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 INTRODUCTION
Stroke is a leading cause of disability which tends to influence “several cognitive 
and motor deficits and limitation in daily living”1:1445. With short hospitalisation and 
improved survival rates, the need for family assistance is extensive2. While the 
health care system focuses on the diagnosed person, family members receive 
minimal guidance or support to manage after discharge. Therefore, families of 
relatives with stroke often experience what has been called the “unexpected 
career of caregiver and facing multifaceted, complex and stressful life situations 
that can have important consequences”3:1. 

It has been reported that families tend to experience a lack of knowledge and 
skills to understand how symptoms affect everyday life and how to assist the relative 
with a stroke4,5,6. The Stress Process Model of Caregiving7 emphasises social support 
and coping as important mediators of the stresses that disrupt physical and mental 
health for families. A systematic review by Pindus et al.8 revealed that families felt 
unprepared to cope with the challenges of caring for relatives with stroke and they 
felt abandoned by the lack of services. Corallo et al.1 concur that caregivers should 
be assisted to “find better coping strategies to minimise a possible physical and 
emotional burden”1:1448. It is suggested that health services and professionals should 
acknowledge spouses of people with mild stroke by educating and supporting them 
about the unknown impairments that the person with a mild stroke may experience9. 

Previous studies have shown that some family caregivers experienced a sense 
of accomplishment, purpose, and fulfilment from caring for their relatives with 
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strokes10,11,12. Despite the positive effects, a number of studies 
have found that other families seem to experience strain 
and burden and many report a combination of positive and 
negative effects13,14,15. Families’ psychological functioning 
and well-being tend to be challenged by unfamiliar and 
unpredictable responsibilities related to their role of being 
a caregiver9,16. It has been reported that caregiving demands 
and activity restriction have been associated with depressive 
symptomatology17,18. This is evident in the previous studies, 
which indicated that family caregivers’ new responsibilities 
are associated with role strain, decline in social routines and 
decreased leisure participation19,20,21. It is clear that caregiving 
can restrict socialization, work and other activities; identity 
and expectations may be profoundly disrupted18,22. 

Upheaval of daily life can be overwhelming – physically, 
emotionally, and spiritually23. Spiritual dimensions of caregi-
ving have received limited attention. Participation in a faith 
community may improve well-being through social support 
and guidance for coping24. Spiritual and religious coping 
strategies are associated with better sense of well-being, 
resilience, and lower levels of depression among caregivers, 
to decrease the possibility of experiencing physical and 
emotional burden1,25. 

Religion, spirituality, and congregational involvement 
contribute to health and quality of life1. Support through 
congregational networks has been inversely related to emo-
tional distress and depression regardless of health status24,26. 
Religious or spiritual individuals with chronic conditions 
report a better sense of purpose, optimism, and gratitude27. 
Social dimensions of religion help caregivers navigate uncer-
tainty to maintain meaningful identities and be resilient1,24,28. 
Pastors and parishioners report that participation in religious 
services enhanced mental health and social support29. Reli-
gious participation involving social connection contributes 
to subjective well-being for adults30. This corroborates with 
studies highlighting that religious coping tends to be an 
effective strategy to deal with the occupational demands 
of stressful events of caregiving for a relative with stroke1,18,31. 
These studies have accentuated that religious participation 
seemed to be a useful mechanism families could use; ho-
wever, the role of clergy needs to be explored further, to 
gain insight into their perspectives about their services to 
relatives of people with strokes. 

Religious involvement can support coping with the chal-
lenges of caregiving16. Pearce32 described religious coping 
as sacred cognitions, rituals, and supportive relationships 
within congregations; such coping contributes to caregiver 
well-being. Clergy are seen as trusted, key resources for indi-
viduals facing difficulties15,24,33 and are a valuable resource for 
mental health concerns and spiritual guidance32,34. However, 
there is paucity of studies that focused on the support that 
clergy provide to caregivers of relatives with stroke.  

Congregations provide a sense of community, and such 
social support can be a bridge to health professionals17,35,36. 
Clergy, lay leaders and fellow congregants are uniquely 
positioned to provide informal mental health services and 

social service linkage without stigma or financial strain37. The 
clergy are assets that support families’ transitions through 
discharge from hospitals to home, illness, end of life, be-
reavement, grief, marriage, and diverse crisis37. Yet, little is 
known about the role that clergy have in support of caregiv-
ers through the journey of caregiving for relatives with stroke. 
This study aimed to explore the clergy’s role in supporting 
family caregivers of relatives with stroke.  

METHODS

Study design
An explorative-descriptive qualitative research design 
was used to gain an understanding of and insight into the 
phenomenon of clergy’s role in supporting families with 
a relative living stroke. It was further employed to allow 
the participants to share, compare and co-construct their 
meaning of their occupational role. Explorative-descriptive 
research could be used to refine the health practice prob-
lems and religious support services provided to families 
affected by stroke38. 

Participant recruitment and selection
In this study, the population was comprised of clergy from 
multiple religions or faiths in the metropolitan area of St. 
Louis, Missouri in the United States. The recruitment of the 
participants was done through an interfaith organisation that 
included all religions or faiths in the area. The organisation 
assisted the authors to have access to clergy from a variety 
of denominations. Purposive sampling was employed to 
recruit participants from multiple faiths who met the inclu-
sion criteria for the current study39. Inclusion criteria were at 
least two years of formal or informal pastoral counselling and 
English-speaking skill. Potential participants were invited to 
a focus group. Anyone who was interested but unable to at-
tend the focus group discussion was given the option of an 
individual interview.  Two participants were male and seven 
were female (Table I page below). 

Table I: Demographic characteristics of the participants

Participants (#) Religion/Faith Gender

Participant 1 Muslim Male

Participant 2 Christian Female

Participant 3 Christian Female

Participant 4 Christian Female

Participant 5 Baha’i Female

Participant 6 Christian Male

Participant 7 Christian Female

Participant 8 Christian Female

Participant 9 Humanistic Female

Data collection
A focus group discussion (FDG) and individual interviews 
were used to gather information from clergy about their ex-
periences and perspectives on family caregivers of relatives 
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with stroke40. Five participants engaged in the FGD, which 
lasted 90-minutes. The FGDs provided the participants with 
an opportunity to engage in an interactive conversation 
about their experiences of working with the family caregiv-
ers of relatives with stroke. During the FGD, the participants 
were consistently reminded that the conversation would be 
kept confidential, and anonymity was ensured.  

Four semi-structure interviews were conducted with par-
ticipants whose schedules did not allow them to come to-
gether as a group, which took 25 to 45 minutes. An interview 
guide was used to ask questions on clergies’ perspectives 
and experiences regarding family caregivers of relatives with 
stroke. This guide was used for the focus group and for semi-
structured interviews (Table II page below). Topics included 
their perspectives on family member spirituality, religious 
coping, quality of life and their experiences at guiding, 
supporting, or assisting caregivers. The focus group session 
and individual interviews were audio-taped, transcribed 
verbatim then rechecked twice for accuracy.  

Table II: Interview guide for focus group and interviews

1. How often have you talked with someone whose 
spouse, partner or other family member has developed 
disabilities from a stroke? 

2. Do they usually initiate the contact? Or do you initiate it?

3. What are the caregivers’ concerns? Why do they come 
to you? 

4. How much do they address their own needs? 

5. What are the most difficult aspects of caregiving?

6. How does spirituality or religion contribute to the 
caregiver experience?

7. Does caregiving change someone’s religious behaviour 
or spirituality?

8. Does age of a caregiver make a difference in the ways 
they cope? Is it harder or different for younger or for 
older people?

9. What are your recommendations for family caregivers?

10. What resources are available in your congregation? Or 
the community?

11 What else do you wish were available? What should a 
healthcare system do or do differently? 

 
Data Analysis and trustworthiness
Thematic analysis as outlined by Braun and Clarke41 was used 
to analyse the data from the transcripts. The authors care-
fully read each transcript at least three times to familiarize 
themselves with the data as part of prolonged engagement. 
In addition, codes were generated independently by the 
study team members who did initial data-driven coding 
as part of researcher triangulation. This led the study team 
members to convene a meeting to enhance credibility 
through peer debriefing and discussion of the codes they 
generated. Comparisons of that coding revealed minimal 
discrepancies that were resolved through discussions which 
resulted in formation of categories by grouping of codes 
with similar patterns. Themes were formulated by grouping 
the categories which appeared to relate to each other by 
the team members based on their vetting of the categories. 
For trustworthiness, credibility was enhanced through peer 
evaluation and discussions until consensus was reached 

about identified themes from the data analysis. Confirmabil-
ity was enhanced using audit trail and purposive sampling 
method to keep track of the study’s processes for collation 
of the themes and writing up the report.

Ethical considerations 
Ethical approval was obtained from the Human Research 
Protection Office (HRPO) at the Washington University St. 
Louis and ethical clearance number: HRPO#08-0463. In-
formed consent was obtained from the participants as they 
signed the consent form before any data collection began. 
The participants were informed that they may withdraw from 
the study without repercussions, as they were not coerced 
to be part of the study. Anonymity was used to protect the 
privacy and confidentiality of the participants as only num-
bers were used to identify them. 

RESULTS
Five themes related to the perceptions and experiences of 
the clergy regarding provision of support to family caregivers 
of relatives with stroke were identified. These themes include 
1) the importance of spirituality (“Like a tree in the storm”);2) 
occupational role of clergy and congregational contributions 
(“Sharing the journey”); 3) family dynamics (“Things changing 
so quickly”;4) caregiver’s responsibilities (“Trying to juggle it 
all”); and5) Vision of possibilities to assist caregivers. 

Theme One: Importance of spirituality – “Like a 
tree in the storm”
Theme one contextualises the importance of spirituality 
as an intrinsic resource that enabled the tree to be flexible 
and resilient during the time of the storm. Furthermore, 
the first theme highlighted that there was a need for more 
emphasis to focus on the family caregivers’ physical, psy-
chological, and spiritual health. Family caregivers seldom 
mentioned their own needs; participants had to introduce 
the topic, since caregivers focused on helping their rela-
tives while ignoring their own needs. It was evident from 
the participants’ discourse that spirituality and/or religion 
was recognized as an anchor for comfort and hope amidst 
disruption and uncertainty. One participant explained that 
spirituality tended to be a source of energy:

“... where caregivers draw strength and encouragement.” 
Participant # 3

This was supported by another participant who explained 
that:

“In order to handle that toll from day-to-day, your inner 
strength comes from spirituality.” Participant # 3

It seems that both faith and spirituality were considered 
as roots of a flowering tree that needed to be nurtured 
by the participants. From the analysis, it was clear that the 
participants in the journey of being a clergy in their com-
munities happened to come across families who appeared 
to struggle with caring for a relative with stroke. For instance, 
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one of the participants shared an experience about an ac-
tive member who had abandoned church in despair after 
grappling with difficult family caregiving demands: 

“It’s like a tree in a storm that you’ve seen fall over. It was 
a really strong, beautiful tree but you look inside and it’s 
hollow.” Participant # 2

Other participants agreed, providing these examples of 
inner strength from strong spiritual roots. It was evident 
that the participants’ explanation about the inner strength 
seemed to be related to occupational resilience and con-
nection with God:

“You have some people who are really not only rooted 
in their faith, but they’re really rooted in understanding 
what the meaning of life is. So going to church is not 
just rote habit. They’re really trying to experience the 
presence of God.” P# 6
“For some people, God is a great source of strength 
through that time and for others.” Participant # 8

Participants observed that caregivers tend to get very in-
volved with their immediate tasks of caring for their relatives 
with stroke. As a result, they end up neglecting themselves, 
particularly their spiritual well-being, which appeared as an 
adversity. In a voice of caregiving role, the study participants 
felt compelled to shift their focus onto the family caregivers’ 
needs. One of them explained: 

“The spiritual issue for people is kind of remembering 
to recognise their own worth as well as the worth of the 
person that they’re taking care of … [but] our own worth 
and dignity is important. So that’s the kind of spiritual 
aspect I think that people struggle with.” Participant # 9

Another participant related a range of contrasting responses 
among family members who are helping their relatives:

“Some become closer to God...[others] become distant 
because they were just worn out and they didn’t have the 
energies to focus on any relationship other than that  of 
caregiving ... I’ve seen some people angry with God you 
know for allowing this to happen- why to my loved one? 
and why to me?” Participant # 7

Theme Two: Clergy roles, congregation responses 
– “Sharing the journey”
The second theme deals with the role of being a clergy in 
communities and congregations facing the difficulties of 
caring for relatives with stroke. It was noted that the partici-
pants had a role in maintaining the spiritual well-being of 
the family caregivers. They felt that part of their role as clergy 
included providing support to family caregivers and their 
relatives with stroke. The participants believed that support 
from clergy and congregations could galvanise spirituality, 
social support, and coping skills of caregivers.

This theme further highlights that the journey of caring 
for relatives living with strokes is a daily occupation that can 

disrupt family function, health, well-being, and quality of life. 
The participants shared how life trajectories for family mem-
bers could dramatically change after a stroke. Managing 
such changes can be rewarding and fulfilling, but it should 
be also noted that caregivers experienced mixed emotions, 
such as exhaustion and feeling overwhelmed with confu-
sion and anxiety. Consequently, the participants shared that 
compassionate presence appeared to be a useful strategy, 
when they serve caregivers within their congregation. Lis-
tening helps families manage guilt and worries; sometimes 
caregivers just need a chance to share concerns:

“I’m not a professional counsellor, so you know I’m really 
there in a role that’s more supportive. My biggest job is 
just to listen, to be those ears.” Participant # 8 

In relation to sharing the journey of caregiving, the clergy 
wanted to develop partnerships that could build pathways to 
link caregivers with their congregations and the larger com-
munity, thereby reducing isolation and strengthening faith. 
One participant underlined the importance of encouraging 
caregivers not to keep a secret about their experiences of 
caring for relatives with stroke.  Several participants indi-
cated that many caregivers remained silent and isolated so 
they would not seem weak; they felt they should be able to 
handle everything on their own. However, the participants 
felt that caregivers should reach out and ask for help from 
the members of the ministry that have training to serve as 
congregational friends. One participant in an educative role 
declared that it is important:

“Not to hide ... out of shame or being afraid to let people 
know what’s going on. Walk with somebody for as long as 
it takes through whatever it is.” Participant # 7 

The participants identified a variety of strategies as external 
resources that may be used to support caregivers struggling 
with caring for relatives with strokes. Those strategies formed 
part of compassionate presence, which included offering 
encouragement, posing questions, and listening deeply. 
Therefore, the participants incorporated these strategies 
in their contacts with caregivers.

“Church becomes family... having support from people 
who know their situation and probably love both of 
them (the caregivers) and the care receivers, becoming 
accepted no matter what can be enormously powerful 
and healing.” Participant # 7

“For people that are active in the church, there’s a 
community fellowship that surrounds them and cares and 
supports them as well. Whenever we’re walking through 
anything in life … it’s a little bit harder to walk through. 
When we’ve got communities of care and support all 
around us, it’s an easier journey.” Participant # 8

Regarding the congregation’s responses, activities were 
identified that may provide respite and support caregiv-
ers. Several participants explained that their congregations 
provide volunteers to stay with the relative, so the caregiv-
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ers feel comfortable to attend services to get some respite 
from the occupation of caring for relatives. Congregation 
members provide support by visiting the households and 
engaging in activities such as singing or praying together, 
bringing communion, blessings, or services into homes of 
families with disabilities. The concept of a ‘faith family’ was 
echoed repeatedly as demonstrated by phone calls, visits, 
meals, and household help. Some groups established net-
works for providing meals, transportation, and other services 
so such assistance was a norm.

“Lot of times we’ll get respite from people in the 
community who volunteer their time.  A lot of times as 
an assembly member, we’ll look for references, good 
references for people. Sometimes we can try some of 
the neighbours.” Participant # 5 

“The whole community pretty much goes into action 
as far as helping whether to bring in meals. So, we are 
supportive of everything. The actual patient and to the 
family support.” Participant # 4

Theme Three: Family dynamics during caregiving 
– “Things change so quickly”
The third theme captures perceptions of the participants 
about the dynamics linked with caregiving that could result 
in an abrupt change in families. In contemplating the abrupt 
changes, participants reported that caregiving efforts tend 
to fall primarily on the spouse.

 
“It dramatically changes the dynamics of a marriage. Who 
you’ve been as a couple and what you’ve been able to 
do – all those things change so quickly?” Participant # 8

Although participants felt that the entire family’s psychologi-
cal and spiritual health deserve attention, they were unsure 
about the best way to address these important aspects of 
the families. They were keen to help caregivers about shar-
ing responsibilities, take breaks, and care for themselves. 
Regarding family dynamics, participants noted that proxim-
ity of relatives and financial resources tended to shape the 
caregiving experience. The participants reported that some 
families seemed to share responsibilities with relatives but 
noted that other caregivers had no additional family willing 
to help. Conflict about what to do and how to do it, could 
be painful. Those with limited funds had greater difficulty 
getting services or equipment.

“Some are concerned that they’re not doing enough, 
some are concerned that they’re being overburdened 
because other family members are doing ... nowhere near 
their share so they feel they’re being left with a burden.” 
Participant # 3

Gender and age both appeared to influence the distribution 
of caregiving effort. Women were almost always the ones 
providing care within the family, which worried the partici-
pants. When a male was the primary helper, congregations 

likely responded immediately with assistance. However, 
female caregivers were expected to manage on their own. 
The influence of age was debated. Some believed it was 
harder for young caregivers who likely have jobs, children, 
and other responsibilities.

“I think being younger brings some of the dynamics that 
we talked about, you know, certainly that you don’t expect 
at that age.” Participant # 8

Others thought older caregivers may have decreased energy 
and physical limitations, which automatically add strain. Some 
clergy feared that seniors might have fewer surviving friends 
or peers and children who are too busy or live far away. 

“I’ve seen situations where there have been older people 
wanting to give care, but they really couldn’t. And they 
needed their kids to come in, but the kids are not 
available.  And that has created problems.” Participant # 5

Receptiveness to ‘outside help’ varied. Several participants 
reported that congregants were somewhat comfortable us-
ing community day care and home services but to a lesser 
extent with nursing homes. One of the participants who 
was an Imam accentuated that family taking care of each 
other is a major mandate of Muslim faith; it is an extreme 
dishonour for the entire family if a relative is neglected or 
moved to an institution.

“It is embarrassing for the family if the person who gets 
involved in this disability is left in the nursing home or 
anywhere else. That is the family’s problem, and the 
family takes care of it. It is, ah, considered a dishonour 
if somebody doesn’t take care of the older people. So, 
they live with the family, they’re not alone.” Participant # 1

Theme Four: Caregiver challenges – Trying to 
juggle it all
The fourth theme incorporates participants’ discussion of 
the occupational imbalances that family caregivers experi-
ence. Participants noted that caregivers have so many new 
responsibilities and feel like they are jugglers who are con-
tinuously trying to balance precarious competing demands.  

Participants were aware that the occupation of caregiving 
involves new roles, new tasks, and unpredictable demands 
that can become a major endurance test.

“Having to hold together so many pieces of life, not only 
the responsibilities of, you know, your house, your job, 
or the kind of things you do anyway but now the whole 
caregiving piece ... It can be exhausting and trying to 
figure out a way to self-care through that and not feel 
guilty.” Participant # 8

Participants shared concern about the inflexibility among 
caregivers of relatives with stroke. They mentioned that 
caregivers seemed to be at high risk of developing com-
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passion fatigue because of the constant demands of caring 
for their relatives. Even though some of the relatives and 
friends helped, the caregivers strived to handle it all and 
were reluctant to share responsibilities.

“Even people who have connections … still seem to feel 
overwhelmed. They don’t want to rely too much on other 
people. They feel badly about that ... The person who 
needs care is upse t... feeling like a burden on their spouse. 
And then this spouse is feeling like they’re both burdens 
on other members of the family or on friends... . There’s 
just a lot of anger ... A lot of frustration.” Participant # 9

One of the participants shared that the “American super in-
dependence thing” (Participant # 9) tends to be a challenge 
for majority of the caregivers because they are unwilling to 
accept any help from other people. Hence, the participant 
urged that the caregivers should consider the importance 
of reaching out for assistance early and often. Additionally, 
the participants shared that the congregants should be 
encouraged to actively help rather than wait for requests.

“I think it’s easier in other cultures, accepting the idea 
that we’re all here to help each other.” Participant # 9

Participants also worried that caregivers seemed to neglect 
themselves as human beings with human needs that should 
be fulfilled besides attending to caregiving responsibili-
ties. The participants felt that the caregivers’ refusal of help 
can lead to unintentional self-neglect. As a result, the par-
ticipants felt that caregivers should be encouraged to take 
time for themselves.

 
“Relatives strive to do a thorough job out of love and 
since there’s no respite care, they are ‘trying to juggle it 
all’.” Participant # 8

“… and that’s not selfish. If they break down, then who’s 
going to continue to care? ... Take care of yourself, seek 
help, and ask of what you need!” Participant # 7

Theme Five: Vision of possibilities to assist 
caregivers 
In theme five, the vision of possibilities deals with the course of 
actions that may be used to provide support to family caregiv-
ers of relatives with stroke. This theme captures the activities 
that were suggested by the participants to address some of 
the challenges of caregiving. The participants were very con-
cerned that family caregivers face many new demands but 
have few resources available for respite care, assistance, and 
support. In relation to respite care, the participants echoed 
each other that caregivers are worn down because of the 
duties attached to their roles of caring for their relatives. In 
addressing the need for respite care, the participants felt that 
caregivers should be open to opportunities by creating time 
for themselves and allowing other people to support them.

 “Someone who can come in for an hour or two and 
just keep an eye on things while they go for a walk.” 
Participant # 9

Regarding peer support, the participants felt that the care-
givers could benefit from connections with others within 
their communities who were facing similar challenges. Lack 
of family preparation before discharge was a common 
concern from the discourse with participants. Most of 
them highlighted that the benefits of participating in peer 
support could enable caregivers to socialise, exchange 
information and provide mutual encouragement but they 
noted that finding such groups was difficult. Additionally, the 
participants identified a need of asset-based community 
development related to family caregivers’ support because 
they believed that this could help easily identify what was 
available in the community.

“A lot of folks feel kind of at sea … they talk to their 
doctors, but when they get home, then what do you do? 
Caregivers did not know where to turn, especially how 
to deal with confusing personality or behaviour changes 
after a stroke.” Participant # 9

A collaborative partnership was identified as one of the pos-
sible actions that may be used to strengthen relationships 
between healthcare teams from hospitals and community 
clergy as well as lay leaders. The participants wanted an ex-
change of information about how they could support fami-
lies and develop community programs focused on needs 
of minorities. They suggested a central resource directory 
to share with their congregations. 

DISCUSSION 
This study provided an insight into the role of clergy in sup-
porting family caregivers of relatives with stroke. Overall, 
the themes that emerged from the study highlighted that 
clergy’s role and congregational resources could be viewed 
as potential mediators or mitigators of strain among family 
caregivers and their relatives.

On the importance of spirituality “like a tree in the storm” 
and the contributions of clergy and congregations through 
“sharing the journey,” the findings demonstrated that these 
clergy believed that spirituality was one of the sources of 
strength and encouragement that enables caregivers to 
persevere in their occupation of caring for a relative living 
with stroke. These findings corroborate Mthembu et al.’s18 
claim that religion and spirituality could be reinforced 
through involvement of clergy in support of family caregivers 
of relatives with chronic diseases. Additionally, the findings 
resonate with previous findings that spiritual and religious 
coping strategies could be used in an effective manner to 
overcome the caregiver burden31,42. Moreover, the findings of 
the study revealed that the clergy’s support could reinforce 
resources that may be used to help the family caregivers to 
meet their own needs while caring for relatives with stroke. 
This study makes valuable contributions for understanding 
the importance of faith networks that might provide social 
support and assist with coping strategies.

Two other themes to emerge from the study were family 
dynamics related to the “Things changing so quickly” as well 
as caregiver responsibilities linked with “Trying to juggle it all.” 
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These findings relate to occupational imbalances whereby 
caregivers tend to spend most of their time on caregiver-
related duties and neglect other occupations such as sleep, 
leisure, social participation, and religious observations18,43.

When providing compassionate presence to family ca-
regivers of relatives with stroke, clergy should be alert to 
occupational imbalance, which can affect the quality of life. 
Family caregiving can require extensive time and energy 
for new, unpredictable responsibilities and changes in daily 
life. These demands reduce time for social connections, 
changing caregivers’ identity and undermining their sense 
of a meaningful life. Involvement with clergy and one’s faith 
community can buttress caregivers who are dealing with 
those changes. 

Findings from this study further revealed that clergy and 
congregations are very concerned about helping family 
caregivers. They believe that religion and spirituality were 
resources that contribute to coping, social support and 
families’ occupational resilient to successful care for the 
relative with stroke. Clergy perceive themselves and their 
congregation members as players who can share the 
journey and maintain valuable connections for a sense of 
belongingness. This emphasis on clergy and congregation 
members as social supports or sanctuaries parallel findings 
from previous studies24,37. Given the evidence regarding the 
social support, the findings indicated that sharing was part 
of interconnectedness and interdependence between the 
clergy, congregation and family caregivers and the commu-
nity, which contributed to the psychological and relatedness 
well-being needs. 

The findings in Theme 4 (Caregiver challenges – “Trying 
to juggle it all”) indicated that family caregivers were over-
worked and unhappy, which is resonant with occupational 
imbalance and the dark side of occupations relating to 
positive and negative values and consequences44. The-
refore, clergy bemoaned caregiver tendencies to ignore 
themselves. It was further evident that caregivers were 
occupationally alienated because the pattern of self-neg-
lect echoes other research that labelled family caregivers as 
hidden patients45, shadow workforce46, and unsung heroes47. 
Several participants expressed difficulty convincing family 
caregivers that they deserve to take time and energy for 
self-care, relaxation, and fun. This indicates that caregivers 
should be assisted to make informed decision about respite 
care services or taking breaks because they tended to be 
fraught with guilt about doing things for fun on their own or 
taking care of themselves. Further research should be un-
dertaken to investigate how clergy pass on their capacities 
related to occupational resilience.  

From the findings of the current study, it was noted that the 
clergy forged partnerships with caregivers through active 
listening and “sharing the journey.” Some congregations 
utilise outreach networks to maintain connections and 
provide support for families with stroke or other disabilities. 
Rather than wait for someone to reach out, members initi-
ate contact that combined respite with social outings. One 
congregant would stay home with the relative while another 
congregant was available to accompany the caregiver for a 
social activity or religious service. 

Another theme that emerged from the study is a vision 
of possibilities that can be used in providing support to 
family caregivers. As far as the vision of possibilities is con-
cerned, this study found a need for program development 
to support family caregivers of relatives with strokes. This 
finding buttresses the growing consensus that early inter-
vention on risk factors for family caregivers should focus on 
providing relevant information about relatives’ conditions, 
behavioural and emotional changes, burden, and distress, 
and problem-solving9,31,43. It also resonates with Serfontein et 
al.’s43 recommendation that the intervention program should 
provide support for both the relative with stroke and family 
caregivers’ post-discharge. These intervention programs 
might help caregivers to adapt and be equipped for their 
new roles with demanding responsibilities.

 Additionally, these findings indicate the need for a 
collaborative-partnership nexus between healthcare pro-
fessionals, caregivers, relatives with strokes and clergy/
congregational networks. Although recent studies stress 
the importance of intervention programmes for supporting 
family caregivers of relatives with stroke1,9,31,43, they tend to 
neglect the role of clergy in supporting caregivers. Thus, in 
collaboration with all stakeholders of interprofessional col-
laborative practice, clergy can establish reciprocal relation-
ships that would enable the development of programmes 
at micro- and mesosystem levels. 

Limitations
A limitation of this study is the small convenience sample 
from a diverse but limited number of faiths/ denominations. 
Several other clergies expressed interest but were too busy. 
The study was done in the metropolitan area of a medium 
size city in the Midwestern United States and did not include 
rural or small-town clergy who may have different perspec-
tives or norms. Seven of the nine participants were Christian 
from a variety of different specific denominations. They 
requested identification with the broader label of Christian 
rather than specify their specific denomination. The number 
of female clergies has been increasing but is still the minority, 
however this study had predominantly female participants. 
It may be reflecting that female clergy are more concerned 
about this topic and therefore more likely to join the study. 
It could be illuminating to recruit more male clergy in future 
research to identify possible differences. None of the clergy 
identify themselves as specifically working with families of 
people with stroke. While the findings of this study cannot 
be generalised to all clergy or denominations, the informa-
tion provides a foundation for further exploration in other 
locations and with a wider range of denominations, needs 
assessment and development of resources.

Implications 
A key policy priority should therefore be to plan for the long-
term rehabilitative stroke support and care in Africa using 
the assets-based strategy to respond to the ubiquitous poor 
intersectoral collaboration identified in the joint World Stroke 
Organisation (WSO)48. The long-term rehabilitation support 
and care should be geared towards “emotional support, for 
the patient with stroke and concerned family members”49:647. 
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There is, therefore, potential need for the clergy to form part 
of the long-term support so that they may indicate how the 
referral system can be facilitated between health facilities 
and religious institutions. This is line with the Sustainable De-
velopment Goal 17 that encourages collaboration between 
community leaders, and leaders of the faith-based organisa-
tion, public, public-private, and civil society partnerships. The 
partnership will assist in building on the experience of the 
stakeholders so that they may disseminate the knowledge 
about stroke and rehabilitation.

A recent review on stroke profile, progress, prospects, and 
priorities in Africa indicates that there is “a higher burden 
of stroke on the psychological and emotional domains 
of quality of life of caregivers”49:638. The evidence from this 
study suggests that occupational therapists should focus 
on the positive and negative values and consequences that 
illuminate the dark sides of the occupation of caregiving 
for relatives with stroke44. This suggestion may support and 
enable occupational therapists to ameliorate the occupa-
tional injustices (occupational imbalance and occupational 
alienation) that persisted to influence the psychological, 
emotional, physical, social, and spiritual domains of quality 
of life through participation in valued occupations, as part 
of occupation-based approach. This promotes occupational 
therapists to reduce by one-third premature mortality from 
non-communicable diseases through prevention and treat-
ment and promote mental health and well-being. Stroke is 
a leading cause of morbidity and mortality with extensive 
effects on family caregivers, therefore occupational thera-
pists must address the needs of this population.

    Interprofessional teams comprise clergy, health and so-
cial service professionals should form part of the pragmatic 
and context-sensitive approach that address the needs of 
family caregivers of relatives living with stroke. The results 
indicated that clergy in this study wish they could do more 
but are very busy and have limited familiarity with effects 
of stroke or with relevant community health resources. For 
occupational therapy practice, occupational therapists can 
build alliances with clergy, community leaders, and leaders 
of faith-based organisations to support the family members’ 
and caregivers’ transitions from discharge into the commu-
nity in several ways. One strategy is to inform congregati-
ons about ways to support family caregivers. Another is to 
facilitate conversations with clients about congregational 
resources. On a larger scale, they could promote develop-
ment of resources such as support groups; respite services; 
equipment loan programs within and across congregations.

CONCLUSION
This combination of findings provides some support spiri-
tual, caregiving, and educative roles that clergy engaged in 
supporting family caregivers of relatives living stroke. The 
evidence from this study suggests that spirituality is one of 
the internal resources that strengthened the caregivers to be 
resilient and flexible during the storm of their occupational 
engagement.  This study will prove useful in expanding our 
understanding of how clergy and congregations espoused 
interconnectedness and interdependence through spiritual, 
emotional, and instrumental support. However, the find-

ings further highlighted the dark sides of the occupation 
of caregiving, as family caregivers tend to be reluctant to 
acknowledge their psychological, emotional and relatedness 
needs. This information can be used to develop targeted 
interventions aimed at ameliorating the occupational in-
justices hindering caregivers’ engagement in their valued 
occupations. 
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