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Abstract

Background: An Early Supported Discharge (ESD) and rehabilitation from a coordinated team in the home environment
is recommended in several high-income countries for patients with mild to moderate symptoms after stroke. Returning
home from the hospital takes place very early in Sweden today (12 days post stroke), thus the term Very Early Supported
Discharge (VESD) is used in the current study. The aim of this study was to describe patients’ expectations of coming
home very early after stroke with support and rehabilitations at home.

Method: This is an interview study nested within a randomized controlled trial; Gothenburg Very Early Supported
Discharge (GOTVED), comparing VESD containing a home rehabilitation intervention from a coordinated team to
conventional care after stroke. Ten participants (median age 69) with mild to moderate stroke symptoms (NHISS 0 to 8
points) were recruited from the intervention group in GOTVED. Interviews were conducted 0-5 days before discharge
and the material was analyzed with qualitative content analysis.

Results: Four main categories containing 11 subcategories were found. The VESD team was expected to provide
“Support towards independency”, by helping the participants to manage and feel safe at home as well as to regain
earlier abilities. The very early discharge gave rise to expectations of coming home to “A new and unknown situation”,
causing worries not to manage at home and to leave the safe environment at the ward. A fear to suffer a recurrent
stroke when being out of reach of immediate professional help was also pronounced. In contrast to these feelings of
insecurity and fear, “Returning to one’s own setting” described the participants longing home, where they would
become autonomous and capable people again. They expected this to facilitate recovery and rehabilitation. “A
new everyday life” waited for the participants at home and this was expected to be challenging. Different strategies to
deal with these challenges were described.

Conclusions: The participants described mixed expectations such as insecurity and fear, and on the other hand, longing
to come home. Moreover, they had a high degree of confidence in the expected support of the VESD team. The health
professionals at the hospital may build on this trust to reduce the patients’ insecurity for coming home. In addition, it
may be beneficial to explore the patients’ expectations thoroughly in front of discharge, as certain feelings and thoughts
could complicate or support the home coming process. Thus, a greater attention on such expectations may facilitate the
patient’s transition from hospital to home after stroke.
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Background

Approximately 16 million people suffer a stroke worldwide
each year [1]. It is one of the major causes of disability ad-
justed life years (DALY’s) lost in high-income countries [2],
affecting motor, cognitive and emotional functions as well
as having an overall impact on the existential dimension of
the person [3].

In Sweden, most patients suffering a stroke are being
discharged home after the hospital stay [4]. In front of dis-
charge, patients have reported feeling inadequately pre-
pared to return home [5]. Discharge and the first few
months at home is a time of transition and patients report
great uncertainty about the future during this period
[5, 6]. Coming home brings the person face to face with
the consequences of the stroke, as their functional limita-
tions becomes concrete [7]. This has been described as a
struggle because of the changes in body functions and
therefore their engagement in daily activities, as well as
the emotional impact that these changes have on the
individual [5].

Early Supported Discharge (ESD) and follow-up re-
habilitation at home is shown to be beneficial for a se-
lected group of patients after stroke, i.e. those with minor
to moderate stroke symptoms [8, 9]. For these patients,
ESD accelerates discharge from the hospital, resulting in a
shorter hospital stay, while the support is offered within
the community setting from either a hospital or commu-
nity based coordinated team who are experienced in
stroke rehabilitation [8, 9]. Many high-income countries,
including Sweden, recommend the provision of ESD ser-
vice [10-13].

Long term dependency in the Activities of Daily Living
(ADL) has been found to be reduced with ESD, with the
greatest benefits for those with less severe disability [8, 9].
There are, however, conflicting findings with regards to pa-
tient satisfaction with an ESD, with some studies reporting
improved satisfaction with an ESD [8, 9], while another
conclude that there is insufficient evidence for this im-
proved satisfaction [14]. The initial mean hospital stay be-
fore discharge, for patients receiving an ESD was found to
vary from 9.8 to 42 days, according to a recent literature
review [14]. The average hospital stay after stroke in
Sweden today is 12 days and 55 % of the patients are there-
after discharged directly to their homes [4]. Accordingly,
many patients in Sweden are being discharged home very
early after stroke and we are therefore using the term very
early supported discharge (VESD) in the current study.

In previous studies, ESD has been examined predomin-
antly in order to investigate effectiveness and costs com-
pared to conventional care [8, 9, 15] However, there are
three studies focusing specifically on patients’ experiences
in the context of ESD [16-18]. Of those, two studies de-
scribed the patients’ experiences of the home coming and
the home rehabilitation. According to these studies, coming
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home early after stroke was perceived positively by the ma-
jority of the patients, while the home-based rehabilitation
was described as both being positive and having areas in
need of improvement. Interviews were performed address-
ing the patients’ experiences, on average 70 days [16] and 6
to 8 months after discharge [17]. However, the patients’
expectations of coming home very early after stroke
with support and rehabilitation at home have not yet
been described.

A greater knowledge of the patients’ expectations,
thoughts and ideas about coming home very early after
stroke with a supported discharge and rehabilitation at
home is needed. This knowledge may facilitate home
coming, make the first period less uncertain and im-
prove the rehabilitation process.

The aim of this study was to describe patients’ expec-
tations of coming home very early after stroke with sup-
port and rehabilitations at home.

Methods

This is an interview study nested within a randomized
controlled trial; GOTVED [19], comparing VESD con-
taining a therapeutic rehabilitation intervention from a
coordinated multidisciplinary team with conventional
care after stroke. The study was approved by the Re-
gional Ethics Committee of the Western region of
Sweden and informed written consent was obtained
from all the participants.

Participants

The participants were recruited from the intervention
group in the GOTVED study [19]. The inclusion criteria
of the GOTVED study were: confirmed stroke according
to WHO’s criteria [20], 218 years of age, living within
30 min drive from the stroke unit, and mild to moderate
remaining stroke symptoms at day 2; i.e. National Insti-
tute of Health Stroke Scale (NIHSS) [21] score 0-16,
Barthel Index BI [22] score 50—99. If BI score was max-
imal =100, Montreal Cognitive Assessment (MoCA)
[23] should be <26.

Exclusion criteria were life expectancy <1 year and an
inability to speak or communicate in Swedish before
the stroke event. Fourteen consecutive participants in
GOTVED were approached and informed about this
nested interview study by an occupational therapist
who was not involved in this part. All 14 agreed to be
interviewed. Of those, three could not participate; two
due to logistical reasons and one who was discharged
to a nursing home.

During the interviews, one participant did not want to
answer the questions and was excluded from the study.
Therefore, the population in this study consisted of 10 par-
ticipants. Nine of the participants had suffered a stroke for
the first time, while one participant had had a prior stroke
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10 years ago with no residual symptoms. One participant
had severe aphasia (2 points on item 9, NIHSS), while three
participants had mild-to-moderate or severe dysarthria
(1-2 points on item 10, NHISS). Participant character-
istics are summarized in Table 1.

Intervention

The VESD began at the stroke unit with a meeting to
make a plan for coming home. The stroke nurse coordin-
ating the VESD team, other involved health professionals,
the patient and sometimes the next of kin participated. At
this meeting, the patients’ needs and wishes were explored
and their personal goals with rehabilitation were formu-
lated and decided. After discharge from the stroke unit,
the intervention comprised 2—4 VESD team visits (stroke
nurse, physiotherapist, occupational therapist) per week,
for a maximum of four weeks. The patient and the VESD
team decided the time to end the intervention within this
time frame. For further information about the interven-
tion, see the GOTVED study protocol [19].

Data collection

The first author (AN), who is a physiotherapist with >
4 years of clinical experience of stroke rehabilitation, gath-
ered the interview data from February 2012 to March
2014. This was done under the guidance of the last author
(ABA), who is a nurse and associate professor with >
15 years of experience of doing qualitative research. There
was no relationship between the interviewer and the par-
ticipants prior to the study. A single interview was per-
formed 0-5 days before discharge from the stroke unit.
It took place in a secluded room at the stroke unit.
With regards to the participants with aphasia and dys-
arthria, the interviews were adapted in order to support

Table 1 Demographic and clinical characteristics of the
participants (n=10)

Characteristics

Female/male, n 4/6
Age, median (range) 69 (63-95)
Living alone/sharing household, n 5/5
Housing, apartment/house, n 6/4
Time at stroke unit (days), median (range) 12 (5-17)
Ischemic/hemorrhagic stroke, n 10/0
Stroke Severity, NIHSS (0-42):°

Moderate stroke (5-15), n 2

Minor stroke (1-4), n 5

No stroke symptoms, n 3
Barthel Index (0-100), median (range)b 87.5 (50-100)
MoCa (0-30), median (range)b 22 (15-27)

2At arrival to hospital. PAt inclusion to study (day 2)
NIHSS National Institute of Health Stroke Scale, MoCa Montreal
cognitive assessment
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communication. The adaption was based on the inter-
viewer’s knowledge and experience of working with this
group of patients in clinical settings. The interviews lasted
around 30 min (average 28 min, range 9 to 53 min), were
audio recorded and transcribed verbatim. Three of the in-
terviews were noticeably shorter than the others (<15 min).
The data material showed both similarities and variations
in expectations, though fulfilling the criteria for performing
a qualitative content analysis.

Interview guide
An interview guide with open-ended questions was used,
covering the following two areas:

1) Expectations of coming home
— What thoughts do you have about coming home?
— How do you think it will work at home?
2) Expectations of the VESD
— What thoughts do you have about the support
and training you will receive at home?
— What are your wishes with the rehabilitation
service you will receive?

Follow-up questions were asked specific to the partici-
pants’ comments in order to enrich and give a better un-
derstanding of the answers.

Data analysis

A conventional qualitative content analysis inspired by
Krippendorf [24] and Hsieh and Shannon [25] was per-
formed by the first author (AN). The analysis was mainly
descriptive, aiming to systematically organize the data
into a structured format. The text material was analyzed
in the following five steps:

1) The interviews were read repeatedly to get a sense
of the content in its entirety.

2) Meaning units (text segments that convey interesting
information in relation to the research question) were
derived from the text, condensed and labelled with a
code capturing the key concept of the text.

3) The codes were abstracted and sorted into
subcategories and categories based on how the
different codes were related.

4) The interviews were read again to check for the
adequacy of the categories and subcategories with
regards to the content of the interviews.

5) Citations for each subcategory were identified from
the data.

As an example, the meaning unit’It will be fine for me
because I'll be getting help at home (from the VESD team)”
was labelled “Help at home” and sorted in to the subcat-
egory “Getting support to manage at home”. Thereafter,
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this subcategory was sorted in to the category “Support to-
wards independency”. The analysis process moved back
and forth between the different stages and between the
whole interview and parts of the text to see that categories,
subcategories, codes and citations made sense. The last
author (ABA) reviewed the interview transcripts and
checked the relevance of the codes, the subcategories and
categories. Discrepancies between the authors were dis-
cussed until a consensus agreement was reached. The com-
puter software programme NVivo 10 (QSR International)
was used to organize the data.

Results
The analysis resulted in four categories and 11 subcat-
egories (see Fig. 1).

Support towards independency

The participants expected the VESD team to support
them in such a way that they would manage and feel com-
fortable being at home. The expectations of the rehabilita-
tion varied and full recovery was an overall wish by the
participants. All of the participants were represented in
this category.

Getting support to manage at home was stated as a
positive aspect of the visits of the VESD team. The par-
ticipants expected the team to check their home envir-
onment and how they managed there.

“The first few days after I get home, they should be
able to work out what I can’t manage to do, what I'm
going to need help with”. (Participant 4).

Support
towards
independency

« Getting support to manage at home

+ To get support to regain one's former
abilities

« Having changed capacities

. g « Different environmental conditions
home situation

« Being in a familiar environment
* Regaining one’s personal autonomy
« Being capable

Returning to
one’s setting

« Starting the “old” life again

« Being dependent on others

« Interference in the personal autonomy
« Dealing with one’s new condition

A new
everyday life

Fig. 1 Patients’ expectations of coming home with Very Early Supported
Discharge and home rehabilitation after stroke. Four main categories (on
the left side of the figure) and 11 subcategories (on the right side of the
figure) described the patients’ expectations
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Another common expectation of the team was to sup-
port the participants in their daily activities.

“...we decided that on the first day that I was going to
cook and she was going to be with me. How to get it to
work and the like. // Make something myself, lunch or
something. I'm going to try to do it myself, but they
would be, she would be with me.” (Participant 7).

Some participants expected the VESD team to prescribe
assistive devices to facilitate their everyday life as well as
to put them in contact with people who provide the assist-
ive devices. The VESD team was also expected to support
the participants to master the environment.

“.. if it (the rehabilitation) happens at home, they can
see what my place looks like. So they can adapt (my
rehab) to it (the home environment) and make sure
that I can master my environment more easily than I
could do here (in hospital).” (Participant 2).

Another aspect mentioned was that the visits from the
VESD team were expected to contribute to a feeling of
being secure at home.

“... it feels secure to know that they are coming home,
that they, I know that on Tuesday that she's coming at
10 am, or whatever time it is (appointed time). So 1
know that they are coming here (to my home).”
(Participant 3).

To get support to regain one’s former abilities was
described as an important aspect with regards to the re-
habilitation provided by the VESD team. For some partici-
pants, the most important goal was to regain muscular
strength and control.

“... the most important is to get strength in my left
arm and be more steady on my foot.” (Participant 6).

For others, their rehabilitation goals also involved as-
pects of cognitive function as well as activity and partici-
pation in their lives.

“... what I wanted was to rebuild my physical and
mental strength so I get back to my regular activities
and my regular life.” (Participant 10).

Yet another wish that was mentioned was to be sup-
ported to recover fully from their stroke.

“I'm hoping and hoping and hoping, because I don’t
know yet, I hope that I, that I can be completely
recovered, as before.” (Participant 7).
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Functional training and self-exercise program provided
by the VESD team were other kinds of support expected
as means to regain one’s former abilities. The professional
competence of the VESD team was stated as important
for the rehabilitation outcome. The team was expected to
be experienced and competent in stroke rehabilitation and
this was highly appreciated among the participants.

“It is sensible that people are coming who now what
they are doing with this kind of stuff.” (Participant 8).

A new and unknown home situation
Six of the participants described expectations of coming
home to a new and unknown situation even though they
were returning to their homes. This was due to their chan-
ged abilities and to the different environmental conditions
at home compared to at the hospital environment.
Having changed capacities compared to before the
stroke, was expected to lead to an unfamiliar situation
at home.

“.. I've always been independent // so it is a completely
new situation and I can’t know how it is going to be // it
might be great or it can go badly.” (Participant 6).

For some participants, this led to insecurity about man-
aging in their new home situation. Another consequence
of the changed capacities was a fear of falling, which they
expected would negatively affect their ability to manage at
home and, would lead to activity limitations.

Different environmental conditions at home versus at
hospital, was another reason participants felt they were at
the beginning of something new and unknown. Some ex-
amples of these different conditions were the adapted en-
vironment for patients with stroke in hospital compared
to at home and not having access to help from hospital
staff 24 h a day when they were at home. As a result, some
participants felt insecure about their ability to manage to
perform the necessary activities of daily living at home.

“.. I'm worried about going to the toilet, // the worry

of waking in the middle of the night and needing to go
to the toilet. (At home) I'm the only one who can help
me.” (Participant 4).

Returning to one’s setting

Eight of the participants talked about longing to go
home, where they would become autonomous and cap-
able people again.

Being in a familiar environment was described as de-
sirable. The participants longed to be in their own sur-
roundings, to have access to their own things, and to see
their family again.
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“... living in my own house and doing my own stuff
and being able to communicate with the rest of the
world, because I don’t have any internet access here’.
(Participant10).

Regaining one’s personal autonomy was also a posi-
tive aspect of coming home. The participants looked for-
ward to being the one deciding their daily routines again,
and restarting their old habits that they could not purse
while in hospital.

“... being able to do what I want, like, I haven’t been
able to open the window like I would normally do in
the morning and those kind of things.” (Participant 3).

Being capable was another aspect mentioned with
regards to returning to one’s own setting. This was de-
scribed by nearly all of the participants, in stark contrast
to the feelings of insecurity that they expressed about be-
ing able to manage at home. More than half of the partici-
pants stated that they expected to be able manage the
necessary activities of daily living at home.

“I'm certain that I will be able (to go out by myself)
when I get home, I can do it” (Participant 8).

Being at home was even expected to facilitate man-
aging daily activities and returning to everyday life.

“So at home, you know where things are, here (in
hospital) you need to go and look for... // If you need
anything you have to, in other words they don’t have
any particular spot. // It's a bit easier at home.”
(Participant 9).

Another aspect dealt with capability with regards to is-
sues of responsibility for and continuing with rehabilita-
tion exercises.

“... s0 you are forced to do more of your rehab exercises
on your own (at home). Here (in hospital) you have an
appointment, they’re coming, so we're doing this now
and doing that now. When I'm on my own (at home),
that's when it counts, and I know, I'm quite energetic so
I think it’s going to go really well (with the training at
home).” (Participant 1).

A new everyday life

Nine of the participants expressed that they wanted to re-
sume their everyday life when they came home. Though,
some expected to be dependent on others, which raised
mixed feelings. Others highlighted the interference in
everyday life by family members or the VESD team. Re-
suming their everyday life was expected to be challenging
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due to the consequences of the stroke on their functional
abilities and emotional security. Different strategies to deal
with these difficulties were described.

Starting the “old” life again when coming home was
considered as important by almost all participants.
They hoped to be able to perform the same activities
and to participate in life just like they had done before
the stroke.

” I usually go to the tobacconist and bets on horses
and I expect that I'll continue doing that. It’s just a
small hill to get up and shouldn’t be too hard for me.
What'’s going to happen is that you'll get back to what
you were doing before.” (Participant 8).

Being dependent on others was another main issue
brought up by the participants. Some expected to be re-
liant on relatives to take care of the daily tasks.

“... the computer, paying bills, my son made sure I did
it (made sure the numbers were entered correctly), my
son helps me.” (Particpant 5).

Relatives and neighbors were also expected to be im-
portant for the participants feeling emotionally secure
at home.

“.. I've got a phone so I can keep in contact with the
outside world. And the neighbors, I keep in contact
with them as well, if anything happens. So that’s also a
bit of comfort. And my daughter’s there now too, so
that’s also a comfort”. (Participant 6).

Other expectations concerned assistance from the
local community health service, which was considered
important for managing to perform the necessary activ-
ities at home.

“... if someone (from the community service) can go
shopping, maybe you can cook by yourself. // If they
shop for you, which I hope they do, because in the first
few days (at home), I'm not sure I can do it by myself’.
(Participant 8).

Another way participants expected to be able to re-
sume everyday life was by using the transportation ser-
vice provided from the local community. They had
mixed feelings with both worries and confidence de-
scribed, that they would get the help they wanted from
the community.

Interference in the personal autonomy was another
aspect mentioned with regards to their new day-to-day
life. There was an expectation that their family members
could influence their behavior at home.
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“Yeah, I've got the kids stopping me now, // so you get
reminded a fair bit. I've already been (reminded), they
say that you should think about yourself] there’s lots
of that. // So you have to take it a bit easy. // They
are firm (with me), they’re going to be (firm with me)...
// I am going to listen to them, // I have to, // it isn’t
great (to be told what to do by your kids). I'm not hurt
by it, but, you know, when you aren’t used to it.”
(Participant 1).

Another thing that the participants expected was that
the VESD team would interfere, implying that team visits
would intrude on their daily habits.

“... when I'm free (not working) I usually go and have
a lie down after I've eaten, in the middle of the day. //
But of course there are a couple of visits planned with
them (the team) at 1 pm next week.” (Participant 3).

Dealing with one’s new condition referred to partici-
pants’ expectations that they will face challenges in their
new everyday life due to the stroke’s consequences on
their functional abilities and emotional security.

Some of these expectations concerned that their re-
duced functional abilities would lead to activity limitations
and participation restrictions at home, compared to how
they remembered their life prior the stroke, this gave raise
to worries and frustrations.

“Yes, it’s a bit like, you can’t just go out and shop (for
groceries), I can’t just sit in the car when I want to, it
will make me angry. Yeah, that I can’t do it, I don’t
get sad, or depressed, it’s not that, I will just be angry I
imagine. Yeah, and this leg here, this damned leg, // ...
when you are used to being able to manage and do
everything by yourself...” (Participant 1).

Other expectations were around the challenges re-
lated to their emotions about the stroke event, like fear
of a recurrent stroke. These emotional challenges were
also expected to result in activity limitations and re-
stricted participation.

“It’s just that, going out of your apartment, now I don’t
want to do that. I mean if I fell over there, maybe no-one
will notice and realize ‘she’s unwell’ //, or ring for an

ambulance, so I'm a bit scared of that...” (Participant 3).

Several different strategies were described to deal with
one’s new conditions. Many of the participants wanted to
take one day, and one thing at a time, and have a slow re-
turn to their usual life. So one strategy mentioned was for
activities at home, they planned to postpone or change the
way they did them.
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“Maybe I won’t be able to peel potatoes and cut meat
the way I'm used to, but that can wait and I'll buy
something that’s ready-made, it'll be fine.”
(Participant 8).

Another tactic they described was to perform activities
more slowly and with more control than before or to do
one thing at a time. This was expected to be a difficult
strategy to learn, but was considered as important.

Discussion

Our findings were that the participants had confidence
that the VESD team would support them in gaining in-
dependence. Mixed expectations for coming home were
described, which revealed ambivalence about being dis-
charged home from hospital.

The expectations that the participants described about
the intervention showed that they had confidence that the
support from the VESD team would help them to be able
to manage different activities, both in- and outside their
home, and that this support would help enable their func-
tional recovery. Similar findings have been described in a
previous study of ESD [16]. The health professionals at
the hospital might build on this expected trust, in order to
reduce the patients’ insecurity not to manage at home
and, thereby facilitating their transition home.

Also highlighted in the current study, was the expect-
ation that the visits from the VESD team would reduce the
participant’s insecurity. Previous research has shown that
anxiety occurs frequently after stroke [26], and that this
can potentially affect the rehabilitation process. Therefore,
home rehabilitation from a hospital based team could be
beneficial in multiple ways such as mastering the home en-
vironment, reducing emotional distress and thereby im-
proving the rehabilitation outcome.

Previous studies have shown that, according to the pa-
tients, rehabilitation after stroke mainly deals with physical
disabilities and less with cognitive impairments [27-29].
Training of cognitive functions such as memory has been
identified as an area of potential improvement by patients
receiving an ESD and home-based rehabilitation [17]. In
the present study, there were few expectations expressed
by the participants regarding support to deal with cognitive
impairments. This was somewhat surprising, as half of the
participants scored between 15 and 23 points on the
MoCA, since early cognitive impairments are found to be
a predictor for long-term depression and reduced life qual-
ity after stroke [30] and one of the areas that should be ad-
dressed in rehabilitation after stroke, according to national
guidelines in Sweden [13].

Mixed expectations were described about coming home
very early from hospital after a stroke, which supports the
findings from earlier studies [7, 31]. In the present study,
some of these expectations were contradictory, concerning
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foremost the idea of one’s home as an unknown place rais-
ing feelings of insecurity and fear, in contrast to the home
as a familiar setting assumed to facilitate recovery and the
rehabilitation process. The expectation of being discharged
to something unknown has been described in an earlier
study in persons with stroke [31], because the old habits
and routines would no longer apply in the situation. From
an International Classification of Functioning, Disability
and Health (ICF) perspective [32], this new and unknown
home situation can be explained by the changed inter-
action between body functions, activities and participation,
as well as between these domains and environmental fac-
tors. This change in environmental conditions when being
discharged home, challenges the functional abilities of the
patients and has been described as a dividing line between
a known and an unknown situation [31].

As stated above, the participants sometimes described
mixed feelings about coming home, insecurity and fear as
well as longing. These findings are in contrast to previous
studies of patients’ experiences of ESD [16, 17], describing
only positive feelings for coming home early after stroke.
However, the prospective design of the current study in
contrast to the retrospective design in the earlier studies
[16, 17], could contribute to these differences. Being afraid
of a new life situation could be seen as normal reaction.
Recognizing and normalizing these feelings might there-
fore facilitate the process of coming home and make the
first period less uncertain.

The positive expectations towards coming home de-
scribed in the current study, such as being a capable and
autonomous person, being in a familiar environment and
taking up one’s old everyday life, has also been described in
earlier studies [7, 31]. Patients have identified the transition
home from hospital after a stroke as an important mile-
stone in the rehabilitation process and as an important step
for further recovery and rehabilitation [7]. However, un-
realistically high expectations of recovery and rehabilitation
during the first weeks after stroke have been described in
earlier studies [31, 33]. In the present study, such unrealis-
tically high expectations might be uncovered in the subcat-
egory “to be capable”. As patients were confident that they
would manage ADL as soon they came home, even though
they were not able to perform these activities in hospital.
Such unrealistic expectations may lead to the return home
becoming a disappointment and the participants might
lose motivation for further training. Unrealistically high ex-
pectations might be due to impaired cognitive functions as
a consequence of the stroke. It may therefore be important
for both patients and health professionals to discover any
reduced self-introspection capabilities and unrealistically
high expectations of recovery, as well as encouraging more
realistic expectations, in order to improve the rehabilitation
process [34]. On the other hand, hope has been identified
as an important factor in the recovery after stroke [35]. To
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be open-minded with regards to seemingly unrealistic ex-
pectations and goals might, therefore, have a positive im-
pact on the recovery.

Due to logistical reasons, two patients had not had their
planning meeting before the interview for the current
study. Accordingly, their rehabilitation goals had not been
formulated and agreed upon. This might have affected
their expectations about the content of the home rehabili-
tation intervention. Therefore, they may have described
somewhat different experiences if the interviews had oc-
curred after their planning meeting.

The interviews were on average 30 min, ranging from 9
to 53 min. Three of them were significantly shorter than
the others (<15 min). These three interviews were con-
ducted according to the protocol and the most vital infor-
mation for the study aim was given by the participants.
The participants did not expand on their responses, which
may be explained by cognitive impairments. However, pa-
tients with mild cognitive impairments are common at the
acute stroke ward, and were therefore included in the
study in order to resemble the clinical setting.

The participants were of both sexes and both persons
living alone and sharing households were included. They
had a variety of cognitive impairments as seen in the
MoCA scores ranging from 15 to 27, and scored across
the whole range of the BI scale (50-100), thus showing
different levels of functional disabilities. The participants’
diversity with regards to impairment levels, activity limita-
tions as well as environmental and personal factors, may
have contributed to an enrichment of the result. All par-
ticipants were older than 62 years and most of them were
born in Sweden, so it is reasonable to assume that differ-
ent expectations may have been described by younger per-
sons with stroke or from persons born abroad with a
different cultural background.

A sample size of 10 participants can be considered as
small. However, the intention of qualitative research is not
to generalize and there is no commonly accepted sample
size but other criteria are of importance, such as richness
and variation in data [36]. When studying a restricted
population, such as the intervention group of 120 patients
in GOTVED, a lower number of participants may be
needed [37]. In this case, we considered that the variation
with regards to personal characteristics, impairments, ac-
tivity limitations as well as the information richness and
variation in data, were appropriate and sufficient to answer
the aim of this study. Also, many patients in this situation
are affected by fatigue and emotional distress. Therefore,
we found it unethical to interview more patients than ne-
cessary, especially since they were exposed to several add-
itional tests and questionnaires in front of discharge.

A strength of the current study was the inclusion of per-
sons with language and speech disorders. This group of pa-
tients is often excluded from interview studies for practical
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reason, even though these deficits are common after stroke,
and are often seen in clinical settings. Finally, the patients’
descriptions are based on experiences of the Swedish health
care system, which must be regarded when considering
transferability into other cultural and societal contexts.

Conclusions

This study showed that the thought of coming home gave
rise to mixed expectations such as feeling insecure about
their ability to manage at home and fear for a recurrent
stroke and, on the other hand, longing to one’s own set-
ting. Moreover, the participants had a high degree of con-
fidence in the VESD team with regards to the support
they expected to receive at home. To facilitate discharge,
the health professionals at the hospital may build on this
expected trust, in order to reduce the patients’ feelings of
insecurity for coming home. In addition, exploring the pa-
tients” expectations thoroughly in front of discharge might
be beneficial, as certain feelings and thoughts could com-
plicate or support the home coming process. Thus, a
greater attention on such expectations might facilitate the
patient’s transition from hospital to home after stroke.

Competing interests
The authors declare that they have no competing interests.

Authors’ contributions

KSS and AA designed the study with input from AN. AN carried out the
interviews and performed the content analysis together with AA. AN took
the main responsibility for drafting the manuscript. All authors read and
approved the final manuscript.

Acknowledgements

Financial support was received from the Swedish Research Council (VR
2012-3523), the Gothenburg Centre for Person-Centred Care, the King Gustaf
V's and Queen Victoria's Freemason Foundation, Renée Eanders foundation,
the Foundation of the Swedish National Stroke Association, Hjalmar Swenson’s
Research Foundation and Greta and Einar Asker's Foundation. The authors
would like to thank the participants, the VESD team and other involved health
professionals at the Sahlgrenska University Hospital.

Author details

'Institute of Neuroscience and Physiology, Sahlgrenska Academy, University
of Gothenburg, Gothenburg, Sweden. ?Institute of Health and Care Sciences,
Sahlgrenska Academy, University of Gothenburg, Gothenburg, Sweden.
3Umversity of Gothenburg Centre for Person-Centred Care (GPCC),
Sahlgrenska Academy, University of Gothenburg, Gothenburg, Sweden.
“Sunnaas Rehabilitation Hospital, Nesodden, Oslo, Norway.

Received: 28 August 2015 Accepted: 11 November 2015
Published online: 16 November 2015

References

1. Strong K, Mathers C, Bonita R. Preventing stroke: saving lives around the
world. Lancet Neurol. 2007;6(2):182-7. doi:10.1016/51474-4422(07)70031-5.

2. Lopez AD, Mathers CD. Measuring the global burden of disease and
epidemiological transitions: 2002-2030. Ann Trop Med Parasitol. 2006;
100(5-6):481-99. doi:10.1179/136485906x97417.

3. Nilsson I, Jansson L, Norberg A. To meet with a stroke: patients’ experiences
and aspects seen through a screen of crises. J Adv Nurs. 1997;25(5):953-63.

4. Riks-Stroke. Arsrapport rapport fran riks-stroke 2013.

5. Gustafsson L, Bootle K. Client and carer experience of transition home
from inpatient stroke rehabilitation. Disabil Rehabil. 2013;35(16):1380-6.
doi:10.3109/09638288.2012.740134.


http://dx.doi.org/10.1016/S1474-4422(07)70031-5
http://dx.doi.org/10.1179/136485906x97417
http://dx.doi.org/10.3109/09638288.2012.740134

Nordin et al. BMC Neurology (2015) 15:235

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

Burton CR. Living with stroke: a phenomenological study. J Adv Nurs. 2000;
32(2):301-9.

Olofsson A, Andersson SO, Carlberg B. I only | manage to get home Il get 31
better-interviews with stroke patients after emergency stay in hospital on

their experiences and needs. Clin Rehabil. 2005;19(4):433-40.

Service for reducing hospital care for acute stroke patients. Early Supported 32.
Discharge Trialists. Cochrane Database Syst Rev. 2012(12):CD000443.
Fisher RJ, Cobley CS, Potgieter |, Moody A, Nouri F, Gaynor C et al. Is 33.

stroke early supported discharge still effective in practice? A

prospective comparative study. Clin Rehabil. 2015. doi:10.1177/
0269215515578697. 34,
National Stroke Foundation. Clinical guidelines for stroke management
recommendations 2010. Melbourne: Australian Government and National

Health and Medical Research Council; 2010.

National Audit Office. Progress in improving stroke-care. London: 35.
Department of Health; 2010.

Heart and Stroke Foundation. Canadian Stroke Best Practice Recommendations.

2013. http//www.strokebestpractices.ca/index.php/stroke-rehabilitation/ 36.
outpatient-and-community-based-stroke-rehabilitation-including-esd/. Accessed
Oct 13 2015. 37.

Socialstyrelsen S. Nationella riktlinjer for strokesjukvard 2009. Stéd for styrmning
och ledning. Stockholm: Socialstyrelsen; 2009.

SBU. Rehabilitation at home after early supported discharge (ESD) for elderly
patients after stroke. A systematic literature review. Stockholm: Swedish
council on health technology assessment (SBU); 2015.

Taule T, Strand LI, Assmus J, Skouen JS. Ability in daily activities after early
supported discharge models of stroke rehabilitation. Scand J Occup Ther.
2015;22(5):355-65. doi:10.3109/11038128.2015.1042403.

Cobley CS, Fisher RJ, Chouliara N, Kerr M, Walker MF. A qualitative study
exploring patients’ and carers’ experiences of Early Supported Discharge
services after stroke. Clin Rehabil. 2013,27(8):750-7. doi:10.1177/
0269215512474030.

Taule T, Strand LI, Skouen JS, Raheim M. Striving for a life worth living:
stroke survivors’ experiences of home rehabilitation. Scand J Caring Sci.
2015. doi:10.1111/5¢5.12193.

Taule T, Raheim M. Life changed existentially: a qualitative study of
experiences at 6-8 months after mild stroke. Disabil Rehabil. 2014;36(25):
2107-19. doi:10.3109/09638288.2014.904448.

Sunnerhagen KS, Danielsson A, Rafsten L, Bjorkdahl A, Axelsson AB, Nordin
A, et al. Gothenburg very early supported discharge study (GOTVED)
NCT01622205: a block randomized trial with superiority design of very
early supported discharge for patients with stroke. BMC Neurol. 2013;13:
66. doi:10.1186/1471-2377-13-66.

Aho K, Harmsen P, Hatano S, Marquardsen J, Smirnov VE, Strasser T.
Cerebrovascular disease in the community: results of a WHO collaborative
study. Bull World Health Organ. 1980;58(1):113-30.

Goldstein LB, Bertels C, Davis JN. Interrater reliability of the NIH stroke scale.
Arch Neurol. 1989,46(6):660-2.

Mahoney Fl, Barthel DW. Functional evaluation: the Barthel Index. Md State
Med J. 1965;14:61-5.

Nasreddine ZS, Phillips NA, Bedirian V, Charbonneau S, Whitehead V, Collin |,
et al. The Montreal Cognitive Assessment, MoCA: a brief screening tool for
mild cognitive impairment. J Am Geriatr Soc. 2005;53(4):695-9. doi:10.1111/j.
1532-5415.2005.53221 x.

Krippendorff K. Content analysis : an introduction to its methodology. 2nd
ed. Thousand Oaks, California: Sage; 2004. r

Page 9 of 9

symptoms and quality of life after stroke. J Neurol Sci. 2006,247(2):149-56.
doi:10.1016/},jns.2006.04.005.

Wottrich AW, Astrom K, Lofgren M. On parallel tracks: newly home from
hospital-people with stroke describe their expectations. Disabil Rehabil.
2012;34(14):1218-24. doi:10.3109/09638288.2011.640381.

World Health Organization. International classification of functioning,
disability and health (ICF). Geneva: World Health Organization; 2001.

Wiles R, Ashburn A, Payne S, Murphy C. Patients’ expectations of recovery
following stroke: a qualitative study. Disabil Rehabil. 2002,24(16):841-50. doi:
10.1080/09638280210142158.

Ellis-Hill C, Robison J, Wiles R, McPherson K, Hyndman D, Ashburn A. Going
home to get on with life: patients and carers experiences of being discharged
from hospital following a stroke. Disabil Rehabil. 2009;31(2):61-72. doi:10.1080/
09638280701775289.

Bright FA, Kayes NM, McCann CM, McPherson KM. Understanding hope
after stroke: a systematic review of the literature using concept analysis. Top
Stroke Rehabil. 2011;18(5):490-508. doi:10.1310/tsr1805-490.

Patton MQ. Qualitative research & evaluation methods. 3rd ed. London:
Sage; 2002.

Elo S, Kaaridginen M, Kanste O, Polkki T, Utriainen K, Kyngas H. Qualitative
content analysis: a focus on trustworthiness. SAGE Open. 2014;4(1). doi:10.
1177/2158244014522633.

Hsieh HF, Shannon SE. Three approaches to qualitative content analysis.
Qual Health Res. 2005;15(9):1277-88. doi:10.1177/1049732305276687.
Campbell Burton CA, Murray J, Holmes J, Astin F, Greenwood D, Knapp P.
Frequency of anxiety after stroke: a systematic review and meta-analysis of
observational studies. Int J Stroke. 2013;8(7):545-59. doi:10.1111/}.1747-4949.
2012.00906.x.

Bendz M. The first year of rehabilitation after a stroke - from two perspectives.
Scand J Caring Sci. 2003;17(3):215-22.

Roding J, Lindstrom B, Malm J, Ohman A. Frustrated and invisible-younger
stroke patients’ experiences of the rehabilitation process. Disabil Rehabil.
2003;25(15):867-74. doi:10.1080/0963828031000122276.

Lewinter M, Mikkelsen S. Patients” experience of rehabilitation after stroke.
Disabil Rehabil. 1995;17(1):3-9. doi:10.3109/09638289509166621.

Nys GM, van Zandvoort MJ, van der Worp HB, de Haan EH, de Kort PL,
Jansen BP, et al. Early cognitive impairment predicts long-term depressive

~
Submit your next manuscript to BioMed Central
and take full advantage of:
¢ Convenient online submission
¢ Thorough peer review
* No space constraints or color figure charges
¢ Immediate publication on acceptance
¢ Inclusion in PubMed, CAS, Scopus and Google Scholar
* Research which is freely available for redistribution
Submit your manuscript at ( -
www.biomedcentral.com/submit BiolVed Central
J



http://dx.doi.org/10.1177/0269215515578697
http://dx.doi.org/10.1177/0269215515578697
http://www.strokebestpractices.ca/index.php/stroke-rehabilitation/outpatient-and-community-based-stroke-rehabilitation-including-esd/
http://www.strokebestpractices.ca/index.php/stroke-rehabilitation/outpatient-and-community-based-stroke-rehabilitation-including-esd/
http://dx.doi.org/10.3109/11038128.2015.1042403
http://dx.doi.org/10.1177/0269215512474030
http://dx.doi.org/10.1177/0269215512474030
http://dx.doi.org/10.1111/scs.12193
http://dx.doi.org/10.3109/09638288.2014.904448
http://dx.doi.org/10.1186/1471-2377-13-66
http://dx.doi.org/10.1111/j.1532-5415.2005.53221.x
http://dx.doi.org/10.1111/j.1532-5415.2005.53221.x
http://dx.doi.org/10.1177/1049732305276687
http://dx.doi.org/10.1111/j.1747-4949.2012.00906.x
http://dx.doi.org/10.1111/j.1747-4949.2012.00906.x
http://dx.doi.org/10.1080/0963828031000122276
http://dx.doi.org/10.3109/09638289509166621
http://dx.doi.org/10.1016/j.jns.2006.04.005
http://dx.doi.org/10.3109/09638288.2011.640381
http://dx.doi.org/10.1080/09638280210142158
http://dx.doi.org/10.1080/09638280701775289
http://dx.doi.org/10.1080/09638280701775289
http://dx.doi.org/10.1310/tsr1805-490
http://dx.doi.org/10.1177/2158244014522633
http://dx.doi.org/10.1177/2158244014522633

	Abstract
	Background
	Method
	Results
	Conclusions

	Background
	Methods
	Participants
	Intervention
	Data collection
	Interview guide
	Data analysis

	Results
	Support towards independency
	A new and unknown home situation
	Returning to one’s setting
	A new everyday life

	Discussion
	Conclusions
	Competing interests
	Authors’ contributions
	Acknowledgements
	Author details
	References



