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The views of people living with chronic stroke and aphasia on 47 

their potential involvement as research partners: a thematic 48 

analysis 49 

 50 

Abstract  51 

Background: Patient and Public Involvement (PPI) is the active partnership between 52 

researchers and patients. PPI in stroke aphasia research aims to ensure equal 53 

opportunities for informed decision-making and guarantee democratic representation in 54 

citizen control of PPI projects. Yet, little is known about the factors that hinder and/or 55 

promote the autonomous involvement of people with aphasia in stroke and aphasia PPI 56 

projects. This study aimed to explore the views and perspectives of people who live with 57 

chronic stroke, with and without aphasia, with experience in research prior to stroke, on 58 

their potential involvement as research partners. 59 

Methods: The research team included a PPI partner with chronic stroke-induced 60 

aphasia. Semi-structured interviews were conducted online with people with chronic 61 

stroke (n=8), four with aphasia and four without. Interviews were subject to thematic 62 

analysis.  63 

Results: Inductive thematic analysis generated four themes: (1) the kinds of Restrictions 64 

that make involvement in research difficult, (2) the preferred levels and ways of 65 

Involvement during the research process, (3) the Support required for active and 66 

collaborative involvement, and (4) the Impact of their involvement and how it benefits the 67 

study’s outcomes. Furthermore, people with aphasia stressed the importance of constant 68 

contextual and third-party support to sustain their active engagement within the research 69 

team.   70 

Conclusion: People experiencing chronic stroke and aphasia are willing to be involved 71 

as PPI partners if the research team provides the necessary support. Recommendations 72 

for researchers to consider before commencing co-produced research with people with 73 

stroke and aphasia are provided. 74 

Keywords: stroke; patient and public involvement; people with aphasia; thematic 75 

analysis; impact; co-produced research 76 
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Plain English Summary 81 

 82 

 Patient and Public Involvement (PPI) is the active collaboration between 83 

researchers and patient groups when conducting research. PPI in aphasia 84 

research after stroke is growing in importance. Aphasia is the communication 85 

difficulty after stroke that negatively affects speaking and/or understanding, 86 

reading and/or writing. People with aphasia are usually involved in a tokenistic 87 

way in PPI studies. Tokenism is including people in the research process, who 88 

are usually at a disadvantage, by pretending that their involvement gives the 89 

appearance of equality. To avoid tokenism researchers must ensure equal 90 

opportunities for patient partners with communication challenges. This requires a 91 

supportive environment, easy access to information and opportunities for making 92 

informed choices. This study aimed to explore the views of people who live with 93 

chronic stroke and aphasia on whether they would like to be involved in PPI 94 

projects and in what manner. All participants had experience of the research 95 

process prior to the stroke event. 96 

 The research team included a person who lived with chronic aphasia after 97 

her stroke. She was named the PPI partner. Interviews were completed online 98 

with eight people with chronic stroke. Four with aphasia and four without. 99 

Interviews were analyzed and generated four themes (RISI): (1) the kinds of 100 

Restrictions patient participants face due to stroke, (2) their preferred levels of 101 

Involvement, (3) the Support they need for active and meaningful engagement 102 

and (4) their views on the Impact of PPI on research outcomes. The findings were 103 

mapped onto the International Classification of Functioning and Disability 104 

framework of the World Stroke Organization to depict how an individual’s health 105 

status, limitations in activity and environmental barriers for active participation 106 

influence their engagement within the research team.  107 

 People living with chronic stroke, either with aphasia or without, are willing 108 

to be involved as patient partners. But researchers need to provide the necessary 109 

support suited to their communicative and other stroke-related needs. An aphasia 110 

inclusive PPI model will encourage meaningful research activities that make an 111 

impact, avoid research waste, rejuvenate the researcher-patient relationship 112 

dynamics, translate research outcomes into everyday life, and empower 113 

communities of people living with stroke and aphasia. 114 
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Introduction 115 

 Patient and Public Involvement (PPI) in stroke aphasia research is growing 116 

in importance and magnitude [1,2]. PPI is the active collaboration between 117 

researchers, patients and laypeople in the process of creating research practice 118 

partnerships [3]. Recently, a moral line of reasoning was asserted highlighting 119 

the importance of democratic representation and the empowerment of people 120 

with aphasia (PWA) after stroke in research [2]. A strong argument for embracing 121 

the PPI model in stroke-induced aphasia research is that it will improve the 122 

quality, credibility and relevance of the study design, methods, results, and the 123 

impact on research or health outcomes [4]. The importance of measuring the 124 

impact of patient-orientated research is a crucial parameter of the patient 125 

partnership research model, and requires continuous monitoring and evaluation 126 

[5,6]. The work of Staniszewska and colleagues on the development of the 127 

GRIPP (Guidance for Reporting Involvement of Patients and the Public) [5] and 128 

the revised GRIPP-2 [6], framed the significance of the impact of PPI on the 129 

research itself, the patient partners involved and society at large. Funding bodies 130 

have also embraced this expectation and request confirmation and transparency 131 

on how patients are engaged in the preparation of the application and their 132 

involvement and interaction in the research process [7]. Emphasis is also given 133 

to the value of experiential knowledge provided directly from the lived 134 

experiences of PWA after stroke [1]. This also has practical consequences 135 

concerning authorships, guided by journal publishing policies, that demonstrate 136 

authentic commitment to PPI, and robust research practice that is ethical [8,9]. 137 

 Patient and Public Involvement projects encompass different participatory 138 

approaches [10]. An approach, that includes a range of different activities 139 

throughout the research cycle, can be defined in relation to ‘ways of doing’, ‘ways 140 
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of knowing’’, and ‘ways of changing’. However, not all participatory approaches 141 

achieve the same level of participation [10]. In 1969, Sherry Arnstein published 142 

an influential paper entitled ‘A Ladder of Citizen Participation’. In this paper, 143 

Arnstein [11] described the steps involved in citizen participation metaphorically 144 

as a hierarchical step ladder beginning at the bottom rungs with non-participation, 145 

(i.e., ‘manipulation’) and moving up the ladder to ‘degrees of tokenism’, (i.e., 146 

‘informing’ and ‘consultation’), and reaching the top rung of full citizen control (i.e., 147 

‘partnership’ and ‘delegation’).  148 

 The general expectation is that PPI in stroke-induced aphasia research 149 

should underpin all stages of the research process, including how study topics 150 

are identified, prioritised, co-designed, conducted, interpreted, and disseminated 151 

[6]. However, McKevitt et al. [12] pointed out that since stroke survivors do not 152 

perceive themselves to be an oppressed group, they have no strong desire to 153 

bring about social change, which deters them from being actively involved in 154 

citizen-controlled PPI research. This finding raises the question of what level or 155 

levels of participation are appropriate and feasible for PWA in stroke-induced 156 

aphasia PPI projects. In the study by Harrison and Palmer, [13] a thematic 157 

analysis on the levels of PPI in stroke research, the authors recommend that prior 158 

to the involvement of people with stroke, researchers should be proactive and 159 

consider how representative of the specific projects the PPI members need to be 160 

and to reduce underrepresentation, whether experiences alone are sufficient for 161 

inclusion, and if PPI members need to have additional professional skills and 162 

training to promote their level of involvement.  163 

 Even though PPI in stroke-induced aphasia research aims at reducing 164 

tokenism by ensuring equal and ethical opportunities for involvement of PWA [14] 165 
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the PPI concept remains problematic. It does not encompass the issues and 166 

complexities of involving patients with persistant communication impairment 167 

and/or other disabilities. In a recent scoping review, Charalambous and 168 

colleagues [15], explored whether PWA after stroke were involved as research 169 

partners in the development of Quality of Life (QOL) and aphasia-impact related 170 

questionnaires given the immediate relevance of both topics to their current 171 

condition. The findings revealed that PPI was mostly consultative in nature with 172 

insufficient or fragmented reporting of PPI contribution levels [16]. One main 173 

reason for placing PWA in a consultative role is because researchers do not have 174 

explicit resources, methodologies, and frameworks on how to train, work and 175 

support PWA throughout the research cycle [15]. Interpreting the findings in 176 

relation to Arnstein’s ladder of citizen participation suggests that researchers 177 

employ tokenistic engagement by predominantly informing PWA about the 178 

research topic and consulting with PWA on the relevance of the items on the pre-179 

established measures and later deciding whether to act upon their suggestions 180 

or not (placation) [11].  181 

 For this study, which is the first part of a three-year PPI project named 182 

“PAOLI: People with Aphasia and Other Lay People Involvement guidelines for 183 

qualitative participatory research in aphasia research”, we aim to explore and 184 

understand the views and perspectives of PWA and stroke towards the demands 185 

of PPI engagement, prior to their involvement with the study. The intention was 186 

to recruit people with stroke and aphasia, with prior experience in research, as 187 

we expected that their involvement with the research process and their living 188 

stroke experience would help them to anticipate the difficulties that PWA and 189 

stroke might face when involved in the PAOLI study. We also wanted to identify 190 
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the kinds of support that would be needed by this group throughout the PPI 191 

process, their desired ways and level of involvement, their personal motivations, 192 

and their expectations of the impact of their engagement on the research itself, 193 

themselves as individuals, and the stroke community at large [6]. 194 

 The aim was to analyse and compare the views and opinions of PWA and 195 

stroke survivors without aphasia (SSwoA) on PPI, to probe the factors that might 196 

hinder and/or promote their active involvement in future PPI projects and to 197 

present their perspectives on the impact of PPI on the research outcomes. The 198 

findings were mapped onto the domains of the International Classification of 199 

Functioning (ICF) [17], framework to determine the impact of the barriers and/or 200 

facilitators to PPI on the individual’s health status, activity, participation enablers 201 

and other personal and environment (contextual) factors that influence the 202 

patient’s level of engagement within the research team. This approach aims to 203 

shift the focus of PPI research attention to the bi-directional and evolving linkages 204 

connecting people with stroke and aphasia to their environment, the research 205 

findings, and the impact of the research on health outcomes and clinical practice.  206 

Methods 207 

Study Design 208 

 This study followed a qualitative approach to investigate the perspectives 209 

of people with stroke and aphasia with regards to their potential involvement as 210 

research partners. Semi-structured interviews were carried out to prompt views 211 

and opinions from people with stroke and aphasia. For this study, the term ‘PPI 212 

partner’ will be used to reflect the constant commitment and engagement of a 213 

person with chronic stoke-induced aphasia thought the research process. The 214 

aim for collaborating with AK as the PPI partner, was to enhance the quality, 215 
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transparency, and consistency of the evidence base for this study by involving 216 

her in all stages of the thematic analysis. Although the PPI approach is secondary 217 

to the thematic analysis, for the monitoring of the PPI partner engagement, we 218 

followed the GRIPP-2 Short Form guidelines [6] (see appendix). 219 

 For the preparation, design, implementation, and analysis of the interview 220 

data the consolidated criteria for reporting qualitative studies (COREQ) 32-item 221 

checklist were used [18]. Previous interview protocols used in aphasia and stroke 222 

research were taken into consideration for the methods employed at the 223 

interviews [19]. The topic guide was developed within the research team in 224 

collaboration with the PPI partner, AK, and was based on GRIPP-2 Guidelines 225 

[6] and the Critical Outcomes of Research Engagement (COREs) questionnaire 226 

[20]. 227 

Research Team 228 

 The research team involved a senior female speech and language 229 

therapist practising in stroke-induced aphasia rehabilitation and research (MC) 230 

who was the primary investigator and collected all the data, a certified speech 231 

and language therapist who was the second data analyst (IT), an experimental 232 

psychologist with experience in thematic analysis (PP) who was involved in 233 

research methodology, data management and analysis and the PPI partner (AK).  234 

 AK is a 32-year-old female, with mild-moderate anomic aphasia who 235 

experienced a stroke 5 years prior to the study. She holds a master’s degree in 236 

Research Methodologies and dropped out of her doctoral studies in Social Care 237 

(University of Sussex) after her stroke event. AK is the Stroke Ambassador of the 238 

Cyprus Stroke Association, and she currently works as a community social 239 

worker under the auspices of the European program “Solidary Network in Action” 240 
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for the Municipality of Nicosia (Cyprus). Her involvement encapsulates the ‘citizen 241 

control engagement level’ [10], that is, from the conceptualization of the research 242 

idea (to ask other people with stroke and aphasia about their opinions), in the 243 

design (semi-structured interviews), for recruitment (she suggested three other 244 

participants with stroke), for the analysis (she was present during the creation of 245 

the thematic matrix meeting), and the dissemination of the study results (she is a 246 

co-author on this paper).  247 

Selection Criteria 248 

 Although PPI does not require prior experience and knowledge of the 249 

research process, the purpose of the sampling was to recruit PWA and SSwoA, 250 

with prior experience in research, that could engage in the discussion on level of 251 

involvement and could anticipate the pragmatic issues around PPI while having 252 

a chronic condition. Having previous experience in PPI projects was not an 253 

inclusion criterion for this study and the interviewer was blind to such information. 254 

The inclusion criteria for this study were as follows: (1) to have 255 

experienced a stroke, (2) to be in the chronic stage of stroke (> 6 months post-256 

stroke) (3) to speak, understand, read, and write English post-stroke (4) to be 257 

socially active as confirmed from case history (5) to have at least one academic 258 

qualification, and (6) to have had previous research experience, either as a 259 

student or as a researcher. An additional inclusion criterion for PWA was to show 260 

evidence, from case history interview, of mild-moderate chronic aphasia. People 261 

with stroke and aphasia were excluded if they experienced comorbidity with 262 

additional conditions e.g., dementia, cancer, other degenerative diseases etc. 263 

 The Aphasia Severity Rating Scale (ASRS), of the Boston Diagnostic 264 

Aphasia Examination (BDAE) [21] was used to rate the severity of the observed 265 
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language difficulties (cut-off score 4/5). Spontaneous speech samples were 266 

elicited during a 15-minute semi-structured interview that comprised of four 267 

topics: the illness, previous/current occupation, family and housing, hobbies [22]. 268 

Aphasia severity was assessed by the interviewer using the ASRS to allow a 269 

classification based on fluency and intelligibility. Scores on the ASRS range from 270 

0 to 5, with 5 indicating very mild aphasic symptoms (‘minimal discernible speech 271 

handicap’) and 0 revealing very severe non-fluent aphasia (‘no usable speech or 272 

auditory comprehension’).  273 

Participant Recruitment  274 

 Since PPI is now used in studies worldwide, geographical diversity was 275 

achieved by recruiting participants from various organisations that engage in 276 

stroke and aphasia research across Europe. Specifically, participants were 277 

recruited from the Cyprus Stroke Association (n= 4), the French Association S’ 278 

Adapter- AVC et Aphasie (n= 1), the Portugal AVC Stroke Association (n=1), the 279 

Norwegian Stroke Association (n=1) and via a snowball effect as the PPI partner, 280 

AK, suggested two people with stroke from the Stroke Alliance for Europe 281 

consortium who proposed another one (n=3). Participants were recruited over a 282 

3-month period (October-December 2020). 283 

 The main researcher MC provided participants with written information 284 

prior to the interviews about the study and the participants involvement. 285 

According to the guidelines of Kagan and Kimelman [23] informed consent was 286 

received from people with aphasia after all information were provided in an 287 

accessible way to promote comprehension [24]. Consent forms (see 288 

supplementary material) were sent electronically to all participants via email and 289 

the interview process began as soon as participants had signed and returned 290 
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their informed consent forms. Interviews were audio and video recorded upon 291 

consent.  292 

Participants 293 

 Eight people with chronic stroke, four with concomitant aphasia and four 294 

without, met the inclusion criteria and gave written consent to participate. 295 

Participants were aged between 27 to 70 years old, with a range of education in 296 

years between 15 to 22 years. All participants had completed a research project 297 

during their studies or work commitments prior to the stroke event. Specifically, a 298 

participant with aphasia (J.J) was the primary investigator in several research 299 

projects throughout his academic career and two SSwoA (M.M & V.V) are 300 

currently the primary investigators in research projects in their perspective fields. 301 

The remaining participants were familiar with research process because of prior 302 

experience for the completion of their thesis while studying at university. All 303 

participants had right hemispheric stroke, were discharged from rehabilitation and 304 

were actively involved in the community. Participants with aphasia had received 305 

speech and language therapy intervention in the past and were currently active 306 

in aphasia communication groups. The demographic characteristics of all 307 

participants are shown in Table 1. 308 
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Pilot Interviews 378 

 The topic guide was pilot tested with the PPI partner AK, in practice 379 

interviews with the primary investigator MC. Due to the complexity of the subject, 380 

PPI partner AK suggested to pilot again with a second person with aphasia who 381 

did not participate in this study. Two questions were excluded because of 382 

similarity in content and/or ambiguity. 383 

Data Collection  384 

 The primary investigator MC conducted in-depth semi-structured 385 

interviews with all participants during a three-month period. From the start, an 386 

agreement between the interviewer and each interviewee was reached for the 387 

exact date and time at which the interviews would take place. The interviews were 388 

conducted via the online platform of Zoom. The first communication was via 389 

email. Specific instructions were provided to the interviewee to eliminate possible 390 

interruptions of the video call procedures (i.e., be in a familiar and comfortable 391 

environment, reduce environmental sound etc.). These were followed and 392 

maintained throughout the interview. MC monitored for signs of fatigue, emotional 393 

distress, and participants were encouraged to take breaks whenever required.  394 

 The main researcher MC employed a flexibility in the methods of the 395 

interviews to promote maximal inclusion for participants with communication and 396 

language challenges after stroke. Both the researcher and the participants were 397 

actively involved in composing meaning via dialogue. Following the constructivist 398 

paradigm as described by Guba and Lincoln [25], the personal views and 399 

subjective opinions of the participants originated from co-construction via online 400 

interaction and dialogue rather than from residual experiences [19]. 401 
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 The interviews were on average of 50 minutes duration and were 402 

conducted in English as both the interviewer and the interviewees were 403 

bilinguals. The interview began with a general discussion to explain the research 404 

procedure, gather personal history data, and build rapport. A smooth transition 405 

from pre-established open-ended questions to more specific ones was performed 406 

for easier categorisation of the qualitative data and reduction of bias. Since 407 

having previous experience in PPI was not compulsory for this study, broad 408 

questions assisted in initiating the discussion such as: “Have you ever heard of 409 

studies with Patient Involvement as researchers?”, “Would you like to be involved 410 

in research as a partner? and in what way?”, “Why is important for you to be 411 

involved as a research partner?”, “In what stage of the research process would 412 

you like to be involved?”, “To what extent would you like to be involved?”, “How 413 

could the research team support you with written materials?”, “How could the 414 

research team support you with discussions?”, “How can you be involved in 415 

dissemination?”, “How do you think your involvement could influence the 416 

research outcome?”, “How will your involvement impact you as a person?”.  417 

 Additional supplementary questions to allow scaffolding were: “Do you 418 

prefer study materials to be simplified and written in a common/plain language?”, 419 

“How do you manage situations where you find it challenging to follow group 420 

discussions?”, “What kind of support would you need while reading complex 421 

paperwork?”, “Do you travel for meetings?”, “What is your main challenge after 422 

your stroke?”, “Do you think is important for other people with stroke and aphasia 423 

to know a study’s outcomes?”. The topic guide facilitated semi-structured 424 

interviews without fixed sequencing or wording and used non-directed open 425 

questions where possible, allowing for scaffolding, including binary choice 426 
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alternatives and yes/no questions where necessary. Scaffolding also included 427 

providing examples of what other people with stroke and aphasia had said in 428 

early interviews. This structure allowed MC to provide explanatory questions if 429 

needed. During the interviews, clarifications were made by the researcher when 430 

needed, so that participants could understand the content of the question and 431 

provide the necessary answers. The interviewer, MC, used strategies suggested 432 

by the PPI partner, AK, to ensure that significant others did not speak for 433 

participants with aphasia or interfere during the interview. Examples of her 434 

suggestions are as follows: “if the person is searching for a word, do not try to 435 

complete their sentence or suggest a word unless they specifically ask you”, “if 436 

the person starts to struggle in the conversation, do not interrupt and give them 437 

a chance to respond at their own pace”.  438 

 When the interviews were completed, the recorded videos were 439 

transferred to researcher IT for transcription. All data were transcribed verbatim 440 

by IT and were reviewed by MC. Before initiating the thematic analysis, an online 441 

meeting between the two experimental psychologists experienced in thematic 442 

analysis (author PP & colleague) and the two researchers (MC & IT), was 443 

performed to discuss the principles and methodology of the thematic analysis.  444 

Data Analysis 445 

A thematic analysis was performed to gather and analyse a large quantity 446 

of information from participants into a meaningful account [26] following Braun 447 

and Clarke’s [27] 6-step framework:  448 

Step 1 ‘Familiarizing yourself with the data’: The recorded data were 449 

viewed several times by both MC and IT (inter rater reliability).  Over a period of 450 

three weeks all verbal data were transcribed into scripts and MC revised the 451 
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transcripts again while watching each video separately (test retest). Later, all 452 

transcripts were again reviewed by MC and IT independently (intra evaluator 453 

coherence) and the final version of the transcripts was drafted. Non-verbal 454 

behaviours and cues (for example voice tone and volume, pauses, gestures, 455 

facial expression) pertinent to the research questions were documented in a 456 

separate file.  All identifiable information was removed at transcription and 457 

participants were assigned random initials.  458 

Step 2 ‘Generating initial codes’: IT and MC proceeded with the initial 459 

generation of the raw codes. Codes are defined as a feature of the data that refer 460 

to “the most basic segment, or element, of the raw data or information that can 461 

be assessed in a meaningful way regarding the phenomenon” [p.63: 27] e.g., 462 

‘wheelchair’, ‘communication buddy’, ‘fatigue’. After initial code generation, the 463 

two researchers MC and IT had a face-to-face five-hour meeting with the 464 

experimental psychologist experienced in thematic analysis (author PP) and the 465 

PPI partner AK to initiate and monitor Steps 3, 4 and 5. 466 

Step 3 ‘Searching for themes’: all codes with similar meanings were 467 

represented graphically in categories as discussed by each group. After codes 468 

were grouped into categories, sub-themes and finally themes emerged. A theme 469 

is defined as a word or a phrase that describes and summarizes the core point of 470 

a consistent and coherent idea patterned in the data [27] e.g., Restrictions. In the 471 

present study themes focused on the participants’ implicit ideas, perceptions, and 472 

views on their potential involvement in PPI research.  473 

Step 4 ‘Reviewing themes’: all initial themes were identified, examined, 474 

and differentiated to observe whether there was a connection between the data 475 

within the themes, while the differences between the topics were apparent to all 476 
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four members of the research team. Themes were refined as part of an iterative 477 

process and consensus was reached between the four researchers (MC, IT, PP 478 

and AK). The final themes were then organized into a matrix, following a bottom–479 

up approach, to generate a thematic map that represented the important 480 

information relayed in relation to the research questions.  481 

Step 5 ‘Defining and naming themes’: the selection of the names was 482 

dependent on the content and meaning of each theme. Again, all researchers 483 

concluded on names after consensus was reached. Finally, the thematic matrix 484 

with key themes, subthemes, and categories, was completed. When data 485 

analysis was completed, author MC proceeded with step (6) ‘Write-up’. See 486 

Figure 1 for the flowchart of the thematic analysis process. 487 
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 488 

Fig. 1 Flowchart of the thematic analysis processes 489 

 490 

Rigor  491 

Since qualitative analysis is becoming increasingly recognised and valued 492 

in research, it is vital that it is completed in a rigorous methodological manner to 493 

create meaningful results [28]. For this study the following strategies were 494 

employed to enhance the fidelity of the data: (1) pilot interviews were conducted 495 

which were evaluated within the research team, and ensured that the selected 496 

questions were accessible to PWA and lacked ambiguity [29, 30], (2) two online 497 

meetings took place to monitor the methods and procedures of the thematic 498 

analysis, (3) all transcripts were reviewed multiple times independently (test 499 
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retest and for intra rater agreement) and (4) a face-to-face meeting took place to 500 

monitor the data analysis and interpretation. 501 

Results 502 

 Initially, 122 codes were identified from the transcripts. Researchers MC 503 

and IT shortlisted the codes to 112. During the analysis, the bottom – up approach 504 

was used, starting from codes (n=112) to categories (n=45), from categories to 505 

subthemes (n=16), and finally to key themes (n= 4) to result in a thematic matrix 506 

(see Figure 2). 507 

 508 

 509 

 510 

 511 

 512 

 513 

 514 

  515 

 516 

 517 

 518 

 519 

 520 

 521 

 522 

 523 

 524 

 525 

 526 

 527 

 528 

 529 

 530 

 531 

 532 

 533 

Fig. 2 The thematic matrix with themes (n=4), subthemes (n= 16) and categories 534 

(n=45). *Discussed only by PWA 535 

 536 

The four key themes were discussed by all participants. However, six 537 

subthemes (n=6) were discussed only by PWA: (1) ‘Individualism’ and (2) 538 

‘Motivation’ from the Involvement theme, (3) ‘Contextual Support’ and (4) ‘Third 539 



 20  

Party Support’ from Support theme, (5) ‘Contribution to Dissemination’ and (6) 540 

‘Review Researcher - Participant Relationship’ from the Impact theme. Both 541 

groups mutually discussed 10 subthemes, with no subthemes discussed by the 542 

SSwoA group exclusively (see Figure 3). 543 

 544 

 545 

 546 

 547 

 548 

 549 

 550 

 551 

 552 

 553 

 554 

 555 

 556 

 557 

Fig. 3 The subthemes (n=16) as discussed by both groups and by the PWA group 558 

only. 559 

 560 

For each group, individual categories have been represented in a section 561 

of the Venn Diagram. The categories discussed by each group individually and 562 

those discussed in common that resulted from the thematic analysis (see Figure 563 

4).  564 

 565 

 566 

 567 
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 568 

 569 

 570 

 571 

 572 

 573 

 574 

 575 

 576 

 577 

Fig. 4 A Venn diagram reporting the categories discussed by PWA and SSwoA 578 

separately and together 579 

 580 

The four themes 581 

 Four key themes emerged from the thematic analysis as follows: 582 

Restrictions, Involvement, Support, and Impact. Restrictions describes 583 

participants’ opinions about the difficulties they face after stroke that might 584 

prohibit their active engagement in the research process. Involvement portrays 585 

the ways in which participants would like to be included as members in the 586 

research team, whereas Support reports the approaches/methods that 587 

participants suggested can facilitate their active involvement and self-588 

management throughout the research process. Finally, Impact reflects 589 

participants views on how they consider their involvement would benefit the 590 

research itself, but also the stroke and aphasia community.  591 



 22  

 It is important to mention that most participants (except I.I) responded 592 

negatively to the first question of the interview “Have you heard about studies 593 

with patient involvement as researchers?”. Most participants were surprised by 594 

the opportunity of such a methodological approach in health research. This 595 

observation is of high significance to researchers as it stresses the importance of 596 

raising awareness around PPI prior to patient partner recruitment. Even though 597 

most of the participants had some experience with research, either due to their 598 

professional occupations (researchers) and/or academic studies, they all 599 

requested a brief explanation from the primary investigator, MC, on the 600 

characterization of PPI and how it is reported in recent studies. Once MC 601 

provided examples of PPI in recent cancer and dementia studies [31, 9], 602 

participants began to be engaged with the interview topic. Both groups (PWA & 603 

SSwoA) discussed the importance of sharing personal ‘lived’ experiences post 604 

stroke with the rest of the research team to promote ‘realistic’ and ‘pragmatic’ 605 

research [32, 33]. 606 

 607 

Theme 1 Restrictions 608 

 The Restrictions theme includes participants’ opinions on the constrains 609 

and barriers they might face as PPI members of a research team, due to either 610 

their difficulties with communication and mobility, or other stroke-related health 611 

issues (see Table 2). 612 

 613 

 614 

 615 

 616 

 617 
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Table 2 Theme 1 results on ‘Restrictions’ with subthemes, categories, and examples 618 

Theme Description 
Restrictions The kind of difficulties that make engagement in research challenging 

 
Subthemes Categories Participant testimonies 
 
Social 
Participation 
(3) 

 
Poor Relationships 
(3) 
Social Isolation (2) 

 
[I.I] “Like…And there were many people that tell me 
things like…. that I did not call you because I thought 
you could not speak…” 

 
Difficulties 
(6) 

 
Writing Difficulties 
(5) 
Slow Reading (3) 
World Finding 
Difficulties (3) 
Stuttering (1) 
Swallowing 
difficulties (1) 

 
[L.L] “For example, when I write email, maybe it's a 
simple email 2 sentences or 5 sentences. And then I 
have to reread, reread, reread. And I have [short 
pause] write down the few words. The one sentence, 
if it's short sentences [short pause] long sentences 
[…]  I can write it but i i can i need to reread, reread, 
reread, reread, and I send my documents also my the 
mother of my girlfriend. And she checked the words 
the sentence. I guess I I have problem... I know, I 
know, don't have problems with sin… syntax. But 
when I write long sentence.” 
 
[A.A] “ I having difficulty in participating in the group 
when writing something […] Yes yes.. eehh okay and 
if it’s a difficult, for example article, I can read them 
but I will need much more time”. 
 
[L.L] “ [Discussing about group engagement] there is 
two problems. My aphasia and also my [short pause] I 
can say it in French [short pause] (Participant raises 
his hemiplegic hand to the screen)”. 
 
[J.J] “[..] but you have just to know, that I'm not very 
good with typing. So, for me to return an email, maybe 
takes a day or two”. 
 
[V.V] “When in a group you and you can’t remember 
the name of this also, or the name of this intellectual 
or precise things like this and its challenging…”. 

 
Commuting 
(2) 

 
Restrictions in 
Driving (1) 
Traveling Limitations 
(2) 

 
[M.M] “I haven’t travelled yet, and I don’t know if I 
would ever can do it [long pause] I don’t know, it’s 
difficult, I need support.”  
[C.C] “I cannot take the car…nor the bus. It takes time 
[long pause] tired. Maybe do meetings online”’. 
[A.A] “I need someone to take me to places..with 
aphasia is difficult to drive [short pause] home visit is 
better for research”. 

 
Other 
restrictions 
(6) 

 
Time management 
(6) 
Health (4) 

 
[L.L] “And I don't think that I will be a partner [short 
pause] fully, fully, because my work and my work my, 
my [short pause] time.” 
[M.M] “Time is always an issue. You see I have my 
lectures, research and family also. Maybe not full-time 
research partner”. 
[V.V] “I think what is very difficult to me to be in group. 
I had the stroke when I was 40 and my kids were kids. 
And so, when I came back I was lucky that I had very 
light consequences, but I have to manage somehow 
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my real state of fatigue. It’s difficult to attend long 
meetings... it makes me more tired”. 
 

Note: In parenthesis is the number of participants that reported on each subtheme and subcategory 619 

 620 

A significant topic under Restrictions were the communication difficulties 621 

because of stroke discussed equally by PWA and SSwoA. Specifically, SSwoA 622 

referred to acquired stuttering, difficulties with swallowing and writing challenges 623 

due to hemiplegia whereas PWA were focusing on the impact of aphasia. PWA 624 

explained their current communication difficulties across language modalities, 625 

and how their poor communication skills led to high risk of social isolation, and 626 

poorer social relationships and therefore low engagement with the PPI team. 627 

Also, PWA supported the view that their communication and language difficulties 628 

might pose a barrier to their contribution as research partners.  629 

Moreover, participants discussed the issue of commuting as their 630 

reluctance to travel to other cities or countries for research purposes mainly 631 

because of low confidence in travelling alone or unattended. Likewise, time was 632 

an issue discussed extensively as stroke survivors felt unable to devote 633 

themselves entirely to research, due to personal and professional obligations. 634 

Additional limitations regarding their health were examined by both groups. 635 

Specifically, participants argued how hemiplegia, aphasia, depression, and 636 

fatigue, in combination or solely, could challenge their capacity to partake in the 637 

research team.  638 

Theme 2 Involvement  639 

The second theme Involvement emerged from the views of all PWA and 640 

two SSwoA on the reasons and the ways they would like to be included in the 641 

research team as partners (see Τable 3). 642 

 643 
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Table 3 Theme 2 results on Involvement with subthemes, categories, and examples 644 

 645 

Theme Description 
Involvement The preferred levels and ways of involvement during the research 

process 
 

Subthemes Categories Participant testimonies 
 
Priorities (2) 

 
Quality of life (1) 
Walk (2) 
Physiotherapy (1) 

 
[A.A] “Life with a stroke is difficult, and with aphasia 
[long pause] I want better quality in my life [long 
pause] let people know.” 

 
Intensity of 
involvement 
(4) 

 
Involvement in all 
stages (4) 
During participant 
recruitment (3) 
Dissemination 
events (4) 

 
[A.A] “I want In the interviews, groups in research, do 
questionnaires, things like that..I can also invite C.. 
can also join the team”. 
 
[G.G] “From beginning... until the end  
(Participant nods head for confirmation)”. 
 
[I.I] “I can tell people from my group to join the team”. 
 
[J.J] “I can send to my French aphasia group… your 
research the, the questionnaires also, the results”. 

 
Individualism 
(4) 

 
Personal 
Experience (3) 
Tailor made 
research (3) 

 
[A.A] “ It will be helpful for the groups, aphasia groups, 
and to support the aphasia, aphasia group. For 
example, [short pause] let’s say you have a question, 
and they (the researchers) will tell their opinion and us 
our experience [short pause] they will improve the 
research question” […]  Questions will be real, 
because people with the aphasia will be asking the 
question, and they know why they are asking”. 
 
[J.J] Involved, that can bring something to the people 
with aphasia. It… ammm… making it easier for them 
to communicate? The… Yeah, sort of… I'd like to be 
involved…So that I can help them with whatever the 
problem is… a bit communicate, a bit the family, a bit 
at the workplace, whatever it maybe hopes to 
contribute a little bit to”. 
 
[I.I] I think in some in some researchers, they do that 
(the PPI) and that's fantastic. Because it's completely 
different to understand the things or the person's point 
of view that knows exactly what they feel and also for 
the persons that are answering. If they feel 
understood, they open more. So some studies… some 
studies in health area do that, but not many. Not many 
that I know not that I'm aware”. 
 
[C.C] “Questions will be real because people with the 
aphasia will be asking the question [short pause] and 
they know why they are asking [short pause] and they 
know that everybody else with aphasia will 
understand….”. 

 
Motivation 
(4) 

 
Move forward (3) 
Joint publication (1) 
New challenge (1) 

 
[A.A] I have one stroke in my life, and I would like to 
move forward. But myself…I will move forward…I 
would like to be more focused in stroke and aphasia 
research.”[…] “Experience. You will have more 
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Get in touch with 
research (3)  
Make new 
connections (4) 

experiences. Compared with the ones who are not in 
these things.”   
 
[C.C] “It is important …eem…yeah. I mean it’s… yeah 
I’m okay… I’m… I think so. It is actually challenging to 
be in research”. 
 
[L.L] […] “And also, I would like to be more in research 
for stroke and aphasia. I don't know why, but [long 
pause]” (Participant raises both shoulders up)[…] 
“Because I was in Erasmus, I have friends all over 
Europe and I would, I would like to be more in touch 
with the research. I would like to be part of a 
European team” […] I would like to [short pause] go to 
see it and I would like to make connections for the 
aphasia groups.” 

 646 
Note: In parenthesis is the number of participants that reported on each subtheme and subcategory 647 

 Under the Involvement theme participants argued that their intervention 648 

within the research team would be beneficial to guide the research questions 649 

towards the realistic needs of stroke and aphasia communities. Specifically, PWA 650 

discussed individualism and how through their real-life experiences, this will 651 

facilitate the formulation of specific questions and tailor-made research. With 652 

regards to the intensity of their involvement, participants stated that they wished 653 

to be involved in all stages of the research, from recruitment to dissemination 654 

since they have access to stroke and aphasia support groups. Finally, PWA 655 

stressed the importance of having a personal motivation to move forward, 656 

contribute to a research publication, experience a new challenge, get back in 657 

touch with research, and expand their social circle by making new connections 658 

with other people with stroke and aphasia. 659 

Theme 3 Support 660 

 The third theme Support which involves opinions and views about the 661 

support mechanisms that will promote meaningful PPI within the research team 662 

was discussed by all PWA and one stroke survivor without aphasia (see Table 663 

4). 664 
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Table 4 Theme 3 results on Support with subthemes, categories, and examples 665 

Theme Description 
Support The support required for active and collaborative involvement 
 
Subthemes 

 
Categories 

 
Participant testimonies 

 
Technological 
Support (3) 

 
Online meetings 
(2) 
Communication via 
email (3) 
Computer 
assistance (3) 
Speech recognition 
software (1) 

 
[G.G] “For example if we are deciding that we are 
going to do a questionnaire, do it online. Yes? 
Because it's different countries is difficult…. So we are 
not travel and we cannot meet. So we're doing online 
meetings.” 
 
[C.C] “We can communicate with email. So I have time 
to respond, think and write.” 
 
[L.L] “It's difficult to write…. I can write with my left 
hand. And, indeed. But it's more difficult. But I can 
write by computer”. 
 
[J.J] “Because of the D.D program that that I have. 
With which, by the way, I used to do all the lectures 
and so on [short pause]. D.D is a speech recognition 
program. And it's a bilingual program. And so, it's 
always with English, English, German, English, 
French, English, Greek, and so on. And I dictate to the 
program […] the computer then types the text into the 
file”. 

 
Contextual 
Support (3) 

 
Reading quietly (1) 
Simplified text (2) 
Bullet points (1) 
Accessible format 
(2) 
Translate online (1) 

 
[A.A] “I can read it slowly slowly, I mean quietly, and I 
use a highlighter and if I find difficulties, my mum or 
dad help me out to understand them or my siblings”. 
 
[J.J] “Yes, short sentences would be easier for me.” 
 
[L.L] “I can read. I can read without the images, the 
pictures. I can have a pattern that I would… that 
someone can help. I would like to…It's also difficult for 
me to understand in English. For me it's more or less 
bullet points”. 
 
[C.C] […]“Pictures and simple words is help in the 
text.” 
 
[A.A] “Emm when a find a word is unknown, I will 
search for it and I find its translation in Greek or 
English, online with a computer”. 

 
Third party 
Support (4) 

 
Communication 
partner (2) 
Family member (2) 
Between PWA (1) 

 
[C.C] “I would like to be with someone with the English 
very good to help me with the team […] like the student 
in the aphasia group [short pause]  to help with the 
group things to do in the team”. 
 
[L.L] “I can write it but I I can I need to reread, reread, 
reread, reread, and I send my documents to my father, 
my girlfriend, my sister [short pause] to examine” 
 
[A.A] “People with aphasia can help other people with 
aphasia to understand and speak in the team”. 
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Note: In parenthesis is the number of participants that reported on each subtheme and subcategory 666 

Participants discussed the need for constant Support to regularly attend 667 

face-to-face meetings due to their persisting difficulties with mobility, 668 

transportation, and communication. To reduce travel expectations, they 669 

suggested online meetings and communication via email. They also expressed 670 

that further technological support would be needed to promote functional 671 

communication such as the use of applications for direct messaging and 672 

communication related software. Moreover, PWA revealed the ways in which 673 

they can be facilitated to understand the research process with written material 674 

such as simplified text, bullet points, and the addition of pictures in line with the 675 

text. Additionally, PWA argued the need for constant third-party support from a 676 

communication partner, a family member or between PWA. 677 

Theme 4 Impact 678 

Finally, the fourth theme Impact was discussed by all participants. This 679 

theme included participants views regarding the impact they consider their 680 

involvement would have on the research outcome and for the stroke and aphasia 681 

community (see Table 5). 682 

Table 5 Theme 4 results on Impact with subthemes, categories, and examples 683 

 684 

Theme Description 

Impact The Impact of their involvement and who it benefits research 
 
Subthemes 

 
Categories 

 
Participant testimonies 

 
Contribution 
to 
dissemination 
(3) 

 
Promote real life 
priorities (3) 
Spread the word 
via support 
organizations (3) 
 

 
[M.M] “Involved, that can bring something to the people 
with aphasia. It [short pause] making it easier for them 
to communicate. Then yeah, sort of I'd like to be 
involved [short pause] so that I can help them with 
whatever the problem is a bit communicate, a bit the 
family, a bit at the workplace, whatever it maybe hopes 
to contribute a little bit to.” 
 
[L.L] “Yeah yeah. Communications. But I would like to 
say it’s difficult for me and us in France. If you don’t 
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speak English [short pause]” […] “I can send to my 
French aphasia group [long pause] to tell them.”  
[J.J] if you invite me in conference or in workshop, I can 
either European one or French one, to explain the 
study”. 

 
Influence and  
Empowering  
Stroke  
Community 
(4) 

 
Improve QOL of 
people with stroke 
and aphasia (3) 
Living with stroke 
and aphasia (3) 

 
[J.J] Improve the life of those living with the 
aphasia…that's the most important thing .. the outcome 
is so important for the people who have strokes and so 
on”. 
 
[I.I] “I feel… I'm happy to do anything that can help 
people to understand the difficulties that persons with 
strokes or aphasia have, it's very important that other 
persons understand the difficulties and understand a 
little bit more about aphasia, so that people would noy 
want to be so isolated.” 

 
Raise  
Awareness (2) 

 
Lack of education 
(2) 

 
[I.I] “Even health care professionals don't understand” 
[…] “That [short pause] worries me very much is how 
much [short pause] lack of information professional 
health have [short pause] because I was I was 
Intensive Care Nurse. I was in the top I should know 
everything, and I didn’t [long pause].” 

 
Improve  
Outcome  
and Impact (5) 

 
Differentiate 
Outcome (4) 
Generate real life 
results (4) 

 
[V.V] “I think aphasia is one of the hardest difficulties 
that people can have. And it's also one of the 
difficulties that isolate more the stroke survivors, 
especially the young ones. And, and I've been trying to 
call attention in the hospital about that, because…they 
are quiet, and they stay at home. And I think is one of 
the hardest sequels that persons can have. Because 
then they cannot express. So, it's really hard. So, it's… 
I'm very happy if we are doing something in that area.” 
 
[J.J] “Real results from life… Yeah, that's, that's for 
sure… that's for sure. And I really hope that people are 
going to read it afterwards. Understand and change 
things…”. 
 
[A.A] “Results will be different…people will ask the 
questions, so real outcomes. Will have more real 
outcomes”. 
 
[C.C] “My part [short pause] it will have more 
experiences and more quality than…Yes research will 
have different and real result [short pause] better 
quality after.” 

 
Review  
Researcher  
Participant 
Relationship  
(1) 

 
Passive Subject 
(1) 

 
[C.C] “So I remember... because I was doing my myself 
for another research. I knew very little [short pause] 
and I have to give my consent that of course my data 
could be used for research material and just [long 
pause] I felt that I was [long pause] I was in an object in 
a study if you wish, so I didn’t feel that I was the agent 
in that [short pause]. I mean it was fine with me but, 
this is how I conceived the relationship between 
researcher and the patient. The patient is somehow by 
definition passive, I guess.” 
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Note: In parenthesis is the number of participants that reported on each subtheme and subcategory 685 

Under Impact participants argued that their contribution to the research 686 

process will positively affect the Dissemination of the results to stroke 687 

communities due to their role as patient representatives. However, they stated 688 

that it might be challenging to disseminate research results to local stroke and 689 

aphasia societies since most research is written in English, a non-dominant 690 

language in their countries. Likewise, participants discussed the Impact of such 691 

an inclusive PPI partnership research model on the stroke and aphasia 692 

community in terms of positive influence and empowerment. They also debated 693 

the lack of education around stroke and aphasia, the wish to raise public 694 

awareness and for health professionals to promote successful living with stroke 695 

and aphasia. To improve outcome and research impact participants discussed 696 

that their involvement would generate real life results due to their original 697 

contribution. Lastly, a participant with aphasia emphasised the passive role of 698 

patients as subjects in research studies and discussed a must-needed change in 699 

the power dynamics of the patient-researcher relationship with the addition of 700 

patient partners in research teams.  701 

Discussion   702 

 This study, which to our knowledge is the first attempt to investigate the 703 

views and perspectives of people with chronic stroke, with and without aphasia, 704 

around potential involvement in PPI projects. All eight participants were 705 

experienced in research prior to their stroke, although this is not mandatory for 706 

participation in PPI studies. The anticipated challenges of active PPI in stroke 707 

and aphasia research and the support mechanisms that would promote the 708 

active, collaborative, and independent involvement of people with communication 709 
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and/or physical and sensory impairments after stroke at the level of ‘citizen-710 

control’ were reported. Finally, the results magnify the research impact of PPI for 711 

end users, the study itself as well as the stroke and aphasia community at large. 712 

Similarities between PWA and SSwoA 713 

 The findings of this study revealed that both groups contributed similar 714 

responses to the research topic guide, with little variation from PWA. Although 715 

none of the participants were familiar with the term PPI or had any previous 716 

experience, they all stated an interest in becoming involved in PPI studies under 717 

certain conditions. Both groups acknowledged the importance of the PPI 718 

partnership in stroke and aphasia studies as means of generating meaningful 719 

results. The most identified themes included information on how restrictions in 720 

mobility, barriers to transportation, communication difficulties and other health 721 

limitations are factors that hinder the frequency and intensity of their involvement. 722 

Participants from both groups stressed the importance of a robust support system 723 

within the research team governance, to encourage co-produced PPI research at 724 

the level of citizen-control. 725 

 The key theme Support incorporated additional strategies recommended 726 

by the participants on how they could be effectively supported by the researchers 727 

within the research team in managing reading, writing and group discussions. 728 

Both groups also discussed the issues related to the profound symptoms of 729 

stroke under Restrictions and how motor and communication difficulties pose 730 

barriers to their motivation for synergistic engagement within the research team 731 

[13, 34, 35]. Restrictions in commuting and time-management factors were also 732 

discussed. This was also true in the Harrison and Palmer [13] study where 733 
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participants mentioned that distance and restrictions in travelling due to motor 734 

and access difficulties, restricted the frequency and intensity of their physical 735 

presence and hence overall involvement in the meetings of the research team. 736 

Time restrictions due to personal and professional engagements were similarly 737 

evident in the Harrison and Palmer [13] study where participants stated that 738 

during the active period of the study, they did not have enough spare time to get 739 

sufficiently involved. Thus, it is important that researchers explain to patient 740 

participants, before their involvement about how they will be safely transported to 741 

the research venue on every occasion and how they will be financially supported 742 

to use personal vehicles or transportation [36, 37]. Also, to eliminate the ‘burden’ 743 

of being involved in time consuming studies the research team should determine 744 

mutually agreeable timetables and research agenda timelines before the 745 

commencement of the research. 746 

Similarly, the issues around Involvement discussed by both groups, 747 

highlighted how their acquired communication difficulties, beyond aphasia, 748 

impacted their social interaction skills which can impose on the collaboration 749 

process within the research team. Such difficulties can be monitored by 750 

encouraging PWA to attend weekly stroke and aphasia support groups that 751 

promote social connectedness and improvement of communication skills [38]. 752 

Different methodological approaches used in support groups such as learning 753 

events, personal stories, conversation strategies, and patient narratives can be 754 

used to foster communication skills practice and active engagement [39, 1]. 755 

Finally, prior to the recruitment of patient partners, researchers should proceed 756 

with a one-on-one meeting with each potential patient partner to build rapport, 757 

briefly explain their commitments and obtain a detailed medical history. Such an 758 
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approach would enable researchers to be proactive and create an inclusive and 759 

positive research environment for PPI.   760 

Differences between PWA and SSwoA 761 

 Differences between the two groups emerged during a deeper analysis of 762 

the data. They highlighted individualism, the uniqueness of each person with 763 

stroke-induced aphasia, and the need to share personal perspectives and 764 

experiences about the impact of the loss of communication within the research 765 

team, as these are topics often ignored by researchers [40]. The results are in 766 

line with the evidence from other clinical populations that have communication 767 

impairment and difficulties with access to research involvement, for example, 768 

people with complex speech and motor disorders [41]. Discussion on motivation 769 

also emerged from the PWA group. PWA were able to identify several types of 770 

motivational factors to promote their involvement as follows: 771 

• establish new links to the stroke society by making new connections with 772 

other people with stroke and aphasia 773 

• extend on their previous research work   774 

• get in touch again with known past researchers  775 

• participate in a joint research publication 776 

• acquire a deeper understanding of their condition 777 

• move forward in terms of personal development by taking on the challenge 778 

of collaboration in PPI projects.  779 

We also report participants’ testimonies that reveal socially motivated 780 

behaviour to engage in PPI studies, to raise stroke and aphasia awareness, not 781 

only in the stroke community but also in the public and the medical society.  782 
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 Participants with aphasia also stressed the necessity for constant third-783 

party support, i.e., communication partners and engagement from various 784 

facilitators to manage verbal and written content within research consortiums. 785 

Since all participants with aphasia were actively engaged in aphasia 786 

communication support groups, they could anticipate the value of communication 787 

partners as part of the research team. The recruitment of communication partners 788 

and facilitators such as healthcare students and trained volunteers [42, 43, 44] is 789 

warranted to avoid the risk of being tokenistic within the team. It is suggested that 790 

potential patient partners with aphasia be recruited from aphasia communication 791 

groups, as they are familiar with communication partner practices, are acquainted 792 

with group interactions and are more likely to express their individual needs and 793 

views during the research process.  794 

 People with aphasia also advocated for various communication facilitators 795 

under technological support to enhance the conventional methods of 796 

engagement such as speech recognition software, technological aids etc. They 797 

suggested information on contextual support such as use of simplified text, 798 

pictures, and infographics in written material which supports previous research 799 

on accessible material for people with aphasia [24]. Additional training sessions 800 

on accessible research vocabulary, design, and methodology before the initiation 801 

of the study [45] are recommended. Any such facilitators or compensation 802 

strategies should be defined, prepared, and monitored by researchers before 803 

patient groups become involved with the research process. Finally, PWA 804 

expressed the wish to be part of the dissemination process that could be realised 805 

via access to their stroke and aphasia support groups. They purported to be in a 806 

better position to communicate research findings and terminology in a less 807 



 35  

complicated manner that peers with aphasia and communication challenges 808 

would appreciate. The importance of contextual and third-party support was only 809 

stressed by PWA as a prerequisite for active engagement (citizen- control level 810 

of Arnstein’s ladder). Finally, a critical key point discussed by the PWA group was 811 

the participant-researcher relationship. This emerged from a participant’s 812 

negative experience of being a passive subject in a study following her stroke. 813 

This area puts into question the traditional role boundaries, raises multiple ethical 814 

dilemmas and methodological challenges in qualitative and experimental 815 

research for people with communication impairments [2] and stresses the 816 

important topic of participation and power equalization in the patient-researcher 817 

relationship [32].  818 

The factors that hinder or promote the active involvement of PWA and 819 

SSwoA 820 

 The factors that hinder or promote the active involvement of PWA and 821 

SSwoA have been identified and are presented in tables 6 and 7. Specifically, 822 

the factors that might hinder active engagement in potential PPI studies are 823 

mostly related to communication and commuting difficulties, poor social 824 

participation, and stroke related health issues (see Table 6). 825 

Table 6 Barriers to active engagement. 826 

Barriers Categories 

Communication Difficulties  
  

Writing Difficulties  
Slow Reading 
Word Finding Difficulties 
Stuttering 
Swallowing Difficulties 

 
Commuting  

 
Travelling Limitations 
Restrictions in Driving 

 
Social Participation  

 
Poor Relationships 
Social Isolation 

 
Health Issues  

 

 
Fatigue 
Depression 
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Furthermore, the following facilitators were raised by all participants, such 827 

as technological, contextual and third-party support and motivation that might 828 

promote their engagement in citizen control PPI projects (see Table7). 829 

Table 7 Facilitators that enable active engagement 830 

The Impact of PPI  831 

 To conclude the discussion of the results, a second middle-ground 832 

approach was used based on the mapping of the results onto the ICF as a 833 

conceptual framework [17]. As predominantly a taxonomic scheme, the ICF 834 

provides a means of classifying variables associated with human functioning and 835 

disablement (body function and structure, activity, and participation) in context 836 

(environmental and personal factors). The mapping of the results to the ICF 837 

suggests a need to focus PPI research attention on the bi-directional and evolving 838 

linkages between people with stroke and aphasia to the environment, the 839 

research and the overall impact on the research process and outcomes [46]. This 840 

incorporates the four key themes, and all subthemes including the strategies that 841 

Mobility 
Cognitive Impairments 
Aphasia 

Facilitators Categories 
Technological Support   Communication via Email 

Computer Assistance 
Speech Recognition Software 
Online meetings 

 
Contextual Support  

 

 
Quiet Reading 
Translation Online 
Simplified Text 
Bullet Points 
Aphasia Friendly Format 

 
Third-party support  

 
Communication Partners 
Family Members 
Between PWA 

 
Motivation  

 

 
Move Forward  
Joint Publication 
New Challenge 
Get in touch with research 
Make New Connections 
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SSwoA and PWA suggest could implemented by the researchers for constant 842 

support during the PPI collaboration process (see Figure 5).  843 

 844 

 845 

 846 

 847 

 848 

 849 

 850 

 851 

 852 

 853 

 854 

 855 

 856 

 857 

 858 

 859 

 860 

 861 

 862 

 863 

 864 

 865 

 866 

 867 

 868 

 869 

 870 

 871 

 872 

Fig. 5 The themes (n=4) and subthemes (n=16) mapped onto the ICF  873 

 874 

Under the Body functions and structure domain of the ICF framework, the 875 

issues related to the profound symptoms of stroke, such as fatigue, spasticity, 876 

and aphasia are listed, and how these Restrictions are barriers and negatively 877 

influence the patient partners’ stimulation and collaborative engagement within 878 

the research team [33,35]. Under the Activity domain the acquired 879 

communication difficulties are highlighted that restrict Involvement and personal 880 

motivation and scope to participate in such research will boost level of 881 

engagement. Similarity, under the Participation domain of the ICF framework, 882 
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results were classified based on the Support needs proposed by participants. 883 

These include constant technological, contextual and third part support to boost 884 

communication effectiveness, paperwork management and meaningful 885 

engagements. Under the Contextual factors, which encompasses both personal 886 

and environmental factors affecting citizen-control PPI e.g., restrictions in 887 

commuting and time in contrast with personal motivation, priorities, and the need 888 

to express personal experiences for tailor-made collaboration processes. 889 

  The mapping of the PPI Impact as manifested by external variables and 890 

patient-centred factors onto the ICF framework, revealed the interface between 891 

stroke and aphasia with the overall impact of PPI on the research process. The 892 

impact of PPI, as discussed by participants, emphasises the immediate 893 

dissemination of the results to the public, aphasia and stroke support 894 

organizations, and the empowerment of stroke and aphasia communities. 895 

Through this practice, patients will be informed about stroke and aphasia and 896 

thus familiarize themselves with their condition, learn about living successfully 897 

with stroke and aphasia in the chronic stage and self-educate on self-898 

management [47]. PWA also stressed that their involvement in PPI studies will 899 

promote stroke and aphasia awareness to the public, both for the acute stage but 900 

mostly for the ‘life after stroke’ phase where little or no evidence is available. 901 

Consequently, stroke and aphasia PPI endorses the demands of people living 902 

with stroke for better quality of treatment, rehabilitation, and community transition 903 

training that will strengthen the research impact. This should be considered as 904 

an important impact of PPI in stroke and aphasia research, albeit one that is in 905 

some ways distant from the pre-established tasks of reviewing patient information 906 
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leaflets, commenting on pre-established questionnaires or assisting with 907 

recruitment processes. 908 

 This study underscores the value of the ICF as a conceptual tool in 909 

qualitative analysis of participatory research methods. Of potential merit is 910 

elaboration of the ICF in determining the personal factors and the provision of a 911 

context-driven, process view of person-environment interaction within PPI 912 

projects. 913 

Recommendations for PPI in stroke-aphasia studies 914 

 The findings of this study suggest that involving PWA in all stages of PPI 915 

research is challenging but possible. An inclusive PPI partnership model in stroke 916 

and aphasia research reaching the citizen control level of Arnstein’s ladder, will 917 

encourage important research endeavors to avoid research ‘waste’, invigorate 918 

the researcher-patient relationship dynamics, inform on the translation of the 919 

research into everyday life, and empower communities of people with stroke and 920 

aphasia. For these reasons, six recommendations for researchers to consider 921 

before commencing the research process with PWA were identified. The 922 

BEFORE recommendations are as follows:  923 

1. Build rapport, offer information on PPI, and briefly explain research project 924 

commitments prior to recruitment including timetabling and the issue of transport  925 

2. Establish communication needs and barriers to participation based on detailed 926 

information from the participant’s case history and interview, to prepare for 927 

research support accordingly  928 

3. Foster a robust support system with communication partners, communication 929 

facilitators or compensatory strategies  930 
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4. Offer training courses on research vocabulary, design, and methodology using 931 

accessible aphasia-friendly formats 932 

5. Reinforce the use of tailored technological and contextual resources  933 

6. Encourage potential PPI partners to participate in stroke and aphasia support 934 

groups to practice communication skills and social connectedness. This will later 935 

put them in a better position to disseminate the research results. 936 

Results, Outcomes and Reflection on the PPI partner engagement 937 

 AK the PPI partner contributed significantly to all stages of this study in 938 

several ways, including: 939 

• She proposed one to one semi-structured interviews for 940 

information gathering. 941 

• Assisted in participant recruitment.  942 

• Pilot-tested the topic guide in practice interviews with the primary 943 

investigator MC. 944 

• Suggested communication strategies to be used by the 945 

interviewer (MC) during the semi-structured interview meetings.  946 

• Was present in the consensus meeting for the assemblage of the 947 

matrix and the finalization of the results (key themes). 948 

• Contributed to the lay sections, the selection of the infographics 949 

and contributed to edits of the research paper. 950 

 While discussing and reflecting on the PPI collaboration as a team we 951 

report the engagement of the PPI partner in this study as most effective that 952 

influenced important aspects of the study as follows:   953 

• the PPI partner had received training around research methods in 954 

previous studies during her PhD and because she was involved from 955 
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the beginning of the study, she helped the rest of the team to shape 956 

the study from the start allowing her to contribute fully to the study’s 957 

methodology.  958 

• Having the right supportive context within a collaborative research 959 

team and a positive attitude AK assisted in the positive experience of 960 

her involvement on this study.  961 

• The pre-existing relationships with AK provided a vital context for 962 

embedded PPI during the collaborative consensus meeting. Our aim 963 

of active PPI collaboration to co-produce knowledge worked well.   964 

 However, there are a few limitations and challenges to mention. As AK 965 

reflected, during the consensus meeting, because of vast verbal and written 966 

material, AK got frequently fatigued, and we needed to take frequent breaks. The 967 

key challenge was to be proactive and prepare written materials in accessible 968 

formats and allow time for AK to identify ideas and respond at her own pace. 969 

Before the initiation of the consensus meeting, we had discussed whether we 970 

should have two separate meetings instead of one. Due to time restrictions, 971 

personal and professional obligations, and the COVID-19 lockdowns we decided 972 

to have one bigger session, which was eventually too tiring and demanding for 973 

AK.  974 

Limitations  975 

 A limitation of this study is that none of the participants had previous 976 

experience with PPI projects and therefore the results cannot be generalized to 977 

all PWA and SSwoA to serve as research partners. Additionally, participants were 978 

active academics, former researchers, individuals who had experience in 979 

research methodology and could understand research practices and terminology. 980 
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For this study participants presented with mild to moderate chronic aphasia and 981 

were competent to independently participate using verbal communication. Since 982 

the interviews were exclusively carried out using an online platform, opportunities 983 

to use a variety of conversation support techniques to promote communication 984 

access were limited. Instead, the interviewer often repeated words or phrases to 985 

verify the interviewee’s understanding, incorporated closed questions, used 986 

simplified language, and clarified the subtle meanings of participant gestures or 987 

facial expressions. Also, the number of participants might be considered as small. 988 

With reference to saturation and pragmatic considerations of this study, the 989 

number of selected participants is considered sufficient for the purpose of this 990 

research. However, a single interview per participant qualitative design approach 991 

was followed justifying the sample size [48]. Finally, because the interviews were 992 

semi-structured, participants often strayed from the topic of discussion, and 993 

directed the discussion to other topics, more personal and not related directly to 994 

the proposed subject.  995 

Future recommendations 996 

 PPI research on stroke and stroke-induced aphasia is limited and has not 997 

been discussed at length in the literature. Our results revealed that the PPI 998 

partner role is complex and difficult to define, especially when people with stroke 999 

present with persisting communication difficulties. This might explain why 1000 

representatives of people with stroke and especially those with aphasia, tend to 1001 

be involved primarily in a consultative role rather than co-researchers in related 1002 

studies. Future research needs to focus on the ways PWA can be supported 1003 

throughout the research process.  It is vital to generate guidelines and 1004 

frameworks as guiding principles for the PPI partnership model, which will 1005 
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describe step by step, the methods and ways in which PWA can be facilitated to 1006 

connect with the research process and prevent drop out. The BEFORE 1007 

recommendations are a first step in this direction. Based on the findings of this 1008 

study, the creation of such a conceptual framework will direct researchers on how 1009 

to actively engage stroke survivors with aphasia in all stages of the PPI research 1010 

process by monitoring its multidimensional nature and providing the necessary 1011 

infrastructure to support it. In future research, the participants of this study will be 1012 

re-interviewed after being involved as PPI partners in the PAOLI study, to explore 1013 

change in their perspectives. 1014 

Conclusion 1015 

 In this study we have highlighted the invaluable role of PPI in stroke 1016 

aphasia research and provided researchers practical recommendations to guide 1017 

the involvement of people with chronic stroke, and especially those with aphasia, 1018 

before the commencement of the research. All participants confirmed that they 1019 

are willing to be involved in stroke and aphasia PPI studies but under specific 1020 

conditions. This study generated novel findings about how PPI could be made 1021 

accessible to PWA, presented the unique challenges, discussed the requirement 1022 

for the development of robust support systems for a successful and sustainable 1023 

PPI partnership model in stroke induced aphasia research and reflected the 1024 

impact of meaningful contributions to research practices, end users and stroke 1025 

and aphasia communities. It is hoped that this article will stimulate further 1026 

discussion of the factors influencing the collaboration of people with stroke and 1027 

aphasia in PPI projects. 1028 

 1029 

 1030 
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Appendix  1031 

Table 8. The GRIPP- 2 Short Form* 1032 

Section and Topic Item Reported on Page 
Number 

1 Aim  Report the aim of PPI in the study 7 
 

2 Methods  

 

Provide a clear description of the 
methods used for PPI in the study 

 

8-8, 40-41 

 

3 Study results 
Outcomes 

 

Report the results of PPI in the 
study 

 

40 

 

4 Discussion and 
conclusions on 
Outcomes 

 
Outcomes—Comment on the 
extent to which PPI influenced the 
study overall 

 

40-41 

 
 
5 Reflections/critical 
perspective  

 

Comment critically on the study, 
reflecting on the things that went 
well and those that did not 

 

40-41 

*PPI was secondary to this study, therefore information reported on the GRIPP-2 SF  1033 

List of Abbreviations 1034 

PPI: Patient and Public Involvement ; PWA: People with Aphasia; GRIPP: 1035 

Guidance for Reporting Involvement of Patients and the Public; QOL: Quality of 1036 

Life; PAOLI: People with Aphasia and Other Lay People Involvement; ICF: 1037 

International Classification of Functioning and Disability Framework; COREs: 1038 

Critical Outcomes of Research Engagement; MC: Marina Charalambous; IT: 1039 

Ioanna Triantafyllidou; PP: Phivos Phylactou; AK: Alexia Kountouris; ASRS: 1040 

Aphasia Severity Rating Scale; BDAE: Boston Diagnostic Aphasia Examination; 1041 

SSwoA: Stroke Survivors without aphasia 1042 

 1043 

 1044 

 1045 



 45  

Supplementary Material 1046 

1. Typical Consent form 1047 

 1048 

 1049 

 1050 

 1051 

 1052 

 1053 

 1054 

 1055 

 1056 

 1057 

 1058 

 1059 

 1060 

 1061 

 1062 

 1063 

 1064 

 1065 

 1066 

 1067 

 1068 

 1069 

 1070 

 1071 

 1072 

 1073 

 1074 

 1075 

 1076 

 1077 

 1078 

 1079 

 1080 

 1081 

 1082 

 1083 

 1084 

 1085 

 1086 

 1087 

 1088 

 1089 

 1090 

 1091 

 1092 

 1093 

 1094 

 1095 

 1096 

 1097 
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2. Aphasia Friendly Consent Form 1098 

 1099 

 1100 

 1101 

 1102 

 1103 

 1104 

 1105 

 1106 

 1107 

 1108 

 1109 

 1110 

 1111 

 1112 

 1113 

 1114 

 1115 

 1116 

 1117 

 1118 

 1119 

 1120 

 1121 

 1122 

 1123 

 1124 
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