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Service users’ views of the 
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rehabilitation
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Alison McGovern2 and Sudi Sharifi3

Abstract
Objective: To investigate the service users’ (stroke survivors and care-givers) experiences and views of 
the rehabilitation assessment process.
Design: Qualitative data analysis from three focus groups using a content analysis to identify the major themes.
Setting: Participants were recruited from stroke support groups and community rehabilitation services 
in a large UK city.
Subjects: Seventeen community-dwelling stroke survivors who had completed their rehabilitation within 
the previous year and six care-givers.
Results: Five themes emerged: understanding the purpose of the assessment; repetition of assessments; 
feedback about assessments and progress; format of feedback and barriers to feedback. While all 
participants reported undergoing assessment, some felt their purpose was not always explained and 
resented unexplained repetitions of tests. Some participants reported a positive experience, but most 
wanted more information about their progress and predictions of recovery. They wanted regular, 
consistent, objective information presented in layman’s terms; verbally and in writing. Some carers 
reported difficulty accessing information particularly as a result of confidentiality policies. While some 
participants accepted these short-comings, others considered them due to staff’s disinterest or ineptitude, 
which undermined their trust in the team.
Conclusions: Stroke service users require clear information about the purpose of assessments and regular, 
consistent, objective feedback about their progress using layman’s language both verbally and in writing.
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Introduction

Comprehensive assessment and the use of objec-
tive, standardised measurement tools are a well-
established part of stroke rehabilitation, such that 
they are recommended in clinical guidelines world-
wide.1-4 This is because they are thought to facilitate 
multidisciplinary team communication, decision-
making and treatment planning.5,6 Professionals’ 
opinions and experiences of using measurement 
tools as part of the assessment and treatment plan-
ning process are well known, particularly the barri-
ers to their use.7,8 However, the service users’ 
(patients and family/care-givers) perspective has 
been overlooked. As part of a programme of work 
to investigate multidisciplinary team work and the 
use of measurement tools in stroke rehabilitation, 
we sought stroke service users’ views of the assess-
ment process, including the use of standardised 
objective measurement tools.

Method

A convenience sample of community-dwelling, 
English speaking stroke survivors who had 
received stroke rehabilitation within the previous 
year were recruited through community stroke 
rehabilitation services, stroke support groups and 
the Patient and Public Involvement panel of Greater 
Manchester & Cheshire Cardiac and Stroke 
Network. Care-givers or family members were also 
invited to attend with their stroke survivor. Potential 
participants were identified and approached by the 
staff from the recruiting organisations. If they 
expressed an interest in participating, they were 
provided with a pack of information including a 
participant information sheet, contact details for 
further information, ground rules for the discussion 
and an outline of the questions to be discussed. We 
did not exclude stroke survivors with communica-
tion problems and all attempts were made to ensure 
the information was aphasia-friendly. Potential 
participants contacted the research team directly if 
they wished to attend. We approached the Research 
Ethics Committee for Manchester for ethical 
approval, however, this was deemed unnecessary 
as the study was part of a larger service improve-
ment project.

Focus groups were held in neutral non-clinical 
settings in locations across the city that were con-
venient to the participants. At the beginning of 
each group, the aims and ground rules for the group 
were reiterated, participants (stroke survivors and 
care-givers) were given the opportunity to ask 
questions and informed consent was obtained both 
verbally and in writing. Two of the authors (LB and 
AM) facilitated the sessions, one of whom is a 
stroke speech and language therapist who provided 
communication support as required. Flipcharts and 
pens were provided for participants to make notes 
and those with communication difficulties were 
encouraged to make use of these resources. One 
facilitator also recorded themes and notes on a 
chart for the group’s reference, which enabled par-
ticipants to offer concurrent feedback on accuracy, 
increased the transparency of the data and facili-
tated participation for those with communication 
or concentration difficulties. Each group lasted for 
approximately two hours. Both facilitators were 
employed by the Cardiac & Stroke Network to 
work with the city’s stroke services to improve 
rehabilitation. They had no direct relationship with 
the participants, who did not know them before the 
study.

A semi-structured interview schedule was used 
with verbally presented open and closed questions. 
These were also tabled for those with communica-
tion or concentration difficulties. The questions 
concerned the participants’ experiences and views 
of the assessments undertaken during stroke reha-
bilitation; their understanding of the assessments; 
their relevance and completeness; the explanation 
and feedback they were given (if any); how pro-
gress was monitored and communicated, and how 
things could be improved.

The focus groups were audio-recorded, tran-
scribed verbatim and anonymised. Data analysis 
was iterative using conventional thematic content 
analysis.9 The authors read the transcripts repeat-
edly for familiarity and to identify recurring 
themes. They met regularly to reflect on the data 
and to discuss their analyses and emerging themes. 
Two authors (LB and ST) then iteratively coded the 
transcripts, sentence by sentence, against the 
emerging themes which, where necessary, were 
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sub-divided into categories. Relationships between 
items were explored and discordant opinions high-
lighted through constant comparison. Any discrep-
ancies in interpretation were discussed and 
consensus reached. The third author was available 
to arbitrate if agreement could not be reached.

Results

Seventeen stroke survivors, including three with 
dysphasia, participated in three focus groups. The 
mean age of participants was 58 years (sd=15.6, 
range=19-84) and 11 (65%) were men. Six carers 
also took part; four women and two men. Five were 
spouses/partners and one was a stroke survivor’s 
mother. There were 6 to 10 participants in each 
group.

Although the discussion sometimes merged 
with a more general discussion about communica-
tion between service users and professionals, spe-
cific issues regarding assessment emerged in five 
themes: understanding the purpose of assessments; 
repetition of assessments; feedback about assess-
ments and progress; the format of feedback and 
barriers to obtaining feedback.

Understanding of the purpose of 
assessments

All participants were able to identify some assess-
ments that they had undertaken and appreciated 
they were necessary for professionals to make a 
diagnosis, plan treatment and arrange discharge. 
However, although a couple of participants felt 
staff had explained the purpose and reason for the 
assessments, most received little explanation and 
had a poor understanding. In particular, partici-
pants expressed confusion about the reason for 
psychological assessments. Some supposed staff 
thought they had dementia rather than a stroke, 
while others simply could not see the point of them 
and were not motivated to co-operate:

“They never explained really why they were doing it, 
or what the function of that test [of cognitive function] 
was. Why on earth will I ever want to count backwards 
in 7s? Please tell me! Please tell me! If you’ll explain 

to me why I will ever have to count backwards in 7s, 
I’ll do it, but until then I’m not doing it.” [stroke 
survivor 8]

Two participants were puzzled by the content of the 
assessment and resented being asked if they “felt 
like topping themselves” (which was part of a com-
monly used assessment of mood). Others described 
how lack of explanation added to their anxiety:

“I mean I’m terrified…… And I’m thinking, “right 
what’s involved with that?” [having a scan] Someone 
said he might put dye in and all that..... I mean 
obviously they’re busy but you get headaches just 
thinking about it” [stroke survivor 2].

Repetition of assessments

Related to a lack of understanding about assess-
ments was a problem with their repetition. While 
some participants were happy to trust the profes-
sionals and were confident that they were doing 
whatever was needed, others were irritated when 
staff asked “the same questions all the time” with-
out explanation. It appeared to them that staff were 
inept or did not communicate between themselves 
effectively.

“The first question I was asked “Do you smoke?” 
I’ve never smoked in my life, and if I’ve said it once, 
I must have said it a hundred times ….. At one point, 
I just said to somebody “have you not read the 
notes?” … I find their lack of knowledge of me 
insulting, like I said, why haven’t you read up on me? 
….. You’re a multidisciplinary team; information is 
shared and should be combined on to your notes. 
That’s the whole idea of how it works. [stroke survivor 
16, a healthcare professional].

This was also an issue for carers:

“The biggest thing to us through all of this has been 
the lack of communication. There is no liaison 
whatsoever between all these different people, and 
like you say, you go through the same thing again and 
again… At his sheltered accommodation they did an 
assessment, but that was basically us telling them 
what he could do and what he couldn’t do. But they 
should’ve had all that and know this.” [carer 4]
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Feedback about assessments and 
progress

Participants reported more mixed experiences 
regarding feedback about assessments and pro-
gress. Half the participants reported positive aspects 
of feedback. For example, one stroke survivor had 
received a written report at the end of an episode of 
treatment and was told her scores on standardised 
assessments when the therapists reviewed progress 
towards her goals, which she found encouraging. 
Another survivor received feedback on her achieve-
ment of rehabilitation goals but without objective 
measurements and another described how videos 
had been taken to record his improvements in hand 
function over time. This demonstrated progress 
which he had not noticed day-to-day or with subjec-
tive feedback and he found the experience very 
positive. Participants appreciated the time taken to 
explain the results of assessments so that they had a 
better understanding of their problems and how this 
related to their treatment and particularly, to their 
progress. Family meetings were especially helpful:

“We used to have a monthly meeting, the family was 
brought in and everyone that worked with you was in 
that meeting, … and we’d all talk about progress, and 
if I had any questions or my family had any questions. 
So we did get lots of feedback …. Good explanation 
of what they were doing and why they were doing it” 
[stroke survivor 1]

However, other experiences were less positive. 
About half the service users felt they received little 
or no feedback. Stroke survivor 2 summed up the 
problem: “There was plenty of questions, but I 
needed answers.” The lack of feedback caused a 
barrier between professionals and service users:

“I have no memory of XX having any assessment. He 
probably did, but we were never told. All we kept 
being told was ‘it just takes time, just takes time…’ 
and that’s basically all we could get out of them.” 
[carer 4]

Stroke survivor 16 felt the lack of feedback was 
“dehumanising” while others felt lack of feedback 
was demotivating:

“You’re just like doing endless physio and endless 
speech, you just think I don’t know how I’m doing, am 
I progressing? Am I getting any better? So yes it 
would be beneficial if they just spoke to you or spoke 
to your family” [stroke survivor 10]

Most participants felt any feedback had to be 
fought for and that service users had to take the 
initiative and “do all the chasing” or “hound the 
staff” as “the only time you got to find anything out 
was if you asked”. This, they felt, was unreasona-
ble and added to their stress. They felt that staff 
were “not bothered with them” and should proac-
tively feedback the results of assessments and, par-
ticularly, progress.

The carers/family members in the groups also 
felt strongly that they wanted clear objective infor-
mation about “what was the prognosis and what 
was needed for him to improve?” [carer 4]. 
Prognosis was in terms of whether the stroke survi-
vor would “get better” rather than survival. 
However, they rarely received such information. 
Participants complained that feedback, when avail-
able, was subjective, vague and unhelpful with 
phrases such as “he’ll be alright, it just takes time” 
or “everyone is different, we don’t know how he 
will do” or they were told they (or their relative) 
were “doing fine”, when they felt it was obvious 
that they were not as they were still experiencing 
difficulties. Some were content to accept that 
objective prognostic information was just not 
available because of the nature of the condition, 
but most felt that it was because staff were not well 
enough informed, simply too busy or unwilling to 
be accountable for sharing such information. They 
felt frustrated, disregarded and that they needed 
“more information regularly” to support them 
through the recovery process and manage their 
expectations.

Format of feedback

As well as the nature of the feedback, both service 
users and carers were quite clear about the format 
they would find most helpful. They needed to be 
given information both verbally and in written for-
mat. Staff needed to avoid “fancy jargon” and use 
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“our language, not doctor’s.” They also needed to 
be prepared to give the information repeatedly as 
most stroke survivors were unable to easily take in 
information, because of memory, concentration or 
comprehension difficulties but also because of the 
shock of having suffered a stroke:

“Your world’s been turned upside down, hasn’t it? 
They’re telling you all these things you’re like ‘what 
er sorry, I’ve got all these other things on my mind’” 
[stroke survivor 3]

The feedback also needed to be consistent and reg-
ular. A few participants received contrasting infor-
mation and feedback from staff; that everyone had 
a “different opinion” which was confusing and 
undermined their trust in the professionals.

Most participants felt it would be helpful if their 
relatives could be involved in discussions about 
their progress as they would be able to “translate” 
and reiterate the information so they could under-
stand and remember. When this had occurred, par-
ticipants reported a positive experience. However, 
not all participants welcomed this. Two actively 
did not want their relatives to be included in feed-
back and discussions: one because he felt it was 
none of their business and the other because she 
felt it would worry them too much.

There was also some discussion about leaflets. 
All participants had been given leaflets to describe 
and explain aspects of their stroke, its impact and 
the treatment available, but they had a mixed 
review. The large number of leaflets was a recur-
ring theme. Some found them helpful, had read 
them and had kept them for future reference, but 
others found them overwhelming and a poor sub-
stitute for personal contact and feedback.

“You’re given loads and loads of leaflets, ‘til they’re 
coming out of your ears but what use is a leaflet? 
Most people who’ve had a stroke can’t concentrate 
on reading it” [stroke survivor 11]

Barriers to obtaining feedback

Several barriers to receiving feedback were high-
lighted during the discussions. Confidentiality was 
the most common one, where staff told relatives 

that they could not discuss the patients’ progress 
because it would breach confidentiality policies. 
The participants were scornful of this, describing it 
as “bollocks” and “nonsense.” As stroke survivor 
8 explained:

“She’s [my wife] trying to help me and without that 
knowledge, she can’t do the best for me… so don’t 
give me all that nonsense about you’re not allowed to 
say. That really is just detrimental to the whole 
situation of rehab.”

Other problems were mis-information, inconsistent 
information and staff being too busy or slow. For 
example, one participant described how he had 
been denied access to community-based services 
as he was told they were unavailable where he 
lived, which he later found to be untrue. Generally 
the participants perceived the justifications the 
staff provided for these difficulties as excuses to 
avoid interaction with patients and relatives and 
undermined the professional-patient relationship. 
However, there were contrasting views. Some felt 
that giving or preparing feedback would detract 
from treatment, which was a higher priority.

Discussion

These results show that stroke service users’ desire 
an explanation about the assessments undertaken 
and feedback regarding their results and progress 
during stroke rehabilitation. They want specific, 
regular, consistent and objective information 
regarding the consequences of stroke and, particu-
larly, their progress. Their overwhelming concern is 
whether they will 'get better' and they want infor-
mation about this, for better or worse. To assist with 
taking in information at a stressful time, service 
users felt feedback needed to be given repeatedly, 
both verbally and in writing and most, but not all, 
wanted their families to be involved. Most felt they 
had received insufficient explanation and feedback 
about assessments, although there were examples 
of satisfaction. They were particularly irritated by 
the frequent, unexplained repetition of assessments 
and lack of feedback about the results. This nega-
tively impacted on their trust of the health care pro-
fessionals and the professional-patient relationship.
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To the authors’ knowledge, this is the first report 
of stroke service users’ perspective of the assess-
ment process during stroke rehabilitation. There is 
an extensive body of literature regarding service 
users’ information and education needs (the terms 
‘educational’ and ‘information’ needs tend to be 
used interchangeably) particularly around dis-
charge in preparation for ‘life after stroke’10-13 but 
less investigation of such needs during rehabilita-
tion. However, the findings support previous 
reports that service users need consistent, individu-
alised information verbally and in writing12,13 and 
reiterate that, in the (relatively) early stages of 
recovery, service users’ focus on prognosis and 
predicted recovery.10

In response to the need for information and 
feedback, there has been an assumption that inter-
ventions are needed to increase service users’ 
‘knowledge of stroke’. There is good quality evi-
dence that education and information-giving inter-
ventions can increase knowledge, patients’ mood 
and some aspects of satisfaction but do not affect 
mortality, carers’ mood or satisfaction.11 However, 
the differences found are small and their clinical 
significance unclear. It is notable that the interven-
tions rarely include stroke patients’ and carers’ 
input during development.

The results of the present study suggest that 
education-based interventions would not fulfill the 
needs of stroke service users during rehabilitation 
where objective, regular, personalised feedback 
about the nature of their problems, progress and 
eventual outcome are called for. Some participants 
had been told that such information and recovery 
was not possible as “everyone was different”. This 
view does not reflect the evidence; recovery pat-
terns and the likelihood of different levels of recov-
ery have been established for many stroke-related 
impairments and activity limitations,14-19 such that 
it would be possible to give individualised infor-
mation about patients’ likely degree and time scale 
of recovery.

Further work is needed to explore stroke profes-
sionals’ views on providing this information and 
how services can be developed to do so effectively. 
There is some evidence that stroke professionals 
avoid giving explanations about recovery because it 

will, at least sometimes, involve giving bad news 
which they find uncomfortable and fear may de-
motivate patients and families.20-22 Possibly for sim-
ilar reasons, they also tend to give an overly-optimistic 
view of recovery once the patient returns home, 
which can result in great disappointment when the 
extent of residual disability is realised.20,23,24 There 
is substantial literature regarding the giving of bad 
news in some areas of health care, particularly can-
cer, but it has received very little attention in stroke; 
only two papers could be found.21,22 Nevertheless, 
several models of delivering bad news and develop-
ing the necessary skills have been published which 
could, potentially, be applied to hospital-based 
stroke care.21,25,26

One way in which stroke service users’ informa-
tion needs could be met during the early stages of 
recovery (the so-called stabilization and prepara-
tion phases10) is by using data from assessment 
with objective measurement tools to explain the 
nature and severity of stroke survivors’ impair-
ments and activity limitations and to demonstrate 
progress (or lack of it) through changes over time. 
This has been found to be a useful communication 
tool in neurological rehabilitation, providing evi-
dence of improvement which is motivating for 
patients and families and facilitating the giving of 
bad news by objectifying the professionals’ 
opinion.5,6

Our results have clear implications to improve 
clinical practice; the findings regarding the need to 
avoid unnecessary repetition and provide for 
greater explanation of assessments; the nature and 
format of the feedback, and removal of the barriers 
to feedback could be implemented immediately. 
Nevertheless further research is needed to establish 
how to improve service users’ experience and ulti-
mately outcomes. Although there is much research 
that could be used to inform patients about their 
expected recovery, work is needed to establish how 
this can be translated into information that is 
acceptable and feasible for staff and patients. 
Models of how to break bad news and support staff 
development to enable them to be more comforta-
ble with this important communication skill need 
to be evaluated in stroke care and the impact of 
using objective measures to feedback information 
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regarding their problems and progress needs to be 
tested.

When using these findings to inform clinical 
services, several limitations need to be considered. 
Like all qualitative research, there are limitations 
in the generalisability of the findings. We specifi-
cally sought to involve service users who had 
completed their rehabilitation (so they would be 
uninhibited by fear of repercussions) relatively 
recently (so they would be able to recall their 
experience). However, different results may have 
been obtained if participants were still receiving 
rehabilitation or were more than one year after 
their stroke. We included people from across one 
of the largest cities in the UK from a range of 
socio-economic conditions and differing models 
of stroke service delivery; but we may have had 
differing results from a different geographical 
location or an alternative health care system. 
Nevertheless, the congruence between some of our 
results and previous reports of aspects of patients’ 
needs and experiences suggest our findings are 
reasonably representative.

Clinical messages

•	  Stroke service users reported some good 
experiences but also negative ones: insuf-
ficient information on the nature and  
purpose of assessment, and inadequate 
feedback of results.

•	 	They wanted specific, regular, repeated 
consistent information in layman’s lan-
guage, verbally and in writing.

•	  Most (but not all) wanted their families 
to be given information.
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