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ABSTRACT: Background: Caregivers are often unprepared and overwhelmed with the responsibilities of providing care to stroke survivors,
which can lead to negative physical and psychological effects. Purpose: To evaluate the impact of the Family Informal Caregiver Stroke Self-
Management (FICSS) program on burden and life changes resulting from providing care among family caregivers of stroke survivors.
Methods: A prospective pre-test and post-test design using quantitative and qualitative data was used to evaluate the program with a
convenience sample of 42 caregivers. The four-module facilitated program consisted of small group-guided discussion. Quantitative
evaluations were completed at baseline, 2 weeks and 6 months (post-intervention), and qualitative data were collected at 2 weeks and 6 months.
Life changes and burden were measured using the Bakas Caregiving Outcome Scale (BCOS) and the Oberst Caregiving Burden Scale (OCBS),
respectively. Results: The BCOS scores increased consistently over time, showing significant differences at 6 months compared with 2 weeks
(mean difference: 5.29, 95% confidence interval [CI]: 0.30-10.28, p=0.04) and baseline (mean difference: 7.58, 95% CI: 2.92-12.23,
p=0.001). The OCBS time scores decreased consistently over time, showing a significant difference at 6 months compared with baseline
(mean difference: —5.20, 95% CI: —0.96 to —9.44, p =0.02). The OCBS difficulty scores fluctuated over time, resulting in no overall difference
from baseline to 6 months. Qualitative themes were consistent with the positive quantitative findings. Conclusion: Study results suggest that the
FICSS program may result in reduced caregiver burden and improved life changes resulting from providing care.

RESUME: Evaluation du programme Family Informal Caregiver Stroke Self-Management. Contexte: Les aidants naturels sont souvent
mal préparé€s et dépassés par les responsabilités liées au fait de prendre soin d’une personne ayant survécu a un AVC, ce qui peut entrainer chez
eux des effets négatifs tant sur le plan physique que sur le plan psychologique. Objectif: En tenant compte des changements a leur mode de vie
et du fardeau qui est le leur, évaluer I'impact du programme Family Informal Caregiver Stroke Self-Management (FICSS) sur les aidants
naturels prenant soin de personnes ayant survécu a un AVC. Méthodes: Un modele prospectif pré-test et post-test faisant appel a des données
qualitatives et quantitatives a €té utilisé afin d’évaluer ce programme. Pour ce faire, nous nous sommes limités a un échantillon de commodité
formé de 42 aidants naturels. Divisé en quatre modules, le FICSS consiste en une série de discussions menées en petits groupes. Des évaluations
quantitatives ont été complétées au départ de cette étude ainsi que deux semaines et six mois plus tard (post-intervention); des données
qualitatives ont également été collectées deux semaines et six mois apres le début de I’étude. Le fardeau reposant sur les aidants naturels de
méme que les changements a leur mode de vie ont ét€ mesurés respectivement au moyen de la Bakas Caregiving Outcomes Scale (BCOS) et de
I’Oberst Caregiving Burden Scale (OCBS). Résultats: Les scores a la BCOS ont augmenté de facon constante au fil du temps, un écart
important étant noté entre les scores obtenus apres six mois par rapport a ceux obtenus aprés deux semaines (différence moyenne: 5,29, IC 95 %:
0,30 a2 10,28, p = 0,04) et au départ (différence moyenne: 7,58, IC 95 %: 2,92 a 12,23, p = 0,001). Les scores obtenus a I'OCBS ont par ailleurs
diminué de fagon constante au fil du temps, un écart notable étant noté entre les scores obtenus aprés six mois par rapport a ceux obtenus au
départ de I’étude (différence moyenne: —5,20, IC 95 %: —0,96 & —9,44, p = 0,02). Si les scores de I'OCBS indiquant des difficultés dans la prise
en charge ont aussi fluctué avec le temps, nous n’avons pas noté de différence générale entre les débuts de I’étude et la période subséquente de
six mois. Enfin, les aspects abordés sur le plan qualitatif se sont avérés conformes a nos observations positives sur le plan quantitatif.
Conclusions: Les résultats de notre étude suggérent donc que le programme FICSS pourrait entrainer une réduction du fardeau imposé aux
aidants naturels et une amélioration de leur mode de vie en dépit de 1’'impact que représente le fait de prodiguer des soins.
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INTRODUCTION

Each year approximately 62,000 Canadians experience a
stroke.! Although the majority of individuals who experience a
stroke are discharged home, many are left with ongoing impair-
ments, such as hemiparesis, cognitive deficits, aphasia, visual
impairments and difficulties with activities of daily living.2 Asa
result of this ongoing functional disability, many stroke survivors
depend on the assistance of a family caregiver to help them meet
their needs.

Owing to the sudden onset of stroke, the role of caregiver
comes unexpectedly and without adequate time to prepare for the
role.® Caregivers must suddenly assist with the stroke survivor’s
day-to-day activities, such as bathing, toileting, mobilization,
meal preparation, transportation and navigating the health care
system.* They often have difficulty coping with the sudden
changes in their roles, the unpredictable nature of stroke recovery
and the variety of impairments experienced post stroke.>® Care-
givers experience increased physical and psychological demands
and consequently have less time to allocate to their own health
needs. The new and unbalanced responsibilities and the lack of
preparation for the role may therefore have negative implications
for the caregiver.7’8 Although education and support programs
may help caregivers cope with the changes in their role, we know
little about the impact of such programs on caregiver outcomes.
The purpose of this paper is to describe the impact of the Family
Informal Caregiver Stroke Self-Management (FICSS) program on
burden and life changes resulting from providing care among
family caregivers of stroke survivors.

LITERATURE REVIEW

The high demands and duration of care required for stroke
survivors can physically and psychologically drain caregivers,
placing them at risk of negative outcomes, such as depressive
symptoms, psychosocial impairment, a decline in physical health
and, more importantly, a decrease in their quality of life.*"3 The
Canadian Stroke Best Practice Recommendations'® contain
recommendations regarding the education and support of family
caregivers. The recommendations focus on: (a) assessing and
preparing family and caregivers for transitions between stages
of care and care settings through information sharing, provision of
education, skills training, psychosocial support and awareness of
community services; (b) completing a comprehensive assessment
of family and caregivers regarding their current health status,
employment and social responsibilities and how these will be
managed in providing stroke care, caregivers capabilities and
experience in providing care to the person affected by stroke,
resource issues and support from other family members, relatives
and social networks; (c) ensuring appropriate referrals to appro-
priate care professionals to address issues identified; (d) providing
support to families and caregivers in hospital and after discharge
to the next stage or setting of care using a variety of modalities
including telemedicine technology; (e) educating families and
caregivers across the continuum of stroke care and (f) providing
families with information regarding peer support groups in the
community and facilitating these connections.

Stroke survivors and their caregivers receive support and
education while in the hospital. However, once the stroke survivor
returns home, caregivers often report not receiving enough train-
ing for their new responsibilities.15 During this transition,
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caregivers may experience difficulty coping and accessing com-
munity services and may lose social support. Therefore, care-
givers require programs that provide additional training to manage
their new roles and the stress associated with those roles, as well
as resources to increase emotional and community support.
Recent literature supports the need for programs to address care-
giver burden and psychological distress of caregivers.'>'>~!7
Interventions targeting caregivers have demonstrated improved
caregiver knowledge, problem-solving, confidence and self-
efficacy and decreased caregiver stress, strain and burden.'® A
systematic review to determine the most effective psychosocial
intervention for family caregivers of stroke survivors compared a
variety of interventions, including individual and group psy-
chotherapy, face-to-face and telephone programs.'® Owing to the
small number of programs in this area, the authors were unable to
determine the most effective intervention. However, they recom-
mend including core skills of problem-solving, coping with stress,
stroke-related education and caregiving skills training programs to
equip family caregivers to face the challenges of caregiving.
Similarly, the Heart and Stroke Foundation of Canada'® empha-
sizes the need for programs that include education for patients and
families related to stroke, including understanding the nature and
causes of stroke, and the promotion of self-management. Although
the needs of family caregivers of stroke survivors are well recog-
nized, they are not well addressed with existing services.

The FICSS was developed to address the unmet needs of
family caregivers of stroke survivors. The pilot program com-
prised four modules including: (a) balancing changing roles and
responsibilities; (b) managing cognitive, perceptual and mood
changes of the stroke survivor; (c) dealing with sexuality and
intimacy and (d) accessing community resources and linkage with
allied health professionals in the community. The program pro-
vided opportunities for caregivers to share their stories and learn
from each other in addition to developing new strategies and
coping mechanisms. The results from a very small pilot evalua-
tion*’ supported the need for an education and support program
for this population and indicated a number of recommendations to
improve the FICSS program, which were integrated into the
design of the current intervention.

METHODS
Study Purpose

The purposes of this study were to (a) evaluate the impact of the
FICSS program on burden and life changes resulting from pro-
viding care among family caregivers of stroke survivors and (b)
describe the perceptions of caregivers related to perceived impact
of the FICSS program and recommendations for program change.

Study Design

A prospective pre-test and post-test study design incorporating
quantitative and qualitative data was used. Quantitative data were
used to assess effectiveness of the program on caregiver outcomes
(a deductive approach), whereas qualitative data were used to
assess the perspectives of participants (an inductive approach)
related to their experiences with the program, perceived impact
and recommendations for change. For the qualitative component,
Sandelowski’s qualitative description approach was used.?!?
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Participants and Setting

A convenience sample of 42 informal family caregivers who
were 18 years or older, spoke English and had been caring for
stroke survivors at home participated in the study. The study took
place within the central south Ontario stroke region, which
encompasses the Hamilton, Niagara, Haldimand, Brant, Waterloo
and Wellington Counties of Ontario, Canada. Recruitment was
undertaken by providing education about the project, email
communication and distribution of flyers to stroke recovery
groups and associations, community support agencies, hospital
outpatient rehabilitation projects, and regional and district stroke
centers. Information about the study was also provided in the local
media, local websites and newsletters of March of Dimes Canada/
Stroke Recovery Canada and VON® Hamilton.

Intervention

The FICSS program consisted of a four-module series con-
sisting of 2 hours weekly small group-guided discussion and
problem-solving sessions. The program was facilitated by a social
worker who provides similar programs for caregivers of people
with dementia and a health promoter specializing in supporting
stroke survivors and their caregivers. The first two modules
focused on: (a) sharing your story and (b) community connec-
tions. Modules 3 and 4 were chosen by participants from the fol-
lowing options: (a) Communication: key for caregivers; (b)
Behavior changes: mood, thought and perception; (c) Stress
management: managing the rollercoaster; (d) Changing roles in
your relationship; (e) Dealing with emotions: anger, grief and loss
and (f) How to be caregiver-smart.

Program objectives were to improve caregiver self-manage-
ment skills and ability to cope. The program was developed based
on a literature review, a series of focus groups with family care-
givers of stroke survivors and a review of existing programs. The
modules include the principles of self-management based on the
Southwest Stroke Region self-management toolkit.*** Eight
groups were offered at various geographic locations across the
region and were composed of 4-7 caregivers (mean = 5). Of the 42
participants who attended the program, 29 (69%) attended all four
sessions, four (9.5%) attended three sessions and nine (21%)
attended two sessions.

Data Collection

Data collection occurred from April 2011 to January 2013.
Baseline demographic and health information related to the care-
giver and stroke survivor were collected using the 24-item Care-
giver Baseline/Stroke Survivor Baseline Questionnaire.'> The
Bakas Caregiving Outcome Scale*> (BCOS) and the Oberst Car-
egiving Burden Scale*® (OCBS) were completed by participants at
baseline (T1), 2 weeks (T2) and 6 months (T3) post-intervention.

The BCOS is a 15-item self-report instrument using a seven-
point Likert scale designed to measure both positive and negative
changes in post-stroke caregiver family life in the areas of social
functioning, subjective well-being and physical health.”> The
original scale was revised to add five additional items addressing
financial well-being, physical functioning, general health, roles in
life and level of energy. The revised scale has demonstrated
internal consistency reliability of 0.90 and a construct validity of
0.66.%> A total scale score ranging from 15 to 105 is created by
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summing the responses for the 15 items, with a higher score
representing a more positive outlook.

The OCBS is a 15-item self-report instrument using a five-point
Likert scale to evaluate caregiver perceptions of the time and diffi-
culty associated with 15 tasks performed in caring for recovering
family members.?® It has been validated in cancer and stroke care-
giver populations.”*?” It demonstrated internal consistency relia-
bility of 0.90-0.94 and validity of between 0.61 and 0.82 in stroke
caregivers.9 Total scores are created for the time and difficulty
subscales by summing across the responses to the 15 items. The
subscale scores range from 15 to 75, with higher scores representing
more time or more difficulty completing caregiving tasks.

Qualitative data related to caregivers’ perceptions of the
impact of the program and evaluation of the program were also
collected. Face-to-face focus groups were conducted at 2 weeks
(T2) and individual telephone interviews were conducted at
6 months (T3) post-intervention. Focus groups and telephone
interviews were audio-recorded and transcribed.

Data Analysis

Quantitative analyses were conducted using SAS version
9.3. Descriptive statistics were calculated for each scale and
subscale at three times (T): T1=baseline; T2=2 weeks and
T3 =6 months. Tests were conducted to confirm normality in the
outcome distributions before the use of repeated measures analy-
sis of variance (ANOVA) to analyze differences over time in the
BCOS and OCBS time and difficulty scores. The significance
level was set at p =0.05. Of the participants, 40 completed the T2
quantitative instruments and 38 completed the T3 quantitative
instruments. Of the 42 included participants, 10 had missing items
on the BCOS scale and 13 had missing items on the OCBS scale,
and the pattern of missing data appeared to be random (arbitrary).
Multiple imputation appropriate for this missing pattern and the
distributional properties of the outcomes were used to create five
imputed datasets.”® Repeated measures ANOVA was performed
on each imputed dataset, and the results pooled to determine an
estimate of overall effect and significance across the five impu-
tations. A complete case analysis (using only participants with a
complete dataset for all outcomes and time points) was performed
as a sensitivity analysis.

Qualitative data were analyzed using Braun and Clarke’s the-
matic analysis approach.” Inductive thematic analysis is a
method of identifying, analyzing and reporting patterns or themes
in the data such that the themes are strongly linked to the data
themselves. We used the six phases of thematic analysis: (a)
familiarizing ourselves with the data through repeated reading of
the transcripts; (b) generating initial codes or ideas about the data;
(c) searching for themes by sorting through the coded data; (d)
reviewing and refining themes; (e) defining and naming themes
and (f) producing the report. Three authors and a student com-
pleted the first five phases, and all authors met to review the
themes and reached agreement on the themes through discussion.

To ensure trustworthiness of the qualitative results, the study
was guided by the accepted principles of credibility, transfer-
ability, dependability and confirmability.>® The analysis team met
frequently to discuss the transcripts, codes and themes and to
validate and reach agreement on the final themes. An audit trail
was maintained, including analytical decisions to ensure con-
firmability of results. Rich study information and quotations were
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provided to facilitate credibility of results and transferability to
similar contexts and populations.

Ethics

Ethics approval was obtained from the Hamilton Integrated
Research Ethics Board (Approval 16-668) and all participants
provided written informed consent.

RESULTS
Description of Participants

The mean age of participants was 61.7 years with a range of
38-84 years (see Table 1). Most caregivers were female (71%),
married (86%) and had completed some college or university

Table 1: Demographic description of caregivers (n =42)

Variable Number (%)
Gender
Female 30 (71.4)
Male 12 (28.6)
Age: mean years 61.7 (range 38-84)
Marital status
Married/common law 36 (85.7)
Single/separated/divorced 6(14.3)
Highest level of education
Less than secondary school 3(7.1)
Completed secondary school 7(16.7)
Completed some college 6 (14.3)
Completed college 10 (23.8)
Completed some university 5(11.9)
Competed university 9(21.4)
Missing 2(4.8)
Income
<$29,999 4(9.5)
$30,000-$39,999 4(9.5)
$40,000-$49,999 5(11.9)
$50,000-$69,999 7 (16.7)
>$70,000 12 (28.6)
Missing 10 (23.8)
Birth place
Canada 33 (78.6)
Other 9(21.4)
Relationship with stroke survivor
Spouse 31 (73.8)
Daughter/son 6(14.3)
Mother/father 3.1
Other 2 (4.8)
Living with stroke survivor: yes 39 (92.9)
Length of time as caregiver: mean number of years 4.6 (range 0.3-22.2)
Receiving community support: yes 19 (45.2)
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education. Most caregivers were spouses of the stroke survivor
and almost all lived with the survivor. Mean number of years as a
caregiver was 4.6 years with a range of 3 months to 22.2 years.

Quantitative Results

Table 2 presents the mean, standard deviation, minimum and
maximum scores for the BCOS and OCBS time and difficulty
subscales at T1, T2 and T3. The trends over time using multiple
imputation were the same as those seen using the complete cases.
The BCOS score increased over time (from T1 to T2 and T2 to
T3), indicating consistently positive caregiver life changes (out-
look) over time. The OCBS time score consistently decreased
over time (from T1 to T2 and T2 to T3), indicating less time spent
on caregiving activities. The OCBS difficulty score fluctuated
over time, decreasing from T1 to T2 and then increasing from T2
to T3, ending with similar scores at T1 and post-intervention (T3).

Table 3 presents the results of the repeated measures ANOVA
analysis pooled across the five imputed datasets. Tests showed
that all outcomes were normally distributed at all three time
points, with the exception of the OCBS difficulty scale at T3. This
constituted a minor departure from normality, thus ANOVA was
considered appropriate for analyzing outcome differences over
time. The BCOS scores increased consistently over time, showing
a significant difference at 6 months compared with 2 weeks (mean
difference: 5.29, 95% CI: 0.30-10.28, p=0.04) and baseline
(mean difference: 7.58, 95% CI. 2.92-12.23, p=0.001). The
OCBS time scores decreased consistently over time, showing
significant differences at 6 months compared with baseline (mean
difference: —5.20, 95% CI. —0.96 to —9.44, p =0.02). The OCBS
difficulty scores decreased from T1 to T2, but then increased from
T2 to T3, resulting in no overall difference from baseline to
6 months. The inconsistent trend over time for this score suggests
that the initial decrease in score was not sustainable over the
6 months, with a return to the initial level by T3. The results
obtained using multiple imputation were similar to those seen in
the complete case sensitivity analysis (data not shown).

Qualitative Findings

Qualitative data analysis revealed five key categories that
describe the participants’ perceptions of the impact and evaluation
of the intervention program. The key categories that emerged
include: (a) establishing connections with other caregivers; (b)
improved self-care; (c) improved coping skills; (d) improved
awareness and use of community supports and (e) improved
quality of life. Participants are identified by number and time
point of data collection.

Establishing Connections with Other Caregivers

Many participants felt that the best part of participating in the
caregiver group was that it provided an opportunity to interact
with other caregivers and to share their personal experiences. As
the stroke survivors were at different stages in their recovery,
some caregivers had more experience and felt able to provide
advice and share their personal experiences and frustrations with
those new to the stroke caregiving role. As one participant men-
tioned, “there is great solace in being with people who are
experiencing the same thing, and a great ability to learn from other
people and to share experiences” (P2, T3). Participants valued the
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g Slele shared understanding they found from the other participants: “Just
to have someone, other people in the same room that have gone
thorough similar things. We have all gone through it differently
but just to have that as a bond that brought us all together” (P9,
T2). Establishing connections with other caregivers was important

Ele|le]law because many participants felt that before attending the group,

% =~ they did not have any support and were alone in their experiences:
= “I come here and I see people dealing with it better or dealing with
it longer than I am ... it makes me feel better that I am not alone.

That’s the key word — you are not alone” (P3, T3).
~| ~1 = The opportunity to be involved in open and honest commu-
£) § § f nication allowed participants to connect with one another, develop

E NS camaraderie and network with other caregivers. One participant

s a ;r 2 explained that as a result of the caregiver support group, they now

ﬁ have friends that they are able to talk to without feeling guilty:
I
= “I have people I can talk to now, just pick up the phone and
E vent if I need to. And you know they understand that it’s just
E é zlgla venting, it’s nothing other than being able to talk to someone
é and not feel guilty about it” (P7, T3).
E § ol n Improved Self-Care
P ES Participants stated that as caregivers they can get lost in their
g = caregiving duties and forget about their own health and personal
2 needs. They explained that since participating in the group, they
e now pay more attention to themselves, feel more valuable as an
§ Nalzls individual and manage their personal health and well-being in a
% @ § ; § more pro-active manner. They felt that the program emphasized the
= §l=lz|s importance of maintaining personal strength, mental wellness and
g =l g|dle overall well-being. They realized the impact of how their health and
g well-being could influence their ability to provide care for the stroke
B survivor and stated that the “maintenance of the caregiver’s health is
- .
2 paramount to the recovery of the stroke survivor” (P27, T3).
2 Through participation in the program, caregivers gave themselves
9 Elxl=lg permission to take care of themselves: “A part of that was giving
% = myself permission to have my own life back™ (P18, T2). Further-
; more, by taking time for themselves, some participants described
g positive changes in their relationships with the stroke survivor in that
§ they had more energy and patience when providing care.
S Elal=]n
2 . =7 Improved Coping Skills
= = Participants perceived that the program resulted in improved
- " coping skills. They stated that they developed “certain ways of
«g = coping with personality changes and that kind of thing in a more
by ~lalel~| g light-hearted way” (P16, T3). One participant described how she
< 2 ? S 5 © now copes with her husband’s stroke by trying to assess, understand
é gl = S\é 5 £ and be more supportive of his triggers and progress in his recovery:
2 (733 ¢
3 < « . . .
7 o One thing that came out of it was to try to assess the dif-
2 Q ferent things that trigger anger or frustration with my hus-
% é pand, and to try and put it into perspective.. One of the p.eopl‘e
2 zl 5 in our group said ‘I always look at each thing and say, is this
é’ ° § £ a big deal or a little deal, and if it was a little deal, then let it
& % “—% ¢ go but if it was a big deal then address it.’... So I have tried to
2@ AR ’ﬁ be more supportive than I was before, and that he is doing
E S é? é‘ﬁ o well, he is progressing and doing well” (P15, T3).

§
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Table 3: Repeated measures analysis of variance results for outcome differences over time (pooled results across five

imputations, n = 42)

Time Time Mean difference t-Statistic p-Value Lower 95% CI Upper 95% CI
(T2-T1, T3-T1, T3-T2)
Bakas Caregiving Outcome Scale
1 2 5.29 2.09 0.040 0.30 10.28
1 3 7.58 3.19 0.001 2.92 12.23
2 3 2.29 0.89 0.380 -2.80 7.38
Oberst Caregiving Burden Scale—time subscale
1 2 -3.22 —-1.45 0.15 1.15 -7.59
1 3 -5.20 -2.40 0.02 -0.96 -9.44
2 3 -1.98 -0.89 0.37 2.39 -6.35
Oberst Caregiving Burden Scale—difficulty subscale
1 2 —4.67 -1.75 0.08 0.64 -9.97
1 3 1.39 0.58 0.56 6.11 -33
2 3 6.05 2.32 0.02 0.88 11.23

A caregiver explained that the group sessions taught her “how
to better manage the stress and negative emotions that seem to be
ever-present” (P27, T3). In some cases, participants improved
their coping skills by realizing that it was okay to ask for help. One
participant described how seeking help from other people reduced
the stress and burden of caregiving:

I think just realizing that I don’t have to do everything, but
it’s also been able to put us in contact with some other cog-
nitive specialists and so that’s another burden that has come
off me, and now we are getting help and from different
venues. And it’s working, and it’s not just all my burden, that
I can sometimes let other people help, and it’s okay to do that
(P25, T3).

Improved Awareness and Use of Community Supports

Most participants expressed that participating in the program
resulted in improved awareness and use of community supports.
Before the program, participants mentioned only having some
information about available community support services, often
feeling like they were “floundering around in the dark, basically
like the blind leading the blind” (P3, T3). The caregiver handbook
and session outlined various services available in the community
and participants felt that this “really shows you what’s out there
[and] the help you could get if you know about it” (P2, T3). One
participant described how her new knowledge of community
supports helped her to better advocate for her mother:

It has had a positive impact on my life as it has given me
information to help my mom. As I have found new knowl-
edge about services and stroke, I am better able to advocate
for my mom and find other information or resources for her
(P18, T3).

Volume 45, No. 6 — November 2018

https://doi.org/10.1017/cjn.2018.335 Published online by Cambridge University Press

Some participants reported actually using the services discussed
in the program. One participant stated that his “wife is receiving
aphasia services learned about through the program” (P8, T3) and
another participant has “used a lot more [home care] services”
(P35, T3). For some participants, the knowledge of existing ser-
vices in itself was seen as valuable: “Even though you might not
want to use some of the services we learned about at this point,
you know they’re out there. It made me more aware of what is
available locally” (P7, T3).

Improved Quality of Life

Finally, most participants felt that their involvement in the
program improved their quality of life. They stated that when they
started to speak up more, they noticed a change in the level of
confidence that the stroke survivor had toward being more inde-
pendent and feeling more empowered.

[My husband] has become more independent because I am
speaking up more, and he is realizing that he can do more
than just call on me for help. So it’s given him a lot more
confidence and opportunities as well. [Also] six months ago |
would have generally suggested let’s do this or this, now [my
husband’s] coming up with suggestions. As a communica-
tion point, it’s more of a partnership again (P4, T3).

As illustrated in the example above, participants also perceived
improved communication and collaboration with the stroke sur-
vivor, ultimately improving the quality of their relationship. One
participant explained that her husband has been more involved in
his own care and that he “has become more proactive at planning
things to do for himself and planning meals and that sort of thing”
(P7, T3). By sharing the responsibility of care and empowering
the stroke survivor to be more independent, the participants and
their survivors not only felt more comfortable with being away
from one another but also the caregiver was able to find more time
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for herself. Participants reported feeling better about themselves
and their situations. These positive changes were associated with
greater feelings of happiness, strength and understanding of
situations:

“Before the program, I felt like ... the light at the end of the
tunnel was a locomotive. I don’t feel quite like that way now
but I understood through this program that I needed outside
help and I'm going for it now. I’'m not the best person yet but
I feel like me is in my grasp now and I am not that horrible
person anymore” (P3, T2).

Program Recommendations

Participants were also given the opportunity to provide
recommendations for future caregiver group sessions. Their
recommendations were related to two categories: (a) program
design and group considerations, and (b) timing and transitioning
considerations.

The most common recommendations by participants were
related to the design of the program. Participants suggested: (a) an
increase in the length of each support group session; (b) an
increase in the number of sessions and (c) a menu of topics related
to stroke caregiving and support that could be selected from by
participants. Participants recommended that the size of each sup-
port group remain small to facilitate an intimate group where they
could openly share their thoughts and concerns. They indicated
that peer support might be an appropriate addition to the sessions,
as they learned from caregivers who had been there before.

The second category of recommendations was related to
appropriate timing of the group to support care transitions. Most
participants felt that offering the program earlier on in the stroke
trajectory, preferably within the first 3-6 months post stroke,
would have had a greater impact on their ability to cope and care
for their stroke survivor. There was a recognition that presenting a
full program when the stroke occurs may be overwhelming to
some caregivers, whereas others may find it very beneficial.
Therefore, it was suggested that the content of sessions be tailored
to the stage of recovery and needs of caregivers. Some participants
recommended offering the program, when the stroke survivor is
still in acute care and/or rehabilitation, as this is when they
experienced the most confusion, anxiety and uncertainty in
regards to the stroke and changes to their daily lives. If informa-
tion on the impact of stroke and support is not available to care-
givers at this point, anxiety and worry can increase and have a
detrimental effect on both the caregiver and stroke survivor’s
ability to cope when they return home. The support group sessions
at this point can provide additional support for the cognitive and
emotional impact that the stroke may have on the caregiver and
the stroke survivor as participants felt that only the physical
rehabilitation was addressed in the hospital and outpatient reha-
bilitation facilities. Participants also recommended that the sup-
port group sessions be offered at various times in the day to
accommodate the scheduling needs of participants.

DISCUSSION

Study findings make an important contribution to our under-
standing of the impact of a new program, FICSS program, on

666

https://doi.org/10.1017/cjn.2018.335 Published online by Cambridge University Press

caregiving outcomes for family caregivers of stroke survivors.
Study results suggest that the FICSS program may result in
reduced caregiver burden and improved life changes resulting
from providing care. Qualitative results suggest that the program
may have positive impacts on caregiver self-care, coping skills,
quality of life, awareness and use of community supports, and
social connections with other caregivers.

Caregiver support and education is a necessity to aid in the
improvement of the transition of care, ease stress and improve
coping strategies for family caregiver of stroke survivors. The
evaluation suggests that the FICSS program has positive, short-
and long-term outcomes for caregivers of stroke survivors. The
study participants also identified that there is a need for an earlier
caregiver intervention while the survivor is in hospital during the
acute and/or rehabilitation phase of recovery.

The FICSS program was delivered in both rural and urban
communities, allowing various caregivers to participate and con-
tribute to the evaluation of the program. Although each group had
its unique dynamics, it was very evident that a strong bond or
connection had developed among the participants in each of these
groups. This finding is consistent with the results of the pilot
evaluation of the FICSS program.”®

Results of this study and the pilot evaluation indicate care-
givers’ desire for small groups of 6-10 participants to enable
sufficient time for all to contribute and actively participate in the
program. It was felt that weekly sessions lasting approximately
2 hours provide sufficient time for discussion. Participants
recommended that the program be extended to an 8-10 weeks
program, thereby allowing time for all of the topics to be pre-
sented. This aligns with the findings of a systematic review
which suggests “a 3-months psychoeducation with eight
sessions might improve the caregivers’ family functioning,
psychological wellbeing and sense of competence, and also
enhance the chance of the stroke survivors remaining at
home”'® (p. 41).

Participants identified that a community setting is preferred
over a hospital or rehabilitation facility. Respite care was available
upon request during this study and was provided for two indivi-
duals. Feedback regarding respite from the participants indicate
that for the most part it was not required and if there was to be a
respite option it should have specific survivor focused program-
ming to make it worthwhile in terms of the effort of bringing the
survivor with them.

There are both similarities and differences in the current
findings compared to literature on other stroke caregiver inter-
ventions. Consistent with our study findings, Cameron et al*'
found improvements in caregiver outcomes (i.e., perceived
social support and mastery) in their feasibility and pilot rando-
mized controlled trial of the Timing it Right Stroke Family
Support Program. This intervention involved an in-person
meeting during acute care followed by six monthly telephone
support calls and a guidebook to address caregiver needs.
Similarly, a systematic review of psychosocial interventions
aimed at improving problem-solving and coping for stroke
family caregivers found a positive influence on caregiver psy-
chosocial well—being.16 Finally, and inconsistent with our
findings, a systematic review of internet-based interventions for
caregivers of stroke survivors found no differences in burden,
problem-solving, health status and social support after the
intervention.>?
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Study Limitations

It is important to acknowledge study limitations that may limit
the ability to generalize results. First, participants were generally
well educated, and had moderate to high levels of income. Most
were born in Canada, were married and a large proportion were
receiving community supports. The mean length of time as a
caregiver was 4.6 years, well beyond an early point in their stroke
caregiving career. Further evaluation of the program is needed
with caregivers from lower socio-economic groups, different
cultural backgrounds, and in an early point in their caregiving
journey. Second, a larger sample would help us to make stronger
conclusions about the effects of the intervention over time, and
their sustainability over the 6 months period. Finally, it is impor-
tant to acknowledge the limitations associated with the design
itself, as a prospective design with a control group would provide
stronger conclusions about the program impact.

Implications for Practice, Education and Research

The combined impact of the information and the social and
emotional support provided through the program will strengthen
caregivers’ ability, not only to self-manage more effectively but
may also facilitate the development of advocacy skills. It is
important to explore approaches to engage these caregivers at the
“right time,” for example, 3-6 months after the stroke, when the
information and the contacts yield the greatest opportunity for
impact on the caregiver and the stroke survivor. The potential role
of a caregiver acting as peer volunteer should be explored further.
Meeting with a peer volunteer who has been successful could help
ground the new caregiver, providing them with a voice that says,
“You will get through this. This can be done.” Programs such as
this should be introduced as an accepted part of the stroke care
pathway such that professionals (neurologists, neuro-care coor-
dinators, family doctors, nurses, therapists and others) recognize
the benefits of such a model of caregiver education and support,
and recommend it as part of the care plan. In order to expand the
reach of this program and to accommodate caregivers who are
physically unable to attend the program due to distance, lack of
respite care or time constraints, technology for ongoing support
such as chat rooms or Skype should be explored.

The program was well supported by the facilitation skills of a
social worker paired with an experienced, trained caregiver. To
facilitate access to the program, it should be offered at various
locations, at various times and throughout the year. The last two
sessions should include strategies to assist caregivers to form on-
going support from within the group, or to transition to other
sources of ongoing support.

Study findings support the need for interventions such as this to
respond to the changing needs of caregivers during the various stages
of stroke recovery from acute care to full community re-integration.
The FICSS program was designed to respond to the needs of care-
givers during the “implementation and adaptation phases” of
Cameron’s Timing it Right framework.'> Programs that address
caregiver needs before discharge of the stroke survivor must also be
considered and could provide information about or linkages to later
interventions such as FICSS. The FICSS program could be incor-
porated into various clinical practice settings outside of the research
study setting. A number of modules of the FICSS program such as
Behavior changes: mood, thought and perception; Stress manage-
ment: managing the rollercoaster; Changing roles in your
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relationship and Community connections could be provided within
the inpatient stroke rehabilitation setting to prepare the caregivers
before discharge by interprofessional team members or by stroke
peer visitors where those programs exist in organizations. This would
support the linkage of caregivers to the full FICSS program after
discharge. Within the community, the FICSS program could also be
provided within outpatient rehabilitation settings for caregivers to
attend while stroke survivors receive their outpatient rehabilitation, to
support the development of stroke caregiver peer support programs
or as an adjunct to the Living with Stroke Programs to provide
support to stroke caregivers.

CONCLUSIONS

Study results suggest that the FICSS program has positive
impacts on caregivers including lower burden, improved outlook
and improved perceived quality of life, coping skills and con-
nection with other caregivers. Although the participants felt that
the program should ideally be offered early in the caregiving
journey, all felt it was beneficial for caregivers at any stage in the
caregiving experience. Recommendations were made to increase
the length of each session and the number of sessions, to offer the
program at various times during the day to facilitate participation,
and to have an experienced caregiver co-facilitate the session.
Further research is required to evaluate the program using a more
rigorous design and larger sample, and to explore the impact of
different modalities to provide the program.
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