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ABSTRACT

Objectives Clinical guidelines recommend early cognitive
assessment after stroke to inform rehabilitation and
discharge decisions. However, little is known about stroke
survivors’ experiences of the cognitive assessment
process. This qualitative study aimed to explore patients’
experiences of poststroke cognitive assessments.

Design Stroke survivors were purposively sampled in an
iterative process through a pool of research volunteers
who had previously taken part in the Oxford Cognitive
Screen Recovery study. Stroke survivors and their family
caregivers were invited to participate in a semistructured
interview steered by a topic guide. Interviews were

audio recorded, transcribed and analysed using reflexive
thematic analysis. Demographic, clinical and cognitive
data were acquired from patients’ previous research data.
Setting Stroke survivors were originally recruited from
the acute inpatient unit at Oxford University Hospital
(John Rad(cliffe), UK. Participants were interviewed after
discharge either at their homes or via telephone or
videocall.

Participants Twenty-six stroke survivors and eleven
caregivers participated in semi-structured interviews.
Results We identified three key phases of the cognitive
assessment process and themes pertaining to each phase.
The phases (numbered) and themes (lettered) were as
follows: (1) before the cognitive assessment: (A) lack of
explanation, (B) considering the assessment useless;

(2) during the cognitive assessment: varied emotional
responses, moderated by (D) perception of the purpose
behind cognitive assessment, (E) perception of cognitive
impairment, (F) confidence in cognitive abilities, (G)
assessment administration style and (3) after the cognitive
assessment: (H) feedback can impact self-confidence and
self-efficacy, (I) vague feedback and clinical jargon are
unhelpful.

Conclusions Stroke survivors require clear explanations
about the purpose and outcomes of poststroke cognitive
assessments, including constructive feedback, to
promote engagement with the process and protect their
psychological wellbeing.

INTRODUCTION

Stroke is among the most common causes of
disability worldwide and nearly all patients
experience some level of cognitive impairment
in the first weeks after stroke."™ Acute cogni-
tive impairment has implications for poststroke
recovery by increasing the risk of poststroke
depression”” and reducing quality of life.’

," Eugene Tang,? Nele Demeyere®

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Cognitive screening after stroke is recommended by
clinical guidelines but, to the best of our knowledge,
this is the first qualitative study to explore the pa-
tient experience of poststroke cognitive assessment.

= Understanding stroke survivors’ experiences, needs
and preferences surrounding cognitive assessment
may help inform strategies to improve the quality
and acceptability of the assessment process in clin-
ical practice.

= By considering interview data alongside results on a
cognitive screen conducted as part of routine clini-
cal care during hospitalisation, our analysis offers
a nuanced consideration of whether experiences,
needs and preferences vary depending on post-
stroke cognitive abilities.

= Participants were interviewed several months af-
ter stroke and poststroke cognitive assessment,
meaning that their memory of the process may have
faded.

= Very few participants reported receiving feedback
on cognitive impairment, so interviews provide
only limited insight into stroke survivors’ respons-
es to impairment-focused feedback after cognitive
assessment.

Given the high prevalence of poststroke
cognitive impairment and its implications for
recovery, national and international clinical
guidelines recommend that cognitive func-
tioning should be assessed as soon as possible
after stroke (e.g. National Institute for Health
and Care Excellence guideline for stroke care,
2013); Royal College of Physicians clinical
guideline for stroke).” Cognitive assessment
tools designed specifically for stroke popula-
tions (e.g. Oxford Cognitive Screen, 0cCs)®
are increasingly used for this purpose, as
well as in community stroke settings.” Stroke-
specific tools, such as the OCS, are usually
administered by occupational therapists as
a form of first-line screening for cognitive
problems after stroke and scores from these
assessments are used to inform and plan reha-
bilitation programmes,9 which may include
further referral to clinical neuropsychology
services where appropriate.
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Nevertheless, very little is known about stroke survivors’
experiences of the cognitive assessment process. This is
despite increasing recognition of the value of patient
centred outcome research, which places emphasis on
understanding patients’ experiences, preferences and
needs to improve clinical practice.'” ' Patient-centred
outcome research in non-stroke populations (e.g. geriatric
inpatients,'* people with multiple sclerosis'’) indicates
that some patients may not fully understand the purpose
of cognitive assessments and that cognitive assessments
have the potential to provoke intense emotions, eliciting
feelings of shame and irritation among some patients.'*"”
It is critical to explore whether stroke survivors similarly
lack understanding about the purpose of stroke-specific
cognitive assessments and whether the poststroke cogni-
tive assessment process also elicits negative emotional
responses, in order to identify ways to protect stroke survi-
vors’ psychological and emotional wellbeing throughout
this process.

However, to our knowledge, stroke survivors’ expe-
riences, preferences and needs surrounding the post-
stroke cognitive assessment process have not yet been
investigated. The purpose of this study was to explore
experiences of cognitive assessment after stroke using
semistructured interviews with stroke survivors and their
caregivers.

METHODS

Patient and public involvement

Patients were involved in the development of the fellow-
ship funding proposal of which this study forms a part.
Patients were consulted on the importance of the ques-
tion and the methodological approach through a survey
with the Stroke Association’s Voices in Research (n =
43) and three smaller focus groups. With regard to the
present study, patients suggested holding the interviews
over videocall, rather than over the telephone, where
in-person visits were not possible to enhance rapport
between interviewee and interviewer. They stressed the
importance of discussions about cognitive changes being
conducted sensitively (e.g. avoiding emotive words) and
they emphasised the need to include carer experiences
where possible.

Participant sampling

Stroke survivors were recruited through a pool of research
volunteers who had previously taken part in the OCS-
Recovery study (NHS REC reference: 18/SC/05501).
The OCS-Recovery study originally recruited a sample
of stroke survivors from the acute stroke inpatient unit
at Oxford University Hospital (John Radcliffe), United
Kingdom. Stroke survivors recruited to the OCS-Recovery
study were visited for a follow-up assessment at their home
after discharge. The average (mean) time since stroke
at follow-up for the OCS-Recovery participant sample
was approximately 6-months. Inclusion criteria for the
OCS-Recovery study were: at least 18 years old, clinical

diagnosis of stroke and ability to remain alert for at least
20minutes at the point of recruitment. Patients provided
written or witnessed informed consent at recruitment
and at follow-up.

The present study iteratively sampled stroke survivors
who had already completed their follow-up visit and
provided optsin consent to be contacted about further
research participation. The research team consid-
ered that stroke survivors with different characteristics,
including sex, level of stroke severity and types of domain-
specific cognitive impairment, would likely hold different
butimportant views pertaining to the main research ques-
tion. Therefore, purposive sampling was used to ensure
the sample included both male and female stroke survi-
vors, stroke survivors with mild, moderate, and severe
stroke, and stroke survivors with domain-specific cogni-
tive impairments affecting different domains. Stroke
severity was assessed using the National Institute of Health
Stroke Scale (NIHSS) score, which was recorded during
acute hospital admission.'* Cognitive impairment was
determined based on performance on the OCS relative
to normative cut-offs during acute hospital admission.
Family caregivers of sampled stroke survivors were also
invited to participate.

GH initially contacted sampled participants by tele-
phone to provide them with a brief description of the
study and offer them the opportunity to ask any ques-
tions. They were then sent a detailed information sheet
and participant consent form to read. They were asked
to phone the research team to ask any questions and to
organise a date for the semistructured interview, should
they decide to participate.

Procedure

The research team developed a topic guide for the semi-
structured interviews based on relevant literature'* "> and
their clinical expertise. It was designed to be iterative so
that topics not originally identified could be pursued in
interviews. The topic guide comprised mostly open ques-
tions to allow flexible dialogue and ad hoc questioning,
and to encourage participants to share their thoughts
without undue biasing. However, this questioning style
was adjusted for stroke survivors with aphasia and commu-
nication support strategies were used (e.g. probing, word
offerings)."”

The topic guide included questions about: (1) experi-
ences of poststroke cognitive assessment; (2) experiences
dealing with cognitive changes after stroke; (3) thoughts
about cognitive care after discharge and (4) perceptions
of the value of discussing cognitive trajectories after
stroke. This paper reports experiences of cognitive assess-
ment only. Given the breadth and depth of the interviews,
the other interview topics will be analysed and discussed

separately.
GH conducted interviews between May 2022 and
September 2022. Semistructured interviews were

conducted either at participants’ homes or via tele-
phone or videocall, with interview location determined
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by participants’ individual preferences. Most interviews
were conducted individually (i.e. interviewer and one
participant). However, they were conducted in pairs
(i.e. interviewer and two participants) if both the stroke
survivor and their caregiver preferred to take part in the
interview together. Interviews were audio recorded with
participants’ consent. GH transcribed audio recordings
verbatim using Jeffersonian Lite style.'® All identifiable
personal data were removed from the transcripts and tran-
scripts were labelled using unique participant identifiers.

Demographic and clinical data were retrieved from
previous research data. Clinical data included NIHSS
score, a measure of stroke severity recorded by clinical
staff during acute hospital admission,'* and performance
on the OCS. The OCS was administered by occupational
therapists as part of routine care during hospitalisation
for stroke using the procedure outlined by the OCS
manual.® Cognitive impairment classifications were deter-
mined using normative data from neurotypical adults.
OCS administration, scoring and classification of impair-
ment are described in detail elsewhere.®

Data analysis

Data analysis was facilitated by NVivo (V.11) and Micro-
soft Excel. Data were iteratively sampled and analysed
using a grounded theory approach and techniques drawn
from reflexive thematic analysis.17 '® The research team
adopted a reflexive stance during data collection and
analysis, bearing in mind their professional roles and
clinical expertise. We used both deductive and induc-
tive approaches, in that we derived new themes induc-
tively from our data, as well as using previous research
to inform theme development. The decision to cease
data collection and analysis was based on several factors,
including the analytic goals of the study (i.e. to develop
a theme structure encapsulating experiences of cognitive
assessment after stroke) and pragmatic constraints on
time and resources."’

GH conducted data analysis. After transcribing and
coding asubset of interviews (n=8), GH and ET discussed
initial codes and themes. As interviews progressed and
transcripts were revisited, initial themes were refined,
and new themes were developed. These were discussed
between GH and ET at regular intervals. All members
of the research team discussed and agreed on the final
themes.

RESULTS

Thirty-seven participants were interviewed, including
26 stroke survivors and 11 caregivers. All participants
completed one interview session, except one stroke
survivor and their caregiver, who completed two inter-
view sessions, as a technical error resulted in dele-
tion of the first audio recording. Seventeen interviews
were conducted in person and elevent interviews were
conducted remotely via telephone. No interviews were

Table 1 Demographic and clinical data for stroke survivors
interviewed for the present study

Statistics

54-87 (72.77, 8.18)

Female: 9 (34.62); Male: 17
(65.38)

0-11 (3.85, 3.11)

Variable

Age range, (M, SD)
Sex, N (%)

Acute OCS task impairment
range, (M, SD)

Acute NIHSS range, (M, SD)

Days since stroke at interview
range, (M, SD)

0-18 (7.17, 5.52)
109-631 (345.46, 187.36)

Acute OCS refers to performance on the OCS during acute
hospital admission. We report the average number of tasks on
which stroke survivors were categorised as impaired, relative to
normative data, with higher scores denoting poorer performance
(i.e. more task impairments). The OCS includes a total of 12 tasks.
Acute NIHSS refers to stroke severity. This was assessed during
acute hospital admission using the National Institute of Health
Stroke Scale, which ranges from 0 to 42.

NIHSS, National Institute of Health Stroke Scale; OCS, Oxford
Cognitive Screen.

conducted by videocall. Interviews lasted on average
47min (range = 14-119minutes).

Table 1 reports demographic and clinical data for the
stroke survivors interviewed in the present study and
Table 2 reports the relationship of caregivers to stroke
SUrvivors.

Participants discussed three main phases of the post-
stroke cognitive assessment process and we identified
themes pertaining to each phase. Phases were: (1) before
the cognitive assessment, (2) during the cognitive assess-
ment and (3)after the cognitive assessment. Themes
pertaining to each phase are described below.

Table 2 Relationships of caregivers Interviewed for the
present study to stroke survivors

Relationship to

Unique ID Role stroke survivor

C1 Carer of P5 Wife

Cc2 Carer of P6 Husband

C3 Carer of P7 Wife

C4 Carer of P9 Wife

C5 Carer (stroke survivor  Daughter
not interviewed)

C6 Carer of P15 Wife

Cc7 Carer of P17 Wife

Cc8 Carer (stroke survivor ~ Son
not interviewed)

C9 Carer of P20 Wife

C10 Carer of P22 Wife

C11 Carer of P24 Wife
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Before the cognitive assessment

Lack of explanation

Some participants referred to the fact that the assessment
administrator ‘didn’t explain much’ (P12) about the
cognitive assessment before beginning the tasks. In partic-
ular, participants seemed to feel as though the purpose of
the assessment was not clearly explained to them.

P12: T seem to remember this animal—which I
thought might have been a hippo and it wasn’t—and
we discussed what it might be. Then I had to look for
the same shaped animal on some other picture and
say “There it is! There it is! There itis!” I don’t recol-
lect [the assessment administrator saying] anything
other than this is just seeing what your brain’s like.

Some participants who claimed they received little expla-
nation about the cognitive assessment and its purpose
spoke as though they were simply doing the assessment
administrator a favour. This was particularly true of stroke
survivors without cognitive impairment, raising the possi-
bility that their intact cognitive abilities led the assessment
administrator to skim over the explanation.

P7: [The cognitive assessments] were alright, you
know. I persevered with ‘em. Yeah, okay, you want me
to do that, I'll do it. I don’t really want to.

Stroke survivors generally showed a very limited
understanding of the purpose behind cognitive assess-
ments, which many participants attributed to the lack
of explanation they received beforehand. When asked
about their understanding of the purpose behind post-
stroke cognitive assessments, some participants failed
to refer to cognition or thinking abilities at all. For
example, one participant stated that cognitive assess-
ments are used ‘just [to see] what your brain’s like’
(P12). Others showed a very basic understanding of how
cognitive assessments are used to detect problems in
patients’ thinking abilities after stroke. However, partic-
ipants tended to describe this in vague and sometimes
circular terms.

P1: Basically, it’s an assessment to see how you are
and... I don’t suppose they used the phrase ‘what
damage has been done’ but to get an assessment of
where you’re at, what your cognitive state is really.

In several interviews, participants referred to cognitive
assessments as ‘memory tests’ (P6, P13, C4, C5). These
participants seemed to recognise the role of poststroke
cognitive assessments in detecting memory problems, but
not deficits in other cognitive domains. No participants
mentioned the role of poststroke cognitive assessments in
detecting aphasia or visuospatial neglect, despite several
participants having demonstrated these domain-specific
cognitive impairments on cognitive screening tests.

Cb5: All she’s had is a memory test. Nobody else, to my
knowledge, has done anything with her.

Considering the assessment useless

The lack of explanation about the cognitive assessment
meant that many participants failed to recognise the value
of cognitive assessments—for example, for shaping their
rehabilitation programmes and care packages. Some
participants employed pejorative expressions to describe
them, such as ‘stupid’ (C8), ‘pointless’ (P14) and ‘a load
of old c**** (P5).

C8: She was like “Why am I doing these stupid things?”
and all that.

Viewing the cognitive assessments as useless was
particularly common among participants who presented
with cognitive impairments on the OCS while in hospital.
Viewing the assessment as useless may have served as a
psychological defence mechanism to deny the cognitive
impact of stroke. One participant with impairments in six
tasks on the OCS argued that cognitive assessments are
pointless as they are too ‘naive’ (P20) to detect cognitive
impairment. Another participant with impairments in
four tasks and expressive aphasia referred simply to the
assessments as ‘a load of old c¢*** (P5) and described
how this perspective was a barrier to engaging with the
process.

P20: The questions were naive in their... You can’t
do a questionnaire like that when your audience is
so varied, the people taking it. I don’t think it works.

P5: I didn’t really engage with [the cognitive assess-
ment] anyway because I thought “oh, it’s a load of
old c#***”,

During the cognitive assessment

When stroke survivors discussed their experiences
completing the cognitive assessment, the overarching
theme was that cognitive assessments provoke a variety
of emotional responses. Whereas some participants
appeared to enjoy the assessment, describing the expe-
rience as ‘fun’ (P12) and a welcome ‘break from the
boredom of being in hospital’ (P21), other participants
reported negative emotional responses to the assessment,
including frustration, distress and anxiety. Several factors
appeared to moderate these emotional responses to the
cognitive assessment process. These factors are described
below.

Perception of the purpose behind cognitive assessment

Stroke survivors’ perception of the purpose behind the
assessment seemed to influence their emotional response.
One participant who reported enjoying the assessment
referred to it benignly as ‘alittle challenge’ (P25), whereas
several other participants perceived the assessment more
threateningly as a ‘test’ or ‘exam’, designed to pinpoint
weaknesses in their cognitive abilities. Some participants
drew comparisons between the cognitive assessment and
their experiences of anxiety-provoking exams in child-
hood, speculating that their anxiety may have impeded
their performance.
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P4: One thing that’s happened here is I'm constantly
worrying, just as I did at school, you know, if I got...
say in Maths or Arithmetic, as it used to be called,
you suddenly had a test in front of you, and I literal-
ly found myself thinking “No, no, I can’t.” And that
made seeing it or focusing on it much more difficult.

P5: If I've got a test coming towards me, I'll get “oh
Christ” because it gets back to school, back to tests
kind of thing, so I'll get that...anxiousness...anxiety
about it.

Perceiving the assessment as a ‘test’ or ‘exam’ tended
to be ‘kind of motivating but motivating in a nega-
tive way’ (P5) for stroke survivors, as they felt they had
to prove something to themselves or to the assessment
administrator.

C7: You [P17] were quite anxious beforehand about
the assessment. You appeared very calm, but your
concentration was ferocious in doing it. Almost I
could see sort of a bubble coming out of your head
saying “I'm b**##¥ well going to show them and I'm
going to get all these answers right.”

This feeling seemed to interact with patients’ dimin-
ished self-confidence after stroke, as some stroke survi-
vors described how performing poorly in the ‘test’ made
them feel ‘not good enough’ (P5). Others described
more broadly their fear that the assessment would reflect
their self-worth.

P4: Oh my god! I'm...I'm being tested here. The re-
sult will reflect what I am.

Perception of cognitive impairment

Stroke survivors’ emotional responses to the cognitive
assessment were also shaped by their perception of post-
stroke cognitive impairment. Recognising the potential
to recover from cognitive impairment after stroke meant
that patients were less likely to endorse cognitive impair-
ment as a shameful element of their personal identity,
and instead saw it as something that could be overcome
with time. In turn, this reduced feelings of anxiety about
the cognitive assessment itself. Similarly, by realising
that stroke and cognitive impairment can affect anyone,
stroke survivors were protected from feelings of shame
and embarrassment while completing the tasks, as they
identified cognitive impairment as a potential part of the
‘human condition’ (P20), rather than as a problem exclu-
sive to them.

P20: I wasn’t particularly concerned [when I got a
question wrong]. I probably didn’t realise the impli-
cations of it, and I just wanted to get onto the next
part of the questionnaire or whatever it was we were
engaged in. And I wasn’t in any way embarrassed by
it and that’s actually been a part of the stroke all the
way through. I mean, ‘lots of people have strokes’ was
my sort of global rationale for this terrible thing that
has happened to me. Lots of people have strokes and

a lot of them get over these strokes, so that kept me
going, even if I didn’t know the answers to the next
question. And I've never been...I've not been at all
embarrassed by this. I just see it as part of the human
condition.

Similarly, several participants with cognitive impair-
ments adopted a pragmatic problem-solving perspective,
viewing poststroke cognitive impairment as an issue to be
addressed, rather than a stigmatising diagnostic label.

P16: If you asked anybody who knew me, they would
say, you know, my glass is definitely...it’s not half full,
it’s three quarters full! I'm very positive about every-
thing and if things aren’t quite right, well, then you ei-
ther change them or you make them right somehow.
P20: My way through this at that point was we have to
fix this, and we have to come back out and get over
the stroke, and I'll use any method I can to do that,
so there was no soppiness.

Confidence in cognitive abilities

Emotional responses to the cognitive assessment were also
moderated by patients’ confidence in their own cognitive
abilities after stroke. Patients who were confident that
their stroke had not affected their cognitive skills tended
to be less anxious during the cognitive assessment,
compared with stroke survivors who expected the assess-
ment to detect weaknesses in their cognitive abilities.

P3: Maybe if I had cognitive problems from the
stroke, I might have felt different and more awkward
about [the cognitive assessment].

P5: I feel actually quite nervous because I think “I’'m
not going to get this right, I’'m going to get it wrong”.

Similarly, participants’ emotional responses during
the assessment often reflected their perceptions of their
performance in the assessment. Whereas stroke survivors
described feelings of ‘relief” (P24) when they felt they had
done well in the assessment, participants who felt they
had done poorly described feelings of failure or shame.

P17: 1 felt that I was failing it, you know, so it felt pret-
ty lousy, to tell the truth. It felt pretty lousy.

Assessment administration style

Finally, patients’ emotional responses during the cogni-
tive assessment were influenced by external factors, such
as how the cognitive assessment was administered. Several
stroke survivors expressed gratitude for the ‘gentleness’
(P4) and patience with which the therapist adminis-
tered their cognitive assessment, as this approach made
them feel more comfortable during the assessment and
reduced feelings of anxiety. One stroke survivor high-
lighted the brutality of the hospital environment and
explained how cognitive assessments—when adminis-
tered with patience and gentleness—could provide an
important counterpoint.
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P4: Really the thing about hospitals is how brutal
they have to be in some ways and the thing that I, you
know, once or twice thought about was but please be
gentle too because we’re lying here, not quite able to
explain to you how we’re feeling.

In direct contrast, one participant with aphasia
described the negative emotional consequences of
pressurised administration, explaining how perceived
pressure to answer questions quickly compounded his
frustration during the cognitive assessment.

P17: T was so frustration...frustration...frustrated that
I couldn’t actually do this. Al B! T also felt under tre-
mendous pressure to get answers quickly, kept going,
and I found that quite tricky that, you know, I should
be...IfeltIshould be doing twenty answers, for exam-
ple, but would do only three, so I was very frustrated.
There’s...I felt a sense of pressure from the therapists
that I needed to things and get on and sort things.
And...so...I didn’t...Not only I was frustrated but I
was also...I felt that I was failing it.

Similarly, several caregivers felt that the assessment
administrator did not sufficiently account for the impact
of poststoke fatigue, pushing patients to continue with
the assessment when they were tired, which affected
both patients’ test performance and emotional response
during the assessment.

C7: Sometimes the therapist didn’t realise just how
tired you feel after you’ve had a stroke and they would
come in bright and breezy, all cheery, which was love-
ly, but they didn’t always seem to know when that was
enough and [P17] was actually getting very tired and
therefore not getting so many answers right, which
increased the frustration and the sense of him feeling
that he was a failure because he couldn’t get them.

After the cognitive assessment

Stroke survivors reported receiving varying amounts and
types of feedback after completing the cognitive assess-
ments, suggesting a potential lack of consistency in the
reporting of cognitive assessment results. Several partici-
pants described the encouraging effects of positive feed-
back (i.e. feedback highlighting intact cognitive abilities),
whereas others referred to the feedback as vague and
unhelpfully complicated by jargon.

Feedback can impact self-confidence and self-efficacy

Several participants drew a contrast between the
confidence-damaging nature of stroke and the poten-
tial for positive feedback to restore, or at least increase,
diminished self-confidence. This was particularly
common among participants with cognitive impairments,
suggesting that encouragement is especially important
when patients are struggling with the tasks. Participants
described how positive feedback after completing the
cognitive assessment provided much needed reassurance

during a period of vulnerability that had arrived without
warning or expectation.

P4: For many of us, I guess we temporarily are, we’re
back in our childhood, where to get approval and to
have to somebody say “Well, that is, you know, really
amazingly good!”, even if it isn’t, will make the world
of difference, I think, because it brings back the con-
fidence, which has been absolutely shattered by this
blow from above.

P1: It’s quite an experience having a stroke. I was real-
ly knocked for six because I didn’t think I was in that
category. [...] And to be able to complete well the
tests, I was quite pleased really. [...] The person that
came round was very reassuring that you were doing
really well so that made me feel quite good.

Many stroke survivors adopted a critical perspective
of their own performance in the cognitive assessment,
assuming they had done poorly. These participants appre-
ciated positive feedback, as oftentimes it reassured them
that their skills were intact and promoted feelings of self-
efficacy (i.e. confidence in their skills/abilities).

P18: At first, when I completed the [cognitive assess-
ment], I was a bit maybe disappointed, thinking “Oh,
I didn’t do very well on this. [...]” But when [the ther-
apist] explained to me that this is absolutely quite
normal and in fact I was at least average, if not better
than average given my particular situation, it made
me feel a lot...a lot...okay, and making decent prog-
ress, SO it was quite positive.

One caregiver referred to her husband’s self-critical
tendencies after the stroke and speculated that profes-
sional feedback highlighting his cognitive strengths could
have reminded him of his intact abilities and increase
his self-efficacy, but she was disappointed this had not
happened in practice. Instead, she described how the
small amount of feedback provided was biased towards
the patient’s weaknesses, rather than encapsulating areas
in which he had performed well.

C1: Possibly [P5] is his own worst critic...and some-
times he doesn’t criticise him enough! But he has me
then! (Laughs) But what I mean is that some objec-
tive outside discussion would be very, very helpful.

CI: I mean, they’ve been terribly good at telling
us how bad [P5] is but they’re not terribly good at
telling us how good he is.

Vague feedback and clinical jargon are unhelpful

Some stroke survivors and caregivers felt disappointed at
the lack of concrete feedback provided after their cogni-
tive assessment. Several participants described how the
assessment administrator wrote down results, without
communicating them directly. One participant reflected
that such behaviour could leave patients with ‘the vague
feeling ‘Oh dear, I made a right mess.” (P4), which she
suggested could be damaging to patients’ self-confidence.
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CI: There’s a lot of stuff written but then that’s not
discussed with you. And that’s actually...that aspect
is not good.

Several participants also discussed how the use of
complex terminology and clinical jargon was a barrier to
understanding feedback from the cognitive assessments,
highlighting the need for feedback to be communicated
to patients clearly using lay language.

P17: (Reading from therapist report) “I get 13 out of
16. Not bad. Visuospatial.” Well, I don’t b*###* hell
what that means! ‘Visuospatial’!

Some participants felt so alienated and confused by
clinical jargon that they resorted to seeking definitions
themselves. One participant described how he consulted
the dictionary to understand the meaning of the word
‘cognition’.

P17: T went out to the [...] dictionary about

three months ago to ask one question—“What does

that mean?” [...] ‘Cognition’ [...] (Reading from a

typed sheet of paper) ‘What are the eight cognitive

skills? The eight core cognitive capacities. Sustained

attention... Response...” Well, that’s very helpful! I

thought that was actually very useful, thank you very

much, Mr Wikipedia or whoever you are! That’s ex-
actly what I wanted. I wanted to know what cognition
meant.

Some participants provided suggestions to improve
the interpretability of feedback after cognitive assess-
ments. For example, one participant suggested that visual
feedback might be better than verbal feedback as this
would avoid clinical jargon. He suggested that a visual
representation would be particularly helpful if a cogni-
tive assessment was repeated in order to help the patient
visualise any progress they had made.

C8: Something visual is probably the easiest. Jargon-y
words are probably not so helpful and a score that
just says “You got 10 the first time and 40 the second”,
I don’t think is that much help, but anything that is
visual would be quite encouraging, I think.

Another participant suggested linking cognitive impair-
ments to activities of daily living when providing feedback.
She reflected that illustrating the impact of cognitive
impairments on daily life would have made feedback
more interpretable.

C7:You’ve always enjoyed cooking. It’s got a bit better
now but actually, if there’s a menu, you have great
difficulty trying transferring from reading—not great
difficulty—but reading what it says and then sort of
working out what you therefore do or what order.
And again, that’s a sort of tiny bit of one of cognition,
probably one of those elements. But actually, some-
body saying “Well, let’s illustrate this with how you go
about cooking” would be really helpful, I think. Yup.
I think big words don’t help.

DISCUSSION

The present study used a qualitative approach to explore
experiences of the cognitive assessment process from the
perspective of stroke survivors and their family members.
While recommended by clinical guidelines, poststroke
cognitive assessments had the potential to evoke strong
emotional and psychological responses, which should
be handled carefully by healthcare professionals. The
present study highlights the potential benefit of providing
a clear explanation of the purpose behind the cognitive
assessment and constructive feedback afterwards. The
development of clear guidelines and recommendations
may help to standardise this process.

Stroke survivors in the present study generally showed
a very limited understanding of the purpose behind post-
stroke cognitive assessments and their role in guiding
clinical care, which served as a barrier to engaging with
the process. While this echoes the results of previous
studies in other clinical populations,'?'? it was not entirely
clear why stroke survivors in the present study failed to
understand the purpose behind poststroke cognitive
assessment. Although some participants put their limited
understanding down to the lack of explanation provided
by the assessment administrator, it is also possible that
they may have struggled to interpret, understand and/
or retain the information provided. Future research
should determine how healthcare professionals might
best communicate the purpose and significance of the
poststroke cognitive assessment process, and how they
can be confident the information is understood. This
is important as our interviews revealed that participants
who did not understand the purpose of cognitive assess-
ments sometimes failed to engage with them, which may
limit the validity and accuracy of cognitive assessments
conducted in clinical practice.

Cognitive assessments triggered various emotional
responses, which were moderated by several different
factors. First, perceiving the assessment as a test triggered
feelings of anxiety, in line with the phenomenon of test
anxiety.” Crucially, not only is test anxiety potentially
detrimental to emotional wellbeing, it may also disrupt
attention and memory function, potentially impacting
the validity of assessment results.” It is worth consid-
ering, therefore, whether patient-facing language should
be adapted so that terms such as ‘puzzles’ or ‘activities’
replace the anxiety-provoking clinical terminology of
‘tests’, ‘examinations’ and ‘screens’. Second, recog-
nising the potential to recover from poststroke cognitive
impairment protected patients from feeling shame and
embarrassment, which suggests that they may benefit
from healthcare professionals outlining stroke recovery
statistics for specific cognitive domain impairments2 2
during the assessment process. Finally, perceived pres-
sure during assessment administration was detrimental
to psychological wellbeing, highlighting the need for
healthcare professionals to set aside sufficient time to
complete cognitive screening, and to be mindful of being
supportive and constructive during the assessment.
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Stroke survivors reported receiving different amounts
and types of feedback after the cognitive assessment,
indicating a potential lack of consistency in the feedback
provided in clinical practice. This highlights a need for
clearer guidelines and tools to standardise what and how
information is communicated to stroke survivors and their
caregivers after cognitive assessments. Future recommen-
dations should consider the emotional impact of cogni-
tive assessment feedback, as the present study revealed
the potential for feedback to improve confidence and self-
efficacy, both of which have been identified as important
factors in promoting poststroke recovery.” ** Our inter-
views also demonstrated the importance of communi-
cating feedback using lay terminology, echoing the results
of previous research that looked at patient responses to
jargon in other clinical populations.” However, further
research is required to clarify precisely which words
hinder patients’ understanding and to identify accept-
able alternatives.

We note several limitations of the present study. First,
participants were interviewed several months after their
stroke and poststroke cognitive assessment, so their
memory of the process may have faded. Nevertheless,
participants often reported intense emotional responses
to the assessment, suggesting that it was a salient and
memorable experience for many. A second related limita-
tion is that we cannot verify the information provided to
stroke survivors during the cognitive assessment process.
A particular concern is whether stroke survivors were
given veridical feedback that accurately reflected their
performance in the assessments, whether they received
positively skewed general feedback that failed to mention
areas of impaired cognition, or whether in fact they
received no feedback. According to their research records,
most stroke survivors who took part in the present study
showed impairments in at least one task in the cognitive
assessment administered during acute hospitalisation,
but very few participants reported receiving feedback
about their cognitive impairments. As only a few partici-
pants reported receiving feedback on their impairments,
a related limitation is that our interviews provide only
limited insight into stroke survivors’ responses to specific
cognitive domain impairmentfocused feedback after
poststroke cognitive assessment.

The present study demonstrates the importance of
communicating clearly, carefully, and constructively
throughout the poststroke cognitive assessment process,
to promote patients’ engagement with cognitive assess-
ments and protect their psychological and emotional
wellbeing. Our study also highlights the need for clearer
guidelines and clinical tools to standardise and promote
information provision about the purpose and results of
cognitive assessments after stroke.

Twitter Georgina Hobden @GeorgieHobden

Acknowledgements We would like to thank the participants who took part in the
study. We would also like to thank the research staff who contributed towards data
collection for the original 0CS-Recovery programme. In particular, we acknowledge

the contributions to data collection and curation for the OCS data made by Mr Sam
Webb, Dr Margaret Moore and Ms Evangeline Grace Chiu.

Contributors GH conceived the framework for this study. GH collected, transcribed,
analysed and interpreted the data. GH prepared the manuscript for submission. ET
assisted with the data analysis and drafting of the manuscript. ND helped conceive
the framework for this study, assisted with the analysis of the data and critically
reviewed and edited the manuscript. ND accepts full responsibility for this work.

Funding GH is supported by an Economic and Social Research Council (ESRC)
grant (ES/P000649/1). ET, NIHR Clinical Lecturer, is funded by the National Institute
for Health Research (NIHR). ND (Advanced Fellowship NIHR302224) is funded by the
National Institute for Health Research (NIHR).

Disclaimer The views expressed in this publication are those of the authors and
not necessarily those of the ESRC or NIHR, NHS or the UK Department of Health and
Social Care.

Competing interests None declared.

Patient and public involvement Patients and/or the public were involved in the
design, or conduct, or reporting, or dissemination plans of this research. Refer to
the Methods section for further details.

Patient consent for publication Not applicable.

Ethics approval This study involves human participants and was approved by
University of Oxford Medical Sciences Interdivisional Research Ethics Committee
(Ethics Approval Reference: R80681/RE001). Participants gave informed consent to
participate in the study before taking part.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement No data are available. Ethical constraints prevent
sharing of interview transcripts to protect participant anonymity.

Open access This is an open access article distributed in accordance with the
Creative Commons Attribution 4.0 Unported (CC BY 4.0) license, which permits
others to copy, redistribute, remix, transform and build upon this work for any
purpose, provided the original work is properly cited, a link to the licence is given,
and indication of whether changes were made. See: https://creativecommons.org/
licenses/by/4.0/.

ORCID iD
Georgina Hobden http://orcid.org/0000-0002-4443-296X

REFERENCES

1 Jokinen H, Melkas S, Ylikoski R, et al. Post-stroke cognitive
impairment is common even after successful clinical recovery. Eur J
Neurol 2015;22:1288-94.

2 Demeyere N, Sun S, Milosevich E, et al. Post-stroke cognition with
the Oxford cognitive screen vs Montreal cognitive assessment: a
multi-site randomized controlled study (OCS-CARE). AMRC Open
Res 2019;1:12.

3 Humphreys GW, Bickerton WL, Samson D, et al. BCoS cognitive
screen [Internet]. Hove 2012. Available: https://dial.uclouvain.be/pr/
boreal/object/boreal:111528

4 Wheeler M, Williams OA, Johns L, et al. Unravelling the complex
interactions between self-awareness, cognitive change, and mood
at 6-months post-stroke using the Y-shaped model. Neuropsychol
Rehabil 2023;33:680-702.

5 Williams OA, Demeyere N. Association of depression and anxiety
with cognitive impairment 6 months after stroke. Neurology
2021;96:61966-74.

6 Mole JA, Demeyere N. The relationship between early post-stroke
cognition and longer term activities and participation: a systematic
review. Neuropsychol Rehabil 2020;30:346-70.

7 Rudd T, Bowen A, James M. National clinical guideline for stroke:
prepared by the intercollegiate stroke working party. 5th ed. London:
Royal College of Physicians, 2016.

8 Demeyere N, Riddoch MJ, Slavkova ED, et al. The Oxford cognitive
screen (OCS): validation of a stroke-specific short cognitive
screening tool. Psychol Assess 2015;27:883-94.

9 Ablewhite J, Geraghty J, das Nair R, et al. Cognitive management
pathways in stroke services (COMPASS): a qualitative investigation
of key issues in relation to community stroke teams undertaking
cognitive assessments. British Journal of Occupational Therapy
2019;82:404-11.

10 Bardes CL. Defining "patient-centered medicine" N Engl J Med
2012;366:782-3.

Hobden G, et al. BMJ Open 2023;13:072501. doi:10.1136/bmjopen-2023-072501

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 pale|al sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

" pJOJXO 4O
Aus1aAiun ays Jo sallelqi ueld|pog e 9z0z ‘TT AN uo /wod fwg uadolwaqy/:duy woly papeojumoq '€20z dunr 62 U0 T0S2/0-€20z-uadolwa/9eTT 0T St paysiignd 1s.y :uado riNg


https://twitter.com/GeorgieHobden
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0002-4443-296X
http://dx.doi.org/10.1111/ene.12743
http://dx.doi.org/10.1111/ene.12743
http://dx.doi.org/10.12688/amrcopenres.12882.1
http://dx.doi.org/10.12688/amrcopenres.12882.1
https://dial.uclouvain.be/pr/boreal/object/boreal:111528
https://dial.uclouvain.be/pr/boreal/object/boreal:111528
http://dx.doi.org/10.1080/09602011.2022.2042329
http://dx.doi.org/10.1080/09602011.2022.2042329
http://dx.doi.org/10.1212/WNL.0000000000011748
http://dx.doi.org/10.1080/09602011.2018.1464934
http://dx.doi.org/10.1037/pas0000082
http://dx.doi.org/10.1177/0308022619841320
http://dx.doi.org/10.1056/NEJMp1200070
http://bmjopen.bmj.com/

I

11

12

13

14

15

16

17

18

Frank L, Basch E, Selby JV, et al. The PCORI perspective on patient-
centered outcomes research. JAMA 2014;312:1513-4.

Krohne K, Slettebo A, Bergland A. Cognitive screening tests as
experienced by older hospitalised patients: a qualitative study. Scand
J Caring Sci 2011;25:679-87.

Elwick H, Smith L, Mhizha-Murira JR, et al. Cognitive assessment

in multiple sclerosis clinical care: a qualitative evaluation of
stakeholder perceptions and preferences. Neuropsychol Rehabil
2022;32:1456-74.

Brott T, Adams HP Jr, Olinger CP, et al. Measurements of

acute cerebral infarction: a clinical examination scale. Stroke
1989;20:864-70.

Luck AM, Rose ML. Interviewing people with aphasia: insights into
method adjustments from a pilot study. Aphasiology 2007;21:208-24.
Potter J, Hepburn A. Qualitative interviews in psychology:

problems and possibilities. Qualitative Research in Psychology
2005;2:281-307.

Braun V, Clarke V. Using thematic analysis in psychology. Qualitative
Research in Psychology 2006;3:77-101.

Braun V, Clarke V. Reflecting on reflexive thematic analysis.
Qualitative Research in Sport, Exercise and Health 2019;11:589-97.

19

20

21

22

23

24

25

Open access

Braun V, Clarke V. To saturate or not to saturate? Questioning data
saturation as a useful concept for thematic analysis and sample-
size Rationales. Qualitative Research in Sport, Exercise and Health
2021;13:201-16.

Zeidner M. Test anxiety: the state of the art. Springer Science &
Business Media, 1998: 448.

Angelidis A, Solis E, Lautenbach F, et al. I’'m going to fail! acute
cognitive performance anxiety increases threat-interference and
impairs WM performance. PLOS ONE 2019;14:e0210824.

Nys GMS, van Zandvoort MJE, de Kort PLM, et al. The prognostic
value of domain-specific cognitive abilities in acute first-ever stroke.
Neurology 2005;64:821-7.

Jones F, Partridge C, Reid F. The stroke self-efficacy questionnaire:
measuring individual confidence in functional performance after
stroke. J Clin Nurs 2008;17:244-52.

Maujean A, Davis P, Kendall E, et al. The daily living self-efficacy
scale: a new measure for assessing self-efficacy in stroke survivors.
Disabil Rehabil 2014;36:504-11.

Raja S, Hasnain M, Vadakumchery T, et al. Identifying elements of
patient-centered care in underserved populations: a qualitative study
of patient perspectives. PLoS One 2015;10:e0126708.

Hobden G, et al. BMJ Open 2023;13:072501. doi:10.1136/bmjopen-2023-072501

'salfojouyoal Jejiwis pue ‘Buiurel) |y ‘Buluiw erep pue 1xa1 01 pale|al sasn Joj Buipnjoul ‘1ybluAdoos Agq paloslold

pJIOJXQO J0
Aus1aAiun ays Jo sallelqi ueld|pog e 9z0z ‘TT AN uo /wod fwg uadolwaqy/:duy woly papeojumoq '€20z dunr 62 U0 T0S2/0-€20z-uadolwa/9eTT 0T St paysiignd 1s.y :uado riNg


http://dx.doi.org/10.1001/jama.2014.11100
http://dx.doi.org/10.1111/j.1471-6712.2011.00878.x
http://dx.doi.org/10.1111/j.1471-6712.2011.00878.x
http://dx.doi.org/10.1080/09602011.2021.1899942
http://dx.doi.org/10.1161/01.STR.20.7.864
http://dx.doi.org/10.1080/02687030601065470
http://dx.doi.org/10.1191/1478088705qp045oa
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1191/1478088706qp063oa
http://dx.doi.org/10.1080/2159676X.2019.1628806
http://dx.doi.org/10.1080/2159676X.2019.1704846
http://dx.doi.org/10.1371/journal.pone.0210824
http://dx.doi.org/10.1212/01.WNL.0000152984.28420.5A
http://dx.doi.org/10.1111/j.1365-2702.2008.02333.x
http://dx.doi.org/10.3109/09638288.2013.804592
http://dx.doi.org/10.1371/journal.pone.0126708
http://bmjopen.bmj.com/

	Cognitive assessment after stroke: A qualitative study of patients’ experiences
	Abstract
	Introduction﻿﻿
	Methods
	Patient and public involvement
	Participant sampling
	Procedure
	Data analysis

	Results
	Before the cognitive assessment
	Lack of explanation
	Considering the assessment useless

	During the cognitive assessment
	Perception of the purpose behind cognitive assessment
	Perception of cognitive impairment
	Confidence in cognitive abilities
	Assessment administration style

	After the cognitive assessment
	Feedback can impact self-confidence and self-efficacy
	Vague feedback and clinical jargon are unhelpful


	Discussion
	References


