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Abstract

Stroke can be a life altering event that necessitates considerable amounts of formal and informal care. The impacts of stroke

often persist over time requiring ongoing support for stroke survivors. Family members provide the majority of care and

experience many life changes as a result of their caregiving role including social, financial, employment and health impacts.

Formal supports such as counselling, respite, and health promotion initiatives that directly benefit caregivers or benefit them

indirectly through supporting the stroke survivor, are well-placed to help caregivers manage their caregiving role. However,

to date little is known about formal service use by stroke caregivers and the factors that influence their service use. This

scoping review provides a critique and synthesis of what is known about stroke caregivers’ access and use of formal services

intended to support them. Findings suggest that while services are available, caregivers’ ability to use them are impacted by

both facilitators and barriers. Facilitators included: sex, age, and having a higher household income (depending on services

used). Barriers included: high cost, poor service quality and deficient knowledge/communication regarding service availability.

This review highlights a significant gap in our knowledge of caregivers’ experience in accessing and using formal services.

Keywords

Caregivers, stroke, health access, social services, service use

Introduction

Approximately 405,000 people in Canada are living with

the ramifications of a stroke (Canadian Institute for

Health Information, 2012; Heart and Stroke

Association, 2018; Public Health Agency of Canda,

2009). While advances in acute stroke care have reduced

deaths due to stroke, the personal, societal and economic

burden of stroke remains significant (Gorelick, 2019;

Meisel et al., 2015). After a stroke, 25% - 50% of

stroke survivors require support with activities of daily

living for the long term and half of stroke survivors con-

tinue to live with limitations requiring continuing care-

giver support (Gordon et al., 2004; Wolfe et al., 2011).
When stroke survivors return to the community the

majority of their care is provided by family members

(Heart and Stroke Association, 2017). Stroke caregiving

has been shown to lead to adverse caregiver outcomes on

psychological health (e.g., burden, stress and anxiety),

social support (e.g., relationships with friends, family mem-
bers and colleagues), finances, and employment (Anderson
et al., 1995; Andrew et al., 2015; Camak, 2015; Gaugler,
2010; Lutz et al., 2011; Rigby et al., 2009). Family care-
givers of stroke survivors, particularly those who are older
adults, have reported feeling tired and chronically stressed,
and have fears about the future (Coombs, 2007).
Additional impacts of caregiving include poor health
status and reduced quality of life, which can persist over
time (Gaugler, 2010; Rigby et al., 2009).
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The caregiving role often is time consuming, limiting
opportunities for leisure, social activities or work (Rigby
et al., 2009). Many family caregivers feel isolated with
little chance to benefit from the support of others or to
attain relief from their caregiving role (Lutz et al., 2011).
Although many family caregivers receive help from
other family members and community assistance, 88%
of family caregivers still feel that caregiving leads to neg-
ative effects on their lives such as anxiety, frustration
and fear (Anderson et al., 1995; Tsai et al., 2015).
Family caregivers often overlook their own health
needs in order to provide care to their family member,
potentially compounding the negative effects of caregiv-
ing (Bakas et al., 2014).

While many studies corroborate the challenges experi-
enced by family caregivers during the stroke survivors’
transition from hospital to home, recent work by
Pucciarelli et al. (2018) suggests that caregiver anxiety
and overall burden continue beyond this initial transition-
al period. A cross-sectional survey study from Australia
investigating the long-term social impacts of stroke
showed that 45% of family caregivers report moderate
to extreme changes to their leisure lives, and up to 30%
of family caregivers report moderate to extreme changes
to their social lives (Andrew et al., 2015).

Few studies to date have directly investigated service
use and access by stroke caregivers. Existing findings
highlight the negative impacts of stroke caregiving on
family caregivers and suggest that caregivers might ben-
efit from formal services that can support their caregiv-
ing role (Simon et al., 2008). Such support services
include services that are aimed at the stroke survivor
because they can reduce care demands on the family
caregiver. While there exists one systematic review on
stroke survivor and caregiver service use (Pindus et al.,
2018), it concentrates on the development of an evidence
base for a primary care model, focuses on general prac-
titioner services, and only draws on qualitative studies.
Therefore, the purpose of the current review was to pull
together evidence on the direct and indirect (i.e., through
supports provided to the stroke survivor) use of formal
health and social services by family caregivers and on the
factors that influence their use of these services. The
results from the current review have the potential to
inform practice and policy leading to greater emphasis
on supporting stroke caregivers in community settings.
In addition, review findings could inform caregiver assis-
tance such as the provision of funding to provide care-
giver services, e.g., individualized education, tailored
respite and health promotion activities.

The questions that guided this review were: 1) What
formal health and social services do family caregivers
make direct and indirect (i.e., through supports provided
to the stroke survivor) use of, and what are their expe-
riences in doing so? 2) What factors influence family

caregivers’ direct and indirect use of formal health and
social services?

Methods

A scoping review can be used to identify knowledge gaps
and to determine what types of evidence are available on
a given topic or field of research (Munn et al., 2018). The
five steps of the Arksey and O’Malley (2005) framework
informed this review and included: (a) identifying the
research question, (b) identifying relevant studies, (c)
study selection, (d) charting the data, and (e) collating,
summarizing and reporting the results. For this review,
formal health and social services were defined as those
services that support stroke caregivers in their caregiving
role, including services aimed at the stroke survivor.
Examples of formal health and social services used to
support stroke caregivers in their caregiving role includ-
ed: (a) counselling, (b) caregiver support groups, (c)
medical appointments (primary and specialist care),
and (d) respite care. Examples of services that were
directed to stroke survivors but benefit caregivers includ-
ed: (a) care provided by personal support workers, (b)
speech language pathology, (c) physiotherapy or occu-
pational therapy, and (d) adult day programs.

Search strategy

The following electronic databases were searched:
AgeLine, CINAHL, EMBASE, Medline, and
PsychInfo. The search was conducted to locate eligible
articles that described the following information: (a)
Formal health and social services that family caregivers
are directly and indirectly using; (b) Family caregivers’
experiences in directly and indirectly using formal health
and social services; (c) Factors that influence family
caregivers’ direct and indirect use of formal health and
social services. Search terms were adapted as appropri-
ate to each database, combined using Boolean operators
and included: caregivers, carer, survivor, patient, stroke,
cerebrovascular accident, brain infarction, CVA, cere-
brovascular event, health services, community health
services, health services for people with disabilities,
health services for the aged, social work, suburban
health services, urban health services, community net-
works, social, social support, social service, health serv-
ices research, utilization, and usage. The initial search
strategy informed by consultations with a research
librarian, was run in MEDLINE and modified as neces-
sary for the other databases (Appendix A). Where appli-
cable, medical subject heading (MeSH) nomenclature
was used. Studies were included that met the following
criteria: (a) English language, (b) quantitative, qualita-
tive and mixed-methods research studies or reviews, (c)
published between January 2000 and June 2020.
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The search also included hand searching of article

reference lists and a Google search. Once all electronic

databases were searched, duplicates were removed and

the remaining articles were reviewed first by title, then by

abstract and finally by a full reading of the remaining

articles to identify those articles that met the inclusion

criteria (Figure 1).

Data extraction

In accordance with Arksey and O’Malley (2005) a data-

charting form was use to extract data, including study

contextual information, from each article using a

descriptive analytic approach (Appendix B). The

extracted data was then collated and summarized in

table format. Subsequently, thematic presentation of

findings from the literature was used in-text to represent

an overview of the breadth of the literature (Arksey &

O’Malley, 2005) (Table 1).

Quality appraisal

The methodological quality of the 12 included articles

was assessed using: (a) the Critical Appraisal Skills

Programe (2018) checklist that was applicable to the

study methodology (qualitative, quantitative, systematic

review) and (b) the mixed methods appraisal tool pre-

sented by Pluye and Hong (2014) for mixed-methods

studies (Table 2).
The reviewed literature had some limitations and con-

straints: Some quantitative studies used study designs

that while appropriate for the studies’ purpose were

weaker in comparison with the gold standard of a ran-

domized control trial, such as a retrospective cohort

(Chan et al., 2009; Ghose et al., 2005), cohort (Simon

et al., 2008; Torbica et al., 2015) and case control sub-

study design (Ghose et al., 2005). Some study samples

focused on a particular race or ethnicity (Chan et al.,

2009) and professional background (included only vet-

erans) (Ghose et al., 2005), or were of small size (Chen

et al., 2017; White et al., 2007).
Some qualitative studies provided limited description

of the research design (Hare et al., 2006), lack of detail

about interview and focus group questions (Hare et al.,

2006; Hartford et al., 2019; Magwood et al., 2019; Masry

et al., 2013), and missing explanation of the theoretical

framework (Hare et al., 2006; Masry et al., 2013; White

et al., 2007). Several studies might have been affected by

recall bias because of a long recall timeframe (Hare

et al., 2006; Hartford et al., 2019; Masry et al., 2013;

White et al., 2007). Sampled caregivers were mainly

Figure 1. PRISMA flow diagram. Stroke caregiver use of health and social services.
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female spouses of stroke survivors (Hare et al., 2006;
Hartford et al., 2019; Magwood et al., 2019; Masry
et al., 2013; White et al., 2007) or had limited experience
in their caregiving role (White et al., 2007).

The mixed-methods studies were limited by incom-
plete description of the qualitative and quantitative
study arms and small sample size (Chen et al., 2017)
and unclear weighting of the study arms (Chen et al.,
2017; King & Semik, 2006). Generalizability of the
results reported in the systematic review and meta-
ethnography is limited by a lack of available data
regarding stroke severity, long-term impairments, socio-
economic variables, and ethnicity (Pindus et al., 2018).
Insights about the changing nature of healthcare needs
over time were difficult to gain and the stated reaching
of data saturation was not substantiated by evidence
(Pindus et al., 2018).

Of the 12 articles, four fulfilled all the applicable qual-
ity appraisal criteria, and the remaining eight articles
fulfilled between 60% and 90% of the applicable quality
appraisal criteria. All articles met the majority of the
specified quality appraisal criteria and were included in
the review (Table 2).

Results

After excluding duplicates, a total of 425 unique articles
remained. Of these unique articles, 380 were removed
because they did not focus on stroke caregivers and sur-
vivors post-stroke; 74 were removed because they did
not investigate family caregiver direct and indirect use;
and 14 were removed because they were not centred on
family caregiver or stroke survivor service use in a com-
munity context. Two articles were added after complet-
ing an additional Google search. Ultimately, 12 articles
were found that met the inclusion criteria (Chan et al.,
2009; Chen et al., 2017; Ghose et al., 2005; Hare et al.,
2006; Hartford et al., 2019; King & Semik, 2006;
Magwood et al., 2019; Masry et al., 2013; Pindus
et al., 2018; Simon et al., 2008; Torbica et al., 2015;
White et al., 2007).

Characteristics of the reviewed articles

The 12 articles included five qualitative studies (Hare
et al., 2006; Hartford et al., 2019; Magwood et al.,
2019; Masry et al., 2013; White et al., 2007), two
mixed-methods studies (Chen et al., 2017; King &
Semik, 2006), four quantitative studies (Chan et al.,
2009; Ghose et al., 2005; Simon et al., 2008; Torbica
et al., 2015), and one systematic review (Pindus et al.,
2018). Details of each study including purpose, design,
sample, methods, results are presented in Table 1.

Study participants included: (a) caregivers (Chen
et al., 2017; King & Semik, 2006; Simon et al., 2008;

White et al., 2014), (b) caregivers and stroke survivors,
(Hare et al., 2006; Masry et al., 2013; Pindus et al.,
2018), (c) stroke survivors (Chan et al., 2009; Ghose
et al., 2005; Torbica et al., 2015), and (d) stroke survi-
vors, caregivers and health providers (Hartford et al.,
2019; Magwood et al., 2019).

Findings are discussed as they pertain to two guiding
research questions: 1) family caregivers’ direct and indi-
rect use of formal health and social services and their
experiences using these services, 2) factors that influence
family caregivers direct and indirect use of formal health
and social services.

Family caregivers’ direct and indirect use of formal health and

social services and their experiences in using these services.

Seven of the 12 reviewed studies explored family care-
giver direct and indirect use and experiences in using
formal health and social services (Chen et al., 2017;
Hare et al., 2006; Hartford et al., 2019; King & Semik,
2006; Magwood et al., 2019; Simon et al., 2008; Torbica
et al., 2015) (Table 1). Several studies revealed that while
family caregivers rated various services as important,
few family caregivers used these services (King &
Semik, 2006; Simon et al., 2008).

Services used

The limited research available indicates that stroke care-
givers continue to access a variety of formal health and
social services a considerable time after the stroke occur-
rence. Services used more frequently by family caregivers
included: homecare services, peer support and general
practitioners. Services used less frequently by caregivers
included: counselling, inpatient respite and helplines.

Research from the UK determined that 96% of 105
stroke caregiver-survivor dyads were using an average of
4.1 services (e.g., general practitioner, physiotherapist,
home carer, counsellor, speech therapist, or night
nurse) at 15months post-stroke (Table 1) (Simon et al.,
2008). Family caregivers reported using the following
services: general practitioner (77%), community nurse
(73%), social services (42%), hospital outpatient
(37%), day centres (31%), specialist stroke support
nurse (20%), speech therapist (20%), voluntary support
groups (18%), inpatient care or respite (5%), community
psychiatric nurse (4%), and counsellor (1%) (Simon
et al., 2008). An Italian observational study of 532
stroke survivors found that 6–12months post-stroke,
stroke survivors had used the following services: drugs
(83%), visits to general practitioner or specialist (79%),
imaging (39%), outpatient rehabilitation (21%), hospi-
talization (5%), nursing home (2%), and inpatient reha-
bilitation (1%) (Torbica et al., 2015). A qualitative study
conducted in the UK determined that approximately
half of the 27 study participants (caregivers and stroke
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survivors) received some type of service (e.g. private
home care, social services and home care) on a regular
basis (6weeks - 22 years post-stroke) (Hare et al., 2006).
A mixed methods study from the USA found that 80%
of the 20 participating family caregivers wanted more
rehabilitation for the stroke survivor (Chen et al.,
2017) (Table 1).

A study of 93 family caregivers in the USA found that
they continued to use services such as home health care
(51%), spiritual support (49%), talking with peers (37%)
and counselling (20%) up to two years post-stroke (King
& Semik, 2006). However, very few family caregivers
used services such as transportation, financial guidance
and information on resources and survivor behaviours
(King & Semik, 2006).

Services desired

Family caregivers report positive experiences and value
in using services such as support groups and information
services, but they also highlight barriers to use such as
the limited availability of services, a generalized lack of
communication regarding services and their availability
and fragmentation of services. Furthermore, studies also
revealed that family caregivers did not use services that
they nevertheless deemed as important.

Family caregivers and stroke survivors cited the high
cost of rehabilitation and the inconsistent availability of
homecare services as reasons for the non-use or limited
use of supportive services (Hartford et al., 2019). They
also noted that suitability of available services and can-
cellations due to short staffing issues hindered their
ongoing use of services (Hartford et al., 2019).
Furthermore, poor communication and limited time
given to family caregivers and stroke survivors led to
feelings of mistrust and unhappiness with services used
by both family caregivers and stroke survivors in one US
study (Magwood et al., 2019) (Table 1).

Services used infrequently despite being rated as
important were respite, stress management, and convers-
ing with peers (King & Semik, 2006; Simon et al., 2008)
(Table 2). Over half of family caregivers participating in
a USA study rated counselling, support groups and
stress management services as important; however,
these services were only used by 20% of caregivers
(King & Semik, 2006). Further, 34–74% of family care-
givers in that study stated during in-depth interviews
that services such as respite, stress management strate-
gies and engaging with peers were important to them
although they were not using these services (King &
Semik, 2006). Canadian research by Hartford et al.
(2019) also determined that support groups were
valued by family caregivers and stroke survivors, but
program coordinators emphasized that the success of
such programs was often hindered by limited health

system support. Several studies identified unmet family
caregiver service needs that included services providing
information on caring for stroke survivors, social-
recreational supports and rehabilitation, and the frag-
mentation of community support services (Chen et al.,
2017; Hartford et al., 2019; King & Semik, 2006;
Magwood et al., 2019; Masry et al., 2013). However,
an examination of family caregivers’ experiences in
using these formal health and social services in the UK
revealed that 74% of caregivers were satisfied with the
few services they did use up to 15months post-stroke
(Simon et al., 2008) (Table 1).

Factors that influence family caregivers’ direct and indirect use of

formal health and social services. All 12 of the included
studies explored factors associated with direct and indi-
rect formal health and social service use by family care-
givers (Chan et al., 2009; Chen et al., 2017; Ghose et al.,
2005; Hare et al., 2006; Hartford et al., 2019; King &
Semik, 2006; Magwood et al., 2019; Masry et al., 2013;
Pindus et al., 2018; Simon et al., 2008; Torbica et al.,
2015; White et al., 2007) (Table 1).

A number of factors impacted service direct and indi-
rect use by family caregivers including socio-
demographic factors such as age and sex (Chan et al.,
2009; Chen et al., 2017; King & Semik, 2006; Simon
et al., 2008; Torbica et al., 2015), financial factors
(Chan et al., 2009), geographic factors (Chan et al.,
2009; Simon et al., 2008; Torbica et al., 2015), racial
factors (Chan et al., 2009; King & Semik, 2006), care-
givers’ knowledge related factors (Hare et al., 2006; King
& Semik, 2006; Masry et al., 2013; Pindus et al., 2018;
Simon et al., 2008), social-relational factors such as mar-
ginalisation of caregivers (Hare et al., 2006; Pindus et al.,
2018), service provision and accessibility factors such as
type of available services (Masry et al., 2013; Pindus
et al., 2018; White et al., 2007) and stroke survivor-
related factors (Chan et al., 2009; Ghose et al., 2005;
Simon et al., 2008; Torbica et al., 2015) (Table 1).
Overall, the findings suggest that services for family
caregivers and stroke survivors often are available, but
a gap exists regarding our understanding of the reasons
why these services are not always accessed and used.

Financial factors

Financial factors (e.g., household income, insurance cov-
erage and service associated costs) impacted service use
by stroke survivors and their family caregivers. Chan
et al. (2009) reported that higher median household
income was associated with higher use of outpatient
rehabilitation in the USA, a finding echoed by
Hartford et al. (2019) suggesting that these services
require additional out-of-pocket expenses even if
funded by health insurance plans. Compounding these
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income effects, increased service associated costs and

lack of insurance coverage hindered family caregiver

direct and indirect use of services (Chen et al., 2017;

Hartford et al., 2019; King & Semik, 2006) (Table 1).
Torbica et al. (2015) explored the interplay of family

caregiving and stroke survivors’ formal care utilization

in Italy. They found that total healthcare costs were

higher for stroke survivors who had a family caregiver,

irrespective of the hours of support provided, compared

to stroke survivors without family caregivers (Torbica

et al., 2015). The authors suggest that the higher health-

care costs associated with family caregiving arise because

caregivers facilitate stroke survivors’ use of rehabilita-

tion and other services but potentially it is the severity

of stroke that demands the support of a family caregiver

in the first place (Torbica et al., 2015) (Table 1).

Demographic factors

Specific socio-demographic factors that were associated

with service use included: age, gender, place of residence

and race (Chan et al., 2009; Chen et al., 2017; King &

Semik, 2006; Simon et al., 2008; Torbica et al., 2015)

(Table 1).
Direct In a retrospective cohort study conducted in

the USA, increasing stroke survivor age was associated

with higher levels of service use in older female stroke

survivors (Chan et al., 2009). However, the same study

determined that decreasing stroke survivor age was asso-

ciated with greater levels of outpatient rehabilitation ser-

vice use (Chan et al., 2009). This study also reported that

male stroke survivors were more likely to use outpatient

rehabilitation services and female stroke survivors were

more likely to receive homecare services (Chan et al.,

2009). In a prospective observational study from Italy,

a finding of note was that increasing age of caregivers

was associated with lower service use by stroke survivors

(Torbica et al., 2015). In these instances, older caregivers

may have their own health constraints, therefore render-

ing them less able to support the stroke survivor in

accessing and using services, for example, in assisting

with transportation or mobility of the stroke survivor.
Researchers identified geographic location as a deter-

mining factor for service use, with those who lived in

urban settings having greater overall service use

(Simon et al., 2008) and greater use of outpatient reha-

bilitation (Chan et al., 2009; Torbica et al., 2015)

(Table 1). These findings suggest that those who are sit-

uated in rural settings may experience challenges in using

community-based services. Additionally, fragmentation

of community services was determined to be a barrier to

using services likely due to the increase in steps required

to access services such going to multiple locations rather

than have centralized services (Magwood et al., 2019).

Chan et al. (2009) reported that stroke survivors who
were non-white made greater use of outpatient rehabil-
itation services than stroke survivors who were white in
the USA (Chan et al., 2009). The authors hypothesized
that use of rehabilitation services by non-white stroke
survivors might be facilitated by increased cultural sen-
sitivity among health service providers who have
received unconscious racial bias training (Chan et al.,
2009). Paralleling this finding is the observation in
another study from the USA that non-white caregivers
showed a lower incidence of unmet caregiver needs than
white caregivers (King & Semik, 2006) (Table 1).
Research by Magwood et al. (2019) suggest that cultural
and racial differences may affect service with findings
that African-Americans may not as readily seek services
as Caucasians with similarly presenting symptoms.

Knowledge-related factors

Knowledge-related factors such as prior experience with
stroke and time since stroke led to variable impacts on
service use through several pathways. For example,
when family caregivers had limited knowledge of avail-
able services this hindered their use of services (Hare
et al., 2006; King & Semik, 2006; Magwood et al.,
2019). The results of a UK study suggest that even in
situations where the survivors’ stroke occurred several
years earlier, family caregivers demonstrated a lack of
knowledge of services available to them, suggesting that
length of caregiver experience does not necessarily
increase knowledge of and use of services (Hare et al.,
2006). However, another study conducted by Simon
et al. (2008) in the UK found that having caregiving
experience and other care commitments led to an
increased use of formal services for stroke survivors.
Information on a broad array of topics, such as stroke
management, employment benefits counselling and
making community connections was felt to be lacking
by both caregivers and stroke survivors and, of particu-
lar note, there was an identified lack of awareness of
support groups like the Stroke Association by caregivers
and stroke survivors alike (Hare et al., 2006) (Table 1).

Family caregivers also faced challenges in finding out
about training that could support their role. For exam-
ple, family caregivers reported that many service pro-
viders discussed the importance and requirement for
caregiver training, but not necessarily how caregivers
were going to acquire this training, which contributed
to caregivers’ levels of anxiety (Pindus et al., 2018).
Moreover, family caregivers and stroke survivors alike
expressed dissatisfaction about the inadequate informa-
tion available on stroke, particularly regarding post-
stroke health and symptom management (Magwood
et al., 2019; Masry et al., 2013; Pindus et al., 2018)
(Table 1).
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Socio-relational factors

Examining the impact of social-relational factors on ser-
vice use, family caregivers stressed their role as advo-
cates for the stroke survivor (Hartford et al., 2019).
However, many family caregivers experienced marginal-
isation and fear of stigma around stroke and some care-
givers did not dare to speak out about service
shortcomings for fear of losing service access as reper-
cussion (Hare et al., 2006; Pindus et al., 2018). In a UK
study, family caregivers felt they had to be care experts
with little opportunity for respite and in some cases were
worried about asking for help for fear of upsetting the
stroke survivor (Hare et al., 2006) (Table 1).

Service quality and availability

Several factors related to the quality and availability of
services influenced use of services. The literature suggests
that family caregivers were frustrated by the lack of
ongoing care provision or acknowledgement that more
care was required once the stroke survivor returned to
the community (Hartford et al., 2019; Magwood et al.,
2019; Pindus et al., 2018). Family caregivers also felt that
the prevailing attitude from the health system was that
they would be the primary caregivers for the stroke sur-
vivor with few or no formal services being provided to
assist them (Pindus et al., 2018). In addition, the low
quality of some available services (Masry et al., 2013)
as well as the lack of availability of some services such
as respite and accessible community services constrained
family caregivers’ direct and indirect access and use of
services (Pindus et al., 2018; White et al., 2007) (Table 1).

Stroke survivor disability

Higher use of services was associated with higher levels
of stroke survivor disability (Simon et al., 2008; Torbica
et al., 2015), longer acute care hospitalization of the
stroke survivor (Chan et al., 2009), post-stroke depres-
sion (Ghose et al., 2005), having an ischemic stroke
(Chan et al., 2009), and having spatial neglect (Chen
et al., 2017). A positive association between the extent
of the stroke survivor’s disability and caregiver service
use has been shown by a study from the UK (Simon
et al., 2008) (Table 1).

Discussion

Family caregivers can experience many direct and indi-
rect benefits from formal health and social services deliv-
ered in the community, but their use of these services is

often hindered by multiple factors. Primary care services
and community-based rehabilitation services were
designed to support stroke survivors and family care-
givers in their recovery and integration into the commu-
nity but are underutilized. (King & Semik, 2006; Simon
et al., 2008). However, research findings suggest that
though caregivers also value other services such as
respite, such services are used by limited numbers of
caregivers (King & Semik, 2006; Masry et al., 2013).

Potential barriers to their use could be related to the
availability of information and communication which
often decrease once the stroke survivor returns to the
community and caregiver needs are further realized
(Eames et al., 2010). Findings from a multi-disease
focus caregiver study in Canada echoed these findings,
determining that caregiver respite was the most needed
but least accessed service (Lin et al., 2016). Suggested
reasons included: financial costs of services, challenges
in access (time or location, waitlist, not culturally suit-
able) as well as difficulties in using the system (Lin et al.,
2016). Nurses and care-coordinators would be well-
placed to support caregivers in these situations, provid-
ing telephone follow-up to address education, caregiver
physical and psychosocial health as well as providing
direct referrals to services such as respite (Cameron
et al., 2016; Grant et al., 2014; Plank et al., 2012).
Offering programs in parallel, such as stroke rehabilita-
tion and caregiver wellness programs, could also help
overcome the time demands frequently faced by care-
givers. Furthermore, reasons for non-use of services
such as respite and support groups should be included
in service evaluation measures. Data forthcoming from
these evaluations could inform policies and initiatives
that would promote use of valued services that are cur-
rently underutilized due to factors such as high cost, bad
timing, or lack of communication.

The review findings indicate that stroke severity and
stroke complexity, the presence of post-stroke depres-
sion (Ghose et al., 2005), higher level of post-stroke dis-
ability (Simon et al., 2008; Torbica et al., 2015) or
prolonged acute care hospitalization of the stroke survi-
vor (Chan et al., 2009) are associated with increased
caregiver service use. Therefore, it is important to
screen caregivers who are supporting survivors with
complex post-stroke needs at key intervals post-stroke,
so that their needs continue to be met (Cameron et al.,
2013). The toll of caregiving may only become apparent
after considerable time has passed making it less likely
that the caregiver will be connected with community
supports once this toll materializes. Therefore, caregivers
and health providers need education on issues such as

228 Canadian Journal of Nursing Research 54(2)



self-care, signs and symptoms of caregiver burden and
caregivers need to be encouraged to reach out to health
providers as their health requires (Reinhard et al.,
2008). Prior research suggests that caregivers who
were able to continue participating in activities they
cared about were more likely to report psychological
well-being (Cameron et al., 2014). As such, both short
and long-term care plans for stroke survivors should
consider strategies to address caregiver health and
well-being.

Older, female stroke survivors are more likely to use
services including homecare while male stroke survivors
are more likely to use outpatient rehabilitation (Chan
et al., 2009). Furthermore, increasing age of caregivers
was associated with less use of services by stroke survi-
vors suggesting an increased need to support both older
caregivers and older stroke survivors (Torbica et al.,
2015) (Table 1). Overall, these findings raise important
issues around age, sex, and caregiving. The finding that
female stroke survivors are more likely to receive home-
care than male stroke survivors suggests there are sex
differences in assuming caregiver roles. The literature
supports this finding, showing that overall, women pro-
vide greater amounts of care and subsequently also expe-
rience greater negative outcomes when compared with
their male counterparts (Pinquart & Sorensen, 2006;
Yee & Schulz, 2000). Additionally, women are more
likely to experience multiple pressures from work,
home and care for family members (Doyal, 2001;
Swinkels et al., 2017). In addition, women may
experience greater difficulty in accessing supports
than men (Doyal, 2001). The literature also suggests
that population-wide, females have greater unmet
health needs than males, indicating that access and use
of services needs to be better understood (Socias et al.,
2016).

A limitation of the review was the inclusion of only
English language articles that may have led to the omis-
sion of relevant articles published in other languages.
Additionally, the inclusion of grey literature may have
also pointed towards emergent research in this nascent
field of inquiry.

Areas for further research

Most research to date has explored approaches to sup-
port caregivers and caregiving related issues such as
caregiver burden, decline in health or inability to contin-
ue in a caregiving capacity. However, few studies have
directly explored direct and indirect service use and
access by stroke caregivers. Further research is

warranted to explore the population, health system,
community and individual level factors that influence
direct and indirect service use by stroke caregivers, and
to understand what factors individually or in combina-
tion predict service use. A qualitative study design could
be used to identify other factors and to understand the
influence of context on decision making regarding ser-
vice use. This would be particularly important given that
the variable geographic context of the studies included in
the review suggest that caregivers’ choice to use services
may be in part based on variation in health infrastruc-
ture among countries, as well as between urban and
rural regions. Additional research to explore service
use at defined periods of time post-stroke could also
help inform the development and delivery of services
that meet caregiver needs across a continuum.
Furthermore, the findings would be well-placed to
inform optimization of current service provision and to
develop targeted initiatives directed towards addressing
stroke caregiver needs.

Conclusions

Few studies have investigated the direct and indirect use
of formal health and social services by stroke caregivers
and some of these studies had methodological limita-
tions. The limited research available indicates that care-
givers continue to use formal health and social services
in the community after the stroke survivor is discharged.
Caregivers often used services that included: homecare
services, peer support and the services of a general prac-
titioner. Less frequently they used: counselling, respite
and helplines. Importantly, studies found that there were
some services that caregivers evaluated as important but
that they did not use.

The results of this review demonstrate that some care-
givers benefit from services long after the stroke survivor
experienced their stroke such as homecare services, peer
support and the services of a general practitioner.
However, other caregivers made no use of services
even if they found them important such as counselling,
support groups and stress management services. The
results of this review suggest that several factors are
important in limiting caregivers’ direct and indirect use
of services while also potentially increasing caregivers’
need for services to support them, such as higher age
and residing in rural areas. Nevertheless, to date we
have limited understanding of caregivers’ experience in
accessing and using these services, and of the healthcare
system contexts that impact both the availability and
caregivers’ use of services.

229Garnett et al.



Appendix A

Literature search strategy

MEDLINE (OVID) Search Strategy: January 2000–June 2020

ID Concept Search

1. Caregivers caregivers/

2. carer*.ti,ab.

3. caregiver*.ti,ab.

4. care giver*.ti,ab.

5. 1 or 2 or 3 or 4

6. Stroke Survivors survivors/

7. surviv*.ti,ab.

8. survivor*.ti,ab.

9. 6 or 7 or 8

10. Stroke exp stroke/

11. stroke*.ti,ab.

12. cerebrovascular accident*.ti,ab.

13. brain infarction*.ti,ab.

14. CVA.ti,ab.

15. cerebrovascular event*.ti,ab.

16. 10 or 11 or 12 or 13 or 14 or 15

17. Services health services/

18. exp community health

19. health services for persons with disabilities/

20. health services for the aged/

21. exp rural health services/

22. exp social work/

23. exp suburban health services/

24. exp urban health services/

25. health service*.ti,ab.

26. 17 or 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25

27. Supports community networks/ or social support/

28. support*.ti,ab.

29. social service*.ti,ab.

30. 27 or 28 or 29

31. 26 or 30

32 5 or 9

33. 32 and 16 and 31

34. Health Services exp health services research/

35. Use utili?ation.ti,ab.

36. usage.ti,ab.

37. 29 or 30 or 31

38. 33 and 37

39. limit 38 to (english language and yr="2000 - Current")

230 Canadian Journal of Nursing Research 54(2)



Appendix B

Scoping review—Data extraction form

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with

respect to the research, authorship, and/or publication of this

article.

Funding

The author(s) received no financial support for the research,

authorship, and/or publication of this article.

ORCID iDs

Anna Garnett https://orcid.org/0000-0001-7111-8602
Jenny Ploeg https://orcid.org/0000-0001-8168-8449

References

Anderson, C. S., Linto, J., & Stewart-Wynne, E. G. (1995). A

Population-Based assessment of the impact and burden of

caregiving for long-term stroke survivors. Stroke, 26(5),

843–849. https://doi.org/10.1161/01.str.26.5.843
Andrew, N. E., Kilkenny, M. F., Naylor, R., Purvis, T., &

Cadilhac, D. A. (2015). The relationship between caregiver

impacts and the unmet needs of survivors of stroke. Patient

Preference and Adherence, 9, 1065–1073. https://doi.org/10.

2147/PPA.S85147
Arksey, H., & O’Malley, L. (2005). Scoping studies: Towards a

methodological framework. International Journal of Social

Research Methodology, 8(1), 19–32. https://doi.org/10.1080/

1364557032000119616
Bakas, T., Clark, P. C., Kelly-Hayes, M., King, R. B., Lutz,

B. J., & Miller, E. L. (2014). Evidence for stroke family

caregiver and dyad interventions: A statement for health-

care professionals from the American Heart Association

and American Stroke Association. Stroke, 45(9),

2836–2852. https://doi.org/10.1161/STR.0000000000000033
Camak, D. J. (2015). Assessing the burden of stroke caregivers:

A literature review. Journal of Clinical Nursing, 24(17–18),

2376–2382. https://doi.org/10.1111/jocn.12884

Cameron, J. I., Naglie, G., Silver, F. L., & Gignac, M. A. M.

(2013). Stroke family caregivers’ support needs change

across the care continuum: A qualitative study using the

timing it right framework. Disability and Rehabilitation,

35(4), 315–324. https://doi.org/10.3109/09638288.2012.

691937
Cameron, J. I., O’Connell, C., Foley, N., Salter, K., Booth, R.,

Boyle, R., Cheung, D., Cooper, N., Corriveau, H.,

Dowlatshahi, D., Dulude, A., Flaherty, P., Glasser, E.,

Gubitz, G., Hebert, D., Holzmann, J., Hurteau, P., Lamy,

E., LeClaire, S., . . . Heart and Stroke Foundation

Canadian Stroke Best Practice Committees. (2016).

Canadian stroke best practice recommendations:

Managing transitions of care following stroke, guidelines

update 2016. International Journal of Stroke: Official

Journal of the International Stroke Society, 11(7), 807–822.

https://doi.org/10.1177/1747493016660102
Cameron, J. I., Stewart, D. E., Streiner, D. L., Coyte, P. C., &

Cheung, A. M. (2014). What makes family caregivers happy

during the first 2 years post stroke? Stroke, 45(4),

1084–1089. https://doi.org/10.1161/STROKEAHA.113.

004309
Canadian Institute for Health Information (2012). Pathways of

care for people with stroke in Ontario. https://secure.cihi.

ca/free_products/Pathways_of_care_aib_en.pdf
Chan, L., Wang, H., Terdiman, J., Hoffman, J., Ciol, M. A.,

Lattimore, B. F., Sidney, S., Quesenberry, C., Lu, Q., &

Sandel, M. E. (2009). Disparities in outpatient and home

health service utilization following stroke: Results of a 9-

year cohort study in Northern California. PM & R: The

Journal of Injury, Function, and Rehabilitation, 1(11),

997–1003. https://doi.org/10.1016/j.pmrj.2009.09.019
Chen, P., Fyffe, D. C., & Hreha, K. (2017). Informal care-

givers’ burden and stress in caring for stroke survivors

with spatial neglect: An exploratory mixed-method study.

Topics in Stroke Rehabilitation, 24(1), 24–33. http://ovidsp.

ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=

medc&NEWS=N&AN=27216085
Coombs, U. E. (2007). Spousal caregiving for stroke survivors.

Journal of Neuroscience Nursing, 39(2), 112–119.
Critical Appraisal Skills Programme. (2018). CASP qualitative

checklist. https://casp-uk.net/casp-tools-checklists/
Doyal, L. (2001). Sex, gender, and health: The need for a new

approach. BMJ, 323(7320), 1061–1063. https://doi.org/10.

1136/bmj.323.7320.1061
Eames, S., Hoffmann, T., Worrall, L., & Read, S. (2010).

Stroke patients’ and carers’ perception of barriers to access-

ing stroke information. Topics in Stroke Rehabilitation,

17(2), 69–78. https://doi.org/10.1310/tsr1702-69
Gaugler, J. E. (2010). The longitudinal ramifications of stroke

caregiving: A systematic review. Rehabilitation Psychology,

55(2), 108–125. https://doi.org/10.1037/a0019023
Ghose, S. S., Williams, L. S., & Swindle, R. W. (2005).

Depression and other mental health diagnoses after stroke

increase inpatient and outpatient medical utilization three

years poststroke. Medical Care, 43(12), 1259–1264. http://

ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=

reference&D=med5&NEWS=N&AN=16299438

Scoping review question

Study title

Author(s)

Year of publication

Country where study published or conducted

Study purpose

Study context

Study population and sample size

Methods

Study design

Outcome measures

Key findings – pertaining to purpose of review

231Garnett et al.

https://orcid.org/0000-0001-7111-8602
https://orcid.org/0000-0001-7111-8602
https://orcid.org/0000-0001-8168-8449
https://orcid.org/0000-0001-8168-8449
https://doi.org/10.1161/01.str.26.5.843
https://doi.org/10.2147/PPA.S85147
https://doi.org/10.2147/PPA.S85147
https://doi.org/10.1080/1364557032000119616
https://doi.org/10.1080/1364557032000119616
https://doi.org/10.1161/STR.0000000000000033
https://doi.org/10.1111/jocn.12884
https://doi.org/10.3109/09638288.2012.691937
https://doi.org/10.3109/09638288.2012.691937
https://doi.org/10.1177/1747493016660102
https://doi.org/10.1161/STROKEAHA.113.004309
https://doi.org/10.1161/STROKEAHA.113.004309
https://secure.cihi.ca/free_products/Pathways_of_care_aib_en.pdf
https://secure.cihi.ca/free_products/Pathways_of_care_aib_en.pdf
https://doi.org/10.1016/j.pmrj.2009.09.019
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=medc&NEWS=N&AN=27216085
https://casp-uk.net/casp-tools-checklists/
https://doi.org/10.1136/bmj.323.7320.1061
https://doi.org/10.1136/bmj.323.7320.1061
https://doi.org/10.1310/tsr1702-69
https://doi.org/10.1037/a0019023
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438
http://ovidsp.ovid.com/ovidweb.cgi?T=JS&PAGE=reference&D=med5&NEWS=N&AN=16299438


Gordon, N. F., Gulanick, M., Costa, F., Fletcher, G.,

Franklin, B. A., Roth, E. J., & Shephard, T.; American

Heart Association Council on Clinical Cardiology,

Subcommittee on Exercise, Cardiac Rehabilitation, and

Prevention; the Council on Cardiovascular Nursing; the

Council on Nutrition, Physical Activity, and Metabolism;

and the Stroke Council. (2004). Physical activity and exer-

cise recommendations for stroke survivors. Circulation,

109(16), 2031–2041. https://doi.org/10.1161/01.CIR.

0000126280.65777.A4
Gorelick, P. B. (2019). The global burden of stroke: Persistent

and disabling. The Lancet Neurology, 18(5), 417–418.

https://doi.org/10.1016/S1474-4422(19)30030-4
Grant, J. S., Hunt, C. W., & Steadman, L. (2014). Common

caregiver issues and nursing interventions after a stroke.

Stroke, 45(8), e151–e153. https://doi.org/10.1161/

STROKEAHA.114.005094
Hare, R., Rogers, H., Lester, H., McManus, R., & Mant, J.

(2006). What do stroke patients and their carers want from

community services? Family Practice, 23(1), 131–136.
Hartford, W., Lear, S., & Nimmon, L. (2019). Stroke survi-

vors’ experiences of team support along their recovery con-

tinuum. BMC Health Services Research, 19(1), 723. https://

doi.org/10.1186/s12913-019-4533-z
Heart and Stroke Association. (2017). 2017 Stroke Report.

https://www.heartandstroke.ca/-/media/pdf-files/canada/

stroke-report/strokereport2017en.ashx?la=en&hash=

28816B65756BCB0B4151C30D2EA0237EEE6CF1F9
Heart and Stroke Association. (2018). 2018 Stroke Report.

https://www.heartandstroke.ca/-/media/pdf-files/canada/

stroke-report/strokereport2018.ashx?la=en
King, R. B., & Semik, P. E. (2006). Stroke caregiving: Difficult

times, resource use, and needs during the first 2 years.

Journal of Gerontological Nursing, 32(4), 37–44.
Lin, E., Durbin, J., Volpe, T., & Selick, A. (2016). Measuring

the family/friend caregiver experience in Ontario: Pilot study

results. https://www.huntingtonsociety.ca/wp-content/

uploads/2016/12/Caregiver-Study-Pilot-Results_HSPRN-

Final-Report.pdf
Lutz, B. J., Young, M. E., Cox, K. J., Martz, C., & Creasy,

K. R. (2011). The crisis of stroke: Experiences of patients

and their family caregivers. Topics in Stroke Rehabilitation,

18(6), 786–797. https://doi.org/10.1310/tsr1806-786
Magwood, G. S., Ellis, C., Nichols, M., Perea Burns, S.,

Jenkins, C., Woodbury, M., & Adams, R. (2019). Barriers

and facilitator of stroke recovery: Perspectives from African

Americans with stroke, caregivers and healthcare professio-

nals. Journal of Stroke and Cerebrovascular Diseases, 28(9),

2506–2516. https://doi.org/10.1016/j.jstrokecerebrovasdis.

2019.06.012
Masry, Y. L., Mullan, B., & Hackett, M. (2013). Psychosocial

experiences and needs of Australian caregivers of people

with stroke: Prognosis messages, caregiver resilience, and

relationships. Topics in Stroke Rehabilitation, 20(4),

356–368. https://doi.org/10.1310/tsr2004-356.
Meisel, K. M., Thabet, A. M., & Josephson, S. A. (2015).

Acute care of ischemic stroke in patients in the hospital.

Seminars in Neurology, 35(6), 629–637. https://doi.org/10.

1055/s-0035-1564301

Munn, Z., Peters, M. D. J., Stern, C., Tufanaru, C., McArthur,

A., & Aromataris, E. (2018). Systematic or scoping review?

Guidance for authors when choosing between a systematic

or scoping review approach. BMC Medical Research

Methodology, 18(1), 143. https://doi.org/10.1186/s12874-

018-0611-x

Pindus, D. M., Mullis, R., Lim, L., Wellwood, I., Rundell,

A. V., Azah Abd Aziz, N., & Mant, J. (2018). Stroke sur-

vivors’ and informal caregivers’ experiences of primary care

and community healthcare services: A systematic review

and meta-ethnography. PLos One, 13(2), e0192533.

https://doi.org/10.1371/journal.pone.0192533
Pinquart, M., & Sorensen, S. (2006). Gender differences in

caregiver stressors, social resources, and health: An updated

meta-analysis. The Journals of Gerontology. Series B,

Psychological Sciences and Social Sciences, 61(1),

P33–P35. https://doi.org/10.1093/geronb/61.1.P33
Plank, A., Mazzoni, V., & Cavada, L. (2012). Becoming a

caregiver: New family carers’ experience during transition

from hospital to home. Journal of Clinical Nursing, 21(13–

14), 2072–2082. https://doi.org/10.1111/j.1365-2702.2011.

04025.x
Pluye, P., & Hong, Q. N. (2014). Combining the power of

stories and the power of numbers: Mixed methods research

and mixed methods reviews. Annual Review of Public

Health, 35, 29–45. https://doi.org/10.1146/annurev-publh

ealth-032013-182440
Public Health Agency of Canada. (2009). Tracking heart dis-

ease and stroke in Canada. www.phac-aspc.gc.ca
Pucciarelli, G., Ausili, D., Galbussera, A. A., Rebora, P.,

Savini, S., Simeone, S., Alvaro, R., & Vellone, E. (2018).

Quality of life, anxiety, depression and burden among

stroke caregivers: A longitudinal, observational multicentre

study. Journal of Advanced Nursing, 74(8), 1875–1887.

https://doi.org/10.1111/jan.13695
Reinhard, S. C., Given, B., Huhtula, N., & Bemis, A. (2008).

Supporting family caregivers in providing care. AHRQ

Publication.
Rigby, H., Gubitz, G., & Phillips, S. (2009). A systematic

review of caregiver burden following stroke. International

Journal of Stroke: Official Journal of the International

Stroke Society, 4(4), 285–292.
Simon, C., Kumar, S., & Kendrick, T. (2008). Formal support

of stroke survivors and their informal carers in the commu-

nity: A cohort study. Health & Social Care in the

Community, 16(6), 582–592. https://doi.org/10.1111/j.1365-

2524.2008.00782.x
Socias, M., Koehoorn, M., & Shoveller, J. (2016). Gender

inequalities in access to health care among adults living in

British Columbia, Canada. Women’s Health Issues, 26(1),

74–79. https://doi.org/10.1016/j.whi.2015.08.001
Swinkels, J., van Tilburg, T., Verbakel, E., & van Groenou,

M. B. (2017). Explaining the gender gap in the caregiving

burden of partner caregivers. The Journals of Geronotology:

Series B, 74(2), 309–317. https://doi.org/10.1093/geronb/

gbx036
Torbica, A., Calciolari, S., & Fattore, G. (2015). Does informal

care impact utilization of healthcare services? Evidence

from a longitudinal study of stroke patients. Social

232 Canadian Journal of Nursing Research 54(2)

https://doi.org/10.1161/01.CIR.0000126280.65777.A4
https://doi.org/10.1161/01.CIR.0000126280.65777.A4
https://doi.org/10.1016/S1474-4422(19)30030-4
https://doi.org/10.1161/STROKEAHA.114.005094
https://doi.org/10.1161/STROKEAHA.114.005094
https://doi.org/10.1186/s12913-019-4533-z
https://doi.org/10.1186/s12913-019-4533-z
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2017en.ashx?la=en&hash=28816B65756BCB0B4151C30D2EA0237EEE6CF1F9
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2017en.ashx?la=en&hash=28816B65756BCB0B4151C30D2EA0237EEE6CF1F9
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2017en.ashx?la=en&hash=28816B65756BCB0B4151C30D2EA0237EEE6CF1F9
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2017en.ashx?la=en&hash=28816B65756BCB0B4151C30D2EA0237EEE6CF1F9
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2018.ashx?la=en
https://www.heartandstroke.ca/-/media/pdf-files/canada/stroke-report/strokereport2018.ashx?la=en
https://www.huntingtonsociety.ca/wp-content/uploads/2016/12/Caregiver-Study-Pilot-Results_HSPRN-Final-Report.pdf
https://www.huntingtonsociety.ca/wp-content/uploads/2016/12/Caregiver-Study-Pilot-Results_HSPRN-Final-Report.pdf
https://www.huntingtonsociety.ca/wp-content/uploads/2016/12/Caregiver-Study-Pilot-Results_HSPRN-Final-Report.pdf
https://doi.org/10.1310/tsr1806-786
https://doi.org/10.1016/j.jstrokecerebrovasdis.2019.06.012
https://doi.org/10.1016/j.jstrokecerebrovasdis.2019.06.012
https://doi.org/10.1310/tsr2004-356
https://doi.org/10.1055/s-0035-1564301
https://doi.org/10.1055/s-0035-1564301
https://doi.org/10.1186/s12874-018-0611-x
https://doi.org/10.1186/s12874-018-0611-x
https://doi.org/10.1371/journal.pone.0192533
https://doi.org/10.1093/geronb/61.1.P33
https://doi.org/10.1111/j.1365-2702.2011.04025.x
https://doi.org/10.1111/j.1365-2702.2011.04025.x
https://doi.org/10.1146/annurev-publhealth-032013-182440
https://doi.org/10.1146/annurev-publhealth-032013-182440
http://www.phac-aspc.gc.ca
https://doi.org/10.1111/jan.13695
https://doi.org/10.1111/j.1365-2524.2008.00782.x
https://doi.org/10.1111/j.1365-2524.2008.00782.x
https://doi.org/10.1016/j.whi.2015.08.001
https://doi.org/10.1093/geronb/gbx036
https://doi.org/10.1093/geronb/gbx036


Science & Medicine (Medicine), 124, 29–38. https://doi.org/
10.1016/j.socscimed.2014.11.005

Tsai, P., Yip, P., Tai, J. J., & Lou, M. (2015). Needs of family
caregivers of stroke patients: A longitudinal study of care-
givers’ perspectives. Patient Preference and Adherence, 9,
449–457. https://doi.org/https://doi.org/10.2147/PPA.
S77713

White, C. L., Barrientos, R., & Dunn, K. (2014). Dimensions
of uncertainty after stroke: Perspectives of the stroke survi-
vor and family caregiver. The Journal of Neuroscience

Nursing: Journal of the American Association of

Neuroscience Nurses, 46(4), 233–240. https://doi.org/10.
1097/JNN.0000000000000066

White, C. L., Korner-Bitensky, N., Rodrigue, N., Rosmus, C.,
Sourial, R., Lambert, S., & Wood-Dauphinee, S. (2007).
Barriers and facilitators to caring for individuals with
stroke in the community: The family’s experience.
Canadian Journal of Neuroscience Nursing, 29(2), 5–12.

Wolfe, C. D. A., Crichton, S. L., Heuschmann, P. U.,
McKevitt, C. J., Toschke, A. M., Grieve, A. P., & Rudd,
A. G. (2011). Estimates of outcomes up to ten years after
stroke: Analysis from the prospective South London stroke

register. PLoS Medicine, 8(5), e1001033. https://doi.org/10.
1371/journal.pmed.1001033

Yee, J., & Schulz, R. (2000). Gender differences in psychiatric
morbidity among family caregivers: A review and analysis.
The Gerontologist, 40(2), 147–164. https://doi.org/10.1093/
geront/40.2.147

Author Biographies

Anna Garnett is an Assistant Professor in the Arthur
Labatt Family School of Nursing at Western
University. Dr Garnett’s research focuses on prevention
and management of chronic disease in older adults and
their care partners including interdisciplinary

approaches to chronic disease management and digital

applications with older adult care.

Jenny Ploeg is a Professor Emeritus in the School of

Nursing at McMaster University. Dr. Ploeg’s primary

research interests include promoting optimal aging of

older adults with multiple chronic conditions and their

caregivers, and evaluation of practice guideline imple-

mentation, sustainability and spread.

Dr. Maureen Markle-Reid is a Professor in the School of

Nursing at McMaster University and holds a Tier 2

Canada Research Chair in person-centered

Interventions for older adults with multimorbidity and

their family caregivers in the School of Nursing at

McMaster University. She is also the Scientific Co-

Lead of the McMaster Institute for Research on

Aging/Collaborative for Health and Aging (OSSU

Research Centre on Aging), the Co-Scientific Director

of the Aging, Community and Health Research Unit at

McMaster University. For the past decade, she has led

an interdisciplinary CIHR-funded program of research

designed to enhance the care and outcomes of commu-

nity-living older adults with multimorbidity and their

family caregivers.

Dr. Patricia Strachan is an Associate Professor in the

School of Nursing at McMaster University. Dr.

Strachan’s research focuses on developing, implement-

ing, and supporting the optimization of nurses’ commu-

nication with patients with advanced illness and their

families.

233Garnett et al.

https://doi.org/10.1016/j.socscimed.2014.11.005
https://doi.org/10.1016/j.socscimed.2014.11.005
https://doi.org/https://doi.org/10.2147/PPA.S77713
https://doi.org/https://doi.org/10.2147/PPA.S77713
https://doi.org/10.1097/JNN.0000000000000066
https://doi.org/10.1097/JNN.0000000000000066
https://doi.org/10.1371/journal.pmed.1001033
https://doi.org/10.1371/journal.pmed.1001033
https://doi.org/10.1093/geront/40.2.147
https://doi.org/10.1093/geront/40.2.147

	table-fn1-08445621211019261



