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Abstract

Purpose: This project explored caregivers’ perceptions
regarding the barriers and facilitators to undertaking the
post-stroke caregiving role, particularly as related to the
health care system, with the ultimate goal of identifying
potential strategies that would assist families in successfully
undertaking the role.

Method: A qualitative study consisting of focus groups and
individual interviews with caregivers of persons with stroke.
Participants were asked about their needs in managing the
care of their family member and the factors that facilitated
and/or hindered the transition to the home and influenced
them in maintaining their role.

Results: Information from 14 caregiver participants identified
the following as primary barriers to undertaking and main-
taining the caregiving role: lack of collaboration with the
health care team, the intensity of the caregiving role, the nega-
tive impact on the caregiver, and the lack of community sup-
port for the caregiving role. Caregivers identified the following
factors as facilitative: coordination of care, progress of the
patient towards normalcy, mastery of the caregiving role, sup-
portive social environment, and accessible community
resources.

Discussion and conclusions: The results indicate there are
facilitators that caregivers perceive as important both to
undertaking and to sustaining the caregiving role.
Consideration of these results in the design of interventions
may lead to more effective interventions to support caregivers
in undertaking and continuing in the caregiver role.

Key words: family caregiving, stroke, facilitators, barriers,
health care system, interventions

Background

In today’s health care system, the onus on the family is increas-
ing (Canam & Acorn, 1999). Nowhere is this more apparent
than in families who are attempting to support their loved ones
after a stroke (Adams, 2003; Robinson, Francis, James, Tindle,
Greenwell, & Rodgers, 2005). The trend towards shorter hos-
pital stays results in individuals returning home sicker and
more limited in their activities of daily living than any previous
cohort of stroke survivors. Because the incidence of stroke
increases with age (Kwakkel, Wagenaar, Kollen, & Lankhorst,
1996), many caregivers are themselves elderly and may be tak-
ing on a major new role while attempting to cope with their

own health problems. Compounding the problem is the sud-
den and unexpected nature of stroke that leaves families with
little time to prepare. Thus, family members are typically
forced into a new caregiving role while at the same time hav-
ing to work through their own grief over the stroke event, and
all of the losses that a stroke usually implies.

Research has repeatedly demonstrated the burden that care-
giving places on the family, and its effects on physical and
psychological well-being (Han & Haley, 1999; Low, Payne, &
Roderick, 1999; Schulz & Beach, 1999; Jones, Charlesworth,
& Hendra, 2000). To address these negative effects, a variety
of interventions for family caregivers, both educational
(Mant, Carter, Wade, & Winner, 1998; Rodgers, Atkinson,
Bond, Suddes, Dobson, & Curless, 1999; Smith, Forster, &
Young, 2004) and service-based in content (Grant, Elliott,
Weaver, Bartolucci, & Giger, 2002; Lincoln, Francis, Lilley,
Sharma, & Summerfield, 2003; Kalra et al., 2004), have been
designed and evaluated. Unfortunately, educational interven-
tions for family members have shown only modest effects on
knowledge acquisition and no significant effect on reducing
emotional distress or improving health outcomes. Indeed,
three reviews on the provision of stroke-related information
to stroke patients and their caregivers concluded that the
effectiveness of information provision remains equivocal
(Korner-Bitensky, Tarasuk, Nelles, & Michallet, 1998;
Rodgers, Bond, & Curless, 2001; Forster, Smith, Young,
Knapp, House, & Wright, 2006).

While psychosocial interventions, such as those provided
through family support groups represent another potentially
effective intervention, formal evaluation of effectiveness is
limited. The most common intervention examined has been
discharge-related services aimed at improving the transition
from the hospital to the community (Forster & Young, 1996;
Dennis, O’Rourke, Slattery, Staniforth, & Warlow, 1997;
Rudd, Wolfe, Tilling, & Beech, 1997; Grant, 1999; Anderson,
Mhurchu, Rubenach, Clark, Spencer, & Winsor, 2000; Grant
et al., 2002; Lincoln et al., 2003; Kalra et al., 2004). These serv-
ices most often include regular home visits by health care pro-
fessionals to offer information, and/or counselling to the
stroke survivor and the family, along with physical therapy.
The number of contacts was usually at the discretion of the
health care professional. The majority of these post-discharge
intervention studies have not shown significant differences in
outcomes between the control and the intervention groups
for reducing caregiver distress and improving health-related
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quality of life. Counselling, provided on a fixed schedule, has
been included as a component in several studies (Evans,
Matlock, Bishop, Stranahan, & Pederson, 1988; Grant, 1999;
van den Heuvel, de Witte, Nooyen-Haazen, Sanderman, &
Meyboom-de Jong, 2000; Grant et al., 2002) and has shown
some positive effects on family functioning and emotional
state (Visser-Meily, van Heugten, Post, Schepers, &
Lindeman, 2005).

It has been suggested that one of the reasons for this gener-
al lack of success in finding effective interventions is that
most interventions have been planned without a clear
understanding of caregivers’ needs (Robinson et al., 2005).
Not only do we have limited knowledge about the factors
that will facilitate the transition back into the community,
but also we do not know the factors that will help sustain
family support of the individual who has experienced a
stroke over the long term.

Thus, the purpose of this study was to explore the percep-
tions of caregivers of persons with stroke regarding the bar-
riers and facilitators to undertaking the caregiving role, par-
ticularly as related to the health care system, with the ulti-
mate goal of identifying potential strategies that could be
implemented within the health care system to assist families
in successfully undertaking the role. The specific research
questions were: i) what factors do caregivers perceive as bar-
riers to undertaking the caregiving role post-stroke? ii) What
factors do caregivers identify as facilitators to undertaking
this role?

Methods

A qualitative thematic study was undertaken to address the
research questions (Sandelowski & Barroso, 2003). Focus
groups were deemed the most appropriate data collection
method for this study as it was anticipated that the interac-
tions among care providers would create more possibilities
for spontaneous exchanges of ideas and experiences than
individual interviews (Kitzinger, 1995). Two individual inter-
views were also conducted when only one participant arrived
for the focus group.

Study sample

Medical records of individuals who had experienced a stroke
and were discharged to the community or to a rehabilitation
centre from a number of acute care urban university teaching
hospitals in Montreal, Canada, between 2003 and 2004 were
reviewed and contact information was obtained. Individuals
with stroke were contacted by telephone by a research assis-
tant, information about the study was provided, and if inter-
ested and agreeable, the respondent was asked to identify a
primary support person. A primary support person (caregiv-
er) was eligible to participate if the following criteria were
met: i) had cared for or was currently caring for a stroke sur-
vivor who had not returned to baseline function; and ii) able
to communicate in French or English. Caregivers, who were
relatively new to the role, as well as those who had been car-
ing for their family member for a longer period of time, were
recruited. Information was provided to the potentially eligible

caregiver and his or her consent to participate in a focus
group was requested: those who agreed provided written con-
sent at the time of the focus group meeting. This study was
approved by the Research Ethics Committees of all participat-
ing hospitals.

Data collection procedures

The focus groups and individual interviews were held in a
conference room outside the hospital to provide a more neu-
tral setting, as participants may have felt restrained in sharing
information in the setting where their family member had
been hospitalized. The participants attended a scheduled
French or English focus group, according to their preferred
language. The intent was to recruit four to six caregivers per
focus group. However, due to various difficulties, groups
ranged from two to four members.

The focus groups lasted between two and 2.5 hours. An
experienced moderator ran each group, with an observer
taking notes. All focus groups and individual interviews were
audiotaped.

A series of specific questions, designed by a group of health
care professionals with expertise in stroke care were used to
guide the discussion. Participants were asked about their
needs in managing the care of their family member and the
factors that facilitated and/or hindered the transition home
and influenced them in maintaining their role. Sample ques-
tions included, “What made the difference for you to be able
to take your family member home?” “Do you think anything
else could or should have been done to assist you in taking
your family member home?” and, “What are the things that
have made it difficult for you in managing the care of your
family member since the stroke?” In addition, specific infor-
mation was elicited on characteristics of the health care sys-
tem that potentially influence success in assuming and main-
taining the caregiving role. Caregivers were also encouraged
to discuss anything they thought relevant to their experience
in caring for their family member at home that was not
addressed in the specific questions provided by the modera-
tor. Before the groups began, the participants completed a
short demographic questionnaire providing information
about their age, gender, relationship to the person with the
stroke, their caregiving activities, and lifestyle changes since
assuming the role.

Data analysis

The interviews were transcribed verbatim from the audio-
tapes and examined for recurrent themes using a content
analysis procedure (Dilorio, Hockenberry-Eaton, Maibach,
& Rivero, 1994). First, the entire research team met to
analyse one focus group transcript and to develop both the
process for coding and the set of initial codes based on the
themes found in the transcript. To clarify, we together
reviewed the first transcript line-by-line and excerpts of the
transcript that described facilitators or barriers to the care-
giving role were highlighted and written in the margin of
the transcript. Words or sentences representing the same
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idea were grouped together and labelled (i.e., codes). Codes
were discussed among the team to ensure a similar under-
standing of the meaning of the code. Subsequent to this ses-
sion, the transcripts were divided among the research team
and each member of the team reviewed two to three tran-
scripts, with each transcript reviewed independently by at
least two members of the research team. The team mem-
bers discussed their coding, particularly focusing on any
differences in the coding. New codes were integrated to the
original list as the analysis proceeded and new themes
emerged.

Results

A total of 74 caregivers were contacted with 27 found to be
ineligible for the following reasons: person with stroke was
back to baseline so the caregiver was no longer performing
any caregiver activities (n=12), stroke survivor had died
(n=5), or caregiver did not speak French or English (n=10).
Of the 47 eligible caregivers, 33 refused to participate
because they stated they were too busy or were not interest-
ed. This left 14 caregivers who consented and participated.
The majority was over 50 years of age, the spouse of the per-
son with stroke, and about 50% were female. About half of
the group had been in the role less than six months and the
other half, on average, for one year. All participants reported
being very involved in the direct care and/or support of their
loved ones with stroke and more than 40% viewed caregiving
as their primary daily activity.

Barriers and facilitators
to caring for individuals with
stroke in the community

The results are presented according to the themes that sur-
faced, with quotations that highlight the salient points with-
in a theme. Interestingly, caregivers often described factors
along a continuum such that the presence of a factor was
perceived as a facilitator, whereas its absence was seen as a
barrier. For example, when there was a perceived lack of col-
laboration with the health care team this was seen as a bar-
rier, whereas when caregivers were included as part of the
team, this was viewed as facilitative. No caregiver described
only barriers or only facilitators, but rather, there were ele-
ments of both in all situations. Figure 1 presents a summary
of the barriers and facilitators, as well as potential strategies
based on the results that could be implemented within the
health care system to assist families in successfully undertak-
ing the role.

Barriers

Lack of collaboration with the health care team

Caregivers repeatedly described the importance of collabora-
tion with health care professionals and its perceived absence
created anxiety and was viewed as detrimental to their success
in the transition from hospital to home. One woman
described it as “being an outsider”. Caregivers acknowledged
difficulty in accessing information, and this was identified as a
significant barrier in preparing to take their family member

Barriers

Lack of collaboration with the health care team
The intensity of the caregiving situation
Negative lifestyle changes

Lack of community support for the caregiving role

Facilitators

Coordination of care

Progress toward normalcy
Mastery of the caregiving role
Supportive social environment

Accessible community resources

1. Hands-on training

4. Respite for the caregiver

Components of Program of Intervention

2. Specific focus on the caregiver’s needs rather than the patient care needs only

3. Coaching in problem solving and achieving mastery

5. Flexibility in mechanism of delivery of intervention (i.e. telephone contact)

6. Individualized to caregiver needs, which may change over time

Figure 1. Barriers, facilitators and components of program of intervention
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home. A female spouse said: “There is so much worry — it is all
unknown. We didn’t get answers, which creates anxiety
because we didn’t know how to plan.” Caregivers were also
frustrated by what they perceived as a lack of coordination of
care: “They were busy doing their things. But you know, we had
to call. Who’s in charge of him? Who is his doctor? I didn’t feel
I was in the loop.”

Some caregivers described limited involvement in the dis-
charge process: “Well, the hospital said that they didn’t want
to keep him any longer so I had to take him home.” “Yes, that’s
right! They tell you when it’s time to go home!” A son who was
assisting his mother in the care of his father described the fol-
lowing: “They sent my father home too quickly and we did not
have the capability to care for him so they were sending him
home to an environment that was not safe for him.”

Intensity of the caregiving situation

The limited time to acquire the necessary skills for this new
role, particularly where the stroke was severe with a high
demand for personal care was perceived as a barrier. A spouse
described her difficulties in taking on this new role: “You know
I never had children so this is difficult for me at my age to start
doing all these things. Everything is new.” Particular concerns
were expressed related to safe mobilization of the person with
stroke and having sufficient preparation to deal with wheel-
chairs, transfers, and managing in the event of a fall. Another
female caregiver commented on her lack of preparation for
managing falls: “And it’s not something that we did at the
rehab centre, falling and getting up and stuff like that.” Most
caregivers described the behavioural changes resulting from
the stroke as particularly challenging, even more so than the
physical changes. “She’s like a child sometimes. I find it hard.
1t’s pretty hard sometimes.”

Caregivers emphasized the high need for their presence,
particularly in the early period after discharge, described by
one caregiver as “feeling like a prisoner in your own home”.
When they did go out, caregivers rushed through their
errands and constantly worried about their family member’s
safety. Caregivers changed their routines to be more pres-
ent and if out, telephoned home frequently. This was high-
lighted during the focus groups when several caregivers
paused from the discussion to telephone their spouses to
ensure their safety.

Negative lifestyle changes

Participants described the lifestyle changes resulting from
the stroke and the caregiving situation including changes to
their health, socialization, physical environment, and
finances. The negative effects on their physical and emotion-
al health were seen as significant barriers to their success in
the role. Fatigue was common in caregivers and the majori-
ty described times in their caregiving role when they felt
completely overwhelmed. One woman described how she
was feeling early in the caregiving role: ‘T thought I was going
to collapse physically, my knees were going on me, I thought 1
was getting a hernia, my back was hurting. I just thought if
collapse, what’s going happen to the two of us. It’s very scary,
very scary.”

Many participants described changes to their social life and
their subsequent feelings of isolation. They talked about not
being able to go on vacations, having less contact with their
friends, and less involvement in activities that were important
to them. One male spouse stated: “My personal activities have
changed so that I cannot be away so much. It’s hard. The days
pass well, but I go out less often and have many less outside
activities than before.”

Although home adaptations were seen as a necessary
inconvenience to being able to care for their family mem-
ber at home, these modifications also created stress for
caregivers, particularly for the female spouses, and one
described it in the following way: “Well, my home is not
how 1 like it because everything is rearranged. I have the bed
in the living room, all my carpets are rolled up...it’s just a
mess... I mean it’s just not my home! My environment is very
important to me.”

Regardless of their financial capacity, caregivers commented
on the expenses, including paying for services (if they could
afford to do so), medications, home modifications, equip-
ment, special clothing, and transportation, associated with
the stroke. One caregiver commented: “stroke is an expensive
illness”.

Lack of community support for the caregiving role
Participants described the lack of resources in the communi-
ty and the difficulty of identifying and accessing available
resources as important barriers to continuing in the caregiv-
ing role. Many of the caregivers described spending valuable
time “fighting the system” to get help and their frustrations at
the long waiting lists for services and limitations to what some
services could offer. One caregiver commented on her appli-
cation for home modifications: “So I applied and I got a note
from the government agency saying there was a two-year wait-
ing list. So you know, you can die before you get any assistance
in this regard.”

Participants also acknowledged a lack of support in the
community for family caregivers, including psychological
support, and emphasized that the needs of the family care-
giver must be addressed independent of the needs of the
person with stroke. One son, who was caring for his moth-
er, stated that help should be focused on the family mem-
bers who are providing this care as they are undertaking
more and more given the current state of the health care
system.

Facilitators

Coordination of care

Caregivers were aware of the organization of care on the
nursing unit and identified factors such as a coordinator of
care and family meetings as important for sharing informa-
tion and critical in their preparation for discharge. One
spouse clearly articulated the need for better coordination
of care: “I would have liked a project coordinator who would
have talked to us weekly or regularly about what was hap-
pening. I didn’t quite know what was happening or where we
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were going... there are all kinds of people, they change over
time. But nobody to really talk to — to pull it all together, to
say this is where we are now. This is what is going to happen,
this is what you can expect.” In contrast, another spouse
described how helpful it was to have someone who was in
charge of her husband’s care and could provide her with
information: “Well, he had one different hours, but one was
the head one for him. Head nurse, I mean, she’s the one that
was always at the meetings and the one that planned his
care.” Caregivers valued timely information, advice, and
anticipatory guidance from health care professionals in
both hospital and community settings. The family meeting,
where the whole team was present, was identified as an
important source of information for making plans for dis-
charge, “they lay everything out for you...they call that a
family reunion”.

Caregivers identified information about stroke and the
opportunity to learn care techniques, trial weekends, and a
home inspection prior to discharge as critical in the prepa-
ration for discharge. One female caregiver described her
preparation: “I worked with the nurses. When he took a show-
er and different things, helping to get dressed, his exercises...I
practised all that before he came home...And then the two
weekends that he came home...I thought that was pretty good.
And then they took care of the CLSC [Quebec community
health service] and then there’s the exercise program that I
have to do with him at home. I think I was pretty well pre-
pared in a way.”

Progress toward normalcy

Participants described important lifestyle changes brought
about by the stroke and the caregiving situation. Their ability
to integrate these changes and make the necessary adjust-
ments toward a “more normal life” served as a facilitator to
continuing in the role. Participants described having the time
to attend to their own health needs, getting back to some pre-
vious activities, although perhaps in an altered format, and
making future plans. Progress toward normalcy motivated
both the caregiver and care recipient and provided them with
a sense of hope for the future: “It seems that we are moving for-
ward and we have friends who come in to visit and things seem
more normal.”

Most caregivers described the vital connection between their
family members’ improvement and the betterment in their
quality of life, “He’s improving so I am improving.” Seeing
improvement lessened their workload and also helped to
maintain a sense of hope, critical to continuing in the caregiv-
ing role.

Mastery of the caregiving role

Learning to solve problems and master new roles and tasks
contributed to feelings of empowerment and was viewed as
facilitative to continuing in the role. One male spouse care-
giver talked proudly about learning many of the household
tasks that he had never before done: “I have done so many
things that I never thought that I would be able to do around
the house — the banking, the shopping, the cooking, giving my
wife a shower, making the bed. I've never done a lot of work

around the house, just something I'd never done...I've learned
a lot of things.” A difficult aspect of the caregiving role was
the navigation of the health care system and knowing what
resources were available and how to access them. One son
described his mastery in this area: “I spend time trying to
understand the health care system so that I am able to access
certain things quickly.”

Supportive social environment

Caregivers identified the importance of a supportive social
environment, “you know people sort of rallying around”, par-
ticularly early after the stroke. One female caregiver
described the support from her son: “He’ll take him for the
day. It gives me a chance to relax. I can sit and read and I
don’t have to worry about what he is doing and where he’s
going.” This emotional and instrumental support often pro-
vided needed respite to help the caregiver to continue in the
role.

Caregivers also described a supportive relationship with
their recipient of care and appreciation on the part of the
care recipient for the care provided by the caregiver as con-
tributing to a positive social environment. Even though the
person with stroke may be unable to contribute to the rela-
tionship in ways that he/she may have in the past, reciproc-
ity was important in the relationship and fostered an attitude
toward one another of flexibility and being able to adapt
together to the different situations. One male spouse put it
this way: “It brought us closer together...it’s not as sexy as it
used to be, but we are still close. We exchanged one thing for
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the other. I have arthritis in my legs, my hands, but we help
one another. I think it brings you closer, being with the person
all the time.”

Accessible community resources

Caregivers identified the importance of knowing what
resources are available and being able to access those
resources. They talked about the competency of the help that
was available in the community and the importance of having
well-trained help. Several caregivers described value of tele-
phone contact with a health professional, particularly when it
was difficult to leave the home: “The nurse was really helpful,
anytime... I knew if she was busy she would get back to me...1
had her that I could reach out to.”

Adaptive devices were viewed as necessary for managing the
care of the person with stroke (i.e. blocks under the sofa,
raised toilet seats), as was the accessibility of medical care
including home visits by physicians. Caregivers also indicat-
ed resources such as meals-on-wheels, transportation to day
hospitals, and lifelines as facilitative. Respite, for a few hours
or a longer period of time when the caregiver could focus on
activities important to him/her, was seen as critical to con-
tinuing in the role. A male caregiver described how respite
was important both for the caregiver and the recipient of
care: “Day hospitals give you free time and change the mind
and the surroundings of the person with stroke. This is very,
very important.”

Discussion

Despite an abundance of studies highlighting the anxiety, dis-
tress, and burden associated with caring for a family member
following stroke, there continues to be a lack of evidence-
based interventions to sustain family caregivers. Furthermore,
although national stroke guidelines recommend collaboration
and partnership with the families of stroke survivors to sup-
port them in undertaking the caregiving role (Greshman,
Duncan, Stason, Adams, Adelamn, & Alexander, 1995), as
recently as 2007 (Mackenzie, Perry, Lockhart, Cottee, Cloud,
& Mann. 2007; Rodgers, Francis, Brittain, & Robinson, 2007)
and now again in our study, caregivers still describe a lack of
collaboration with the health care team and limited involve-
ment in the discharge process.

The results of our study offer insight into why previous inter-
ventions may have failed and suggest elements that should be
included to promote success of a post-stroke caregiving inter-
vention program. First, the limited effectiveness of previously
attempted educational interventions (Mant et al., 1998;
Rodgers et al, 1999; van den Heuvel et al, 2000; van den
Heuvel, de Witte, Stewart, Schure, Sanderman, & Meyboom-
de Jong, 2002; Smith et al., 2004; Larson, Franzen-Dahlin,
Billing, Arbin, Murray, & Wredling, 2005) indicates that we
need to identify more appropriate educational strategies that
families feel are beneficial (Forster et al., 2006). The caregivers
in our study were very specific about the value of “hands on
training” in helping prepare them for the caregiving role.
There is often a lack of recognition by the health care team
regarding the complexities of the caregiving role and the
number of new skills caregivers must learn within a short

period of time (Brereton, 1997; Visser-Meily, Post, Gorter,
Berlekom, Van Den Bos, & Lindeman 2006). A recent trial
incorporating hands-on training in addition to instruction by
health care professionals (Kalra et al., 2004) was effective.
Specifically, those in the intervention group achieved inde-
pendence at an earlier stage, their mood and quality of life and
that of their caregiver was improved, and the cost of care was
reduced (Kalra et al, 2004; Patel, Knapp, Evans, Perez, &
Kalra, 2004). These results taken together with the informa-
tion from our focus groups provide support for the inclusion
of practical hands-on-training as a necessary component of
educational interventions, rather than the more commonly
provided written and lecture formats.

A number of studies have tested the effectiveness of a health
professional, or someone identified as a family support organ-
izer, making regular contact with the dyad to identify unmet
needs and to provide information and advice (Forster &
Young, 1996; Dennis et al, 1997; Rudd et al., 1997; Mant,
Carter, Wade, & Winner, 2000; Lincoln et al., 2003; Tilling,
Coshall, McKevitt, Daneski, & Wolfe, 2005). For the most part
these interventions have not impacted on caregiver distress,
burden, or health. Caregivers in our study emphasized that
their specific needs must be addressed independent of the
needs of the person with stroke. There are several recent stud-
ies that targeted the caregiver with a problem-solving inter-
vention where the caregiver is coached to define problems,
identify possible solutions, and then choose and test the best
solutions (Grant et al, 2002; King, Hartke, & Denby, 2007).
The content of these problem-solving interventions has
included a critical focus on the caregiver’s own emotional
responses to the caregiving role. Results are promising with the
intervention groups reporting decreased depression (Grant et
al,, 2002; King et al., 2007) and improved quality of life (Grant
et al.,, 2002). In our focus groups, being able to solve problems
and master new situations was identified as facilitative to sus-
taining the caregiving role. Thus, it would seem clear that
intervention programs should be designed to include coaching
of caregivers to achieve mastery in situations where they are
facing difficulties rather than providing them with information
only. This is supported by an early study (Evans et al., 1988)
where education plus counselling to solve problems occurring
in the home led to better outcomes than education alone.

Caregivers described the high need for their presence, partic-
ularly in the early months, which made it difficult for them to
attend to other activities that were important to them. The
availability of someone to watch over their loved one, even for
a few hours, was perceived as very beneficial. Nieboer, Schulz,
Matthews, Scheier, Ormel, and Lindenberg (1998) examined
the relationship between the number of caregiving tasks, care-
giver activities, and depression. Their results suggested that
when caregivers were able to combine caregiver tasks with
their usual important life activities, their well-being did not
deteriorate. However, when the demands of caregiving
imposed restrictions on their ability to carry on these activi-
ties, their depressive symptoms increased. To date, interven-
tions typically have not included respite, but our results sub-
stantiate the need for respite that enables caregivers to main-
tain their important life-activities.
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Participants in our study described their own need for sup-
port, including the availability of psychological services. They
discussed their difficulties in leaving the house and identified
the importance of telephone contact with a health profession-
al. In a recent trial, caregivers were asked to evaluate the inter-
vention and as did the caregivers in our study, they recom-
mended that future interventions should include telephone
consultations with a professional (Schure, van den Heuvel,
Stewart, Sanderman, de Witte, & Meyboom-de Jong, 2006).

Focus group members described the wide variety of situations
that they face and how their needs changed over time. To
understand the failure of their intervention to impact on care-
giver well-being, Tilling et al. (2005) undertook a content
analysis of the notes describing the delivery of the interven-
tion. This analysis revealed that the family support organizer
did not always target interventions to need but rather used a
protocol approach. King et al. (2007) suggested that the suc-
cess of their intervention may have been related to the use of
a program that allowed tailoring to individual caregiver needs.
Our study participants also indicate that generic interventions
will most likely have limited benefits.

Limitations

Our findings reflect the views of a small sample of caregivers.
Some bias may have occurred, as those who were very much
locked into the caregiving role were unable to attend even one
focus group. Yet, we did have a number of participants who,
while currently able to leave their home, would have been
unable to do so several months earlier. These caregivers were
extremely articulate in describing the barriers and facilitators
they had experienced when they were too busy in the caregiv-
ing role to leave their homes. Thus, we feel that the results
represent the diversity of the caregiving situation.
Furthermore, with the 14 participants, the last two transcripts
revealed no new categories, suggesting that we had reached
saturation in terms of new themes.

Conclusion

In the U.S. and Canada alone almost six million individuals
are living with the effects of a stroke (Mayo, Wood-
Dauphinee, Cote, Durcan, & Carlton, 2002; Rosamond et al.,
2007). Caregivers are giving us a clear message indicating that

they can only undertake and sustain this enormous responsi-
bility if we as members of the health care system address their
needs. Ensuring that effective strategies are included in a
comprehensive program of support is likely to impact sub-
stantially on the ability of those with stroke to remain within
their family structure.
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