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Abstract

Background: People post-stroke are at risk of not being able to participate in valued activities. It is important that
rehabilitation professionals prepare people post-stroke for the transition home and provide needed support when
they live at home. Several authors have suggested that members of the broad social network should play an active
role in rehabilitation. This includes informing them about the importance of activity (re)engagement post-stroke and
learning strategies to provide support. It is not clear when and how the broad social network can best be equipped
to provide adequate activity support. This study aimed to explore stroke professionals’ perspectives on strategies
that establish a social network that supports activity (re)Jengagement of people post-stroke, when strategies are best
implemented, and the factors that influence the implementation of these strategies.

Methods: Two focus groups were executed. Content analysis was used to analyze the transcripts of the recorded
conversations.

Results: Eighteen professionals with various professional backgrounds and roles in treating people post-stroke
participated. Strategies to establish a supportive social network included identifying, expanding, informing, and
actively engaging network members. Working with the network in the immediate post-stroke phase was regarded as
important for improving long-term activity outcomes. Participants expressed that most strategies to equip the social
network to support people post-stroke need to take place within community care. However, the participants expe-
rienced difficulties in implementing network strategies. Perceived barriers included interprofessional collaboration,
professional knowledge, self-efficacy, and financial structures.

Conclusions: Strategies to involve the social network of people post-stroke are not fully implemented. Although
identifying members of a social network should begin during inpatient rehabilitation, the main part of actively engag-
ing the network will have to take place when the people post-stroke return home. Implementing social network
strategies requires a systematic process focusing on collaboration, knowledge, attitude, and skill development.

Keywords: Stroke, Rehabilitation, Informal Caregiving, Social Network, Valued Activities, Interprofessional
Collaboration, Implementation Strategies

Background

Stroke can lead to a loss of independence; it also places a
huge financial burden on countries and is a major cause
of mortality [1]. People who have strokes tend to be less
able to engage in the activities they valued doing before,
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such as their social, family, or leisure activities [2—4].
Engagement in valued activities is associated with higher
levels of well-being and quality of life [5-7]. However, in
the long run, people post-stroke find it difficult to main-
tain the skills they acquired during rehabilitation [8, 9].
Months to years after the stroke, the majority stopped
participating in their most valued activities [3, 10, 11]
and are at risk to become homebound and sedentary.
Social relationships are more difficult to sustain [12, 13]
which may result in social isolation [14—16].

To ensure that people post-stroke can maintain their
activities and social relationships in the long run, it is
important that rehabilitation professionals prepare peo-
ple post-stroke for when they return home and give
them the necessary support [9, 17]. Several authors have
suggested that members of the broad social network
(extended family members, friends, neighbours, or col-
leagues) should play an active role in the early phase of
rehabilitation and that they should be taught how to
provide adequate ‘activity support’ [18—22]. Members of
the network should be informed about the importance
of activity (re)engagement post-stroke and learn sup-
port strategies [18, 19, 22, 23]. This can improve activity
re-engagement as a paramount rehabilitation outcome
[18-20, 22], and ease the burden on the primary
caregiver [24].

It is not clear when and how the broad social network
can be best equipped to provide adequate activity sup-
port. During inpatient rehabilitation, most patients and
caregivers are not aware of the risk of loss of engagement
in valued activities and do not want to burden or engage
their social network [25]. Also, because of rising health-
care costs, the length and intensity of inpatient rehabili-
tation trajectories is downsized. Care delivery is shifting
from specialized inpatient care to home-based services
and informal caregiving [26-28]. So besides knowing
how the social network can be equipped to provide sup-
port, this transition asks for specific implementation
strategies that support integrated rehabilitation and com-
munity care. Contextual determinants need to be identi-
fied and implementation strategies need to be developed
to support the implementation of social network strate-
gies. The CFIR (Consolidated Framework for Implemen-
tation Research) can help in this regard [29] because its
comprehensive and multifaceted nature matches the
complexities of transformative interventions [30].

Methods

Aim

The present study aimed to: (1) identify, based on the
experiences and insights of stroke professionals, strate-
gies that appear to be effective in optimising the abil-
ity of the broad social network members to support the
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activity (re)engagement of people post-stroke; (2) under-
stand when these strategies are best implemented; and
(3) recognize the factors that hinder or facilitate such
implementation.

Study design

The present study employed a constructionist epistemol-
ogy. The constructionist epistemology theorizes that real-
ity is socially constructed, which implies a unique view of
the world for each person in line with someone’s percep-
tion and description of themselves and their reality [31,
32]. We used focus group meetings to construct profes-
sionals’ perspectives about strategies that could establish
a supportive social network and factors that may influ-
ence implementation. We anticipated that focus group
meetings could maximise the exploration of different
perspectives and would therefore lead to more in-depth
insights than individual interviews.

Setting

This study was conducted with medical and allied health
professionals from hospitals, rehabilitation centers and
community care centers in the Netherlands.

Participants recruitment

Convenience sampling was used. Medical and allied
health professionals known in the research group net-
work, were invited to participate if they had at least
2years of experience working with people post-stroke.
One of the authors (S]) contacted the individuals and
informed them of the study aims and procedure, guaran-
teed anonymity and confidentiality regarding data man-
agement and possible publication, and used snowball
sampling to gather other recruits.

Data collection

The data were collected during the focus group meetings
which were held at the HAN University of Applied Sci-
ences, a neutral and unfamiliar location for most of the
participants.

The participants were asked to give written informed
consent to the audiotaping of the meetings. An interview
guide, developed by the research group during three con-
sensus meetings, was used. The questions were nondi-
rective and open-ended (Appendix 1) [33]. The research
group consisted of five experts from different allied
health professions. They were all trained as clinicians and
academics and had extensive experience of working with
stroke survivors in a clinical setting.

Because the participants were unfamiliar with the loca-
tion and each other, it was important to ensure they felt
comfortable. They were asked to provide examples of
instances in which social network members facilitated
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or hindered the activity (re)engagement of people post-
stroke. Next, they were asked to consider the study’s key
questions, which related to strategies that establish a sup-
portive social network during inpatient and community
rehabilitation and to factors that influence the implemen-
tation of these strategies.

The meetings were moderated by a researcher (DV)
who had experience in moderating focus group discus-
sions. When appropriate, she asked the participants
to elaborate on their answers. Another researcher (SJ])
asked additional questions when required. Once all the
information had been collected a research assistant (KB)
provided a brief summary. Finally, DV asked whether
anything had been missed.

Data analysis

The audiotape recordings were transcribed verbatim.
Each participant was assigned a person-specific ID num-
ber on the transcripts to assure anonymity. To identify
key issues and patterns, DV and KB carried out a con-
ventional content analysis [34] using Atlas.ti version
7.5.2. This type of analysis is used to extract information
without the imposition of preconceived categories or
theories [34]. The researchers DV and KB independently
analyzed the data through a line-by-line review of the
transcripts and identified the text units that related to the
influence of the social network, the strategies that could
establish a supportive social network and factors that
might negatively or positively impact their implementa-
tion. The highlighted text units were then coded using
open coding [34]. Codes referring to the same key issue
were grouped, allowing distinct categories to emerge. A
discussion between researchers (KB, DV, SJ) was held to
establish a consensus on codes and categories, and these
were presented to the research group who then came to
a consensus on overarching themes. Data relating to the
factors that might influence the implementation of strat-
egies were categorised within the domains of the CFIR by
DV and ES [29].

Results

Thirty-four professionals were approached via e-mail
or phone. Eighteen professionals (with an average of fif-
teen years of experience with stroke care) agreed to par-
ticipate. A workable and effective focus group generally
encompasses up to ten participants [35]. Two focus group
meetings (of nine participants each) were planned. Par-
ticipants were allocated to one of the two groups based
on their date and time preferences. When no preference
was reported, the participant was allocated to the less
heterogeneous group. This ensured the maximum pos-
sible heterogeneity within the groups and homogeneity
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between the groups. Table 1 shows the characteristics of
the participants.

The participants mentioned a variety of possibly effec-
tive strategies, some of which were already in use and
others that could be implemented or developed. Then
they discussed when, how and under what circumstances
the strategies could be introduced. The CFIR constructs
were used to summarise the various factors that might
influence implementation.

The mentioned strategies to equip the social network
to support people post-stroke relate to: identifying and
expanding the network, informing the network, and acti-
vating network support (Table 2).

Strategies to identify and expand the social network

The participants agreed that it was first necessary to iden-
tify the members and characteristics of the network. In
the experience of one participant (a social worker), using
a ‘network map’ that visualizes the members and discuss-
ing what they can contribute, makes it easier for people
post-stroke to ask for support. The participants believed
this could prevent burden on the primary caregiver(s)
and should be implemented as soon as possible after the
individual experienced the stroke.

“Often, people do not see the skills that are available
within their network. However, when you look at it
[i.e., the network map] together, it makes someone
less hesitant about asking family members, friends or
others for help” (Social worker, rehabilitation centere)

Table 1 Demographic data and characteristics of focus group
participants

Group 1 (n=9) Group2(n=9)

Age (years) Average 40.2 44.8
Range (min-max) 26-60 31-58
Years in practice Average 144 16.5
Range (min-max) 2-30 2-30
Gender (n) Male 2 (22%) 1(11%)
Discipline (n) Social worker 1(11%) 0 (0%)
Nurse 2 (22%) 2 (22%)
Physical therapist 4 (44%) 3(33%)
Speech therapist 1(11%) 1(11%)
Occupational 1(11%) 3(33%)
therapist
Setting (n) Community care 2 (22%) 1(11%)
Rehabilitation 0 (0%) 2 (22%)
center + com-
munity care
Rehabilitation 1(11%) 5 (56%)
center
Hospital 6 (67%) 1(11%)
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Some participants pointed out that visualising a net-
work clarifies whether measures should be taken to
expand the network. For instance by encouraging peo-
ple to reactivate former relationships or undertake (new)
activities with others.

Although one of the participating social workers
assured the group that no specific knowledge or expe-
rience was required to map a social network, several
participants felt insecure about how to do it them-
selves. Some of the participants from both inpatient
and community rehabilitation said they did not have
the time.

“Dutch health insurance actually requires commu-
nity nurses to map the network as part of the intake
procedure. However, during the first visit, 1 talk
about the client’s concerns, which usually takes a lot
of time. So I need to set priorities and focus on their
initial request for help” (Community nurse)

The participants who worked in inpatient settings
said that they could screen the network for crucial
signs of vulnerability before discharge, for instance by
asking the person post-stroke or a close loved one to
fill out a questionnaire about the network’s characteris-
tics. Based on these outcomes, community profession-
als could then decide whether actions concerning the
social network are necessary and if so, how they should
be prioritised. The participants working in community
care welcomed this suggestion. They felt that currently,
network information gathered during inpatient care
was often not shared, which made it difficult for them
to know whether the capacity of the social network
was sufficient for it to support activity (re)engagement
post-stroke.

Strategies to inform the network
Although most of the participants were not used to
working with a broad network during rehabilitation, they
acknowledged the importance of informing the network
and thought this should start in the early phases of reha-
bilitation. Several participants stated that they regularly
organised group and individual education sessions in
which they provided information about stroke and its
situation-specific consequences. During these sessions,
people post-stroke were encouraged to play an active
role by sharing their experiences and support needs.
Although the participants said that network members
expressed little interest in pre-discharge sessions, the
ones that took in the home environment were often well
attended and well received.

The participants had observed that the need for infor-
mation tended to increase over time amongst network
members.
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“During rehabilitation, clients and network mem-
bers are given a lot of information and you might
think they had enough. However, after inpatient
rehabilitation, they experience new problems at
home [so additional information is needed]. Group
training over several sessions addresses this issue”
(Speech therapist, hospital)

The participants mentioned several professionals who
could play a role in informing the network after dis-
charge, such as community or stroke nurses. Because
people post-stroke and their networks are subject to
change over time, they also expressed the need for long-
term follow-up and support. Organising follow-up care
seemed especially important because contact with people
post-stroke and their network can be easily lost. The par-
ticipants thought that general practitioners and practice
nurses should extend their reach and focus on the net-
work of people post-stroke.

“The general practitioner or practice nurse could
explain the importance of having a [strong] network
and ensure that it is able to cope and provide sup-
port. In the end, a supportive network will also save
them time” (Community nurse)

Participants suggested that in more severe cases, a
personal case-manager is warranted. This role was often
played by community social workers, who coached peo-
ple post-stroke on how to deal with day-to-day situations.

“I go wherever it is necessary to go. If a client has run
away angry from their children’s day care center, I go
there and explain [...] so the people there will under-
stand.” (Community social worker/case manager)

The participants mentioned that they regularly use
technologies, such as communication apps, to inform
network members. These could be used to share photos
and information. They suggested that e-health courses
tailored to the specific information need(s) of the person
post-stroke and their network could be developed.

Strategies to activate network support
The participants stated that rehabilitation profession-
als should not only inform the social network but also
show them how to facilitate activity (re)engagement and
encourage them to play an active role.

“.. just inviting them to practise with the person
post-stroke, letting them experience what the per-
son is still capable of, familiarizing them with dif-
ferent ways of communicating, showing them how
to swallow or stand, in other words, actively joining
in rather than just watching or listening” (Physical
therapist, rehabilitation center)
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The participants who work in inpatient rehabilita-
tion bemoaned the fact that they had limited options to
actually work with the broad network. Also, privacy leg-
islation hindered the sharing of patient-specific informa-
tion beyond the person post-stroke and their primary
caregiver. The participants had found that people post-
stroke seemed to be unaware of the support they might
need after discharge. As a result, they may not under-
stand why their network members need to play an active
role in the early phases of rehabilitation.

“Before discharge, people often expect everything
to turn out all right in time. Asking others for sup-
port is like admitting you may not fully recover from
stroke” (Occupational therapist, hospital)

Because the participants encountered barriers when
working with the broad network during inpatient reha-
bilitation, they suggested that working with the social
network should take place mainly at home. This could
involve providing a personal ‘buddy’ during the early
stages of the rehabilitation trajectory. This buddy could
support the person post-stroke through each phase,
gather and process information and inform the rest of
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the network if necessary. The participants suggested that
the buddy could be a network member one step removed
from the immediate family, a volunteer, or a person post-
stroke peer.

In general, the division of tasks between different pro-
fessionals with regard to working with the network was
seen as unclear. Also, the participants felt hindered in
actively engaging the social network because hours spent
working with them are hardly or not financed at all.

Implementing social network strategies

Several factors that might facilitate or hinder the imple-
mentation of network strategies were mentioned. They fit
well into the following CFIR domains: (1) the interven-
tion; (2) the outer setting; (3) the inner setting; (4) the
individuals; and (5) the process (Fig. 1) [29]. Our study
shows that, concerning the first domain, participants
perceived that including the broad social network has
good potential. Further development will still be needed
including adaptability to different settings and financ-
ing of costs to execute the strategies. The outer setting
(health policies) and the inner setting (the profession-
als’ own organisations) should facilitate professionals

Outer setting

network.

Health policies should facilitate
professionals in engaging the social

Characteristics of individuals
e People being hesitant about asking the broad
the implementation of strategies.

and learn how to apply network strategies.

network for support should be considered during

e Professionals have to become more self-efficacious

Fig. 1 Factors influencing the implementation of network strategies per CFIR domain. Adapted from Khan [36].

Eo Intervention
—J characteristics

Including the broad social
network has good potential.
Further developmened is
needed regarding:

- adaptability to different
settings;

- financing of costs to execute
the intervention.

Engagement
of multiple
stakeholders
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in engaging the social network. Further action is also
needed with respect to the fourth domain because people
post-stroke and their primary caregivers are often hesi-
tant about asking their broad network for support during
rehabilitation. Finally, the professionals involved have to
become more self-efficacious and learn how to apply net-
work strategies. Implementing them requires the engage-
ment of multiple stakeholders because barriers exist at
multiple levels.

Discussion

The present study examined the attitudes of stroke reha-
bilitation professionals towards strategies to engage the
broad social network in enhancing activity resumption
of people post-stroke. The participants suggested several
strategies to identify (the characteristics of) the network,
to inform social network members and to actively engage
them. As has been noted, some of these strategies were
already in used, while others could be implemented or
developed. Several factors that seemed to facilitate or
hinder the implementation of network strategies were
mentioned. Our and previous studies shows that the
restricted financing [28, 37] and the hesitation of people
to involve the broad social network during rehabilita-
tion [25], hinders the implementation of social network
strategies. According to Jellema et al., people are hesitant
because they expect the person post-stroke to resume
activities after discharge without help from others [25].
A study shows that, when family members are actually
included, people post-stroke and their family members
are positive about the process and results of rehabilita-
tion [38]. Implementation of social network strategies
should therefore include the participation of people post-
stroke and network members. Also, the implementation
of strategies to improve the quality of care calls for pro-
fessionals and their organisations to collaborate and com-
municate more closely, allocate specific tasks to network
members, and create a shared vision and goals [39, 40].
According to Maclnnes et al,, co-designing and imple-
menting integrated care can bring professionals together,
strengthen relationships and help to understand each
other’s roles and responsibilities [40]. Although imple-
menting network strategies will entail extra costs, it will
save costs in the long run. After all, if people post-stroke
can resume their lives and continue to engage in activities
they value, caregivers will be less burdened and unnec-
essary secondary costs may be avoided. Implementing
social network strategies requires a systematic stake-
holder-shared process of change that focuses on knowl-
edge, greater awareness, a shift in attitudes, and skills
development. Engagement of social members during rou-
tine stroke inpatient and community rehabilitation will
then make activity re-engagement post-stroke more likely.
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Strengths and limitations

Because the study participants (including the focus group
moderator) were familiar with different aspects of post-
stroke rehabilitation, a range of perspectives could be
collected. The use of a focus groups can give rise to opin-
ion contamination. However, in the present case, the par-
ticipants reported their thoughts, without any suspicion
that their expertise was being questioned. While a vari-
ety of professional perspectives were gathered, those of a
psychologist or general practitioner were not. However,
since the participants worked as part of multidiscipli-
nary stroke teams that included psychologist and general
practitioner, we concluded that their contributions were
sufficiently valuable to continue with the study. In further
research, the opinions of psychologists and general prac-
titioners would certainly be worth seeking out, especially
when building a collective vision of social network strate-
gies and making these strategies part of coordinated, rou-
tine, long-term integrated stroke care.
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