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RESEARCH PAPER

A qualitative study exploring how stroke survivors’ expectations and 
understanding of stroke Early Supported Discharge shaped their experience and 
engagement with the service 

Trudi M. Camerona , Kristina Kollera, Adrian Byrnea, Niki Chouliaraa, Thompson Robinsonb, Peter Langhornec , 
Marion Walkera and Rebecca J. Fishera 

aUniversity of Nottingham, Nottingham, UK; bUniversity of Leicester, Leicester, UK; cUniversity of Glasgow, Glasgow, UK    

ABSTRACT  
Purpose: To explore how stroke survivors’ expectations and understanding of Early Supported Discharge 
(ESD) helped them make sense of their experiences, and shaped their engagement with the service. 
Methods: Data were collected as part of a study of large-scale implementation of stroke ESD: the WISE 
realist mixed-methods study. Semi-structured interviews were conducted with five purposefully selected 
stroke survivors from six sites in England implementing stroke ESD (n¼ 30). Participants were aged 32–88 
years (20 males). Interviews were audio recorded, transcribed verbatim and transcripts were analysed 
using reflexive thematic analysis. 
Results: Three overarching themes were identified: (1) ESD as a post-stroke recovery tool, (2) desire to 
recover quickly, (3) psychosocial impact and support. Stroke survivors were uncertain about what to expect 
when they first entered the service, however, their experience of ESD exceeded their expectations and 
increased their engagement with the service. Stroke survivors especially valued the goal-oriented approach 
the team adopted. Rehabilitation at home was perceived as positive and practical, encouraging independence 
within real-life contexts. Psycho-social support played an important role in the stroke survivors’ rehabilitation. 
Conclusions: Ensuring stroke survivors are fully informed about ESD and what to expect, optimises 
engagement with the services, improves experience and could enhance outcomes.    

� IMPLICATIONS FOR REHABILITATION 
� Informing stroke survivors about what to expect from ESD services could optimise engagement and 

improve their experience. 
� The provision of personalised and target focussed therapy at home improves stroke survivors’ experi-

ence and could potentially accelerate recovery. 
� Preparing stroke survivors early for discharge from ESD can reduce anxiety and enhance engagement 

with the service. 
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Introduction/background 

Early supported discharge (ESD) is an intervention recommended 
as part of the National stroke service model in England [1,2]. The 
intervention is designed to facilitate transfer of care from hospital 
to home as soon as stroke survivors are medically stable [3]. 
Stroke survivors should receive the same therapy at home from a 
stroke specialist multi-disciplinary team (MDT) as they would have 
received if they had remained in hospital [4,5]. This potentially 
involves therapists such as physiotherapists, occupational thera-
pists and speech and language therapists visiting the home for 
up to 45 min per day, 7 days a week for up to 6 weeks depending 
on the stroke survivor’s assessed needs and goals. 

Findings from clinical trials suggest that for stroke survivors 
with mild to moderate stroke-related disabilities, ESD can enhance 
independence and satisfaction, while reducing mortality and 

future institutionalisation [6,7]. In addition, it has been suggested 
that the home environment can facilitate stroke survivors to self- 
manage their post-stroke recovery through recognition of their 
capability and accessing of personal resources [8,9]. Rehabilitation 
for stroke survivors has become a national priority[10], whereby 
national policy in the United Kingdom (UK) is driving towards 
community-based care and promoting/prioritising closer integra-
tion of hospital and community sectors[11]. Despite national pol-
icy and the significant evidence suggesting the benefits of ESD, 
there are still some regions where ESD service provision varies or 
is not available at all [12,13]. 

Stroke remains one of the major causes of mortality and mor-
bidity globally, with over 12.2 million strokes each year affecting 
one in four people over the age of 25 years during their life time. 
There are over 101 million people currently living with stroke 
across the world [14]. This equates to over 100,000 new stroke 
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each year in the UK and 1.2 million stroke survivors in the UK 
[15]. It is responsible for a wider range of disabilities than any 
other condition [16], and up to two thirds of stroke survivors dis-
charged from hospital have a disability, requiring support with 
activities of daily living [17,18]. In addition, the incidence and 
prevalence rates are predicted to grow 34% by 2035[19], increas-
ing the socio-economic burden on the individuals, carers and the 
nation [3,20]. Financial costs of stroke to health and care in the 
UK alone is anticipated to rise from £26bn to between £61bn and 
£91bn [4]. The need to optimise outcomes and independence for 
stroke survivors is therefore paramount. 

Stroke survivors face inevitable changes and challenges follow-
ing discharge from hospital [21], especially as they adjust to their 
new routines, determine their expectations for recovery [22,23] 
and re-establish their independence [24]. Although much quanti-
tative research about the effectiveness of ESD is available, the 
exploration of stroke survivors’ experiences is relatively scarce. 
Yet, the importance of context pertaining to successful evidence- 
based practice, such as the patients’ subjective perceptions, inter-
pretations, and evaluations are increasingly recognised [25]. With 
evidence suggesting that patient’s expectations can contribute to 
the effectiveness of therapeutic interventions [26], the exploration 
of patient’s expectations of ESD and how these relate to their 
experiences of the service models is warranted. 

ESD as an intervention, plays an important part in the stroke 
care pathway; supporting rehabilitation and prioritising recovery 
following stroke. This study aims to gain insight into the stroke 
survivors’ understanding of ESD, and the consequent experience 
of the service they received. 

Methodology 

Study design 

The study comprised analysis of stroke survivors’ interview data 
collected as part of the larger mixed method study – Large-scale 
implementation of stroke early supported discharge: the WISE 
realist mixed-methods study [12,27]. WISE investigated mecha-
nisms and outcomes of implementing ESD at scale in real-world 
situations, to establish which models of ESD are most effective 
and in which contexts. Stroke survivor data were collected utilis-
ing semi-structured interviews. 

Sample 

Five stroke survivors from each of the six ESD services (n¼ 30 
stroke survivors) in England were purposively selected as part of 
the WISE study [27]. Services involved in this study were located 
in both rural and urban sites and ESD was provided by commu-
nity based multidisciplinary teams. Stroke survivor eligibility crite-
ria can be seen in Table 1. 

Procedure 

Potential participants were identified and approached by an ESD 
clinician, during a routine home visit. The clinician introduced the 
study to the stroke survivors and provided a study information 
sheet. Interested participants were asked for permission to share 
their contact details with the research team. Potential participants 
were then contacted by phone by the 3rd author (AB) who was to 
conduct all the interviews. AB (a Research Fellow on the original 
WISE team with significant experience in stroke rehabilitation 
research and conducting interviews and focus groups) introduced 
himself, explained the study in more detail, and arranged the 

interview at a time and place convenient for the participant. Written 
informed consent was obtained at the beginning of the interview. 

A semi-structured interview schedule was developed to guide the 
discussions facilitating generation of rich qualitative data [28]. The 
interview guide covered broad areas such as the stroke survivors’ 
experience of leaving hospital to return home, the ESD service, per-
ceived outcomes of the service, and suggestions for improvement. 

Interview audio-recordings were transcribed verbatim and 
redacted by the original research team, prior to sharing the data for 
the purpose of the present study to maintain participant anonymity. 

The original WISE study received ethical approval from the 
East Midlands - Nottingham 1 Research Ethics Committee Ref: 18/ 
EM/0160 on 23 July 2018, during which the data were collected 
from participants by semi-structured interview. The present study 
received approval from the University of Nottingham Division of 
Rehabilitation, Ageing and Wellbeing Ethics Committee on 4 May 
2020 to analyse the data from the transcripts which were 
redacted and anonymised by the original study team. 

Analysis 

The interview transcripts were analysed using pen and paper by 
both author 1 (TC) and author 2 (KK). Analysis was undertaken 
iteratively, using reflexive type of thematic analysis [29,30]. Whilst 
this methodology was flexible, it required prolonged data immer-
sion and reflection to identify themes from the participants’ narra-
tives [31,32]. The data were approached inductively at the semantic 
level, whilst continuously monitoring and managing any potential 
bias. KK led the analysis by actively engaging with the data [33] 
proceeding through stages of data familiarisation, where initial 
notes were taken, followed by coding from text of analytic interest 
[34]. The coding process involved constant comparison of data sim-
ilarities and questioning the assumptions the researcher was mak-
ing about the data as described by Braun, Clarke [30] in a process 
of asking oneself a series reflexive questions during the analytical 
process. TC also familirised themselves with the data by reading 
and re-reading the transcripts and making manual notes of what 
they considered to be important issues for exploration. Ultimately, 
themes were constructed by KK, and presented to TC. Both 
researchers discussed the presented themes and made adjustments 
based on individual notes, understanding and interpretation of the 
data. Transcripts were revisited where necessary and further itera-
tions of the identified themes were discussed to refine them and 
gain consensus [35]. There were no outstanding issues that could 
not be resolved. At this stage both TC and KK agreed that induct-
ive thematic saturation had been achieved as no new themes 
related to the study objectives could be identified in the data [36] 

Results 

Stroke survivor interviews were completed between November 
2018–November 2019. Thirty face-to-face interviews lasting 

Table 1. Eligibility criteria. 

Inclusion criteria Exclusion criteria   

� Stroke survivors admitted to  
ESD services and 

� Having sustained first or  
recurrent stroke 

� Medically stable 
� Able to give informed consent 
� Aged 16–100 years 
� In the services’ caseload at the  

time of recruitment. 

� Stroke survivors not eligible for ESD 
� Stroke survivors without adequate  

understanding of the English  
language to participate in  
the interviews. 
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between 24 and 70 min (mean 45 min) were conducted in the 
participants’ homes by AB. Some participants requested that a 
spouse or partner be present at the interview otherwise inter-
views were conducted on a one to one basis. One participant 
withdrew from the study at the point of signing the consent 
form. The reason given was that they had changed their mind. 

Participants 

Table 2 provides basic participant characteristics. Barthel scores 
[37] are presented to indicate the severity of stroke of the partici-
pants at admission to the ESD service. The score measures stroke 
survivor’s functional ability in relation to activities of daily living 
and mobility and provides a score from 0 to 20 with a score of 0 
indicating total dependence and 20 being totally independent. 

Findings 

The interviews yielded rich data about participants’ experiences 
related to the ESD service in terms of their post-stroke recovery. 

Three overarching themes and respective subthemes were devel-
oped (Table 3). Participant’s quotes are identified by the site 
coded A–F, followed by a number indicating the order of inter-
view at that site highlighted in bold. The barthel index score[37] 
for each participant’s quote is presented as BI with an arrow indi-
cating whether they are above or below the mean for all study 
participants. Similarly the length of stay is presented as LOS with 
the arrow indicating whether it was above or below the mean. 

Themes are identified from the stroke survivors’ expectations, 
perceptions, understanding and experiences of the ESD services, 
providing deeper insight into what they valued about the service 
and what they thought could be improved. 

ESD as a post-stroke recovery tool 

Uncertainty 
Uncertainty related to the start of the service, what to expect and 
what it entailed, as well as what would happen when the ESD ser-
vice was withdrawn. For the majority of participants the first time 

Table 2. Participant demographics.  

Site A Site B Site C Site D Site E Site F Combined data all sites  

Sex         
Male 3 3 2 4 4 4 20  
Female 2 2 3 1 1 1 10 

Age Range 53–86 53–78 47–86 32–74 38–79 57–88 32–88 
Barthel range on admission  

to ESD (out of 20) 
15–20 11–19 13–20 14–20 10–19 8–18 13–20 

(mean 18.2) (mean 14) (mean 16.4) (mean 17.8) (mean 14.2) (mean 13.6) (mean 15.7) 
Length of stay on ESD Team   15–45   42–42   9–46   34–107   56–83   36–74 Range 9–107 

Mean 46.6  

Table 3. Overarching themes and subthemes. 

Theme Subtheme Description Example quote  

ESD as a post-stroke  
recovery tool 

Uncertainty Being informed about a referral for further support 
at home, uncertain about what it entails and 
what will happen after it is finished. 

“We didn’t really get any information on it to be 
honest with you” (B5- BI 13# LOS 42#) 

It serves its purpose Continuous support following discharge from 
hospital is helpful when trying to navigate the 
new routine. 

“I feel it’s.. it’s done what it set out to do” (A1- BI 
20" LOS 42#) 

Rehabilitation dose The required intensity and frequency of 
rehabilitation is an individual matter. What is 
too much or enough for one, might not be 
enough for the other. 

“The only benefit I suppose really if I could get 
more therapy might.. that I might come right 
quicker” (F1- BI 8#LOS 49") 

Trust in health care professionals’  
knowledge and expertise 

The perception that nothing wrong should be 
pointed out, because “they” know what they 
are doing and why. 

“But no I think they’re.. they know.. they know 
their job don’t they? Very professional. They 
know their job” (C2- BI 13#LOS 27#) 

Desire to recover  
quickly 

Goal oriented rehabilitation  
and support 

A focus on the stroke survivors’ rehabilitation 
goals and needs, and appropriate signposting 
is highly valued. 

“It fulfils your potential. Because you don’t know 
what your potential is at this point in time. 
When you come out of hospital you’ve achieved 
so many things, but you still.. you have to take 
the step forward to be a little bit independent” 
(B3- BI 11#LOS 42#). 

Pro-recovery headspace and  
taking control 

The ability to monitor one’s progress, reinforce 
self-determination, and active participation in 
the rehabilitation, makes the recovery process/ 
progress more reassuring. 

“That she.. that has really helped with that sense 
of purpose with.. is.. is to give some.. give that 
validity to the very small tasks” (A1- BI 20"
LOS 42#) 

Home is a logistical  
rehabilitation environment 

The home environment provides a familiar 
environment for stroke survivors to regain 
their independence, while returning to their 
usual routine and roles. 

“I’ve liked it more at home obviously.. because it.. it’s.. 
it’s.. it’s helped with my own sense of independence 
and autonomy” (A1- BI 20" LOS 42#) 

Psychosocial impacts  
and support 

The loss of “oneself” (identity) The emotional and socioeconomic impact of trying 
to adjust around one’s “new” abilities, while 
anticipating recovery can get overwhelming. 

“If I fall, I bloody fall. ..The end of the world for 
me when I’m lying on the floor, not being able 
to get up” (E1- BI 14# LOS 56"). 

Support network and  
professional assistance 

Having a significant other(s) involved in the 
rehabilitation process is equally as important 
as the emotional support by the specialist 
team. This allows the recovery process to be 
more manageable. 

“Because the mental aspect plays into so many other 
things in terms of your recovery, like motivation 
and things like that” (B1- BI 14# LOS 42#).  
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they were informed about ESD was at the hospital, either before 
or during their discharge, usually by the resident physiotherapist. 

I was in hospital when it was mentioned that this Discharge team 
would come in and see me at home. (B3- BI 11#LOS 42#) 

However, half of the participants articulated that they were 
uncertain of what the services were and had only a brief idea of 
what it might involve. Consequently, at the time of the interview, 
few were unsure of what “ESD” really referred to even though 
they were under the care of the ESD team. 

I don’t think I have heard of Early Support Discharge, except when you 
[the interviewer] made me the phone call. (F1- BI 8#LOS 49") 

Thus, they did not appear to have a clear idea of what support 
they had been receiving from the ESD service as opposed to 
other services such as reablement teams or other paid carers. 

So what part of the treatment that we have received so far comes 
under ES. the early thing? Is it the support like dressing and washing or 
is it the. occupational therapist? Or the voice. (C2- BI 13#LOS 27#) 

These participants’ perceptions seemed to be associated with 
the method by which the ESD service was introduced to them. 
For example, the hospital staff not using the appropriate term 
“Early Supported Discharge” when informing the stroke survivors 
about their further rehabilitation within the community appeared 
to have an impact on the stroke survivors’ understanding of the 
care they received. 

A few days. a day or so in when I started to. when I met the. the 
physiotherapist in hospital. And you know started to help walk and 
trying to navigate with my. my. my vision. with my vision. how to get 
around. She … .didn’t call it Early Discharge or anything. (A1- BI 20"
LOS 42#) 

The lack of previous knowledge about what the service was 
set out to do, led to stroke survivors to having low expectations, 
or leaning towards the assumption that it would simply involve 
more physiotherapy. Subsequently, when asked about their first 
expectations, many of them felt that the actual experience 
exceeded any initial hopes. 

No. I didn’t know anything about it at all. So I was amazed and pleased 
that it did, especially. I had as I said such a lot of problems . people 
really putting and helping me out. I was astounded at that. So I’m 
delighted with it. (E2- BI 12# LOS 57"). 

Furthermore, many participants expressed concern and uncer-
tainty about what would follow their discharge from ESD. This 
was often related to them hoping not to miss out on the oppor-
tunity of getting better and the worry of not having access to the 
appropriate support. 

I don’t know. I. I was just worried after this six weeks. What happens 
after this six weeks. Because you know you have these people come 
four times a week and then all of a sudden. what’s going to happen? 
And they said there is another plan [inaudible]. but it could take time. 
(C5- BI 17" LOS 37#) 

It serves its purpose 
Regardless of the participants’ uncertainty, all the respondents 
conveyed positive views of the service. They thought it was useful 
to have a continuous and prompt support available upon dis-
charge from hospital. 

It’s. it’s a good service because when you come out,. otherwise you’ll 
be straight to the doctor probably. So it is a good. good idea. (A3- BI 
20" LOS 45#) 

Participants reported that they felt immediately supported by 
the team, and that they were given the needed time and atten-
tion in order to recover quicker. 

The main benefit I think is the fact that it’s immediate. There’s not this 
gap between hospital and coming out. (C1- BI 19" LOS 9#) 

They therefore felt that the service played a crucial role in their 
route to recovery. Many participants expressed that they had 
started to notice improvement and had regained their confidence. 

I couldn’t even sit up, so physio’s have, well, they have made a massive 
improvement in me really. And I can see that. Yeah. (E3- BI 19"
LOS 71") 

In fact, most of the interviewees assigned their progress to the 
fact that the ESD team motivated them to work towards their 
recovery goals. 

Which is I think as much the point as the benefit. I’ve enjoyed them 
being here. I’ve enjoyed them pushing me, because if they hadn’t 
pushed me I wouldn’t have done it. (D4- BI 18" LOS 42#) 

Many participants would recommend the service to anyone liv-
ing with stroke-related difficulties to help them adjust to the new 
routine better. The service was so highly valued by the stroke survi-
vors that they sympathised with anyone in a similar situation who 
would need such a service and might not have had access to it. 

I think it’s a very good service. And I think, you know, they should give 
it to everybody when they come out from hospital if they need it. You 
know. Because I did need it. I was at a point, but I wasn’t at a very 
good point when they discharged me from hospital. You know there 
was a lot more to do. (C3- BI 13# LOS 46#) 

The rehabilitation dose 
There was some variance of service models delivered across the 
six sites. While some services offered a seven-day service, others 
operated five days a week, which affected the amount of weekly 
sessions stroke survivors received. Hence, satisfaction with the 
given service appeared to be related to what they were offered. 

I’m happy with the five day week because I mean that’s how it works. 
But a seven day obviously would be better. (D4- BI 18# LOS 42") 

The dose of rehabilitation being offered in terms of frequency 
and intensity generated diverse views between the participants. 
The majority reported that they received enough sessions of a 
reasonable frequency with the ESD team. “I think it’s been just the 
right amount” (A1- BI 20" LOS 42 #). Some of the participants 
stated that the amount of home visits they were getting was just 
enough to manage in terms of time and their energy levels. Even 
though they wished for more therapy to speed up their recovery, 
they acknowledged that it could be ultimately counterproductive. 
“I think it’s probably to a certain degree as much as I could prob-
ably take” (D4- BI 18# LOS 42"). Equally, some also said that they 
wanted more or longer support. However, they felt a sense of 
responsibility towards the service providers and fellow stroke sur-
vivors, and so they would not want to receive more rehabilitation 
at the cost of someone else. 

I wouldn’t want to take it. I wouldn’t like to take it away from people 
who need it more than me if you know what I mean … I think it’s 
enough you know. (D1- BI 18" LOS 107") 

In contrast, some stroke survivors did not mind being dis-
charged from the ESD service, as they felt that they did not need 
the support and could manage their recovery themselves. 

No. Because I’ve. you know for some people I’m sure it’s very good, but 
I just don’t. don’t really feel as though I really needed it. (A5- BI 20"
LOS 15#) 

Trust in health care professionals’ knowledge and expertise 
Stroke survivors appeared to have a great deal of respect for the 
ESD team and reported holding them in great authority. Stroke 
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survivors trusted the professional skills of the ESD team members, 
and so were willing to do anything they were told to without 
challenging it. 

I’ll leave up to. the early discharge team of when they think it’s best for 
me, because let’s face it, I could say, well I don’t want you’s anymore. 
(B2- BI 13# LOS 42#) 

Stroke survivors did not want to complain about anything 
related to ESD as they were thankful for whatever support they 
could access. 

So. is. is that because you’re very grateful to be getting the service, 
that you’re just happy to accept whatever they. whatever the visit is, 
yeah?. (E3- BI 19" LOS 71") 

Desire to recover quickly 

Goal oriented rehabilitation and support 
For all participants it was paramount to return to their usual roles 
and routines as soon as possible. Working towards a set of per-
sonalised goals was highly valued and increased expectations of 
further recovery. Most of the participants felt that the time spent 
with the ESD therapists contributed to their overall recovery out-
comes, because the ESD team focussed on their goals and kept 
reviewing their rehabilitation plan accordingly. 

What I found with the ESD team was that they would come. . there was 
no sort of timetable. they would stay here as long as I needed them, 
you know what I mean? There was never a case of ‘I’ve got to go’. . I 
know they’ve got other patients to look after, but this was a very 
personal experience for me. And certainly I wouldn’t be where I am 
now as far as improvement if it wasn’t for the ESD team. (C1- BI 19"
LOS 9#) 

Establishing individual rehabilitation goals allowed the team to 
prepare a set of personalised exercises, which the stroke survivors 
practiced during and in-between the sessions, offering them a 
sense of progress. The majority of the participants accepted the 
prescribed exercise plan as the mediator for recovery and were 
determined to work on it as part of their rehabilitation routine. 

She set a plan in place of things to do to increase mobility and again 
we started talking task, because that seemed to be one way of trying 
to get what I needed and what I wanted to be able to do. And then 
behind her, there is a team of either physios or I think assistant physios 
who then come out and work through the plan with you. And when 
things are too easy they make it harder and add things in so. and they 
brought with them quite a lot of equipment to enable me to do these 
things. (F5- BI 10 #LOS 47") 

There was also a consensus amongst the responses that equip-
ment the team provided for the stroke survivors promoted com-
fort, safety, and mobility around the house and outdoors. The 
underlying benefit of this was that these aids promoted inde-
pendence and autonomy, boosting daily functioning and partici-
pation within the community. 

They’ve given me. stuff for the stairs and everything, haven’t they? Like 
handrails for the bathroom and things like that. Which have helped. 
(B5- BI 13# LOS 42#) 

Many participants found it also very beneficial that the ESD 
team was able to effectively signpost them to additional support 
and community agencies. Subsequently, the stroke survivors 
gained trust in the ESD therapists and felt comfortable asking for 
their guidance in terms of facilitation of their continuous recovery 
and logistical support. 

And … I do Pilates. And she. we were on about trying to get back to 
that. And she was going to try and find out whether there was a Pilates 
class at the hospital for stroke people, so. she was trying to organise 
that for me. (A3- BI 20" LOS 45#) 

Pro-recovery headspace and taking control 
All the stroke survivors reported that their independence and par-
ticipation in activities of daily living, as well as in their leisure 
activities, had been impacted by the stroke. Therefore, they 
emphasised that it was very important to them to challenge 
themselves, in order to improve as quickly as possible. 

I mean I’ll do what. like I say, I’ll do whatever it takes to. to improve. 
Just because I’m so determined and I. I want to get back on my feet as 
quickly as I can really. (D3- BI 19# LOS 41#) 

Many participants were interested in additional sources of 
assistance, such as peer support groups, where they could gain 
access to the necessary reassurance and shared experiences. 

There is. there is like a stroke club isn’t there?. She [Rehabilitation 
Assistant] runs one at the centre just up the road here. I would go. 
Yeah. Just to talk to like other survivors I suppose. (B5- BI 13# LOS 42#) 

This came down to the fact that the stroke survivors were 
determined to carry on and take charge of their rehabilitation, 
and subsequent recovery. 

But it is about your own determination. It’s about making use of what’s 
there. It’s about making sure you get everything that is available to 
you. (F5- BI 10 #LOS 47") 

Home is a logistical rehabilitation environment 
Many participants were pleased to move from the hospital setting 
to the comfort of their own homes. “But you’re also in your own 
environment at home”. (B3- BI 11#LOS 42#) 

The participants also agreed that the service they received at 
home was more tailored to their needs and adapted to their real 
environment, enabling them to actively participate in the process 
and recover their independence within an ecologically valid context. 

They always thought ahead in that respect, you know. If I wanted. if 
they knew that I needed to walk from there to the kitchen, they would 
leave that place clear. You know what I mean? It’s almost like thinking 
out the box. (C1- BI 19" LOS 9#) 

Additionally, rehabilitation at home was perceived as more 
practical and logistically feasible. As most of the participants were 
unable to drive, they would have found it difficult to commute to 
hospital whilst managing their energy levels. Equally, the add-
itional costs for travel would not be affordable to many, especially 
when considering the increased healthcare costs and 
reduced income. 

They said ‘oh you’d probably have to go there for physio’. And I 
thought, God how am I going to get there? You know, I’d have to have 
a taxi every day. And I thought, God I can’t afford that. And then when 
they said about these coming in, I was like ‘oh that’s brilliant’. You 
know, because it’s like £6 each way in a taxi. I wouldn’t be able to 
afford that every. four times a week. (C5- BI 17" LOS 37#) 

Psychosocial impact and support 

The “loss of oneself” (identity) 
It was common for the stroke survivors to find it psychologically 
challenging to make sense of the new reality that affected their 
routines and overall quality of life. 

I have broke down quite a lot. which has shocked me. Since I’ve had 
my stroke in the hospital I think. well since coming out, I’ve cried a 
couple of times of being home, since I’ve been home. But I’m. I was 
really shocked about that side of things and I. well I don’t know where 
it’s come from if that makes sense. (C4- BI 20" LOS 39#) 

They tended to become more conscious about the degree of 
their ability and their need for help, which they perceived as an 
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extra strain on their family and friends. “It’s. it’s being a burden to 
my wife, because she’s having to do everything for me”. (A4- BI 15#
LOS 43#) 

Support network and professional assistance 
Nonetheless, most of the interviewees agreed that having a stable 
support system of their significant others eased their rehabilita-
tion strain and enabled effective integration of their changed 
roles and lifestyles. Since family members were involved by the 
ESD team, they could effectively support the survivor during their 
exercise practice in-between the sessions and follow their pro-
gress accordingly. 

They have involved my wife, but yeah. Yeah, they said that she can 
walk me round the block and my wife’s quite strict. She makes sure I 
do my exercise. Yeah. (E3- BI 19" LOS 71") 

Equally, the participants felt listened to and emotionally sup-
ported by the ESD team. They appreciated that the therapists 
went over and above their “designated duty”, and apart from 
accommodating their physical rehabilitation needs they provided 
the stroke survivors with psychological support, which was essen-
tial to boost positive outcomes. 

And she has met emotional needs as well as physical. Or done any 
referrals or any other things that might help get me back in the real 
world. (F5- BI 10 #LOS 47") 

Nevertheless, some stroke survivors reached out and requested 
additional psychological assistance and emphasised the import-
ance of it to be part of the routine ESD services being provided, 
as the psychological recovery might take longer than physical one 
or may hinder the rehabilitation progress. Moreover, psychological 
outcomes of post-stroke recovery might become apparent after 
one’s discharge form ESD. 

It’s a good service. Yeah. You need something when you come out of 
hospital. You need somebody to come and just chat, because. it’s a 
scary thing. and when they let you out, sort of. yeah, you do need 
somebody just to chat to really. Because when you say physio, you just 
think that they’re going to just give you exercises, but she was really 
helpful. (A3- BI 20" LOS 45#) 

Discussion 

This qualitative analysis of stroke survivor interview data collected 
for the larger WISE study [27], explored their expectations, percep-
tions, and understanding of ESD and how these shaped their 
experiences and engagement with the service. 

The findings suggested that prior to discharge from the acute 
hospital, stroke survivors did not have enough information about 
ESD. They did not understand what the service was aiming to 
provide and therefore were unsure of what to expect of the ser-
vice. Previous studies have shown that the way in which clinicians 
are described and introduced to stroke survivors can have a sub-
stantial effect on the way in which they are perceived and the 
way stroke survivors interact with them [38]. Expectations are 
likely to influence experience [39] and positive expectations have 
been associated with positive outcomes, patient satisfaction and 
improvement [40–42]. There is also evidence to show that when 
expectations of the process of care are different to the service 
provided, outcomes are poorer and that interventions to prepare 
patient expectations can be beneficial [40]. This could be particu-
larly relevant in preparing stroke survivors early in the pathway 
for discharge from the service. Uncertainty has been found to 
increase patient stress [43]. Providing information has been shown 
to reduce uncertainty and consequently to reduce stress [43] 

including information on expected patient pathways [44,45]. 
Ensuring stroke survivors are clear about what the ESD service is, 
what will be provided and what the expectations for them and 
their families are prior to hospital discharge could potentially 
manage expectations and optimise outcomes. 

The personalised goal setting approach taken by the teams 
was highly valued by all stroke survivors. Targeting what was 
most important to stroke survivors and their families motivated, 
engaged and encouraged them to extend therapy practice out-
side of formal sessions which has previously been associated with 
enhancing rehabilitation outcomes [3,46–48]. The participants felt 
empowered to take control of their recovery, and were able to 
discuss their rehabilitation goals and needs with the ESD team to 
facilitate their continuous improvement of rehabilitation out-
comes. This, according to Wade [47], forms an essential part of a 
formula to enhance and optimise rehabilitation. 

Coupled with this imperative to hand responsibility and con-
trol to the stroke survivors and their family, is the need to focus 
on the correct environment for rehabilitation to optimise recovery 
[47]. The provision of rehabilitation at home with appropriate 
equipment was very much appreciated by all study participants in 
terms of practicality and ability to target therapy at important 
functional skills relevant to their home environment. This corre-
lates with previous research showing that rehabilitation practices 
that are task and context oriented can facilitate the natural pro-
gression of functional recovery, through adaptive rehabilitation 
strategies that compensate for impaired body functions for mild 
to moderate stroke [49,50]. Outcomes for more severe disability 
after stroke is less clear [51]. Home based rehabilitation was also 
regarded as being more accessible in terms of financial costs for 
families as there were no travel costs for stroke survivors associ-
ated with receiving rehabilitation at home. Stroke survivors 
reported not having to use their limited energy for travel to ther-
apy as being an important aspect of managing fatigue as all 
energy could be focussed on engaging fully with therapy. 
Previous studies support the finding that stroke rehabilitation can 
be more effective when the intervention is delivered in the 
patient’s home environment [52,53]. 

Rehabilitation services that are designed to engage and 
encourage stroke survivors to participate fully and take responsi-
bility for their learning, such as ESD services should optimise 
recovery potential [54]. 

The study findings suggest the need for psychological support 
alongside physical rehabilitation. Stroke survivors’ have to cope 
with their new circumstances and strong support is crucial for 
successful management of emotional strain. It is emphasised that 
psychological care is as important as physical rehabilitation to 
post-stroke recovery and should be provided in a timely and 
appropriate manner [55]. The stepped care approach to psycho-
logical support following stroke has been recommended in clinical 
guidelines [1] as have post-stroke psychological care improvement 
strategies [56,57]. Therefore, routine specialist psychological 
assessment and assistance might enhance the positive experien-
ces of ESD. 

Limitations and future research directions 

Interviews were conducted at varying time points between admis-
sion and discharge to the ESD service, depending on the partici-
pants’ availability, which might have affected their recollections 
and experiences of the service. The findings emerged from a 
small sample across specific sites, which should be acknowledged 
when considering transferability to other populations. 

STROKE SURVIVOR EXPERIENCE OF ESD 2609 



Furthermore, the sample included only one participant with apha-
sia, which should be also considered when informing evidence- 
base care provision. 

Future research could target specific areas of the stroke survi-
vors’ experiences of ESD, such as how their psychosocial factors 
interact with rehabilitation outcomes reached through ESD and 
their mental health, whilst addressing previous methodological 
shortcomings. 

Conclusions 

When introducing the ESD service to the stroke survivors and 
their families, acute hospital staff should provide absolute clarity 
on the structure, process, purpose, and duration of the service 
before discharge from hospital. This should be reinforced by the 
ESD team during the admission to the service. It is also essential 
that stroke survivors understand how ESD differs to other services 
that they may be offered such as reablement or other care pack-
ages. The importance of stroke survivors and carers taking control 
and fully participating in their own recovery should be high-
lighted. Finally, managing expectations of stroke survivors and 
families could improve their experience and satisfaction. 
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