD meconder and she wanted

that at her funeral. We can work on the creativity, | won't go into the whole
writing letters amd making cards, and images. There was 3 woman who was
meported to be 3 Boddhist and we knew very little about her but she had her
iPad and she was looking at what Buddhists do and right back to her child-
hood, she was looking back at pictures and through her failed marriage and
imto Buddhism and she shared that with me. What have people pof next to
their beds, what are their books, what are their things that they have next
to their beds. We can pick up and enlarge a part of them that they ae pre-
senting in a creative way... We had an American woman, who came to 5t

Luoke's with her siudents and them were a couple that were with someone

who was dying and she gave them a cello concerto that was such a beantiful

farewell with the husband and the wife. (Participant 5)

The participants further axpressed that piven the highly individoslised approach to
spiritus] care services any standardisation and professionalisation that could tske place
should still allow for a pmctical skills development component, typically in the form
of mentoring or an intemship of zome kind for face-to-face learming to take place. Par-
ticipant 5 expressed the following (the “vwolunteer's programme”™ refermed o here by
participant 5 is an orientation programme, sometimes refiemed to a5 a “screening” pro-
gramme of “Hasic Hospice Cowrse™, offered to all prospective volmisers to SLCH that
seks bo showease the multiple avenues in which voluniser work can be undertake):

Then is a hasic nead that if somebody has done the volunieer's programme,
you don't just become a spiritual counsellor. | mean people do a vohmisers pro-
gramme and they hear one person speak for one session of spiritual care and they
think death s quite sexy 2t the moment. . we need experiential raining for spir-
itnal carers and we need menforing, we need people that have had the experence
tomum & peer group or talk it through or they will fall throogh the gaps. 5o if you
are working a5 8 keam, certzinly in the wand [in-patient unit], the opportonity to
discuss and to be meniored and co-counselled with somebody else that for me
was 3 very big gnowing point. We used o have case discussion as well and go in
[homee v isits] with the norses ioo and that is where the growing is. Yoo should po
thrmough these process and then yoo should have a mentor and then youo should. ..
come onbo the ward [afier] having actually experienced the commumity-based day
hospices, because you know some people might come from backgrounds wheps
they've mever had any contact with somebody who's from Gugulkethu or from
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Grassy Park [predominantly margmalised communities result from the apartheid
megime]. (Participant 5).

Discussion
We discuss the following three themes which emerged with prominence.
Spiritual Care Practice

It became clear that the participants of this stwdy wemne committed to the spiritual
care services they provided and that they served as a synerpistic satisfier (Max-MNeaf,
1987} in which the muinal benefit of the patienicarer relationship was symbiotic.
The participants in this study negotinted entry into spiritnal care services at SLCH
thmugh diverse tooch points and for various personzl easons. This was expecied,
as it is well documented, locally, and infemationally that volunieers vwolunteer for a
myriad of persomal easons (Akintola, 2011; Daote et =], H009; Mati, 2016, Mor-
ris et al., 20015; Tapp et al., 2019 We wem struck by the seemingly diverse back-
grounds and qualifications of the participants drawn to spirifual care work which
intimated that there was no clear cameer path leading mbo spirituz] care work and
neither did it appear that there was a basic prerequisiie qualification for entry into
spiritnal care work. Research abounds on the importance of spiritoal care workers
in palliztive care, but this iz larpely premised on the presumption that spiritual care
workers have a health care background (Best et al., 2020; Kestenbaum et al_, 2017;
Paal et al_, 3018). This is not the case in the South African context.

Credentialing Spiritual Care

Im 5A, spiritusl came seems not to be emsconced in 2 core or formal curmiculum,
but rather it appears to be an ancillary course tanght at some imstibotions of higher
kearning (Lindz et al., 2015). Germane to this and emerging from a national study
of traming needs of spiritual care workers i hospice palliative care setfings. a set
of soft and hard skills weme sugpesied as a key skills-set for spiritnal care work-
ars in 5A (Mahilall & Swartr under review ). Similarly, in the northern hemispherne,
ther = increasing consensus on the imporiance of fraining for spiriual cae work-
ers in spiritual came (Isasc et al., 2016; Paal et al., 2018; Puchalski et al_, 2019).
Adwocacy for postgraduate palliative care education for all health care workers in
Europe has gained momentum by seeing the voices of the World Health Orpaniza-
tion (WHO Global Observatory for eHealth, 20107 and European Association fior
Palliative Care {EAPC) joining the call. In SA, while still very new as a recognised
health care service. palliative care is gaiming momenium, as the MNational Depart-
ment of Health (NDoH) has priogitised pallistive care at the primary, intermedi-
ary, and tertiary health care levels (Republic of South Africa, 2017). Consequenthy,
the NIdoH has also prioritised the scaled-up training of cohoris of different health
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came professionals, community health workers and care volunieers in palliative cane
{Gwyther et al., 201E). This is a positive step in the right diection in establish-
ing palliative came, and especially spiritual came, 35 it begins to pain some ground
irwards professionalising and standardising this important work by providing some
puideline s for spiritual care practice.

The participants of this siudy f&lt that part of the process of sustaining spiriual
came services at hospices would be to provide recopnised training in spiriinal cane,
o develop a spiritual care code of ethics, and to have spiritual care svices regis-
iemed with a professional body. Similar calls have been made by Linda et al. (2015}
for formal education in spiritual care in norsing; Mihemba et al. (20 16) for formal
education in spiritual care in health sciences; Bhagwan (20 17) for formal education
in spiritual came for social workens; and Gw yther et al. (201E) for taining for hospi-
ital-based professionals. Participants expressed the imporiance of screening potential
spiritoal care volonieers who are looking to enter imto spiritual care work, not only o
assess their skills and competencies, but also to assess their personal atiributes and
maotivation for wanting to do spiritual care work; nugpeis of sugpestions which call
for greater investigations and understanding and which could hawe valee o 5LCH
and other hospices im 5A in the recruitment of spiritoal care volunbeers, as well as
positioning spiritual care within the palliative care framework &t hospices im 54

Spiritual Care as a Crisis Intervention

The curment global pandemic has not only brooght abowt a global financial cri-
sis but has also forced health care systems to focus more acutely on end-of-life
came (Baldwin-Ragaven, J0A0). Communities and families have historically found
comfort in each other in times of pemsonal or national disasters through eligion
and philosophy (Mati, 2016). Roman et al. (3020) suggest 8 more contemporary
wview that spiritual came is part of the human psyche and consequently forms part
of human care, as well as came for society, families. patients, and care provid-
ers. Stodies have also shown that patients” meliance on spiritual came increases
during life-aliering evenis {(Mithembu et al., X117}, but while mamy healih care
professionals recognize the valoe of spiritual care interventions for their patienis,
mamy fielt imadequate in providing that care themselves (Mthembu et al., 2016)
While Roman et al. (2020} call for a collaboration of spiritual care practitioners
it address the accelerated peed for spiritual care doring the COWID- 19 pandemic,
this pandemic has also shown that there is an immediate need fo betbter eqguip
existing health care professionals with skills and training in spiritual care as well
a5 grow 3 yolunteer force of adequately trained spiriinal care workers, something
the participants of this study called for as well
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Limitations of this Study

While some important perspectives and views aboot spiritesl care practice and
understanding the motivations of spiritual care workers in doing this work were
identified in this study, it is important to acknowledge the limitations of this study.
The first limitation was that only spiritual care workers from ope hospice, SLCH
(albeit the oldest and larpest hospice in the Western Cape, 5A) were included in
this stody. The second limitation was that the methods for this research were limited
to individual mberviews and FGDs. An expansion of these methods, to include, for
instance, observaiions or photo voice research methods. could have provided addi-
tionzl rich data in understanding the experiences of spiriual care workers providing
care im hospice palliative care settings. Thirdly, whilst this study cannot be peneral-
ised in the sististical sense of the word, there was widespread mepresentation (albeit
purposive sampling of only spiritual care workers) across all communities serviced
by SLOH, suggesting that these risngulated findings have some inde grity.

Conclusion

The importance of spiritual care services in palliative came is well documenied
both locally and inemationzlly. While the literature in the Global Morth supports
this assertion, it is imperative to bear in mind that the larpe body of such esearch
is based on the premise that spiritual care workers hawe a prior recognized care
background in, for example, medicine, psychology, or chaplaincy before entering
the spiritual care services field, whemeas the reality in the Global South, and in
SA in particular, is that spiritnal care work is taken up largely by volunieers with
diverse backgrounds and educational gualifications. Amongst our participants,
admitiedly a small groap, but insider experis, there emerged a el meed to grow
spiritozal care practitioners and fo formalize spiritual care services in hospice pal-
liative care seffings im 34. The time iz now ripe fo explome these issues as pal-
liative camre nepotistes its rightful place in the national continuum of health care
systam.

Recormmendations

This study sugpests mamy directions for future mesearch. Some sogpestions for
fuiure esearch mclode:

Entry Requiremnenits

This stody highlighted the diverse guoalifications and entry paths into spiritual

care work in the SA hospice context, which suppestz that there does not axist
3 hasic entry requirement into spirituzal care work at hospices in 54, Is 3 basic
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entry requirement necessary T This siudy further sugpests that according to people
currently doing the work, this may well be necessary. We call for open dialogne
and more empirical studies to be ondertaken in other provinces in 54, a5 well a5
extended further to the Global South, with the aim of understanding and addmess-
ing entry criterion into spiritual care work.

Further Research on Understanding the Motivations of Spiritual Care Workers
[t may also be helpful to understand the motivations of prospective spiritual care
workers to undertake spiritual care work at 3 hospice. Further open dialogue and

mesearch are needed om this topic, which may be helpful to hospices seeking to
employ spiritual care workes.

Satisfaction Assessments
It may also be wseful to undertake satisfaction surveys and further empirical stud-

ies with practicing spiritual care workers with a view fo using that data to scope
spiritual camre as a mcognised discipline in palliative cane.

Appendix 1: Gulding Questions for Seml-Structured Interviews

Collapsed Interview Questions Driinal Questicns:

A How smd why you became a spiribmi coe 1. Teell me about how yom became & spirtual e
worker worker?

2. Tedl me about why you berame & spiriual cane
worker?

B: Peesitive: bighlight= of spiritusl care work: 3, Share with me some of the kighlight= of your
work in spirimsl ore?
4, Can you cite some examples o illustrate those:
highlighes?

C: Chat
[ Difficulties experienced in spiribml case work 5. Share with me some of the difficulties of your
work in spirinsl e
. Can yom cite some axamples o il ostrate: thiose
difficultiasT
T. Hirer disd yoma mitigate those difficulties and chal-
knpes?

E: Skills and training needed for BCW B. What woould you comsider to be your traiming:
neads #x m spiriue] e worker?
9. What would your thoughis be in profesxionzlising
spiritml caeT
10, How would you exvisage this happenimg ™
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F: Describe your spirius] cre work and spiniual 1], Howwould you describe your work 2= a spir-
e work: in geme sl il cane worker o SLOHT

12. Could you periaps share your experiences of
how yom engaged with patienis == o spiritusl cae

worker?
13. What is your underdanding of spiritusl cam 7
Gc Is there a distinction betereen miigion and 14, For you, ix there a distinction befween spiritml-
spirituality? ity and reigion?
H: What role does your eligious fxith play in your 15, Wit role does v our religious taith play, if any,
spiritual cane work? in your defivery of spiritual care ervios?

1: What i the spiritml coe fremework you we? 16, Wit ix the frmesork within wiich you pro-
vide spiriual cane miervention?

J 10T smd spiritual cane wervices 17. Can yom describe: your underdanding of the 10T
o SLOH?

1E. Wit role does spirinel cane play within the
or?

19, How would you describe: your work as a spir-
izl care worker within the 11V

‘A, How would you describe: vour work within the
spiritml cae team at SICHT

21. Do you tee that hawing spiribml care workers:
working at SLCH brimgs about positive: chamge i
ithe seavice the hospice offers?

22, Can yom cife examples b il oshreie thoi?

23, ko yom feed that hawing spiribml care workers:
working im an DT at 5LOH brimgs shout positive
chanpe to the approach of the 11T to the patient?

24, Can you please cite examples to il lustrate tat?

K- DNersity amd spiritual can: 25. Griven the range of diversity in SA how woukd
e wiithin your hospioe 7

SCW spiritual care workers, SICH 52 Loke's combined hospices, 1T imter-disciplinay tesm 54 South
Africa
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8.2 License to publish
I obtained written license to publish Article 4 in my dissertation (Addendum 19).
8.3 Chapter summary

In this study a cohort of spiritual care workers from a prominent hospice in Cape Town, SA —
SLCH — participated. They made suggestions about formalising spiritual care as well as making
a call for a basic entry requirement into spiritual care work. In the next chapter I explore in-
depth the national, provincial, and local spiritual care training needs of SA’s hospices as well

as what they envisage to be the way forward for spiritual care practice in hospices in SA.
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CHAPTER NINE

ARTICLE 5§

Spiritual care training needs in hospice palliative care settings in South Aftrica: Chorused

national, provincial, and local voices.

— Journal of the Study of Spirituality —

9.1 Introducing Article 5

This article ties together the three-tiered sub-studies with a focused view on scoping the
expressed national, provincial, and local training needs in spiritual care within hospice
palliative care settings in SA. Key barriers that could potentially hinder the development of a

national training curriculum in spiritual care are identified and explored.
This article was published in the Journal of the Study of Spirituality, as follows:

Mahilall, R., & Swartz, L. (2021). Spiritual care training needs in hospice palliative
care settings in South Africa: Chorused national, provincial, and local voices. Journal

of the Study of Spirituality, 11(2). https://doi.org/10.1080/20440243.2021.1922257
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Spiritual care training needs in hospice palliative care settings
in South Africa: Chorused national, provincial and local voices

Ronita Mahilall 1-F and Leslie Swartz
Department of Psychology, Stellenbosch University, Stellenbasch, South Africa

ABS TRACT
G obally, spifitwal care i recagnized &4 80 i BOrLant om pomnent of Sprinal ce; plishe ae;
palliative care In the Global North spiriteal care training is gaining — Taning curiculum; hospio
momentum and being phodlized, bul not s in the Global South.  $ou Aoy waning hamer
This study seeks 1o establish what the nationsl spifiteal cane
iraining needs are in hospice pallistive care settings with
formalized spiribesl cae serdices in & middlie-income country in
the Global South. This was a threepan Study: & guantitstive
national online swrvey of hospices in Sowth Affica estabilishing
wihal their spifinesl care training nesds were — survey resulls were
collsted, snalyred and filbered for key Bsees and ovemrching
themes: & qualitative study consisting of oo group disoussans
with hospices in the Western Cape Province, South Africa, wheo
herve formalied spiteal cae  dervices, with the &im of
understanding their spiritual care practices and workiorce needs
- the disowsions were analyzed wing thematic analyds; and a
quslitative stdy drawing on the eperences of a cohort of

development of 2 national training curriculem in spifteal care for
hospices providing paliiative care in South Alrica and & chonesed
recodnition that spifitesl cane senices ane nuanced and reguine
bath formalizstion and fledbility for spiritesl care workes. 1o be
led by pafent needs. Two elements - finance and human capital
— v identified 25 key bares o developing & spiniteal cane
cusrricudumr

Introdu ction

The global movernent towards incorporating palliative care into healthcare systemns has
gained significant ground (Connor 2018; Drenth et al. 2018 Gwyther et al; Daute,
d'Archangelo, and Duquette 2019; Paal et al 2019; Jones et al. 2020; Mason et al
202 Puchalski et al 2020). The Wordd Health Organization (WHO) recommends equi-
table acoess to palliative care for all people living with life-limiting illnesses (World
Health Organization 2014). There is a clear understanding of the components of pallia-
tive care, with the medical, peychosocal and bereavement components being well docu-
mented, with clear indicators and outcomes (Steinhauser et al. 2017). Increasingly, there

CONTACT Bonita Makilall () moitm@siukescam
AR e rational Meowadk for e Saady of Seidualiny and Tayior & Framcs
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is growing recognition of the key role spiritual care plays as part of the holistic palliative
care experience (Paal et al. 201%; Selman et al. 2014; Chandramohan and Bhagwan 2016;
De la Porte 2016; MoCaffrey et al. 2016; Mthembu, Wegner, and Roman; Best et al. 2020).

The impartance of spiritual care and the effective provison of spiritual care services,
as a central component of palliative care, has relevance for healthcare systems in Africa.
Alsn, in Africa, there is dommmented evidence suggesting the centrality of issnes of spin-
tuality within and for healthcare (James et al 2018; Oman 2018; Kimeraet al. 2019; Ojag-
bemi and Gureje 2020; Omenka, Watson, and Hendrie 2020). Despite this, in several
studies on palliative care in Africa, spirimal care is barely mentioned, if at all (Mpanga
Sebuyira 2006; Volmink and Dare 2005; Powell et al 2008; Bogopa 2010; Dalal et al
2011; Mahilall and Swartz 2021). The current study begins to address this disjunction
by exploring views on the need for training and development of spiritual care wodcers
in South Africa (SA).

In 54, the National Department of Health (Republic of South Africa 2017a) launched
the National Policy Framework and Strategy on Palliative Care 2017-2022 (NFFSPC
017-2022) in 2017, giving palliative care and spirimal care prominence on the conti-
munm of healthcare. Beset by the injustices of the apartheid past, 26 years intoits democ-
racy 5A is still grappling with many inequalities, marginalities, and radsm. This is
evidenced in unequal resource allocations, continuing soctal divisions and inequality,
lack of adequate engagement with cultural diversity and linguistic divides, all contribut-
ing to healthcare disparities (Coovadia etal 2009 Watermeyer, and Swartz 2016; Kaunda
2017; Baldwin-Ragaven 2020; Romnan, Mthembu, and Hoosen 2020). Palliative care and,
by extension, spiritual care as part of healthcare, is not offered to all dtizens of 54 despite
basc healthcare being enshrined as a right in the Constitution of the Republic of South
Africa (Republic of South Africa 2017b). Recognizing the role of spiritual care and spiri-
tual care workers in palliative care towards improved care plans for palliating patients is
the first step in highlighting spiritual care worldorce issues in an African context.

There are many gudies in the Global North® emphasizing the importance of training
of healthcare profesionals in spiritnal care (Paal et al. 2019 Puchakld et al. 2020; Best
et al. 2020; Crisp 201%; Kruizinga et al. 2018; Gardner 2020; Tan et al. 2020). Further,
many spiritual care frameworks have been suggested, anch as the Spiritual Health Assod-
ation’s Guidelies for Quality Spiritual Care in Health (Spiritual Health Assocation 2020)
and Spiritual Care in Medical Records A Guide to Reporting and Documenting Spiritual
Care Services in Health (Spiritual Health Assodation 2020) which are aimed at ensuring
that the spiritual care workforce has the capahilities needed to respond to the diverse
spiritual needs of patients, carers, and staff. In the Global South, however, there is a
dearth of such studies and frameworks (Chandramohan and Bhagwan 2016
Mthembu, Wegner, and Roman 2016].

According to the WHO, the main barrder to increased acces to palliative care, and
spiritual care in particular, is a lack of trained healthcare professionals (Wodd Health

"them are mary delbates about how to dazsify coonirie. The ‘Global e’ genenlly oomesp onds o counres e
gorized by the World Bank (#odd Bank Bing 201,007 Atis) as hig brinoome countries (HC S = o, for emmple, Aus
fralia, which iz a high- Income counfry s commonly wiewed as port of the Glokal Noth, despite it being in the southen
hemizphene. Coumitties in the ‘Glbbal Sou’ generally corme=pond to fhe: ‘Word Bank low and midd e-incom e couniries
LMCs) (W eeld Bank Blog X00,0007 Aflas) South Afic iz 2 middle-noome country. The distincdtion heme i based
g dy on frandal esoumes, though of mume other factors are axodaied with mhidve wealth
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Organization 2014). Farahani et al (2019) and Kruizinga et al (2018) echo this, and
further suggest that induding spiritual care as part of the medical curriculim would
raise awareness of medical practitioners, thus viewing the patient as having spiritual
needs as well Koenig (2014) refess to “spiritual care teamns’ (2 term coined by Emmer
and Browne 1984) which consists of healthcare profesionals, largely consisting of
nurses, medical doctors, social workers, and chaplains, and other staff who seek to inte-
grate spiritnal care in the care plan of the patient and advocate for spiritual care to be
incorporated into all academic curricula for all healthcare professionals. Baldacchino
(2015) and Pochalded and Guenther (2012) further suggest that restoring and recreating
spiritmality in the lives of healthcare professionals, in conjunction with developing
healthcare professionals academically, is a good starting point for bringing spiritual
care into prominendce. This asertion, however, assumes that spiritual care is offered by
trained profesionals who have a healtheare background, or by chapliins who commonly
have tertiary and even postgraduate qualifications.

In 54, it is largely volunteers, who do not necessarily have a healthcare badeground or
formal training in spiritual care, who undertake such services (Mahilall and Swartz under
review). This contrasts with the sitmtion in the Global Morth, with the spiritual care
workforce in countries like 5A comprising people with a range of qualifications (or no
formal qualifications), and with very diverse backgrounds. A study at an established
hospice in Cape Town, 54, showed a myriad of academic and professional backgrounds
of volunteers undertaking spiritual care work, thereby suggesting that the credentialing
of spiritual care as a core discipline is laddng and potentially not easy to obtain (Mahilall
and Swartz 2021). Spirituality within African contexts is typically not seen as separate
from cuitural practices (Mpanga Sebuyira et al. 2003). Consequently, spiritual care is
seen 45 4 seamles extension of family care and sapport (Munthali 2006). Additionally,
and not surprisingly, religion and spiritnality are seemingly deliberately conflated in
an offering as cultural and traditional rituals and practices (Bogopa 2010).

With spiritnal care rapidly gaining momentum in the Global Morth but being very
recently corsidered as a component of palliative care in the Global South, defining spiri-
tuality within the context of palliative care, and the larger healthcare spstem remains in
thix. Several definitions of spirimality have been proffered, with the most established
definition being coined at a Consensius Conference in 2009 in America as: * ... the
aspect of humanity that refers to the way individuals seek and express meaning and
purpose and the way they experience their connectedness to the moment, to self, to
others, to nature, and to the significant or sacred’ (Puchaldei et al. 200%; Puchalski
et al. 2014). For the purposes of this study, this definition was largely adopted. but
with recognition of the sensitivities around diversity in SA - culturally, religiously,
and racially - and how these play themselves out when building a competent spiritual
care workforce. Cleady there is much more work that needs to be done in centralizing
spirituality and spiritual care in 5A, and this study is a step in the right direction in deter-
mining what the needs are for formalizing a spiritnal care workforce withina hospice pal-
liative care setting. It is hoped that further research will result in a more bespoke South
African definition of spiritual care, as well as addressing the training needs of a spiritual
care workforce.

If spiritual care i to assume its rightful place as part of palliative care in 54, it is
important to understand what the training and workforce needs are for the provision
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af this service, given local diversity constraints and social challenges. In this artide, we
present and discuss our findings in relation to this question.

Methads

In order toobtain an overview of spiritual care training needs in palliative carein 54, and
dlso to obtain more fine-grained information from organizations already providing such
care, we conducted a three-part study.

Sub-study 1: National online survey

We conducted a simple Excel-based quantitative online survey (with some open-ended
questions) of all hospices and related organizations which are registered membems of
the Hospice Palliative Care Association (HPCA)® of SA. It has 104 member organiz-
ations” acmss all nine South African provinces., Ethical approval was obtained from
the university with which we are affiliated (10237) and the HPCA (02/19).

The survey sough to establish whether spiritual care practices were in place at each
hospice. The following are examples of the kinds of questions posed:

+ What phrase best describes the extent of spiritual care offered at your hospice? (a. ful
care; b. partial care; ¢ occasional care; d not at all);

+ How is spiritnal care practiced at hospices? (eg. Does your organization recognize
spiritnal care as an integral part of a palliative care service it offers: a. Yes; b, Mo
. If Mo, please elaborate.)

+ Spiritual care training needs (e.g. Has a need for spiritual care training been expressed
by your organization: a. Yes; b. No; ¢ We do not know at this time].

Cmnly 96 member organizations were contactable via telephone and email We telephoned
the leader of each of the %6 organization to position the study and explored their willing-
ness to participate. We distrivited the survey electronically to all %6 member organiz-
ations and 43 responses were received, 40 of which produced viable data. Three
follow-up contacts (via telephone and email) were made with the remaining 53
member organizations who had not responded. The three common reasons for 2 non-
response were a lack of time to respond (26%), lack of available staff to assign the
survey to for a response (17%), and some member organizations felt that the survey
was not applicable to them because of the limited provision of spiritual care services
being offered (15%).

The completed surveys represent 41.6% (n=40) of the contactable HPCA member
organizations across 54 We conducted a Geographic Information System (GIS) (Proce-
wicz et al 2012) mapping to observe the spatial pattern of responses relative to the
location of all organizations (Figure 1). Through simple statistical calculations the
online survey results were then collated, analyzed and filtered for key issues and

THPCA s a mation Jl asoeciSon cperating in all nine provinces in 54, induding 51 hal$ detids Some of it wluntary
member organizmtons offerhospice palliative @, some home-haed @, and othes both serdoes.

Bide e T fean ‘member arganizaSiors” rather #an hepos” brare dl coprizaticns offer palliatiee care, bt ot all
all thermudves hoopices.
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of this service, given local diversity constraints and social challenges. In this artide, we
present and discuss our findings in relation to this question.

Methods

In order toobtain an overview of spiritual care training needs in palliative carein 54, and
#lzo to obtain more fine-grained information from organizations already providing such
care, we conducted a three-part study.

Sub-study 1: National online survey

We conducted a simple Excel-based quantitative online survey (with some open-ended
questions) of all hospices and related organizations which are regisered members of
the Hospice Palliative Care Association (HPCA)* of SA. Tt has 104 member organiz-
ations” acmss all nine South African provinces. Ethical approval was obtained from
the university with which we are affiliated (10237) and the HPCA [02/19).

The survey sough to establish whether spiritual care practices were in place at each
hospice. The following are examples of the kinds of questions posed:

* What phrase best describes the extent of spiritual care offered at your hospice? (a. full
care; b. partial care; ¢ oocasional care; d not at all);

+ How is spiritual care practiced at hospices? (eg. Does your arganization recognize
spiritual care as an integral part of a palliative care service it offers: a. Yes; b Mo
c. If Mo, please elaborate. )

» Spiritual care training needs (e.g. Has a need for spiritual care training been expressed
by your organization: a. Yes; b, Moy ¢ We do not know at this time).

Only % member organizations were contactable viatelephone and email We telephoned
the leader of each of the 96 organization to position the study and explored their willing-
ness to participate. We distributed the survey electronically to all 96 member organiz-
ations and 43 responses were received, 40 of which produced viable data. Three
follow-up contacts (via telephone and email) weme made with the remaining 53
member organizations who had not responded. The three common reasons for 4 non-
response were a lack of time to respond (26%), lack of available staff to assign the
survey to for a response (17%), and some member organizations felt that the survey
was not applicable to them because of the limited provision of spiritual care services
being affered (1 5%).

The completed surveys represent 41.6% (n=40) of the contactable HPCA member
organizations across 54 We conducted a Geographic Information Systern (GIS) (Proce-
wicz et al 2012) mapping to ohserve the spatial pattern of responses relative to the
location of all organizations (Figure 1). Through simple statistical callations the
online survey results were then collated, analyzed, and filtered for key issues and

THPCA i 2 nation al 2z ation operating in al nine prodnces in SA, induding 51 helh demics Some of i wiunary
e by organizatons offer hospice palliative @, some home-based cme, and others both serdioes

Bl urse: e feam “member organizations” rather #an hop s’ berase all crganizations offer palliative cre, but not al
all themedves hospices.
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Figure 1. Mapping of hospices in South Africa.

overarching themes. Participation in thisstudy was voluntary. Written consent to partici-
pate in the study was sought and all partidpants were given an Information Pamphlet
podting the study which highlighted, amongst other impaortant information, issues of
confidentiality, protection of the data, and freedom to withdraw from the interviewing
process or mise alternate views and arguments.

Sub-study 2: Qualitotive focus groups in the Western Cape Provinge

Through our familiarity with the field of palliative care in SA (Mahilall works in this field
and Swartz has conducted research it), we knew that much of the formalized practice of
spiritual care in palliative care in SA is taking place in the Western Cape Province, wheme
acces to healthcarein general may be better than in the rest of the country (Fusheini and
Eyles 2016; Omotoso and Koch 2018). Further, we bath live and work in the Western
Cape Province and consequently convenience was another consideration. A co-fadilita-
tor, skilled in quantitative research, was formally engaged to facilitate the two foms
group disussions (FGD) for objectivity and to guard against, and limit, researcher
bias. Participation in this study was purely voluntary. Ethical approval was obtained
from the university to which we are both affiliated, and from the HPCA (02/19).
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There are 12 hospices in the Western Cape Province, 11 hospices voluntarily partici-
pated with participants being in managerial and/or clinical roles. 23 participants wene
part of the study, consisting of Chief Executive Officers who either had a nursing or
adal work badkcground; clinical nurdng managers; professional nurses: social
workers; spiritual care workers: and medical doctors. All had years of service at their hos-
plces. Participants gave written consent and were given an Information Pamphlet ahead
af the FGD.

The aim of the two FGDs was to establish how spiritual care was practiced at hospices
in the Western Cape Province. Issues were mised such as: describe the nature of the spiri-
tual care intervention provided by your organization, and given the range of diversity in
54, howwould you say this affects thespiritual care service delivery within your hospice?
Regarding what the hospices’ spiritnal care training needs were, the discussions wene
guided by questions such as, for example, what resources are needed to provide spiritual
care services, and what would you consider to be the curriculum needs of spiritual care
workers? The data were recorded and transcribed Through thematic analysis, a qualitat-
iwe research method defined by Braun and Clarke (2006, 79) as “identifying, anabyzing
and reporting patterns within data’, the data were coded and reviewed for emerging
themes and subthemes which were then defined, named, and analyzed thematically.

Sub-study 3: Qualitative interviews and foous groups with spiritual care workers

To inform our understanding of training needs in relation to spidtual care work in pal-
liative care in 54, we drew on the experiences of spiritual care workers providing spirital
care services at a large hospice association in Cape Town, Western Cape (5t Luke's
Combine Hospices — SLCH). Ethical approval was obtained from the university with
which we are affilisted (10237) and HPCA (02/19), as well as SLCH.

SLCH has 23 registered spiritnal care workers, of which 15 are actively engaged in
gpiritual care work. The eight inactive spiritual care workers cited advanced age and per-
sonal illness as the main reasons for their inactive status. Participation in this smdy was
voluntary, Ahead of the data collection process each partidpant gave written consent and
was given an Information Pamphlet on the sudy and the process. This was a qualitative
sudy utilizing an in-depth interviewing methodology which allowed for the capturing of
rich, descriptive data (Hollway and Jefferson 1997). Mine spiritual care workers volun-
teered to participate in this study, The biographical profile of the participants was
varied with six males and four females, and three of the four main race groups in 54
being represented (Black, Coloured®, Indian, and White). Participants had varied reli-
gious backgrounds, induding Elam and Christianity. The participants all spoke multiple
languages, the most spoken being English, IsiXhosa (the Bantu language of the Xhosa

In South A, = doewhene, the we of ‘mdal” tamincbgy & oomplex: and onftested, and cartainy still a soume: of
debate and grent pain. 'We make no daim for the sdensfic alidity of the diferent ‘ndad” aegores, but the labels
wserd <3l have sodal sgnificance (Swartz et al X0 In the South Afican conted, e tesn Tobured |, wiidh may
weell be the most contesied, is an official term st used In goemment documents, rdflers o a very divarse group of
paople of mived and diverse odgin, with ARz being the predomirant fanguge polen Swartz e all 200) By
mnirast, e tesn Bade Afian” commonly mefers to people who speak indigenous anguages such as isiifhos,
spolen in the Westem Cape. Under apartiad, the Westem Cape was viewed as a preferential ama in which Coloured”
peaople coul] e and work, wherms Bladc Anicre” were dewed as mot baing dtrers of South Afica, but of raclly
defimed homelands”
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dan, one of 11 afficial lhnguages in 54 ) and Afriaans (2 West Germanic language which
is another official langunage in SA), being. The participants had varied educational back-
grounds; all had a tertiary qualification. Their career tracks induded theology, counsel-
ing, architecture, psychology, sodal work, and alternative therapy.

Az thestudy dealt witha sensitive topic, provision was made for psychological support
for the participants if needed, at no cost to them. Given the close assodation both of us
have with SLCH, a co-facilitator, experienced in qualitative research, was engaged to
undertake one-on-one interviews with each partidpant (lasting approcimately 90 min
each), and to facilitate three sets of FGDs (lasting, on average 120 min each). Face-to-
face interviews and FGD= were not possible due to lockdown regulations resulting
from the COVID-19 pandemic. Consequently, interviews were conducted via virtual
means such as Zoom and Skype, with the consent of the participants. We both attended
the PGD. The data collection process was guided by a set of qualitative questions which
sought to explore what motivated the participants to undertake spiritnal care work (e.g.
howand why you became a spiritnal care worker?); to explore their spirital care training
needs (eg. what would you consider to be your training needs as a spiritual care
worker?}; and to explore how spiritual care is being practiced (e.g. what role does your
religious faith play, if any, in your delivery of spiritmal care services?; and, given the
range of diversity in 54, how would you say thiz affects the manner in which you
provide spiritual care within your hospice, as well as the associated challenges?). FGD
were conducted to seek darty on certain key points raised and to further and more
deeply discuss the themes and sub-themes that emerged from the one-on-one interviews.
The data were recorded, transcribed and then analyzed and coded through thematic
analysis (Braun and Clarke 2006). Themes and sub-themes emerged which were
defined and named

Results

While thematically analyzing the data from the three sub-studies we were struck by the
similarity of the three prominent themes that emerged across all three study parts. We
will therefore discuss them as consolidated resnlts:

{a) An expressed need for a standardized training curriculum in spiritual care for
hospice palliative care workers.

(b) Suggestions of core outcomes of a spintal care training ourriohim

(c) Potential barriers to the development of a spiritual care training curricnlum.

{a) An expressed need for a standanrdized training airriculum in spiritual care
for hospice palliotive care workers

At all three levels of the study there was a call for the development of a spiritual care
training curriculum for hospices undertaking palliative care work. An expressed need
(75%; n=30) was recorded for the development of a national spiritual care curriculum
from the national survey. Only 10% (n=4) of member organizations indicated that
they had a spiritnal care curriculum currently in place. Only 25% (n = 10) of member
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arganizations offered spiritual care services as part of their palliative care service, with

58% (n=123) referring patients out externally for spiritual care services. As one partic-
pant said:

This is a very important ... baseline study. Anything that emerges from this study will ...
only enhance the call for a curdculum for spittual care trining in hoipices | Participant
of Hospice $101)
Participants from the provincial study felt that, to provide quality spiritual care services,
workers would need to be trained in spiritual care as well as self-care:

oo the training ... curriculum should look ... at empowering the individual to be a spiritual
care worker and ... simulanesusly supporting me 2% 3 carer. | Participant of Hospice 1)

Participants working as spiritual care workers at SLCH agreed, but warned againa rigid-
ity, wanting the curriculum to allow for fledbility, innovation, and creativity:

We can prodessionalive it (spiritusl care services) .. but .. [ wouldn't Ele to put it in a b
again, |Participant 3)

{b) Suggestions of core outcomes of a spiritual care training curriculum

Conzensus emerged on core outcomes of a spiritnal care curricnlum. OFf all member
arganizations, 20% (n = §) had spiritnal care workers who had received advanced train-
ing in spiritual care, 13% (n=>5) had spiritual care workers with no formal training in
spiritual care, and 10% (n=4) had spiritual care workers who received basic training
in spiritual care. 53% (n = 23) had spirtual care services embedded in interventions pro-
vided by other care professionals such as muirses, social workers, medical doctors, and
counselors. Just under half, 48% (n=19), of the member arganizations were willing to
assistin developing a national spiritual care curriculum. This indicates a positive percep-
tion of the vale and utility of spiritual care training for the palliative care sector in 54.

The twio expected spiritual care training outcomes expresed at all three levels of this
study were improved skill sets - soft skills and hard skills - and care and self-care for the
carer. As participants pat it:

... developing acurriculum that includes an aspect for personal, spiritual and profesional

growth, sell awareness and self-understanding and the use of soft/hard skills ... a well-

articulsted awareness of one’s own understanding of spiritmlity, religion, spidtual health

... hovwr b afBer spiritual healtheare in a diverse clinical setting, (National study Participant

Fom Hospice S089)

oo When you trin 2 peson, you can do all these other things like basic knowledge of

different religions and health conditionsand skills ... but not how do you care for youmself,

This curdeuhum miest focis on sell-care too (Provincial study Padticipant frem Hospice 5)
Some of the suggested hard skilk were: A sound understanding of palliative care, the
context of pallistive care in 54 and its pradice (82%); being able to communicate in
at least two of the official languages in 5A (75%); and knowledge and undemtanding
af the integration of palliative care and spiritual issues in hospices and in 54 (72%).
Some of the suggested soft skills were: Strong counseling skills (9%0%); high levels of
self-awareness, induding insight into one's own spidtnality and tolerance for
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diversity (82%): and high levels of acceptance, being non-judgmental, and open minded-
ness (76%).

{c) Potential barrers to the dewvelopment of a spiritual care training cumicwum

Participants identified a range of barriers to implementing training. Most member organ-
izations from the national sudy (82%; m=33) reported being unable to provide, or
afford, any in-house spiritual care training and skilk development for their spiritual
care workers due to lack of funding and expertise. When asked if they would be ahle
to fund sending their spiritual care wordcers for spirtual care training and skills develop-
ment, 66% (n = 26) of member organizations indicated that they would, but not currently
due to staff shortages (53%; n=23) and affordabdity challenges (13%; n=5). Only 23%
(n=19) of member arganizations stated that they could currently pay for such training
and release their staff for the duration of such training. Therefore, low training partid-
pation levels could be a reflection of finandal and staffing constraints and not a ladk of
interest — given that 75% (n = 30) of member organizations in 54 expressed a felt need for
the development of 4 national spiritual care curricnlnm,

One of the recurring themes from the provincial gudy was navigating the challenges

of diversity. There was recognition that 54 is a highly religioudy, linguistically, and cul-
turally diverse and complex country:
I think there needs o be mspect for everybody in the team and the patent/family for bring-
ing their own thing (beliefs, culture, religion) ... and ot expecting evervhady to think the
same as [ do... that creates the space for the patient 1o be more open ... because there i
respect for what [ believe and what the patient believes (Participant from Hospice 6)
The participants of the local study at SLCH spoke of the need for a careful balance that
provides appropriate levels of structure without undermining the very individual, fluid,
and nuanced nature of spiritual care services: and the recognition of spiritual care ser-
vices as part of the functional Inter-Disciplinary Team (IDT)® where the spiritual care
workers are respected as health care professionals providing spiritual care services as
part of the larger palliative care IDT:
I dey think we are an imtegral purt {of the [DT) and it's very hard to qualify or messure ..
becauwse we change the experience for the patient in the wand from being just 2 patient like at
a hospital 1o being seen as a person ina dilferent way ... [ think our sdded byer of compa-
nionship, supportand presence chan ges 2 hospice from a hospital 1ihink it's one of e very
big differentiating things (Participant 1)

Discussion

Orwerall, there was a dear need expressed for training in, and the development of, a spiri-
tual care currculum for hospices, which is in line with the literature (Gwyther etal. 200 &;
Paal et al. 2019; Jones et al. 2020; Mason et al. 2020; Puchalski etal 2020; Chandrmamohan

and Bhagwan 2016: De la Porte 2016 Mthembu, Wegner, and Roman 201 &; Best et al
2020 Puchalskd et al 2020). Largely, and in keeping with findings outlined elsewhene

¥The: intesisdplinany eam at SU0H consiss of a dinicll paliatie: cre staff such as a medral rume, docioe, sodal worker,
sprital @e wordoer and beraement @ wosker.
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(Gratz et al. 201&), the participants identified a set of hard and soft skills that a spiritnal
care worker should ideally have in order to offer an effective spiritual care service.
Resource constraints - firandal and human capital - constituted key barriers in the
development and advancement of a national spiritual care curriculum in 54, Training
in spiritual care at hospices in 84 is not curently prioritized, as funds typically are redir-
ected to immediate care needs such as pain contral (Mahilall and Swartz 2021). Partid-
pants in our study believe that spiritual care should not be overlooked in the local
context. Clearly, there i more work to be done to build spiritual care practice in this
context.

It is important to emphasize that in 84 we are not building spiritual care on a hase
that, a2 in the Global Morth, is already established. Rather, we are dealing with fundamen-
tal challenges of providing counseling services in alow resourced, skills diverse, impover-
ished, and high-conflict country.

A significant part of care work, induding spiritual care work, centers on counseling.
The HIV/AIDS pandemic has led to an emphasis on counseling (Swartz 1985), as does
the current global health pandemic - SARS-CoV-2 (COVID-19). One of the isues is:
what is appropriate counseling for spiritual care in the 54 context? In the actual practice
of HIV care in 54, there is some evidence that what is termed *counselling’ may at times
invalve simply telling people what to do and what not to do (such as nsng a condom or
limiting one’s mmber of sexual partners) (Kagee, Mothling, and Costzee 2012; Coetree,
Kagee, and Bland 2016 ). There may well be a similar challenge with developing spiritual
care training for pallistive care in 54

Counseling within the context of this study centers on emotionally and psycholo-
gically sapporting patients and families to come to terms with their terminal diagno-
sig to explore their fears about death; and to explore other existential topics. It is
largely patient led. As our particpants show, there is a strong need to develop
soft skills and insider community knowledge. It is ako important to have the knowl-
edge of palliation; the healthcare system; functioning of an IDT; roles of each disd-
pling; pain care and so on These are hard-knowledge issues that would go into a
spiritnal care curriculum, and the combination of skilk and knowledge may be chal-
lenging to implement.

Limitations of this study

While some impaortant views and perspectives about how spiritual care at hospices in 54
emerged, it is important to admowledge the limitations of this study. The first limitation
is that, while 54 has nine provinces, only one province was induded in this sudy. A
dmilar limitation with sub-study three is that only one hospice was inclnded. &
further limitation is that only interviews and FGD qualitative research methods were
med An extension of those methods to include observations or photo-joumaling
could have provided additional rich data

Whilst this study cannot be generalized in the statistical sense of the word, there was,
nevertheless, widespread representation suggesting that these triangulated findings do
have some integrity.
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Conclusion

We have presented only one limited three-part study in one A frican country but, if spiri-
tual care in palliative care is to be fully international, we need to identify how spiritual
care is taught, learnt, and practiced in places other than in the Global Morth.
However, much can be learnt from the Global Morth, such as from a longitudinal
project where, for example, through the Enhanced Competence in Providing Spiritual
Care through Innovative Education and Compasdonate Care (EPICC) Metwork,
nursing educators and practitioners, alongsideallied health professionals, are developing
innovative solutions to the advancement of spiritual and person-centred care (Foss et al.
2016). We would like to see more studies in 5A relative to many middle-income
countries. Spiritual care in resource-constrained countres, more so in the Global
Sputh, is complicated and not pricritized (Mazhilall and Swartz 2021). It is frequently
daimed that religion and spirmality are more prominent in the lives of people in
Africa and other contexts in the Global South than they are in the Global MWorth
[Amezat and Razum 2018). K this is so, then the gap between the need for spiritual
care services and actual provision may be even greater than may at first appear in
these poorly resourced contexts.

We are very interested in how the building of truly international spiritnal care prac-
tices in the field of palliative care can be taken forward with doe attention both to wni-
wersal concems and to the diverse needs of different contexts,
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9.2 License to publish
I obtained written license to publish Article 5 in my dissertation (Addendum 20).
9.3 Chapter summary

There was a chorused need for the development of a national training curriculum in spiritual
care for hospices providing palliative care in SA. Further, there was a chorused recognition that
spiritual care services are nuanced and require both formalisation and flexibility for spiritual
care workers to be led by patient needs. Finance and human capital were identified as two key
barriers to developing a spiritual care curriculum. In Part 4, Chapters Ten and Eleven, I share

my dissertation journey and my concluding thoughts.
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PART 4: CONCLUDING THOUGHTS

Preamble
In Part 4, I conclude this dissertation by reflecting on my research experiences. | also draw
together the various findings and discuss potential next steps for taking my research questions

and findings beyond this dissertation.
Part 4 comprises the following chapters:

1. Chapter Ten: Research experience and self-reflection.

il. Chapter Eleven: Concluding thoughts.
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CHAPTER TEN

RESEARCH EXPERIENCE AND SELF-REFLECTION

10.1 Introduction

In qualitative research, the process of self-reflection is an important step in interpreting and
analysing research data (Gilgun, 2010). According to Etherington (2004), reflexivity allows for
the researcher to critically assess his or her own personal beliefs and to seek to understand how
these beliefs influence their engagement with the participants as well as with the data. Being
the CEO of SLCH and representing a member hospice at HPCA immediately makes me an
insider to palliative care and to spiritual care, the focus of this study. By virtue of this, I had to
be conscious of reflecting on my roles in this study, both as researcher and as a role-player in
hospice and palliative care work. This self-reflection process allowed me to take into
consideration the existing relationships I shared with the participants and the degree of

influence that this may potentially exert on the research process, and vice versa.

Reflexivity was an on-going process for me during this study, and, through discussions with
my supervisor, it allowed me to refine my work at the different stages of the research process
(Sandeen et al., 2018). Each of the sections below represents an area of self-awareness and
learning that I experienced during this process. During my fieldwork, I kept records, both
written and audio, of my experiences while negotiating the landscape of my research arena. I
drew heavily on those records, as well as the many deep conversations with my supervisor, as

I reflected on my data collection experiences and writing experiences.
10.2 Understanding and respecting the “missed opportunity syndrome”

When I decided to undertake this research, I was hopeful and confident that it would be well-
received and supported within the hospice world, especially in SA. Largely, it was indeed well-
received, and the support from colleagues directly and indirectly was overwhelmingly positive.
Being a relative newcomer to the palliative care world (I joined SLCH in late 2016, as discussed
in Chapter One), I quickly had to learn about all facets of palliative care as well as the written
and unwritten guidelines that underpin this specialist work. Given my position as CEO, my
initial engagement inevitably involved dealing with issues of power and status in the

organisation. I had also come to learn about and respect the deep personal connections many
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of my colleagues had with their work. These were committed people, with a great deal of
experience, and my coming in as an outsider both to the province where SLCH is situated and
to palliative care itself, was not without its challenges. I brought to the context, of course, my
own history and ambitions, and my wish to make my own distinctive mark on an organisation
that was already mature, and with its own existing explicit and implicit rules. I was interested
to see that during the process of data collection, and especially during focus group discussions,
undertones of rivalry emerged. In the focus groups the rivalry focussed largely on differences
in how spiritual care was practised at each hospice, with competing hospices each claiming,
explicitly or otherwise, that their methods were best. I was able to see a similarity between
these dynamics and attempts to define and claim best practices and my own process of
negotiating a sometimes difficult (but ultimately rewarding) entry as an outsider into a

leadership role at SLCH.

Given this contextual history, it is probably not surprising that some of the rivalry across
hospices focussed on questions of leadership — both the question of how hospices were led, and
managed, and which hospices assumed that their own practices were ahead of those of others.
I was a researcher, but also the leader of the best-resourced and best-known hospice in the
region, the hospice in the metropole. There was an appreciation and understanding that
hospices are in open competition with one another to raise funds to sustain their work (in
Chapter Three I discussed in detail how hospices — NGOs — depend on public funding to sustain
themselves). How did this affect the data? It is impossible, of course, to give a complete answer
to this question, but I did have to bear in mind that some of what was said to me could have
been motivated with a desire to prove to me that hospices wary of being provincial or less
advanced, may in fact have advantages the hospice I run does not have. This is no judgement
on the participants — I was of course at the same time trying to create a favourable impression,

in this case of openness and willingness to listen.

Very early in the project I experienced a hurdle in the process which in my view (partial though
that view always is) linked to a degree to substantive concerns about the quality of my work,
but more centrally, it felt to me, to issues of competition and fights over territory. I will not go
into details about the nature of the conflict, because I do not have permission to do so, but it
will suffice to say that I believed that a hurdle put in the way of this study at the inception was
put there deliberately, and not primarily out of concern for the welfare of research participants
or the quality of the research. I was able to discuss this at some length with my supervisor, who

is very experienced in working with care organisations and their dynamics, and he agreed that
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there was probably an element of rivalry in what was happening. With my supervisor’s help, I
was able to resolve the difficult barrier with the person concerned and I was able to continue,
I hope without disrespecting the concerns which had been raised. Three things emerged from
this experience. First, I was reminded how personal hospice care work is to all of us who work
in it, and I took this knowledge into the data collection and analysis process. Second, I had to
accept that I would not please everybody with this work — there would always be those who
did not like or support what I did. Third, and crucially, I realised that I might feel uncomfortable
at the thought of being scrutinised and researched by others, but that if I believed that research
could help spiritual care and hospice work more generally, I had a responsibility to encourage
others (even, and possibly especially, those with whom I do not have an easy relationship) to
conduct their own research with a view to improving our work. I am pleased to report that my
dissertation journey has inspired some of my colleagues to undertake their own PhD journeys.
Sadly, it has also seen some of my colleagues reach out to me to lament their missed

opportunity of not undertaking their PhD journeys sooner, or at all.
10.3 Re-confronting the impact of apartheid

I was born in SA, and I am of Indian descent. Within the apartheid era race categorisation,
South African Indians were classified as non-White and consequently seen as inferior to
Whites. I grew up in Durban, Kwa-Zulu Natal, a province on the east coast of SA, and where
there is a large Indian population. I relocated to Cape Town, Western Cape, in late 2016.
Racism, while it permeated throughout SA, and to an extent still does despite its 26-year-old
democracy, was not as acutely felt by me in Durban as [ sometimes experience it in Cape Town.
What I also found interesting was that racism was not displayed in everyday engagements and
interactions, but I perceived it to be subtly present, especially within some higher circles of
power. Being the CEO of SLCH, I often find myself in some of those higher circles and at
which I occasionally experienced racism, albeit subtly, and especially when I could not neatly
be categorised into a box. I am usually the only Indian female in these meetings, and it
sometimes seems to me that there is a subtle assumption that people of my background do not
fit easily in such contexts. I do not think there is any intentional or conscious racism, and [ am
aware that many with whom I interacted will not view these interactions as racist in any way.
I share with Shabalala (2020), another South African female of colour who studied for a PhD
at my university, the visceral experience of being construed as matter out of place, not
legitimately part of things. This experience of being disavowed, often unconsciously, is of

course a feature of implicit sexism and racism, but occurs as well with other excluded groups,
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such as people with disabilities (Watermeyer, 2017), old people, and, indeed, with people who
are dying. With my personal experience of marginalisation as a backdrop, I turn now to my
experience when I engaged with the data on the impact of diversity very largely created by
SA’s apartheid past. The data reignited in me the pain of the far-reaching impact of the
apartheid practices and a shared pain for the victims of apartheid. In Chapter Three I discussed
how health care was unequally provided in SA, based primarily on race, and in Chapter Five I

discussed how the location of hospices were shaped by apartheid.

However, I was struck also by the pain of certain participants, especially White participants,
who did not subscribe to apartheid and yet who, like people of colour, had no choice but to live
that practice. I discussed this in greater detail in Chapters Seven and Eight where the
participants share their “white guilt” and their helplessness with the system. At some level this

was a healing process for me.
10.4 The publication experience

My decision to do this dissertation in the publication format came primarily from my (then)
naive understanding that it was a “quick and easy” PhD route to take! Like any project of
significance, my decision came with advantages and certain challenges too. By undertaking
my dissertation through publication, it gave me the opportunity to engage with and analyse the
data in smaller units first — when [ wrote each manuscript — before analysing and assessing the
bigger data as a collective. I undertook a three-part study at a national, provincial, and local
level based in SA, and consequently the amount of data obtained was overwhelming.
Undertaking the research by publication was a useful way of understanding my data step-by-
step. One of the challenges that became immediately apparent was that spiritual care (especially
as practised in the Global South) did not readily, neatly, and easily fit into the genres of most
journals. This resulted in journal rejections which were disappointing, but ironically also
reassuring. Rejections were based largely on journal misfit as opposed to the content of the
manuscript. Undertaking a dissertation by publication also required that I approach each
manuscript differently, based on the specifications of the journal to which I sought to submit.
My publishing experience also debuted me into the world of peer review, which gave me
insight into how others were engaging with my work. I also learned that the peer-review process
was partially a subjective one, with some reviewers’ suggestions potentially altering the
intended focus of a paper. As Merga (2015) explained, the opportunity for external review and

scrutiny may constitute an extension of supervision and can serve to expand one’s own
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expertise. These were invaluable lessons, and, through my supervisor’s expertise and guidance,
I learned how to engage with journals through the submission process all the way to

publication.
10.5 Summary of researcher experience

My experiences in undertaking this PhD research were multi-layered and varied. At all times I
had to constantly remind myself of several personal characteristics which influenced my
positionality and my decision-making. In particular, my employment title and that I represented
a hospice in SA that is well established, well known and well recognised as one of the
forerunners in hospice palliative care work, and more specifically in spiritual care work, in SA.
Being shaped by an apartheid history, as all South Africans are, I had to regularly check my
personal feelings during the research process. Here I found the deep conversations with my
supervisor to be invaluable. Through this process, and in addition to the outcomes relating to
the research, I have also experienced personal growth and greater maturity, and a renewed
appreciation for my background and culture. Through this process I have gained awareness of

my capabilities as an academic through publishing.
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CHAPTER ELEVEN

CONCLUDING THOUGHTS

11.1 Introduction

In this study my aim was to explore if hospices in palliative care settings in SA offered spiritual
care services, how spiritual care services were offered, and, crucially, to explore their training
needs and if there was a need for developing a national training curriculum in spiritual care. In
order to answer these questions, I conducted a three-tiered study. In Sub-Study One, I
conducted an online survey of all hospices registered at HPCA in SA. In Sub-Study Two, I
conducted focus group discussions with hospices in the Western Cape, SA, and one-on-one
interviews and focus group discussions were held with participants who are practicing spiritual

care workers registered with SLCH, in Cape Town, as part of Sub-Study Three.

This dissertation is presented in a “thesis-by-publication” format. In this, the concluding
chapter, I shall summarise how the different papers together provide important information
regarding spiritual care practices at hospices in SA, the impact of multiple layers of diversities
on how spiritual care is offered (or not offered), and, more pointedly, what the spiritual care
training needs are at hospices in SA. I will also share my thoughts regarding the potential
implications of my findings and ideas about what these may mean for the anticipated
development of spiritual care services in SA. I will conclude this chapter and this dissertation

with some thoughts on future directions for spiritual care services in SA.
11.2 How is spiritual care practised at hospices in a diverse South Africa?

Palliative care is gaining momentum in SA. Spiritual care is largely recognised as an important
component of palliative care and hospice work. However, how spiritual care services are
offered and prioritised depends largely on the hospices’ ability to fund this service and to have
the necessary skilled spiritual care staff in place to offer this specialised service. Hospices gave
much thought to the recruitment of spiritual care workers, with some hospices hiring for skill
and some hiring for the right attitude and then training the workers for the necessary skills.
Suggestions of what soft and hard skills spiritual care workers should have, were also made
with examples of each skillset being identified and explored. There was an expressed and clear

understanding that spirituality and religion are not the same, but that religious tolerance and
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other diversities synonymous to SA must be the cornerstone of any intervention hospices’ offer
and plan to offer. Not many hospices were able to prioritise the spiritual care component of
palliative care and, consequently, this service was embedded in the services that are offered by
the medical, nursing, and psychosocial teams, or referred out to other service providers such as
FBOs, or spiritual care services were not offered at all. In hospice settings where spiritual care
services were offered, largely an IDT model of intervention existed, but there were concerns
raised that, especially in those hospices where spiritual care was undertaken by designated
spiritual care workers, their role within the IDT was less recognised. It became clear that while
hospices strived to offer culturally sensitive services often this was limited from a financial and
infrastructural point of view, especially, in the case of the latter, when families of palliating
patients sought to perform cultural rituals in communal ward settings. The HPCA is itself
navigating financial challenges and, consequently, is not able to fully fulfil its own local and
global mandate, despite having a strong will to do so. Hospices in SA are grappling with
aligning their mandate of offering holistic patient-centred care while navigating actual realities
of multiple levels of inequalities, multiple layers of diversities, skills shortages, and financial

constraints.
11.3 How is training in spiritual care perceived by hospices in a diverse South Africa?

There was recognition and respect for each hospice’s efforts in undertaking its work, especially
spiritual care work, within the confines and restrictions of their individual contexts. There
emerged an expressed need from all three sub-studies for formalised training in spiritual care
as it was a specialist component of palliative care and a nuanced, niche service that needed to
be formally recognised. By extension, there emerged an expressed call for the development of
a spiritual care curriculum in spiritual care that was bespoke to the South African setting. The
two main reasons why hospices could not develop their own training curriculum in spiritual
care were centred on funding and time constraints, as many hospices reported having staff fulfil
multiple roles when there are gaps in the teams, which consequently spoke to staff shortages:
something all too familiar within the health care sector in SA. There was a chorused offer by
the hospices to be part of the development of a national spiritual care curriculum for SA if they
did not have to fund the project. It was interesting to note that if funding were secured for the
development of the curriculum, then the hospices would plan to free some of their staff to be
part of the project. There was consensus regarding the pooling of current training modules on
spiritual care that some hospices have, as well as what WC-HPCA and HPCA have as a starting

point towards the development of a national spiritual care curriculum. It became clear, as
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elucidated in Chapters Six to Nine, that there are rich case studies and lessons that the hospices
have to offer, that resonate with the South African context, and which could easily be included
in a national curriculum, and which will have relevance and applicability in most hospice
settings in SA. While the call for a national curriculum in spiritual care for hospices in SA was
a strong one, there was an equally strong cautionary watchdog voice guarding against making
the curriculum too rigid (See Chapter Six and Chapter Eight). As discussed in Chapter Four,
there are several established spiritual care curricula developed in the Global North which are
available to the international audience. However, what the contextual relevance and
replicability of these Global North curricula have for the Global South settings should be
carefully considered as the disparities between these two global regions cannot be overlooked,
which has significance for how spiritual care services are practised in the Global North and the

Global South.

11.4 Limitations of the study

Although I identified some important perspectives and views in this study, there were
limitations which are important to acknowledge. The first limitation was that only one province
and one hospice in SA were included in two sub-studies, respectively. Although the decision
to focus on the Western Cape Province (Sub-Study Two) and SLCH (Sub-Study Three) was
taken for practical reasons, it resulted in an exclusion of participants from the other provinces
and hospices of the country. Whilst these two sub-studies cannot be generalised in the statistical
sense of the word, there was widespread representation within the Western Cape Province
(eleven of twelve hospices participated) and SLCH (nine of 15 spiritual care workers
participating worked in the larger Cape Town precinct) suggesting that these triangulated
findings have some integrity. Secondly, confining the study only to hospices registered with
HPCA to recruit participants may have resulted in my overlooking some non-member HPCA
hospices, such as those offering private hospice palliative care, or those choosing not to be a
part of the association. This again suggests that the findings are not generalisable as they
exclude privately run and unaffiliated HPCA hospices (as discussed in Chapter Three, HPCA,
like all palliative care associations globally, are voluntary associations and membership is
voluntary). Thirdly, the types of participants that I interviewed were limited to hospice staff. |
did not include patients and/or their caregivers in this study. The views and perspectives of
these service users could provide additional nuance on the health seeking avenues in spiritual
care in SA, as well as the effectiveness of the spiritual care services already in place. In

addition, exploring the views of the NDoH and provincial department of health could have lent
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a different perspective. In a similar way, their views as policymakers and health leadership
could have provided further layers of discussion. Despite these apparent limitations, the
findings of this study are potentially useful for hospices as pathways are explored for scaling

up spiritual care services and training in spiritual care in SA.
11.5 Conclusions and questions for future directions

I went into this study keen to understand how spiritual care is being practised nationally,
provincially, and locally in SA. I was also very keen to understand what the spiritual care
training needs are at hospices offering palliative care services in SA. As I engaged with the
data it became very clear that there was a clear call for the development of a national spiritual
care curriculum that suited the complexities and diversities of SA. However, when I engaged
with the work of the Global North (especially) on spiritual care curricula that are already in
place, I was continually thrown out by typically South African contextual issues. For example,
in Cape Town the racial dynamics may be different to those in other provinces. How would
diversities of race, culture, religion, and other inherent inequalities affect training and how
would I take account of them? I do not have ready answers, but these questions must be
accounted for, and easy generalisations guarded against when engaging with issues of spiritual
care practice and training, especially when viewing what spiritual care curricula are on offer in

the Global North.

The challenges of funding cannot be ignored nor underestimated. The impact and implications
of the financial constraints, although now largely an accepted reality in SA, was sobering, as
were the limitations and barriers these present at the different levels of health care. Without
funding, the greatest of plans and the best of intensions for improved patient care become
largely unfulfilled dreams. Global North countries have developed spiritual care curricula
which they feel will have relevance internationally (as described in Chapter Four); an assertion
which I question. SA has seen some positive movement in recent years at local university level
to provide palliative care training courses in which spiritual care training is embedded in the
medical curricula, nursing curricula, theology curricula and social work curricula. I found this
to be how some hospices too teach spiritual care courses in SA. It struck me that SA and other
Global South countries should collaborate more, and more meaningfully, with their colleagues
in the Global North to bring lived and experienced diversity issues into the Global North
curricula for the curricula to have more relevance in Global South contexts. In other words, do

not reinvent the wheel, but build onto the wheel.
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A set of skills — hard and soft skills — were suggested and which, when unpacked in the sub-
studies, indicated that there needs to be more consideration regarding the balance between these
two skills sets as they may be more personal and experiential than was originally thought.
Indeed, the Global North suggests skills and attributes that spiritual care providers should have,
but I feel these need to be tempered carefully to the South African context.

Throughout the data collection and analysis processes I found myself oscillating between, on
the one hand, what the data were revealing (i.e., there is a need for the development of a
spiritual care curriculum that fits the South African context) and, on the other hand, the realities,
and implications of a lack of funding on how spiritual care is currently practised and taught. I

feel that perhaps two issues are being conflated here which need further consideration:

a. Spiritual care workers feel left out and consequently see formalising spiritual care
services by developing a standalone training curriculum as being a big step in the
direction of gaining importance and recognition; and

b. Perhaps we should not have designated spiritual care workers at all, but we should make
available spiritual care training to all health care and care workers, which will allow for
spiritual care to be taught in the model that currently exists (i.e., embedded in other
health care, social sciences, and theology curricula, and as training modules at

hospices).

I end this dissertation having gained an added wealth of knowledge, understanding and respect
for hospice work in SA, and particularly how spiritual care is practised despite the barriers that
block this specialist work. I clearly saw emerge from the data the need for spiritual care training
and for the development of a spiritual care curriculum. But when I looked at the data against
the realities of SA and the priorities SA currently has, centred largely on addressing
inequalities, growing its economy, and navigating the COVID-19 pandemic, I am not sure that
the time is ripe just yet for the development of a standalone spiritual care curriculum for SA. I
hope that the questions I raise in this chapter, and the dissertation as a whole, will provide
directions of interest for further work which can inform the best way of recognising spiritual
care services and spiritual care training needs in SA, which will ultimately improve the care

for palliating patients and their families.

For my part, I plan to keep researching and thinking about these issues. I came to this study
assuming that I knew that SA would need a spiritual care curriculum and that I would be able

to suggest how this should look and be implemented. I end the dissertation with much less
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certainty about the way forward. I am aware of an implicit pressure for academic studies (and,
perhaps, PhD studies in particular) to end with a programmatic set of recommendations. In
part, I feel that the work of my PhD is unfinished. But this is also something in which I take
comfort. Research may lead to practicable solutions, but it is also the function of research to
disrupt and to cause discomfort. As a practical person who has spent all my professional life
dealing with the business of running services and trying to solve problems, something I
continue to do and enjoy, I expected the dissertation to solve more problems. The fact that the
research did not do this makes me uncomfortable (Boler, 1999), but discomfort, as a research
tradition going back some twenty years shows, can be highly generative for productive thinking
(Zembylas, 2017). One well-established consequence of discomfort can be what has been
termed “research-mindedness”. In my case, the fact that I am left unsure and somewhat
discomfited by what I have found by completing this research is, I believe, a good thing. I am
not quite sure where I will go as a researcher, but I know that the discomfort I feel at the end
of this study is indeed generative — I will keep thinking and working on the issues I have

discussed here.
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Addenda

Addendum 1: National Online Survey

Sub-study 1: National online survey of all HPCA member organisations in SA

as a Non-Profit Organisation,
please provide your NPO
Number

Field Field Name Description First Response | Expanded
Number Comment
Guidelines and Please complete the
instructions questionnaire as best you can. Information
Please respond on the “First
Response” column. For further
comments please use the
“Expanded Comments” column
as and when you feel you need
to.

F001 Your Name Please identify yourself as the
person responding to this
questionnaire. (First Name,
Surname)

F002 Designation Your role/designation in your
organisation, e.g., CEO

F003 Date The date you started completing
this questionnaire, dd/mm/yyyy

F004 Contact Number | A contact number we may use if
we wish to discuss your
responses with you

F005 E-mail Address An email address we can use to
ask clarifying questions

F006 Name of The name your organisation

Member operates under
Organisation
F007 Member The street address of your
Organisation’s organisation. (The building
address where the work of your
organisation is managed from).

F008 Province The province in which your
organisation is situated, e.g.,
Western Province

F009 Land Line The phone number a member of
the public would use to contact
your organisation, e.g., 021 555
1234

F010 Website Address | If you operate a website, what is
your organisation’s website
address? eg., www.hospice.co.za

F011 NPO Number If your organisation is registered
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F012

HPCA
Accreditation

If your organisation has been
accredited by the Hospice
Palliative Care Association
(HPCA) please indicate your
rating followed by the year, e.g.,
Three Star/2018

F013

Staff: Full Time

The number of people who are
paid for a full day of work.
(Including contract workers).

F014

Staff: Part Time

The number of people paid for
part of a day or week worked.
(Including contract workers).

F015

Registered
patients

Please state the average number
of patients your organisation
offers services to per month, e.g.,
226 patients per month

F016

Medical Doctor

Based on the average number of
patients registered at your
organisation per month and as
cited above, please indicate,
using a ratio, the access your
patients have to a Medical
Doctor, e.g., one part-time
Doctor and one full-time Doctor
would equal 1,5:266 (This means
1,5 Doctors care for 266 patients
per month)

F017

Registered
Professional
Nurses

Based on the average number of
patients registered in your
organisation per month, please
indicate, using a ratio, the access
your patients have to a
Registered Professional Nurse,
e.g., 12 full-time Registered
Nurses equals 12:226. (This
means that 12 Registered Prof
Nurses care for 266 patients per
month)

F018

Community
Health Care
Workers
(CHCW)

Based on the average number of
patients registered in your
organisation per month, please
indicate, using a ratio, the access
your patients have to a CHCW,
e.g., 15 full-time CHCW equals
15:226. (This means that 15
CHCW care for 266 patients per
month)

F019

Social Workers

Based on the average number of
patients registered at your
organisation per month, please
indicate using a ratio the access
patients have to Social Workers,
e.g., 6 full-time Social Workers
equals 6:266

F020

Auxiliary Social
Workers

Based on the average number of
patients registered at your
organisation per month, please
indicate using a ratio, the access
patients have to Aux Social
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Workers, e.g., 3 full-time Social
Workers equals 3:266

F021 Psychologists Based on the average number of
patients registered at your
organisation per month, please
indicate using a ratio, the access
patients have to a psychologist,
e.g., 1 part-time Psychologist
equals 0.5:266

F022 Spiritual Care Based on the average number of
Workers patients registered at your
organisation per month, please
indicate using a ratio, the access
patients have to Spiritual Care
Workers, e.g., 1 part-time
Spiritual Care Worker equals

1:266
F023 Bereavement Based on the average number of
Care Workers patients registered at your

organisation per month, please
indicate using a ratio, the access
patients have to Bereavement
Care Workers, e.g.., 3 full-time
Bereavement Care Workers
equals 3:266

F024 Other Workers Please indicate what other
category of workers or
volunteers offer services to at
your organisation. Please express
this as a ratio, e.g.., 1 part-time
Occupational Therapist equals
0,5:266. Please use the
“Expanded Comments” column
to describe the types of workers
you are considering in this

response.
F025 Patient Choose one of the following to
Management describe the Patient Management
Approach Approach your organisation
uses:

a) Inter-Disciplinary Team (IDT)
b) Multi-Disciplinary Team
(MDT)

c¢) Neither

d) Both

e) Other. (Please use the
“Expanded Comments” column
to better describe your selection)

F026 Patient If your organisation has formed
Management working teams to manage each
Team patient’s need, please identify

the disciplines from the list that
are regularly represented at team
meetings / collaborations. *for
the purpose of this questionnaire
I shall use the term Inter
Disciplinary Team (IDT) to refer
to the Patient Management Team
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F027 IDT Doctor Doctor:
a) Yes
b) No
c) Partly
F028 IDT Registered Nurse:
Prof Nurse a) Yes
b) No
c) Partly
F029 IDT Community | CHCW:
Health Care a) Yes
Worker b) No
(CHCW) c) Partly
F030 IDT Social Social Worker:
Worker a) Yes
b) No
c) Partly
F031 IDT Aux Social Aux Social Worker:
Worker a) Yes
b) No
c) Partly
F032 IDT Psychologist | Psychologist:
a) Yes
b) No
c) Partly
F033 IDT Spiritual Spiritual Care Worker:
Care Worker a) Yes
b) No
c) Partly
F034 IDT Bereavement Care Worker:
Bereavement a) Yes
Care Worker b) No
c) Partly
F035 IDT Other Other type of Worker:
Worker a) Yes
b) No
c) Partly (Please specify in the
“Expanded Comments” column)
F036 IDT Monthly Do the disciplines get together

and meet to discuss patients on a
monthly cycle?

A) Yes

b) No

c) Different Type of meeting.
(Please specify if a different type
of meeting is held).
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F037

IDT Weekly

Do the disciplines get together
and meet to discuss patients on a
weekly cycle?

a) Yes

b) No

F038

IDT WhatsApp

Do the disciplines work together
using a tool like WhatsApp to
co-ordinate patient management?
a) Yes,

b) No,

c) Different Type of tool. (Please
specify if a different type of tool
is used).

F039

IDT e-mail

Do the disciplines work together
using e-mail to manage patients?
a) Yes

b) No

c¢) Other. (Please specify if
another type of written
communication is used)

F040

In-Patient Unit
(IPU)

Does your organisation operate
its own In-Patient Care Unit
(IPU)?

a) Yes,

b) No,

c) Other. If another way of
providing the service is offered,
please describe. *if your
organisation does not have an
IPU please go to questions F043

F041

IPU Beds Active

Please indicate how many IPU
beds are in operation to care for
patients?

F042

IPU Occupancy
Rate

What would be the average bed
occupancy rate per month?

F043

Day-Care
services

Does your organisation offer
day-care service?

a) Yes

b) No. *if your organisation does
not offer day-care services,
please go to question F045

F044

Day-Care
services

Are patients transported to a
central point for the day to
benefit from these day-care
services?

a) Yes

b) No

Palliative Care
Service Pillars

The National Policy Framework
and Strategy on Palliative Care
(NPFSPC) focuses significantly
on the four main pillars of
Palliative Care intervention:
medical care, psychosocial care,
spiritual care, and bereavement
care.

Information
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F045

Pillar Medical
Care Services

What phrase best describes the
extent of Medical Care offered
by your organisation?

a) Full Care,

b) Partial Care,

¢) Occasional Care,

d) Not at all

F046

Pillar Psycho-
Social Care
Services

What phrase best describes the
extent of Psycho-social Care
offered by your organisation?
a) Full Care,

b) Partial Care,

¢) Occasional Care,

d) Not at all

F047

Pillar Spiritual
Care Services

What phrase best describes the
extent of Spiritual Care offered
by your organisation?

a) Full Care,

b) Partial Care,

¢) Occasional Care,

d) Not at all

F048

Pillar
Bereavement
Services

What phrase best describes the
extent of Bereavement Care
offered by your organisation?
a) Full Care,

b) Partial Care,

¢) Occasional Care,

d) Not at all

F049

Spiritual Care
Services

What definition does your
organisation utilise to describe
Spiritual Care?

F050

Key components
of Spiritual Care

If your organisation does not
have a definition of Spiritual
Care, what word/s from the
following would you feel best
describes the essence of Spiritual
Care?

a) Reverence

b) Meaning and purpose

c¢) Religion

d) Connectedness. (Please add
other words in the “Expanded
Comments” column that you feel
best describes spiritual care)

F051

Spiritual Care as
a pillar of
palliative care:
organisation

Does your organisation
recognise Spiritual Care as an
integral part of the palliative care
service it offers as an
organisation?

a) Yes

b) No

F052

Spiritual Care as
a pillar of
palliative care:
patient

Do your patients recognise
Spiritual Care as an integral part
of the palliative care experience
expected from your
organisation?
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a) Yes
b) No

F0S3

Spiritual Care:

Referral

Are patients referred to external
service providers for their
Spiritual Care needs?

a) Mostly

b) Occasionally

¢) Not at all

F054

Spiritual Care
Service
Providers

To what extent does your
organisation co-ordinate with
outside service providers for the
spiritual needs of your patients?
a) On a regular basis

b) Occasionally

c¢) Not at all.

F055

Spiritual Care
Workers:
Recruitment

Does your organisation
experience difficulty recruiting
staff/volunteers to provide
Spiritual Care service to your
patients?

a) Yes

b) No

¢) Service not offered

d) Other. (Please describe your
reason in the “Expanded
Comments” column if “Other”
was selected).

F056

Spiritual Care:

Funding

Does a lack of funding limit the
extent to which a Spiritual Care
Service is offered by your
organisation?

a) Yes

b) No

c¢) To some extent

d) Service not offered.

F057

Spiritual Care:

Qualifications

Have you experienced difficulty
finding staff and volunteers
correctly qualified for the role of
a Spiritual Care Worker?

a) Yes

b) No

F058

Spiritual Care:

Staff/Workers

Are some of your Spiritual Care
Workers formal employees of
your organisation?

a) Yes

b) No

¢) Service not offered

F059

Spiritual Care:

Volunteer
Numbers

How many Spiritual Care
Workers are volunteers helping
your organisation in providing a
service?
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F060 Spiritual Care Do the Spiritual Care volunteers
Volunteers: get financially remunerated for
Remuneration their time in any way?

a) Yes

b) No

¢) Travel expenses only

d) Other. If “Other” please
explain in the “Expanded
Comments” Column what these
would be.

F061 Spiritual Care Please describe your incentive
Volunteers: programme if any, for your
Incentives spiritual care workers.

F062 Spiritual Care How many Spiritual Care
Workers: Male Workers are male?

F063 Spiritual Care How many Spiritual Care
Workers: Female | Workers are female?

F064 Spiritual Care What is the median age of a
Worker: Age Spiritual Care Worker?

a) Between 20- and 40-years old
b) Between 40 and 65 years old
¢) Older than 65 years?

F065 Spiritual Care: What percentage of patients are
Language spoken to in English?

English

F066 Spiritual Care: What percentage of patients are
Language spoken to in Afrikaans?
Afrikaans

F067 Spiritual Care: What percentage of patients are
Language isiZulu | spoken to in isiZulu?

F068 Spiritual Care: What percentage of patients are
Language spoken to in isiXhosa?
isiXhosa

F069 Spiritual Care: What percentage of patients are
Language spoken to in isiTswana?
isiTswana

F070 Spiritual Care: What percentage of patients are
Language Other | spoken to in another language?

Please explain what that
language is.

F071 Spiritual Care What percentage of your
Worker: Spiritual Care Worker base are
Christian Christian?

F072 Spiritual Care What percentage of your
Worker: Hindu Spiritual Care Worker base are

Hindu?

F073 Spiritual Care What percentage of your

Worker: Islam Spiritual Care Worker base are
Islamic?

F074 Spiritual Care What percentage of your
Worker: Spiritual Care Worker base are
Judaism Judaists?

F075 Spiritual Care What percentage of your
Worker: Spiritual Care Worker base are
Buddhism Buddhists?
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F076 Spiritual Care What percentage of your

Worker: Baha’i | Spiritual Care Worker base are
Baha’i?

F077 Spiritual Care What percentage of your

Worker: Other Spiritual Care Worker base are
of another religion? Please can
you explain what those religions
are?

F078 Spiritual Care What percentage of your
Worker: Spiritual Care Workers achieved
Matric/Grade 12 | a matriculation certificate?

F079 Spiritual Care What percentage of your
Worker: Spiritual Care Workers achieved
Graduate a graduate degree?

F080 Spiritual Care What percentage of your
Worker: Post- Spiritual Care Workers achieved
graduate a post-graduate degree?

F081 Spiritual Care: What level of formal training in
Training spiritual care does your Spiritual

Care Workers have?

a) No formal training.

b) Basic training

¢) Inter-mediate training

d) Advanced training

e) Other (Please explain in the
“Expanded Comments” column)

F088 Spiritual Care What level of formal training in
Qualification: spiritual care does your
Principal/Lead principal/lead Spiritual Care

Worker have?

a) No formal training.

b) Basic training

c) Inter-mediate training

d) Advanced training

e) Other (Please explain in the
“Expanded Comments” column)

F082 Spiritual Care What level of formal training in
Qualification: spiritual care does your Patient
Patient Management Team have?
Management a) No formal training.

Team b) Basic training
¢) Inter-mediate training
d) Advanced training
e) Other (Please explain in the
“Expanded Comments” column)

F083 Spiritual Care What are the median years of
Team: years of service at your organisation of
service your Spiritual Care Workers?

a) Under 5 years
b) Between 5- and 10-years
¢) Over 10 years?

F084 Spiritual Care: Does your organisation offer

Training
Curriculum

training in Spiritual Care?
a) Yes
b) No
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F085

Spiritual Care:
Training
Curriculum

Does your organisation have a
Spiritual Care training
curriculum?

a) Yes

b) No

F086

Spiritual Care:
Training
Curriculum

If yes, did your organisation
develop its own training
curriculum in Spiritual Care or
was the training outsourced?
a) Developed our own

b) Outsourced

F087

Spiritual Care:
Training
Curriculum

Is your organisation aware that
Hospice Palliative Care
Association (HPCA) has
developed and has available
some training curricular in
Spiritual Care?

a) Yes

b) No

F088

Spiritual Care
National
Curriculum

Do you feel that there needs to
be a national curriculum on
spiritual care for member
organisations in palliative care
settings?

a) Yes

b) No

¢) Undecided

F089

Spiritual Care
training Progress

Has your organisation made any
progress in developing its own
spiritual care curriculum?

a) Yes

b) No

F090

Spiritual Care
national
curriculum skills

What do you feel are the skills
that would be needed in
developing a national curriculum
in spiritual care within a
palliative care setting?

F091

Spiritual Care
Cost of Training

In your opinion would your
organisation be able to fund the
course fees and time to send a
Spiritual Care Worker for
training in a national spiritual
care course?

a) Yes

b) No

c¢) To some extent. (Please
comment further in the
“Expanded Comments” column

F092

Spiritual Care
No Requirement

What would you suggest is your
organisation’s level of interest in
the development of such a
national curriculum in Spiritual
Care?

a) Not interested

b) Interested

¢) No sure at this time
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F093

Spiritual Care
No Demand

Do you think that the Spiritual
Care Workers are interested in
being trained further in spiritual
care; has a need for training been
expressed by them that you
know about?

a) Yes, a need has been
expressed

b) No, a need has not been
expressed

¢) We do not know at this time

F094

Spiritual Care
Curriculum
Content

Are there any suggestions that
you may have that could inform
the content of a national
curriculum in spiritual care?

a) Yes, we would like to make
further content contributions to a
curriculum,

b) No, we do not wish to
participate,

¢) Not sure at this time

F095

Spiritual Care
Curriculum
Content

Could you please elaborate more
on those suggestions, as above in
the “Expanded Comments”
column?

F096

Spiritual Care
Curriculum
Participation

Should a national curriculum in
Spiritual Care be developed,
would your organisation be
interested in being part of that
curriculum development?

a) Yes

b) No

¢) Not at this time

F097

Spiritual Care
Curriculum
Participation

What skills and resources would
you say your organisation’s
Spiritual Care Team would be
able to bring to the process of
developing a national curriculum
in spiritual care?

a) Yes, we would contribute with
our experience and time towards
developing a curriculum,;

b) No, we cannot participate

¢) We cannot comment at this
time

F098

Spiritual Care:

integration

What would best describe the
relationship of the Spiritual Care
Workers with the other members
of your organisation?

a) Fully integrated

b) Partially integrated

c) Not integrated

d) Other. (Please feel free to
describe this relationship more
fully in the “Expanded
Comments” column)
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F099

Spiritual Care:
Poor Integration

What would best describe why
the spiritual care workers do not
work within the Patient
Management Team?

a) N/A as integration is good

b) No role for spiritual care to
play within the Patient
Management Team

¢) Lack of understanding of what
role spiritual care can play in the
Patient Management Team

d) Spiritual care is not a
recognised profession

e) There is not any recognised
training offered in spiritual care.
(Please feel free to unpack this
question more fully in the
“Expanded Comments” column)

F100

General
Comments

I will be grateful for any
additional comments you may
have regarding the national
curriculum needs for Spiritual
Care pertaining to your
organisation. You may respond
on the “Expanded Comments”
column
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Addendum 2: Recruitment Material (Online Survey)

Recruitment Material (Online Survey)

Electronic Request to Participate in a Hospice Study (online survey)

From: ronitam(@stlukes.co.za

Date: Sat, June 15, 2019, at 11:53 AM

Subject: Request to participate in an online survey to establish if there is a need for a national

curriculum in spiritual care to be developed for hospice work in South Africa

Dear ...ooovii (As I would have already spoken telephonically
to the CEO/Health Services Manager, I would address him/her by name)

As previously discussed, and presented to youon .................. (I will insert the date I made
that call and the email of thanks where I attached the proposal, and the 3 ethical clearance
certificates). I am currently completing my PhD in Psychology at Stellenbosch University. The
title of my PhD is “Spiritual care in a hospice palliative care setting in South Africa: national

curriculum needs; description of provincial services; and a local case study.”

I have been employed in the health and welfare sector for over 25 years. Of that time, [ was
employed for 15 years in a hospital setting and since the past 2,5 years as CEO of St Luke’s
Combined Hospices, one of the largest and longest standing hospices in the Western Cape,

South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC) by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By

extension there appears to be a lack of professionalism around this pillar of care.
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While there is a substantive body of research about course curricula related to spirituality and
religion in university settings in the global north, there is a significant gap in addressing the
development of a national spiritual care curriculum for practice within hospice palliative arenas
in SA. Significantly, there also appears to be limited documented formal training programmes
in spiritual care in a hospice palliative care setting in South Africa yet there is an expressed
need to establish spiritual care as a key pillar of palliative care. This study seeks to establish
what the national curriculum needs are of hospices with regards to spiritual care and to establish

if in fact there is an appetite for a national curriculum in spiritual care.

I kindly request your assistance in completing the electronic questionnaire. The questionnaire
has been created in a user-friendly online format and should not take more than thirty minutes
to complete. Please complete and return by no later than ........................... (I will suggest

a date)

For a resend of the summary of the research proposal and the ethical clearance letters please

send an email request to my email address ronitam(@stlukes.co.za

Thanking you in advance for your contribution.

Kind regards

Ronita Mabhilall

Cell: 0846161024

Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
Please click or copy/paste the following link in your browser:

(I will attach the link)
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Addendum 3: Participant Information Leaflet (Online Survey)

Participant Information Leaflet (Online survey)

Study title:

Spiritual care in a hospice palliative care setting in South Africa: national curriculum needs;

description of provincial services; and a local case study.

Introduction:

I am Ronita Mabhilall, and I am currently undertaking my PhD in Psychology at Stellenbosch
University. The title of my research project is “Spiritual care in a hospice palliative care setting
in South Africa: national curriculum needs; description of provincial services; and a local case
study.” I have been employed in the health and welfare sector for over 25 years. Of that time,
I was employed for 15 years in a hospital setting and since the past 2,5 years as CEO of St
Luke’s Combined Hospices, one of the largest and longest standing hospices in the Western

Cape, South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC), by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By

extension there appears to be a lack of professionalism around this pillar of care.

While there is a substantive body of research about course curricula related to spirituality and
religion in university settings in the global north, there is a significant gap in addressing the
development of a national spiritual care curriculum for practice within hospice palliative arenas

in SA. Significantly, there also appears to be limited documented formal training programmes
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in spiritual care in a hospice palliative care setting in South Africa yet there is an expressed
need to establish spiritual care as a key pillar of palliative care. This 3-part study seeks to
establish what the national curriculum needs are of hospices in SA with regards to spiritual
care and to establish if in fact there is an appetite for a national curriculum in spiritual care;
what the spiritual care practices are in the Western Cape; and then a case study of an established
hospice with an established spiritual care programme. This hospice has been identified as St

Luke’s Combined Hospices

This study, Sub-Study One: seeks to establish what the national curriculum needs are of
member organizations with regards to spiritual care and to establish if in fact there is an appetite
for a national curriculum in spiritual care. This is the 1% part of the study. This Sub-Study One
will be an online or electronic survey. The questionnaire has been created in a user-friendly

online format and should not take more than thirty minutes to complete.

You may ask as many questions as you wish because it is important that you fully understand
the study. As a participant, you are under no obligation to commit at this stage. I am the primary
researcher. I hold a master’s degree in social science (Social Work). I am currently employed
as the CEO of St Luke’s Combined Hospices. I am undertaking this PhD/doctoral research
study through Stellenbosch University. My supervisor is Prof Leslie Swartz, with whom I have
a formal supervisor/supervisee agreement. He will be guiding me through this research process.
He will also be my co-researcher. This research will be funded by a grant made available by

my Prof Leslie Swartz.

This study has been approved by the HPCA Research Ethics Committee (for the purpose of
this document I am working from the premise that the ethical approval is granted) and it
complies with the S SA Good Clinical Practice Guidelines. This study has also been approved
by the Research and Ethics Committee of Stellenbosch University and ethical clearance has
been obtained from St Luke’s Combined Hospices’ Research and ethics Committee as well.
The Research and Ethics Committees of either three entities (as above) may inspect the

research site, view data collection sheets, signed consent forms and records of interviews.

All the information that you share with me will be held in the strictest of confidence. Other
than me, my supervisor will have access to that information in its original, raw format. You are
free to withdraw from the process at any time you choose. This study will hopefully bring due

attention to the role spiritual care plays in the palliative care experience. We will get better
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insights into what the current training needs are in spiritual care. Any information you share
with me during this study and that could possibly identify you as a participant will be protected.
This will be done by ensuring that all electronic data will be password protected and all
information will be backed up to an internal and external server which will also be password
protected. If direct quotes need to be included in the report these will be coded so that
anonymity is guaranteed. Data will be safely and securely stored for 2 years following

publication or 6 years without publication.

You can choose whether to be in this study or not. If you agree to take part in this study, you
may withdraw at any time without any consequence. You may also refuse to answer any

questions you don’t want to answer and still remain in the study.

If you have any questions or concerns about this study, please feel free to contact Ronita

Mabhilall on 0846161024 or on email: ronitamahilall@gmail.com. My supervisor Prof Leslie

Swartz can be contacted on 0824593559 or on email: Iswartz@sun.ac.za. The Hospice
Palliative Care Association’s Research and Ethics Committee can also be contacted: Cheryl

Borresen on cheryl.borresen@gmail.com

The final report will be discriminated electronically, via hard copies, at conferences and

workshops and I will avail myself to present the report if invited to do so.

Thank you greatly for your engagement in this research project.

Kind regards

Ronita Mahilall

Cell: 0846161024

Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
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Addendum 4: Electronic Consent to Participate (Online Survey)
Electronic Consent to Participate (Online Survey)
Dear Prospective Participant

I am Ronita Mahilall, and I am currently undertaking my PhD in Psychology at Stellenbosch
University. The title of my research project is “Spiritual care in a hospice palliative care setting
in South Africa: national curriculum needs; description of provincial services; and a local case

study.”

I have been employed in the health and welfare sector for over 25 years. Of that time, [ was
employed for 15 years in a hospital setting and since the past 2,5 years as CEO of St Luke’s
Combined Hospices, one of the largest and longest standing hospices in the Western Cape,
South Africa. Please take some time to read the information presented here, which will explain

the details of this project.

Your participation is entirely voluntary, and you are free to decline to participate. If you say
no, this will not affect you negatively in any way whatsoever. You are also free to withdraw
from the study at any point, even if you do agree to take part. The purpose of this study: We
are all celebrating the newly passed National policy on Palliative Care. This is a very exciting
piece of legislation that firmly puts palliative care as in integral part of the health care system.
Palliative Care has 4 pillars to it: medical/nursing care, psychosocial care, spiritual care, and
bereavement care. While there are significant protocols on nursing, psychosocial and
bereavement care, spiritual care is still clouded in mystery. There seems not to be much insight
into what the other hospices in SA are doing as part of their spiritual care work especially
around issues of training in spiritual care. This study will seek to establish what those training
needs are nationally, what the provincial practices are in the Western Cape, and we will do a
case study of the programme that exists at St Luke’s Combined Hospices. This will be a 3-part
study taking the form on an online survey nationally with all hospices in SA. Then there will
be focus group discussions with the key spiritual care and management staff in the Western
Cape hospices. The 3™ part of the study will include interviews and focus group discussions

with the spiritual care volunteers registered at St Luke’s Combined Hospices.

The online survey will take approximately 30 minutes to complete and will contain a

combination of open and closed ended questions covering the training needs of your hospice
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with regard to spiritual care in a hospice palliative care setting. Identifying details of your

hospice will be asked for. However, you are not obliged to fill this out.

You have the right to decline answering any questions and you can exit the survey at any time

without giving a reason. You are not waiving any legal claims or rights because of your

participation in this research study. If you have questions regarding your rights as a research

participant, contact Mrs Maléne Fouché [mfouche@sun.ac.za; 021 808 4622] at the Division

for Research Development at Stellenbosch University. The Hospice Palliative Care

Association’s Research and Ethics Committee can also be contacted: Cheryl Borresen on

cheryl.borresen@gmail.com

To save a copy of this text, please go to ‘File’ then ‘save as’ then chose where you would like

to save this document in your ‘browser’, then click ‘save’.

I confirm that I have read and understood the information YES NO

provided for the current study

I agree to take part in this survey YES NO

Kind regards

Ronita Mahilall

Cell: 0846161024

Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University
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Addendum 5: Sub-Study Two — Guiding Questions for Semi-Structured Focus Group

Discussions

Positioning spiritual care services as offered by the hospices in the Western Cape

1. What is your understanding of the South African National Policy Framework and
Strategy on Palliative Care 2017-2022 (NPFSPC)?

2. How does the NPFSPC influence service delivery at your hospice?

3. Does your hospice offer spiritual care services?

4. Describe the nature of the spiritual care intervention provided by your organisation.

5. What has the benefit been to the patient/family after receiving spiritual care
intervention?

The role of spiritual care within a hospice in a diverse South African context

6. Describe the role of spiritual care as one of the four pillars of palliative care within
your hospice.

7. How would you describe the role of the spiritual care workers within the Inter-
Disciplinary Team (IDT) or Multi-Disciplinary Team (MDT) at your hospice?

8. Given the range of diversity of SA, how would you say this affects the thinking of

spiritual care delivery within your hospice?

Skills and training needs of a spiritual care worker towards a development of a spiritual

care training curriculum

9. What skills are needed to provide spiritual care services?

10. What resources are needed to provide spiritual care services?

11. Are your spiritual care workers trained in spiritual care?

12. What would you consider to be the curriculum needs of spiritual care workers?
13. What would you consider to be the curriculum content of a spiritual care training

programme within a hospice palliative care setting in SA?
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Addendum 6: Recruitment Materials (Focus Group Discussions)

Electronic Request to Participate in a Hospice Study (Focus Group Discussions)

From: ronitam@stlukes.co.za

Date: Sat, June 15, 2019 at 11:53 AM

Subject: Request to participate in a hospice study: Focus Group Discussions

Dear ...oooviii (4As I would have already spoken telephonically
to the CEO/Health Services Manager, [ would address him/her by name)

Thank you for participating on the Sub-Study One which was an online survey conducted on
.................. (I will insert the date). That survey sought to establish if there was a need for

a national curriculum in spiritual care to be developed.

I am now engaging with the Sub-Study Two which seeks to explore the current spiritual care
practices in the 11 hospices in the Western Cape. As previously explained, I am currently
completing my PhD in Psychology at Stellenbosch University. The title of my PhD is “Spiritual
care in a hospice palliative care setting in South Africa: national curriculum needs; description
of provincial services; and a local case study.” I have been employed in the health and welfare
sector for over 25 years. Of that time, I was employed for 15 years in a hospital setting and
since the past 2,5 years as CEO of St Luke’s Combined Hospices, one of the largest and longest
standing hospices in the Western Cape, South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC), by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By

extension there appears to be a lack of professionalism around this pillar of care.

As I continued reviewing literature on spiritual care, I found that there is a paucity of relevant
and current literature, which addresses the role of spiritual care, spiritual care education, and

models of spiritual care, within hospice Palliative Care settings in South Africa. While there
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are a significant number of studies done on spiritual care in nursing, and spiritual care in social
work in sub-Saharan Africa, focused research on spiritual care as an independent discipline is
significantly lacking in a South African context. While many hospices in SA undertake spiritual

care work there appears to not be a clear documentation of such work.

This study seeks to establish what the regional spiritual care practices are within the Western
Cape Province. This study will take the form of a focus group discussion where the
CEOs/Health Services Managers/Social Services Managers/identified Spiritual Care staff
member would engage in discussions around specific questions pertaining to this study. The
focus group discussion will take place on ..o (I will give
a date, time, venue, and directions). 1 anticipate the discussion to last approx. 90 minutes. You

will be reimbursed for your travel expenses. Refreshments will be provided.

Please can you RSVP by no later than ......................... (I will suggest a date) confirming

your willingness to participate in this focus group discussion.

For a resend of the summary of the research proposal and the ethical clearance letters please

send an email request to my email address ronitam(@stlukes.co.za

Thanking you in advance for your cooperation.

Kind regards

Ronita Mahilall

Cell: 0846161024

Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
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Addendum 7: Participant Information Leaflet (Focus Group Discussions)

Participant Information Leaflet (Focus Group Discussions)

Date: ...

Study title:

Spiritual care in a hospice palliative care setting in South Africa: national curriculum needs;

description of provincial services; and a local case study.
Introduction:

I am Ronita Mabhilall, and I am currently undertaking my PhD in Psychology Stellenbosch
University. The title of my research project is “Spiritual care in a hospice palliative care setting
in South Africa: national curriculum needs; description of provincial services; and a local case
study.” I have been employed in the health and welfare sector for over 25 years. Of that time,
I was employed for 15 years in a hospital setting and since the past 2,5 years as CEO of St
Luke’s Combined Hospices, one of the largest and longest standing hospices in the Western

Cape, South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC), by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By
extension there appears to be a lack of professionalism around this pillar of care. While there
is a substantive body of research about course curricula related to spirituality and religion in
university settings in the global north, there is a significant gap in addressing the development
of a national spiritual care curriculum for practice within hospice palliative arenas in SA.
Significantly, there also appears to be limited documented formal training programmes in
spiritual care in a hospice palliative care setting in South Africa yet there is an expressed need

to establish spiritual care as a key pillar of palliative care.

This 3-part study seeks to establish what the national curriculum needs are of hospices with

regards to spiritual care and to establish if in fact there is an appetite for a national curriculum
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in spiritual care; what the spiritual care practices are in the Western Cape; and then a case study
of an established hospice with an established spiritual care programme. This part of the study
will be focus group discussions. Focus group discussions will be held (possibly 2 to 3 for on
average 90 mins) with key role-players CEO/Health Services Manager/Social Services
Manager/Spiritual Care staff member) within hospices in the Western Cape to establish what
their provincial practices are in spiritual care within hospice palliative care settings. You may
ask as many questions as you wish because it is important that you fully understand the study.

As a participant, you are under no obligation to commit at this stage.

I am the primary researcher. I hold a master’s degree in social science (Social Work). I am
currently employed as the CEO of St Luke’s Combined Hospices. I am undertaking this
PhD/doctoral research study through Stellenbosch University. My supervisor is Prof Leslie
Swartz, with whom I have a formal supervisor/supervisee agreement. He will be guiding me
through this research process. He will also be my co-researcher. This research will be funded
by a grant made available by my Prof Leslie Swartz. This study has been approved by the
HPCA Research Ethics Committee (for the purpose of this document I am working from the
premise that the ethical approval is granted) and it complies with the S SA Good Clinical
Practice Guidelines. This study has also been approved by the Research and Ethics Committee
of the Stellenbosch University and ethical clearance has been obtained from St Luke’s
Combined Hospices’ Research and ethics Committee as well. The Research and Ethics
Committees of either three entities (as above) may inspect the research site, view data

collection sheets, signed consent forms and records of interviews.

All the information that you share with me will be held in the strictest of confidence. Should
you become uncomfortable sharing some sensitive or emotional information and you may need
added counselling support this will be made available to you at no cost to you. Other than me,
my supervisor will have access to that information in its original, raw format. You are free to
withdraw from the process at any time you choose. This 3-part study seeks to establish what
the national curriculum needs are of hospices in SA with regard to spiritual care and to establish
if in fact there is an appetite for a national curriculum in spiritual care; what the spiritual care
practices are in the Western Cape; and then a case study of an established hospice with an
established spiritual care programme. This hospice has been identified as St Luke’s Combined

Hospices
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This is the 2nd part of the research project. This Sub-Study Two will bring attention to the role
spiritual care plays in the palliative care experience and in particular give better insights into
what the current practices are in spiritual care in the Western Cape hospices. Any information
you share with me during this study and that could possibly identify you as a participant will
be protected. This will be done by ensuring that all electronic data will be password protected
and all information will be backed up to an internal and external server which will also be
password protected. If direct quotes need to be included in the report these will be coded so
that anonymity is guaranteed. Data will be safely and securely stored for 2 years following

publication or 6 years without publication.

Any information you share with me during this study and that could possibly identify you as a
participant will be protected. This will be done by ensuring that all notes or recordings taken
will be stored in a secure, locked strong room. I am the only person who will have access to
that strong room. Any electronic information will be password protected and all information
will be backed up to an internal and external server which will also be password protected. If
direct quotes need to be included in the report these will be coded so that anonymity is
guaranteed. With you written permission the FGD may be recorded. All recordings will be
made available to you to review. Once the information is accessed the recordings will be
deleted from all devices. You can choose whether to be in this study or not. If you agree to take
part in this study, you may withdraw at any time without any consequence. Y ou may also refuse
to answer any questions you don’t want to answer and still remain in the study. If you have any
questions or concerns about this study, please feel free to contact Ronita Mahilall on

0846161024 or on email: ronitamahilall@gmail.com. My supervisor Prof Leslie Swartz can

be contacted on 0824593559 or on email: Iswartz(@sun.ac.za. The Hospice Palliative Care

Association’s Research and Ethics Committee can also be contacted: Cheryl Borresen on

cheryl.borresen@gmail.com

The final report will be discriminated electronically, via hard copies, at conferences and

workshops and I will avail myself to present the report if invited to do so.

Thank you greatly for your engagement in this research project.

Kind regards

Ronita Mahilall
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Cell: 0846161024
Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
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Addendum 8: Confidentiality and Non-Disclosure Agreement

Confidentiality and Non-Disclosure Agreement

) , ID Number
............................................ , In my capacity as co-researcher working with Ronita
Mabhilall on the research study titled “Spiritual care in a hospice palliative care setting in South
Africa: national curriculum needs; description of provincial services; and a local case study”,
agree to maintain full confidentiality and non-disclosure in regards to any and all information

received during my duties as a co-researcher engaged in this project.
Further, I agree:

1. To hold in strictest confidence any and all information gleaned during my engagement
in this study.

2. To not share any or all information gleaned during my engagement in this study with
anyone unless with the expressed and written consent of Ronita Mahilall.

3. To not make copies of any or all information gleaned during my engagement in this
study with anyone unless with the expressed and written consent of Ronita Mahilall.

4. To store any or all study-related materials in a safe and secure location as long as such
materials are in my possession.

5. To return any or all information gleaned during my engagement in this study to Ronita
Mahilall in a complete and timely manner.

6. To delete any or all electronic files containing study-related information from my
computer hard drive and any back-up devices.

7. None of the content of my engagement in, during and after the study will be discussed

or shared with any third party under any circumstance.

Signature Date

Kind regards
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Ronita Mahilall
Cell: 0846161024
Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.

229



Stellenbosch University https://scholar.sun.ac.za

Addendum 9: Consent to Participate in Research
Consent to participate in research

You are invited to take part in a study conducted by Ronita Mahilall, from the Faculty of
Psychology at Stellenbosch University. You were approached as a CEO or the Health Services
Manager of your organization and because of your work at your organization especially in the

spiritual care field.

1. Purpose of the study
We are all celebrating the newly passed National policy on Palliative Care. This is a very
exciting piece of legislation that firmly puts palliative care as in integral part of the health care
system. Palliative Care has 4 pillars to it: medical/nursing care, psychosocial care, spiritual
care, and bereavement care. While there are significant protocols on nursing, psychosocial and
bereavement care, spiritual care is still clouded in mystery. There seems not to be much insight
into what the other hospices in SA are doing as part of their spiritual care work especially
around issues of training in spiritual care. This study will seek to establish what those training
needs are nationally, what the provincial practices are in the Western Cape, and we will do a
case study of the programme that exists at St Luke’s Combined Hospices. This will be a 3-part
study taking the form on an online survey nationally with all hospices in SA. Then there will
be focus group discussions with the key spiritual care and management staff in the Western
Cape hospices. The 3™ part of the study will include interviews and focus group discussions

with the spiritual care volunteers registered at St Luke’s Combined Hospices.

For the purposes of this “Consent to Participate in Research” this will be in respect of Sub-
Study Two: Focus group discussions will be held (possibly 2 to 3 for on average 90 mins) with
key role-players CEO/Health Services Manager/Social Services Manager/Spiritual Care staff
member) within hospices in the Western Cape to establish what their provincial practices are

in spiritual care within hospice palliative care settings.

2. What will be asked of me?
If you agree to take part in this study, you will be asked to share your experiences as a member
of hospice working in the spiritual care arena. The group discussion will be led by key questions
to facilitate discussion. The interviews will be one on one with a co-researcher, Prof Swartz

and will have a set of questions as well. You will be free to share as much as you choose.

3. Possible risks and discomfort?
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All the information that you share with me will be held in the strictest of confidence. Other
than me, my supervisor will have access to that information in its original, raw format. You are
free to withdraw from the process at any time you choose. Should you become uncomfortable
sharing some sensitive or emotional information and you may need added counselling support

this will be made available to you at no cost to you.

4. Possible benefits to participants and /or the society
This study will hopefully bring due attention to the role spiritual care plays in the palliative
care experience. We will get a better understanding of what the current practices are in the

Western Cape hospices around spiritual care services.

5. Payment for participation
Participants will be given a travel and meal allowance made available by a grant for my

supervisor.

6. Protection of your information, confidentiality, and identity
Any information you share with me during this study and that could possibly identify you as a
participant will be protected. This will be done by ensuring that all notes or recordings taken
will be stored in a secure, locked strong room. I am the only person who will have access to
that strong room. Any electronic information will be password protected and all information
will be backed up to an internal and external server which will also be password protected. If
direct quotes need to be included in the report these will be coded so that anonymity is

guaranteed.

All recordings will be made available to you to review, either by direct engagement with me
or electronically via a password protected email, or via a password protected copy on an
independent flash-drive. Once the information is accessed the recordings will be deleted from

all devices.

7. Participation and withdrawal
You can choose whether to be in this study or not. If you agree to take part in this study, you
may withdraw at any time without any consequence. You may also refuse to answer any
questions you do not want to answer and still remain in the study. The researcher may withdraw
you from this study if it is found that the participant was being dishonest or displaying
behaviour that was harmful to the other participants of the study.

Researchers’ contact information
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If you have any questions or concerns about this study, please feel free to contact Ronita

Mahilall on 0846161024 or on email: ronitamahilall@gmail.com. My supervisor and co-

researcher Prof Leslie Swartz can be contacted on 0824593559 or on email:

Iswartz(@sun.ac.za

Rights of research participants

You may withdraw your consent at any time and discontinue participation without penalty.
You are not waiving any legal claims or rights because of your participation in this research
study. If you have questions regarding your rights as a research participant, contact Ms Maléne
Fouché [mfouche@sun.ac.za; 021 808 4622] at the Division for Research Development of
Stellenbosch University and HPCA Research Ethics Committee for any human rights, welfare,
and ethics queries. (e-mail cheryl.borresen@gmail.com — telephone: 031 261 7868, cell 082
797 1023).

NAVAVAVAVAVAVAVAVAVAVAVAVAVAVEVAVEVAVEVAVAVAVE VAV VAV VAV VAVEVAVE VAV VAVAE VAV VAV VAV VAV VEVEVAVE VAV VAV VAV VAV VAVE VAV VAV VAV VAVEVAVE VAV VAV VavE

DECLARATION OF CONSENT BY THE PARTICIPANT

As the participant I confirm that:

e [ have read the above information and it is written in a language that I am comfortable

with.
e [ have had a chance to ask questions and all my questions have been answered.

e All issues related to privacy, and the confidentiality and use of the information I

provide, have been explained.
e [ confirm that [ have been informed about the above study by ..........cccccceeeiienenn

e [ have also received, read (or had explained to me), and understood the study as

explained in the Participant Information Leaflet.

e [ understand that my personal details (any identifying data) will be kept strictly

confidential.

e T understand that I may, at any stage, withdraw my consent and participation in the

study and will continue to receive the appropriate standard of care.
e [ consent to the audiotaping of my interview.
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¢ [ have had sufficient opportunity to ask questions and am prepared to participate in

the study.

By signing below, I (name of participant) agree to take

part in this research study, as conducted by Ronita Mahilall.

Signature of Participant Date

DECLARATION BY THE PRINCIPAL INVESTIGATOR

As the principal researcher, I hereby declare that the information contained in this document
has been thoroughly explained to the participant. I also declare that the participant has been
encouraged (and has been given ample time) to ask any questions. In addition, I would like to

select the following option:

The conversation with the participant was conducted in a language in which the

participant is fluent.

The conversation with the participant was conducted with the assistance of a
translator if applicable (who has signed a non-disclosure agreement), and this
“Consent Form” is available to the participant in a language in which the participant

is fluent.

Signature of Principal Researcher Date

Kind regards
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Ronita Mahilall
Cell: 0846161024
University of Stellenbosch Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, University of Stellenbosch.
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Addendum 10: Sub-Study Three — Guiding Questions for Semi-Structured Interviews

Number Guiding questions
1 What are the spiritual care training needs at SLCH?
2 What is practicable, in your experience, when offering spiritual care services?
3 What accords with your experience as a spiritual care worker offering spiritual

care services in a hospice palliative care setting?

4 What are the gaps, if any, that could assist in making your task easier?
5 What is the emphasis in spiritual care intervention at SLCH?
6 What are the concerns about spiritual care services at SLCH into the future and

what would you suggest being done to address and overcome these concerns?
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Addendum 11: Recruitment Materials (One-on-One Interview)

Recruitment Materials (One-on-One Interview)

Electronic Request to Participate in a Hospice Study (One-on-One interview)

From: ronitam(@stlukes.co.za

Date: Sat, June 15, 2019, at 11:53 AM

Subject: Request to participate in a hospice study: One-on-One Interview

Dear ...ooviiii (4As I would have already spoken telephonically
to the CEO/Health Services Manager, I would address him/her by name)

Thank you for participating on the Sub-Study One which was an online survey conducted on
.................. (I will insert the date). That survey sought to establish if there was a need for

a national curriculum in spiritual care to be developed.

I am now engaging with the Sub-Study Three which seeks to explore how spiritual care is
practised at St Luke’s Combined Hospices, Cape Town, South Africa. As previously explained,
I am currently completing my PhD in Psychology at the Stellenbosch University. The title of
my PhD is “Spiritual care in a hospice palliative care setting in South Africa: national
curriculum needs; description of provincial services; and a local case study.” I have been
employed in the health and welfare sector for over 25 years. Of that time, I was employed for
15 years in a hospital setting and since the past 2,5 years as CEO of St Luke’s Combined

Hospices, one of the largest and longest standing hospices in the Western Cape, South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC), by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By

extension there appears to be a lack of professionalism around this pillar of care.
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As I continued reviewing literature on spiritual care, I found that there is a paucity of relevant
and current literature, which addresses the role of spiritual care, spiritual care education, and
models of spiritual care, within hospice Palliative Care settings in South Africa. While there
are a significant number of studies done on spiritual care in nursing, and spiritual care in social
work in sub-Saharan Africa, focused research on spiritual care as an independent discipline is
significantly lacking in a South African context. While many hospices in SA undertake spiritual

care work there appears to not be a clear documentation of such work.

This study seeks to establish what the local spiritual care practices are at St Luke’s Combined
Hospices, Cape Town. This study will take the form of one-on-one interviews and focus group
discussion where necessary. A trained co-facilitator will undertake these interviews. The one-
on-one interviews will take place on ... (I will give a
date, time, venue, and directions). 1 anticipate the discussion to last approx. 90 minutes. You

will be reimbursed for your travel expenses. Refreshments will be provided.

Please can you RSVP by no later than ......................... (I will suggest a date) confirming

your willingness to participate in this focus group discussion.

For a resend of the summary of the research proposal and the ethical clearance letters please

send an email request to my email address ronitam(@stlukes.co.za

Thanking you in advance for your cooperation.

Kind regards

Ronita Mahilall

Cell: 0846161024

Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
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Addendum 12: Participant Information Leaflet (One-on-One Interview)

Participant Information Leaflet (One-on-One interview)

Date: oo

Study title: Spiritual care in a hospice palliative care setting in South Africa: national

curriculum needs; description of provincial services; and a local case study.
Introduction:

I am Ronita Mabhilall, and I am currently undertaking my PhD in Psychology at Stellenbosch
University. The title of my research project is “Spiritual care in a hospice palliative care setting
in South Africa: national curriculum needs; description of provincial services; and a local case
study.” I have been employed in the health and welfare sector for over 25 years. Of that time,
I was employed for 15 years in a hospital setting and since the past 2,5 years as CEO of St
Luke’s Combined Hospices, one of the largest and longest standing hospices in the Western

Cape, South Africa.

With the launch of the South African National Policy Framework and Strategy on Palliative
Care 2017-2022 (NPFSPC), by the National Department of Health’s (DoH) National Health
Council in October 2017, Palliative Care has finally found its rightful place on the continuum
of health care platform in South Africa. The NPFSPC also focuses significantly on the four
main pillars of Palliative Care intervention: medical care, psychosocial care, spiritual care, and
bereavement care. Spiritual care is an essential element of the holistic palliative care
experience. However, spiritual care appears to be shrouded in mystery and abstraction. By

extension there appears to be a lack of professionalism around this pillar of care.

While there is a substantive body of research about course curricula related to spirituality and
religion in university settings in the global north, there is a significant gap in addressing the
development of a national spiritual care curriculum for practice within hospice palliative arenas
in SA. Significantly, there also appears to be limited documented formal training programmes
in spiritual care in a hospice palliative care setting in South Africa yet there is an expressed
need to establish spiritual care as a key pillar of palliative care. This 3-part study seeks to
establish what the national curriculum needs are of hospices in SA with regards to spiritual
care and to establish if in fact there is an appetite for a national curriculum in spiritual care;

what the spiritual care practices are in the Western Cape; and then a case study of an established
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hospice with an established spiritual care programme. This hospice has been identified as St

Luke’s Combined Hospices

This is the 3rd part of the study. This Sub-Study Three will be a case study conducted at St
Luke’s Combined Hospices which will give us more insight into a functional spiritual care
programme and the experiences of the spiritual care workers in this programme. You, as the
spiritual care workers at SLCH will be engaged with to explain this study. Your participation
will be purely voluntary. This case study will take the format on one-on-one interviews. As |
am also the CEO of SLCH, I will be engaging a co-researcher, Prof Leslie Swartz, who is also
my university supervisor, to assist undertake these interviews. You may ask as many questions
as you wish because it is important that you fully understand the study. As a participant, you

are under no obligation to commit at this stage.

I am the primary researcher. I hold a master’s degree in social science (Social Work). I am
currently employed as the CEO of St Luke’s Combined Hospices. I am undertaking this
PhD/doctoral research study through the Stellenbosch University. My supervisor is Prof Leslie
Swartz, with whom I have a formal supervisor/supervisee agreement. He will be guiding me
through this research process. He will also be my co-researcher. This research will be funded
by a grant made available by my Prof Leslie Swartz. This study has been approved by the
HPCA Research Ethics Committee (for the purpose of this document I am working from the
premise that the ethical approval is granted) and it complies with the S SA Good Clinical
Practice Guidelines. This study has also been approved by the Research and Ethics Committee
of Stellenbosch University and ethical clearance has been obtained from St Luke’s Combined
Hospices’ Research and ethics Committee as well. The Research and Ethics Committees of
either three entities (as above) may inspect the research site, view data collection sheets, signed

consent forms and records of interviews.

All the information that you share with me will be held in the strictest of confidence. Should
you become uncomfortable sharing some sensitive or emotional information and you may need
added counselling support this will be made available to you at no cost to you. Other than me,
my supervisor will have access to that information in its original, raw format. You are free to
withdraw from the process at any time you choose. Data will be safely and securely stored for
2 years following publication or 6 years without publication. This study will hopefully bring
due attention to the role spiritual care plays in the palliative care experience. We will get better

insights into what the current spiritual care practices are in a well-established hospice such as
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SLCH. Any information you share with me during this study and that could possibly identify
you as a participant will be protected. This will be done by ensuring that all electronic data will
be password protected and all information will be backed up to an internal and external server
which will also be password protected. If direct quotes need to be included in the report these

will be coded so that anonymity is guaranteed.

Any information you share with me during this study and that could possibly identify you as a
participant will be protected. This will be done by ensuring that all notes or recordings taken
will be stored in a secure, locked strong room. I am the only person who will have access to
that strong room. Any electronic information will be password protected and all information
will be backed up to an internal and external server which will also be password protected. If
direct quotes need to be included in the report these will be coded so that anonymity is
guaranteed. With you written permission the interview may be recorded. All recordings will be
made available to you to review. Once the information is accessed the recordings will be
deleted from all devices. As the CEO of SLCH, I am aware that some of the spiritual care
workers are very artistic and creative; they utilise visual effects in their spiritual care work at
SLCH such as poems, drawings, arts, and crafts. With your permission, I will photograph and
catalogue these assets, and which will form the basis of future discussions. After the interviews
and based on a basic thematic analysis of data I will arrange a 2-hour feedback meeting where
initial findings will be shared with the participants. My co-researcher would be present at this
initial feedback session. It is important, from an ethical point of view, to provide feedback to
the participants at intervals. You can choose whether to be in this study or not. If you agree to
take part in this study, you may withdraw at any time without any consequence. You may also
refuse to answer any questions you do not want to answer and still remain in the study. If you
have any questions or concerns about this study, please feel free to contact Ronita Mahilall on
0846161024 or on email: ronitamahilall@gmail.com. My supervisor Prof Leslie Swartz can
be contacted on 0824593559 or on email: Iswartz@sun.ac.za. The Hospice Palliative Care
Association’s Research and Ethics Committee can also be contacted: Cheryl Borresen on

cheryl.borresen@gmail.com

Thank you greatly for your engagement in this research project.

Kind regards
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Ronita Mahilall
Cell: 0846161024
Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human Sciences,

Stellenbosch University.
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Addendum 13: Consent to Participate in Research (One-on-One Interview)

Consent to Participate in Research (One-on-One Interview)

You are invited to take part in a study conducted by Ronita Mahilall, from the Faculty of
Psychology at Stellenbosch University. You were approached as a CEO or the Health Services
Manager of your organization and because of your work at your organization especially in the

spiritual care field.

1. Purpose of the study
We are all celebrating the newly passed National policy on Palliative Care. This is a very
exciting piece of legislation that firmly puts palliative care as in integral part of the health care
system. Palliative Care has 4 pillars to it: medical/nursing care, psychosocial care, spiritual
care, and bereavement care. While there are significant protocols on nursing, psychosocial and
bereavement care, spiritual care is still clouded in mystery. There seems not to be much insight
into what the other hospices in SA are doing as part of their spiritual care work especially
around issues of training in spiritual care. This study will seek to establish what those training
needs are nationally, what the provincial practices are in the Western Cape, and we will do a
case study of the programme that exists at St Luke’s Combined Hospices. This will be a 3-part
study taking the form on an online survey nationally with all hospices in SA. Then there will
be focus group discussions with the key spiritual care and management staff in the Western
Cape hospices. The 3™ part of the study will include interviews and focus group discussions

with the spiritual care volunteers registered at St Luke’s Combined Hospices.

For the purposes of this “Consent to Participate in Research” this will be in respect of Sub-
Study Three: This part of the study will be a case study and will take the format on one-on-one
interviews. As [ am also the CEO of SLCH, I will be engaging a co-researcher, Prof Leslie

Swartz, who is also my university supervisor, to assist undertake these interviews.

2. What will be asked of me?
If you agree to take part in this study, you will be asked to share your experiences as a member
of hospice working in the spiritual care arena. The interviews will be one on one with a co-
researcher, Prof Swartz and will have a set of questions as well. You will be free to share as

much as you choose.

3. Possible risks and discomforts
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All the information that you share with me will be held in the strictest of confidence. Other
than me, my supervisor will have access to that information in its original, raw format. You are
free to withdraw from the process at any time you choose. Should you become uncomfortable
sharing some sensitive or emotional information and you may need added counselling support

this will be made available to you at no cost to you.

4. Possible benefits to participants and/or society
This study will hopefully bring due attention to the role spiritual care plays in the palliative
care experience. The case study that we intend conducting at St Luke’s Combined Hospices
will give us more insight into a functional spiritual care programme and the experiences of the

spiritual care workers in this programme.

5. Payment for participants
Participants will be given a travel and meal allowance made available by a grant for my

supervisor.

6. Protections of your information confidentiality, and identity
Any information you share with me during this study and that could possibly identify you as a
participant will be protected. This will be done by ensuring that all notes or recordings taken
will be stored in a secure, locked strong room. I am the only person who will have access to
that strong room. Any electronic information will be password protected and all information
will be backed up to an internal and external server which will also be password protected. If
direct quotes need to be included in the report these will be coded so that anonymity is

guaranteed.

All recordings will be made available to you to review, either by direct engagement with me
or electronically via a password protected email, or via a password protected copy on an
independent flash-drive. Once the information is accessed the recordings will be deleted from

all devices.

7. Participation and withdrawal
You can choose whether to be in this study or not. If you agree to take part in this study, you
may withdraw at any time without any consequence. You may also refuse to answer any
questions you do not want to answer and still remain in the study. The researcher may withdraw
you from this study if it is found that the participant was being dishonest or displaying

behaviour that was harmful to the other participants of the study.
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Researcher’s contact information

If you have any questions or concerns about this study, please feel free to contact Ronita

Mahilall on 0846161024 or on email: ronitamahilall@gmail.com. My supervisor and co-

researcher Prof Leslie Swartz can be contacted on 0824593559 or on email: Iswartz@sun.ac.za

Rights of research participants

You may withdraw your consent at any time and discontinue participation without penalty.
You are not waiving any legal claims or rights because of your participation in this research
study. If you have questions regarding your rights as a research participant, contact Ms Maléne
Fouché [mfouche@sun.ac.za; 021 808 4622] at the Division for Research Development of
Stellenbosch University and HPCA Research Ethics Committee for any human rights, welfare,
and ethics queries. (e-mail cheryl.borresen@gmail.com — telephone: 031 261 7868, cell 082
797 1023).

DECLARATION OF CONSENT BY THE PARTICIPANT

As the participant I confirm that:

e [ have read the above information and it is written in a language that I am comfortable

with.
e [ have had a chance to ask questions and all my questions have been answered.

e All issues related to privacy, and the confidentiality and use of the information I

provide, have been explained.
e [ confirm that [ have been informed about the above study by ..........ccccocveiienennn.

e [ have also received, read (or had explained to me), and understood the study as

explained in the Participant Information Leaflet.

e [ understand that my personal details (any identifying data) will be kept strictly

confidential.

e T understand that I may, at any stage, withdraw my consent and participation in the

study and will continue to receive the appropriate standard of care.
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e [ consent to the audiotaping of my interview.

¢ [ have had sufficient opportunity to ask questions and am prepared to participate in

the study.

By signing below, | (name of participant) agree to take

part in this research study, as conducted by Ronita Mahilall.

Signature of Participant Date

DECLARATION BY THE PRINCIPAL INVESTIGATOR

As the principal researcher, I hereby declare that the information contained in this document
has been thoroughly explained to the participant. I also declare that the participant has been
encouraged (and has been given ample time) to ask any questions. In addition, I would like to

select the following option:

The conversation with the participant was conducted in a language in which the

participant is fluent.

The conversation with the participant was conducted with the assistance of a
translator if applicable (who has signed a non-disclosure agreement), and this
“Consent Form” is available to the participant in a language in which the participant

is fluent.

Signature of Principal Researcher Date
Kind regards
Ronita Mahilall

Cell: 0846161024
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Stellenbosch University Student Number: 23384735

Supervisor: Professor Leslie Swartz — Department of Psychology, Faculty of Human

Sciences, Stellenbosch University.
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Addendum 14: Ethics Approval from Stellenbosch University

Ethics Approval from Stellenbosch University

NOTICE OF AFFROVAL

REC: SEEF. - Initial Application Form
31 May 2019
Project oumber: 10237

Project Title: Spiritual care in a hospice palliative care setting in Sowth Africa: national cumioulom needs; description of provincial
services; and a local case sudy.

Dear Ms Fonita Mahilall

Your FEC: SBER. - Imitial Applicstion Form submitted on 10 May 2019 was reviewed and approved by the REC: Humsanities.
Plesse note the following for your approved subimission:

Ethics approval period:
30 May 2019 29 May 2030
GENERAL COMMENTS:

INFOEMED CONSENT PROCESSES AND FOEMS

1)) The informed consent forms (ICF) attached for review are in arder, however, please note that the ICF for the online survey states
that 15 minntes will be required to complete te questionnaire, but the participant lesflet states that 30 minutes is required. Please
confirm the correct estimation of the tme required to complete the questionnaire. [CORRECTION REQUIRED]

) Sub-smdies 1 and 2 do not inclode ivvasive or sensitive questions, bt sub-smdy 3 does as it explores difficultes the spitimal care
givers experience i their work and to give exxamples of these. However, commsalling snd debriefing by a soctal worker ar psychologist
will be provided upon request. The researcher onty mentions these services in the informed consent form. Please identify thess service-
providers and provide thedr contact details i the informed consent form. [ACTION REQUIRED]

Please supply the REC with the final informed consent form which includes the suggestions above.

Please take note of the General Investizator Responsibilities attached to this letter. Yon may conumence with your research afier
complying fully with these znidelines.

If the researcher deviates in any way from the proposal approved by the REC: Humanities, the researcher must notify the
REC of these changes.

Plesse use your 5U project munber (10237) on any docnments of comespondence with the REC concerning your project.

Please note that the REC has the prerogative and anthority to ask further guestions, seek sdditional information, require fiurther
modifications, or monitor the condwct of your research and the consent process.

FOR CONTINUATION OF FROJECTS AFTER REC APFROVAL FERIOD

Plesse note that a progress report should be submitted to the Research Ethics Commuttes: Humanities before the approval period has
expired if a continuation of ethics approval is required. The Conynittes will then consider the continuation of the project for 2 farther

year (if necessary)

Included Documents:

Document Type File Name Diate ‘Version
Research Protmcol Proposal - PRD proposal B Mabdall 3 Miaech 2019 Fizal 03403019 Final
Bugzet Budzet for ressarch project_ R Mahilall 03403019 Final
Datn collection tool Tmerviens and FGD) 0303019 Final
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Taia collecion fool Foas Grog Disossions BAE201S Foad

Daia cnllaction Online svey B3AE2019 Fd
Defast OV of Brof L Swarz2019 DLO5/2010 st
Tvestizior OV (7 Fomita Misbilall CV - My 2019 0170572019 Laest akhwidzed
Proaf of permission Pesearch 52 pamssion ko D105/2019 Fid
Proaf of permizsion Ettics Approval SLCH 6 May 2019 0652010 Fied
Nardsdosge seeemen  Confidensiality and on Disclosure Azvesment D905/2018 Fd

Infumed Conset Farm - SUHUMANITIES Conset form tenplate. Wiien () 000052019 Find
Infumed Conse Farm~ SUHUMANITIES Consent gl elecironic survey (1) 09052019 et
Tnfiammtion sheet Participens Tnfornrostion L eaflet OOA5/B01Y Laiest
e mrmen mareal Feuitment Moerals 0052019 Find

If you have amy questions or nead further help, please contact the REC office at czrahamifsun ac za.
Smcerely,
Clarisza Graham
BEC Coordinator: Research Ethics Committes: Human Besearch (Humsanities)
National Health Research Ethics Committes (NHRED) registration number: REC-D50411-052,

The Ressxroh Cthics Comimties: Hummaniies covmpies wiEh ehe 54 Natieogd Health Ao Mo 5] 2007 35 B pariaing io Mealh ressanch. I Jcolinan, D commimes s
by ihe ativcal nonms and principles oy ressanch estadiiched Dy Owe Deciaration of Helovkd (2013) and the Depantment of Henoh Guidslines for EDOCH Resedro.

Principies Structures sad Processes (27 Bd.} 2015. Annually 3 number of projects may be ssfected randomly for 3 echermal Judt.
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Investigator Responsibilities
Protection of Homan Bezearch Participants

1. Comdmcting the Fesearch Vion are responsibie fior maling sore that the reseanch is condiarted acoanding to the FEC approved research protocol. Yiou ame alsa
esponsile fin the actions of all your on-imvestizasors and reseanch staff imaohved with s mesearch. Yoo must also epaxe that the reseanch is condncted within the
standards: of your field of research.

Enmoliment . Vion meny oot recuit of soroll partdpants priorto the EEC approwal date or affer the expiration date of FEC approval ATl recooitment
el for smy form of media mmst e appved by the BEC poor to teir e

3 Informed Consent. Vo am recporsible for obanire and docomenting eifecive imfinmed consant usng ooy te REC-apmroved consent documents process, and
fior eneming that o Bman perfcipamts. are imodved in research pror o obteimns e mformed consent. Please pive all particinant= copies of the sizred imfomed.
comsent documents. Feap the arizinaks m yomr seoxed msearh Sl fr af least fve (3) years.

4 .Continwing Feview The FEC must review and apmove all REC-approved research proposals af imenvals apmropriaie fo the desree of tisk ng not bess than ance
pex year. There i mo grace perind. Prior to the date on wiich the REC ampoval of the research expites, it i vour respomsibility to sabmit fhe progress report in
4 fimely fachion fo ensare 2 lapse in REC approval dees not oomar. f EEC aporeal of voor reseanch lapses, you omist siop new parSopant ewnliment, and
contadt the FEC office mmediedy.

5 Amendments amd Champes Tf vouw wish to amend ar chanse amy aspect of your reseanch (sach as esearch desien interventions o procederss, participant
population, exfismed consent demment, msinmens, SUCVeYs Of FEEinE maeral), you most sobmit e avendrent fo the BEC for review Exe the amment
Amendment Farm Voo meay not imifisie ary amendments o changes i yom rseach withoot st obiaiming wriiten BEC revew and apmroval. The snly evcepiion &
wihen i & pecessary i eliminaie apparent smmediate harands io particpants and the REC should be mmedishy informed of this necessity.

G Adverse or Unaniicpaied Eveni= Ary sarions adverse events, participant complaimis, and all uranticinated problems fhat smohe ks bo paribopants o obers, 2
wedl 2 amy research relaied momes, ooome at this et o 3 oter performance sites must be reported to Malene Fooche within five (5) days of dsoreery of
the incident. Yion most also repat any instances of sEnioE o contineng problems, or noo-conmliance with the FEC: maquirament for protecting lnmen mseanch
panticipamts. The only exreption i this policy is that the death of a ressarrh participans mmst be repored in acrondance with the: Sellenhosch Univarsity Fassanch Efice
Commraties Standand Operating Procedres AN reportable events should e sibmitted o the FEC using the Serioos Adverse Evert Report Form

T Research Fecord Eeeping. Yo most keep the fnllowing resesnch related records, af a mininnm, i 2 saomre location for a ommm of five years: the FEC
aed reseanch proposal and all amendvents; all infomoed corsent doomments; TR maiErals Com TS Feview TEperts; adverse of mankdpaied events; and.
lll comespordence fom the FEC

8 Frovision of Commselling or emerpency sappont. When a dediraied comselior ar psychologist provides support i a participant without prior FEC review and
ol i the extent permitted by b, sach actvities will ot be reccemised as research nor the davia wsed i support of reseanch. Soch cases should be indioied in-

the progmess report ar final report.

9 Fimal reparts. Teten pou have conmleted) (oo firther participant snmollment. infermtion: o bervensions) or siopped work on your ressarch, yoo must aubmita Final
Feport to the BEC.

10.0m-Site Evaluations, Inspections, or Andits. If wou are notified that your mesearch will be reviewed or sudited Ty the sponsor or amy othar enxtemal asency or amy
intemal Froup, P st infomm the BEC immediatehy of the inpendine anditevlnation.
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Addendum 15: Ethics Approval from HPCA

Ethics Approval from HPCA

H PCA Znd Floor, DBM Gardens Building. Golf Park, Raapenberg Road, Mowbray, 7700 |
Tel- 021 531 0277 | Fax: 021 531 1706

CARE & SUPPORT Emait info@hpca c0.13 | www.pcaco.a

Heeplce o lletive Sare Assoc stlen of Sauvih Africa

28" August 2018

Mrs R Mahilall
e-mail : moiam@stiukes coza

Professor L Swartz, University of Stellenbosch
e-mail : lswartzfsun.ac.za

Drear Mrs Mahilall
PROTOCOL Tithe : Spiritual care in a hospice palliative care setting in South Africa: national

cumiculum needs; description of provincial services; and a local case study. R Mahilall,
University of Stellenbosch. Ref.: 02/19

The above protocol was reviewed by the Hospice Palliative Care Association Research Ethics Committes
at its meeting held on 11" June 2018. Queries raised have now been addressed and the protocol is given
full ethics approval.

Please note the following :

» Copies of the translated Information to Participants and Informed Consent documents, together with an
undertakimg from a person competent in both the local language and English, that the translations are
accurate needs o be submitted;

= An original signed copy of the amended protocol and supporting documentation (as approved) must be
submitted to the HPCA offices in Cape Town.

# Ethics approval is valid for cne year only;

» Application for recerification of the protocol should be submitted a couple of months prior to the 1"
June 2020 to ensure continuous approval;

= ANY changes to an approved protocol must be reviewed by the Research Ethics Commitiee.

It would also be appreciated if, once the study has been completed, an End of Study Report be completed
and submitted to the Research Ethics Committee together with a summary of the results for inclusion on
the HPCA web-site.

| would like to take this opportunity to wish you well with your research.

Yours sincerely

DR N MALAN
Acting Chair - Hospice Palliative Care Research Ethics Committes
Reg. No. : REC-250408-005

no end to caring
WMumwmquuhummmmmmm.wum
nﬂuwmwmwmmnmmnmupmmmmmﬁm
thmmmwmmumqmmmmm:

Founding patron: Archiishop Emeritus Desmand Tutu Patrons: Profeszor P ven Niskerk and Justice Edwin Camenon

mnmp&mhsmmgsmnmuwmnmkmswpﬁ:dﬂi
5van der Linde, E Gwyther ({CED], P Nsicker |{C00), C Hodgskizs [0FO) J Lamns [Company Secretany] A Wagner [00F)
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Addendum 16: Ethics Approval from SLCH

Ethics approval from SLCH

Marre & Surnare Fanita Mghilall Ttle K=
Lrnai gddross ronitamidstlukes.co.za Czll 0B4A1€1024
Imatituslen Wi ol S1ell=nkosch

Aeacemic Qualifcetionfs VA (5]

Project Title
Spiritual care in a hosaice paliatve care setting in South Afrcsc natinnal corriculiem neods;
descriplion of provincizl sere ces; and a local cass study,

Brief summary of the research question
et are the current spiritual case practizes within hospice pallative core cettings in %0
e lliery & need to develep a natior sl currculum tor soiricual zare intervartion?

17 order to &5k thoss questions | reed to estaklizhif thers is in fact anappetite, wider thar sepressed
sk 3LEH, for such a curricalum,

~z this 15 uncharted territery, | am going o wtilise o mixes metheos rescasth cparoach towsrds
euplariog and understanding what the cor-ent mational spirmual care practicas are and if thare s 2
perceived maed to establish & natons| curricalum for spiritual care intervention within hospice
palllzthee care settings oS, This wll Dea Coree-tiere s sty ulilizing an online suswey, focus sroupe
discussions, ane Gne-on-cne Interviews,
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BrigF dascription of proposed research methods

Substiiey 1 will take the format of an online zurvey. Aczording o the Hospice Pelliclive Care
Arcociztion of 54 HPCA] thore are 93 mogis ered huspices n 54 The on'ing survey will seak to
esLabslish if these hospices see a need for a aation:] curtizlo in spinitual £ore e be developed,
There is both o quanttative snd 2 gualitet ve component to this sub-study.

Sub-study 2 af tae pregect, il engage with my orov neizl peers of the Westera Capa, South Africa,
Iatgely through tocus groups discussions, te g evelop relevant guesbions arsund o otienal cerriculum
In splitticlity angd e cxplore what pravtices are at play 2t their hospicss, baarsg in mind the
cormplesties and divesaities In this provinse fram g sacooceonaric, derogrphic and socio-pelitical
BTG e

Sub-stuey 3 of the research projecl will loak ot whas the dey to dov spicicual cars practicas ara in @
well-establizked hospzice in the Western Care, Soul Al SL001 s urre such we | cetak ished 5-Stac
mospdee anel o Beenin ce st ee since 1980,

Eenefits that this research will have to 5t Luke's Combined Hespices and/or the flald of
palliative care
1. Greater understanding of the natienzl needs for A train ng cariculam i Saicileal Core

¢ Gregter underste nding of the training trends in the WO In spirtual cace i hosgice selling

et

Srester wnderstz nding of the 3_CH spirtua care training progranimes

4. Hopefully a clearer pictara will emergs that wauld define a way fereand in Che

develepmenl of a curriculumn in spirtual czre in a hospice palliative are setflng in 52

Has the research beern npprawved sy ancther RBoscarch and Sthics 1 .
Committes? ek Mo %

However submiszions will be mada to HFCA on b Bay 20048 and Unee of Stellenbosch 01 9 May 20158,

If e, by wrhick REC? "

Propeosed sharl dals Tar 2030
/Erilrjfjnt‘tl e date Dl 2071
O
b - A v L .

| b I._. p | l.} ._\.‘._. " " |'- i.-a II| f‘i" J“‘I - ~:
gt (A A I S B
sigeed [3zte |
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"HEADDE DEPARTIAEN TS EEFUBACK Y MOTIVATION
Signed ky Chairs of SLCH Board and SIH Foard &t oy appraizal et Feb 2019
Aporoval given al 5 CH Bogr meeting 2 Wy 2019

e | I

. b T I A e i
*’ e belile B , PR i I L I L B

. . A ke L e
FPLRLIS B it ;'iL-""-"“'.I'-:;"'""T o= MI’- it

e PRI T &g e e R :J/r‘-'| .

Signesd Date

Lrate 2 pplication wis rroered a2 ? ] If 1 ::1 E} ||r-||i
Dete opplication was cireuloled to SLCHREC 107 oy |50 19
Date Meechack zonsolidatid o f_—; 5 Ilr =0 IC}
Diate feedback 2 wento zpplicant R i: _IlJlg 5 jlll o 07 J"';."

APPROVED | pemen |

M"- Hldete 0¢] ot (2019

NEL Chairoersan [3ate
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Addendum 17: SLCH’s CPL’s Palliative Care Course Outline

SLCH’s CPL’s Palliative Care Course Outline

. St LUKE’S
/) COMBINED
(&7 HOSPICES

St Luke’s Combined Hospices, through its Centre for Palliative Learning
offers the following training programmes:

2020

INTRODUCTION TO PALLIATIVE CARE COURSE FOR THE

INTERDISCIPLINARY TEAM

Description and 40-hour attendance course presented over 6 days, introducing the

S fundamentals of palliative care to health care professionals.

*Palliative Care Principles *Palliative Care and Ethics * Communication
skills in Palliative Care *Breaking Bad news and Building Hope * Pain
Assessment * Pain Management in Adults and Children * Clinical

Vel =S Vs [2 Guidelines * Psychosocial Aspects of Loss, Grief and Bereavement *
Cultural Aspects in Palliative Care * Spirituality in Palliative Care *Sexuality
in Palliative Care *Team Approach in Palliative Care* Care for the Care

Giver and Resilience *The Family in Palliative Care

Developed by the Hospice and Palliative Care Association of South Africa

(HPCA)

Training manual
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INTRODUCTION TO PALLIATIVE CARE COURSE FOR COMMUNITY CARE

WORKERS / HOME BASED CARERS

o A 30-hour attendance course, presented over 5 days, designed to equip
Description and

community health workers and home-based carers to care for people with
Duration

life threatening ilinesses.

*Understanding Palliative Care *Basic communication skills *Ethical issues
in palliative care *Pain and symptom assessment and basic management
Modules include o o ) ]

*Cultural sensitivity and spirituality at end of life *Loss and grief * Self-care

for the caregiver

Training manual Adapted from the Hospice and Palliative Care Association of South Africa
(HPCA)

BASIC HOSPICE COURSE FOR VOLUNTEERS

A 7-morning session course aimed at people who wish to volunteer their
Description and time to work with patients and families. It is also available to lay people
Duration (space permitting) who do not necessarily want to volunteer but wish to

learn more about this field of care.

*What is palliative care? *Effective communication and basic counselling
skills *Family dynamics *Emotional and psychological issues *Spiritual
Modules include B ) ) )

issues *Pain and symptom control *End of life Care * Loss and grief * Self-

care

Adapted from the Canadian Hospice Palliative Care Association Volunteer

Training manual

Training Programme
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CERTIFICATE COURSE IN PALLIATIVE NURSING FOR PNS AND ENS

The CCPN is an HPCA certificate course run over 8 months from February
Description and to September each year, on a day-release (weekly classes) or E-learning
Duration basis. It involves theoretical and practical assessment. It is for professional
and enrolled nurses.

4 main modules: *Principles and Practice of PC *Pain and Symptom

Modules include o ] ]
Management * Communication Skills *Psychosocial Issues

Training manual Hospice and Palliative Care Association

BEREAVEMENT SUPPORT COURSE

A 35-hour intensive course held over 5 days, aimed at health care
Duration professionals/ counsellors and lay people who wish to support others in

bereavement

*Introduction to Counselling *Grief and Bereavement Theory *
Bereavement counselling skills *Families, children, and adolescents
VoL (S 6 Vs [2|  *Diversity of culture and belief systems *Bereavement support after
suicide * Ending the Counselling relationship * Self-care for the

bereavement support

LR ELITEIRS Hospice Palliative Care Association
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WORKSHOPS

Description and We also facilitate 3-hour workshops on a number of different topics

S (including topics of your own choice)

Understanding Palliative care
. Pain Management and Myths around Morphine
. Specific symptom management

. Spirituality at End of Life

. Cultural Sensitivity in Palliative care

. Empathy and Communication skills
Modules include . How to break bad news

. Ethics and ethical dilemmas at end of life

° Loss, Grief and Bereavement.

. Psychosocial and family car

. Caring for the elderly towards the end of life

. Advance care planning

A ERUEIRS  Handouts

Please note that we can facilitate tailor-made training.
The Centre for Palliative Learning
Tel. 021 797-5335 (ext. 7169)

Email training@stlukes.co.za
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Addendum 18: License to Publish

Addendom 18: License to Publish

Licence to Publish SPRINGER NATURE
Licensee: Springer Schence + Business Media LLC (the *Licenses’)
Journal Name: Culture, Medicine, and Psychiatry {the “Journal’}
Manuseript Nurber: MEDI-D-21-D0013R1

T am Dying a Skow Death of White Guilt:
Propased Title of Article: Spiritual Carers in & South African Hospice {the “Article’)

Mavigate Tssues of Race and Culbural Diversity
Mlu?! [Pease list all named  pooribs Mahilall, Leslie Swartz {the “Auther]
Corresponding Auther Name: Rorilka Mahilal

; Grant of Rights

a) For good and valuable consideration, the Author hereby grants to the Loensee the perpebial,
exclusive, world-wide, assignable, sublicensable and unlimited right to: publish, produce, copy,
distribute, communicate, display publicly, sell, rent and/ or obherwise make available the article
identified above, including any supplementary information and graphic elements therein [e.g.
Nustrations, charts, moving images) (the “Article”) in any language, in any wersions or editions in
aivy and &l forms and/or media of expression (induding without limitation in connection with any
and all end-user devices), whether now known or developed in the future. Without limitation, the
above grant incledes: (i) the right to edit, alter, adapt, adjust and prepare dervative works; (i) all
advertising and marketing rights Incleding without limitetion In relation bo social media; (IiT) rights
for any training, educational and/or Instructional purposes; (iv) the right to add and/or remove
links or combinations with other media/works; and (v) the right to create, use and/or licenss
andfor sublicense content data or metadata of any kind In relation bo the Artlde (induding
abstracts and summaries) without restriction. The above rights are granted in relation to the
Article 22 8 whole or any part and with or in relation to any other works.

B} Without limiting the fghts granted above, Losnges |8 granted the rghts to wse the Artice for the
purpases of analysis, besting, and development of publishing- and research-related workfows,
systems, products, projects, and services; to confidentially share the Articke with select third
parties to do the same; and bo retaln and store the Article and any associabed
correspondence/files/forms to maintain the historical record, and to fadilitate research Integrity
Imsestigations. The grant of rights set forth In this clacse (b) = irrevocable.

£)  The Licensee will have the right, bub not the obligation, to exercise any or ail of the rights granbed
herein. If the Ucensee elects not to publish the Article for any reason, il publishing rights under
this Agreement as set forth In dause 1.a) above will revert to the Aubhor

2 Copyright

Ownership of copyright in the Artice will be vested in the name of the Author. When reproduding the
Article or extracks from Ik, the Author will acknowledge and reference first publication In the Journal.

3 Usa of Article Versions

a) For purposes of this Agreement: (i) references to the “Article” indude all versions of the Artichs;
(i) "Submitted Manuscript™ means the wersion of the Artiche B first submitted by the Author; (i)
“Accepted Manusoript™ means the version of the Artide accepbed for publication, but prior to copy-
editing and typesstting: and (iv) “Version of Record” means the version of the Article published by
the Ucenses, after copy-editing and typesetting. Rights to all versions of the Manuscript ane
granted on an exclusive basis, except for the Submitted Manuscript, to which rights are granted on
& non-exdusive basis.

b}  The Author may make the Submitted Manuscript available at any Hime and under any terms
(including, but not limibed to, ender 8 CC BY leence), &t the Author's discretion. Omnce the Arthde
has been published, the Author will indude an acknowledgement and provide a link to the Version
aof Record on the publisher's website: “This preprint hes not undergone peer review (when
applicable) or any post-submission Improvements or corrections. The Version of Recond of this
article is published in [insert journal titke], and s available onling at hitps://dol org/[insert DOT]"

€]  The Licensee grants to the Author (I} te right to make the Accepted Manuscript available on their
own personal, self-mainkained website immediately on sceeptance, (1) the right to make bhe
Accepted Manuscript available for public release on any of the following twelve (12) months after
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first publication (the "Embargo Period”™): their employer's internal webaibe: their Institutional
and/or funder repositories. Accepbed Mamuscripts may be deposited In such repositories
Immediately upon acoeptance, provided they are not made publicly available untl after the
Embargo Period.

The rights granked to the Author with respect to the Accepted Manuscript are subject to the
conditions that (1) the Accepted Manuscript 1 not enhanced or substantially reformatted by the
Author or any third party, and (i) the Author includes on the Accepted Manuscript an
acknowledgement in the Following form, together with & link to the published version on the
publisher's website: “This version of the article has been acoepted for publication, after peer
resdew (when applicable) but i not the Version of Recond and does nob reflect post-soceptance
Improvements, or any corrections. The Version of Record is available online at:

it ol orgy/ [ Insert DOT]. Lhenlmlsmmpleﬂvm Bmmmmmepﬂmﬂ.ﬁ:ﬂeﬂeﬂ
Manuscript berms of use htps: 2 h 0

AnUSCHgE-berTns”. Lhdumdrmmmym Amepmmuunu;mptbemam
under & Creative Commons or other form of open acoess osnce,

The Licenses grants to the Author the following non-ssclusive rights to the Viersion of Record,
provided that, when reproducing the Version of Record or extracts from it, the Author
acknowledges and references first publication in the Journal according bo current ctation
gtandards. As & minimum, the acknowledgement mist state: “Frst published in [Journal name,
volume, page number, year] by Springer Natwre®,

R to reuse graphic elements created by the Author and contained In the Article, in
presentations and other works created by them;

. thie Author and any academic institubion where they work at the time may reproduce the
Article for the purpose of eourse beaching [but net for inclusien in course pack matetial for
onward sake by libraries and Institutions);

il o reuse the Version of Record or any part in & thesis written by the same Author, and to
ke & copy of that thesis svallable in & repository of the Author(s)' swarding scademic
Institution, or other repasitory required by the swarding academic institution. An
acknowledgement should be included In the diation: “Reproduced with permission from
Sprimger Mature®; and

. o reproduce, or bo allow & third party to reproduce the Article, in whole or in part, in any
other type of work (other than thesis) written by the Author for distribution by a publisher
after an embargo period of 12 months.

a4 Warranties & Representations
Author warrants and represents thak:

a)

b)

<)

i, the Authar is the sole copyright swner o has been authorised by any additional copyright
cwner(s) to grant the rights defined in clause 1,

. the Article does not infringe any Intellectual property rights (including without imitation
copyright, database rghts or trade mark rights) or ather third party rights and no licence
from or payrments bo & third party are reguired to publish the Article,

fil.  the Article has not been previeusly published or licensed, nor has the Auther committed to
licensing any version of the Artide under & licence Inconsistent with the terms af this
Agreement,

.  If the Artice contains materials from other sources (e.q. llustrations, tables, text
quetstions), Author has obtained written perrmissions ko the extent necessary from the
enpyright holder(s), to license bo the Licenses the same rights as st out in dause 1 but
an a non-exclusive basis and withaut the right ko use any graphic elements on & stand-
silone bagie and has cted Bny such materials eorrectly:

all of the facts contained in the Article are acoording o the current body of research brue and
BOCUrALE;

mothing in the Article is obscene, defamatory, violates any right of privecy or publicity, infringes
any other human, personal or other rights of amy person or entity or is otherwise unlawful and
that informed consent bo publish hes besn obtained for any reseanch participants;
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d}  mething im the Article Infringes any duty of confidentiality owed to By thind party or vislates any
contract, express or implied, of e Author;

&) &l institutional, governmental, and/or obher approvals which may be required in connection with
the reseanch reflectad in the Article have besn obtained and continue in efect;

f}  all statements and dedarations made by the Author in connection with the Artice are true and
correct; and

g}  the signatory who has signed this agreement has full right, power and suthority to enter into this
agreement on behall of all of the Authdrs.

5 Cooperation
8)  The Author will eooperate fully with the Licensess in relation to any legal action that might arise
from e publicetion of the Article, and the Author will give the Ucensee pecess at reasonable
Hl'flﬂtﬂﬂ'l'f I‘Hﬂﬂllmmﬁﬂﬂd mwﬂmmamnﬂdﬂﬂm.
The Author agrees that any Licenses affiliate through which the Licenses exerclsas any rights oF
performns any obligations under this Agresment Ia intended to have the benefit of and will have the
right b enfiorce the terms of this Agreement.

b}  Author authorises the Licenses to take such steps as it congiders necessary at s own expenss in
the Author's name({s) and on their behall if the Licenses believes that a third party is infringing or
Is likely to infringe copyright in the Article Including but not limited to initiating legal proceedings.

& Author List

Changes of authorship, induding, but not limited to, changes in the comespanding author or the
saguence of authors, are ot permittad after acceptance of & manuscript.

T Post Publication Actions

The Author agrees that the Lml‘ﬂﬂ'f remove or retract the Article or pLIIH'I a cormection or other
notice In relation to the Artice IF the Licenses determines that mmnlnmmp{t&mm
editarial, researeh integrity, o legal peripective.

8  Controlling Terms

The terms of this Agreement will supersede amy other terms that the Author or any thind party may
assert apply to any wersion of the Article.

9  Gaoverning Law

This Agreement will be governed by, and construed in acoordance with, the laws of New York State. The
courts of New York, MY, will have exclushve jurisdiction.

Springer Science+Business Media LLC, 1 Mew York Plaza, New Yark, NY 10004, LLS.A.
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3 Copyright
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