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ABSTRACT

Purpose: Resilience contributes to positive adaptation after many health conditions, but little
is known about its contribution to long-term recovery after stroke. This study investigated the
lived experience of resilience and participation and their relationship to quality of life after
stroke in Sweden.

Material and method: Semi-structured telephone interviews were conducted with 19 infor-
mants (10 male, 9 female), aged from 44-89 years and between 1 and 19 years post-stroke.
Stroke severity ranged from mild (n = 8), moderate (n = 9) to severe (n = 2). Interviews were
analysed using content analysis.

Results: The analysis resulted in an overarching theme; Life with stroke has been adapted to
but not accepted, built on five subthemes: 1) Adapting and adjusting life, 2) Meaningful
values in life, 3) Inner resources, 4) Support and treatment from social relations, and 5)
Support and treatment from external resources.

Conclusion: Participants described a tension between adapting and accepting life after
stroke. Resilience was a useful framework, highlighting the contribution of inner, social and
societal resources to recovery and quality of life, both directly and as enhanced through
increased participation. Important factors for adaptation are meaningful values in life, indivi-

ARTICLE HISTORY
Accepted 27 August 2022

KEYWORDS
Content analysis; health;
interview; rehabilitation

dual strategies for adaptation and support from both social relationship and the society.

Introduction

Stroke is a major contributor to the global burden of
disease (Feigin et al., 2003; Mukherjee & Patil, 2011)
and to disability within Sweden (Appelros, Arvidsson-
Lindvall et al., 2021; Riks-stroke, 2019). The World
health Organization, defines stroke as “rapidly devel-
oping clinical symptoms and/or focal, and at times
global, loss of cerebral function, with symptoms last-
ing more than 24 hours or leading to death, and no
apparent cause other than of vascular origin” (Aho
et al, 1980). The onset of stroke poses a life-
threatening challenge in the short term, followed by
a period of functional recovery, often associated with
rehabilitation. Within Sweden, the lived experience of
stroke during this acute phase has been documented
in a small number of studies, focusing on impairments
such as pain (Widar et al, 2004) and balance
(Arvidsson Lindvall et al., 2021), alongside the broader
psychological and social challenges of adaptation,
characterized as living with struggle and uncertainty
(Carlsson et al., 2009) or a desire for belonging/inte-
gration (Eriksson et al., 2009). However, less is known

about the lived experience of stroke and the adjust-
ment challenges in the chronic long-term phase.
There is also a need for more knowledge within
a Swedish context due to differences in culture com-
pared to other countries. For example, Sweden is
a strongly secular society, with religion playing
a lesser role compared to many other European coun-
tries as well as North America. Moreover, at a societal
level, most human service support systems are pub-
licly funded with universal access, compared to coun-
tries in which services are predominantly delivered on
a selective basis through the private sector.

The Kumla stroke study provided the opportunity
to address this knowledge gap. Kumla is a small muni-
cipality (popn approx. 23,000) located in Sweden. The
study identified the entire population of persons with
stroke (n = 330; 1-37 years post-stroke) living in this
municipality (Appelros, Arvidsson-Lindvall et al., 2021).
Few studies with a focus on lived experience have
been able to both include people at long time-
points post-stroke and sample systematically from
a single jurisdiction (Sarre et al., 2013).
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In the broader literature, quality of life (QoL; World
Health Organization Quality of Life Group, 1993) is
a core goal in stroke rehabilitation, seeking to achieve
the best outcomes possible (Wiklund, 2004) in the
context of physical, cognitive, psychological and
social challenges (Wolfe et al,, 2011). In understanding
the adjustment process underpinning QolL, a wide
range of individual, relational and structural factors
have been identified in previous qualitative studies
(Sarre et al, 2013). Two interrelated constructs of
resilience and participation may be useful conceptual
frameworks that encapsulate many of such factors
reported in these previous studies.

In their 2014 review, Sarre and colleagues high-
lighted the growing research attention focusing on
the role of resilience in adaptation to a range of
health conditions (Sarre et al.,, 2013). Conceptually, it
encompasses a range of different thoughts, feelings
and behaviours that individuals use to handle and
adapt to adversity, and this has been explored within
the rehabilitation context (Luthar et al.,, 2000; White
et al., 2008). Resilience is posited to be a multi-
dimensional construct comprising a mix of personal
skills and attributes, social competence, social
resources and spirituality, which may be associated
with reductions in morbidity and increased positive
wellbeing (White et al., 2008). Despite this promise,
Sarre et al. found there was limited research within
stroke that had examined this psychological resource
(Sarre et al., 2013).

Initial studies have identified that resilience makes
an independent contribution to QoL after stroke (Liu
et al,, 2019; Zhou et al,, 2020). In the acute setting,
higher resilience was found to be negatively corre-
lated to anxiety and depression (Liu et al., 2019). It
was also associated with higher quality of life, inde-
pendent of socio-demographic, disease-related, phy-
sical functioning and mood-related variables (Liu
et al, 2019). The authors concluded that resilience
both enhanced QoL and acted as a buffer against
anxiety and depression post-stroke, but stated that
research that extended into the post-hospitalization
phase was needed.

Empirically, quantitative studies have reported an
association between participation and resilience
(Ponsford et al, 2014) after traumatic brain injury
(TBI), and a similar relationship may also be found
after stroke. Participation focuses on the involvement
in a life situation (World Health Organization, 2001)
and this encompasses broad domains such as work,
leisure, mobility (inside and outside the home), rela-
tionships and other aspects of community life. Many
such activities have been described as ‘identity-
defining” (Clarke & Black, 2005; Hartke et al., 2011)
and provide strong social connections (Eriksson et al.,
2009). It includes the sense of re-integration into
society (Eriksson et al., 2009) and these domains of

participation would seem to overlap with resilience.
However, little is known about the lived experiences
of these domains after stroke, and their association
with QoL. Furthermore, QoL is sensitive to, and varies
between different cultural contexts (Ayis et al., 2015;
Sprigg et al,, 2012). Therefore, the aim of this study
was to explore the experience of the contribution of
participation, and resilience to QoL among people
who have had a stroke in Sweden.

Materials and methods

This study was approved by the Swedish Ethical
Review Authority (reference No. 2019-02359). All par-
ticipants were given written and oral information
about the study and gave written consent to partici-
pate before the interview. In addition, the paper has
followed the Consolidated criteria for Reporting
Qualitative research (COREQ; Tong et al.,, 2007).
Informants were recruited from the Kumla stroke
study. Participants in the larger prevalence study were
identified through the Swedish stroke register and
their diagnosis was confirmed in the medical records
(Appelros, Arvidsson-Lindvall et al., 2021). A total of
281 (85%) had an ischaemic stroke, 35 (11%) an intra-
cerebral haemorrhage and 12 (4%) a subarachnoidal
haemorrhage, in total 330. The majority (58%) were
men and the mean age was 74.5 years (SD 13.7).
Thirty-eight (11.5%) had more than one strokes. The
mean duration since they had their first stroke was 8.3
(SD 6.3) years and comorbidities were common. For
example, 80% had hypertension, 30% orthopaedic
disorders, 18% ischaemic heart disease, and 12% had
cognitive impairment (Appelros, Matérne et al.,, 2021).

Informants

The main inclusion criteria were (i) resident in the
Kumla municipality on the 31th of December 2019,
(ii) having had a stroke and (iii) fluent in speaking
Swedish. A total of 330 participants with stroke were
identified in the Kumla stroke study (Appelros,
Arvidsson-Lindvall et al, 2021). From this,
a purposive sample was chosen by the researchers
MM and MLA, aiming for heterogeneity (Patton,
2002) regarding age, sex (male, female), occupation
(retirement pension, sickness compensation, different
occupations) and severity of the stroke (mild, moder-
ate, severe). Another inclusion criterion was to be. The
exclusion criteria comprised having severe aphasia or
other extensive communication problem. Given the
broad timespan post-stroke among the sample, the
severity of the stroke was self-reported (see, Table 1)
and confirmed by the research team.

Twenty-six potential informants were contacted by
telephone, informed about the study and invited to
take part. Five persons declined to participate: two
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Table 1. Characteristics of the informants at the time of the interview.

Years Self-reported Self-reported
Marital since Severity problems after return to activity

Sex Age Occupation status stroke Residual symptoms of stroke stroke * b

M 89 RP P 4 Half-side paralysis, fatigue, Moderate 2 3
memory loss

F 81 RP S 9 Numbness left hand Mild 2 1

M 80 RP S 6 Aphasia Moderate 2 2

M 75 RP P Fatigue, dizziness, reduced Mild 2 2
balance, loss of sensation

F 75 RP P 4 Memory loss Mild 1 1

F 74 RP P 5 Memory loss, slightly lameness Moderate 2 2

M 70 RP P 2 Half-side paralysis, memory loss ~ Moderate 2 2

F 69 RP P 3 Fatigue, dizziness and left foot Moderate 2 3
paralysis

F 60 SC S 8 Spasticity, can walk with a stick, Moderate 2 2
wheelchair user

M 60 SC P 1 Left side paralysis, spasticity, can Moderate 2 2
walk

F 58 Part time assistant at P 6 Fatigue, memory loss and aphasia Severe 2 3

school, part time SC

M 57 Transport manager P 3 Right side paralysis, memory loss Moderate 2 1

M 57 Finance assistant P 19 Balance, dizziness, fatigue, Mild 2 2
memory loss and mood swings

F 55 Human resource S 2 Numbness right side Moderate 3 2

manager

M 54 Teacher P 13 Balance problem and fatigue Mild 2 1

F 46 Teacher S 19 Right side paralysis Moderate 3 2

M 45 Work training—industry S 1 Double vision Mild 2 2

F 44  Administration P 2 Right side paralysis and fatigue Mild 1 1

M 44 SC S 1 Left side paralysis, wheelchair user Severe 2 3
and fatigue

RP = retirement pension, SC = sickness compensation, S = single, P = partner.  Question from the Stroke questionnaire, rating scale: 1 = All the
problems have passed completely, 2 = | still have problems 3 = | do not know. ® Question from the Stroke questionnaire, rating scale: 1 = Yes, 2 = Yes,

but not quite as before, 3 = No, 4 = | do not know.

due to lack of expereine of stroke symptoms, one due
to aphasia that prevented participation in a telephone
interview and two declined without giving a reason.
In addition, two persons gave initial consent to parti-
cipate but could not then be reached by telephone to
book the interview. Thus, 19 interviews were con-
ducted. No relationships between the informants
and the interviewers were ongoing during or under
the interviews.

Procedures

The study comprised a cross-sectional qualitative
design. To enable the informants to talk freely, a semi-
structured interview was conducted (Richards &
Morse, 2013). The interview guide drew upon con-
cepts of participation embedded within the
International Classification of Functioning, Disability
and Health (ICF) model (World Health Organization,
2001) and resilience from the previous theoretical
work of White and colleagues (White et al., 2008).
The interview guide was piloted with one stroke sur-
vivor, not included, before the study started. As the
participant understood all questions, no changes were
made to the interview guide.

The interview guide consisted of four key areas; 1)
background characteristics, 2) QoL, 3) participation,
and 4) resilience (see appendix 1). Each interview
lasted for about 30-45 minutes and were done one

by one. Twelve interviews were conducted by MM
(female), a registered health care counsellor and
researcher (PhD) with more than 25 years of experi-
ence of working with people with disabilities. Seven
of the interviews were conducted by a social worker
(MsC, female) at an adult habilitation centre with
5.5 years of experience working with people with
stroke.

Within the research group regular meetings took
place to review the data, and after 19 interviews, data
saturation had occurred with no new themes emer-
ging from the interviews and therefore no further
informants were recruited (Kvale & Brinkmann, 2009;
Sandelowski, 1993).

Analysis

All interviews were audio-recorded and transcribed
verbatim. Qualitative content analysis was used to
captures variations in the material (Graneheim &
Lundman, 2004). The data was structured using the
qualitative software programme NVivo 11 (QSR
International, Inc., Cambridge, MA, USA) to support
the analysis. Two of the authors (MM and MLA) read
and reread the interviews several times to become
familiar with the data. The analysis then was con-
ducted by an inductive approach with focus on
answering the aim, starting with coding on
a manifest level with no interpretation of the material
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and then continuing with a superior interpretation
and a more latent level (Graneheim & Lundman,
2004). The steps in the analysis were inspired by
Graneheim and Lundman (Graneheim & Lundman,
2004), and of five analytic steps: meaning units,
codes, categories, subthemes and overarching
theme. In this study, we excluded a step with con-
densed meaning units due to the informants often
brief answers, even to follow-up questions, which
means that the meaning units did not have to be
condensed. Subthemes and one overarching theme
were used instead of only themes. The first two steps
with meaning units and codes were related to the
manifest content, while the last steps with categories,
subtheme and overarching theme, were made
through interpretations of a more latent level. The
first author, (MM) analysed the manifest level with
meaning units and codes, discussed the analysis
with another researcher (MLA). On the more latent
level, the whole research group then discussed and
revised the categories. Finally, each researcher inde-
pendently formulated subthemes and overarching
theme, which were then discussed in the research
group until consensus was reached (Richards &
Morse, 2013). This was a way of seeking trustworthi-
ness of the material (Hsieh & Shannon, 2005).

To clarify validity through the convergence of infor-
mation from different data sources we used both
qualitative and quantitative methods. The main data
collection were through telephone interviews and
additional data were on participants’ demographic
characteristics, including age, gender, place of resi-
dence, living with a partner or alone, this data were
collected before the interview started and from earlier
datacollection (Appelros, Matérne et al., 2021). At the
end of the telephone interview the participants were
encouraged to give further information if needed.

Results

Nineteen informants (ten men, nine women) were
included in the study (see, Table 1). The informants

were aged between 44 and 89 years and their stroke
occurred between 1-19 years previously. Stroke sever-
ity ranged from mild (n = 7), moderate (n = 10) to
severe (n = 2). Eight informants were on retirement
pensions, eight had returned to work full or part time
and three were receiving full time sickness compensa-
tion. Several of the participants reported residual
functional impairments across physical (hemiparesis,
spasticity, loss of balance) and cognitive (dizziness,
fatigue, memory loss) domains, see, Table 1.

The overarching theme was Life with Stroke has
been adapted to but not accepted. All informants
described situations that illustrated how the stroke
had affected their life and how they had adapted
their life due to the stroke. Almost everyone had
found ways to cope with the life after stroke but
they did not accept the situation. The lack of accep-
tance was bidirectional. For some, there was
a resignation that their lives had changed perma-
nently, and this had to be accommodated. Others
however, were still working to overcome many of
the limitations and challenges that they faced as
a result of the stroke. This overarching theme was
built on five subthemes: 1) Adapting and adjusting
to life, 2) Meaningful values in life, 3) Inner
resources, 4) Support and treatment from social rela-
tions, and 5) Support and treatment from external
resources. These five sub-themes are described
below with citations from the informants, see, Table 2.

Adapting and adjusting to life

This first subtheme was about how the informants
were adapting and adjusting their life due to their
new, often suddenly occurring, situation. All infor-
mants described that the stroke had been dramatic.
However, the stroke had changed life dramatically for
some informants, but had no long-lasting effects on
other informants. In this subtheme, three categories
were identified: 1) Accessibility and adaptation to
a life with stroke, 2) Leisure time is different but still

Table 2. Findings divided into categories, subthemes, and overarching theme.

Categories

Subthemes

Overarching Theme

1. Accessibility and adaptation to a life with stroke

2. Leisure time is different but still active after the stroke

3. Consequences of the stroke affect everyday life

1. Spirituality and faith create meaning

2. Quality and values in life are different

3. The importance of family and closest friends

1. Persistence, motivation and problem solving creates
independence

2. Satisfied with the recovery and acceptance with oneself

1. The feeling of being useful

2. Social relationships work well and have sometimes deepened

3. Social relationships have become complicated and how they
were treated

1. The home service is careless and changes staff all the time

2. Lack of follow-up from health-care and society

3. Assistive technology, assistance and support increase

accessibility and facilitate activities

Adapting and adjusting to life Life with Stroke has been adapted to but not

accepted

Meaningful values in life

Inner resources

Support and treatment from
social relations

Support and treatment from
external resources
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active after the stroke, and 3) Consequences of the
stroke affect everyday life.

In relation to the category of accessibility and
adaptation to life, almost every informant described
the varying degrees of adjustment to stroke that were
needed. Several of the informants with physical dis-
ability reported that the accessibility had become
more difficult and they were dependent on their phy-
sical environment and assistive devices due to physi-
cal impairments. For example, a 70-year-old man who
used a mobility scooter faced the challenges/barriers
associated with the amount of space needed to store
the scooter, as well as the problem of still not being
able to access all places due to physical barriers such
as stairs.

Yes, in most places it works. Ehh ... itis ... of course
you choose places now that I, you know ... that you can
access. (M/70 years)

His life had changed a lot after his stroke and he
had adjusted to limitations in where he could go,
based on the accessibility of the desired destination.
For example, it affected which friends or family he
could physically visit due to his extensive disabilities
in movement.

On the other hand, mild symptoms also restricted
participation in life. A young women described letting
her husband take more responsibility for driving their
teenage daughter to training at late hours due to
fatigue.

Yes. No huge difference. But | have, or we have
a daughter who exercises quite a lot, has late-night
workouts, obviously | haven't picked her up in the
last year [due to my stroke]. (F/44 years)

The informants described that leisure time was dif-
ferent but still active. An old man, severely affected by
balance difficulties and dizziness, described how he and
his wife tried to live their life and spend their leisure
time as before he was injured. He took more pauses to
compensate for the injury, but he still thought of his life
as meaningful and active.

Yes . that’s it ... it's exactly the same things, we try
it ... to ... continue in the way that has energized us
and given us meaning before, as far as we can. (M/
75 years)

A middle aged woman recounted how her life and
leisure time had changed. She had made changes in
some of her former leisure activities, and could man-
age due to her determination, while others activities
were impossible to do. She felt uncomfortable not
managing her leisure time herself anymore, which
gave rise to feelings of inadequacy which she had to
deal with.

No I have not. Or rather ... | try to do what | can do,
but naturally | have realized that some things cannot be
done, e.g., go swimming and stuff like that [giggles].
And of course it isn’t usually swimming with my children
either, but my husband then had to do that, but there

you go. Otherwise, | try to do as much as | can, because
I am very determined, | generally don’t want help,
| want to manage things myself. (F/ 46 years)

The informants described how consequences of
the stroke affect everyday life in different ways con-
sidering their disabilities arising from the stroke.
Difficulties with speaking, reading and writing due to
aphasia were one consequence experienced as affect-
ing everyday life

And that ... and a lot, read a lot and wrote a lot and
talked a lot [laughs] all of that, you have to put that
aside now. (M/ 80 years)

Several of the informants described functional
impairments affecting them in everyday life.
Substantial walking difficulties due to dizziness and
balance problems were some consequences. Fatigue
and mood changes were others. The consequences of
the stroke meant that they had to make adjustments
to their lifestyle compared to their lives before the
stroke. A young woman described how her fatigue
affected her social life.

I have probably never been one of those who liked to
be out partying and so on, but of course | can meet
friends and all that on the weekends, but now | basically
just want to be home and have a good rest, quite
simply. And | think that “Yes but okay, if | meet her on
Saturday, or my friend on Saturday, then | know /I'll feel
bad on Sunday.” (F/ 46 years)

Meaningful values in life

The second subtheme was about values in life, con-
ducive to QoL. For some of the informants, life did go
on almost like before but for others values in life had
dramatically changed. The subtheme had three cate-
gories: 1) Spiritualty and faith create meaning for
some but had no value for others, 2) Quality and
values in life are different, and 3) The importance of
the family and the closest friends.

Some informants talked about how spirituality
and faith created meaning but others said that spiri-
tuality did not create added value. Most of the
informants did not find any comfort in spirituality
neither before nor after the stroke. The church had
contributed to practical support as with money and
procurement which one man experienced as valuable.
He had also found people to talk with from the
church, but he did not find any comfort in the faith.
Another man who had been a Christian his whole life
said that he had benefitted from the comfort and
hope that he found in his faith even after the stroke.

Yes, to be sure it has been, so to speak ... a power,
a strength for me, a meaning throughout my life, you
could say, so it has not meant any change here but it
has rather been | feel a deep faith although things
happen that you don’t want to happen, so | have still
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seen felt the strength to move on, not to give up at any
time, | haven't felt that way. (M/ 76 years)

The informants described that quality and values in
life are different after they got their stroke. Several
experienced a change in their QoL, either in a positive
or a negative direction. One women explained how she
now had a greater gratitude to life than before her
stroke. She woke up every day with a smile on her face.

I have kind of, | appreciate life more, | must say and
it is probably not a disadvantage but you used to take
everything for granted, | think. But now | think every day
is quite wonderful, really [laughs]. But | look at it so
differently before and after, actually. (F/ 69 years)

On the other hand, several of the informants experi-
enced a decline in their QoL by not being able to do the
things they wanted anymore. One informant explained
that his life completely had changed and he felt
depressed. His friends did not understand his situation
and how hard it was to struggle with the disability.

No. I'm feeling terrible, I'm getting depressed, I'm
depressed right now. I'm just lying in bed and not
doing anything. It feels like they [i.e., friends] have dis-
tanced themselves, | don't think they really understand
how [ feel, how hard it is with a stroke. (M/ 44 years)

The last category in this theme was about the impor-
tance of family and closest friends. Almost all partici-
pants highlighted an increased appreciation of the
importance of those who they were closest to in their
social networks. They thought that the value of the
support provided through their social network was cru-
cial to their QoL and their continued life after the stroke.

Yes, | have had support from my husband, | must say.
And so it's probably the support that maybe—I may not
have felt it, or not needed any other support, you could
say, from outside, of others, girlfriends and so on to
some extent, but like | said, it's my husband who is my
support. (F/ 75 years)

For the informants who had children it was hard to
continue being a parent in the same way as before.
A man who had separated from his partner just before
he got the stroke felt very sad. However, he described
the value of his daughter who gave him a meaning to
continue living his life.

She stayed [when we separated] and | moved to [the
town’s name] and then only a month went by and then
this happened [the stroke]. So | have my daughter every
other week. This has helped me a lot to come back.
When | was paralysed and couldn’t talk and eat, | had
that to fight for, it helped me a lot mentally. We are very
tight, it's daddy’s girl, she prefers to be with me all the
time. And then | just disappeared and she, unfortunately
she was with me when it happened. (M/ 45 years)

Inner resources

This theme focused on each person’s own
resources. It was about their motivation level, how

they could solve problems that appeared and how
they felt about themselves and their personality.
Two categories were identified: 1) Persistence, moti-
vation and problem solving create independence,
and 2) Satisfied with the recovery and acceptance
with oneself.

For many of the participants, inner resources
such as persistence, motivation and problem sol-
ving created independence and were therefore
important in their recovery from the stroke. One
man described how he had solved problems for
himself and others during his whole life and con-
tinued with that even after the stroke. It created
a value in life for him to be a problem solver and he
found a meaning with life thanks to his skills within
this area.

Yes, but | have solved problems for both myself and
others throughout my life. (M/ 80 years)

Another man who also was a problem solver found
that when he got tired he could rest for a while and
this would refresh his cognitive functioning.

Because I ... feel that ... to a very large extent, my
thinking still works of course and then and I ... | have
a bit of that inventiveness and find solutions for most
things. So that the moments when ... my mind has
gone blank here, then | go to bed and rest until it
works again, and then | don't solve any problems at
that very moment. But it is still such short moments that
it is negligible, | think. (M/ 75 years)

The second category was about the satisfaction
with the recovery and tolerance with oneself. An old
woman who had stroke nine years ago found that, as
she did not get any help from others, she had to trust
her own power and self-reliance.

My strength is within myself. | have realized that you
can't shift it on to some spirituality but [laughs] no, you must
have power over yourself. | don't know if that's the right
answer, or a good answer, but that’s the way it is. (F /
81 years)

Several informants talked about seeking to have
a balance between different needs such as a social life,
love and economic resources. For one man this balance
was experienced as still being able to work as a teacher
even after the stroke. He thought that having a decent
income for both his and his partner’s security was
important.

It means a ... ehh yes a reality and an experience
of ... having a ... a certain independence, not com-
pletely independent, but that ... your existence that
the basic things in life are met and that it is in an
even balance with what you want, socializing, you
want security, love, closeness. And to achieve that, it
usually requires in ... at least as | have experienced
life so far that you have some form of income that
can both be maximized and can be high, but so it is
sufficient to fulfill it, that is, a job or other income.
(M/54 years)
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Support and treatment from social relations

The informants described the importance of the social
environment, including support and treatment by
others. To feel useful, have deepened social relation-
ships and be treated as before the stroke increased
their feelings of value. Three categories emerged from
the interview material: 1) The feeling of being use-
ful, 2) Social relationships work well and have some-
times deepened, and 3) Social relationships have
become complicated and how they were treated.

The first category was about the feeling of being
useful. Several informants described that it was
important to mean something for others, for their
children and, for some, their grandchildren. To have
a value was experienced by one informant, living
alone when he got his stroke, was in receiving an
offer from his friends to come and live with them
and be supported while undergoing his rehabilitation.
This offer of support and friendship made him felt
valuable and that he meant something to someone
else.

On the other side, to feel that you do not have any
value in life was depressing and devastating. One man
described how he could not do the things he did
before with his son and as a result, felt he had no
value to anyone nor to himself any more.

Then | have feelings of guilt because | have an illness
and can't do things with my son, as | did before, was
out cycling and we were out on very long, long dis-
tances etc., etc. No so no, | think stroke is terrible. (M/
44 years)

For some informants social relationships worked
well and sometimes deepened and they did not
experience any change in how people treated them
compared to before the stroke. One man described
that both his family and friends had accepted and
treated him as before the stroke despite the impact
the stroke had on his cognitive ability and fatigue.

It is hard to say. For example, within my family, it's
what ... it is as it was before, but friends have also
adapted and the friends | had before [my] stroke and
I also have them now and | also have contact with
them. (M/ 57 years)

In contrast, several of the informants described
that their friends and social relationships had
become complicated and how they were treated.
They described that their friends had distanced them-
selves. One man with aphasia felt that losing part of
his possibilities to express himself also affected the
possibilities to make contact that was meaningful, so
that making new social relationship was no longer
a joy for him.

Because if you can’t talk and get across what you
want to say and feelings and everything like that, then ..
. it means that you have a hard time making new
contacts of a meaningful nature. (M/ 80 years)

A woman living with dizziness, fatigue and
a hemiparesis after her stroke, who also had cancer,
described that her friends distanced themselves from
her and her husband. She thought they were afraid.

And it's true, even our friends have ... although the
friends you can also see a little sometimes that they
may distance themselves a bit because they are afraid
of “Yes, what should you say and so on” because that's
how | am too [laughs] if you maybe, yes get sick and
hard to get into the life of a friend if one says, so then
Ican ... yes ... it has been a bit like that ... you have ...
Because it was not just that | got sick but my husband
—it actually started with my husband getting cancer in
his stomach ... it was 2015 and that was where it all
started. (F/ 69 years)

Support and treatment from external
resources

The last subtheme was about the external support
and treatment. The support and treatment from
external resources was built on national rules and
regulations. However, the treatment from the pro-
fessionals could not be regulated and the infor-
mants felt differently about how they were treated
by the society and health care. The informants
described the support and treatment in three cate-
gories; 1) The home service is careless and changes
staff all the time, 2) Lack of follow-up from health-
care and society, and 3) Assistive technology, assis-
tance and support increase accessibility and facili-
tate activities.

The first category was about the home service is
careless and changes staff all the time. One man
with extensive need for assistance felt that the home
service was unprofessional in their treatment of him
and could not fulfill his needs for help. He did not
trust them and therefore did not want the help from
them despite his extensive need for help.

And that’s the way it was, | have a hygiene qualifica-
tion so | saw [that], then | get stressed. | got close ...
close ... to being poisoned too / .../ | got a double dose
of the medicine so | was poisoned by that as well
one day, so | was nearly ... nearly poisoned there,
I got a low pulse. But ... no the home care service has
been terrible, they have come at odd times of the day,
no routines really, it has made me stressed. That’s why
I declined all the time so | get peace and quiet, it's only
in the morning that they come. (M/ 44 years)

The other category within this theme was about
lack of follow-up from healthcare and society.
Several of the informants felt that they did not get
the support and help from society and healthcare that
they needed or were entitled to. A man with
a hemiplegia felt that he had needed more rehabilita-
tion in connection with his stroke.
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No, so you would of course like more support from
the hospital. To not just be discharged and then that’s
it. It is bad follow-up so to speak. (M/ 60 years)

The last category in this theme was about how
assistive technology, assistance and support had
increased accessibility and facilitated activities for
the informants. One woman who had a right side
paralysis received financial support and practical
help to adapt her car. That helped her to live an active
life with work and children.

No, but | can cope. | have a car with that kind of
handicap- or what is it called, handicap adaptation,
with one of those steering wheel balls on, so | can
drive. And | can manage to park, | don’t park on the
disabled parking spaces but | ... can manage it that
way, to be sure. But it is clear that | can’t walk longer
distances, of course it isn’t possible. But otherwise ...
I think it works pretty well, I'm determined as | said
(laughs). (F/ 46 years)

Another informant described how happy he was
with the support he got from the society, the rehabi-
litation and the employer. He thought that without
them he maybe couldn’t have returned to work again
after his stroke.

I had support from ehh ... employer, social insurance
agency and employment agency and that helped me
a lot that | have come back. Not like a hundred but like
fifty percent, that much anyway, that’s good. (M/
57 years)

Discussion

The overarching theme of the study was Life with
stroke has been adapted to but not accepted. Many
aspects of this process of recovery/adjustment could
be conceptualized as fitting under a twin framework
of resilience and participation. Many of the findings
from the results can be integrated and interpreted
through a resilience lens including the domains of
meaning-making, as well as inner, social and societal
resources. Participation has also been linked to resi-
lience after traumatic brain injury (Wardlaw et al,
2018) and the current study suggests that similar
associations can be found in the stroke.

The results painted a picture that living with stroke
over the long-term was not a static plateau but
a dynamic process where different resources are
used to support adaptation and acceptance to
improve QolL. However, this process was not all
smooth flowing, as there could be limitations, set-
backs or failures in the resources at each three levels
(inner, social and societal resources) which created
barriers and challenges to the adjustment process.
The dynamic nature of the process over the long-
term reflected findings from a recent Australian stroke
study, in which the main theme of Living my life, as it
evolves was elicited (Jackson et al., 2021).

The concept of “adapted but not accepted” was
either positive or negative. Starting with “not
accepted”, for some, the lack of acceptance was
a driver motivating work towards recovery, consistent
with previous reports (e.g., (Kouwenhoven et al.,
2011)). For others, the lack of acceptance was asso-
ciated with a sense of “resignation”, reflecting a less
positive appraisal of the life change associated with
stroke (Sarre et al., 2013), and this can further extend
to post-stroke depression (Robinson & Jorge, 2015).
Alternatively, for the informants who had come to an
acceptance post-stroke, this was associated with more
positive emotions, which is generally associated with
better mental health and QoL (Ch'ng et al., 2008;
Clarke & Black, 2005), highlighting the importance of
positive emotion. In other neurological (individual or
carer) samples, resilience was strongly associated with
positive emotion which contributed to positive men-
tal health and acted as a buffer against negative affect
and psychological distress (Simpson et al., 2021).

Meaningful activity was an expression of participa-
tion, contributing to both QoL and resilience. The
impact of stroke on participation reflected findings
from previous studies (Clarke & Black, 2005; Hartke
et al,, 2011), with the adjustments made to preserve
valued activities such as leisure, work and community
mobility associated with significant psychological,
social and financial benefits (Clarke & Black, 2005;
Hartke et al., 2011). Many of these elements of parti-
cipation also reflect domains of resilience relating to
social integration and access to resources (Sarre et al.,
2013). The findings highlighted the importance of
participation, in the form of meaningful activity to
overall QoL (Clarke & Black, 2005; Eilertsen et al.,,
2010; Wood et al., 2010).

The role of meaning-making is an important ele-
ment in the adjustment process (Sarre et al., 2013).
Some participants in the study drew upon their spiri-
tuality, consistent with previous reports (Cross &
Schneider, 2010; Gibbs et al., 2020). Studies in other
neurodisability groups have also found a strong asso-
ciation between spirituality and resilience (Jones et al.,
2019; Simpson et al, 2020) and similar relationships
may exist after stroke. However, only a few partici-
pants in the current study identified spirituality as
a source of strength, with the majority not reporting
that spirituality played any role in their adjustment,
reflecting the secular nature of Sweden (World Values
Survey 7, 2020), so it may not be as interrelated with
spirituality within the Swedish context. In the current
study, self-reliance was understood as an important
component of resilience (Wagnild & Collins, 2009) and
this may provide a secular alternative to spirituality.
This then reflects cross-cultural differences in the nat-
ure of resilience and how it might contribute to QoL.

Inner resources are well understood as part of
resilience (White et al., 2008) and can include



INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 9

gratitude, either understood as part of spirituality
(Manning, 2014) or independent of spirituality (Chun
& Lee, 2013). The reporting of gratitude as a response
to stroke, is consistent with previous reports of grati-
tude from other neurological groups (Jones et al.,
2018). Little research to date has been conducted
into the field of gratitude in the context of health
conditions (Elosua, 2015) and our findings highlight
this as an avenue for future research in stroke.

Other types of inner resources reported by partici-
pants such as perseverance (Brown et al., 2010) have
been reported in previous stroke studies, however
problem-solving (as a more specific cognitive
mechanism in contrast to problem-focused coping)
has not been widely studied to date. In caregivers of
people with TBI, problem solving and self-efficacy
were both strongly associated with resilience and
hope (Anderson et al., 2020), and a similar relationship
was found in this study among people with stroke.
Finally, participants also related stories of struggle
with depression, a common consequence of stroke
(Robinson & Jorge, 2015). Of interest, studies both
among stroke patients (Zhou et al., 2020) and other
neurological groups (Jones et al,, 2019) have found
that resilience can be a buffer to depression, although
further longitudinal studies are needed to support
these early findings.

Resilience is not simply a matter of inner resources
but also relates to the ability to mobilize social and
economic resources to make the challenges of living
and adapting to life challenges (viz. stroke) manage-
able (White et al., 2008). This highlights another inter-
section between resilience and participation, as
informants who were able to return to work found
that it contributed to their psychological, social and
economic well-being. In terms of family and social
networks, the feelings of being valued by others
reported by informants reflect findings in previous
reports (Bays, 2001; Erikson et al., 2010), and families
were one avenue for accessing resources for the per-
son with stroke (Ch'ng et al., 2008; Lynch et al., 2008).
However, participants also identified challenges in
relation to relatives distancing themselves, or family
and friends not understanding the impact of stroke
on an individual (Brown et al, 2010; Murray &
Harrison, 2004), and these types of reactions can
pose a threat to the development of resilient
responses to the challenges posed by stroke.

External resources, which include support at
a societal level that contributes to individual and
social levels of resilience, has received limited atten-
tion in the literature to date (Sarre et al, 2013).
Participants’ experience of poor services from
home support providers and/or the feeling of aban-
donment arising from the abrupt discharge from
health services and lack of follow-up have also
been previously documented (Brown et al., 2010;

Murray & Harrison, 2004), and present a real threat
to individual resilience. This was further exacerbated
by the impact of physical barriers that reduced com-
munity participation and access to social supports
(Murray & Harrison, 2004). In contrast, good services
increased accessibility and facilitate activities (F
Jones et al,, 2008; Murray & Harrison, 2004), enhan-
cing both participation and QolL. The financial
impact of stroke can be considerable (Koch et al.,
2005; McKevitt et al., 2004) and the benefits of work
enabling income contributed to the resources avail-
able to the person with stroke and played an impor-
tant role in supporting QoL within this sample.

Limitations

The study had a number of limitations. Although the
sample were recruited from a single jurisdiction,
there is no guarantee that the themes elicited from
the participants are representative of the key con-
cerns of the broader stroke population in Kumla.
Next, the study was conducted during the corona
virus pandemic, and therefore the interviews were
conducted by telephone rather than face-to-face,
which may have led to a loss of interview quality
and/or reliability. Other techniques for interview for
example, video conference could have been used,
a secure video-conferencing platform was not avail-
able, and informants having suitable technology to
receive such calls was not a selection criterion for
the study. Phone interviews provided a familiar and
“easy to use” method for the informants to partici-
pate in the interview. Furthermore, telephone inter-
views have been shown to be a valid method for
data collection (Sturges & Hanrahan, 2004).

It may seem curious that the informants talked so
little about physical impairments, which are common
after stroke (Langhorne et al., 2009; Pollock et al.,
2014). This was due to the focus of this study, and
thus, impairments were given less attention although
they were common in the sample (Table 1). Therefore
the full role that such impairments might play in
relation to participation and resilience may not have
been fully elicited. Finally, the informant group had
their stroke between 1-19 years prior to the interview,
potentially affecting the reliability of their memories
relating to the stroke, and this could also bias the
findings (Sandelowski, 1993). However, this threat to
the validity may have been mitigated by the fact that
the study questions were focused on the informants’
current lived experience.

Future research could include an examination of the
co-creation of resilience which would expand the con-
cept beyond individual adjustment to encompass
a partnership between individuals/family caregivers
and broader developments at service system and soci-
etal levels, creating a more responsive milieu for people
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with stroke. This idea of a co-creation of resilience has
been applied to a range of diverse areas such as urban
planning (Labaka et al., 2019), ecology (Kench et al,
2018) and curriculum development in education
(Morote et al.,, 2020), and could be applicable to the
domain of health, including stroke. In addition, greater
access to initiatives including self-management pro-
grammes (Fryer et al, 2016; Warner et al,, 2015) and
telehealth rehabilitation (Sarfo et al., 2018)could
address a number of the service system barriers to
strengthen resilience and improve quality of life. More
specifically, existing interventions that build activities
that have a value for patients after stroke could be
investigated, to see whether they do contribute to
increased resilience, as well as interventions that speci-
fically target the building of resilience after stroke. For
example, qualitative evaluation of a positive mental
health programme found that it had potential to foster
resilience and help overcome anxiety and depression
after stroke (Mavaddat et al., 2017). Furthermore, future
studies could also investigate whether there are gender
differences in the how resilience is manifested.

Conclusion

This study investigated the lived experience of Qol,
participation and resilience and found that life with
stroke has been adapted to but not accepted.
Important factors for adaptation is meaningful values
in life, individual strategies for adaptation and support
from both social relationship and the society.

Acknowledgments

The authors thank to Ingrid Thermaenius, registered health
care counsellor, who conducted 7 of the 19 interviews.

Disclosure statement

No potential conflict of interest was reported by the author(s).

Funding

This work was supported by the Swedish Stroke Association
and Region Orebro County;Region Orebro 14n;STROKE-
Riksforbundet.

Notes on contributors

Marie Matérne is a PhD in Disability Research. She is also a
health care counsellor and works part time as a business
developer at habilitation and assistive technology, Region
Orebro County. Her research is mainly about people with
different disabilities and their living conditions.

Grahame Simpson is a PhD with a dual professional back-
ground in social work and psychology. He is Associate
Professor with the Faculty of Medicine and Health,
University of Sydney, and works at the John Walsh Centre

for Rehabilitation Research based at the Kolling Institute,
Sydney Australia. His work focuses on the psychosocial
impacts of acquired neurological impairment including a
focus on resilience.

Gustav Jarl is a Certified prosthetist and orthoptist and
Associate professor working in Orebro, Sweden. He has
been conducting research on disability and assistive devices
over the past 15 years.

Peter Appelros is an associate professor of neurology. He
works clinically as a neurologist, and previously as a geria-
trician. After being head of a geriatric department, since the
mid 1990ies he has been a clinical researcher. The focuses of
his research are epidemiological and prognostic aspects of
stroke. Dr. Appelros has supervised several doctoral stu-
dents, most with a focus on the rehabilitation process
after stroke. During a ten-year period, Dr. Appelros was a
member of the steering group of the Swedish Stroke
Register (Riksstroke), and presently he is a member of the
Swedish Ethical Review Authority. Some recent papers that
Dr. Appelros has authored deal with sex differences in
stroke, and ethical concerns regarding stroke thrombolysis.
In community based studies he has showed the declining
stroke incidence in Sweden during the last two decades. A
current project aims to examine the functional and living
conditions of all stroke survivors living in a Swedish
municipality.

Mialinn Arvidsson Lindvall is a physiotherapist and PhD
working in in Orebro, Sweden. As a physiotherapist she is
working in an elderly center in the primary health care and
has been conducting research on disability and balance
limitations over the past 10 years.

ORCID

Marie Matérne @ http://orcid.org/0000-0002-7048-1925
Grahame Simpson @ http://orcid.org/0000-0001-8156-9060
Gustav Jarl @ http://orcid.org/0000-0002-6410-2474

Peter Appelros @ http://orcid.org/0000-0003-2810-6977
Mialinn  Arvidsson-Lindvall http://orcid.org/0000-0002-
0009-0953

References

Aho, K., Harmsen, P. Hatano, S. Marquardsen, J.,
Smirnov, V. E., & Strasser, T. (1980). Cerebrovascular dis-
ease in the community: Results of a WHO collaborative
study. Bulletin of the World Health Organization, 58(1),
113-130.

Anderson, M. I, Daher, M., & Simpson, G. K. (2020).
A predictive model of resilience among family caregivers
supporting relatives with traumatic brain injury (TBI):
A structural equation modelling approach.
Neuropsychological ~Rehabilitation, 30(10), 1925-1946.
https://doi.org/10.1080/09602011.2019.1620787

Appelros, P., Arvidsson-Lindvall, M., & Matérne, M. (2021).
Stroke prevalence in a medium-sized Swedish
municipality. Acta Neurologica Scandinavica, 143(2),
210-216. https://doi.org/10.1111/ane.13357

Appelros, P., Matérne, M., Jarl, G., & Arvidsson-Lindvall, M.
(2021). Comorbidity in stroke-survivors: Prevalence and
associations with functional outcomes and health.
Journal of Stroke and Cerebrovascular Diseases, 30(10),


https://doi.org/10.1080/09602011.2019.1620787
https://doi.org/10.1111/ane.13357

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 1

106000. https://doi.org/10.1016/j.jstrokecerebrovasdis.
2021.106000

Arvidsson Lindvall, M., Forsberg, A., Appelros, P., & Anderzen-
Carlsson, A. (2021). “I can manage the challenge™
A qualitative study describing experiences of living with
balance limitations after first-ever stroke. International
Journal of Quadlitative Studies on Health and well-being, 16
(1), 1-8. https://doi.org/10.1080/17482631.2020.1857044

Ayis, S., Wellwood, I, Rudd, A. G., McKevitt, C., Parkin, D.,
Wolfe, C. D. A, Giroud, M., Inzitari, D. Torrent, M.,

Sienkiewicz-Jarosz, H. Czlonkowska, A. Sarti, C,
Lamassa, M., Nencini, P., Poggesi, A. Pescini, F,
Cramaro, A., Magnani, E.,, Romani, I., ... Moltchanov, V.

(2015). Variations in Health-Related Quality of Life
(HRQol) and survival 1 year after stroke: Five European
population-based registers. BMJ Open, 5(6), e007101-e.
https://doi.org/10.1136/bmjopen-2014-007101

Bays, C. (2001). Older adults’ descriptions of hope after
a stroke. Rehabilitation Nursing, 26(18-20), 23-27.
https://doi.org/10.1002/j.2048-7940.2001.tb02203.x

Brown, K, Worrall, L, Davidson, B, & Howe, T. (2010).
Snapshots of success: An insider perspective on living
successfully  with  aphasia.  Aphasiology,  24(10),
1267-1295. https://doi.org/10.1080/02687031003755429

Carlsson, G., Moller, A., & Blomstrand, C. (2009). Managing
an everyday life of uncertainty - A qualitative study of
coping in persons with mild stroke. Disability and
Rehabilitation, 31(10), 773-782. https://doi.org/10.1080/
09638280802638857

Ch’'ng, A. M., French, D., & McLean, N. (2008). Coping with
the challenges of recovery from stroke: Long term per-
spectives of stroke support group members. Journal of
Health Psychology, 13(8), 1136-1146. https://doi.org/10.
1177/1359105308095967

Chun, S., & Lee, Y. (2013). “I am just thankful”: The experi-
ence of gratitude following traumatic spinal cord injury.
Disability and Rehabilitation, 35(1), 11-19. https://doi.org/
10.3109/09638288.2012.687026

Clarke, P., & Black, S. E. (2005). Quality of life following
stroke: Negotiating disability, identity, and resources.
Journal of Applied Gerontology, 24(4), 319-336. https://
doi.org/10.1177/0733464805277976

Cross, A., & Schneider, M. (2010). A preliminary qualitative
analysis of the impact of hope on stroke recovery in
women. Topics in Stroke Rehabilitation, 17(6), 484-495.
https://doi.org/10.1310/tsr1706-484

Eilertsen, G,, Kirkevold, M., & Bjark, I. T. (2010). Recovering from
a stroke: A longitudinal, qualitative study of older Norwegian
women. Journal of Clinical Nursing, 19(13-14), 2004-2013.
https://doi.org/10.1111/j.1365-2702.2009.03138.x

Elosta, M. R. (2015). The influence of gratitude in physical,
psychological, and spiritual well-being. Journal of
Spirituality in Mental Health, 17(2), 110-118. https://doi.
org/10.1080/19349637.2015.957610

Erikson, A., Park, M., & T, K. (2010). Belonging: A qualitative,
longitudinal study of what matters for persons after
stroke during the one year of rehabilitation. Journal of
Rehabilitation Medicine, 42(9), 831-838. https://doi.org/10.
2340/16501977-0608

Eriksson, G., Kottorp, A. Borg, J., & Tham, K. (2009).
Relationship between occupational gaps in everyday
life, depressive mood and life satisfaction after acquired
brain injury. Journal of Rehabilitation Medicine, 41(3),
187-194. https://doi.org/10.2340/16501977-0307

Feigin, V. L., Lawes, C. M., Bennett, D. A, & Anderson, C. S.
(2003).  Stroke  epidemiology: A  review  of

population-based studies of incidence, prevalence, and
case-fatality in the late 20th century. The Lancet
Neurology, 2(1), 43-53. https://doi.org/10.1016/S1474-
4422(03)00266-7

Fryer, C. E, Luker, J. A, McDonnell, M. N., & Hillier, S. L.
(2016). Self management programmes for quality of life
in people with stroke. The Cochrane Database of
Systematic Reviews, 2016(8), Cd010442 doi:10.1002/
14651858.CD10442.pub2.

Gibbs, L. A. L., Anderson, M. I., Simpson, G. K,, Jones, K. F., &
Dein, S. (2020). Spirituality and resilience among family
caregivers of survivors of stroke: A scoping review.
NeuroRehabilitation, 46(1), 41-52. https://doi.org/10.
3233/NRE-192946

Graneheim, U. H., & Lundman, B. (2004). Qualitative content
analysis in nursing research: Concepts, procedures and
measures to achieve trustworthiness. Nurse Education
Today, 24(2), 105-112. https://doi.org/10.1016/j.nedt.
2003.10.001

Hartke, R. J., Trierweiler, R., & Bode, R. (2011). Critical factors
related to return to work after stroke: A qualitative study.
Topics in Stroke Rehabilitation, 18(4), 341-351. https://doi.
org/10.1310/tsr1804-341

Hsieh, H.-F., & Shannon, S. E. (2005). Three approaches to
qualitative content analysis. Qualitative Health Research,
15(9), 1277-1288. https://doi.org/10.1177/
1049732305276687

Jackson, S. M., Solomon, S. D. & Barker, R. N. (2021).
Recovering is about living my life, as it evolves:
Perspectives of stroke survivors in remote northwest
Queensland. Disabil Rehabil, 44(15), 1-10. doi:10.1080/
09638288.2021.1890242.

Jones, K. F., Dorsett, P, Simpson, G., & Briggs, L. (2018).
Moving forward on the journey: Spirituality and family
resilience after spinal cord injury. Rehabilitation
Psychology, 63(4), 521-531. https://doi.org/10.1037/
rep0000229

Jones, F., Mandy, A. & Partridge, C. (2008). Reasons for
recovery after stroke: A perspective based on personal
experience. Disability and Rehabilitation, 30(7), 507-516.
https://doi.org/10.1080/09638280701355561

Jones, K. F., Simpson, G. Briggs, L, Dorsett, P, &
Anderson, M. (2019). A study of whether individual and
dyadic relations between spirituality and resilience con-
tribute to psychological adjustment among individuals
with spinal cord injuries and their family members.
Clinical Rehabilitation, 33(9), 1503-1514. https://doi.org/
10.1177/0269215519845034

Kench, P. S., Ryan, E. J, Owen, S, Bell, R, Lawrence, J,
Glavovic, B., Blackett, P., Becker, J, Schneider, P,
Allis, M., Dickson, M., & Rennie, H. G. (2018). Co-creating
resilience solutions to coastal hazards through an inter-
disciplinary research project in New Zealand. Journal of
Coastal Research, 5(85), 1496-1500. https://doi.org/10.
2112/S185-300.1

Koch, L, Egbert, N., Coeling, H., & Ayers, D. (2005). Returning
to work after the onset of illness, experiences of right
hemisphere stroke survivors. Rehabilitation Counseling
Bulletin, 48(4), 09-218. https://doi.org/10.1177/
00343552050480040201

Kouwenhoven, S. E., Kirkevold, M., Engedal, K., Biong, S., &
Kim, H. S. (2011). The lived experience of stroke survivors
with early depressive symptoms: A longitudinal
perspective. International Journal of Quadlitative Studies
on Health and well-being, 6(4), 8491. https://doi.org/10.
3402/ghw.v6i4.8491


https://doi.org/10.1016/j.jstrokecerebrovasdis.2021.106000
https://doi.org/10.1016/j.jstrokecerebrovasdis.2021.106000
https://doi.org/10.1080/17482631.2020.1857044
https://doi.org/10.1136/bmjopen-2014-007101
https://doi.org/10.1002/j.2048-7940.2001.tb02203.x
https://doi.org/10.1080/02687031003755429
https://doi.org/10.1080/09638280802638857
https://doi.org/10.1080/09638280802638857
https://doi.org/10.1177/1359105308095967
https://doi.org/10.1177/1359105308095967
https://doi.org/10.3109/09638288.2012.687026
https://doi.org/10.3109/09638288.2012.687026
https://doi.org/10.1177/0733464805277976
https://doi.org/10.1177/0733464805277976
https://doi.org/10.1310/tsr1706-484
https://doi.org/10.1111/j.1365-2702.2009.03138.x
https://doi.org/10.1080/19349637.2015.957610
https://doi.org/10.1080/19349637.2015.957610
https://doi.org/10.2340/16501977-0608
https://doi.org/10.2340/16501977-0608
https://doi.org/10.2340/16501977-0307
https://doi.org/10.1016/S1474-4422(03)00266-7
https://doi.org/10.1016/S1474-4422(03)00266-7
https://doi.org/10.1002/14651858.CD10442.pub2
https://doi.org/10.1002/14651858.CD10442.pub2
https://doi.org/10.3233/NRE-192946
https://doi.org/10.3233/NRE-192946
https://doi.org/10.1016/j.nedt.2003.10.001
https://doi.org/10.1016/j.nedt.2003.10.001
https://doi.org/10.1310/tsr1804-341
https://doi.org/10.1310/tsr1804-341
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1080/09638288.2021.1890242
https://doi.org/10.1080/09638288.2021.1890242
https://doi.org/10.1037/rep0000229
https://doi.org/10.1037/rep0000229
https://doi.org/10.1080/09638280701355561
https://doi.org/10.1177/0269215519845034
https://doi.org/10.1177/0269215519845034
https://doi.org/10.2112/SI85-300.1
https://doi.org/10.2112/SI85-300.1
https://doi.org/10.1177/00343552050480040201
https://doi.org/10.1177/00343552050480040201
https://doi.org/10.3402/qhw.v6i4.8491
https://doi.org/10.3402/qhw.v6i4.8491

12 (& M. MATERNE ET AL.

Kvale, S., & Brinkmann, S. (2009). InterViews: Learning the
craft of qualitative research interviewing (2 ed.). Los
Angeles Sage Publications.

Labaka, L., Marafa, P., Giménez, R, & Hernantes, J. (2019).
Defining the roadmap towards city resilience.
Technological Forecasting and Social Change, 146,
281-296. https://doi.org/10.1016/j.techfore.2019.05.019

Langhorne, P., Coupar, F., & Pollock, A. (2009). Motor recov-
ery after stroke: A systematic review. The Lancet
Neurology, 8(8), 741-754. https://doi.org/10.1016/51474-
4422(09)70150-4

Liu, Z,, Zhou, X. Zhang, W. & Zhou, L. (2019). Factors
associated with quality of life early after ischemic stroke:
The role of resilience. Topics in Stroke Rehabilitation, 26
(5), 335-341. https://doi.org/10.1080/10749357.2019.
1600285

Luthar, S., Cicchetti, D., & B, B. (2000). The construct of
resilience: A critical evaluation and guidelines for future
work. Child Development, 71(3), 543-562. https://doi.org/
10.1111/1467-8624.00164

Lynch, E. B, Butt, Z, Heinemann, A. Victorson, D,
Nowinski, C. J., Perez, L., & Cella, D. (2008). A qualitative
study of quality of life after stroke: The importance of
social relationships. Journal of Rehabilitation Medicine, 40
(7), 518-523. https://doi.org/10.2340/16501977-0203

Manning, L. K. (2014). Enduring as lived experience:
Exploring the essence of spiritual resilience for women
in late life. Journal of Religion and Health, 53(2), 352-362.
https://doi.org/10.1007/s10943-012-9633-6

Mavaddat, N., Ross, S., Dobbin, A., Williams, K., Graffy, J., &
Mant, J. (2017). Training in positivity for stroke?
A qualitative study of acceptability of use of Positive
Mental Training (PosMT) as a tool to assist stroke survi-
vors with post-stroke psychological problems and in cop-
ing with rehabilitation. NeuroRehabilitation, 40(2),
259-270. https://doi.org/10.3233/NRE-161411

McKevitt, C., Redfern, J., Mold, F., & Wolfe, C. (2004).
Qualitative studies of stroke: A systematic review. Stroke,
35(6), 1499-1505. https://doi.org/10.1161/01.STR.
0000127532.64840.36

Morote, R., Las Hayas, C., lzco-Basurko, I, Anyan, F.,
Fullaondo, A, Donisi, V., Zwiefka, A,
Gudmundsdottir, D. G, Ledertoug, M. M,
Olafsdottir, A. S., & Gabrielli, S. (2020). Co-creation and
regional adaptation of a resilience-based universal
whole-school program in five European regions.
European Educational Research Journal, 20(2), 121-142.
https://doi.org/10.1177/1474904120947893

Mukherjee, D., & Patil, C. G. (2011). Epidemiology and the
global burden of stroke. World Neurosurgery, 76(6),
585-590. https://doi.org/10.1016/j.wneu.2011.07.023

Murray, C. D., & Harrison, B. (2004). The meaning and experi-
ence of being a stroke survivor: An interpretative phenom-
enological analysis. Disability and Rehabilitation, 26(13),
808-816. https://doi.org/10.1080/09638280410001696746

Patton, M. Q. (2002). Qualitative research & evaluation meth-
ods (3 ed.). Sage.

Pollock, A., Baer, G., Campbell, P, Choo, P. L., Forster, A,
Morris, J., Pomeroy, V. M., & Langhorne, P. (2014). Physical
rehabilitation approaches for the recovery of function
and mobility following stroke. The Cochrane Database of
Systematic Reviews, (4), Cd001920 doi:10.1002/14651858.
CD001920.pub3.

Ponsford, J., Kelly, A., & Couchman, G. (2014). Self-concept
and self-esteem after acquired brain injury: A control
group comparison. Brain Injury, 28(2), 146-154. https://
doi.org/10.3109/02699052.2013.859733

Richards, L., & Morse, J. M. (2013). Readme first for a user’s
guide to qualitative methods. Sage.

Riks-stroke, T. S. S. R. (2019). http://www.riksstroke.org/sve/
patient-och-narstaende/stroke/

Robinson, R. G, & Jorge, R. E. (2015). Post-stroke depression:
A review. American Journal of Psychiatry, 173(3), 221-231.
https://doi.org/10.1176/appi.ajp.2015.15030363

Sandelowski, M. (1993). Rigor or rigor mortis: The problem
of rigor in qualitative research revisted. Advances in
Nursing Science, 16(2), 1-8. https://doi.org/10.1097/
00012272-199312000-00002

Sarfo, F. S, Ulasavets, U., Opare-Sem, O. K., & Ovbiagele, B.
(2018). Tele-rehabilitation after stroke: An updated sys-
tematic review of the literature. Journal of Stroke and
Cerebrovascular Diseases, 27(9), 2306-2318. https://doi.
org/10.1016/j.jstrokecerebrovasdis.2018.05.013

Sarre, S., Redlich, C, Tinker, A. Sadler, E., Bhalla, A, &
McKevitt, C. (2013). A systematic review of qualitative
studies on adjusting after stroke: Lessons for the study
of resilience. Disability and Rehabilitation, 36(9), 716-726.
https://doi.org/10.3109/09638288.2013.814724

Simpson, G. K,, Anderson, M. |, Daher, M., Jones, K. F., &
Morey, P. (2021). Testing a model of resilience in family
members of relatives with traumatic brain injury vs Spinal
cord injury: Multigroup analysis. Archives of Physical
Medicine and Rehabilitation, 102(12), 2325-2334. https://
doi.org/10.1016/j.apmr.2021.06.016

Simpson, G. K, Anderson, M. I, Jones, K. F., Genders, M,,
Gopinath, B., & Dein, S. (2020). Do spirituality, resilience and
hope mediate outcomes among family caregivers after trau-
matic brain injury or spinal cord injury? A structural equation
modelling approach. NeuroRehabilitation, 46(1), 3-15.
https://doi.org/10.3233/NRE-192945

Sprigg, N. Gray, L. J., Bath, P. M. Christensen, H. De
Deyn, P. P, Leys, D, O'Neill, D., & Ringelstein, E. B.
(2012). Quality of life after ischemic stroke varies in wes-
tern countries: Data from the tinzaparin in acute ischae-
mic stroke trial (TAIST). Journal of Stroke and
Cerebrovascular Diseases, 21(7), 587-593. https://doi.org/
10.1016/j.jstrokecerebrovasdis.2011.01.007

Sturges, J. E,, & Hanrahan, K. J. (2004). Comparing telephone
and face-to-face qualitative interviewing: A research note.
Qualitative Research, 4(1), 107-118. https://doi.org/10.
1177/1468794104041110

Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated
criteria for reporting qualitative research (COREQ): A
32-item checklist for interviews and focus groups.
International Journal for Quality in Health Care, 19(6),
349-357. https://doi.org/10.1093/intghc/mzm042

Wagnild, G. M., & Collins, J. A. (2009). Assessing resilience. Journal
of Psychosocial Nursing and Mental Health Services, 47(12),
28-33. https://doi.org/10.3928/02793695-20091103-01

Wardlaw, C., Hicks, A. J,, Sherer, M., & Ponsford, J. L. (2018).
Psychological resilience is associated with participation
outcomes following mild to severe traumatic brain
injury. Frontiers in Neurology, 9(563). https://doi.org/10.
3389/fneur.2018.00563

Warner, G., Packer, T., Villeneuve, M., Audulv, A., & Versnel, J.
(2015). A systematic review of the effectiveness of stroke
self-management programs for improving function and
participation outcomes: Self-management programs for
stroke survivors. Disability and Rehabilitation, 37(23),
2141-2163. https://doi.org/10.3109/09638288.2014.996674

White, B., Driver, S., & Warren, A.-M. (2008). Considering
resilience in the rehabilitation of people with traumatic
disabilities. Rehabilitation Psychology, 53(1), 9-17. https://
doi.org/10.1037/0090-5550.53.1.9


https://doi.org/10.1016/j.techfore.2019.05.019
https://doi.org/10.1016/S1474-4422(09)70150-4
https://doi.org/10.1016/S1474-4422(09)70150-4
https://doi.org/10.1080/10749357.2019.1600285
https://doi.org/10.1080/10749357.2019.1600285
https://doi.org/10.1111/1467-8624.00164
https://doi.org/10.1111/1467-8624.00164
https://doi.org/10.2340/16501977-0203
https://doi.org/10.1007/s10943-012-9633-6
https://doi.org/10.3233/NRE-161411
https://doi.org/10.1161/01.STR.0000127532.64840.36
https://doi.org/10.1161/01.STR.0000127532.64840.36
https://doi.org/10.1177/1474904120947893
https://doi.org/10.1016/j.wneu.2011.07.023
https://doi.org/10.1080/09638280410001696746
https://doi.org/10.1002/14651858.CD001920.pub3
https://doi.org/10.1002/14651858.CD001920.pub3
https://doi.org/10.3109/02699052.2013.859733
https://doi.org/10.3109/02699052.2013.859733
http://www.riksstroke.org/sve/patient-och-narstaende/stroke/
http://www.riksstroke.org/sve/patient-och-narstaende/stroke/
https://doi.org/10.1176/appi.ajp.2015.15030363
https://doi.org/10.1097/00012272-199312000-00002
https://doi.org/10.1097/00012272-199312000-00002
https://doi.org/10.1016/j.jstrokecerebrovasdis.2018.05.013
https://doi.org/10.1016/j.jstrokecerebrovasdis.2018.05.013
https://doi.org/10.3109/09638288.2013.814724
https://doi.org/10.1016/j.apmr.2021.06.016
https://doi.org/10.1016/j.apmr.2021.06.016
https://doi.org/10.3233/NRE-192945
https://doi.org/10.1016/j.jstrokecerebrovasdis.2011.01.007
https://doi.org/10.1016/j.jstrokecerebrovasdis.2011.01.007
https://doi.org/10.1177/1468794104041110
https://doi.org/10.1177/1468794104041110
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.3928/02793695-20091103-01
https://doi.org/10.3389/fneur.2018.00563
https://doi.org/10.3389/fneur.2018.00563
https://doi.org/10.3109/09638288.2014.996674
https://doi.org/10.1037/0090-5550.53.1.9
https://doi.org/10.1037/0090-5550.53.1.9

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 13

Widar, M., Ek, A. C, & Ahlstrom, G. (2004). Coping with
long-term pain after a stroke. Journal of Pain and
Symptom Management, 27(3), 215-225. https://doi.org/
10.1016/j.jpainsymman.2003.07.006

Wiklund, 1. (2004). Assessment of patient-reported outcomes
in clinical trials: The example of health-related quality of
life. Fundamental & Clinical Pharmacology, 18(3), 351-363.
https://doi.org/10.1111/j.1472-8206.2004.00234.x

Wolfe, C. D. Crichton, S. L, Heuschmann, P. U,
McKevitt, C. J, Toschke, A. M. Grieve, A. P, &
Rudd, A. G. (2011). Estimates of outcomes up to ten
years after stroke: Analysis from the prospective South
London stroke register. PLoS Medicine, 8(5), e1001033.
https://doi.org/10.1371/journal.pmed.1001033

Wood, J. P, Connelly, D. M., & Maly, M. R. (2010). ‘Getting
back to real living": A qualitative study of the process of
community  reintegration  after  stroke.  Clinical

Appendix 1

Interview guide

Quality of life:

What is quality of life for you?

How do you experience your quality of life today compared
to before the injury?

What are your hobbies?

What were your hobbies before the injury?

Do you have any support to be able to pursue hobbies, in
which case, what support?

Participation and treatment:

How do you experience your participation today compared
to before the injury? (association life, relationships, leisure,
social contexts)

What support do you have today to increase your participation?
How do you feel that accessibility works for you to be able to
participate? (Physical availability, information availability,
communication availability)
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Do you use any aids in your everyday life? Which? (walker,
wheelchair, work chair for the kitchen other)

Do you use your aids?

How do you feel that people around you treat you today
compared to before the injury?

How do you feel it works with social relationships today
compared to before the injury? (From friends, from your
close relatives?)

Resilience

How important have the following factors been when you
think about your “recovery journey” after the stroke?

(i) That you have the support you have needed from others.
(i) That you have found strength or meaning in life from
spirituality.

(iii) That you have an ability not to give up when things
get difficult but to keep trying to achieve the goals you
have set.

(iv) That you can solve the problems you face.

(v) That you have hope for the future.
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