Taylor & Francis
Taylor & Francis Group

Disability and Rehabilitation

ISSN: (Print) (Online) Journal homepage: https://www.tandfonline.com/loi/idre20

What is important in supporting self-management
in community stroke rehabilitation? A Q
methodology study

Julie Duncan Millar, Helen Mason & Lisa Kiddon behalf of the IMPETUS
Research Team

To cite this article: Julie Duncan Millar, Helen Mason & Lisa Kiddon behalf of the IMPETUS
Research Team (2023) What is important in supporting self-management in community stroke
rehabilitation? A Q methodology study, Disability and Rehabilitation, 45:14, 2307-2315, DOI:
10.1080/09638288.2022.2087766

To link to this article: https://doi.org/10.1080/09638288.2022.2087766

© 2022 The Author(s). Published by Informa E View supplementary material (&
UK Limited, trading as Taylor & Francis

Group.
@ Published online: 25 Jun 2022. Submit your article to this journal (&
o A
il Article views: 1286 h View related articles &
@ View Crossmark data &' @ Citing articles: 2 View citing articles (5
CrossMark

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalinformation?journalCode=idre20


https://www.tandfonline.com/action/journalInformation?journalCode=idre20
https://www.tandfonline.com/loi/idre20
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/09638288.2022.2087766
https://doi.org/10.1080/09638288.2022.2087766
https://www.tandfonline.com/doi/suppl/10.1080/09638288.2022.2087766
https://www.tandfonline.com/doi/suppl/10.1080/09638288.2022.2087766
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2022.2087766
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2022.2087766
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2022.2087766&domain=pdf&date_stamp=2022-06-25
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2022.2087766&domain=pdf&date_stamp=2022-06-25
https://www.tandfonline.com/doi/citedby/10.1080/09638288.2022.2087766#tabModule
https://www.tandfonline.com/doi/citedby/10.1080/09638288.2022.2087766#tabModule

DISABILITY AND REHABILITATION
2023, VOL. 45, NO. 14, 2307-2315
https://doi.org/10.1080/09638288.2022.2087766

Taylor & Francis
Taylor & Francis Group

a OPEN ACCESS ‘ N Checkforupdates‘

RESEARCH PAPER

What is important in supporting self-management in community stroke
rehabilitation? A Q methodology study

Julie Duncan Millar®* ), Helen Mason® and Lisa KiddS; on behalf of the IMPETUS Research Team

2School of Medicine, Dentistry & Nursing, College of Medical, Veterinary & Life Sciences, University of Glasgow, Glasgow, UK; Yunus Centre for
Social Business and Health, Glasgow Caledonian University, Glasgow, UK; “School of Health & Life Sciences/Research Centre for Health,
Glasgow Caledonian University, Glasgow, UK

ABSTRACT

Purpose: Supported self-management (SSM) is an important part of adapting to life after stroke however
it is a complex concept. It is unclear what SSM in stroke consists of or how stroke survivors, families, and
clinicians can most effectively work together to support person-centred self-management. In this study,
we aimed to explore what was most important in making SSM work in community stroke rehabilitation.
Methods: We conducted a Q-methodology study with stroke survivors (n=20), community-based stroke
clinicians (n=20), and team managers (n=238) across four health boards in Scotland, United Kingdom.
Participants ranked 32 statements according to their importance in making SSM work. Factor analysis was
used to identify shared viewpoints.

Results: We identified four viewpoints: (i) A person-centred approach to build self-confidence and self-
worth; (ii) Feeling heard, understood, and supported by everybody; (iii) Preparation of appropriate resour-
ces; and (iv) Right thing, right place, right time for the individual. Important across all viewpoints were: a
trusting supportive relationship; working in partnership; focusing on meaningful goals; and building
self-confidence.

Conclusions: Differing views exist on what is most important in SSM. These views could be used to
inform quality improvement strategies to support the delivery of SSM that considers the preferences of
stroke survivors.
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» IMPLICATIONS FOR REHABILITATION

e Clinicians should be aware of their own viewpoint of supported self-management and consider how
their perspective may differ from stroke survivors’ and colleagues’ perspectives of what's important
to support self-management.

e Working in partnership with stroke survivors plus developing a trusting and supportive relationship
with them are core components of supporting self-management in the longer term after stroke.

e Building a sense of self-worth and self-confidence, a focus on meaningful goals, training and support
for staff, and tailoring support to people’s needs at the right time are important considerations for
supporting longer-term engagement in self-management.

Introduction does not consistently address stroke survivor's self-management
needs or priorities. Also, the implementation of SSM is variable
across different geographical and organisational contexts of
community-based stroke rehabilitation [12-14]. The impact of
the global pandemic is likely to have compounded unmet self-
management needs [1].

Interpretation of SSM has ranged from SSM being viewed as

compliance with professional advice or treatment plans, to being

There are currently 1.3 million stroke survivors in the UK [1], and
over 80 million stroke survivors worldwide [2]. The complex and
enduring physical, cognitive, and psychosocial consequences of
stroke require effective long-term support across inpatient and
community settings [3-5]. SSM is a core component of policies
and frameworks on long-term condition management across the

UK and internationally, and is a recognized, multidisciplinary
approach for supporting people after stroke [6-8]. SSM has been
found in clinical trials to improve quality of life, disability, and
self-efficacy amongst stroke survivors [9-11]. Despite the import-
ance of SSM, evidence shows that the provision of SSM in practice

seen as a more collaborative approach centered around the per-
son’s needs [15,16]. Our previous research suggests that such dif-
ferent interpretations are likely to contribute to the variation in
SSM  provision in community rehabilitation settings [16].
Furthermore, confusion remains about what SSM in stroke is,
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where it fits in the life after stroke pathway and how best to
deliver SSM that meaningfully addresses stroke survivors’ longer-
term needs [16,17]. Thus, whilst there is evidence to suggest SSM
is effective, challenges in its implementation in practice [18] mean
that stroke survivors can continue to report unmet needs in the
longer term after stroke.

We designed a realist evaluation study to understand more
about how SSM is implemented and what makes it work in differ-
ent settings of community stroke rehabilitation [19]. An
embedded Q-methodology study was undertaken in the first
phase of the realist evaluation study to explore the views of
stroke survivors, clinicians working in stroke community teams,
and managers of community teams to identify how SSM is under-
stood by them and their perceptions of what is important to
make SSM work in community stroke care. The findings from the
Q-methodology study are reported in this paper and help to offer
an understanding of what SSM involves and what is required in
facilitating the delivery of consistent, tailored, and sustainable
SSM in community stroke care.

Material and methods
Combining realist evaluation and Q methodology

Realist evaluation is a form of theory-driven evaluation that aims
to derive a deeper understanding of how, why, and for whom
interventions or programmes work [20-22]. In a realist evaluation,
programme theories, or hypotheses, are developed about how
interventions or programmes are proposed to work which are
then empirically tested (confirmed, refuted) and refined using the
best available evidence [23]. Since the concept of SSM in stroke is
still largely ill-defined, a Q-methodology was seen as a valuable
approach in the early phases of the realist evaluation study to
offer insights into what was important in relation to SSM and to
help develop and prioritise the range of ideas underpinning the
programme theories, about how SSM works. Figure 1 demon-
strates how the Q-methodology was embedded into the larger
realist evaluation study [19].

Study design

Q methodology is a mixed method approach that combines quali-
tative and quantitative techniques to study subjective opinions or

beliefs [24]. Q methodology allows us to identify and describe the
shared viewpoints that exist on a topic, revealing areas of consen-
sus and disagreement; in this case, the topic is SSM after stroke.
Q methodology has been described in detail elsewhere [24,25]
but the main stages in the design of this Q study are described
here. A Q study is characterised by two key stages (1) data collec-
tion in a Q sort which involves the rank ordering of a set of state-
ments called a Q set and (2) factor analysis to identify patterns of
similarity between Q sorts [24,25].

Data collection

Q set statement development

The Q set was generated from the literature and expert opinion
that informed the overarching realist evaluation’s initial pro-
gramme theories about how SSM may work; 32 statements were
included in the final Q set ensuring coverage and balance across
all initial programme theories. The Q sort was piloted by the pro-
ject research, and patient and public involvement teams with no
changes needed. The final Q set of statements is presented in
Table 1.

Participants

Four research sites were purposively selected to include sites with
different organisational structures and service delivery models for
SSM in stroke. The four sites each covered different geographical
areas of Scotland including remote and rural, and metropolitan
communities with caseloads offering a range of sociodemographic
backgrounds. At each site participants were identified and first
approached by a local collaborator (a stroke clinician or service/
clinical network manager based on each site) based on the fol-
lowing criteria:

e adult stroke survivors six months or longer post-stroke who
had been offered, received, or engaged with SSM services.

e clinicians of any multidisciplinary profession who were
involved in the delivery or provision of community-based
SSM services for stroke.

e managers or clinical team leads who had strategic responsi-
bility for the organisation and delivery of community-based
rehabilitation services including stroke in one of the cases
study sites.

@ Y [ \
Literature search Resliss Infarimed
) Q-methodology interviews &
on SSM in stroke
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Finalised
programme
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Figure 1. Q methodology study informing programme theory development and testing within the IMPETUS realist evaluation.



Table 1. Q set and factor scores.
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Factor

# Statement F1 F2 F3 F4
1 Being able to reflect on what works well and what doesn’t work well 2 — 3k 3% 1

2 Addresses multiple health problems not just stroke 0 1 -2 -3

3 Power and decision making is shared equally between professionals and stroke survivors 2k 1 2 2

4 Fosters hope 2%% —4x* -1 -2

5 Provides help to manage physical impact of stroke —1* 3¥* -2 -2

6 Working in partnership -1 -2 0 -1

7 Understanding the person and their needs 2 3 — ¥ 3

8 Being able to get support from a wide range of local and community organisations —2% 2% 4% 0*
9 Focuses on personally meaningful goals 4 0** 2 2
10 Provides help to manage emotional impact of stroke 3 3% 2 0**
1 Trusting, supportive relationship 1* 0 1 0
12 Being able to get support online —4 —4 —1** —4
13 Sharing and learning from each other 1 -2 1 -2
14 Having adequate resources —2¥* 1 ¥ 1
15 A safe space to learn and practice what works and doesn’t work -2 -2 1* -1
16 Builds self-worth and self-belief 3k 0 0 2
17 Having dedicated time for self-management -3 -3 3k 0**
18 Provision of support as and when it is needed 1k -1 -2 4%%
19 Feeling supported and cared for 0 4%% 0 -1
20 Seeing how others in the same boat are doing 0* -1 -2 —3*
21 Professionals decide what is best for the stroke survivor —4 — 2k —4 —4
22 Support is tailored to the individuals needs 2% -1 1 3%
23 Everyone has a clear role to play -3 0 —4 -1
24 Being listened to 3¥* 4% 0** 1
25 A leader or a champion -3 -3 0** -3
26 Support from family and friends -1 2 -1 2
27 Professionals have the appropriate preparation and training for SSM —1** 1 2 4%%
28 Flexibility and freedom to decide what works best for me 0 2 —3¥* 0
29 Part of routine stroke care 1¥* -1 4¥% -2
30 SSM is valued and understood by everyone 0 0 — 3k 3K
31 Ability to work in a different or creative way to overcome challenges 0 0 -3 0
32 Builds confidence in own abilities and skills 4% 2 0 1

Distinguishing statements marked with *significant at p < 0.05 ** significant at p < 0.01; Statements in italics are consensus statements that do not distinguish

between any two pairs of factors at p < 0.05 level.

Participants were issued with an information sheet and a verbal
explanation which included information about the research,
including how we defined supported self-management. Potential
participants submitted an expression of interest by mail, email, or
telephone to one author (JDM) and were then screened to ensure
they could provide informed consent and that they met the inclu-
sion criteria. Eligible participants were then consented to inclusion
and data collection was undertaken by one author (JDM), a physio-
therapist with 10 years’ clinical and 8 years of research experience
with stroke survivors. Participants were purposively sampled to
seek differing views and experiences of SSM following stroke; the
aim was to identify 12 participants in each study site (n=48).
Sample sizes were appropriate to the design of the study since in
both realist and Q-methodology studies sample selection does not
aim to achieve representativeness or saturation but aims to cover
a range of views and contexts that might be relevant to the topic
and the programme theories within the study [26-28]. The sample
sizes in the current study were informed by the numbers of poten-
tially eligible stroke survivors in each case study site, the number
of clinicians and managers working in community teams at each
site, and the timelines for completion of the project.

Q sort

The Q-methodology study was undertaken before the Covid-19
pandemic. The Q sorts were administered in a face-to-face inter-
view for stroke survivors and managers, and a focus group for clini-
cians. Written informed consent was obtained before starting. Basic
demographic data were collected: for stroke survivors this was age,
sex, time since stroke, level of stroke disability using the modified
Rankin Scale (mRS), cognition using short form Montreal Cognitive

Assessment (MoCA), and language impairment using the National
Institutes of Health Stroke Scale (NIHSS) language section; for clini-
cians, this was team setting, length of time working in community
and work with stroke survivors; and for managers, this was the
length of time managing community teams and types of teams. To
ensure participants had a good understanding of the topic, before
the Q sort, participants were given a brief explanation about sup-
ported self-management and the research aims. Participants were
then issued with a showcard to refer back to throughout the ses-
sion. The showcard contained a description of supported self-man-
agement, the brief aims of the research, and the Q questions. In
the Q sort, participants were asked “What is most important to
making SSM work from your perspective?” Participants were then
given the pack of 32 Q set statement cards to read and were asked
to sort each of the cards into one of three initial piles: “most
important,” “important,” “least important.” The participant was
then guided to refine these initial piles and rank order each state-
ment onto the Q-grid (see Figure 2) from “most important” (+4 on
the grid) to “least important” (—4 on the grid). Following the com-
pletion of the Q sort, the participant was asked open-ended ques-
tions about the statements placed in the +4 and —4 positions on
the grid; for interview participants (stroke survivors and managers)
this was asked verbally, and for focus group participants (clinicians)
this was asked on paper since participants completed the Q sort at
different times. All participants were asked “Is there anything else
that you want to tell me about any of the statements in relation to
what is important to making SSM work for you?” on the grid as
well as general questions about the overall Q sort. These interviews
were audio recorded to assist in the analysis. Field notes were
taken and referred to during analysis if needed.
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4 3 2 1
Most important

Figure 2. Q grid.

Data analysis

The Q sort data was entered into PQMethod [29] and the data
files were imported into KenQ [30] for factor analysis. In the case
of Q methodology, factor analysis uses the correlation matrix and,
through the factor extraction and rotation process, determines
from it how many basically different ways the Q statements are
organised and thus how many different composite Q sorts (fac-
tors) there are [31]. Factors are essentially a Q sort (known as a
factor array) which best represents the configuration of a Q state-
ment by participants who have created very similar Q sorts [32].
This factor array is determined based on factor scores which are
an average of the scores (i.e, +4 to —4) given to a statement by
all of the Q sorts which are highly correlated with factor. These
scores are then weighted to reflect that some Q sorts are more
highly associated with a factor than others [31].

There are several factor extraction and rotation techniques
that exist, but in Q methodology it is typical to use centroid
factor analysis followed by varimax rotation, and this process
was performed for this study, further details on factor analysis
methods in Q methodology can be found in Watts and
Stenner [32]. Factors were retained for interpretation and
examination considering Eigen values, explained variance and
the number of participants with significant factor loadings for
each factor as well as the post Q sort qualitative comments.
Interpretation of the factors was holistic, looking at the place-
ment of each statement in relation to each other to identify
and describe a coherent narrative for each factor. Attention
was given to statements in the outer tails of the grid which
are most salient to participants as well as distinguishing state-
ments, which are those with a significantly (p <0.01) different
position in the composite Q sort of a factor as compared to
the other factors.

Research ethics

Ethical approval was obtained by the East of Scotland Research
Ethics Committee 19/ES/0055.

-1 -2 -3 -4
Least important

Results
Characteristics of participants

A total of 48 Q sorts were completed. This comprised n=20
stroke survivors, n=20 clinicians (across four focus groups), and
n=8 managers. Stroke survivors recruited to the study had a
median age of 65.6years (range 34-82years), n=7 were women
(35%), median time post-stroke was 18 months (interquartile
range {IQR} 1-3.5years), median mRS of 3 (IQR 2-3, range 1-4),
median NIHSS language score of 0 (IQR 0-1, range 0-2) and short
form MoCA of 12 (IQR12-14, range 8-14). Twenty clinicians were
recruited to the study and comprised the following clinical back-
grounds: n =6 physiotherapists; n =6 occupational therapists; n=3
nurses; n =3 speech and language therapists; n =2 clinical psychol-
ogists. Clinicians had a median of 16.5 years’ experience in stroke
(IQR 14.5-22.8 years) and 12 median years’ experience working in a
community setting (IQR 8-15.1 years) including stroke specific early
supported discharge, stroke-specific community rehabilitation, gen-
eric community rehabilitation and other domiciliary settings.
Managers had a median of 13.5years in the management of com-
munity rehabilitation teams (IQR 9-18.5 years).

Participants experienced a range of different supported self-
management strategies. Stroke survivors had attended, declined,
or dropped out of formal self-management peer support pro-
grammes or rehabilitation programmes or had no experience of
formal programmes for self-management and instead worked
with clinicians to self-manage following stroke; clinicians had the
experience of providing one to one self-management support
with stroke survivors during clinical interactions, and others were
involved in setting up and running peer support and rehabilita-
tion programmes for stroke survivors.

Factor analysis

A range of factor solutions was examined. A four-factor solution
was selected as it had a clearly interpretable account. The four
factors explained 46% of the total variance. Table 1 shows the
positioning of each statement in each of the four factors (pictorial
representations of each factor are given in Supplementary
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Table 2. Respondents’ stakeholder group and factor association.

Participant ~ Stakeholder group ~ Factor 1 Factor 2 Factor 3  Factor 4
%exp var 16 10 6 14
NC2 Clinician 0.45 0.40 0.04 0.18
NC4 Clinician 0.27 0.25 0.16 0.59*
NC5 Clinician 0.47* 0.07 0.05 0.07
NC6 Clinician 0.64* 0.31 —0.09 0.29
NC7 Clinician 0.19 0.41 0.13 0.58*
EC1 Clinician 0.61* 0.18 —0.05 0.42
EC2 Clinician 0.63* 0.29 —0.09 0.34
EC3 Clinician 0.38* 0.15 0.03 0.12
EC4 Clinician 0.72* 0.03 0.20 0.01
EC5 Clinician 0.48 0.33 0.37 0.18
SC1 Clinician 0.25 —0.15 —0.01 0.67*
SQ2 Clinician 0.75* 0.11 0.07 0.09
SG3 Clinician 0.62* 0.16 0.35 0.31
SC4 Clinician 0.22 0.47 0.52 0.13
SC5 Clinician 0.46 —0.17 0.07 0.57*
wQ2 Clinician 0.62* 0.26 0.11 —0.02
W4 Clinician 0.25 0.03 0.31 0.45
WcCe6 Clinician —0.03 0.03 0.59%* 0.19
wC7 Clinician 0.14 —0.02 0.35 0.44*
wcs Clinician 0.26 0.09 —0.04 0.64*
NM1 Manager 0.49 0.38 0.30 0.28
NMm2 Manager 0.13 0.05 —0.01 —0.04
EM1 Manager 0.32 —0.20 0.19 0.32
EM2 Manager 0.09 0.18 0.19 0.48
SM1 Manager 0.64* —0.21 0.13 0.21
SMm2 Manager 0.06 —0.20 0.64* 0.13
WM1 Manager 0.68* —0.03 0.04 0.22
wM2 Manager —0.31 —0.21 0.25 0.62*
NS1 Stroke survivor 0.55* 0.27 0.34 0.05
NS2 Stroke survivor 0.09 0.19 0.62* 0.06
NS3 Stroke survivor 0.42 0.25 —-0.19 0.42
NS4 Stroke survivor 0.02 0.47 0.1 0.57*
NS5 Stroke survivor 0.02 0.75* 0.04 0.06
ES1 Stroke survivor 0.27 0.15 0.06 0.62*
ES2 Stroke survivor 0.01 0.36 0.07 0.61*
ES3 Stroke survivor 0.12 0.63* 0.14 —0.07
ES5 Stroke survivor 0.51 0.24 0.02 0.48
ES6 Stroke survivor 0.54 0.51 —0.08 0.22
SS1 Stroke survivor 0.18 0.56* 0.25 0.35
SS2 Stroke survivor 0.26 0.41 0.20 0.53
SS3 Stroke survivor 0.00 —0.03 0.02 0.17
SS4 Stroke survivor 0.44%* 0.25 0.09 0.20
SS5 Stroke survivor 0.27 0.08 —0.09 —-0.10
WS1 Stroke survivor 0.05 0.48* —0.08 0.13
WS3 Stroke survivor 0.33 0.49 0.16 0.47
WS5 Stroke survivor 0.17 0.27 0.18 0.58*
WS6 Stroke survivor 0.25 0.61* -0.19 —0.04
WS7 Stroke survivor 0.22 0.45 —0.25 0.41

%exp var: percentage of explained variance. The significance level for factor
loadings is taken as 2.58 (SE). SE represents a standard error that is defined as
1/N where N is the number of statements in the Q set. In this case then, 2.58
(SE) =2.58 (1/,49)=0.37. Significant loadings are shown in bold type. The
automatic flagging procedure in PQ method software was used to identify
defining sorts (*) according to the following rule: Flag loading a: if (1) a* > h*/2
(factor “explains” more than half of the common variance) and (2) a > 1.96/,(N
items) (loading “significant at p < 0.05").

Material 1). Factors 1-4 were defined by 13, 5, 3, and 11 partici-
pants, respectively, see Table 2 for details (the footnote to the
table provides an explanation of the rules for a defining sort in
this study). The remaining sorts did not define a factor, with
either low loading across all factors or have similar loading across
more than one factor (for example NC2 is a “mixed loader” with
similar scores on F1 and F2).

Four distinct viewpoints about SSM were identified: (i) A per-
son-centred approach to build self-confidence and self-worth; (ii)
Feeling heard, understood, and supported by everybody; (iii)
Training, preparation, and appropriate resources; and (iv) Right
thing, right place, right time for the individual.

SUPPORTED SELF-MANAGEMENT IN STROKE: A Q STUDY e 2311

Each factor is described in more detail in the next four subsec-
tions. In each factor, description # indicates the statement number
and is followed by the position of the statement within the factor.
For example, (#1, +4) would indicate that statement 1 was placed
in position +4 for that factor. Quotes from participants are
included in the factor descriptions in italics.

Factor 1: a person-centred approach to build self-confidence
and self-worth

Factor 1 is an account that emphasises the importance of a per-
son-centred approach, focusing on stroke survivors' needs and
meaningful goals (#9, +4). This person-centred approach includes
all those working with the stroke survivor, such as clinicians, com-
munity and third sector groups, and in some cases, family mem-
bers. This approach focusses specifically on developing stroke
survivor’s skills and confidence in their abilities to self-manage,
build hope, and restore a sense of self-worth (#32, +4; #16, +3;
#4, +2).

In addition, it also emphasises the importance of reflecting on
what works well and what does not with regards to SSM, sharing
and learning about SSM from each other, and seeing how others
in the same boat are doing in their recovery (#1, +2; #13, +1;
#20, 0). In factor one, being listened to and feeling understood is
an important element of a trusting, supportive relationship (#24,
+3; #7, +2; #11, +1). Respondents who align with this factor
strongly believe that stroke survivors should have more power
and control of decision-making than professionals (#3, —2; #6, —1;
#1, —4). It was also important to tailor support to the individual,
as well as support to manage the emotional over the physical
impact of stroke (22, +2; #10, +3; #5, —1) as illustrated here:

“...in my eyes stroke was physical but [the] emotional side affected me
more than physical’ (stroke survivor).

There were also some items rated of lower importance to
respondents in this factor including online support (#12, —4) since
stroke survivors either reported that they had no pre-stroke online
experience, or had difficulty accessing online support because of
their stroke impairment(s). Some respondents also commented
that they preferred human contact to check that they were being
understood due to fear of misinterpretation online:

“one of the things I'm struggling with doing is things | could do normally
[before stroke]. Online like typing wrong things, better to talk to someone
rather than online - because [l am] brain damaged, in the way it’s
damaged | get confused.” (stroke survivor).

Respondents in this factor gave lower priority to the need for
additional resources, such as training or additional support from
local or community organisations to make SSM work (#27, —1; #8,
—2; #14, —2), as summarised in this quote:

“We've done this [developed SSM in service] in [site] with no additional
resources — reworked the way the team deliver the care they deliver,
reduce home visits especially while attending SSM course; no extra staff
and allow people to self-refer back into the service” (manager).

Factor 2: feeling heard, understood, and supported
by everybody

Factor 2 is an account that emphasises the importance of listen-
ing to the stroke survivor and the provision of support that offers
a sense of feeling cared for and supported (#19, +4; #24, +4).
Here, support is seen as coming from a wide network including
spouse, family, friends, health care professionals, and local com-
munity organisations (#26, +2; #8, +2):
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“...my husband is not one for saying ‘Il do everything for you’ but he’ll
support if needed” (stroke survivor).

The emotional and physical impacts of stroke are considered
equally important in factor two as is the importance of under-
standing the needs of the person to know what and how to tar-
get support (#5, #7410, all +3). Factor 2 also emphasised the
importance of a holistic approach to the provision of SSM
because respondents perceived that SSM should address multiple
health problems alongside the impact of the person’s stroke
(#2, +1).

Respondents in factor 2 perceived that when working with
clinicians, power and decision-making should be shared equally
between clinicians and stroke survivors (#3, +1). Respondents in
this factor reported that it was important that stroke survivors
had the freedom and flexibility to decide what works best for
them (#28, +2) but that there were also times when it was suit-
able and appropriate for professionals to decide what is best
(#21, —2) in the context of a trusting, supportive relationship
(#11, 0):

[in relation to professionals decide] “A wee bit maybe but it's up to the
person and what they think is best for them - it's going back to being
listened to and if | can’t communicate and professionals deciding won't
necessarily be the right thing” (Stroke survivor).

Goals and hope were viewed as less important in this factor
than in the other three factors (#9, O; #4, —4). Elements of SSM
that involved reflection were rated as less important in this factor:
seeing how others in the same boat are doing; sharing and learn-
ing about SSM from each other, and having a safe space to learn
and practice what works and does not work in relation to self-
management (#1, —3; #15, —2; #13, —2; #20, —1). Like the other
factors, online support was viewed as least important (#12, —4)
either because stroke survivors did not use online pre-stroke, pre-
ferred human contact, or don't see the merit as it represents their
pre-stroke role, as indicated in the following quote:

“When | was at work | needed online but now | don't give a toss, it's
irrelevant — don’t have the interest” (stroke survivor).

Factor 3: preparation, appropriate resources, and training

Factor 3 is an account that emphasises the importance of embed-
ding and delivering SSM within routine stroke care (#29, +4) and
the requirements for making this happen. Respondents prioritised
the need for service-wide scaffolding of practical resources to be
in place, such as dedicated time, preparation, and training for
self-management (#14, +3; #17, +3; #27, +2) as illustrated here:

“Staff are time limited — need best resources and professional [sic] adept
at supporting patients with self-management” (manager).

Provision of support for self-management from a wide range
of local and community organisations is also seen as important
for successful SSM (#8, +4). Respondents in factor 3 felt it was
important that power for decision-making around SSM is shared
equally between stroke survivors and clinicians (#3, +2).
Reflection for both stroke survivors and clinicians on what does
and does not work well was also important as was a safe space
to learn and practice self-management strategies; both of which
were ranked higher in this factor than in others (#1, +3; #15, +1).
One of the comments from a respondent in this factor summa-
rises why a safe space to connect and share experiences, and to
learn with and from each other is so important for making com-
munity-based SSM work:

“...in community, staff can feel isolated - staff get together and if
something going well share it — all the same problems come out and it’s
reassuring and gives a boost — allow staff time together to see how to do
things differently- consistency across health board regardless of what
teams they are in” (manager).

Compared to the other factors, respondents in factor three
placed more importance on the need for a leader or a champion
(#25, 0) who could provide direction, advice, and support to prac-
titioners, as illustrated here:

“...having someone that can pick up the phone and ask advice from
(staff) and someone that’s enthusiastic — don't like change in NHS as it
can be difficult, and leaders can help” (manager).

Interestingly, online provision of SSM was seen as more
important in factor three than in other factors (#12, —1). It is also
seen as less important for stroke survivors to have flexibility and
freedom to decide what works best for them (#28, —3), but also
less important that professionals are in charge of deciding what's
right for people and their self-management (#21, —4) or for every-
one to have a clear role in SSM (#23, —4;). In comparison to the
other three factors, the following statements were ranked lower
in factor three: being listened to (#24, 0); understanding the per-
son (#7,-1); and SSM being valued and understood by everyone
(#30, —3).

Factor 4: right thing, right place, right time for the individual

Factor four is an account that emphasises the importance of tim-
ing in providing the right kind of support when stroke survivors
need it (#18, +4). Respondents highlighted the importance of
understanding the needs of the individual so that support can be
tailored accordingly (#7, +3; #22, 4-3):

“Clinicians tend to lose sight that it's an individual; different humans have
different requirements — tailor [input] and supplier and receiver are happy
it's bespoke” (clinician).

Adequate training for professionals to deliver SSM is viewed as
particularly important (#27, +4) for successful SSM, as is the view
that SSM should be valued and understood by everyone (#30,
+3). Respondents also perceive that a focus on personally mean-
ingful goals and building self-worth, self-belief, and confidence in
stroke survivors’ abilities to self-manage is also important (#9, +2;
#16, +2; #32, +1). Personally meaningful goals are seen to foster
engagement in person-centred self-management:

“...person more likely to service

meaningful” (clinician).

engage if the provided is

In relation to the statements viewed as less important,
respondents in this factor perceived that seeing how others in
the same boat are doing with their self-management was less
important than in the other three factors (#20, —3). Similar to fac-
tors 1 and 2, online support was less important (#12, —4) because
it was perceived it was not tailored, or lack of computer literacy
pre-stroke, or because stroke survivors feared being misunder-
stood if there was no face to face interaction, as illustrated in
this quote:

“[online support not suitable because] ... personally | like to know that I'm
being understood” (stroke survivor).

Discussion

Our findings highlight that there are different interpretations of
what is important for successful SSM in stroke. By unearthing the
hidden viewpoints about the nuance of how SSM is understood



we present some insight into what is required for successful SSM
and how SSM might best be implemented in practice.

Participants loading onto factors 1 and 2 prioritised the per-
son-centred elements of SSM, such as building confidence and
self-worth, as well as understanding, listening to, and helping
stroke survivors feel supported and cared for as the important
aspects of successful SSM. In contrast, participants loading onto
factor 3 prioritised having the necessary resources and infrastruc-
ture in place to deliver tailored self-management support; strat-
egies, such as having adequate dedicated time, preparation,
resources, and training were perceived as essential for successful
SSM. The role of a leader or champion, in addition to resources
for self-management, was viewed as particularly important in fac-
tor 3. Our findings suggest that participants prioritising state-
ments around resources, such as training may have felt either less
confident, or more constrained, to access or deliver self-manage-
ment support due to the absence of local strategic, organisational
investment, and support. Not all participants in resource
restrained contexts necessarily loaded onto factor 3 nor are these
findings generalisable to all people working in resource restrained
areas. However, these findings highlight that people’s priorities
and perspectives may be influenced by the contexts in which
they access or deliver SSM, providing a valuable direction for fur-
ther research and the development of context-specific guidance
for implementing SSM in practice. Factor 4 straddled the priorities
of all other factors, identifying the important elements in factors
1, 2, and 3 that need to be appropriately timed to make
SSM work.

Despite the different views identified in this study, there were
elements important to the success of SSM for all respondents: a
trusting supportive relationship, working in partnership, sharing
power and decision making for SSM, a focus on meaningful goals,
and support that builds stroke survivors’ sense of self-worth and
confidence in their own abilities. Self-confidence and self-worth
are central aspects of successful SSM in stroke and their import-
ance in this study was expected given the existing evidence of
the link of self-efficacy as a mediator or outcome to successful
SSM [9]. Our findings expand on Bright and Reeves [33] meta-syn-
thesis that explored communication and therapeutic relationships
in stroke survivors with aphasia; they found that the relationship
between clinicians and stroke survivors is the key part of rehabili-
tation. A trusting supportive relationship where stroke survivors’
needs are understood can foster hope, relieve emotional distress,
and improve satisfaction with services, ultimately helping to sup-
port the reconstruction of life after stroke [33]. This emphasis on
person-centredness resonates with contemporary notions that
SSM is a relationship-based approach, characterised by mutual
respect for each other's knowledge, experience, and capabilities
[34,35], rather than simply compliance with professional advice
[16]. This Q study found a partnership approach was important,
where collaboration enables stroke survivors and clinicians to co-
create self-management plans and goals that align with stroke
survivors' priorities [34,35]. Thus, developing a trusting supportive
relationship between stroke survivors and clinicians builds the
foundation for successful SSM.

Of note, online support was consistently low ranking across
factors with respondents often indicating access or communica-
tion issues could prevent them from engaging in online forms of
SSM. Many also commented that they preferred the human con-
tact of face-to-face interactions. The study was conducted before
the COVID-19 pandemic and an increase in the use of remote
consultations [36] may have shifted perceptions on its role in
SSM. The role of online support for self-management in stroke
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would make an interesting topic for future research as technol-
ogy-enabled support and rehabilitation take on greater promin-
ence in our post-Covid world. Research on how trusting and
supportive relationships for SSM can be developed, enhanced,
and sustained in this new environment will also be important.

The factors in this study each have a subtle emphasis on differ-
ent components of SSM which highlights how its delivery could
be framed to best support the stroke survivor and their needs.
Indeed, members of the same clinical team and managers may
have differing viewpoints about SSM, and our findings indicate
that teams should consider these viewpoints when they develop
their SSM practice; individuals should be aware of their own view-
points and consider others’ perspectives when working to support
self-management. For example, exploring how respondents may
approach a strategy, such as a goal setting, for people sharing
the views expressed in factor one, SSM might involve working
together to break down larger, aspirational goals into more
achievable, smaller goals. Attempting and achieving smaller goals
while working towards larger aspirations helps build self-confi-
dence and self-worth [37], while aspirations help maintain hope
for the future [38]. For people sharing the views expressed in fac-
tor two, the process of goal setting can open up a conversation
about what matters most to the stroke survivor which would help
clinicians to understand the individual stroke survivor, demon-
strate their support for the stroke survivor as they work towards
their goals, and share decision making and action planning with
the stroke survivor. For those sharing views in factor three, clini-
cians may need time to train and prepare themselves for deliver-
ing SSM and for engaging in meaningful conversations with
stroke survivors around their goals. For people sharing the views
expressed in factor four, the conversation to set goals may pro-
vide an understanding of the person and their needs to help to
tailor appropriate and timely support. This finding corroborates
existing research highlighting the importance of listening to
stroke survivors, understanding the context of the person and
their lives, and encouraging them to think about their own prior-
ities, using these personal priorities to ground the provision of
SSM [10,39].

As part of our overall study design, the Q-study was helpful for
informing the next stage of programme theory development
around how SSM works and why. Realist evaluation approaches
explore the influence of context on mechanisms of action. This Q-
study helped to offer a sense of the potential mechanisms by
which SSM works, as well as suggestions for possible contexts
that may influence how successful SSM can become embedded in
routine stroke care. For example, the views represented in factor
three suggest that in resource-stretched settings where SSM is
neither understood nor valued, then clinicians may prioritise the
elements that will support them to first develop an understanding
of what SSM is and how it can be delivered. This includes training
and preparation for delivering SSM but also dedicated time to
learn about, share and practice strategies for delivering SSM. Our
findings suggest that successful implementation of SSM in prac-
tice may differ depending on the context in which community
stroke teams work, in turn influencing how staff learns and gain
confidence to embed SSM in practice. Further research is needed
to understand how context influences SSM in practice.
Programme theories, informed by the Q-study, that identify differ-
ent context-mechanism-outcome configurations on how SSM
works and why will be fully explored and tested in the subse-
quent phases of the realist evaluation study [19].

There are some limitations of this study. We conducted the Q
study in a population from Scotland, UK and thus, although
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offering some valuable insights, the findings are set in the context
of Scotland. Secondly, the study was undertaken before the
Covid-19 pandemic. The changing landscape resulting from the
pandemic has implications for the structure and delivery of com-
munity stroke rehabilitation. As such, the way stroke survivors,
clinicians, and managers would prioritise the statements from the
Q study may differ if repeated post-pandemic. This limitation
could not be predicted and mitigated but provides an interesting
context for the study. Finally, the stroke survivors involved in this
study were from an older age group (median age of 65.6years
old) although an effort was made to recruit a variety of ages with
participants ranging from the youngest at 34 years old, this could
mean that views of younger stroke survivors may be different.
This provides an opportunity for future research to explore the
varying viewpoints of stroke survivors of different ages and
backgrounds.

In conclusion, our study identified four different viewpoints, as
well as key shared elements, on what is most important in sup-
porting self-management after stroke from the perspective of
stroke survivors, community stroke clinicians, and managers in
four Scottish health boards. By describing and exploring these
viewpoints our study affords clinicians and managers the oppor-
tunity to reflect on their own viewpoints and how others in their
teams, and the stroke survivors that they work with, might see
SSM differently. The findings could be used to inform more tar-
geted quality improvement strategies to support the delivery of
consistent and sustainable SSM that considers the preferences of
stroke survivors and their families/friends. Having an awareness of
these viewpoints offers an opportunity to appreciate where others
are coming from and thus a potential to improve how clinicians
work together and support stroke survivors to self-manage effect-
ively. Our findings suggest that different things are needed at dif-
ferent times during the stroke survivor-clinician interaction, as
well as from the team and health board context to make SSM
work effectively. More research is needed to understand what
makes SSM work for whom and why to guide clinicians about
how best to work with stroke survivors to support their self-man-
agement to live a fulfilled life after stroke.
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