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ABSTRACT
Background: Occupational engagement encompasses both objective and subjective aspects of
occupation. Long-term follow-up studies indicate that stroke can have a negative impact on the
ability to perform IADL. Less is known about the subjective experiences of occupational engage-
ment and how engagement may evolve after stroke.
Objective: To explore stroke survivors’ experiences of occupational engagement and how
engagement changed over time and across contexts.
Material and methods: Repeat, semi-structured interviews 15–18 years post-stroke, analysed
using thematic analysis. Eight out of nine participants were classified as having had a mild
stroke at onset.
Results: The analysis resulted in five themes that together formed the main theme ‘It takes
time – integrating consequences of stroke into everyday life by engaging in occupation, using
internal resources and adapting to context’. This illustrated how occupational outcome was the
result of a continuous process in which occupational engagement was a way of gradually inte-
grating consequences of stroke into everyday life.
Conclusion and significance: Occupational engagement plays an important part in the process
of moving on with life and can serve as both goal and means of achieving desired outcomes
after stroke. Interventions that focus on enabling opportunities for occupational engagement in
valued occupations and support the use of abilities and internal resources can reduce the
impact of stroke in everyday life.
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Introduction

The focus of occupational therapy is to help individu-
als achieve health, well-being, and participation in life
through engagement in occupations. A significant
health event, such as a stroke, can cause a sudden
and significant change in occupational ability [1].
Thus, the event of having a stroke carries the poten-
tial risk of affecting the ability to engage in
occupations.

Globally, and in Sweden, stroke remains one of the
leading causes of disability in the adult population
[2–4]. Stroke is a chronic disease where the societal
costs and consequences for those affected extend well

beyond the acute phase [5,6]. Long-term needs of stroke
survivors place ongoing demands on resources [7], and
there is a need for effective treatment during the acute
phase as well as during rehabilitation and long-term fol-
low-up to reduce the burden of stroke [8]. The increas-
ing incidence of stroke in the younger population
[8–10] adds to the large number of survivors who will
live many years with stroke-related disabilities that may
affect everyday life occupations.

In occupational therapy, the term occupations
refers to ‘the everyday activities that people do as
individuals, in families and with communities, to
occupy time and bring meaning and purpose to life.
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Occupations include things that people need to, want
to and are expected to do’ (WFOT 2010). In rehabili-
tation research, the term instrumental activities of
daily living (IADL), including domestic, social and
work-related activities [11], is often used interchange-
ably with occupation to refer to the more complex
activities that constitute most of our everyday life.
IADL is an area where the responsibilities and
demands on younger stroke survivors differ from
those of older stroke survivors [12–15]. Long-term
follow-up studies have indicated that stroke can have
a negative impact on the ability to perform IADL
[16–18]. Long-term consequences include reduced
performance of IADL [19,20], restricted participation
and autonomy [21] and a greater number of occupa-
tional gaps compared to age-matched controls [22].
Most studies have used objective measures for explor-
ing the association between IADL and stroke-related
consequences. However, inability to resume previously
performed activities is reported to be related not only
to specific physical, cognitive or emotional impair-
ments, but also to an ability to adapt [23].

Occupational adaptation is a construct used within
occupational therapy to describe the process and/or out-
come of the interaction between the person, occupation
and environment in response to occupational challenge
[24]. By performing daily activities, stroke survivors
have been reported to gradually discover their strengths
and weaknesses [25], which can lead to new priorities as
well as negative feelings and the loss of occupations
[1,26,27]. In a systematic review, Sarre et al. [28] found
adjustment after stroke to be non-linear, marked by
both setbacks and successes, and varying in relation to
time and context. Occupation can provide the means of
adaptation [29,30], and occupational engagement has in
turn been linked to capacity to adapt after a stroke
[28,31]. The same review by Sarre et al. [28] found that
many studies reported engagement in meaningful activ-
ities as a key part of adjustment. The experience of
meaning is subjective; therefore, there is a need to
address personal experiences when exploring long-term
outcome after stroke. The current study used the con-
struct of occupational engagement to encompass both
objective and subjective aspects of occupation, in simi-
larity to definitions used in most previous studies [32].
Thus, incorporating both the performance or doing of
an occupation and the subjective experience which may
provide a greater understanding of the long-term conse-
quences after stroke. The subjective experiences can
yield important insights for designing interventions and
long-term support for stroke survivors.

Objective

An objective of this study was to explore stroke
survivors’ experiences of occupational engagement.
Further, this study aimed to explore how engagement
may have changed over time and across differ-
ent contexts.

Methods

This study used a qualitative design with individual
interviews and inductive thematic analysis. We recog-
nize that the individual experience of occupation is
subjective and affected by contextual factors, but also
that the researcher is a subjective part in interviews
and analysis. Epistemologically this study most closely
aligns with interpretivism and more specifically con-
structivism as it aims at understanding the experien-
ces of participants by interpreting the personal
experiences of occupation. Occupation is viewed as
contextually bound. Interpretivism and constructivism
embrace subjectivity and are context sensitive [33,34].
Thus, the interpretative approach aims at grasping the
diversity of experiences [35].

Participants

Participants were recruited from a subsample of the
Sahlgrenska Academy Study on Ischaemic Stroke
(SAHLSIS) at the University of Gothenburg. All inter-
views took place 15–18 years after index stroke.
Inclusion criteria were: previously participating in
SAHLSIS with data from baseline and 7-year follow-
up, 18–60 years of age at time of index stroke, and
verbal ability in Swedish. Persons with language or
cognitive dysfunctions were excluded only if it
affected their ability to understand oral and written
information. Persons with a concurrent acute illness
during the recruitment phase were discussed with a
physician and excluded if this was considered to affect
the interview topics. The number of eligible partici-
pants was 18. A purposive sampling was attempted,
striving for variation with regard to demographics
and vocational status. An invitation letter explaining
the purpose of the study along with a contact form
and prepaid return envelope was sent to 11 eligible
participants. A follow-up phone call was made after
two weeks to answer possible questions and, if verbal
consent was given, to schedule a time and place for
the interview. Of these 11 persons, 6 were able to take
part in interviews and further sampling continued
until attempts had been made to contact all 18 eligible
participants, resulting in a total of 9 participants.

2 C. WASSENIUS ET AL.



Reasons for non-participation were as follows: ongoing
illness (2), declined (3), not able to be reached (3) and
unable to understand verbal information due to cogni-
tive dysfunction (1). Characteristics of the participants
are presented in Table 1.

Data collection

Demographic data and information about stroke
severity at onset were collected from the SAHLSIS
database and by a brief questionnaire at the time of
the interview. All interviews were individual and con-
ducted face-to-face by the first author (CW). Given
the long timeframe of the study and that participants
were stroke survivors who might not be able to

participate in long interviews, a choice was made of
interviewing each participant twice with a week in
between. This was aimed to offer support in dealing
with feelings brought to surface by the first interview,
to provide participants time to reflect on the ques-
tions and to provide the interviewer time to prepare
for the second interview. An interview guide was con-
structed to cover four main areas: Returning to every-
day life after stroke, Occupational engagement over
time, Occupational engagement within different con-
texts and development and application of strategies in
everyday life. The questions were open-ended, and
prompts and follow-up questions were used to
encourage participants to elaborate further. The inter-
viewer listened to the first interview and made notes
before the second interview took place. The second
interview began with the interviewer asking partici-
pants if they had any thoughts or questions that they
wanted to start with. If not, a brief summary was
made of the previous interview and the interviews
were focussed on clarifying and elaborating what had
been discussed in the previous interview. The first set
of interviews was planned as a pilot to test both the
interview guide and the strategy of interviewing each
participant twice. The pilot was discussed between
authors and as no changes were made to either the
interview guide or the strategy, the pilot was included
in the study.

Interviews were carried out between February and
August 2019. The median total interview time for
each participant was 106min (min 38, max 133). The
mean number of days between the first and second
interview was seven days for all but one participant.
For this participant, the time between interviews was
45 days due difficulties in reaching the participant at
agreed time. This delay was not related to a lack of
interest in participating, whereby the interviews were
included. Seven participants chose to be interviewed
in their homes. One participant chose to be inter-
viewed at a clinic and one in the home of a signifi-
cant other. Two of the participants chose to have a
significant other present during the interviews. For
one, this was due to the responsibility for a significant
other who was unwell. This person did not participate
in the interview but was present in the room. For the
other participant, this was due to communication dif-
ficulties caused by the stroke. The significant other
did participate in the interview, but only when the
person being interviewed asked for clarifications. All
interviews were audiotaped and transcribed verbatim
by the first author (CW).

Table 1. Characteristics of participants, n¼ 9.
At time of index stroke
Age
45–50 years 1
51–55 years 4
56–60 years 4

Sex
Female 5
Male 4

Living situation
Alone 1
Cohabitating with another adult 8

Children
Yes 9

Education
� 9 years 4
10–12 years 4
> 12 years 1

Vocational status
Full time 6
Part time 2
Not working 1

Previous stroke
No 9

SSSa score acute phase
Median 56 (min/max 36/58)

NIHSS acute phaseb

Very mild (0–2) 6
Mild (3–4) 2
Moderate (5–15) 1

Follow-up
Vocational status at follow-up (7 years)
Full time 1
Part time 3
Not working 5

At time of interview
Age
Mean, SD (min-max) 71 years, 4.5 (64-77)

Living situation
Alone 5
Cohabitating with another adult 4

Vocational status
Paid employment 1
No paid employment 8

Receiving help in managing everyday activities
No 9

Recurrent stroke since baseline
No 9

aScandinavian Stroke Scale.
bNational Institutes of Health Stroke Scale. Converted from SSS score.
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Analysis

Data were analysed using inductive thematic analysis
following the six phases described by Braun and
Clarke [36]. Two authors (CW and GC) were active
in all phases. Further, two authors (CB and LC) read
all transcripts, coding schemes and themes. Regular
meetings were held to discuss the progression of the
analysis. The first author (CW), conducting the inter-
views and responsible for the analysis has more than
10 years of clinical experience of working with stroke
survivors and PhD- level training in qualitative meth-
ods. The last author (GC), active throughout all
phases of the analysis has more than 25 years of
experience of interviewing people with stroke and
various qualitative methods. The analytic process con-
tinuously moved back and forth between themes,
codes and data set, ensuring that codes and themes
remained grounded in the data. The data program
NVIVO 12 pro was used throughout the analysis,
enabling authors to sort and move between different
levels of data. Mind-maps were used to visualise
potential themes and subthemes, serving as a method
for merging themes. An example of the analytic pro-
cess is illustrated in Table 2. A fifth co-author (KJ)
was involved to provide input in finalising the
themes. During the initial coding it became evident
that work was a central occupation and a core aspect
in the life of participants. Therefore, extracts address-
ing aspects of work were coded specifically. Due to
the magnitude of these codes, they are addressed in a
separate paper.

Ethical considerations

The study was approved by the Regional Ethical
Review Board in Gothenburg, Dnr: 1100-17 (inter-
views) and Dnr: 413-04 (data relevant to prior partici-
pation in SAHLSIS). All participants gave verbal and
written informed consent prior to the interviews.

Results

The analysis resulted in five themes that together
form the main theme ‘It takes time – integrating con-
sequences of stroke into everyday life by engaging in
occupation, using internal resources and adapting to
context’ (Table 3).

An (un)controllable context

Living in a society means that occupational engage-
ment occurs in and is impacted by social, cultural

and physical factors. Participants described how the
impact of stroke on occupational engagement varied
with contextual circumstances. In particular, partici-
pants gave examples of when the context became a
barrier for occupational engagement, and this was
often related to factors that were beyond their control,
such as societal changes, pressure from others and
significant life events.

When unable to control the context, participants
had to choose between the consequences of engaging
or withdrawing from the occupation. For many, this
meant avoiding places or situations where they risked
having to deal with the unforeseen, as this could
increase the impact of stroke. Many preferred the
familiarity and predictability of their own home
environment. For some, the ability to engage in occu-
pation was directly related to environmental factors
such as sound and the presence of others. Being with,
or in proximity of other people was described as
increasing fatigue and affected the ability to concen-
trate. An occupation that could be performed with
ease when they were alone could become difficult in
the presence of others.

Since the onset of stroke, societal changes over
time presented challenges as well as opportunities
for occupational engagement. Many felt that societal
development had become more rapid, referring to
both the increasingly wound-up pace in society and
the technological development. For some, this not
only had a negative impact on their ability, but also
on their motivation to engage, as they felt that soci-
ety had become more ruthless and stressful. Some
participants also acknowledged a discrepancy
between their own reduced pace and the high pace
in society.

Society has changed. And most of all humanity. My
brother and I sometimes talk of that we can’t stand
modern man. It is often an agitated younger person,
driving without signalling. And always rushing and
being stressed. Whole of society has become wound
up. But that may also be because I have become
wound down.

One aspect of societal changes that many partici-
pants spoke of was the expectation concerning avail-
ability, which increased worry and stress. This meant
that participants had to balance their own well-being
with a willingness to help and not wanting to let
others down. Some had attempted to control the feel-
ing of being pressured by others by setting boundaries
but had been met by negative reactions. Others spoke
of the change in society but did not feel that it made
an impact on their everyday life. Further, some felt
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that the development had made their life easier and
that the technological development had made the
impact of stroke less prominent.

Participants described how their life both before
and after stroke had been affected not only by other
illnesses of their own, such as diabetes or chronic
obstructive pulmonary disease, but also by events and
illnesses in the close family circle. Several of the par-
ticipants had suffered the death and loss of children
or a spouse, affecting how they viewed their own life
and posing new challenges to be faced. Others were
at the time of their stroke responsible for significant
others, which meant having to give support rather
than receiving support after stroke. Participants also
described how positive experiences in their life before
stroke helped them in accepting the present. Having
had personal, social and financial resources to experi-
ence a good life before stroke led to a greater appreci-
ation for life as it was after stroke.

Relying on internal resources

Most participants shared an internal drive forwards
and a pragmatic approach to new challenges. Facing
the consequences of stroke, participants described
how they used and relied on internal resources, took
on responsibility and valued their own effort.

Believing in and mobilising own resources

Participants ascribed their motivation and success in
doing things not only to personality traits such as
being stubborn and having an ‘everything is possible’
attitude towards life, but also to an ability to ask for
and accept help from others when needed. They pro-
vided examples showing that they had always been
prone to take on new challenges and viewed life after
stroke as another challenge to be dealt with. However,
not all personality traits were expressed in positive
terms, and one participant spoke about how being an

all or nothing person could become a barrier. Always
aiming to work hard and not being able to adapt to
abilities meant that it was sometimes better to do
nothing than too much.

Trusting their own ability to make the right deci-
sions for themselves, participants described how they
had become more accepting towards themselves and
how they feel. Many had made new priorities and
had become more selective in what they spent their
time on. One aspect of this was ageing, which eased
the way for making new priorities in life. For some
who had had a stroke at younger age, demands such
as work and family responsibilities were expressed as
positive because they spurred on recovery. However,
most participants also experienced ageing as positive,
as it reduced expectations from both themselves and
others and allowed them to be selective in choosing
what they felt was important to do in their every-
day lives.

Most of all I do the things I want to do, and I say no
to things I don’t want to do. That has become
more… . I just don’t do that which is boring. And I
think, when you are this old you shouldn’t have to.
Like, I used to do a lot of gardening before but that,
I don’t do that anymore. Flowers and such I take
care of but not the heavy chores. So, I choose what I
want to do more.

Allowing themselves to be selective not only meant
choosing between occupations but also allowing
themselves to be alone. Participants described not
being able to value or enjoy social events and gather-
ings in the same way after their stroke, which led
them to re-evaluate social participation and some-
times distance themselves from others.

- I avoid it. I think sometimes (somebody says) can’t
we go to a concert or something. I say, no you go.
My reward is that I don’t have to go

- And you are ok with that? Or do you sometimes
feel that you would have liked to if the
circumstances… .

Table 3. Overview of themes and subthemes.
It takes time – integrating consequences of stroke into everyday life by engaging in occupation, using internal resources and adapting to context

An (un)controllable
context

Relying on internal
resources

Getting to know abilities
and finding solutions
through occupational
engagement

Occupational losses and
new opportunities Moving on with life

Believing in and mobilising
own resources

Taking responsibility and
valuing own efforts

Understanding and
adapting to changed
abilities

Being allowed
opportunities to discover
a changed self

Replacing occupations
Balancing value and
consequence

Value as a prerequisite for
continued engagement

Feeling like a
changed person

Re-evaluation and acceptance
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- No, that feels ok. I feel that the value of being able
to make these decisions and… doing so… . that, that
is worth a lot

Taking responsibility and valuing own efforts

Providing examples of how hard they had worked,
often over long periods of time, participants emphas-
ised that their present situation was a result of inves-
ting both time and effort to move forward after their
stroke. The examples reflected the ability of many
participants to have faith in their own decisions, to
value their own efforts and credit themselves when
accomplishing something which they had strived for.
In particular, participants valued taking their own
responsibility for recovery and described how they
initiated their own opportunities for practice and
gradually improved by means of physical exercise and
conscious use of everyday occupations.

Everything you do at home. And that’s not saying a
little. It’s not. Making the bed was really difficult. To
vacuum was practice. And sometimes I would sweep
instead to practice the other arm. And then I had
these rubber bands and. And I got to go to rehab as
well. I would sleep at home and go there during the
day, for exercise. Yes. So, it was practice the
whole time.

They continued to do things that were difficult for
the sake of improvement and for the positive feeling
evoked by finally accomplishing something one has
worked hard for.

Getting to know abilities and finding solutions
through occupational engagement

Participants described how they came to understand
and adapt to changed abilities after stroke and that
this was dependent upon being allowed opportunities
to engage in occupation.

Understanding and adapting to changed abilities

Through occupational engagement participants were
able to discover not only what they could not do, but
also what they could do. It was also the means
through which participants found new solutions to
remain active in valued occupations. By not allowing
consequences of stroke to become a barrier that
stopped them, they focussed on discovering ways to
adapt through continued engagement. For some this
was an ongoing process of trial and error over
many years.

Then of course I did not have the strength. So, there
were some screws that were more difficult to undo,
but still you never gave up. You came up with your
own solutions somehow. So, yes but, I just took
longer then, to do some something.

One specific way of solving problems in occupa-
tional engagement was through the development and
use of various strategies. Strategies were described as
a way of dealing with stroke-related consequences
such as language impairment, fatigue, sensitivity to
stress or impaired memory. Although the need for
and type of strategies varied among participants,
many described how the use of different strategies
enabled them to remain active and maintain valued
occupations. Strategies led to feelings of being in con-
trol, helped reduce the impact of stroke-related conse-
quences and contributed to an overall feeling of
well-being.

Being allowed opportunities to discover a
changed self

Although participants had a strong internal drive to
try their abilities, the opportunities for engaging in
occupation were also dependent on the support of
others. Participants described how feeling entrusted
encouraged them to try new things. Highlighting the
importance of being allowed to discover abilities
through their own doing, participants described how
opportunities to try their abilities enabled them to
discover what they could and could not do. Being
allowed to perform in accordance with their abilities
was important. Thus, participants stressed that it was
not a matter of doing something in the right or
wrong way, but of being allowed to find their own
way of doing.

- Has it been important to do things, to try? Or has
anybody been able to tell you that you can’t and
you’ve been ok. Or did you have to…

- I have never let… .(people tell me)

- I have never (encouraging to continue)

- Laughter.

No

- Try first?

- Yes

//Participant with language impairment. Brackets
used for what was implicitly understood in the situ-
ation of the interview
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Occupational losses and new opportunities

After stroke, participants experienced both personal
and occupational changes. The new circumstances
resulted in both occupational losses and new opportu-
nities, and continued engagement was dependent on
the experienced value of an occupation. With time,
participants often learned to foresee and balance con-
sequences with value.

Replacing occupations

For some the onset of stroke affected the frequency of
engaging in occupations. For others, it meant having
to give up specific occupations, such as work, reading
or playing musical instrument. While some were able
to replace lost occupations with new, others experi-
enced a gradual decrease. When they were no longer
able to work or take part in previous interests, a need
for finding new occupations to fill the day arose. For
some, this initially meant spending time on rehabilita-
tion and finding new ways of doing household occu-
pations. However, for many, this was with time
replaced by new interests. Participants give examples
such as replacing physiotherapy with joining a boule
club to maintain physical exercise and social belong-
ing, or spending more time helping others.

Every week, I drive pensioners to town to do grocery
shopping//… .//That keeps me busy and it keeps
them busy. So, I help them a bit.

Most spent less time working than before stroke.
Having more time available to spend on other occupa-
tions provided an opportunity to make new priorities
and participants described spending more time with
family and friends and on personal interests.
Appreciating the advantages of more time, participants
also described feeling less pressured and being able to
appreciate the small things in life and enjoy the present.

But you know, then I did not have as much time. So,
I did not have quite the same life before (no) as I
have after stroke. It is time that is much more now.

Participants who felt more affected by contextual
factors and fatigue described leading a quieter life
after stroke.

- I have more or less created my own quiet world. I
have actually done that. I find that it is pretty good
here. I am miles away from the city. It is quiet on
that side. Over there is a very quiet family (point to
surrounding houses) and down there are good people
as well. As long as it stays that way it, it is well.

- So, you have preserved an existence that enables it
(life) to function?

- Cemented boredom… laughter

Creating a calm environment reduced the impact
of stroke-related consequences and for some contrib-
uted to well-being. However, living a quiet life for
some led to a feeling that something had been lost
when life became more uneventful, and this contrib-
uted to a loss of interest and sense of lost meaning.

Balancing value and consequence

Through occupational engagement participants dis-
covered different consequences of stroke and how
these came to affect their ability to engage in different
occupations. However, there were also consequences
of engaging as this could increase symptoms.
Understanding these interactions, participants were
able to foresee the consequences of engaging and
could evaluate whether an occupation was worth
doing or not.

While some consequences were related to specific
occupations such as not being able to write, do one’s
hair or go to the cinema, participants also spoke of a
more general impact on everyday life. Engaging in
occupations described as more demanding, such as
work or social occupations, participants discovered
how the more they tried to do, the more difficult it
became due to consequences such as fatigue and sen-
sitivity to stress. For some the impact of consequences
led them to avoid or let go of occupations to preserve
their energy for more valued occupations. Others
described choosing to engage in occupations, despite
consequences, because the value of the occupation
outweighed the consequences. Investing all energy
into work, one participant described being able to
perform at work but having to pay the price after-
wards, as he lacked the will and energy to engage
other occupations.

- You had to sharpen up. To the utmost.

- Did it work?

- Yes, I have to say that it did. But the whole time it
came with a price.

- What price?

- The price of fatigue.

Value as a prerequisite for continued engagement

Participants stressed the importance of being active
and spoke of always wanting to keep busy, both
before and after stroke. Being active was not necessar-
ily connected to specific occupations, and value was
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ascribed not to an occupation in itself but rather to
having interests that enabled participants to experi-
ence happiness, that kept them busy and that served
as a way to divert thoughts.

I have, sometimes perhaps too much to do. But at
least I have something to keep me a bit busy. I think
that’s very healthy.

If an occupation was considered as valuable to
oneself or others, it contributed to positive experien-
ces and continued engagement. Maintaining previous
interests such as cooking, gardening or house main-
tenance with concrete and visible results were com-
mon examples of valued occupations.

Not being able to resume previously valued occupa-
tions had an overall impact on how participants valued
not only specific occupations, but also life in general.
One participant described that life began to feel
uneventful when she no longer had work to fill her
days. Although she was able to perform other previ-
ously highly valued occupations, after stroke they no
longer evoked the same experiences. When occupations
no longer provided the same sense of meaning, this led
her to gradually turn away from previous interests.

… I think it was a lot after this stroke. Not the event
(stroke) as such, and just the therapy and all that and
interest. I kind of just felt that it lacked meaning in a
way. And that’s where this gradual decrease began.

Feeling like a changed person

Comparing life before and after stroke, participants
described what they experienced as direct symptoms of
stroke such as being more tired, more emotional or for-
getful, and how these had an impact on the way they
felt towards doing things. Some felt that the changes
went beyond specific consequences and had a more
overall impact on the way they viewed themselves. They
felt that their personality had changed and that they had
become someone who was more pessimistic and who no
longer had the same ability to laugh and feel as before.
Others experienced positive changes such as becoming
mentally stronger, calmer and less inclined to anger.

Moving on with life

The onset of stroke increased awareness of how frail
life can be and contributed to participants reflecting
upon and re-evaluating life. Feeling that the stroke
could have had worse consequences combined with
an appreciation for life here and now contributed to
acceptance and leaving stroke behind them.

Re-evaluation and acceptance

Participants spoke of feeling glad and fortunate in
having had what they expressed as a mild stroke,
often followed by expressions of how things could
have been worse. Having previous experiences of
others with worse consequences of stroke, they
described initial fears of ending up in a wheelchair or
in need of constant care. The feelings of doing well in
comparison to how it could have been led partici-
pants to feel happy about where they were today.
Reflecting upon their present situation, participants
expressed the importance of enjoying life and
described feeling pleased with how things have turned
out. Many felt in control of their lives and were able
to do all or most things that they wanted to.

No, I mainly think that it could have been much
worse. That I had, I think I was lucky in this
misfortune so to say. Because I can travel and I can
do many of the things that I wanted to do. What we
wanted to do then. I can still have that. Now at least.
During the first time it did not go as well but now it
works well.

For many participants, feelings of having been
given a second chance in turn also resulted in positive
lifestyle changes.

Also, I find that… that there are benefits of this
because, firstly you see how fragile life is, secondly
you realise the importance of you dealing with things
that require dealing with. Both exercise and diet.

As 15–18 years had elapsed since their stroke,
many felt that the stroke was now behind them and
no longer occupied their mind in the same way. No
longer experiencing any consequences of stroke made
acceptance easier. However, even those who contin-
ued to live with the consequences of stroke described
moving on with life. Some felt that acceptance was
the only choice in order to move forward, and their
ability to take in advice from others early on had
made life easier. Others described an ongoing process
of trial and error and stressed that accepting did not
mean giving up. Participants still took on new chal-
lenges, but it had become easier to accept the things
that did not work or to accept that they had to do
things differently. The aspect of time contributed to
acceptance, and participants described this as a grad-
ual process where they had come to terms with the
consequences of stroke and found ways to get on
with life. This involved being aware of the fact that
the consequences of stroke might not improve that
much, but that accepting them could improve how
they lived with the consequences.
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- Do you feel that you have recovered from your
stroke today?

- No. Yes, there is a little left. And it will always be
left, a little. And the mental fatigue, it will always be
there. So, you will never be recovered completely,
but better.

Discussion

This study explored the experiences of people who
had lived 15–18 years with potential consequences of
stroke to gain an understanding of how they experi-
enced occupational engagement and how this changed
over time and across contexts. The subjective experi-
ences shared by participants highlight the complexity
of understanding and evaluating long-term outcome.
These experiences show that outcome at an individual
level is not just a matter of increased or decreased
performance, as an increased performance can be
positive for some while having negative consequences
for others. In this study, occupational outcome was
the result of a continuous process in which occupa-
tional engagement was a way of gradually integrating
consequences of stroke into everyday life and involved
a continuous interaction with internal resources and
contextual factors. In line with our findings, ongoing
interaction between the stroke survivor and the physical
and social environment during a process of re-engaging
in valued activities after stroke has previously been
reported in a number of studies [37]. We found that
re-engaging in valued occupations was not only the
goal but also the means of achieving desired outcomes.
This highlights the importance of stroke survivors hav-
ing the opportunity to engage in occupations.

Familiar environments where stroke survivors feel
able and secure have previously been reported to
enhance re-engagement and also serve as a way
through which stroke survivors are confronted with
and learn to adjust to limitations [37]. We found that
occupational engagement was a way to discover and
understand changed abilities after stroke. Thus, it was
also an opportunity for participants to find ways of
adjusting that suited not only their abilities but also
their preferences and context. Our findings suggest
that supporting stroke survivors to find their own
way of dealing with occupational challenges can help
the process of adaptation after stroke. This can be
done by enabling opportunities for occupational
engagement in valued occupations.

The ability and choice to engage in occupations
were dependent on context as well as personal prefer-
ences. As most participants had mild stroke at onset,

with few or no physical impairments, contextual bar-
riers in our study were mostly related to social and
cultural contexts. In similarity to our findings, occu-
pations are reported to occur more within the home
environment [37], and a decline in social participation
is common after stroke [19,38,39]. However, while
Woodman et al. [39] found that studies report that
participants can become socially isolated, spend many
hours alone, housebound and excluded from social
interactions, our study showed that a decline in social
occupations was not necessarily always experienced as
negative. Although this was the case for some, other
participants in our study expressed that it was not a
matter of feeling excluded or isolated but instead an
active and valued choice. Re-evaluating occupations
after stroke, they described how value can be derived
from engaging in occupations but also from not hav-
ing to.

We found that with time participants experienced
both occupational losses and gains. What became
clear throughout the interviews was how the experi-
enced value of an occupation was central for engage-
ment and how participants made priorities by
balancing value against potentially negative conse-
quences. The fact that experienced value will affect
how an occupation is prioritised is likely the case for
most people. However, after stroke, survivors describe
that it is no longer just a matter of personal preferen-
ces, but also of constantly appraising value in relation
to consequences [39,40]. If the consequences of an
occupation are considered to be worse than the value,
this can result in avoidance and loss of occupations
[40]. Such examples of losses were also expressed by
participants in our study. However, many described
how they continued to engage in valued occupations,
despite knowing the consequences, because they felt
that the value of engaging was greater than the nega-
tive consequences.

We found that participants to a high degree relied
on their own abilities and internal resources to engage
in occupations and make priorities after stroke. This
is in line with previous research showing that stroke
survivors consider personal characteristics important
for adjustment and moving forward after stroke
[28,39,40]. Participants in our study placed great value
on the time and effort spent on recovery and took on
responsibility for their success. However, attributions
to internal resources are mostly made in the light of
positive outcomes. Although personal resources can
be employed to gain motivation and positive out-
come, not all personal characteristics will result in
desired outcomes. In a review Sarre et al. [28] found
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that uplifting characteristics are noted in a majority of
studies, but that less is known about how a gloomy or
depressive inclination can impact adjustment. In our
study participants made improvement, thereby allow-
ing for positive appreciation and motivation to keep
engaging in various occupations.

Although time might lead to greater acceptance and
integrating stroke into normal life [38,40], consequences
can still move in and out of salience and require differ-
ent adjustment over time and context [28]. Throughout
the interviews, it was clear that time was an important
factor for integrating stroke into everyday life.
However, although time might reduce the impact of
stroke, it is important to note that there is no specific
timepoint at which stroke survivors can be claimed to
have reached full integration. Rather, due to the
ongoing interactions between personal factors and con-
text, new occupational challenges as well as opportuni-
ties will arise with contextual and personal changes.

Methodological considerations

Qualitative studies are valuable for exploring and
gaining a greater depth of understanding regarding
the experience of engaging in occupation following
stroke [31]. The inductive approach used in this study
with open-ended questions resulted in rich data, and
thematic analysis provided a suitable method for ana-
lysing the content of large units of text.

Prior to inclusion we used a model presented by
Malterud et al. [41] to guide sample size based on
information power. With a broad aim, limited theor-
etical background and a cross-case analysis, we esti-
mated a priori that 8–10 participants would be
required to capture a variety of experiences, and we
attempted to employ a strategic sampling to increase
specificity. However, a strategic sampling proved diffi-
cult to achieve and the final sample was instead the
result of convenience sampling where all available
participants that agreed to take part in interviews
were included. When all nine available participants
had been interviewed the model by Malterud et al. for
considering information power was reviewed again.
The two dimensions affecting information power that
we could not control for beforehand were specificity
and dialogue. Despite the convenient sampling there
was judged to be sufficient specificity within the sam-
ple and the dialogue was generally strong. Thus, the
researchers together decided the information power
was sufficient and that no further recruitment was
necessary. The inclusion of people with communica-
tive difficulties in interviews is considered a strength

as this is common in stroke survivors but still often
an exclusion criteria. Participants with communicative
difficulties, although not as articulate, were able to pro-
vide important insights. The interviewer had good
background knowledge and experience of dialogue with
stroke survivors that helped in enabling participants to
elaborate on the research areas. Further, all participants
were interviewed twice, which strengthened the dia-
logue by providing more time to build trust and under-
standing and by allowing for clarifications to be made.
The first author has more than 10 years of experience
working as an occupational therapist in the area of
stroke rehabilitation, as well as PhD student research
experience. The co-authors all have more than 20 years
of research experience along with extensive clinical
experience within various areas of stroke rehabilitation
and medicine. Hence, all had a pre-understanding of
the research area. Although this may have biased the
findings to some extent, it was also considered a
resource allowing for stronger dialogue during inter-
views and a greater understanding of nuances through-
out the analysis. Reflexivity was enhanced through
regular discussions within the research group, where
the different backgrounds allowed for the pre-under-
standing of authors to be challenged.

Transferability of this study has limitations as the
sample is selective and therefore may not be represen-
tative for other stroke populations. Results should
therefore be interpreted in relation to demographic
and contextual aspects and may not be transferable to
stroke survivors of other ages, social situations and
cultural backgrounds. Participants in our study
ascribed value to own resources and efforts, whereby
it is important to consider that these descriptions are
made by people who consider themselves to have
moved on, and represent a selective group of people
that are able to, and willing to participate in studies
long-term. Further, the interviews took place
15–18 years after stroke and the sample is skewed
towards those with fewer neurological deficits. In our
sample, six out of nine participants had suffered a
very mild stroke based on the NIHSS scale at onset,
and transferability to people with more severe stroke
is therefore limited. Transferability is also affected by
the time frame of the study as it is possible that hav-
ing a stroke today can be experienced differently than
15–18 years ago.

Conclusion and implications

The inductive approach of this study has provided
rich descriptions of occupational engagement in the
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lives of long-term stroke survivors. The subjective
experiences gave a nuanced picture of outcome that
focussed more on abilities and ways of moving on
with life, thereby providing an important complement
to quantitative studies that often focus on understand-
ing disability.

This study explored the experiences of a group
with predominantly mild stroke, a group that with
new treatments and improvements in acute stroke
care is likely to increase and a group that may require
a different approach to rehabilitation. Our findings
suggest that understanding and adapting to changed
abilities takes time and requires opportunities for
occupational engagement. The findings contribute to a
growing number of studies that suggest a need for
long-term rehabilitation and support to stroke survivors
as they face new occupational challenges over time.

Findings of this study support a need for interven-
tions that focus on enabling opportunities for occupa-
tional engagement in personally valued occupations.
Interventions should support the use of abilities and
internal resources to reduce the impact of stroke in
everyday life. Such interventions require flexibility of
the timeframe for interventions and need to be indi-
vidualised, taking personal and contextual aspects
into account.
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