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ABSTRACT

Objective A self-management programme, My Life After
Stroke (MLAS), was developed to support stroke survivors.
This evaluation reports patients’ experience.

Design Multimethod, involving interviews and
questionnaires.

Setting 23 general practices in the intervention arm of a
cluster randomised controlled trial in East of England and
East Midlands, UK.

Participants People on the stroke registers of
participating general practices were invited to attend an
MLAS programme.

Interventions MLAS comprises one-to-one and group-
based sessions to promote independence, confidence and
hope.

Primary and secondary outcome measures The
primary outcome was uptake of the programme.
Participants who declined MLAS were sent a questionnaire
to ascertain why. Attendees of four programmes completed
evaluation forms. Attendees and non-attendees of MLAS
were interviewed. Ad-hoc email conversations with the
lead author were reviewed. Thematic analysis was used
for qualitative data.

Results 141/420 (34%) participants (mean age 71)
attended an MLAS programme and 103 (73%) completed
1. 64/228 (28%) participants who declined MLAS gave
reasons as: good recovery, ongoing health issues,
logistical issues and inappropriate. Nearly all attendees
who completed questionnaires felt that process criteria
such as talking about their stroke and outcomes such as
developing a strong understanding of stroke had been
achieved.

Conclusions MLAS was a positive experience for
participants but many stroke survivors did not feel it was
appropriate for them. Participation in self-management
programmes after stroke might be improved by offering
them sooner after the stroke and providing a range

of delivery options beyond group-based, face-to-face
learning.

Trial registration number NCT03353519, NIH.

INTRODUCTION

Background

There is a lack of support for stroke survivors
living in the community.'™ Stroke survivors

STRENGTHS AND LIMITATIONS OF THIS STUDY

= The self-management programme used in this
study was developed using extensive patient and
public involvement and has been demonstrated to
be feasible to deliver.

= The study population is people on general practice
stroke registers rather than those recruited from
specialist stroke services, so better reflects the
experience of a self-management programme of
longer-term community-dwelling stroke survivors.

= The study does not provide data on effectiveness of
this self-management programme, but on uptake
and patients’ experience.

= The multimethods approach allowed us to under-
stand the reasons that people do not take part in
these programmes.

report a sense of abandonment and a need
for social, psychological and educational
support.‘l_7 Psychological issues are associ-
ated with higher rates of mortality, long-term
disability, hospital readmissions, suicide and
higher utilisation of outpatient services.*""
The need for development and evaluation
of different models of care to address long-
term needs of stroke survivors in primary
care is well recognised,'" yet such models
remain scarce.'? Adjusting to life after stroke
continues after formal rehabilitation has
finished."” '* The evidence base for the role of
self-management programmes is growing'’:
such approaches have been successfully
applied to long-term conditions such as
diabetes'® '” and can reduce pressure on
social and healthcare services' by allowing
participants to take an active role in their
own condition, making informed choices
while adopting behaviour and psychological
changes."”” '**!

Self-management programmes have been
used to support stroke survivors during their
aftercare. Programmes such as the New
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Start?® % intervention, the Australia-based Stroke Self-

Management Programme (SSMP),** Bridges® and the
Canadian Moving On after STroke (MOST)?® include
processes such as increasing contact time, identifying
needs, exploring social networking, problem-solving, goal
setting, forming action plans, providing stroke-specific
information, using trained healthcare professionals and
increasing exercise. MOST-Telehealth Remote?” took
self-management virtually using video conferencing to
remotely connect facilitators with participants further
afield.

As part of a new primary care-based model of care,
Improving Primary Care After Stroke (IPCAS),*® a novel
self-management programme, My Life After Stroke
(MLAS) was developed using the Medical Research
Council framework and extensive patient and public
involvement (PPI), to target the long-term needs of
stroke survivors.” Areas covered include social well-
being, community reintegration, emotional support,
physical needs, activities of daily living and prevention of
future strokes, informed by self-efficacy and cognitive—
behavioural therapy (CBT). This intervention is one of
few that focus on stroke survivor’s self-reported needs.
MLAS was subsequently found to be feasible to deliver™
and so was included as one of the components of IPCAS
that was evaluated in a randomised controlled trial.*®

Objective

While it was not possible to directly evaluate any of the
individual components within the IPCAS model of care
using the randomised design, we wanted to better under-
stand the potential role of self-management programmes
such as MLAS. This paper therefore focuses on patients’
experience of and participation in MLAS as part of a
larger process evaluation.”!

METHODS

MLAS

MLAS programmes (n=24) were held between September
2018 and January 2020 across 6 counties in England:
Norfolk (n=8), Suffolk (n=4), Northamptonshire (n=4),
Cambridgeshire (n=5), Leicestershire (n=2) and Essex
(n=1). Programmes lasted 9weeks with over 11 hours’
contact time.” There is an individual appointment with
a facilitator at the start of the programme, and a second
one at the end. In between individual appointments,
there are four group sessions (2.5 hours each) covering
different topics. The completion criterion states partici-
pants must attend both individual appointments, group
session 1 and a minimum of two other group sessions.
Individual appointments (face to face or telephone)
consist of a discussion to build rapport and explore the
impact of their stroke before and after MLAS. Group
sessions were interactive, consisted of social support
and signposting to local services and topics including
managing physical and emotional health, warning signs
and risks of stroke. All sessions aimed to build confidence,

independence and hope through problem-solving, CBT-
based approaches and opportunities to share personal
experiences. The same two facilitators ran all six sessions
of a programme (where possible) and were trained and
mentored in behaviours such as being non-judgemental,
not giving specific advice, effective communication and
active listening skills and how to use the MLAS facilitator
curriculum and resources to deliver the intervention as
intended. Participants were provided with refreshments,
programme handbooks and each session began with a
recap of previous sessions.

Recruitment

Participants were in the intervention arm of the IPCAS
cluster randomised trial.*® People were eligible to take
part in IPCAS if they were on the stroke register of a
participating general practice, were 18 years or older
and able to provide written informed consent, with or
without the help of a carer. They were invited to attend
a programme while at a stroke review led by a healthcare
professional at their General Practice surgery. Invitees
were given the study team’s contact details and the lead
author (EGB) contacted all participants 2weeks post invi-
tation by telephone or email. Those expressing interest
were booked onto a programme in an accessible (eg,
parking, wheelchairfriendly and accessible facilities)
community venue near their general practice surgery.
Prearranged and funded return transport was available.
Carers and/or significant others were encouraged to
attend with participants.

Facilitators

Facilitators (n=23) were trained by the intervention devel-
opers during 2018/2019.* Facilitators’ backgrounds
included nursing, psychology and those with specific
interest in stroke.

Methods of data collection

Qualitative and quantitative data were collected in order
to answer the questions below. The qualitative data
included a subset of interviews that had been carried out
for the wider process evaluation.”’ This included eight
participants who completed MLAS, four who started, but
did not complete and five who did not take part (two of
whom had expressed interest).

Why did participants decline MLAS?

In addition to interviews with five non-participants, a
questionnaire was sent 6 months post randomisation to
all participants which included a question asking if they
had not attended MLAS, why that was (see online supple-
mental appendix A). In some areas, there were delays with
set-up of MLAS which meant that participants’ received
the questionnaire before their invitation to attend the
programme and so were unable to provide a response to
this question.

What did participants experience when attending MLAS?
All attendees from a purposefully selected sample
of programmes (n=4) received an evaluation form
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to complete at the end of each MLAS session, which
explored what happened during the session and what
they took away from it. Programme selection criteria
included facilitators’ leading programmes and geograph-
ical location. We also aimed to include participants who
were not participating in other elements of the wider
process evaluation (eg, interviews) to offer individuals
opportunities to share their experiences, and at the same
time, minimise participants’ burden. Responses were on
a Likert scale and included a comments box (see online
supplemental appendix B).

What are participant views on MLAS?

Participants in the process evaluation were invited to
take part in semistructured telephone interviews. Poten-
tial participants were purposively selected to ensure
that people who completed a programme, started a
programme but did not complete it, declined to take
part or agreed to take part but did not attend were all
included. In order to facilitate engagement of people
with aphasia or cognitive impairment, participants could
select how they were interviewed (with or without carer;
by telephone or face to face or by email). Interviews were
performed by JG using a bespoke topic guide to aid open-
ended discussion suitable for differing levels of cogni-
tive function. The topic guide was piloted with a stroke
survivor to ensure suitability of questions. Topics covered
experience and participation (see online supplemental
appendix C), informed by the Behaviour Change Consor-
tium framework.™

What feedback was given after MLAS was delivered?

Informal general feedback was given to the lead author
(EGB) from both participants and facilitators via email
post attendance.

Analysis

We applied the six-phase approach of Braun and Clarke™
to the data as follows: (1) data familiarisation where tran-
scripts and questionnaires with qualitative data were read
and reread; (2) generation of initial codes, where two
coders independently generated codes on a subset of tran-
scripts, then refined these and applied the codes to the
rest of the data; (3) identified themes, that is, searching

[
192 Expressed Interest

141 Attended
40 Attended with someone

18 were given evaluation
forms

e

51 Did Not Attend
Reasons for drop out:
changed their mind (n=14),
couldnt attend scheduled

for patterns within the coded data; (4) reviewing the
themes to refine each theme’s meaning and to deter-
mine whether some themes lacked coherence/depth
and needed discarding; (5) defining and naming themes
which involved finalising the set of themes, discussing any
disagreements between coders with a third member of
the research team (MRJA); and finally (6) writing up the
report which was led by the first author (EGB). Patients’
receipt questionnaires were analysed for process and
outcome data and simple descriptive statistics were used
for the quantitative data. A two sample t statistic was used
to compare if there was a difference between those who
attended and did not attend, in relation to the distance
from individuals’ home to the programme venue and in
relation to time since stroke.

Patient and public involvement
We actively engaged PPI in the development of the
Managing Life After Stroke self-management programme
through lay membership of our Programme Steering
Committee and our Intervention Development Group,
a lay representative coapplicant, active engagement with
The Stroke Association and in several meetings with stroke
survivor and carer support groups in the community.

Consultation meetings took place with stroke survi-
vors in April 2016 (2 in Leicester, 1 in Cambridge—20
people per group) to seek input on content of the self-
management intervention and its format.

The topic guides for our interviews were pilot tested
with PPI members via email, telephone calls and a mock
interview.

RESULTS

Overall, 522 stroke survivors were randomised to the inter-
vention arm. Overall, 59 did not attend the stroke review,
42 withdrew from the trial and 2 died. As a result, 420
individuals were invited to attend an MLAS programme.
Overall, 192 (46%) participants who were invited to
MILAS expressed interest in attending (figure 1). Of those
expressing interest, 141 (73%) attended and 103 of those
attending (73%) completed the programme. Overall,

102 not invited
228 Declined

202 sent questionnaire after
invite
64 gave reasons for declining

times (n=21), medical/health
reason (n=7), needed a
translator (n=1), no reason
given (n=8).

Figure 1 Study flow chart for those invited, attended and declined My Life After Stroke.
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Table 1 Characteristics of stroke survivors by whether or not they attended the MLAS programme
Expressed interest but did not Did not wish to attend
Attended (n=141) attend (n=51) (n=228)

Gender

Male 62.4% (n=88) 62.7% (n=32) 66.7% (n=152)

Female 37.6% (n=53) 37.3% (n=19) 33.3% (n=76)
Ethnicity

White 97.9% (n=138) 100.0% (n=51) 96.5% (n=220)

Other 2.1% (n=3) 0.0% (n=0) 3.5% (n=8)
Age

Mean years at baseline, (SD) 71.2 (10.4) 70.9 (12.3) 69.7 (11.7)
Time since stroke

Mean years since stroke to study entry 7.7 (9.0) 6.6 (7.3) 8.2 (8.5)

(SD)
Distance to MLAS venue

Mean miles from residence to MLAS 2.3 (3.6) 3.5(5.1) 2.8 (4.0)

venue* (SD)

*Excludes patients from one practice where 13 patients were invited, but the programme was never run.

MLAS, My Life After Stroke.

24 separate MLAS programmes were held. The median
attendance at a group session was 4.5 (range 2-8).

Participants’ characteristics are shown in table 1. A total
of 94% (133/141) participants attended a programme
more than a year after their stroke. There were no differ-
ences between those who attended and did not attend. A
total of 70% (99/141) participants attended a programme
within 2 miles from their residence. The mean distance
from the programme venue to the stroke survivor’s home
and time since stroke were not significantly different
between those who did and did not attend the programme
(p value 0.26 and 0.50, respectively).

Why did participants decline MLAS?

Sixty-four participants gave multiple reasons for declining
MLAS, which were grouped into four main themes: good
recovery, ongoing health issues, logistical issues and not

appropriate (figure 2).

Good recovery

Overall, 28 people felt they made a good or full recovery,
experienced no lasting side effects and their stroke was
a long time ago; therefore no longer needed further
support.

Ongoing health issues

Overall, 13 people had ongoing health or medical issues
such as age-related concerns, cancer treatments, short-
term preplanned hospital visits or minor illnesses.

Logistical issues

Nine people were unable to attend due to other commit-
ments such as carer duties, the programme being too
time-consuming, inconvenient days/times and travel
issues.

Not appropriate

Overall, 22 people did not feel the programme was
appropriate for them, including disliking group sessions,
lacking confidence, uncertainty about the benefits of
attending and concerns about the programme being too
distressing.

The most common reason given by people who had
indicated they would like to attend but subsequently did
not was that it was being held at an inconvenient time.
Views expressed on selffmanagement programmes in
general by non-attenders were positive; they thought they

Good
Recovery

Not
Appropriate

no lasting side dislike of

effects group
sessions,

Lacks
confidence

stroke was a

ong tme ago does not need o

further support.

Ongoing
Health
Issues

Logistical
Issues

not seeing a
benefit from
attending,

minor illnesses. / travel issues.

too distressing
too time consuming,

cancer
treatments,

age related,

carer duties

short-term
pre-planned
hospital visits

inconvenient daysftimes

Figure 2 Venn diagram of themes for declining the self-
management programme, My Life After Stroke.
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Agree Disagree

INDIVIDUAL APPOINTMENT 1 (N=17)

The facilitator explained ‘My life after stroke’ to me

The facilitator invited me to ask questions about ‘My life after stroke’.
I felt | could talk about what life was like before and after my stroke.

The facilitator invited me to share any problems | might face in attending the course.

1 had the chance to talk about ways to address the problems | might face in attending the...

The facilitator invited my carer to come to my appointment.

The facilitator invited my carer to share experiences if they wanted to.

GROUP SESSION 1 (N=14)
I felt like 1 could contribute to the session if | wanted to

I felt like | could participate in the session activities.

The session included a discussion about my stroke story.

I had a chance to think about where | am on my journey since my stroke.
The session included a discussion about feelings after having a stroke

| had a chance to talk to other stroke survivors without my carer.

I had a chance to complete the ‘what will | do now?” worksheet.

I received my ‘Stroke journey’ handbook.

GROUP SESSION 2 (N=11)

1 felt like 1 could contribute to the session if | wanted to.

| felt like | could participate in the session activities.

The session included an activity on risk factors for stroke.
| made an action plan.

There were opportunities to ask questions at the session.

I had a chance to complete the ‘what will | do now?’ worksheet.

| received my ‘I ging health and g
GROUP SESSION 3 (N=14)
I felt like | could contribute to the session if | wanted to.
1 felt like | could participate in the session activities.
The group discussed the link between thoughts, feelings, physical sensations, and behaviour.
The group discussed what problems or ‘roadblocks’ people might face after a stroke.
1 had a chance to complete ‘what are my roadblocks?’ worksheet
The session included a problem-solving activity.
The facilitators invited me to share my problems and feelings.
There were opportunities to ask questions at the session
1 was able to learn from other people in the group.
I had a chance to complete the ‘what will I do now?’ worksheet.

| received my ‘Roadblocks’ handbook.

GROUP SESSION 4 (N=14)

I felt like | could contribute to the session if | wanted to.

1 felt like | could participate in the session activities.

1 was able to think about how my relationships have changed since having had my stroke
The facilitators invited me to share my experiences of changing relationships.
The session included a problem-solving activity.

1 had a chance to talk to other stroke survivors without my carer.

1 had a chance to think about where | am on my journey since my stroke.
There were opportunities to ask questions at the session.

The group discussed ways to get support or information.

I had a chance to complete the ‘what will I do now?’ worksheet

I received my ‘Moving forward on my journey’” handbook

I received my ‘Directory’.

INDIVIDUAL APPOINTMENT 2 (N=15)

1 was able to reflect on where | am on my journey after stroke.

The facilitator invited me to talk about my experience of the ‘My life after stroke’ course.
The facilitator invited me to complete the ‘Where am | on my journey? worksheet

1 was able to ask questions if | wanted to.

The facilitator and | talked about my plans after ‘My life after stroke’

The facilitator checked if I had any questions

The appointment included information about services that | can access.

My carer was invited to come to my appointment.

The facilitator invited my carer to share experiences if they wanted to.
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Figure 3 Patients’ evaluation forms, process questions. N=number of participants attending the session.

would be useful, tailored to individual needs, good for
social aspects and learning.

The interviews with participants did not attend MLAS
gave reasons matching those in figure 2, with additional
ones including: the programme having no connection to
their stroke, previously attending similar programmes,
being in full-time employment and moving away.

What did participants experience when attending MLAS?
Figures 3 and 4 show the extent to which participants
agreed that the programmes were carried outas intended.

Overall, 18 participants were invited to complete evalua-
tion forms. There were 54 process criteria that included
learning about MLAS, talking about one’s stroke, asking
questions and forming discussions. All participants who
responded felt these were met with the exception of
three criteria, where in each case only one or two partic-
ipants felt otherwise. Similarly, there were 20 outcome
criteria that were largely concerned with different
aspects of knowledge about stroke. There were only two
criteria which a responder felt were not met relating to
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Agree Disagree

INDIVIDUAL APPOINTMENT 1 (N=17)

| understand what ‘My life after stroke’ is.

GROUP SESSION 1 (N=14)

I know what a stroke is.

I know how a stroke can affect me.

| understand what neuroplasticity is.

| have a strategy that can help me deal with the effects of my stroke.

| am aware of the barriers to moving forward with my life after stroke.

| know what | am going to think about doing differently from today.

GROUP SESSION 2 (N=11)

| am aware of what my risks are for having another stroke.

| know what | could do to help reduce my risk of having another stroke.
| know what | could do to stay healthy.

I understand the pros and cons to making change.

| am confident | can achieve my plan.

| was able to learn from other people in the group.

| know what | am going to think about doing differently from today.

GROUP SESSION 3 (N=14)
| am able to think about my own problems or roadblocks.
| am able to think about how to solve or manage my own problems or roadblocks.

| know what | am going to think about doing differently from today.

GROUP SESSION 4 (N=14)
| am aware of how | can keep track of my physical and mental health.
1 know what | could do to stay healthy.

| know what | am going to think about doing differently from today.

INDIVIDUAL APPOINTMENT 2 0
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B Missing Data
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Figure 4 Patients’ evaluation forms; outcome questions. N=number of participants attending the session—individual

appointment two had no outcome questions.

confidence in building action plans and acting on them.
Free text collected from these forms (n=14) was positive
and showed participants had ‘interesting discussions’,
‘thoroughly enjoyed the course’, found it ‘useful’ and
enjoyed ‘meeting fellow members and hearing their
experiences’. One participant said ‘I have really pushed
myself to get past my roadblock and have started to use
my quadstick to move around short distances (with some-
body close by). I am sure I would not have attempted this
without attending these little meetings’.

What are participants’ views on MLAS?

The interviews with participants who attended MLAS
generated four themes: programme characteristics influ-
ence programme participation, programme content is
relevant, perceived benefits of attendance and personal
circumstances affect programme participation.

Programme characteristics influence programme participation

Participants (n=4) spoke about the logistics of
programmes, referring to preferred days of the week,
time of day, location (closer to home the better) and

transport (taxis benefited participants with mobility
issues). Participants (n=5) also discussed the structure of
group sessions (some enjoyed groups and others did not),
size of groups (small groups preferred—as delivered)
and length of sessions (2hours was long enough). One
participant said ‘I think six [participants] was quite nice’
(female, 68, completed MLAS). Another participant said:
‘I can’t cope when there’s lots of people in the room and
too much information is coming in...too many people’s
voices’ (female, 56, completed MLAS).

Programme content is relevant

Despite preconceptions that the course content might
not be relevant, participants, on engaging with the
programme content, reported that it was. Some partici-
pants were sceptical about the activities, such as using a
roadmap metaphor (ie, where participants were tasked
with placing themselves on a printout of a road going in
various directions) to aid thinking through barriers to
recovery. One reported saying to their niece: ‘what on
earth are they on about being in a bleeding taxi?’ But

6
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then she went on to say: ‘I didn’t know what my road
blocks were until I worked through the book, and the
same answer kept coming up, and it was fear, fear, fear....
So once I'd said in the group, my biggest thing was fear.
that was a major unblocking’. Another participant: ‘Kept
saying to myself: how relevant is that now?’” But then said:
‘It kicked my backside! I wasn’t actually doing some of the
things I should be doing, like ...the clarinet...(and an)
exercise bike’ (male 90; completed MLAS). Participants
(n=6) reported that programme content and delivery
should meet attendees’ individual needs. One participant
commented, ‘not everyone’s difficulties are so obvious’
(female 81; partially completed MLAS) as participants
had their stroke at different times in their lives resulting
in various after effects. Another participant explained, ‘I
struggle a lot with my memory...I can forget, you know,
talking to you, I’d forget your name at the end’ (female
58; partially completed MLAS). The contributions of
individual participants (eg, identifying their own road
blocks, as above) enabled content to match need. By
remaining flexible in delivery, participants were able to
complete handbooks at their own pace without feeling
pressured: ‘So when it was time to do your workbooks,
I said I’ll do this later, so that was never a problem. And
I think I gained more from doing it after’ (female, 56,
completed MLAS).

Perceived benefits of attendance

First, participants (n=6) reported a change in self-
awareness, with a less negative mindset. Second, they also
(n=4) perceived change in their behaviour, including
increasing exercise and engaging in hobbies; one partici-
pant said, ‘I was sitting there thinking there isn’t anything
I can do, but then I remembered I'd got this big purple
exercise ball. So, it actually made me get it out, and I've
got a new sewing machine...so now that’s made me buzz,
because now I’'m back into patchwork and quilting so I
think right, I'll join a patchwork and quilting group. So
that was a very positive thing that came out of it... . I'm
altogether just so much different...Creatively, I'm just
buzzing’ (female, 56, completed MLAS). Third, partic-
ipants (n=10) reported that the programme increased
their understanding of stroke and how it affected people:
‘People shared their experiences of it, actual strokes,
what they could remember, and that to me was very inter-
esting, realising that everybody really had had a different
experience, but there were things in common that we
were all grappling with’ (female, 73, completed MLAS).
Finally, participants (n=11) considered attendance to be a
positive experience, gaining social support and engaging
in altruism; a participant said ‘I found it so helpful just
listening to other people’s stories and feeling able to
talk about my own feelings so that was very, very helpful’
(female, 78).

Personal circumstances affect programme participation
Participants (n=7) said individual circumstances affected
their participation, including having existing health

comorbidities and how far into recovery they were. One
participant said ‘with my eyes it is quite difficult to do all
the things that I used to do...I can’t use my legs and now I
can’t use my eyes either’ (female, 56) another participant
said ‘it’s [been] fiveyears since I had the stroke, but most
people at the group, it was a longer time since they’d had
their strokes...I know this is a new project, but I would
have found it helpful to have had this course much nearer
to the stroke’ (female, 73, completed MLAS). On the
other hand, she went on to mention that there was one
woman ‘who’d had a stroke [recently] and I felt perhaps
that was too soon for her because she was still working
things through, but you know, it’s probably a personal
thing’.

What feedback was given after MLAS was delivered?
Informal feedback was received from participants (n=2)
and facilitators (n=10) via emails after attending an MLAS
programme and grouped into 3 themes.

Participants had a positive experience

Participants expressed positive experiences and found
the programme useful. One said he was ‘sceptical
at first about joining the course and felt it would be
a waste of time’ but has ‘learnt so much and is glad
he attended’ (70, male). Another mentioned it was
‘good to speak with other stroke survivors’ and found
problem solving ‘most useful when it came to putting
it into real life’ (78, female). A facilitator said that one
participant didn't realise how angry he was, but by
the second group session ‘felt like a weight had been
lifted’ (Northamptonshire programme). Facilitators
recognised participants were positive when completing
the programmes as they had learnt from each other
and shared personal experiences.

Programme more beneficial closer to time of stroke onset
Participants’ strokes were often not recent, one stated
that the programme ‘would be more useful when you
come home from hospital’. Facilitators explained how
participants struggled to identify areas of difficulty as
they no longer fitted the stereotypical stroke survivor.

Ongoing health issues

Facilitators expressed the view that many of participants
had ongoing health comorbidities which were often more
pronounced than the consequences of their stroke.

DISCUSSION AND GONCLUSION

Key findings

Participants who attended MLAS had a positive experi-
ence and felt that the programmes achieved what was
intended. However, over half of those invited declined to
attend. Reasons included: good recovery, ongoing health
issues, logistical issues or not feeling the programme was
appropriate for them.
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Strengths and limitations

More participants (n=141) took part in MLAS compared
with evaluations of other self-management programmes
for stroke 22724202731 Using a mixed methods approach
helped to identify reasons for low participation, and
explore why those who had attended MLAS felt it was a
success. Furthermore, consistent themes were identified
from the different sources of data. All qualitative data were
double coded, with a third experienced analyst resolving
disagreements. Only 32% of people who declined to take
part in a programme gave an explanation as to why this
was, but these data were supplemented by five interviews
with those who did not attend. Only a small sample of
attendees received an evaluation form (13%) from four
programmes (17%), to minimise participants’ burden.
The use of emails provided a perspective from the facilita-
tors, which complemented that of participants. However,
there was a lack of diversity within the sample, participants
being primarily white, retired and more than a year post
stroke. Participants may not have been representative of
the whole population of stroke survivors as they were all
taking part in a randomised controlled trial.

Comparison with existing literature

There is some evidence from randomised controlled
trials that self-management programmes may improve
quality of life and self-efficacy.”” With regard to patients’
experience and participation, there have been insights
from before and after studies and randomised control
trials (RCTs). The New Start intervention,” which has
similarities to MLAS, is a self-management programme
for patients within the first 6 months of their stroke which
is being tested in an ongoing RCT.* * The SSMP inter-
vention®* was part of an RCT that aimed to recruit partic-
ipants of similar age to MLLAS>3 months post stroke to an
8-week programme; 70% of attendees were >12 months
post stroke, which is similar to MLAS. The MOST inter-
vention®® compared a new self-management programme
with 34 hours of group contact time over 8weeks to a
standard education programme>3 months post stroke.
It involved three times as much contact time as MLAS
using similar sized groups and ages. MLAS does appear to
have a slightly lower uptake than these programmes but
a higher completion rate. The SSMP intervention®* had
53% (27/48) attendance compared with 34% (141/420)
in MLAS, with 52% (25/48) completing>50% of sessions
compared with MLAS, which had 90.1% of participants
complete more than 50% of sessions. This could be due
to participants receiving dates in advance and having
transport provided. The MOST intervention®® had a small
60% (18/30) participants’ recruitment and only 22%
(4/18) attended all of the sessions compared with 53.2%
for MLAS. Qualitative feedback from participants of
these other programmes was positive, as it was for MLAS.
Reasons for non-attendance of the SSMP course (time
constraints, lack of interest and inability to attend, eg,
because of transportation issues) were similar to MLAS.
A follow-up study to MOST,* MOST-TR? involved video

conferencing with 36 hours of online-contact time over a
9-week period with participants 3—18 months post stroke.
Participants valued access to this programme without
the need to travel. A review'” of the effectiveness of self-
management programmes for community living adults
with stroke identified 14 RCTs conducted across 8 coun-
tries between 2000 and 2015 with 1863 participants. All
programmes were community, home or outpatient based
and lasted a duration of 4weeks to 6 months. There was
some evidence of improved quality of life (the primary
outcome). Secondary outcome measures showed posi-
tive improvements in self-efficacy, self-esteem, emotional
stability, anxiety and depression and mood.

Interpretation

Given that there is some evidence that self-management
programmes can improve quality of life in stroke survi-
vors,"? it is important to understand why people do or do
not attend such programmes. While people who attended
the MLAS programme found it helpful, many people in
our sample did not feel that the programme was suitable
for them. Some people felt that it had been too long since
their stroke had passed to be useful to attend, though
other programmes that recruited participants earlier after
their stroke also had poor uptake.* *° 7 It is a feature of
primary care that most people on stroke registers will not
have had a recent stroke, and so this raises the question as
to whether self-management programmes might be more
useful if accessed from specialist secondary care services
or offered at the point of discharge or engagement with
early supported discharge. Other potential participants
felt they had too many ongoing health problems to attend,
highlighting the problem of providing single-condition
programmes for people with multimorbidity.”” ** For
those who do wish to attend a programme, it needs to be
adaptable to patient needs and wishes. For example, it
has been shown to be feasible to provide virtual sessions
which can overcome attendance barriers®’. Tailoring
programmes might also address concerns of people who
do not like group work. It is possible the decision to take
part in an MLAS programme was influenced by how it
was introduced to the stroke survivor by the healthcare
professional. It may be that uptake could be improved
by focussing on this aspect. Before widespread adoption
of self-management programmes such as MLAS, further
evidence is required on optimal timing, content and
mode of delivery."”

Conclusion

The mixed methods and multiperspective nature of this
analysis has provided insights into patients’ experience of
and participation in a stroke self-management programme,
MLAS. This intervention, which focuses on addressing
patients’ self-reported needs, was found to provide a positive
experience for participants. Although many stroke survivors
who declined participation did not feel it was appropriate
for them, it might have a role as part of a menu of optional
services.
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Practical implications

This study suggests that there should not be an expectation
that all stroke survivors would want to take part in a self-
management programme such as MLAS. There was feed-
back that the programme would be more valuable if offered
sooner after the stroke. This could be achieved by having
referring routes from specialist services rather than from
primary care, though uptake is not necessarily higher from
these settings. Some potential participants did not like the
idea of group work, and others found it logistically difficult
to attend. Setting up online sessions (whether individual or
group based) would be a way of addressing such concerns.
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