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Abstract

Aim: Exploration of the healthcare journey post-stroke is incomplete without acknowledging the crucial role of
family caregivers. With limited literature documenting the role of caregivers in the healthcare journey post-stroke,

we aimed to describe the healthcare experiences of family caregivers and stroke survivors across different caregiver
identities in Singapore.

Methods: We conducted a qualitative descriptive study involving semi-structured interviews with transcripts ana-
lysed using thematic analysis. 26 stroke survivors and 35 family caregivers purposively sampled from multiple settings.

Results: Findings were summarized into seeking care and experience of healthcare encounters. Seeking care com-
prised of the following themes: factors influencing seeking care, decision to seek care and role of caregiver in seeking
care. Experience of healthcare encounters comprised of the following themes: service around the patient, service with
care and role of caregiver in healthcare encounters.

Conclusion: Multi-dimensional role of caregivers in healthcare experience emerged as a major finding. Unique to our
Asian context, as per the participants’accounts, family caregivers seemed to be central in healthcare decision-making
for stroke survivors, with adult-child caregivers commonly reported being engaged in collaborative decision-making.
While spousal caregivers preferred a relational healthcare experience, adult-child caregivers preferred a transactional
one. Practical implications include equipping caregivers with skillset to make healthcare decisions, provision of sup-
portive decision-making environment for caregivers and reinforcing communication aspects in the medical, nursing
and allied healthcare curriculum to improve healthcare experience.
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Introduction

Exploration of the healthcare journey post-stroke is
incomplete without acknowledging the crucial role of
family caregivers in providing unfading support and
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impairments, with up to 74 % requiring someone, often a
family member, to aid with activities of daily living (ADL)
[1], and more than 50 % requiring full assistance in some
instrumental activities of daily living (IADL) domains [2].
These multidimensional needs post-stroke necessitate
the presence of a partner accompanying the stroke survi-
vor on a post-stroke recovery trajectory. With almost half
of stroke survivors discharged home after the acute event
[3], often a family member or a friend partners with the
stroke survivor and takes up the caregiving role, extend-
ing both in community and healthcare settings.

Family caregivers, also known as informal caregiv-
ers, have been previously defined as “relatives, part-
ners, friends, or neighbors who provide help because of
a personal relationship and who provide personal and
medically oriented care” [4]. They are unpaid and often
without any formal training [4]. Caregiving entails multi-
ple tasks of varying intensity, complexity and proficiency,
especially for more medically inclined tasks. Among car-
egivers involved in complex chronic care, not only do
they help with ADL, about 46 % engage in medical and
nursing tasks [5]. About 57 % of caregivers express having
no choice in engaging in these clinical tasks, consider-
ing this as their obligation [5]. The prevalence of infor-
mal caregiving ranges from 24 to 51 % with the caregiving
duration at times amounting to 0.5 to 1 full-time equiva-
lent of help where 1 full-time equivalent refers to an indi-
vidual’s 1 full workday [6, 7]. Despite caregiving being
valued financially at upto $14.2 billion annually in the
United States [8], family caregivers are often unacknowl-
edged and unsupported by current policy and practice
guidelines [9]. While the caregiving experience of car-
egivers of stroke survivors has been well documented in
the literature [10—13], there has been limited exploration
of healthcare experiences of caregivers of stroke survivors
along with describing their role in this healthcare setting.
It is understandably challenging to describe the caregiver
role in the healthcare journey of the care recipient con-
sidering the inherent complexity and context dependent
nature [14]. While there is some literature describing the
role of caregivers in post-stroke rehabilitation, highlight-
ing them as stakeholders, legitimate clients and health-
care navigators [15], there is an existing gap in literature
on exploring the role of caregivers in the healthcare
experience of stroke survivors across the whole care con-
tinuum and multiple care settings. Our study would be
addressing this gap.

We need to unpack the intersection of caregiving and
healthcare experience to further establish caregivers’
position within the healthcare system, which would guide
the provision of tailored support resulting in favour-
able stroke survivor-caregiver dyadic outcomes. From
a quantitative perspective, researchers have examined
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the role of caregivers in health services utilization post-
stroke, with studies reporting caregiver availability [16],
co-residing status [17] and social support [18, 19] being
associated with reduced risk of hospitalizations. Car-
egiver identity was reported to be significantly associated
with the use of acute care services, specifically stroke
survivors having an adult-child caregiver had almost
three times greater rate of hospitalizations over the late
post-stroke period as compared to spousal caregiver [19].
While these quantitative findings establish caregiver’s
role in the post-stroke health services utilization, there
still exists a gap in literature related to qualitative explo-
ration of such healthcare experiences to provide a more
comprehensive account with potentially actionable infor-
mation. Our study would be addressing this gap across
different caregiver identities.

On the qualitative front, a study explored stroke sur-
vivors’ and their caregivers’ perspectives on factors
associated with seeking acute care services post-stroke
concluding rehospitalizations to be multi-factorial [20].
A meta-ethnographic synthesis involving 168 stroke sur-
vivors and 328 informal caregivers reported perceived
marginalization of the dyads by the primary and outpa-
tient services with limited information availability and
access, discontinuity of care and fluidity of stroke related
needs [21]. Not only are the qualitative studies explor-
ing the healthcare experiences of caregivers and stroke
survivors scant, but there are also some evident gaps in
this existing literature. Firstly, none of the included stud-
ies were from Asian settings where the caregiving expe-
rience may be socio-culturally different from Western
settings. Secondly, the healthcare system attributes may
vary across different settings potentially influencing the
healthcare experiences. Lastly, none of these studies
explicitly examined the differences in healthcare experi-
ences across different caregiver identities (e.g., spouse,
adult-child, sibling or others as caregivers). Consider-
ing the caregiving experience has been reported to vary
across different caregiver identities [22—24], the health-
care experience may also vary across different caregiver
identities. Addressing these gaps in literature, our study
aimed to describe the healthcare experiences of family
caregivers and stroke survivors in an Asian setting. Addi-
tionally, we aimed to explore the differences in healthcare
experiences of caregivers and stroke survivors across dif-
ferent caregiver identities (i.e., spouse, adult-child, etc.).

Methods

We adopted a qualitative descriptive study design involv-
ing semi-structured interviews with stroke survivors and
family caregivers [25]. Our study was approved by the
National University of Singapore’s Institutional Review
Board (NUS-IRB Ref No: S-18-204). Written informed
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consent was obtained from both the patients and the car-
egivers in their preferred language by trained research-
ers. All methods were performed in accordance with the
guidance provided in the Declaration of Helsinki.

Study context

Singapore is a small island country with a total popula-
tion of around 5.64 million. Being a multi-ethnic nation,
it is comprised of Chinese (74.3 %), Malays (13.4 %), Indi-
ans (9.0%), and other ethnicities (3.2%) [26]. Singapore
has a mixed healthcare system with the public, private,
and non-profit institutions delivering acute, primary,
intermediate, and long-term care services. The role
played by family members in providing care to their loved
ones is in line with the Singaporean principles of families
being the “first line of support” with the community and
government stepping in where necessary [27].

Participants

The eligibility criteria for stroke survivors were Singapo-
rean or permanent resident, at least 21 years and above
at the time of recruitment, stroke being diagnosed by a
clinician and/or supported by brain imaging and able to
participate in the interview. For caregivers, we included
individuals aged 21 years and above, who were either an
immediate family member, extended family member or
friend, were recognized as the main person offering care
and taking responsibility for the patient, as recognized by
the patient and not paid for caregiving. Paid or profes-
sional caregivers and those refusing to audio-record the
interview were excluded from the study. Stroke survivors
and family caregivers were purposively sampled across
different caregiver identities (i.e., spouse, adult-child, sib-
ling and others inclusive of distant relatives or friends).
Recruitment was conducted across 3 recruitment sites,
namely, outpatient rehabilitation setting, outpatient
clinic setting and support organization for stroke survi-
vors and their caregivers.

Data Collection

Fifty interviews were conducted involving 61 partici-
pants (35 caregivers and 26 stroke survivors) from Octo-
ber 2018 to February 2019, at which point thematic
saturation was reached. The interview guide for both car-
egivers and stroke survivors is detailed in Supplementary
File 1. The interviews generally lasted between 28 and
58 min, with the longest lasting 129 min, and were con-
ducted in either English, Mandarin, Malay or Tamil. The
principal investigator (ST), a public health trained physi-
cian pursuing her Ph.D. in health services research at the
time of this study, had prior training and experience con-
ducting qualitative research, including stroke survivors
and caregivers as participants. ST and other researchers
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involved in data collection (ASLC, AF, ZBL) had no prior
relationship with the participants. The research team
comprised of academics, neurologists, physiotherapists,
occupational therapists, research associates, and research
assistants, with two members having prior experience
caregiving for a family member with disability (not stroke
related). Field notes were taken during the interviews
and memos written after the completion of the inter-
view. We also collected socio-demographic information
on stroke survivors and caregivers. Recorded interviews
were transcribed and translated to English (where appli-
cable). We removed participant identifiers and assigned
an identity code for each transcript to maintain partici-
pant confidentiality. NVivo 12 software was used for data
management and the facilitation of data analysis [28].

Data analysis
We followed Braun and Clarke’s guidance on conducting
thematic analysis which comprised of the following six
steps: familiarizing ourselves with our data, generating
initial codes, searching for themes, reviewing of themes,
defining and naming themes and producing the report
[29]. To explore the differences in themes and sub-
themes across different caregiver identities (i.e., spouse,
adult-child), we ran multiple matrix coding queries in
NVivo 12, which allowed us to explore coding intersec-
tions across two items (e.g., coded sections and cat-
egorical variable of caregiver identity) [30]. Summarized
findings of matrix coding queries are provided in Table 1.
We used the parallel criteria by Lincoln and Guba
[31-33] to guide the development of study processes
and report on the trustworthiness of our findings. We
practised peer debriefing during data collection to dis-
cuss insights gained by different team members and dur-
ing group discussions to share preliminary themes and
gain consensus on findings. A proportion of transcripts
were co-analysed with a peer researcher. Additionally,
researchers practised reflexivity and maintained an audit
trail throughout the conduct of the study. Findings are
reported in accordance with the COREQ guidelines [34].
(Please refer Additional File 1).

Results

We summarized our findings of healthcare experience
post-stroke across two categories: seeking care and expe-
rience of healthcare encounters. Within the category
of seeking care, following themes were coded: factors
influencing seeking care with sub-themes of financial,
and structural factors; decision to seek care with sub-
themes of caregiver decides, and not one person’s deci-
sion to make; and role of caregiver in seeking care with
sub-themes of recognize symptoms, coordinate care and
accompanying to healthcare appointments. Within the
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Table 1 lllustration of matrix coding query across different coded references and caregiver identities

Coded References (Coded References as Proportion of total sample of caregiver type) Spouse Adult-child Sibling Others
Theme A.1. Factors influencing seeking care

Subtheme A.1.1. Financial factors 15(1.15) 8(0.44) 3(1.50) 2 (1.00)
Subtheme A.1.2. Structural or healthcare system related factors 27 (2.08) 38(2.11) 5(2.50) 4 (2.00)
Theme A.2. Decision to seek care

Subtheme A.2.1. Caregiver decides (0.69) 35(1.94) 6 (3.00) 1(0.50)
Subtheme A.2.2. Not one person’s decision to make 8(0.62) 27 (1.50) 2(1.00) 2(1.00)
Theme A.3. Role of caregiver in seeking care

Subtheme A.3.1. Recognizing symptoms 17 (1.31) 6(0.33) 0(0) 0(0)
Subtheme A.3.2. Coordinating care 0(0) 3(0.17) 3(1.50) 0(0)
Subtheme A.3.3. Accompanying the stroke survivor for healthcare appointments 6 (0.46) 12 (0.67) 0(0) 3(1.50)
Theme B.1. Service around the patient

Subtheme B.1.1. Patient choice or preference 16 (1.23) 8(0.44) 8 (4.00) 0(0)
Subtheme B.1.2. Dignity and respect 8(0.62) 12 (0.67) 0(0) 0(0)
Theme B.2. Service with care

Subtheme B.2.1. Communication during a healthcare encounter 33 (2.54) 27 (1.50) 1(0.50) 3(1.5)
Subtheme B.2.2. Trust in the healthcare system 8(0.62) 6(0.33) 5(2.50) 0(0)
Subtheme B.2.3. Personal touch experienced in a healthcare encounter 17 (1.31) 9(0.50) 0(0) 0(0)
Theme B.3. Role of caregiver in healthcare encounters

Subtheme B.3.1. Advocate for the stroke survivor 15(1.15) 5(0.28) 14 (7.00) 1(0.50)
Subtheme B.3.2. Active participant in healthcare encounter 6 (0.46) 16 (0.89) 6 (3.00) 2 (1.00)

category of experience of healthcare encounters, follow-
ing themes were coded: service around the patient with
sub-themes of patient choice or preference, and dignity
and respect; service with care with sub-themes of com-
munication during a healthcare encounter, trust in the
healthcare system and personal touch experienced dur-
ing a healthcare encounter; and role of caregiver in
healthcare encounters with sub-themes of advocate for
the stroke survivor, and active participant in the health-
care encounter (Fig. 1).

The sample comprised of 35 caregivers and 26 stroke
survivors. (Please refer to Table 2) The caregivers were
between 22 and 80 years old, with more than half female,
married, and living with their spouses. Twenty-three
were Chinese, 9 were Malay, and 3 were Indian. There
were 18 adult-child caregivers, 13 spousal caregivers, 2
each of siblings and other caregivers. The stroke survi-
vors were between 45 and 84 years old, with more than
half males. Thirteen were Chinese, 9 were Malay, and 3
were Indian.

Healthcare Experience of Stroke Survivors and Family Caregivers after Stroke
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Fig. 1 Summary Diagram of main Findings
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Table 2 Demographic characteristics of participants Table 2 (continued)

Demographic characteristics n Demographic characteristics n
CAREGIVER (N=35) - Yes 6

Age (in years) -No 19

- Range 22-80 Age (in years)

Gender -Range 45 -84

- Male 13 Gender

- Female 22 - Male 17
Ethnicity - Female 8

- Chinese 23 Ethnicity

- Malay 9 - Chinese 13

- Indian 3 - Malay 9

Marital status - Indian 3

- Married living with spouse 23 Numbers may not add up to total because of missing data

- Single never married 10

- Divorced 1

Education A. Seeking care post-stroke

- Primary 8 Theme A.1. Factors influencing seeking care

- Secondary 6

- Post-secondary 10 Subtheme A.1.1. Financial factors

- University 10 Financial factors were almost twice as commonly
Employment reported by spousal caregivers as compared to adult-
- Working part-time 6 child caregivers. Participants described opting for ser-
- Working full-time 14 vices that were affordable or subsidized, especially since
- Unemployed 5 most of the stroke survivors required long term follow-
- Homemaker 7 up in outpatient settings for chronic diseases. Some of
- Retired 3 the participants commented on the limited affordability
Caregiver Identity of rehabilitation, sharing that current subsidies may not
- Spouse 13 be enough to meet the needs of sustained rehabilitation.
- Adult-child 18

- Sibling 2 Subtheme A.1.2. Structural or healthcare system related

- Others 2 factors

Co-residing status Structural factors influencing the decision to seek
- Yes 28 healthcare services were as follows: waiting time, access
-No 6 to services, the ambience of healthcare settings, pro-
Caregiving duration (in months) cesses of care, and resources available. Long waiting
- Mean (SD) 468 (469) time was reported as a common barrier to accessing
First experience caregiving services, and often caregivers would choose an alterna-
“Yes 29 tive option, where feasible. Access to services included
“No 5 transport related challenges that stroke survivors and
Number of other family caregivers involved in caregiving their caregivers encountered while accessing health care
0 11 services.

-1 6

-2 8

-3 5 Theme A.2. Decision to seek care

-4 3 The caregiver deciding to seek care was the most com-
6 1 monly reported scenario closely followed by the decision
STROKE SURVIVOR (N=26) made by more than one person.

Time since stroke (in years) Subtheme A.2.1. Caregiver decides

-Mean (SD) 35(33) Consideration of expenses was a common occurrence

Index stroke recurrent

when caregivers were deciding to seek care. Pub-
lic primary care setting was considered an affordable
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alternative to private primary care setting, based on the
available subsidies for medicines, which was a recur-
ring cost as most stroke survivors were on chronic
medications. In instances where the caregiver was the
main decision maker, rescheduling of appointments for
stroke survivors to match their other commitments was
common. Most commonly, caregivers made the health-
care seeking decisions in the primary care context, with
rehabilitation setting as the second most commonly
reported setting, with perceived effectiveness being a
consideration for such decisions. Interestingly, a small
proportion of adult-child caregivers reported not being
certain at times of where to seek care and at what time
points, as learning to care seemed to be a continuous
process.

Subtheme A.2.2. Not one person’s decision to make

In many instances, often, the decision to seek care was
taken jointly by more than one stakeholder (i.e., car-
egiver, stroke survivor, healthcare provider, or other
family members). Adult-child caregivers were most
commonly reported as being in collaborative healthcare
seeking decisions. Participants reported three types of
shared decision making arrangements: caregiver with
a healthcare provider, caregiver with stroke survivor,
and caregiver with inputs from other family caregivers.
Healthcare providers were mostly part of the decision to
seek outpatient care services, whereas the stroke survivor
was part of the decision to continue rehabilitation ser-
vices. Other family members were involved in the deci-
sion to seek care based on the caregiving arrangement.
Shared caregiving arrangements with distributed caregiv-
ing responsibilities, commonly observed in adult-child
caregivers, meant they would often discuss and come to a
conclusion for service seeking.

Theme A.3. Role of caregiver in seeking care

The main sub-themes under this theme were recogniz-
ing symptoms, coordinating care, and accompanying the
stroke survivor for the healthcare appointments.

Subtheme A.3.1. Recognizing symptoms

Spousal caregivers described recognizing symptoms
more commonly as compared to adult-child caregivers.
Most of the shared accounts detailed the stroke survi-
vor’s symptoms related to the index stroke event, such as,
“limping on the left side’, “he is different’, “cannot stand
and she cannot move her hand” and so forth.

Subtheme A.3.2. Coordinating care

Adult-child caregivers were more commonly involved in
the role of coordinating care for their stroke survivors.
Efforts to coordinate care across different care settings
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were reported as challenging by some, with little room
for healthcare professionals to accommodate. While the
caregivers reported coordinating on their end and taking
turns to go to these multiple appointments, it was stress-
ful and took a toll on a few.

Subtheme A.3.3. Accompanying the stroke survivor

for healthcare appointments

Along with the subtheme of coordinating care, this
theme of accompanying the stroke survivors for health-
care appointments was more commonly reported by
adult-child caregivers as compared to spousal caregivers.

B. Experience of healthcare encounters post-stroke
Theme B.1. Service around the patient

Subtheme B.1.1. Patient choice or preference

Both patients and caregivers opined that choice of
healthcare professional is something they do not have in
the public healthcare setting, both acute and outpatient
care, as expressed by a stroke survivor, “Only the Poly-
clinic is a bit like buying a lottery ticket” (P10, 62 years,
male, stroke survivor).

Choice had another dimension within the acute
care setting, which was autonomy; the participants
recounted their experiences in an inpatient setting,
highlighting they felt powerless in the way they were
treated. They preferred to have a say in what happened
to them. Participants generally described their experi-
ence in an outpatient rehabilitation setting in a more
positive light, where they shared accounts of stroke
survivors being central to management and therapy
decisions.

Subtheme B.1.2. Dignity and respect

The sub-theme of dignity and respect included instances
where the participants mentioned their expectations of
being treated with courtesy and maintaining their dig-
nity. Participants had certain expectations such as “must
see the body language’, “ read it and do your homework
before coming’, “talk to people clearly” and so forth.
Another dimension of this sub-theme was the lack of
privacy in inpatient settings. As a stroke survivor, the
individual has some physical limitations which necessi-
tate assistance from others in ADL such as showering,
hygiene, toileting, and feeding. Some of the stroke survi-
vors felt that their privacy was not respected during such

encounters.

Theme B.2. Service with care

Service with care theme captures the essence of softer
relational dynamics that stroke survivors and caregivers
experienced across different healthcare settings.
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Subtheme B.2.1. Communication during a healthcare
encounter

This included understanding the content of the conver-
sation with the healthcare provider, and also how the
participants were spoken to. Stroke survivors and car-
egivers often came to these healthcare encounters with
certain expectations, and when these were not met,
they resulted in a negative perspective of the healthcare
encounter. While sharing of information was a com-
mon thread in accounts of spousal and adult-child car-
egivers, spousal caregivers also valued the manner in
which they were spoken to. Secondly, while adult-child
caregivers had no problem understanding the content
of such conversations, few of the spousal caregivers
struggled.

Subtheme B.2.2. Trust in the healthcare system

Based on past healthcare experiences, participants had
their guard up mostly for inpatient setting, during their
more current healthcare encounters with concerns
around trusting the healthcare professionals or care
received. A sibling caregiver recounted her past experi-
ences in inpatient setting, which seemed to shape her
current perspective of inpatient services. She empha-
sized the vulnerable state of a stroke survivor in inpa-
tient setting, and the need to be vigilant ensuring their
safety. Reported lack of trust on healthcare profession-
als, made a stroke survivor talk about the need to edu-
cate oneself to manage care received and how ignorance
may not be the best approach to address care in an inpa-
tient setting.

We found sub-theme of communication and trust
being interrelated. Communications involving limited
symptom clarity and explanation from healthcare pro-
fessionals seemed to result in participants having limited
trust in the advice given to them. Not understanding the
rationale for some diagnostic tests (which cost money)
seemed to make a spousal caregiver and stroke survivor
question the intention behind such healthcare decisions
in an outpatient setting.

Subtheme B.2.3. Personal touch experienced in a healthcare
encounter

The described instances of personal touch or valuing
care beyond medical management, mostly occurred in
a step-down inpatient setting as compared to the out-
patient setting. Participants recounted instances of
friendly reassurance by the healthcare professionals,
participating in their celebrations like birthdays, con-
soling them in their unfortunate moments, helping out
with financial problems (e.g., arranging for a wheel-
chair) and so forth.
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Theme B.3. Role of caregiver in healthcare encounters
Subtheme B.3.1. Advocate for the stroke survivor

Though advocacy could manifest in a myriad of ways,
for the current analysis, to be an advocate meant always
keeping the interest and well-being of their care recipient
to the forefront during each healthcare encounter. This
ranged from trying to make the processes of care more
person-centered by giving feedback, to asking for delayed
discharge from inpatient tertiary setting to prepare for
the new caregiving role, to consulting the physician on
clinical management of their loved ones to fighting for
what the caregiver felt was best for the stroke survivor.
Advocacy was mostly prominent in the rehabilitation set-
ting, as the caregivers tried to get the best rehabilitation
services for the stroke survivor.

Subtheme B.3.2. Active participant in healthcare encounter
This sub-theme included instances where participants
reported caregiver being involved in giving and receiving
information from the healthcare provider on the stroke
survivor’s behalf and participating in the consults by con-
tributing to the management discussions, where possible.
Adult-child caregivers were more active in giving and
receiving information and in participating in the consults
as compared to spousal caregivers. Caregivers wanted
healthcare professionals to talk to them about stroke sur-
vivors’ health status, changes in health status, decisions
around the change of care settings, and so forth. Some
caregivers also reported wanting to be considered as a
partner in the post-stroke recovery journey, for instance,
provision of counselling for them to cope.

Discussion

We described the healthcare experiences of family car-
egivers and stroke survivors post-stroke across two cat-
egories of seeking care and experience of healthcare
encounters. Multi-dimensional role of caregivers in
healthcare experience emerged as one of the major find-
ings, along with differences in themes between spouse
and adult-child caregivers contributing new knowledge.
(Refer Table 3 for summary of themes, illustrative quotes
and differences across caregiver identities)

Our findings demonstrate the diverse roles caregiv-
ers play in the healthcare journey of stroke survivors,
including symptom recognition, coordination of care,
accompanying for healthcare encounters, advocacy and
active participation in healthcare encounters. Research-
ers have described the caregiver’s role as a qualitatively
constructed social process of “seeking, which they have
described as “carers’ efforts to understand their role better
and to begin to establish some degree of ‘balance’ within
their new and often confusing situation” [35]. Seeking can
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take the form of advocacy, information exchange, partici-
pation in consult and quality assurance of healthcare ser-
vices [35]. In concordance with our findings, Shafer and
colleagues [36] reported caregivers to assume different
roles during the healthcare journey of stroke survivors,
e.g., advocates, motivators, therapists, and guardians.
The authors further elaborated that caregivers assume
different roles to fill in the perceived gap in healthcare
services to optimize the well-being of stroke survivors.
Spousal caregivers in our study reported instances where
they adopted the advocacy role to get the best care for
their loved ones. Similar advocacy efforts are reported by
other researchers with caregivers in this study describing
how “they negotiated and had to push to receive proper
help and make things happen” [37]. This led to a sense
of not being involved in the care of the stroke survivor
and feeling frustrated with the care process [37]. Hav-
ing established that family caregivers have multiple roles
in the healthcare experience of stroke survivors based
on shared accounts by the caregivers, it is important to
acknowledge their contribution as being unrecognized
for their effort can lead to dissatisfaction [38]. Moreover,
fulfilling such caregiving tasks in the healthcare setting
may exacerbate the caregiver’s perceived burden [39].
Along the same lines, one of the commonly reported car-
egiver needs post-stroke in the healthcare setting is for
the professionals to provide education, rehabilitation,
treatment and care with respect for the stroke patient.
Another commonly reported caregiver need was to have
information on the management and recovery trajec-
tory of the stroke survivors [40]. Understanding such
needs of the caregivers and providing adequate support
in the form of information, education, training or family-
centred care provision will help caregivers manage their
caregiving role within and beyond the healthcare setting
successfully and not be burdened. This in turn will con-
tribute towards a better quality of life for the caregivers
since caregiver burden is an established determinant of
poor quality of life of caregivers [41, 42].

Another interesting finding as per the participants’
accounts was the perceived central role of family car-
egivers in the healthcare decision-making for stroke
survivors, sometimes being reported as the primary
decision makers, and on other occasions deciding with
inputs from other stakeholders. This is in contrast to
the common expectation in the Western setting, where
the patient is expected to be the main decision maker in
healthcare settings. A possible explanation for this dif-
ference may be rooted in our Eastern setting with pre-
dominant Asian values of reliance on one another and
one generation supporting the other, within which family
members are expected to take care of their loved ones.
To this effect, a qualitative study involving older stroke
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survivors in China explored the decision-making process
post-stroke and reported the phenomenon of “hiding”
based on the Chinese cultural principle of “keeping the
peace” [43]. The authors suggested that family members
tend to maintain peaceful ambience with solely shoulder-
ing the responsibility of healthcare related information
exchange and decision making to reduce the burden of
their care recipients. This may be the case in our setting,
with caregivers seemed to play a predominant decision-
making role in many instances [43]. A recent conceptual
analysis exploring decision-making in the healthcare set-
ting reported decision-making to be dependent on the
person fulfilling some complimentary roles e.g., advo-
cacy, being the “hub of information’, possessing emotional
resilience etc [44]. To contextualize to our findings, meet-
ing all these criteria could be a rather complex require-
ment, resulting in scenarios where more than one person
is engaged in the healthcare decision-making or as we
reported that “it is not one person’s decision to make’.
While authors have previously reported differences
across spousal and adult-child caregivers’ caregiving expe-
rience [24, 45], such differences in healthcare experience
of caregivers are unexplored. To the best of our knowl-
edge, we are among the first few to establish the diverse
role of family caregivers in the healthcare experience of
their stroke survivors, highlighting the differences across
different types of caregivers. In our study, spousal car-
egivers seemed to prefer a relational healthcare experi-
ence characterised by softer aspects of communication
and personal touch. For adult-child caregivers, the health-
care encounters were more transactional characterised by
coordinating appointments, an information exchange with
healthcare professionals, and active participation in such
encounters. While financial and access factors were more
salient for the spousal caregivers, waiting times and ambi-
ence of healthcare settings were more salient for adult-
child caregivers. Financial factors being more commonly
reported by spousal caregivers as compared to adult-
child caregivers is concordant with existing literature on
spousal caregivers more commonly reporting financial
barriers or burden as compared to adult-child caregivers
[45]. Though caregivers were commonly reported to be in
a decision-making role, adult-child caregivers seemed to
engage in collaborative decision-making with inputs from
others involved in their caregiving arrangement. While
not all the differences across caregiver identities can
be discussed in relation to the age of the caregivers, we
can draw some parallels across selected findings. While
spousal caregivers in our study shared that they more
commonly valued the manner of communication during
the healthcare encounter, this was not the case with adult-
child caregivers who reported no problems understanding
the information shared by the healthcare providers. One
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possible explanation could be related to the age of the
caregivers with spousal caregivers being older than adult-
child caregivers. A qualitative study in Canada reported
age-related differences in rehabilitation experiences of
caregivers of stroke survivors, with younger caregivers
highlighting the relevance of informational and training
support while older caregivers did not [46]. This is also
aligned with our finding of adult-child caregivers report-
ing to be more actively involved in healthcare encounters,
giving and receiving information. Although not reported
in the caregiver population, a qualitative study in Norway
involving older patients reported older patients in inpa-
tient setting experiencing poor communication, lack of
clear information and coordination [47]. Another study
reported that patients’ perception of communication with
healthcare providers varied with age of the patients [48].
In fact, younger patients were reported to value expedi-
ency, efficiency and autonomy in their healthcare encoun-
ters, while older patients valued continuity of care and
relational aspects in their healthcare encounters [49]. It
is likely that age-related differences in the perception of
healthcare encounters observed in patients may also be
present to some extent in the healthcare encounters expe-
rienced by caregivers of stroke survivors in our study.

Participants in our study reported different experiences
across different healthcare settings, with rehabilitation
experience being relatively more positive as compared
to inpatient experience. Along the same lines, there is
a consensus in the literature on stroke survivors being
satisfied with rehabilitation services across different set-
tings [36, 50—53]. Similarities can be drawn between our
findings of inpatient setting and a UK based study, with
the latter providing healthcare providers’ perspectives
on working in a high pressure, efficiency driven setting
with prioritization of performance indicators, resulting
in limited emphasis on holistic management of stroke
survivors. Also, transient nature of inpatient stay meant
limited opportunities for interpersonal communication
and relationship building [54]. Similarly, participants in a
Hongkong based study reported “care gaps” during hos-
pitalization, with unmet expectation of emotional sup-
port beyond “physical care” [55].

The healthcare encounters not only comprised of car-
egivers playing a central role in multiple capacities as
per the participants’ accounts, but also themes of “ser-
vice around the patient” and “service with care’, high-
lighting the importance of having stroke survivor and
family caregiver dyads at the centre of any healthcare
experience post-stroke [19], with healthcare systems
adopting a family-centred approach across all care set-
tings [56]. Patient- and Family-centred care is defined
as “an approach to the planning, delivery, and evalua-
tion of healthcare that is grounded in mutually beneficial
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partnerships among healthcare providers, patients, and
families” [57]. We reported participants valued softer
aspects in healthcare encounters under the theme of
“service with care’, and also spousal caregivers seem to
express such views more frequently than adult-child car-
egivers. A qualitative study in Norway reported similar
findings ranging from being treated with humanity to
respecting patient autonomy, communication during
patient-professional encounters and trust in profession-
als [51]. While this study was limited to views of stroke
survivors in a rehabilitation setting, we provided views
of both stroke survivors and family caregivers across dif-
ferent healthcare settings. Interestingly, preference for
such softer aspects of healthcare encounters seems to
transcend geographical boundaries, whereas having a
caregiver in healthcare decision-making role may pre-
sent as a more heterogenous concept with differences
across Asian and Western settings. In concordance
with our finding of perception of limited communica-
tion being associated with limited trust in the health-
care provider, White and colleagues [58] also reported
insufficient communication altering stroke survivors’
confidence in the healthcare processes. We found past
experiences shaped participants’ trust in acute inpatient
healthcare setting, which is in alignment with similar
findings reported elsewhere [59]. Policy recommenda-
tions from our findings are outlined in Table 4.

Strengths

Our study has several strengths. We are among the
first to the best of our knowledge to describe the multi-
dimensional role of family caregivers in healthcare expe-
rience of stroke survivors along with highlighting the
differences across spouse and adult-child caregivers. Our
findings have provided context to the previously reported
quantitative finding of caregiver identity being associ-
ated with hospitalizations after a stroke [19]. Our sample
was diverse, including both stroke survivors and different
types of family caregivers from three different settings,
making our results more comprehensive and inclusive.
Language was not a barrier and we managed to conduct
interviews with English, Mandarin, Malay, and Tamil
speaking participants. Our study was conducted and
reported following the trustworthiness criteria recom-
mended for qualitative studies [32, 33].

Limitations

Following are some of the limitations of our study. It
was challenging to recruit siblings and other (i.e., distant
relatives and friends) types of caregivers as we wanted to
compare the themes across all four types of caregivers.
However, our results are limited to spousal and adult-
child caregivers due to limited recruitment of sibling
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Table 4 Policy recommendations
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Theme

Sub-theme

Policy recommendations

[A] Seeking healthcare services post-stroke
A.1. Factoring influencing seeking care

A.2. Decision to seek care

A.3. Role of caregiver in seeking care

A.1.1. Financial

A.1.2. Structural or healthcare system related

A.2.1. Caregiver decides

A.2.2. Not one person’s decision to make

A.3.1. Recognize symptoms

A.3.2. Coordinate care

A.3.3. Accompany to appointments

[B] Experience of healthcare encounters post-stroke

B.1. Service around the patient

B.1.1. Patient choice or preference

B.1.2. Dignity and respect

Provision of financial counselling to caregivers,
especially spousal caregivers, providing informa-
tion on subsidies available

Provision of affordable transport related informa-
tion/support to family caregivers, especially
spousal caregivers

Engage caregivers to optimise the use of primary
care and outpatient rehabilitation services; mak-
ing caregivers partners in stroke survivor's health-
care journey to keep them motivated to continue
seeking services for stroke survivors

Inform caregivers about stroke survivors'care
needs and healthcare appointments; provide a
direct line with a care coordinator or designated
personnel who can be contacted at times when
caregivers are not sure of the healthcare setting
they should visit during “crises”

Healthcare providers should inquire about and be
aware of caregiving arrangement of stroke survi-
vors and engage the main caregiver in healthcare
information exchange and decision making or
ensuring the information is passed on to the
relevant person(s)

Training healthcare professionals in successfully
holding family conferences, where needs and
ethical dimension of including family members
are factored into healthcare decisions of stroke
survivors

Educate the caregivers, especially spousal caregiv-
ers, about symptoms or red flags to look for in
stroke survivors in community setting

Inform and educate caregivers, especially adult-
child caregivers, on healthcare services available
and subsequent scheduled appointments during
each healthcare encounter

Scheduling appointments for stroke survivors
taking into consideration the availability of family
caregivers (and their other commitments like
work), especially adult-child caregivers, to reduce
rescheduling or no show at booked appoint-
ments

Ensure principles of person-centred care are
embedded in healthcare system, especially in
acute care setting, with due consideration to
patient choice

Adoption of holistic management approach in
both training and practice, which is inclusive of
biopsychosocial elements, seeing stroke survivors
as individuals, enabling them to maintain their
dignity and giving them space during vulnerable
moments
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Table 4 (continued)
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Theme Sub-theme

Policy recommendations

B.2. Service with care
encounter

B.2.2. Trust in the healthcare system

B.2.3. Personal touch experienced in a healthcare

encounter

B.3. Role of caregiver in healthcare encoun-
ters

B.3.2. Active participant in healthcare encounter

B.2.1. Communication during a healthcare

B.3.1. Advocate for the stroke survivor

Healthcare professionals should invest time in
communication aspects of a consult with sharing
of information with the stroke survivors and their
caregivers in a simplified manner, ensuring they
understand

Tailoring of communication in a healthcare
encounter to the needs of different types of car-
egivers, keeping in mind that spousal caregivers
value relational aspects (e.g., the manner they are
spoken to and so forth) and adult-child caregivers
value transactional aspects (e.g., timely sharing of
information and technical content and so forth)

Ensuring stroke survivors and family caregivers
have a good healthcare experience aligned with
their expectations, so that the trust in the health-
care system is maintained, especially in acute care
setting

Strategies to improve communication between
healthcare professional and stroke survivor and
family caregivers will facilitate building and main-
taining of trust

Inclusion of empathy and compassion training
in medical curriculum and promoting healthcare
professionals to practice learnt principles in
healthcare encounters with stroke survivors and
their family caregivers

Incorporate feedback given by family caregivers
towards improving processes of care and making
healthcare delivery more “patient- and family-
centred”

Promote partnership across healthcare profession-
als, stroke survivors and family caregivers towards
collaborative care for the stroke survivors

(N=2) and other (N=2) caregivers. Our findings would
potentially be transferrable across spousal and adult-child
caregivers only. We did not perform member checking
with our participants as we did not retain contactable
information beyond the interview stage. Moreover, we
did not want to inconvenience our participants consider-
ing our sample did not include healthy individuals.

Conclusions

With the aim to describe the healthcare experiences of
family caregivers and stroke survivors across different
caregiver identities, we highlighted the multi-dimen-
sional role of caregivers in the post-stroke healthcare
experience. Unique to Asian context, as per the par-
ticipants’ accounts, family caregivers seemed to play
a central role in healthcare seeking decisions for stroke
survivors. For adult-child caregivers, collaborative deci-
sion-making with inputs from multiple stakeholders
was commonly reported. While spousal caregivers pre-
ferred the relational aspects of healthcare encounters,
for adult-child caregivers, healthcare encounters were
mainly transactional involving their active participation.

Differences in healthcare experiences across different
caregiver identities should be incorporated into tailoring
a healthcare experience suited for the type of end-users.
Other practical implications would be acknowledging
caregivers as partners in post-stroke healthcare journey,
provision of training and supportive decision-making
environment for caregivers, reinforcing communication
aspects in the medical, nursing and allied healthcare cur-
riculum to improve experience of healthcare encounters
and build trust between the healthcare professional and
stroke survivor-caregiver dyads.
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