
This is a repository copy of Development of a patient-centred, patient-reported outcome 
measure (PROM) for post-stroke cognitive rehabilitation: qualitative interviews with stroke 
survivors to inform design and content.

White Rose Research Online URL for this paper:
http://eprints.whiterose.ac.uk/101192/

Version: Accepted Version

Article:

Patchick, EL, Horne, M orcid.org/0000-0002-6153-8547, Woodward-Nutt, K et al. (2 more 
authors) (2015) Development of a patient-centred, patient-reported outcome measure 
(PROM) for post-stroke cognitive rehabilitation: qualitative interviews with stroke survivors 
to inform design and content. Health Expectations, 18 (6). pp. 3213-3224. ISSN 
1369-6513 

https://doi.org/10.1111/hex.12311

(c) 2014, John Wiley & Sons Ltd. This is an author produced version of a paper published 
in / accepted for publication in Health Expectations. Uploaded in accordance with the 
publisher's self-archiving policy.

eprints@whiterose.ac.uk
https://eprints.whiterose.ac.uk/

Reuse 

Unless indicated otherwise, fulltext items are protected by copyright with all rights reserved. The copyright 
exception in section 29 of the Copyright, Designs and Patents Act 1988 allows the making of a single copy 
solely for the purpose of non-commercial research or private study within the limits of fair dealing. The 
publisher or other rights-holder may allow further reproduction and re-use of this version - refer to the White 
Rose Research Online record for this item. Where records identify the publisher as the copyright holder, 
users can verify any specific terms of use on the publisher’s website. 

Takedown 

If you consider content in White Rose Research Online to be in breach of UK law, please notify us by 
emailing eprints@whiterose.ac.uk including the URL of the record and the reason for the withdrawal request. 

mailto:eprints@whiterose.ac.uk
https://eprints.whiterose.ac.uk/


1 

 

 

Development of a patient-centred, patient-reported outcome measure (PROM) for 

post-stroke cognitive rehabilitation: qualitative interviews with stroke survivors 

to inform design and content.  

 

Abstract:  

 

Background: IŵƉƌŽǀŝŶŐ ĐŽŐŶŝƚŝŽŶ ŝƐ ƐĞƌǀŝĐĞ ƵƐĞƌƐ͛ ƚŽƉ ƌĞƐĞĂƌĐŚ ƉƌŝŽƌŝƚǇ ĨŽƌ ůŝĨĞ ĂĨƚĞƌ ƐƚƌŽŬĞ ĂŶĚ 

future research should include outcomes that they deem important. Patient perspectives on 

outcomes are collected using patient-reported outcome measures (PROMs). There is currently no 

patient-centred PROM specific for cognitive rehabilitation trials. 

 

Objective: Inform PROM development by exploring stroke-survivor perspectives on the important, 

measurable impacts of persisting post-stroke cognitive problems. 

 

Design: Qualitative semi-structured interviews ŝŶ ƉĂƌƚŝĐŝƉĂŶƚƐ͛ ŚŽŵĞƐ ƵƐŝŶŐ Ă framework analysis 

approach. 

 

Participants: Purposive sample of 16 cognitively-impaired stroke-survivors at least six months post-

stroke. 

 

Methods: Interviews used a schedule and communication aids developed through patient 

consultation. Interviews were transcribed verbatim with non-verbal communication recorded using 
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field notes. Data were analysed using a framework approach to find commonalities to shape the 

focus and content of an outcome measure.  

 

Results: Participants identified important impacts of their "invisible" cognitive problems, outside of 

other stroke-related impairments. Cognitive problems exacerbated mood and emotional issues and 

vice versa. Changes in self-identity and social participation were prominent. Impact was not spoken 

about in terms of frequency but rather in terms of the negative affect associated with problems; 

terms like "bothered" and "frustration" were often used.  

 

Conclusions: The results support the development of a PROM specifically designed to address the 

impact of cognitive problems. It should:  

 include items addressing a comprehensive range of cognitive skills;   

 ask questions about mood, self-identity and social participation;  

 use accessible wording that respondents understand and endorse;   

 measure impact rather than frequency. 

 explore perceived impact on carers 

 

Keywords: 

Stroke; Cognition; Patient-centred; Patient-reported outcome measure (PROM); qualitative; 

psychometrics 

 

  



3 

 

 

Introduction 

Persisting post-stroke cognitive problems are common and include issues with attention and 

concentration; memory; aphasia; unilateral spatial neglect; perception; dyspraxia; and executive 

dysfunction.1 Cognitive problems exacerbate the long-term burden of stroke, adversely impacting 

confidence, self-esteem and long-term functional recovery.2 

 

The National Clinical Guideline for Stroke3 for England and Wales recommends treating cognitive 

problems comprehensively, but more research is required to inform best-practice interventions. 

Stroke survivors, caregivers, and health professionals collectively agree that improving cognition is 

the number one research priority for life after stroke.4 Cochrane reviews of cognitive rehabilitation 

trials conclude that future research should use outcomes that are deemed important by service 

users.5, 6 

 

Patient perspectives on outcome are often overlooked in stroke trials.7 TƌŝĂůƐ ŶĞĞĚ Ă ͚ďĂƐĞůŝŶĞ͛ ĨŽƌ 

individual comparison of outcome and typically use a measure of impairment or function for these 

purposes. However, the most ecologically valid ͚ďĂƐĞůŝŶĞ͛ ĨŽƌ ĂƐƐĞƐƐŝŶŐ ĐŚĂŶŐĞ ǁŽƵůĚ ďĞ ƉƌĞ-morbid 

performance.8 These baseline data are rarely available and, by definition, cannot be obtained 

retrospectively. Given these difficulties obtaining meaningful baseline data, a potential alternative ʹ 

that is arguably more relevant to service users - is to gain patient perspectives on perceived effect 

of an intervention. This often involves patient-reported outcome measures (PROMs).  

 

Dawson9 has discussed the importance of using appropriate, validated PROMs for a given specified 

purpose (in this case, evaluating a cognitive rehabilitation intervention) but goes on to advise that: 

͞Ă ƉĂƚŝĞŶƚ͛Ɛ inability to understand a questionnaire, for reasons of impaired cognition or difficulty 
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with the language in which it is available, should constitute an exclusion criterion.͟ PĞŽƉůĞ ǁŝƚŚ 

cognitive problems that influence understanding and expression are often routinely excluded from 

participation in the development and use of PROMs: so despite being patient-reported, PROMs are 

not necessarily appropriate, inclusive or patient-centred.10   

 

The authors are not aware of a patient-centred PROM that would be suitable for use with 

cognitively-impaired stroke survivors to evaluate trials of post-stroke comprehensive cognitive 

rehabilitation. One of the most commonly used PROMs in this area is the Cognitive Failures 

Questionnaire.11 The Cognitive Failures Questionnaire uses complicated language, is heavily loaded 

towards memory issues and, as service users were not involved in its development, it is not a 

͚ƉĂƚŝĞŶƚ-ĐĞŶƚĞƌĞĚ͛ ŵĞĂƐƵƌĞ͘  

 

A recent systematic review of stroke literature identified only three patient-centred outcome 

measures for stroke:12.The first is the Subjective Index of Physical and Social Outcomes (SIPSO)13, 

which measures social integration after stroke. It focuses on the impact of physical functioning and 

social/emotional functioning for integration, so is not appropriate for cognition. The Stroke Impact 

Scale (SIS)14 is a stroke-specific self-report health status measure. However, like other stroke-

specific tools (eg Stroke-Specific Quality of Life scale15), the SIS includes items related to cognition 

but does not ask about the impact of cognitive function on social participation and quality of life. 

The third measure is the Communication Outcome After Stroke (COAST) Scale.16 This tool explores 

communication effectiveness for those with aphasia (or dysarthria) following stroke as well as the 

impact of these problems on life and integration. The COAST does not explore other cognitive 

impairments so, whilst it is useful for aphasia, it would not necessarily be suitable for trials of 

comprehensive cognitive rehabilitation. 
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Another critique of existing PROMs is that they may be too long and tiring for patients with stroke 

who can fatigue easily (fatigue in itself is likely to contribute to reduced scores), e.g. the European 

Brain Injury Questionnaire17 and the Stroke Impact Scale,14 with 63 and 60 items respectively.   

 

The authors believe that there is a need for the development of a patient-centered PROM that 

specifically addresses the impact of a broad range of cognitive problems after stroke and is 

developed in collaboration with cognitively-impaired stroke survivors. 

 

Aim 

The aim was to inform the development of a comprehensive patient-centred PROM for cognition by 

exploring stroke-survivor perspectives on the important, measurable impacts of persisting post-

stroke cognitive problems. 

 

Methods  

Ethics approval was granted by the National Research Ethics Service (reference 12/NW/0663). 

 

Patient and Public Involvement (PPI) 

To enhance patient-centeredness, prior to data collection service users were consulted as research 

partners to devise methods and materials used in the research. These service users were all stroke 

survivors or carers who had experience of cognitive problems and were approached via stroke 

community groups or were previously known to the researchers. 

 

Through PPI, we agreed that semi-structured interviews (with open questions and closed prompts) 

would be the preferred methodology for cognitively-impaired interviewees, who may need support 
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processing and communicating information. The decision to interview stroke survivors 

independently of their carers was agreed through PPI as service users felt that a more open and 

honest dialogue would be achieved one-to-one. 

The interview schedule was refined through pilot testing with cognitively-impaired service users as 

part of the PPI process. This had the added benefit of providing training for researchers. 

Communication aids were developed through PPI to support understanding and expression. Lay 

pictorial representations of cognition were used to orient users to the discussion topics and cue 

cards used as ramps for communication, if required. Examples of the supporting aids are shown in 

Appendix 1. 

 

 

Recruitment 

Research participants were recruited between September 2012 and January 2013. The research 

team visited community stroke groups to inform attendees about the research and invite them to 

participate, if eligible. Additionally, community healthcare professionals treating stroke survivors in 

the North West of England gave basic information about the study to their eligible service users and 

invited them to self-refer to the research team for more information.  

 

Participants were included if they were at least 6 months post-stroke with ongoing cognitive 

impairment. Cognitive impairment was determined predominantly by self-report; eligible and 

interested stroke survivors were asked about their problems informally to determine eligibility. 

OŶĐĞ ƌĞĐƌƵŝƚĞĚ͕ ƚŚĞ ŝŶƚĞƌǀŝĞǁ ĞǆƉůŽƌĞĚ ƉĂƌƚŝĐŝƉĂŶƚ͛Ɛ ƐĞůĨ-reported cognitive problems in more 

detail.  
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A cognitive screen was also carried out to gain indicative quantitative data on the nature of 

impairment. Cognitive screening employed the Montreal Cognitive Assessment.18 This was 

supplemented by the Apraxia Screen of TULIA19 and Star Cancellation Test20 to better detect apraxia 

and neglect.  

 

Stroke survivors were excluded if they were not pre-morbidly fluent in the English language and/or 

could not provide informed consent. This was due to the practical requirement to gain narratives 

from participants (without translation). Hospital in-patients or those living in fully supported care 

homes were also excluded as their experience of impact may be limited. Those who had been 

involved in PPI work were excluded from participation in interviews.  

 

A purposive sampling strategy21 - with a sample size determined by data saturation22 - aimed to 

recruit participants across the following characteristics:   

 Age ʹ adults both below and above 65 years (retirement age)  

 Gender ʹ men and women 

 Severity of cognitive problems ʹ self-reported cognitive issues, observable issues and 

screening data described above gave an indicator of severity of impairment to drive 

purposive sampling. We sought to include survivors who achieved a range of scores on 

ƚŚĞƐĞ ƐĐƌĞĞŶŝŶŐ ŝŶƐƚƌƵŵĞŶƚƐ͕ ŝŶĐůƵĚŝŶŐ ŚŝŐŚ ƐĐŽƌĞƐ Žƌ ͚ƉĂƐƐĞƐ͛͘ WĞ ƌĞĐŽŐŶŝƐĞĚ ƚŚĞ ůŝŵŝƚĂƚŝŽŶƐ 

of screening tools for highlighting the complex and multi-faceted nature of chronic cognitive 

impairment.  

 

Procedure 
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The qualitative methodology explored ƉĂƌƚŝĐŝƉĂŶƚ͛Ɛ meanings and views in a structured way to 

inform both the conceptual underpinning of any developed PROM as well as its specific content.23 

The use of semi-structured interviews was agreed through PPI and allowed for in-depth exploration 

of topics that arose22 to ensure that the derived measure captured information most relevant to 

patients in accessible terms.24  

 

EP conducted all stroke survivor interviews one-to-ŽŶĞ ŝŶ ƉĂƌƚŝĐŝƉĂŶƚ͛Ɛ ŚŽŵĞƐ ĂŶĚ ŝŶĚĞƉĞŶĚĞŶƚůǇ ŽĨ 

carers. Where carers were available and willing, they were also interviewed independently by KWN 

as part of a wider research programme. Carers were asked about the impact on themselves of 

stroke survivors cognitive impairments, amongst other things. The results of carer interviews will be 

reported in a separate paper.  

 

EP had several years of research experience with communication-impaired stroke survivors; 

including the use of communication aids and carrying out assessments. There was no prior 

relationship between EP and the participants included in this research.  

To facilitate interviews with cognitively-impaired participants, the researchers followed guidelines25, 

26 and utilised prior experience of members of the research team; building on previously-developed 

resources.27 Interviews typically lasted between 1-2 hours with breaks factored in to overcome 

fatigue. Examples of the communication aids developed through PPI were used as required to 

support understanding and expression (see Appendix 1).  Participants were asked open questions 

ŝŶŝƚŝĂůůǇ ƐƵĐŚ ĂƐ ͞HŽǁ ĚŽ ǇŽƵƌ ĐŽŐŶŝƚŝǀĞ ƉƌŽďůĞŵƐ ĂĨĨĞĐƚ ǇŽƵ͍͟ ǁŝƚŚ ŵŽƌĞ ĐůŽƐĞĚ ƉƌŽŵƉƚƐ ĂǀĂŝůĂďůĞ 

;ƐƵĐŚ ĂƐ ŚŽǁ ƚŚĞǇ ĂĨĨĞĐƚ ͞ǁŚĂƚ ǇŽƵ ĚŽ͍͟ ͞HŽǁ ǇŽƵ ůŝǀĞ͍͟ ͞HŽǁ ǇŽƵ ĨĞĞů͍͟ ĞƚĐ͘Ϳ͘ CŽŐŶŝƚŝǀĞůǇ-

impaired participants may find it difficult to talk in the abstract so these prompts were used to 

encourage dialogue.  
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Data Analysis 

The goal of analysis was to find commonalities across the interviews to shape focus and content of 

an outcome measure for future use with a large and heterogeneous sample in a trial.  

 

Interviews were audio-recorded and transcribed verbatim with non-verbal communication recorded 

using field notes. For example, if interviewees with communication disorders used communication 

aids to express themselves, this was noted against the recording time to support full capture of 

survivor story for interpretation and analysis.  

 

A thematic analysis was conducted, using a framework approach.22 EP repeatedly listened to 

recordings, alongside transcripts and field notes to achieve immersion in the data and remove any 

ďŝĂƐĞƐ Žƌ ͚ŬŶĞĞ-ũĞƌŬ͛ ŝĚĞĂƐ ĂďŽƵƚ ĂŶĂůǇƐŝƐ͘ EP in collaboration with other members of the research 

team (KWN, who conducted similar interviews with informal carers of the stroke survivors included 

here and MH, an expert in qualitative research) then devised a first draft of codes that could be 

used to describe portions of the data and develop thematic codes that summarised commonalities 

and differences in the data across participants.  

 

Data immersion began after the first interview was conducted with regular meetings between the 

research team to reach a consensus on interpretation of the data and to discuss and refine codes. 

NVivo software was used to attach codes to portions of the data in a way that could be instantly 

shared between the group to support consensus decision-making. This process also allowed the 

team to agree when data saturation had been achieved.  
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Development of thematic charts involved the gradual combination and reduction of codes into 

overarching themes designed to meet the aims of the research. These were presented visually for 

the purposes of discussion with the broader research team; to interpret the data and inform 

recommendations for the necessary qualities of a patient-centered outcome measure for cognitive 

rehabilitation. An example of the development of one theme is shown in Box 1 in the results 

section. 

 

 

Results 

Participant characteristics (demographics and cognitive assessment data) are presented initially 

with a comment provided on the screening tools used for this study.  

 

Seven themes were developed using the thematic framework approach described (see Box 1 for an 

example of how one theme was developed)._They are described below according to headings:  

1. Hidden Problems 

2. Focus on cognitive skills, not activities 

3. Damaged sense of self and limits to social participation 

4. Mood, emotions and fatigue 

5. Impairment does not equal impact 

6. Awareness of cognitive difficulties takes time 

7. Perceived level of impact on carers 

Information is given to describe each of the identified themes with illustrative quotes. Fieldnotes for 

non-verbal communication and information for quotes are inserted in square brackets.   
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BOX 1: ĞǆĂŵƉůĞ ŽĨ ƚŚĞ ĚĞǀĞůŽƉŵĞŶƚ ŽĨ ƚŚĞ ƚŚĞŵĞ ͚DĂŵĂŐĞĚ ƐĞŶƐĞ ŽĨ ƐĞůĨ ĂŶĚ ůŝŵŝƚƐ ƚŽ ƐŽĐŝĂů 
ƉĂƌƚŝĐŝƉĂƚŝŽŶ͛ 

 

 

Participants  

There were 45 eligible stroke survivors who self-referred to the research team after being invited to 

take part. Purposive sampling to the point of data saturation led to a total of 16 stroke survivors  

being interviewed  

 

Mean age was 58 years (range: 42 to 74) which is relatively young for a stroke population.28 Time 

post-stroke ranged from six months to 15 years (mean = 4.5 years). Almost all participants (N=15, 

94%) lived with partners and the sample was almost exclusively White British (N=15, 94%). 

Summary information for each participant is given in table 1.  

 

Participants with a broad range of cognitive impairment were included. Scores on the Montreal 

Cognitive Assessment ranged from eight to 29 (mean = 22). Despite all participants reporting 
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cognitive deficits that were also observable, four out of 16 (25%) performed at a level sufficient to 

pass screening tests.  Many were clearly employing strategies to do so; for example, mnemonic 

strategies or deliberate scanning in star cancellation. Others may have passed screens but had 

obvious impairment that interfered with their cognitively demanding lives.  

 

The use of screening tools that employ cut-ŽĨĨƐ ĨŽƌ ͚ŶŽƌŵĂů͛ ƌĂŶŐĞƐ ǁĂƐ ŽĨƚĞŶ ƐĞĞŶ ĂƐ ƌĞĚƵŶĚĂŶƚ 

and even offensive,  as they do not take into account pre-morbid ability. After testing, one 

participant commented: 

 

͞I ĐĂŶ͛ƚ ƐĞĞ ŚŽǁ ǇŽƵ ĐĂŶ ƌĞĂůůǇ ŵĞĂƐƵƌĞ ƚŚĂƚ ΀ŶŽƌŵĂů ƌĂŶŐĞƐ΁͘ I ŵĞĂŶ͕ ΀ŵǇ΁ ĨƌŝĞŶĚ͕ ŚĞ ƐĂǇƐ ŝƚ 

ŚŝŵƐĞůĨ͕ ŚĞ͛Ɛ ŶŽƚ ǀĞƌǇ ŝŶƚĞůůŝŐĞŶƚ ĂŶĚ ŚĞ͛Ɛ ŶŽƚ ǀĞƌǇ ĞůŽƋƵĞŶƚ ĂŶĚ ŚĞ ƐĂŝĚ ƚŚĂƚ I͛ŵ ŶŽǁ ĞǀĞŶ 

better than he is. So, I think, when people say, the normal range, on my speech is very good, 

ĂŶĚ ƚŚĂƚ ƐŽƌƚ ŽĨ ƚŚŝŶŐ͕ ƚŽ ŵĞ͕ ŝƚ͛Ɛ ŶŽƚ ǀĞƌǇ ŐŽŽĚ͟ (P08) 
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Table 1: Summary of participants  

ID Age 
Years post-

stroke  
Sex 

12 years 

education 
Employment MoCA* AST** Star*** 

P01 45 12.0 M Yes Full time 29 12 54 

P02 72 7.2 F No Retired 13 8 43 

P03 56 10.6 F Yes Retired± 29 11 52 

P04 48 6.9 M No Retired± 22 10 52 

P05 46 1.2 M Yes Retired± 23 12 54 

P06 59 3.0 M Yes Retired 18 12 52 

P07 72 15.2 F Yes Retired 24 12 54 

P08 63 3.4 F Yes Retired 27 11 52 

P09 55 0.6 M No Sick leave 25 12 53 

P10 74 0.7 M No Retired 8 7 25 

P11 55 1.2 F Yes Retired± 25 9 50 

P12 54 1.9 M No Retired± 18 9 37 

P13 59 1.1 M No Retired± 22 12 54 

P14 72 1.0 F No Retired 16 11 54 

P15 42 4.2 M Yes Part time 28 12 54 

P16 57 1.8 M No Retired± 24 12 53 

         

Mean  58.1 4.5    21.9 10.8 49.6 

SD 10.3 4.6    5.9 1.7 8.0 

 

±Retired early; employed at time of stroke 

*MoCA = Montreal Cognitive Assessment (total possible score 30). A score of ш26 is considered 'normal' 

**AST = Apraxia Screen of TULIA. (total possible score of 12) A score of <9 is indicative of apraxia 

*** Star cancellation test (total possible score 54). A score of <44 is indicative of neglect 

 

Thematic Analysis 

 

1. Hidden problems  

One of the most striking themes was around the hidden nature of cognitive problems. When 

compared with physical problems, "invisible" cognitive problems were felt to be poorly understood 

by others, including immediate family:  
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͞Aůů I͛Ě ǁĂŶƚ ŵŽƌĞ ƚŚĂŶ ĂŶǇƚŚŝŶŐ ĞǀĞƌ ŝƐ ĨŽƌ ƚŚĞŵ [family] ƚŽ ƵŶĚĞƌƐƚĂŶĚ ƚŚĂƚ I͛ŵ ŶŽƚ stupid, 

I͛ǀĞ ũƵƐƚ ŐŽƚ ƉƌŽďůĞŵƐ͘͟ ;PϭϮͿ 

 

This would often lead to attempted masking of the problems and withdrawal from social situations: 

͞I just want to cut everybody out.͟;P14) 

 

2. Focus on cognitive skills, not activities 

 Participants talked about activity limitations due to cognitive difficulties.  Activities of perceived 

importance were varied but what was common across participants was the articulation that 

different activities relied on the same impaired cognitive skill:  

 

͞I ĐĂŶ ĐŽŶĐĞŶƚƌĂƚĞ ďƵƚ I͛ŵ ŵƵĐŚ ŵŽƌĞ ĞĂƐŝůǇ ĚŝƐƚƌĂĐƚĞĚ͕ ƚŚĂŶ I ǁĂƐ ďĞĨŽƌĞ͙ I ǁĂƐ ĂŶ ĂǀŝĚ 

reader before ʹ ĂŶĚ I ĐĂŶŶŽƚ ŶŽǁ ĞĨĨĞĐƚŝǀĞůǇ ƌĞĂĚ Ă ŶŽǀĞů͙I ĐŽƵůĚŶ͛ƚ ĞǀĞŶ ǁĂƚĐŚ Ă ƚĞůĞǀŝƐŝŽŶ 

ƉƌŽŐƌĂŵŵĞ͟ (P11) 

 

Clinically, this does not tell us anything new; but since stroke survivors themselves articulate 

limitations in this way, it may be valid to ask directly about impactive cognitive limitations (eg 

difficulties with concentration), rather than limitations in particular activities that vary widely 

between individuals.  

 

3. Damaged sense of self and limits to social participation 

Self-identity could be intrinsically tied to participant's cognitive abilities; being seen and praised as a 

"problem-solver" (P04), "organised"(P15), ͞ĐĂƉĂďůĞ͟ (P13), or "intelligent"(P08).  Cognitive abilities 
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could have a special significance in this regard and damage could lead to fundamental changes in 

participant's sense-of-self:  

 

͞I͛Ě ŐŽŶĞ ĨƌŽŵ ďĞŝŶŐ ƐŽŵĞďŽĚǇ ǁŚŽ ǁĂƐ ƚŚĞ ŽŶĞ ǁŚŽ ǁĂƐ ĂůǁĂǇƐ ƚŚĞƌĞ ƐƉĞĂŬŝŶŐ͕ ƚŽ ďĞ 

someone who never said anything sat in a ĐŽƌŶĞƌ ĂŶĚ ƐŽ͕ ŽĨ ĐŽƵƌƐĞ͕ ƚŚĂƚ͛Ɛ ŐŽƚ ĞĨĨĞĐƚƐ ŽŶ ǇŽƵƌ 

ƉĞƌƐŽŶĂůŝƚǇ͘͟ (P01) 

 

Participants also described negative changes in social relationships: ͞ŽƌĚŝŶĂƌǇ ƉĞŽƉůĞ ĚŽŶ͛ƚ ǁĂŶƚ ƚŽ 

ŬŶŽǁ ƵƐ͟ (P07). This included relationships with immediate family; losing ͞ĚĂĚ ĐŽŶĨŝĚĞŶĐĞ͟ (P01) or 

now feeling like a ͞ďƵƌĚĞŶ͟ (P02). Difficulties in social contacts with work and friendships were also 

common across participants. 

 

4. Mood, emotions and fatigue 

Cognitive and affective difficulties commonly co-occurred; many participants had low mood or were 

on medication for depression.  Frustration, anxiety and embarrassment were also common 

emotions associated with cognitive limitations. Cognitive difficulties and negative emotion would 

often exacerbate one another. 

 

͞I ĚŽŶΖƚ ĨĞĞů confident passing on information... It [getting it wrong] starts making you 

lack confidence, you see and then you get [more] ƚŚŝŶŐƐ ǁƌŽŶŐ͘͟ (P03). 

 

Fatigue was also commonly reported. Fatigue could occur even after very little exertion, but there 

was a sense that the increased cognitive effort to perform everyday activities would intensify 

fatigue: 
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 ͞BƵƚ ŝƚ͛Ɛ ŶŽƚ ŶŽƌŵĂů ŝŶ ƚŚĞ ƐĞŶƐĞ ŽĨ ǇŽƵ ŚĂǀŝŶŐ ŝƚ [points to EP]͙͘ YŽƵ ĂƌĞ ƚŝƌĞĚ ďĞĐĂƵƐĞ͙ 
YŽƵ͛ǀĞ ŽǀĞƌǁŽƌŬĞĚ͙͘ I ƚƌǇ ĂŶĚ͙ŝŶ ŵǇ ŚĞĂĚ͕ ŐŽ ĂƐůĞĞƉ͘ [EP: ͞“Ž ŝƚ͛Ɛ that mental effort that 

can make you quite tired?͟]͙ Iƚ ŵƵƐƚ ďĞ͕ ŝƚ ŵƵƐƚ ďĞ ƚŚĂƚ͕ ďĞĐĂƵƐĞ I͛ŵ ŶŽƚ ƉŚǇƐŝĐĂůůǇ͕ ǇŽƵ 
ŬŶŽǁ͙[hand gestures to body and shrugs indicating he is not doing anything physically] It 

ŵƵƐƚ ďĞ ŵǇ ŵŝŶĚ͘͟ (P13)  

 

5. Impairment does not equal impact 

The perceived impact of cognitive impairment is mediated by context-specific variables, such as 

support networks, environmental aids and personality. This was well-captured by the following 

participant: 

 

͞HŽǁ ŵƵĐŚ ǇŽƵƌ ďƌĂŝŶ ŝƐ ĚĂŵĂŐĞĚ ŝƐ ƵŶŝŵƉŽƌƚĂŶƚ ŝŶ ƚĞƌŵƐ ŽĨ ŚŽǁ ǇŽƵ ůŝǀĞ ǇŽƵƌ ůŝĨĞ͘  “Ž ĨŽƌ 

ŝŶƐƚĂŶĐĞ I ĐĂŶ ƐĂǇ ƚŽ ǇŽƵ͕ ǇĞĂŚ I ŬŶŽǁ I͛ǀĞ ŐŽƚ ďƌĂŝŶ ĚĂŵĂŐĞ͕ I ŬŶŽǁ ƚŚĂƚ I ĚŽŶ͛ƚ ƉĞƌĨŽƌŵ ŝŶ 

certain tasks as well as I did but the outcome for me at present is not that bad because 

΀ƉĂƌƚŶĞƌ΁ ĨŝŶŝƐŚĞĚ ǁŽƌŬ ƚŽ ůŽŽŬ ĂĨƚĞƌ ŵĞ ƐŽ I͛ŵ ƌĞĂůůǇ ůƵĐŬǇ͘͟ (P11) 

 

This lack of a simple linear relationship between impairment and impact echoes the earlier 

comment on the cognitive assessment scores; even participants with measurably ͚ŶŽƌŵĂů͛ ĐŽŐŶŝƚŝŽŶ 

can experience significant impacts on their daily life. Impact was typically discussed in terms of how 

ŵƵĐŚ ŶĞŐĂƚŝǀĞ ĞŵŽƚŝŽŶ ŝƚ ĐĂƵƐĞĚ͖ ŚŽǁ ŵƵĐŚ ͞ďŽƚŚĞƌ͕͟ ͞ƵƉƐĞƚ͟ Žƌ ͞ĨƌƵƐƚƌĂƚŝŽŶ͟ ŝƚ ůĞĚ ƚŽ͘ CŽŐŶŝƚŝǀĞ 

problems were sometimes considered mŽƌĞ ͚ďŽƚŚĞƌƐŽŵĞ͛ ďǇ ƚŚĞ ǀĞƌǇ ĨĂĐƚ ƚŚĂƚ ƚŚĞǇ ǁĞƌĞ ĚŝĨĨŝĐƵůƚ 

to see or measure objectively: 

 

"I͛ǀĞ ĂĐĐĞƉƚĞĚ Ăůů ŵǇ ƉƌŽďůĞŵƐ ǁŝƚŚ ŵǇ ůŝŵďƐ͕ ĂŶĚ ƚŚŝƐ ΀ƉŽŝŶƚƐ ƚŽ ďƌĂŝŶ΁ ďŽƚŚĞƌƐ ŵĞ ŵŽƌĞ͕ 

ďĞĐĂƵƐĞ ƉĞŽƉůĞ ůŽŽŬ Ăƚ ǇŽƵ ĂŶĚ ƚŚĞǇ ĞǆƉĞĐƚ ǇŽƵ ƚŽ ďĞ ΀ĂůƌŝŐŚƚ΁ ĂŶĚ ƌĞĂůůǇ͕ ǇŽƵ͛ƌĞ ŶŽƚ͘Η (P15) 
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6. Awareness of cognitive difficulties takes time  

The impact of cognitive problems appeared to manifest later in the stroke recovery phase:  

͞Iƚ͛Ɛ ŶŽƚ ũƵƐƚ ƐƚƌĂŝŐŚƚ ĂǁĂǇ͕ ďĞĐĂƵƐĞ ŝƚ ƚŽŽŬ ŵĞ ƚŚƌĞĞ͕ ĨŽƵƌ ǇĞĂƌƐ ƚŽ ƐƚĂƌƚ ƚŚŝŶŬŝŶŐ [properly] 

ĂŐĂŝŶ͙͘Ăƚ ĨŝƌƐƚ͕ ǇŽƵƌ ŵŝŶĚ ŝƐ ΀ŽŶ΁͕ ǁŝůů I ďĞ ĂďůĞ ƚŽ ƐůĞĞƉ ƚŽŶŝŐŚƚ͘͟ (P02)  

 

Cognitive problems became more apparent when participants were attempting to return to pre-

stroke life including more cognitively demanding activities. The presence of pronounced physical 

issues may have acted as a barrier to recognising the impact of cognitive problems early on. The 

cognitive confusion that could be caused by cooking (e.g. ordering actions, following recipes and 

timing) would not become apparent if participants did not have strength or dexterity to attempt 

cooking.  

 

7. Perceived impact on carers 

Participants often felt that their cognitive problems impacted on informal carers who had to fill 

cognitive gaps or rectify dangerous oversights:  

ΗI͛ůů ĐŽŽŬ ĂŶĚ I͛ůů ůĞĂǀĞ ƚŚĞ ŐĂƐ ŽŶ͙ “ƚƵƉŝĚ ƚŚŝŶŐƐ͘ TŚĞ ŽƚŚĞƌ ĚĂǇ I ŵĂĚĞ Ă ƉŽƌŬ ĐŚŽƉ ĂŶĚ ƐĞƚ ĨŝƌĞ 

to it. Luckily [partner] was in. I put it on but completely forgot about it." (P16) 

 

TŚĞ ŝŵƉĂĐƚ ŽŶ ĐĂƌĞƌƐ ĐŽƵůĚ ďĞ ĞǀĞŶ ŵŽƌĞ ƉƌŽŶŽƵŶĐĞĚ ďǇ Ă ƐƚƌŽŬĞ ƐƵƌǀŝǀŽƌ͛Ɛ ůĂĐŬ ŽĨ awareness or 

memory: 

͞“ŚĞ ΀ƉĂƌƚŶĞƌ΁ ĐĂŶ ĐŽŵĞ ŝŶ ŚĞƌĞ ĂŶĚ ŚĂǀĞ Ă ƌŽǁ ǁŝƚŚ ŵĞ Žƌ ǁŚĂƚĞǀĞƌ͕ ďĞĐĂƵƐĞ Ăůů I ŚĂǀĞ ƚŽ ĚŽ 

ŝƐ ŵĂŬĞ Ă ďĞĚ ŝŶ ƚŚĞ ŵŽƌŶŝŶŐ͙ “Ž I ĨŽƌŐĞƚ ĂďŽƵƚ ŝƚ Žƌ I ŚĂǀĞ ĂŶ ĂĨƚĞƌŶŽŽŶ ƐůĞĞƉ ĂŶĚ ũƵƐƚ ĨŽƌŐĞƚ 
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ĂďŽƵƚ ŝƚ͕ ĂŶĚ ƚŚĞŶ ĂĨƚĞƌ ƚĞŶ ŵŝŶƵƚĞƐ ŽĨ ƌŽǁŝŶŐ I ĚŽŶ͛ƚ ĞǀĞŶ ŬŶŽǁ I͛ǀĞ ŚĂĚ Ă ƌŽǁ͘ BƵƚ ƐŚĞ͛Ɛ ƚŚĞ 

ŽŶĞ ĚĞĂůŝŶŐ ǁŝƚŚ Ăůů ƚŚĂƚ͘ Iƚ͛Ɛ ŶŽƚ ĨĂŝƌ ĨŽƌ ŚĞƌ͘͟ (P12) 

 

Stroke survivors were often highly concerned about being a burden due to the effect of their issues 

on their and loved ones; impact of problems could theoretically be reduced if perceived carer 

impact was reduced.  

 

Discussion 

 

Qualitative interviews with cognitively-impaired stroke survivors were a challenge but were possible 

with training, reference to guidance25, 26 and by using the schedule and communication aids that 

were developed through PPI with this population in mind. Interviewees discussed the specific ʹ and 

measureable - impacts of persisting cognitive problems that should be included in a PROM 

evaluating cognitive rehabilitation.  

 

 

Participants spoke about the specific negative impact of these "invisible" cognitive problems, 

outside of other stroke-related impairments such as hemiplegia. Emotional issues and fatigue were 

commonly reported as a result of cognitive problems and appeared to mutually exacerbate one 

another.   This co-existence of issues with mood and cognition is often observed in the literature.29, 

30 Therefore an outcome that asks about the specific impact of cognitive problems - particularly on 

emotion - would be worthwhile for evaluating cognitive rehabilitation trials. Generic or stroke-

specific PROMs may not be sensitive enough to measure changes in the impact of cognitive 

problems in these areas. 
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Rehabilitation interventions often aim to reduce activity limitations and thus outcome measures 

typically include information on specific activities.31 However, the common impacts discussed in this 

study tended to go beyond activity-specific dialogue. PROM items might therefore be related to 

cognitive skills (e.g. concentration or remembering) rather than an activity thought to be of 

importance (e.g. television watching or reading).  Items would also usefully explore sense of self and 

social participation, which were highly impacted by the hidden nature of cognitive problems.  

 

The complexities associated with assessment of cognition8 reflect the difficulty highlighted in this 

study and documented in the literature that there is a lack of correlation between levels of 

cognitive impairment and self-reported impact.32  The differential impact of cognitive problems 

(mediated by context-specific variables) means that comprehensive cognitive rehabilitation could 

theoretically address multiple context-specific variables (for example: support networks; thought 

processes; compensatory strategies) and reduce perceived impact without actually reducing the 

underlying problem itself. Theoretically, a problem could occur rarely but high negative impact and 

vice versa so we argue that it is insufficient to measure outcomes at the level of ͚ĨƌĞƋƵĞŶĐǇ͛ Žƌ 

͚ĂŵŽƵŶƚ͛ of a problem that is assumed to be of importance. Participants typically discussed impact 

in terms of negatiǀĞ ĞŵŽƚŝŽŶ͕ ƐƵĐŚ ĂƐ ΗďŽƚŚĞƌΗ͕ ΗƵƉƐĞƚΗ ĂŶĚ ΗĨƌƵƐƚƌĂƚŝŽŶΗ͘ ͞BŽƚŚĞƌ͟ ǁĂƐ ƚŚĞ ŵŽƐƚ 

frequently used emotionally-laden word ŝŶ ŝŶƚĞƌǀŝĞǁƐ ĂŶĚ ƚŚƵƐ ĐŽƵůĚ ƵƐĞĨƵůůǇ ďĞ ǁŚĂƚ ŝƐ ͚ŵĞĂƐƵƌĞĚ͛ 

ŝŶ Ă P‘OM ƚŽ ĂƐƐĞƐƐ ŝŵƉĂĐƚ͘ FŽƌ ĞǆĂŵƉůĞ͗ ͞ŚŽǁ ŵƵĐŚ ĚŽĞƐ ƚŚŝƐ ƉƌŽďůĞŵ ďŽƚŚĞƌ ǇŽƵ͍͟ ƌĂƚŚĞƌ ƚŚĂŶ 

͞ŚŽǁ ŽĨƚĞŶ ĚŽ ǇŽƵ ĞǆƉĞƌŝĞŶĐĞ ƚŚŝƐ ƉƌŽďůĞŵ͍͟ 
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Participants suggested that the perceived impact of cognitive impairment manifested later in 

recovery post-stroke. This endorses Pollock Ğƚ Ăů͛Ɛ4 priority-setting exercise highlighting the need for 

research to improve chronic cognitive difficulties. It also supports the use of a PROM that has been 

specifically developed with chronically-impaired service users to ensure it reflects that priorities and 

values of such individuals. Interventions for chronic conditions may require different outcomes than 

acute interventions, as they should aim to improve social, psychological and emotional health; 

issues that users are best placed to comment on.34  

 

Participants also acknowledged the impact that their cognitive problems had on informal carers and 

the National Clinical Guideline for Stroke3 for England and Wales recognises the important role that 

carers play in supporting chronic conditions. In fact, participants in this study were very concerned 

by carer impact; such that reduction of perceived carer impact could theoretically reduce impact for 

stroke survivors themselves. As such, a PROM would usefully include items that explore perceived 

carer impact.  

 

Strengths and limitations of the study 

Cognitively-impaired participants are often excluded from qualitative research, given their potential 

difficulties processing, understanding and/or expressing their experiences. However, it is important 

to gather views of relevant populations when developing tools for those populations. Interviewing 

these participants - some of whom might otherwise have been excluded - was achievable by 

referring to existing guides 25, 26, utilising PPI for developing materials and training researchers, and 

the use of supportive communication techniques with aids.  
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Data were collected until the research team were satisfied that data saturation had been reached. 

Participants had a variety of time post-stroke, education levels, current employment status and 

cognitive impairment. However, despite age being a driver for purposive sampling, participants in 

this study were relatively young. A broad age range of people was invited to participate. However, it 

is possible that younger stroke survivors are more bothered by their cognitive impairments - for 

example, if they are leading cognitively demanding lives that include work - and thus, they may have 

been more driven to participate in this study. This may not be a limitation as these are the very 

individuals who seek cognition rehabilitation.  

 

Participants were also almost ĞǆĐůƵƐŝǀĞůǇ ŽĨ ͚WŚŝƚĞ BƌŝƚŝƐŚ͛ ĞƚŚŶŝĐ ŽƌŝŐŝŶ and those who were not 

fluent in English pre-morbidly were not included. This has implications for generalisability. Future 

work could include ethnicity as a target variable for purposive sampling to achieve more variability 

and include non-English speakers with translators or appropriate interviewers.  

Carers were interviewed separately (where available) by KWN as part of a wider study. It is possible 

that interviewing stroke survivors and carers as dyadic pairs could have given us different results. 

However, the goal here was to explore stroke survivors͛ views for the purposes of designing a PROM 

specifically for stroke survivors and PPI endorsed the use of individual one-to-one interviews. The 

results of carer interviews will be reported in a separate paper but preliminary analysis suggests 

that carer views broadly corroborate patient views on impact.  

 

For reporting of this study, we have followed consolidated criteria for reporting qualitative research 

(COREQ)35 
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Summary: implications for outcome measure design 

These findings inform desirable qualities of a patient-centered PROM for cognitive rehabilitation 

trials. It should: 

 Include items relating to perceived impact of a comprehensive range of cognitive skills 

rather than limitations in activities thought to be of importance.  

 Measure impact rather than impairment: this might involve a shift away from reporting 

frequency of a problem and towards looking at aspects of 'botheredness' or 'frustration'. 

 Address the specific impact of a broad range of cognitive problems on mood, self-identity 

and social participation.  

 Include items that explore perceived impact on carers. 

 Be accessible: including wording and items that respondents endorse and understand. 

 

Preliminary reviews suggested that no PROM exists that meets all of the above criteria. A 

subsequent systematic review of existing PROMs (paper in preparation) supported this and a new 

PROM for cognition has been developed and is undergoing psychometric evaluation (NIHR portfolio 

entry: http://public.ukcrn.org.uk/Search/StudyDetail.aspx?StudyID=15113). This new tool meets the 

above criteria and satisfies the criteria highlighted by Lawrence and Kinn12 for patient-centred 

outcome measures in that it has been informed primarily by service users and it measures 

outcomes that have been identified and prioritised as valued (for example, it asks specific questions 

about social participation and emotion as impacted by cognition). The findings of this study endorse 

the use of a patient-reported (as well as patient-centred) outcome measure that asks directly about 

ƉĞƌĐĞŝǀĞĚ ŝŵƉĂĐƚ ŽĨ ƚŚĞƐĞ ͚ŚŝĚĚĞŶ͛ ƉƌŽďůĞŵƐ ŝŶ ƚĞƌŵƐ ŽĨ ĂŵŽƵŶƚ ŽĨ ĂƐƐŽĐŝĂƚĞĚ ͞ďŽƚŚĞƌ͟ ƌĂƚŚĞƌ ƚŚĂŶ 

͞ĨƌĞƋƵĞŶĐǇ͕͟ ĂƐ ƚŚŝƐ ĂƉƉĞĂƌƐ ƚŽ ďĞ ŚŽǁ ƐĞƌǀŝĐĞ ƵƐĞƌƐ ĂƌƚŝĐƵůĂƚĞ ŝŵƉĂĐƚ ŽĨ ƉƌŽďůĞŵƐ͘  

 

http://public.ukcrn.org.uk/Search/StudyDetail.aspx?StudyID=15113
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In addition, we set out to develop a PROM for evaluation of trials to rehabilitate cognitive 

difficulties after stroke͖ ǁĞ ŚĂǀĞ ďĞŐƵŶ ƚŽ ĂĚĚƌĞƐƐ ƚŚĞ ĐƌŝƚĞƌŝĂ ƌĞůĂƚĞĚ ƚŽ ƵƐŝŶŐ ƚŽŽůƐ Ăƚ ͞ĂƉƉƌŽƉƌŝĂƚĞ 

ƚŝŵĞƐ ĂŶĚ ƉŽŝŶƚƐ͟ ĂŶĚ ĨŽƌ ƐƉĞĐŝĨŝĐ ŐŽĂůƐ 12. It is important to clearly articulate the purpose of any 

new measure and the context in which it has been developed. Once psychometric testing has been 

completed, data will be available on whether the PROM appears to be useful in terms of reliability, 

validity and responsiveness. If appropriate, it will then be freely disseminated with investigators͛ 

brochure to encourage further validation; it is possible that the PROM could be useful for everyday 

clinical use, as well as trial evaluation.  
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Supplementary materials 

Please contact the corresponding author to request any supplementary materials including more of 

the communication aids used during interviews (examples shown in appendix 1). Corresponding 

author would also be happy to discuss the processes involved and challenges overcome during the 

service-user consultation that informed the methods and materials used in the above study. We 

also encourage readers to peruse the references section for guides on including cognitively-

impaired stroke survivors in consultation work.  
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Appendix 1 ʹ examples of communication aids used in the interviews 
 

 

 

 

 

 

 

 

                                   
 

PLEASE NOTE: In addition to the two aids above, we also had cue cards with images for: concentration; 

communication; perception ʹ making sense of what you see and hear; problem solving; noticing things on 

both sides. We are unable to show them here due to copyright issues.  

 

 

 

 

 

 

Type of problems 

Ordering actions Memory 
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Example of communication aids used for social roles and life participation: 

 

 
 

 

 

The Picture Communication Symbols ©1981ʹ2014 by Mayer-Johnson LLC.  All Rights Reserved 
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