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ABSTRACT

Introduction A growing evidence base demonstrates the
effectiveness of supported self-management in stroke
for stroke survivors and their families. However, there is
significant variation in its implementation in community
stroke care and little understanding about how supported
self-management works and is delivered across different
settings, models used and contexts of community stroke
rehabilitation.

Methods and analysis Using a mixed method, realist
approach across two phases, this protocol describes a
study on community-based supported self-management.
The aim is to identify the mechanisms and outcomes of
supported self-management in stroke and to understand
how supported self-management is implemented in
different contexts of community stroke rehabilitation.
Phase 1 involves (1) a realist synthesis, (2) a scoping and
mapping of current community rehabilitation settings and
(3) a Q-methodology study to develop initial programme
theories about how community-based supported self-
management works, for whom and in what contexts.
Phase 2 involves realist informed interviews/focus
groups with stroke survivors, community rehabilitation
practitioners and team managers from across Scotland to
test and refine programme theories and an explanatory
model for how supported self-management works

across different contexts of community-based stroke
rehabilitation.

Ethics and dissemination Ethical approval and R&D
approvals have been granted from East of Scotland
Research Ethics Committee (REC reference number: 19/
ES/0055) and participating NHS boards. An understanding
of how, for whom and in what contexts community-based
supported self-management works will help to strengthen
its delivery in practice. Such an understanding will enable
the design of context-specific recommendations for policy
and practice that genuinely reflect the challenges in
implementing supported self-management in community
stroke care. Results will be disseminated to clinical
partners working in community stroke rehabilitation, stroke
survivors and families and to policymakers and third sector
partners involved in the provision of long-term support for
people affected by stroke.

PROSPERO registration number CRD42020166208.

Strengths and limitations of this study

» This is one of the first studies using realist evalua-
tion to understand the mechanisms and contexts in
which supported self-management in stroke works.

» The use of Q-methodology within a realist evaluation
study is novel and valuable for helping to develop
initial programme theories around how supported
self-management works.

» Further research may be required to understand how
the study findings and recommendations apply to
the implementation of supported self-management
in different contexts of stroke care (eg, acute care)
and in different countries.

INTRODUCTION

Stroke is recognised as an acute event with
complex and enduring physical, cognitive
and psychosocial consequences that require
effective, long-term support delivered in
primary and community care."™ Supported
self-management features as a core compo-
nent of personalised care and rehabilitation
in international long-term condition (LTC)
management policies and frameworks, "™’
including for stroke survivors and their fami-
lies.®* ¥ Supported self-management, particu-
larly in stroke, is a poorly defined concept.'’
Contemporary notions position this as being
multidisciplinary approaches and interven-
tions that aim to help people develop the
skills, knowledge and confidence to manage
the medical and emotional aspects of LTCs,
multiple morbidities and treatment burden,
and to maintain valued life roles in the context
of their condition(s).'" ' This conceptualisa-
tion represents a move away from traditional
views of self-management as being merely
about education or compliance with profes-
sionally driven treatment plans and goals, to
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supporting people to live their lives in a personally mean-
ingful way.

There is a growing evidence base highlighting the effec-
tiveness of supported self-management in people with
stroke. Systematic reviews, collectively summarising the
findings of 40 primary studies on stroke self-management
interventions, have reported statistically significant
improvements in: quality of life, self-efficacy and a range
of health-related behaviours including reduced use of
health services, smoking and alcohol intake; recovery
from disability; functional independence; and participa-
tion in activities of daily living.""'” A recent randomised
controlled trial of the ‘Take Charge’ programme, a
community-based self-management intervention for
stroke survivors in New Zealand, also reported improve-
ments in physical health, activities of daily living and
independence.18 However, significant heterogeneity
exists across such interventions in stroke, which typically
comprise components such as goal setting, decision-
making, self-monitoring and support for living with life
after stroke.'® Patient experience and qualitative data
consistently report that supported self-management is
valued by stroke survivors and their families, as well as
stroke professionals.'*™**

While the positive impact of supported self-management
in stroke is encouraging, the active ingredients for
success or mechanisms of change in such interventions
remains unclear.” ** Several well-defined supported self-
management interventions in stroke exist, for example,
Bridges® in the UK and Take Charge in New Zealand.'® **
However, our previous research and anecdotal evidence
suggests that the diffusion and delivery of supported self-
management in practice requires organisational culture
change within the healthcare system, rather than the
simple implementation of a discrete and well-defined
intervention with specific evaluation outcomes.”’ * *
Supported self-management approaches have often been
delivered according to a set of principles or ideas that
fit with, or are in some way influenced by, the system
or organisational context. As a result, there is variation
in its delivery across stroke, particularly in community
settings,”” and evidence that this provision does not
always align with stroke survivor’s self-management needs
and priorities.”®*

It is plausible that supported self-management in
stroke may work in different ways, or not at all, because
of factors inherent in the geographical or organisa-
tional contexts or models of rehabilitation delivery in
which it is being implemented.”” The implementation
of supported self-management may also be influenced
by different perspectives on, and interpretations of,
supported self-management in stroke.”® Thus, although
evidence suggests supported self-management in stroke is
effective, to optimise and meaningfully tailor its delivery
to stroke survivors’ needs in the community, we need to
learn more about how supported self-management works
and how it is delivered in different settings of community

rehabilitation. The proposed realist evaluation study aims
to address this gap.

STUDY AIMS AND OBJECTIVES

Aim

To (1) identify the mechanisms and outcomes of
community-based supported self-management and, (2)
understand how supported self-management is imple-
mented and ‘what makes it work’ in different contexts of
community stroke rehabilitation from the perspectives of
stroke survivors, community rehabilitation practitioners
and team managers.

Objectives

1. To explore stroke survivors’, community rehabilitation
practitioners’ and team managers’ perceptions of the
mechanisms and outcomes involved in supported self-
management in stroke.

2. To describe the structure, organisation and delivery of
community-based supported self-management and the
factors likely to influence how this is implemented in
different contexts for people who have had a stroke.

3. To identify the context-mechanism-outcome relation-
ships that explain how, for whom and in what contexts
supported self-management works in community reha-
bilitation for people who have had a stroke.

METHODS AND ANALYSIS

Study design

The overarching framework for this study is Realist
Evaluation,” a form of theory-driven evaluation which
acknowledges that interventions and programmes work
differently in different circumstances or contexts.”
Realist evaluation aims to derive a deeper understanding
of how, why and for whom interventions or programmes
work™; in this case, how community-based supported
self-management in stroke works, for whom and why.
Specifically, realist evaluation aims to uncover how the
outcomes of an intervention are produced because
a set of hidden mechanisms are triggered (or not)
depending on how they interact with the characteristics
of the context (eg, individual, interpersonal or organisa-
tional factors) in which the intervention is situated.” **
Context, mechanism and outcome (CMO) configura-
tions are a heuristic used by researchers to develop realist
informed programme theories about how interventions
are supposed to work which are then empirically tested
and refined.”” Middle range theories, which help to
explain patterns in social behaviour and social change at
a more abstract or generalisable level™ are also applied
to the refined programme theories in realist evaluation
research to help provide an understanding of how types
of intervention work in different types of circumstances.’
Table 1 provides a summary of definitions underpinning
the research.
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Table 1 Summary of definitions underpinning the study

Programme For the purposes of this project, we will refer to supported self-management as a programme

generative causality by unpacking how and why a programme works at a granular level. CMOs are embedded

Mechanisms tell us why a programme may or may not work. In realist evaluation, mechanisms are often hidden

Programme  Programme theories are ideas or hypotheses about ‘...about how, and for whom, to what extent and in what

theory contexts a programme might ‘work”.%?

CMO The Context-Mechanism-Outcome configuration is abbreviated to CMO. CMO is a heuristic or hypothesis
important to building and refining theory in realist studies. The CMO configuration is used to demonstrate
within programme theories.

Context Context tells us for whom and in what circumstances a programme may or may not work. Context can be
thought of as the backdrop of a programme that enacts or inhibits the firing of a mechanism to produce an
outcome. Context can include individual, interpersonal or organisational factors.

Mechanism
as they often include the reasoning or decisions that people make in response to resources offered by the
programme. Thus, mechanisms are influenced by the context in which the programme is enacted. It is the
combination of mechanism and context that generates outcomes.

Outcome Outcomes can be intended or unexpected consequences of a programme.

Middle range Middle range theories are a step more abstracted than programme theories and help to explore and explain

theory

how types of interventions work in different types of circumstances.®

In accordance with Pawson and Tilley’s” framework

for realist evaluation research, the current study will be

conducted across two phases:

» Phase 1: Developing and refining the initial
programme theories of how supported self-
management in community rehabilitation works, for
whom and in what contexts.

» Phase 2: Testing, synthesis and consolidation of the
programme theories to develop a robust explana-
tory model of how community-based supported self-
management works, for whom and in what contexts.

Each phase involves several stages and, in accordance
with a realist approach, is iterative and evolving in nature
as the theories develop and require further exploration,

Phase 1a: Realist
synthesis of
literature on SSM
in stroke

Phase 1
Development of
programme theories

Phase 2 Testing &
refining of programme
theories

Finalised programme theories

Figure 1

Phase 1b:

Scoping &
. mapping of SSM
delivery in case

study sites

testing and refinement.” ¥ Figure 1 illustrates the
planned phases of the study and depicts the iterative
nature of the methodology through continuous cycles of
literature reviewing that occur in developing and refining
the programme theories. The study commenced in March
2019 and is due to be completed by December 2022.

Setting, sample size and population

A purposive sample of 48 key informants will be recruited
for Phase 1c (Q-methodology study) and Phase 2a (realist
interviews and focus groups) (described below). Partic-
ipants will comprise stroke survivors (n=20), multidisci-
plinary community rehabilitation practitioners working
with stroke survivors (n=20) and team managers (n=8).

Phase 1c: Q-
methodology
study

s91409Y3 swuwesdoad Suluijas AjaA13elay|

Outline of the stages of the study. SSM; Supported Self-Management.
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Table 2 Eligibility criteria

Stroke survivors

Men and women; aged >18 years; with a diagnosis of stroke based on the WHO criteria; >6 months post-

stroke; have been offered, received or engaged with SSM services (as self-reported by individual or by the
local collaborator); are physically, cognitively and communicatively able to provide informed consent and
participate; are sufficiently fluent in spoken and written English; residing in one of the case study sites and
where the ‘parent’ clinical team feel that participation in the study is appropriate and safe.

Multidisciplinary
community
practitioners

Any multidisciplinary professional (eg, nurses, medics, physiotherapists, occupational therapists,
psychologists, speech and language therapists, therapy assistants and social workers) who are identified
by the local collaborator/self-identify as being involved in the delivery or provision of community-based

SSM services in one (or more) of the case study sites (including sign- posting to self-management
programmes or resources or see supported self-management as part of their role).

Managers/clinical Any senior stakeholder (eg, clinical managers, clinical leads for stroke) who are identified by the local

leads for stroke

collaborator/self-identify as having strategic responsibility for the organisation and delivery of community-

based SSM services in one (or more) of the case study sites.

SSM, Supported Self-Management.

Participants will be recruited across four case study sites
in Scotland. Participants meeting the criteria outlined in
table 2 will be recruited via a local collaborator (a stroke
clinician or service/clinical network manager) based in
each site. Local collaborators are independent from the
project team (apart from in one case study site where the
local collaborator is also a member of the project team).
Four specific case study sites have been selected because
these comprise different organisational structures and
service delivery models for supported self-management
in stroke; this includes stroke specialist, neurological and
generic rehabilitation teams. Geographically, the four
specific case study sites cover different areas of Scotland
including remote and rural, and urban communities
and caseloads with different socioeconomic characteris-
tics. These case study sites will allow us to explore how
contextual variation in geography, service structure and
rehabilitation delivery models influence the mechanisms
involved in the provision of community-based supported
self-management for people who have had a stroke.

Realist and Q-methodology approaches rely on purpo-
sive sampling of participants who are likely to have insights
and experiences relevant to developing the content and
articulation of the programme theories.* All of the
interviewees in the current study will have experiences
of receiving or delivering supported self-management,
or its strategic oversight. Sample sizes are appropriate to
the design of the study where in both realist and Q-meth-
odology 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.”™ The
sample sizes in the current study have been informed
by the numbers of potentially eligible stroke survivors
in each case study site, the number of clinicians and
managers working in community teams in each site and
the timelines for completion of the project.

The same interviewees will be invited to take partin both
phases of the study. This design allows some flexibility, as
Manzano® describes, in being able to revisit and explore

initial ideas around the programme theories with inter-
viewees as the research moves from the theory gleaning to
theory testing stages. Although it is not expected, should
there be a significant level of dropout between the phases
of the project (between six to eight participants), ethical
approval will be sought to recruit additional participants
into the second phase of the study.

Data collection and analysis
The multiple phases and stages of the current study are
summarised in table 3.

Phase 1 (Phases 1a-1c): developing the initial programme theory
Phase 1 aims to identify an initial set of programme theo-
ries, underpinned by CMO configurations to explain
how, for whom and in what contexts community-based
supported self-management might work. Phase 1 includes:
a realist synthesis of primary and secondary research
on supported self-management in stroke (Phase la); a
scoping and mapping of how supported self-management
is implemented across the case study sites involved in the
study and the contexts in which this happens (Phase 1b);
and a Q-methodology study to involve key stakeholders in
the process of developing, refining and prioritising the
initial programme theories (Phase 1c).

Further details on the realist synthesis approach taken
in Phase la are described in PROSPERO. Briefly, however,
in accordance with the RAMESES guidance,” Phase la
begins with an initial set of informal ideas derived from
previous research and discussions with key stakeholders
about how supported self-management is intended to
work in community rehabilitation settings. A preliminary
search strategy (referred to as the ‘parent search’) will
be designed to clarify key concepts and to help identify
initial programme theories through the lens of poten-
tial contexts, mechanisms and outcomes of supported
self-management interventions or approaches in stroke.
Table 4 outlines the PICO criteria guiding the prelimi-
nary/parent search strategy.
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Table 3 Outline and description of the stages involved in the study

Phase Stage

Methods

Phase 1a 1. Initial ideas on ‘what’
Aim: To identify and describe
initial programme theories and

underpinning CMOs to work

2. Develop and run a preliminary
‘parent’ search of the literature

supported self-management in
stroke is and ‘how’ it is expected

Drawn from research team’s previous research
Discussions with PPI group, stroke practitioners and
researchers working in the field of stroke and self-
management research respectively

Review of Blogs, Twitter, opinion pieces

Literature review of primary and secondary data on
supported self-management in stroke table 4

on self-management +stroke

3. Describe specific context,
mechanism and outcome
configurations sitting underneath

each programme theory

4. Initial appraisal (for relevance
and rigour) and data extraction

5 Iterative and purposive

searches, ongoing appraisal,
journaling and data extraction in

Review of relevant papers that meet the inclusion
criteria and appear to offer nuggets of information to
help unpack the programme theories into CMOs

Journaling (writing a description of the paper, how

it helps to inform or refine the programme theories/
CMOs, its overall quality in the sense of contributing
to the developing programme theories) by way of
appraisal of the relevance and rigour of the paper
Extraction of nuggets of data and evidence relevant to
developing programme theories, thematic analysis

Additional, purposive searches of specific bodies
of literature that align directly with the programme
theories to help develop these further (plus stage 4).

line with developing theories

Phase 1b

Aim: To describe the components,
structure, organisation and contexts
of delivery of supported self-
management approaches

case study site

Phase 1c

Aim: To validate, prioritise and
begin refining the initial theories and
CMOs

Phase 2a

Aim: To test and consolidate the
programme theories to produce
robust, evidence-based explanatory
framework

Phase 2b

Aim: To identify common patterns
across the programme theories and
provide an explanatory pathway of
how SSM works

Q-methodology study

middle range theories

Scoping and mapping of the
implementation of SSM in each

Qualitative realist informed study

Seeking out and synthesis of

Bespoke proforma created to capture relevant
information on structure, organisation and delivery of
SSM in each site

Q-sort statements
Factor analysis
Qualitative follow-up interview comments

Realist informed interviews
Realist informed focus groups
Framework analysis

Middle range theory consolidation (apply MRTs based
on relevance to explanatory power of programme

theories)

Programme theory consolidation (confirm, refute or
refine)

Additional literature search and synthesis (where
relevant)

Narrative synthesis of evidence for which MRTs can be
used to explain the programme theories.

CMO, context, mechanism and outcome; MRT, Mid-Range Theory; PPI, Patient and Public Involvement; SSM, Supported Self-Management.

Potentially useful peer-reviewed research papers will be
identified and appraised for relevance and rigour through
a process of journaling’ using a bespoke appraisal form
which aims to capture: (1) the characteristics of the docu-
ments/studies included, (2) the overall insights from
the papers and (3) their quality (where appropriate).
Papers will be categorised according to their relevance
and appropriateness to the programme theories and

nuggets of text from the papers, relevant to the under-
pinning CMOs, will be extracted. Where nuggets of text
add new information or a new idea to the developing
programme theories, these will be followed up with addi-
tional ad-hoc searches of more specific bodies of litera-
ture, as recommended.” *! Although these steps in the
synthesis appear linear, in practice, the iterative nature of
programme theory development in realist studies means

Kidd L, et al. BMJ Open 2022;12:¢055491. doi:10.1136/bmjopen-2021-055491
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Table 4 PICO(s) criteria guiding the preliminary search in Phase 1a

Participants/population Healthcare professionals caring for or involved in the provision of supported self-management
approaches and interventions for, people (adults aged >18 years) with a diagnosis of stroke. Papers
pertaining to people who do not have a diagnosis of stroke (eg, Transient Ischaemic Attack (TIA)),
childhood stroke or which focus on informal caregivers only will be excluded.

partnership with stroke survivors and their families in an ongoing and sustained manner and includes
interventions and approaches that help people to develop the skills, knowledge, confidence and
resilience to manage the impact of their stroke. This includes aspects of medical, role and emotional
management, behaviour change and the management of multiple morbidities. We are interested in
papers that conceptualise supported self-management as an approach which embraces a paradigm
shift in the way that practitioners, and stroke survivors and their families work together to jointly
identify and address individuals’ long-term needs, priorities and goals. We will exclude papers/
documents that do not align with this conceptualisation of supported self-management (ie, are about
compliance with professionally driven treatment plans or supervision and instruction of rehabilitation
exercises) or focus on general recovery, secondary prevention activities and rehabilitation in stroke

Papers identified in the systematic search will relate to the provision or experiences of supported self-

management in stroke in healthcare settings. Although community settings will be of specific interest,
papers relating to other settings which can help to refine or refute the developing programme theories

Intervention(s) Supported self-management refers to a collaborative approach which involves working in
(but with no reference to self-management approaches).

Context
will be included.

Outcome(s)

The main outcome of this review is to identify programme theories that explain what works, for

whom and under what circumstances and why in relation to the implementation of supported self-

management in stroke care.

Types of study to be
included

In keeping with the RAMESES guidelines for realist reviews,*” all studies designs will be included.
Documents such as editorials, opinion pieces, qualitative, quantitative and mixed-methods studies

as well as systematic reviews may be included if they are relevant to the developing programme
theories. Study protocols, conference abstracts and theses will be checked on Google Scholar for
related full-text papers and where available, these will be retrieved and the original ‘title’ excluded.
Where no alternative version exists, we will include the original ‘title’ if they provide evidence to
support or refute the developing programme theories.

that the steps overlap and are returned to as necessary
in order to provide evidence to underpin the theories as
they develop, until a degree of theoretical saturation in
these is reached.*' ** It is expected that should anything
‘new’ be revealed during the testing of the programme
theories in Phase 2a that further rounds of literature
searching, appraisal and extraction will be undertaken
in the synthesis and consolidation of these in Phase 2b
(figure 1).

Phase 1b involves a scoping and mapping of how
community-based  supported  self-management is
currently organised and delivered across the case study
sites in the study. A bespoke data collection proforma will
be used by the researcher to gather data on: the stroke
pathway from acute (hospital based care) to community;
mechanisms of referral into community rehabilitation
teams (eg, from stroke consultant, self-referral); number
of referrals in total (and specifically for stroke if the team
also treats other patients that is, is a generic team); the
remit/model of community rehabilitation teams (stroke
or generic); staffing (discipline, banding and static/rota-
tional mix); how health and social care integration affects
community team set up; frequency and type of multi-
disciplinary team meetings; if there is a cap on length
of treatment or number of sessions provided to stroke
survivors by members of the team; and formal supported

self-management programmes in the area that staff are
involved in or refer onto. The proforma has been created
based on our existing knowledge of stroke care pathways
and the provision of community rehabilitation services
and will provide an understanding of the contexts, struc-
ture and organisation of supported self-management and
its implementation in each community-based case study
site.

Phase 1c comprises a Q-methodology study to involve
key stakeholders in the process of developing and refining
the initial programme theories (ahead of empirical testing
in Phase 2). Q-methodology is a mixed-methods approach
which allows us to identify and describe the shared
viewpoints that exist on a topic, in this case supported
self-management following stroke, revealing areas of
consensus and disagreement.” This is one of the first
studies to use Q methodology to support a realist evalua-
tion. Since the concept of supported self-management in
stroke is still largely ill-defined, the Q-methodology study
will specifically seek stakeholders’ perceptions on the
key strategies, mechanisms and outcomes of supported
self-management in stroke to help prioritise the range
of ideas underpinning the programme theories and to
offer further insights to help with the articulation of well-
formulated programme theories.

6
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Table 5 Stages of the Q-methodology study (Phase 2a)*®

Stage Summary of how this will be implemented in this study

1. Selecting The statements used in a Q-study can be generated through a number of diverse sources. In this study, the
the Q-set Q-set will be created from the emerging initial programme theories and potential contexts, mechanisms and
(sample of card outcomes identified from the literature reviewed in Phase 1a. Q-sets can contain between 30-80 statements.*®
statements) Examples of statements may include: Professionals decide what is best for the stroke survivor, flexibility and

2. Select the P-
set (sample of
participants)

3. The Q-
sorting process
(ranking of

the cards by
participants)
and brief
follow-up
interview

4. Factor
analysis and
interpretation

freedom to decide what works best for me, understanding the person and their needs, being able to get
support from a wide range of local and community organisations.

This stage involves the selection of participants who are considered to be ‘information rich’ (or key
informants) and likely to hold a range of viewpoints, and in this case, have insights and experiences relevant
to the developing programme theories. In this case, stroke survivors (n=20), multidisciplinary community-
rehabilitation practitioners (n=20) and team managers (n=8) will be recruited to participate in the Q-
methodology study.

In this stage, participants will be asked to rank the ‘importance’ of the statements according to a condition

of instruction, which in this case is in response to the question ‘what is important to making supported self-
management work for you?’ Participants will be asked to sort the cards into piles of agree, disagree and
neutral and then to rank them in order of importance on a bell-shaped Q-grid from most to least important. A
short follow-up interview is conducted with all participants to invite them to explain the position of their cards.
In this study, it is intended that these explanations will help to identify the importance of specific components
or structures involved in supporting self-management but also to provide insights into how contexts,
mechanisms and outcomes link together.

Once the cards/statements have been sorted by participants, correlation and factor analysis is performed
using a statistical programme such as Ken-Q. The factor analysis identifies groups of participants who have
rank ordered the statements in a similar fashion and share similar perspectives.*® A description of these
shared views are then presented for qualitative interpretation, in this case, shared views on what is important
for making supported self-management in stroke work and views on the most important and least important
statements in each ‘factor’. This interpretation tells the story.

Table 5 outlines the four broad stages of a Q-methodology
study™ and how they apply in the current study. Briefly, ideas
underpinning the initial programme theories generated in
Phase 1awill be used to inform a Q-set of statements. The state-
ments will be printed onto cards and given to participants to
rank from most to least important in relation to the question
‘what is most important to make supported selfF-management work?”
The placing of the statements will be analysed through factor
analysis using a programme called Ken-Q,"* which helps to
identify clusters of shared viewpoints across the participants.
Participants will also be asked some follow-up interview
questions to explain the reasons for why they positioned the
cards. The resulting factors will be interpreted, drawing in
the data from interview questions, and presented as narrative
descriptions of the viewpoints. The framework of Q-method-
ology is a valuable approach for involving stakeholders in the
theory development process since the combination of quan-
titative factor analysis and in-depth qualitative interpretation
can foster deeper insight into the CMO configurations and
overall programme theories.”

The final output of Phase 1 will be the articulation
of a set of evidence-based initial programme theories
(expressed as CMO configurations) to explain how
supported self-management in community stroke reha-
bilitation might work, for whom and in which contexts.

Phase 2: testing, synthesis and consolidation of the programme
theories to develop a robust explanatory model

Phase 2 aims to develop an explanatory model of how
supported self-management works, for whom and in what
contexts. Phase 2 involves: empirical testing and refine-
ment of the programme theories (Phase 2a) and synthesis
and consolidation of these through the lens of middle
range theories (MRT5) to enhance the explanatory poten-
tial of the programme theories (Phase 2b).

In Phase 2a, individual interviews will be conducted with
stroke survivors and team managers and focus groups will
be undertaken with community rehabilitation team prac-
titioners. Given COVID-19 restrictions at the time of the
research, all data collection will be undertaken virtually
by telephone and Microsoft Teams. In line with realist-
informed interview principles,” the interview guides will
be specifically created to test the CMOs (from Phase 1)
underpinning the programme theories with flexibility
to allow participants to offer their own ideas. In a realist
interview, the programme theories are shared with the
interviewee for them to comment on these with a view
to confirming or refuting their content, and essentially
refining these.”” All interviews will be digitally recorded
with consent and transcribed verbatim. Participants’
consent will be reconfirmed prior to the start and at the
end of the interviews and focus groups.

Data from Phase 2a will be analysed using Framework
Analysis*® where the programme theories and CMOs
identified from Phase 1 will be used to develop the
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coding framework. Consistent with realist approaches,
data analysis will be retroductive,”” applying both deduc-
tive and inductive logic to seek evidence to confirm and
support existing programme theories and fresh informa-
tion and ideas that help to construct new CMOs related
to the overarching programme theories. Iterations to the
programme theories and decision-making will be docu-
mented at each stage of the study enhancing the transpar-
ency of the approach and the robustness of the ensuing
findings. NVivo V.12 will be used to help manage and
synthesise the data from the interviews and focus groups
and matrices charting the alignment of the qualitative
evidence to the programme theories will be created to
aid interpretation and refinement of the programme
theories. Further rounds of literature searching, appraisal
and extraction may also be undertaken at this point to
provide evidence for any new ideas emerging from the
qualitative data (figure 1).

The aim of Phase 2b is to synthesise and consolidate the
evidence underpinning the programme theories from
across Phases 1 and 2 through the lens of relevant MRTs
to develop a portable and robust explanatory model for
how supported self-management works, for whom and
in what contexts. The refined set of programme theories
will help to explain how mechanisms and outcomes are
linked to particular contexts and settings. However, situ-
ating these within relevant existing MRTs of behaviour
or social change will help to elevate the granular,
working programme theories to a more transferable
understanding of how types of self-management inter-
ventions and approaches work in different #ypes of circum-
stances.” ** Appropriate MRTs will be identified through
a purposive search for relevant, abstract theories drawing
on (1) the work of scholars in the field of supported self-
management and behaviour change, (2) work under-
taken in similar realist projects on self-management in
other conditions and (3) the existing expertise of the
project team in the areas of community and primary care
for stroke survivors, supported self-management across
LTCs and implementation science. Following previous
guidance,” relevant MRTs will be selected according to
the extent to which they offer guidance for explaining
changes or behaviour at or between the micro, meso
and macro levels, their potential fit with the aims of
the current project, their potential for inspiring theory
generation and their compatibility with realist principles.

The output of Phase 2 will be the articulation of a set
of consolidated programme theories underpinned by a
narrative account of the supporting evidence from across
the two phases of the study and explored through the lens
of appropriate MRTs, to explain how and why supported
self-management in community stroke rehabilitation may
work, for whom and in what contexts.

Patient and public involvement

Our approach to patient and public involvement (PPI)
will be guided by the UK Standards for Public Involve-
ment.*” A PPI group comprising four members who

have previously had a stroke, was established at the grant
writing phase. With regards to individual’s preferences,
the group members fulfil different roles, as outlined
in Smits et af’ involvement matrix, including listener,
co-thinker, advisor and decision-maker. The group have
continued to provide guidance, expertise and support
throughout the development of the research protocol
and the initial stages of the research. The PPI group will
continue to work with the research team throughout the
project and provide help and guidance with dissemina-
tion and public engagement activities. PPI involvement
throughout during the study will be reported in accor-
dance with the Guidance for Reporting Involvement of
Patients and the Public.”’

Advisory group

An advisory group, comprising academics and clinicians
working in the field of stroke, a stroke survivor and a
representative from a national community and third
sector organisation, was convened at the outset of the
project to guide and support the research team, and
monitor the progress of the study.

ETHICS AND DISSEMINATION

Importance of the study

The current study builds on and extends previous
research in this area offering more depth, clarity and
transferability of research findings on supported self-
management in stroke. Specifically, the current study
aims to offer a nuanced understanding of how, for whom
and why supported self-management in community
stroke rehabilitation works. This is important for several
reasons. First, an understanding of the enabling or
disabling contexts and the mechanisms through which
supported self-management approaches may work (or
may not work) is useful for understanding transfer-
ability to other community settings. This will facilitate
the development of context-specific recommendations
to support, optimise, tailor and personalise the provi-
sion of supported self-management to the needs of the
local context in which it is to be implemented, so that
it meaningfully and effectively addresses the long-term
priorities and outcomes of stroke survivors and their
families in a sustainable way. Second, understanding the
conditions and requirements for successful supported
self-management helps to underpin the policy dialogue
and design of evaluation strategies for supported self-
management so that this reflects a more authentic under-
standing of the diverse influences affecting the delivery
and provision of supported self-management at a grass-
roots level. This understanding should contribute to
robust, actionable and measurable policies and guidelines
as a means to strengthen and support the delivery of high
quality, person-centred, community-based supported self-
management. Finally, the evidence produced through
this study will help to forge a shift in the evidence base
on stroke self-management away from a focus on trials
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that simply address what works to broader approaches
which identify how supported self-management works,
informing the design, development and implementation
of future community-based self-management approaches
and interventions. From a realist perspective, the study
will provide evidence on the value of Q-methodology as a
novel approach for involving stakeholders in the develop-
ment and prioritisation of programme theories.

Ethics

Ethical approval for the study was obtained from East
of Scotland Research Ethics Committee (19/ES/0055)
and Research & Development approvals obtained from
the participating NHS boards. The study commenced in
March 2019 and was paused for 8 months from April 2020
to November 2020 because of the COVID-19 pandemic.
Phase 1 has since been completed; data collection for
Phase 2, all PPI and advisory group meetings and dissemi-
nation and impact activities will be conducted virtually for
the remainder of the study.

Dissemination and impact

A final phase of the study will be to explore how best to
articulate the project findings to different audiences and
maximise the impact, influence and implementation of
the findings within Scottish and UK stroke policy and
community service provision. A potential limitation of the
research is the Scottish context of the study, where health-
care is a devolved matter and is funded, organised and
delivered differently from other parts of the UK. Scotland
provides an exemplar for this research because the provi-
sion of supported self-management is mandated in stroke
policy”® and monitored through the Scottish Stroke
Audit.”” However, understanding the transferability and
implementation potential of the study findings across the
UK will be important. Our project team members (MB,
KB, TL, MS and RJF) hold strategic roles in the imple-
mentation of stroke policy and practice across the UK
and are ideally placed to help facilitate dissemination,
and to explore and maximise the impact of the findings
within and beyond Scotland. Different dissemination and
impact strategies will be required for this, and these will
be refined as the project progresses.

Our broader dissemination strategy will involve online
engagement events with stroke survivors and key stake-
holders involved in the delivery of community-based
stroke care across the UK, third sector support and stroke
policy and commissioning. Regular project updates and
summaries will be disseminated through our networks with
academic, clinical and third sector partners, including The
Stroke Association and the Health and Social Care Alli-
ance’s Self-Management Network and through our dedi-
cated twitter page (@IMPETUS_stroke) which currently
has over 339 followers. The findings will be disseminated
more widely to clinical colleagues at practice-based events
and professional journals, through professional forums
such as UK Stroke Forum, Scottish Stroke Allied Health
Professions Forum and the Health Services Research UK

Network. The findings will be disseminated to academic
colleagues through presentations at national and inter-
national stroke-related conferences and publications
in peerreviewed journals. The findings will be dissemi-
nated to people affected by stroke through the UK Stroke
Assembly and through the communication strategies of
The Stroke Association and public engagement events. A
plain English summary of the project and its findings will
be sent to all study participants.
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