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Abstract 28 

Purpose: Co-design of research and services alongside end users is increasingly required by 29 

funding bodies and governments. To enable meaningful inclusion of people with 30 

communication disability, planning and modification are required, as standard co-design 31 

procedures involve extensive spoken and written language. Experience Based Co-Design 32 

(EBCD) is one co-design approach that is gaining popularity; however, there are few detailed 33 

reports to date on adapting EBCD for communication disability. This paper outlines our 34 

modifications of EBCD to co-design a self-management, technology enabled platform 35 

(Communication Connect) for people living with post stroke aphasia and cognitive-36 

communication disability from traumatic brain injury. 37 

Method: Participants included individuals with communication disabilities (n  =  8), care 38 

partners (n  =  3), and health professionals (n  =  20) across three Australian states. Data 39 

collection involved video-recorded interviews, focus groups, and structured prioritization 40 

workshops. This study describes the first four stages of EBCD (project setup, two experience-41 

gathering stages, and identifying priorities).  42 

Results: This paper presents a detailed account of the practical decisions and modifications 43 

made throughout the EBCD process. Key adaptations are outlined, including the use of text-44 

based video editing to efficiently create touchpoint films, non-linear presentation of 45 

challenges to facilitate engagement, and visual aids to support prioritization and ranking. 46 

These modifications supported meaningful participation of co-designers including people 47 

with communication disability. 48 

Conclusions: This method paper contributes to the growing knowledge on adapting EBCD 49 

for communication disability, which may be of use to future EBCD projects and for 50 
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improving meaningful inclusion of people with communication disability in co-design 51 

research. 52 
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Introduction 57 

Increasingly, funding bodies and governments require involvement of the public and 58 

end-users in the conception, design, evaluation and monitoring of research and service 59 

improvement, commonly called Patient and Public Involvement (PPI) (Mulvale et al., 2021; 60 

Shiggins, Coe, et al., 2022). PPI can take many forms, depending on the level of involvement 61 

or ‘power’ a consumer has and the type of project (IAP2 Australasia, n.d.). Co-design is one 62 

branch of PPI where members of the public are involved in the design (or redesign) of a 63 

service, technology or treatment (Mulvale et al., 2021). Co-design is both a method and a 64 

philosophy (Moll et al., 2020), and although terminology and specific definitions vary (Dobe 65 

et al., 2023), most applications cite similar core principles: stakeholders should be actively 66 

involved in the process of design, with an emphasis on shared input rather than passive 67 

participation, and with a goal of improving services and outcomes (Dobe et al., 2023; Moll et 68 

al., 2020). When done well, co-design elevates the voice of those with lived experience and 69 

provides important new skills to the co-designers (Moll et al., 2020).  70 

Experience-Based Co-Design (EBCD) is one specific co-design approach with a 71 

substantial expansion of use in health services and research settings since it was first reported 72 

in 2005 (Donetto et al., 2014). EBCD emphasises the goal of understanding and improving 73 

experiences of a service or intervention, rather than just outcomes or processes. 74 

Understanding the key moments that influenced people’s experiences allows improvements to 75 

be made (Bate & Robert, 2006). EBCD typically involves six key stages (Donetto et al., 76 

2015): (1) project setup, (2 and 3) gathering patient and staff experiences, respectively, (4) 77 

identifying priorities, (5) small groups working on solutions, (6) celebration event (see Table 78 

1).  79 

 80 
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The emphasis on understanding lived experience in co-design is particularly relevant 81 

for people with communication disability, who experience substantial disadvantage and 82 

disempowerment (Hersh, 2018). However, the inclusion of people with communication and 83 

cognitive disability in co-design can be challenging, as most co-design procedures assume 84 

unimpaired communication ability from those involved (Galliers et al., 2012) and rely heavily 85 

on written and spoken language (Shiggins, Coe, et al., 2022). Design is complex, and people 86 

with communication disability may find unmodified processes difficult due to challenges in 87 

comprehension and expression of language, dealing with abstract concepts, information 88 

recall, reasoning, and distraction. A core aspect of EBCD that may enhance accessibility for 89 

people with cognitive and communication disability is the use of video, which could 90 

overcome the challenges of reading written information experienced by many people after 91 

stroke (Singh et al., 2024). In EBCD, participant experiences are explored through interviews 92 

or focus groups, which are recorded on video and then edited to a short ‘touchpoint’ film to 93 

bring the key moments of the experience to life in subsequent stages.  94 

There are ample publications describing how research processes can be modified to 95 

improve accessibility for those with communication disability, as participants (e.g., Brady et 96 

al., 2013; Dalemans et al., 2010; Pearl & Cruice, 2017; Shiggins, Ryan, et al., 2022), as co-97 

producers of research (e.g., Cruice et al., 2022; Hersh et al., 2021), and specifically in co-98 

design projects (e.g., Carminati et al., 2024; Charalambous et al., 2023; Shiggins, Coe, et al., 99 

2022; Wilson et al., 2015; Wray et al., 2021). For example, Wilson et al. (2015) described 100 

their use of tangible—that is, non-verbal—tools such as photographs, story grids and visual 101 

prototypes to engage people with aphasia in the co-design process, thereby maximizing 102 

accessibility. People living with TBI in Carminati et al. (2024) described several helpful 103 

strategies when reflecting on their involvement in a co-design project, including the 104 

presentation of information at a slow rate, repetition, recapping of key topics and making 105 
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visual and memory aids readily available. Yet, despite the growing use of EBCD, to date 106 

there is minimal literature relating to the methods of modifying EBCD to include people 107 

living with stroke and traumatic brain injury. For example, two Australian government health 108 

services employed EBCD approaches to improve rehabilitation practices. Patients with brain 109 

injury were included in the research processes (Butler et al., 2020; Dimopoulos-Bick et al., 110 

2019), but information about the cognitive-communication profiles of the co-design 111 

participants was not provided. Without this information, it is unclear whether EBCD was 112 

modified adequately to allow meaningful participation. Within stroke, Anemaat et al. (2024) 113 

have used EBCD in a large sample to design a comprehensive service for post stroke aphasia, 114 

demonstrating the feasibility of the approach for developing complex solutions with people 115 

with aphasia. However, we are unaware of any other applications of EBCD in post-stroke 116 

aphasia outside of this project.  117 

We used EBCD for our project, Communication Connect (NHMRC, 2021), where we 118 

aimed to improve rehabilitation and self-management for individuals with communication 119 

disabilities from stroke and TBI. Through co-designing novel tools and a technology-enabled 120 

self-management platform on which to host them, Communication Connect sought to address 121 

the critical gap in post-discharge health and support services by developing innovative, 122 

accessible, and person-centered options tailored to individual recovery and support needs. 123 

Our project focused on qualitative experiences following discharge from inpatient care 124 

through to long-term challenges. We involved three key groups of people with lived 125 

experiences of aphasia and cognitive-communication disorders: those living with 126 

communication disability; care partners/family; and health professionals involved in their 127 

care.  128 

Considering the lack of specific guidance for EBCD within the field of stroke and 129 

brain injury (Singh et al., 2024) and the limited prior work applying EBCD in communication 130 
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disability, the aim of this paper is to describe our use of EBCD in detail, as one example of 131 

adapting it for this population. The prioritized challenges resulting from this work will be 132 

reported elsewhere; here we detail the process and methods used within these stages which 133 

may be applied in EBCD or other co-design. 134 

 135 

Method 136 

Setting 137 

The Communication Connect EBCD process was conducted at three locations across 138 

three Australian states: Bendigo (Victoria), Brisbane (Queensland), and Sydney (New South 139 

Wales). Multiple locations were purposively selected in the hope of including a more 140 

representative sample of experiences. For example, the inclusion of Bendigo, an inland, 141 

regional city, allowed the project to gather rural perspectives of stroke and brain injury. Four 142 

health services partnered with the project: Bendigo Health, a government health service 143 

covering rural areas; Metro South Health and Metro North Hospital and Health Service - two 144 

metropolitan government health services in Brisbane; and Royal Rehab Ryde, a private non-145 

profit rehabilitation service in Sydney. EBCD was conducted sequentially across Bendigo, 146 

Brisbane and then Sydney, which allowed us to refine procedures as required.  147 

This project was approved by Human Research Ethics Committees at each site 148 

(Bendigo Health HREC 76866; Gold Coast University Hospital 83750; Northern Sydney 149 

Local Health District 2022/ETH02057) and at La Trobe University (HEC21199). The need 150 

for ethical approval in participatory research and co-design is debated as co-designers may be 151 

considered equal partners in some research rather than passive participants to be protected 152 

(Louise & Annette, 2019). Policies differ across countries and institutions. However, when 153 

EBCD is conducted in a research setting rather than as a local service improvement initiative, 154 
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co-designers are typically considered participants (Fylan et al., 2021). Given the exploration 155 

of experiences that were possibly stressful (see interview procedures), HREC approval was 156 

considered prudent. 157 

 158 

Co-designers 159 

The research team included academics from a range of disciplines including speech 160 

pathology, clinical psychology and neuropsychology, Artificial Intelligence and data 161 

analytics, biostatistics, and medicine (general practice; geriatrics).  162 

The team of co-designers included people with lived experience of communication 163 

disability, care partners and health professionals. As co-design falls within a qualitative 164 

research framework, the sample size was not calculated statistically. In addition, we sought to 165 

include the same people throughout the EBCD process where possible, rather than recruit 166 

new co-designers at the different EBCD stages. As a result, the target number of co-designers 167 

was determined based on what could be feasibly managed during these stages. Considerations 168 

for feasibility included the ability to schedule meetings at mutually convenient times, 169 

managing communication in mixed groups (researchers/health professionals/people with 170 

communication disability), and being able to sufficiently support each person with lived 171 

experience. We aimed to recruit four people with lived experience of communication 172 

disability, four care partners and four health professionals per site. Maximum variation 173 

sampling (Suri, 2011) was used to broaden the range of characteristics across our co-design 174 

participants. Characteristics considered for co-designers with lived experience included 175 

severity, aetiology (TBI/stroke), time post onset, location (rural/metropolitan), sex, and age 176 

(over or under 65). We also aimed to include carers who provided support to people across a 177 
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range of these characteristics. Inclusion criteria for people with communication disability 178 

were: 179 

‒ aged over 18 years 180 

‒ aphasia from stroke or cognitive-communication impairment from a traumatic 181 

brain injury 182 

‒ physical and cognitive ability to participate in an interview and workshop up 183 

to two hours. 184 

Given the qualitative, participatory approach of EBCD, a formal assessment of 185 

communication was not undertaken as part of recruitment; rather, three speech pathologist 186 

researchers agreed on a clinical judgement of the severity of participants’ communication 187 

disabilities. These judgements considered the comprehension and expression challenges with 188 

written and spoken language that were demonstrated by participants when they interacted 189 

with the research team to enquire about the project and discuss the project. People who were 190 

unable to provide informed consent with aphasia-friendly consent forms and highly supported 191 

consent procedures were excluded from the project. People with communication disability 192 

were asked whether they had a care partner interested in participating in the project, but this 193 

was not an inclusion criterion.  194 

Care partners needed to be providing care or support to someone with aphasia or 195 

cognitive-communication impairment and seeing them more than once per week. 196 

 For health professionals, we aimed to include a range of relevant disciplines, 197 

including speech pathology, occupational therapy, physiotherapy, clinical neuropsychology, 198 

clinical psychology, social work, nursing, medicine (rehabilitation, general practitioner, 199 

geriatrics), allied health management, and information technology.  200 
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The inclusion criterion for health professionals was that they needed to be working or 201 

have previously worked with people with aphasia or cognitive-communication disability, 202 

except for IT disciplines who were included to consider whether/how Communication 203 

Connect might interface with health service systems.  204 

Reimbursement for people with lived experience and care partners was offered at an 205 

hourly rate for both direct and indirect time spent on the project, based on the casual hourly 206 

rate of the coordinating university ($48 AUD). For health professionals, reimbursement was 207 

provided to their employer. 208 

The project was promoted through multiple channels, including the participating 209 

health services, state and national associations for stroke, aphasia and brain injury, local peer 210 

support groups, online and university research centers and participant databanks. Interested 211 

people were able to contact the researchers by telephone, email, text or Facebook messenger, 212 

and via a family member or proxy if preferred. All participants reviewed a study information 213 

statement and completed a written consent form. For people with communication disability, 214 

appointments were made for in-person, telephone or videocall meetings to jointly review the 215 

information and consent form and confirm comprehension of the study procedures. 216 

Project setup 217 

The project involved people with lived experience of aphasia and brain injury as 218 

consultants (IAP2 Australasia, n.d.) during the project setup – these were independent of the 219 

those involved in the EBCD. The researchers drafted communicatively accessible project 220 

materials, including written flyers, a narrated video, information and consent forms, an 221 

interview topic guide, visual aids for the interviews, and timelines. These materials were 222 

reviewed by the advisors, who provided feedback on wording, clarity, and visuals. The topic 223 

guide and visual aids for the interview were also tested in full during a mock interview with 224 
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two members of the advisory group (a person with aphasia and their family member) who 225 

provided feedback on the process and materials. When considering how to approach research 226 

interviews with people with communication disability and their care partner who both 227 

consented to participate in the project, the research team were uncertain whether to interview 228 

them separately in case this influenced responses, or together. The project lived experience 229 

consultants recommended interviewing together to allow the care partner to support 230 

communication but to also offer a separate interview with each individual within the dyad. 231 

The health professional focus group materials were also piloted with a group of four 232 

clinicians (PhD candidates with background in healthcare as speech pathologists) for 233 

feedback on the questions and structure and to determine whether the questions elicited 234 

desired experiences. This pilot interview and focus group data was not included in the study. 235 

The overall process of the experience-capture and prioritization steps are outlined in 236 

Figure 1. Interviews and focus groups were held and then footage of these were used to 237 

develop touchpoint films, which were reviewed by participants and revised as needed. Next, 238 

participants viewed others’ touchpoint films prior to attending the joint prioritization 239 

workshop. 240 

[Figure 1 here] 241 

Gathering patient and care partner experiences (EBCD stages 2-4) 242 

Interviews were the selected method of gathering experiences from people with 243 

communication disability and care partners. The one-on-one nature of interviews allowed 244 

maximally tailored communication support. Interviews were semi-structured, based on a 245 

topic guide (Appendix A), and conducted by different researchers at each site. Each 246 

interviewer was a qualified and experienced speech pathologist. JEP, who conducted 247 

interviews at the Bendigo site, was a post-doctoral researcher with 12 years of experience in 248 
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working with people with aphasia; the interviewer at Brisbane was an experienced 249 

rehabilitation clinician undertaking a PhD in aphasia; the interviewer in Sydney was a post-250 

doctoral researcher with experience in a range of clinical and research settings including TBI. 251 

The interviewers received informal training and suggestions on supporting communication 252 

disability during the interviews from MR, a speech pathologist and researcher with 253 

substantial experience in qualitative data collection in aphasia. In-person interviews were 254 

offered to all participants, including those living in rural areas, with options offered for the 255 

interview to be conducted either at their house or an appropriate local venue; this willingness 256 

to travel to their location was important to build rapport between the researchers and the 257 

participants and minimize travel costs and fatigue. Videoconference interviews were also 258 

offered if participants preferred this mode. All interviews were recorded in full using a video 259 

camera on a tripod and standalone microphone or the recording feature on videoconference 260 

calls and ran for 1-2 hours.  261 

When booking the interview, the researcher asked for a brief timeline of the person’s 262 

stroke/brain injury and hospitalization, which could then be used as a starting point for 263 

discussion during the scheduled interview. On commencement of the interview, an overview 264 

of the goals of the Communication Connect project was given to provide context – to co-265 

design solutions to the highest priority post-discharge challenges for communication 266 

disability. The researcher then summarized the journey through inpatient care and encouraged 267 

the participants to recall the point of discharge to the community. This structure allowed the 268 

interview to remain focused on the period of interest – from the time of discharge from 269 

inpatient care, to outpatient or community services, to the present day. Questions focused 270 

largely on experiential recall rather than directly asking about challenges or attitudes, e.g. 271 

“what was it like to leave hospital…”, “tell me about that time [of receiving outpatient 272 

services]”, “how did it feel as [service] ended?” The questions were also arranged in a loosely 273 
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chronological order to support recall of the experience. Written copies of questions and a 274 

visual timeline were used to keep interviewees on topic (Appendix B). The interviewer 275 

indicated at the start of the interview that, in order not to use too much of their time, they 276 

would gently prompt if the conversation went off track. Other visual aids developed in the 277 

project setup stage were used including picture cards of key concepts and aphasia-friendly 278 

versions of the questions with relevant images. Markers and paper were used to write key 279 

words or phrases throughout the interviews, which supported communication and enabled 280 

people with communication disability to refer back to concepts.  281 

Interviewees were informed that solution generation was an important future stage in 282 

the project. Any suggestions for solutions to challenges and descriptions of positive 283 

experiences were acknowledged but not further explored in the interview or in later analysis. 284 

Throughout the interview, a list of key negative experiences or gaps was created by the 285 

interviewer with the interviewee’s input (e.g. “Should I add that to this list of key challenges 286 

that you experienced?”). The list was summarized at the conclusion of the interview, with the 287 

key experiences reviewed and approved by participants.  288 

Gathering health professional experiences 289 

A focus group was chosen to gather experiences of health professionals as it is an 290 

efficient method of exploring and clarifying multiple perspectives (Kitzinger, 1995). The 291 

sessions were conducted in person to facilitate more natural interactions, allowing for 292 

spontaneous discussion, more multimodal communication, and dynamic exchange of ideas 293 

that may not have emerged in a virtual setting. A topic guide with open-ended questions was 294 

used to structure the focus groups, ensuring that key areas were covered while allowing 295 

flexibility for participants to bring up additional insights.  296 
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Each focus group took place in a comfortable and private meeting room within the 297 

health services, with drinks and refreshments made available. Multiple video cameras were 298 

set up to capture footage of all participants. Seating was arranged around a table to encourage 299 

eye contact and engagement, and time was taken to build rapport before beginning the formal 300 

discussion. Participants were welcomed with introductions, including their names, roles, and 301 

experiences working communication disabilities. To create an open and relaxed atmosphere, 302 

facilitators explained the goals of the Communication Connect project and reassured 303 

participants that all contributions were valued. Co-author MR led the focus group at each site, 304 

a second researcher (NH) took detailed notes, and a third (JEP) recorded key topics and 305 

experiences on a whiteboard with live consensus from the group. Questions covered their 306 

experiences and observations of working with aphasia or cognitive-communication disorders 307 

after inpatient discharge, at conclusion of community rehabilitation and services, and over the 308 

long term. The facilitator ensured that all participants had opportunity to contribute and 309 

expand on others’ experiences. As the discussion progressed, individual experiences were 310 

grouped into broader challenges, with participants collaboratively refining these categories in 311 

discussion with the researchers. The sessions lasted 1.5–2 hours, with a short break midway 312 

to allow for informal discussion. At the end of the focus group, the challenges on the 313 

whiteboard were reviewed and health professionals were asked to identify whether any other 314 

points had been missed. Experiences arising from a similar cause were themed into single 315 

challenges with the group. 316 

General Practitioners were offered a choice of participation in the focus groups or 317 

individual interviews in case they did not have time for the former. Interviews were based on 318 

the focus group topic guide and were conducted by JEP over videoconference (Zoom) and 319 

recorded. These ran for 30 minutes and as with interviews of people with lived experience, a 320 
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verbal summary of key points was taken by the interviewer and collaboratively refined at the 321 

end of the interview. 322 

Development of touchpoint videos 323 

Touchpoint videos in EBCD are used to capture and present firsthand narratives of 324 

participants' experiences to co-designers, enabling prioritization of challenges and co-design 325 

of solutions. Touchpoints videos were created separately for each site, without using footage 326 

or challenges from other sites, ensuring that challenges remained specific to the local context 327 

and were not influenced by previous data. While the process of analyzing footage for 328 

touchpoint videos in EBCD is not widely documented or formalized, we adopted a qualitative 329 

descriptive approach informed by Anemaat et al. (2023), situated within a constructivist–330 

interpretivist paradigm (McChesney & Aldridge, 2019). The approach blends elements of 331 

narrative inquiry, phenomenology, and ethnography to understand and represent participants’ 332 

lived experiences (Anemaat, Palmer, Copland, Binge, Druery, Druery, Mainstone, Aisthorpe, 333 

Mainstone, & Wallace, 2024). The goal was to distil the footage to a duration appropriate for 334 

co-designers to review while preserving the depth of experiences conveyed.  335 

For each interview and focus group, a single researcher (JEP, NR or interviewer MH) 336 

familiarized themselves with the footage and corrected the transcriptions. The initial analysis 337 

was based on the agreed challenges identified within each interview and focus group (i.e., the 338 

key points confirmed by participants at the conclusion of interviews and focus groups). The 339 

researcher used the list of challenges as a guide to extract relevant content from the video 340 

data, which was placed into a new video with the heading of each challenge. In some 341 

instances, the researcher inductively identified additional challenges from the interview data 342 

that were not captured in the agreed challenges; these were incorporated into the touchpoint 343 

video.  344 
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Text-based editing in Adobe Premiere Pro (Adobe Inc., 2023) was used as the video 345 

editing process, in order to allow efficient analysis of the transcript alongside the audiovisual 346 

data and production of the touchpoint films. Text-based editing refers to the process of 347 

navigating, editing and extracting video content by selecting text in the transcript alongside 348 

the footage, rather than navigating the video timeline through playback. Placing the cursor at 349 

a point in the text moves the video play head to that moment, and highlighting text isolates 350 

the dialogue for playback or extraction. The process is summarized in Figure 2. First, footage 351 

is automatically transcribed by the Adobe Premiere Pro software and synced to the video 352 

timeline. Manual corrections of the transcript are often required alongside the video which 353 

provides opportunity for additional familiarization with the dialogue and non-verbal 354 

communication. Next, relevant dialogue is identified by reading the text alongside the video, 355 

highlighting text segments to be included and inserting the matching footage onto the editing 356 

timeline for further review. This method allows the most relevant content to be highlighted 357 

based on the language used by participants, streamlining the editing process.  358 

[Figure 2 here] 359 

Once all relevant statements for each challenge were extracted into the timeline, the 360 

material was progressively refined by a researcher through iterative reviewing, narrowing 361 

down to the most salient touchpoints that succinctly captured the challenges and their 362 

impacts. To select the most salient touchpoints, the researcher considered clarity, emotional 363 

impact, and representativeness of each excerpt. Statements that overlapped in the same 364 

challenge were compared, with preference given to those that most succinctly illustrated the 365 

challenge and its impact, while still preserving the richness of participant expression.  366 

For each individual interview or focus group, the footage was initially condensed 367 

from 90-120 minutes to between 30 and 45 minutes. This was then reviewed collaboratively 368 
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by three team members (JEP, NJH, and MR), who further refined the list to arrive at a final 369 

touchpoint film length of approximately 15 to 20 minutes for individual co-designer 370 

interviews and around 30 minutes for the health professional co-designer focus groups. The 371 

aim of refining was to retain the authenticity of participants’ voices while making the content 372 

clear for other viewers. 373 

Before exporting these videos from Premiere Pro to a video file, captions were added 374 

to support comprehension, and titles for each challenge were displayed continuously 375 

throughout each section at the bottom of the screen. This formatting ensured that the 376 

challenge remained clear throughout the touchpoint film and helped to reduce working 377 

memory demands on the viewer. Each co-designer was sent the interview or focus group 378 

touchpoint film via a private link to view on their computer and provide feedback. People 379 

with communication disability were offered an online meeting, phone call or in-person 380 

meeting to discuss and review the content they appeared in and provide feedback. An 381 

optional, structured, aphasia-friendly form was also provided to people with communication 382 

disability to help with feedback (Appendix C). The form included the list of challenges, a 383 

priority ranking of each challenge (on a scale of 1 to 10), space for notes, and an option to 384 

request the removal of content they found too sensitive. Participants were offered phone or 385 

Zoom discussions to review their videos in more detail. 386 

Following co-designer feedback and approval, the final synthesizing edit was carried 387 

out. Authors MR, JEP, and NJH collaboratively integrated the insights from individual 388 

interviews and focus groups, producing two comprehensive films for each site of 389 

approximately 15-20 minutes each: one representing the experiences of people with lived 390 

experience and the other capturing the perspectives of healthcare professionals. These final 391 

films encapsulated the key challenges and narratives that emerged throughout the analysis. 392 
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Identifying priorities 393 

At each site, an in-person prioritization workshop was held with all co-designers (i.e., 394 

health professionals, people with communication disability and care partners) attending the 395 

same workshop. The participants with lived experience advised that the planned four-hour 396 

workshop should be split into two 2-hour workshops across two separate days to limit the 397 

impact of fatigue. The workshops were facilitated by three co-authors who had conducted the 398 

focus groups (MR, NH, JEP). 399 

Several weeks prior to the prioritization workshops, participants at each site were sent 400 

touchpoint films for their own group and counterpart group; that is, in addition to their own 401 

touchpoint films, health professionals were sent the lived experience touchpoint film and 402 

people with communication disability and care partners were sent the health professional 403 

touchpoint film. This approach was intended to prompt participants to reflect on the broader 404 

issues and the complexities faced by both groups. Furthermore, it allowed those with 405 

communication disabilities to review the materials at their own pace and take notes if they 406 

wished. Reviewing firsthand challenges of living with communication disability was a 407 

potentially confronting activity for those with lived experience and this was discussed with 408 

participants prior to the workshop to ensure they felt comfortable doing this. 409 

Prioritization workshops began with a review of the Communication Connect project 410 

goals. Principles for inclusive communication during the workshop were also established. 411 

The importance of speaking in an accessible manner was emphasized (slow rate, short 412 

statements, no professional jargon), with participants encouraged to indicate when they did 413 

not understand or when the discussion was too fast. Participants with communication 414 

disability were also asked whether there were any specific ways their communication could 415 

be supported. The challenging nature of the topics and experiences being discussed was also 416 

acknowledged. Nametags were used to facilitate communication and to reduce word-finding 417 
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and recall challenges. The key challenges from both lived experiences and health 418 

professionals were reviewed, with footage from the touchpoint films of both groups 419 

combined within themes where relevant. The total duration of the footage across all 420 

challenges was approximately 30-40 minutes.  421 

One major challenge identified prior to the workshop was that 30 minutes of film 422 

potentially posed a working memory challenge and might result in recency/primacy effects, 423 

where the first and last challenges in the film might influence participants’ focus. This was 424 

particularly likely given that the workshop was split across two days. We developed a unique 425 

approach to address this. Each challenge was presented individually on a PowerPoint slide, 426 

with distinctive colors, images, and layouts to ensure clear differentiation between them. The 427 

relevant video clips were embedded into each slide, and a master “zoomable” slide provided 428 

an overview of all the challenges, allowing the facilitators to zoom into specific challenges 429 

(Figure 3). This layout allowed a non-linear viewing experience, enabled repetition of 430 

specific challenges as needed, and also created a visuospatial overview, acting as a memory 431 

aid. Participants were also provided with A5 color printouts of each challenge slide which 432 

they could rearrange and write notes on during discussions. 433 

[Figure 3 here] 434 

Following the viewing of each challenge, participants were asked for any further 435 

reflections. While solutions were acknowledged in this workshop, they were deliberately 436 

deferred for discussion in future workshops to maintain focus on prioritizing challenges. 437 

Halfway through each two-hour session, a bathroom and tea break were provided to allow for 438 

rest, conversation and digestion of information. 439 

Voting on prioritization of challenges took place on the second day of the workshop, 440 

which helps focus the subsequent co-design phases on the most important challenges. 441 



ACCEPTED VERSION – PUBLISHED VERSION AVAILABLE AT 
https://pubs.asha.org/doi/10.1044/2025_AJSLP-25-00112  

Participants were encouraged to reflect on their personal experiences as well as those of 442 

others to select the five highest priority challenges that they believed the Communication 443 

Connect project should address. Participants with communication disabilities were 444 

additionally provided with an A1 sorting mat (23.4 × 33.1 inches) divided into three columns 445 

(high, medium, and low priority), created in Microsoft Word, onto which they could 446 

physically arrange the cards representing the challenges to select their top five (Figure 4). 447 

Each co-designer was given five equally weighted votes, and these votes were tallied by the 448 

researchers. The top five group-level priorities were revealed at the end of the session and 449 

briefly discussed. This process helped foster a positive and proactive atmosphere, balancing 450 

the discussions about the challenges with a forward-looking focus on priorities that 451 

Communication Connect would address. While some participants noted that some of their 452 

individual preferences were not always reflected in the final selection, they recognized the 453 

pragmatic constraints of the project not being able to address all challenges. The meeting 454 

concluded with a discussion of next steps and encouragement for attendees to start 455 

considering potential solutions to be considered in the subsequent stages of the project.  456 

[Figure 4 here] 457 

Results 458 

Across the three sites, 31 people participated in the Communication Connect project: 459 

eight people with communication disability, three care partners and 20 health professionals. 460 

Participant data are summarized in Table 2-4. The people with communication disability 461 

included a mix of severity levels and etiologies (n = 5 stroke and n = 3 TBI). Ages ranged 462 

from 47 to 81 years, with participants from both urban (n = 5) and rural (n = 3) areas. 463 

Communicative support required by participants ranged from minimal – such as providing 464 

additional time for spoken language, using written keywords and/or using agreed, structured 465 

prompts to stay on topic - through to substantial support. For example, one participant 466 
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required all project information in written form due to short-term memory impairment, while 467 

another frequently relied on a collaborative communication approach in which the researcher 468 

and their spouse worked together to clarify their intended messages. 469 

The care partners (n = 3) were all spouses of stroke survivors with aphasia. Two were 470 

rurally-based, and one was urban-based, with ages spanning 48 to 74 years. The health 471 

professionals (n = 20) represented a range of disciplines, with the largest contingents from 472 

speech pathology (n = 5), management (n = 3), and occupational therapy (n = 3), reflecting a 473 

multidisciplinary approach in supporting people with communication disability. All managers 474 

were also speech pathologists by profession. 475 

[Tables 2-4 here] 476 

General Practitioners (n = 2) participated in individual interviews and touchpoint film 477 

checking only due to time constraints associated with their clinical commitments preventing 478 

attendance at focus groups or prioritization workshops. All other participants completed the 479 

prioritization workshops as planned.  480 

In total, 33 challenges were raised by participants, and five highest ranked challenges 481 

at each site were combined to leave 13 priorities for solution co-design (excluding 482 

duplicates). The findings regarding ranking and content of priorities will be presented and 483 

discussed in another paper from the Communication Connect project. Briefly, participants 484 

described a range of challenges including difficulties accessing and navigating services, 485 

unsuitable timing and delivery of care, limited support for changes in mental health, identity  486 

and family, inadequate assistance for carers, barriers to using technology, and a widespread 487 

lack of communication-supportive skills across healthcare and the community. 488 
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Discussion 489 

This paper has contributed a detailed description of the application of EBCD when 490 

working with a range of stakeholders, including people with aphasia and cognitive-491 

communication disorders. To date, there are limited comprehensive descriptions of how 492 

EBCD is applied and adapted when working with people with communication disabilities. 493 

Specifically, this paper described the first four of six EBCD stages: project setup, gathering 494 

patient experiences, gathering staff experiences, and identifying priorities. These stages are 495 

foundational in engaging co-designers and focusing a project on meaningful challenges. 496 

Conducting them in an inclusive way is therefore critical to understanding the key challenges 497 

experienced by people with communication disability and maximizing the impact of the 498 

project’s output.  499 

Consistent with previous reports (Donetto et al., 2014), we found that the use of 500 

touchpoint film was a strength of the EBCD method. Rather than presenting key challenges 501 

in written form, EBCD records firsthand narratives of experiences from which to identify 502 

problems. Video includes additional visual modalities compared to text, including non-verbal 503 

cues and captions, thus improving accessibility of this complex information, and may be 504 

particularly beneficial for those with reading impairments. In addition, video content can be 505 

replayed, allowing viewers to process the information at their own pace – this was 506 

advantageous for people with processing, attention, comprehension or recall impairments 507 

when reviewing videos in their own time. 508 

Beyond the accessibility of the medium, film is often more compelling, enabling a 509 

stronger emotional connection and deeper appreciation of experiences (Donetto et al., 2014), 510 

thereby resulting in higher motivation during the co-design phase. This was considered the 511 

top strength of the approach in a survey of 57 EBCD projects (Donetto et al., 2014). Several 512 
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of our co-designers reported that the touchpoint films enhanced their understanding of the 513 

challenges that the alternate group faced: multiple health professionals felt increased empathy 514 

for people with communication disability and their partners, while two care partners told us 515 

they better understood the system-level constraints that health professionals face. This 516 

enhanced understanding between consumers and health professionals has also been reported 517 

in other EBCD projects (Donetto et al., 2014).  518 

A potential downside of the use of film is that, unlike text-based summaries, footage 519 

cannot be easily anonymized, potentially limiting the willingness of participants to share 520 

deeply personal experiences. In our project, three participants with lived experience (two with 521 

communication disability and one care partner) did request that specific footage not be 522 

included in the final touchpoint film as they did not feel comfortable with the personal 523 

experiences being played to a larger group. In addition, some care partners expressed prior to 524 

their interview that they did not wish to include certain challenges, such as specific aspects of 525 

carer burden and changed relationships, knowing that the person they care for would be 526 

present for the workshop. Our method had the same participants who shared their experiences 527 

also attending the prioritization workshops, thus viewing their own footage, sometimes with 528 

their family members. As an alternative, it is acceptable to include different people across the 529 

stages of EBCD and this may increase the willingness to share. Some projects have used 530 

existing patient experience videos from archives to create touchpoint films, in a process 531 

known as accelerated EBCD (Point of Care Foundation, n.d.). It is not yet known which 532 

approach is preferable in terms of engagement and representativeness of experiences, but 533 

there is some evidence that accelerated EBCD provides comparable co-design outcomes 534 

(Locock et al., 2014). Ultimately, we were still able to include the sensitive challenges 535 

through footage from other participants and use anonymized written summaries of other 536 

experiences on the slides. While film poses challenges in regard to participant willingness for 537 
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disclosure, its strengths in promoting mutual understanding and enhancing accessibility make 538 

it a valuable tool for co-design in populations with communication disability. 539 

The use of text-based editing in this project provided a substantial boost to efficiency 540 

in developing the touchpoint films. The additional time required to edit footage is a primary 541 

barrier to using touchpoint film in EBCD for many projects (Donetto et al., 2014). This issue 542 

could be compounded by the fact that many researchers may not be familiar with video 543 

editing procedures. Text-based editing allows a potentially more familiar approach where the 544 

transcript can be reviewed directly on the screen alongside the video. Traditionally, video 545 

editing involves playback of footage using the timeline, without the transcript present, and 546 

this could mean that important points are missed. Conversely, identifying key moments based 547 

only on the transcript could overlook important non-verbal aspects of participants’ 548 

communication, which is particularly pertinent in interviews of people with communication 549 

disability. In transcriptions of qualitative data in this population, additional coding of non-550 

verbal communication is often required to ensure non-verbal communication is not missed 551 

(Luck & Rose, 2007), but this is time consuming. Most importantly, text-based editing made 552 

it easy to highlight text of key quotes in the transcript and then automatically append the 553 

footage of the highlighted quotes into the draft touchpoint film, which made the process 554 

faster. We recommend this approach for future research. 555 

As we understand it, touchpoint films in EBCD are usually a single touchpoint film. 556 

Our modification was to split the touchpoint film into different challenges and play each one 557 

embedded within a visually distinct slide. This non-linear viewing of challenges was 558 

designed to reduce the working memory load on our participants with communication 559 

disability; however, multiple other participants without communication disability reported 560 

that they found this helpful. We believe it allowed a greater number of challenges to be 561 

considered in the prioritization workshops than would otherwise have been feasible. These 562 
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visual slides led directly to the use of printed cards with the same look as the slides, which 563 

were provided to support the on-line sorting and prioritization of challenges by attendees. 564 

These cards are an example of the “tangible design language” recommended by Wilson et al 565 

(2015) to enhance the accessibility of co-design.  566 

Our procedures separated the gathering of experiences during interviews and focus 567 

groups from the generation of ideas and solutions. Where participants expressed an idea for a 568 

particular tool or resource, we acknowledged this and asked them to remember it for future 569 

idea generation meetings. This process was implemented as we were looking for a 570 

chronological recollection of experiences and organic identification of challenges, and did not 571 

want any co-designer’s preferences for what solutions they wanted to influence the 572 

recollection of challenges. In contrast, in their co-design process with people with aphasia, 573 

Anemaat et al. (2024) included identification of both challenges and ideas for solutions 574 

within the interviews and focus groups. In retrospect, our separation of ideas and challenges 575 

was somewhat artificial, particularly for those participants who may have cognitive 576 

disabilities such as impaired memory. We recommend a more formal capturing of ideas 577 

throughout the phases prior to co-design so that they can be presented at the idea generation 578 

stage. It is not clear from the EBCD literature at which point idea generation is intended to 579 

occur nor whether the timing is important. The Point of Care foundation describes 580 

brainstorming processes within the small group co-design stage (Point of Care Foundation, 581 

n.d.). Although there are accepted overarching phases in the EBCD process, the details differ 582 

across sources (E.g., Dawda & Knight, 2017; Donetto et al., 2015; Point of Care Foundation, 583 

n.d.) and further variation is seen across EBCD projects (Donetto et al., 2014). EBCD is 584 

intended to be “inherently flexible” but leads to the question of what the core, non-negotiable 585 

elements are. 586 
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While we had informal feedback from co-designers that our procedures were 587 

successful in enabling participation, we did not conduct a formal evaluation of their 588 

experiences or the effectiveness of the methods to improve accessibility. This is a limitation 589 

of this paper, as such an evaluation would have provided data on which modifications were 590 

most helpful and how successful we were in empowering people with communication 591 

disability to participate meaningfully in the project. Future work may wish to apply the Co-592 

Design Evaluation Framework that can be used in various phases of the co-design process 593 

(Peters et al., 2024). 594 

There are speculations within the literature that co-design is sometimes misused as a 595 

label without true enactment of its principles (Moll et al., 2020); the routine inclusion of 596 

process evaluations might ensure genuine involvement and sharing of power in co-design 597 

projects, shifting emphasis toward the success of co-design rather than adherence to specific 598 

processes (Shiggins, Coe, et al., 2022). Costs of conducting EBCD were also not captured. 599 

The complexity and duration of EBCD projects are considered challenging by many and few 600 

cost analyses have been conducted (Donetto et al., 2014). Such data would allow future 601 

comparisons of different co-design methods and estimates of the funding required to co-602 

design with people with communication disability, particularly when additional resources are 603 

required to make this process accessible for this population (Shiggins, Coe, et al., 2022). 604 

Co-design approaches in research and service development are in an “expanding and 605 

rudimentary phase” (Dobe et al., 2023, p. 562); that is, growing rapidly but with highly 606 

variable application. There have been calls for more consistent methods and terminology for 607 

co-design within specific populations, such as stroke, to allow evaluation of its outcomes and 608 

appraisal of the quality of consumer involvement (Dobe et al., 2023). Although a 609 

standardized definition and structure for co-design might aid evaluation, it is arguably more 610 

essential to maintain flexibility to adapt processes for different contexts, populations and 611 
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most importantly, individuals (Hendriks et al., 2015). This flexibility is especially crucial for 612 

co-designing with people who have unique and diverse needs, such as those with 613 

communication disability. Standard co-design methods typically rely on unstructured group 614 

interaction, the ability to comprehend and retain written information and participants being 615 

able to provide detailed suggestions and feedback throughout the process. For many with 616 

communication disability, these methods need modification to avoid becoming barriers to 617 

meaningful participation in co-design. We believe that many of the modifications we 618 

undertook within the EBCD process facilitated inclusion of people with aphasia and 619 

cognitive-communication impairments, but we recognize these are not exhaustive or the only 620 

possible approach – other methods could further enhance accessibility of EBCD. By sharing 621 

more detailed descriptions of these adapted methods, the field can gradually move toward a 622 

best practice toolkit with that supports authentic co-design in communication disability. 623 
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Table 1 - Stages of Experience Based Co-Design (Donetto et al., 2014) 791 

1 Setting up the project 
2 Gathering staff experiences 
3 Gathering patient and carer experiences through observation and filmed 

interviews 
4 Bringing staff, patients and carers together to share and prioritise based on a trigger 

film 
5 Sustained co-design in small groups 
6 Celebration and review 

  792 
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Table 2 - Participant data for people with communication disability 793 

 Characteristic n = 8 
Severity Mild 2 
Based on informal clinical 
judgements 

Mild-Moderate 2 
Moderate 1 
Moderate-Severe 3 

Aetiology Stroke 5 
 TBI 3 

Time post onset Early (<2 years) 4 
 Long term (>2 years) 4 

Location Rural 3 

 Urban 5 
Sex Male 3 

 Female 5 
Age 40–49 2 

 50–59 3 
 60–69 2 
 70–79  
 80+ 1 
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Table 3 - Participant data for carers 796 

 Characteristic n = 3 
Location Rural 2 

 Urban 1 
Sex Male 1 

 Female 2 
Age 40–49 1 

 50–59  
 60–69 1 
 70–79 1 
 80+  

Relationship Spouse 3 
Providing care for : 

Severity Mild 1 
Based on informal 
clinical judgements 

Mild-Moderate  
Moderate 1 
Moderate-Severe 1 

Aetiology Stroke 3 
 TBI  
Time post onset Early (<2 years) 2 
 Long term (>2 years) 1 

  797 
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Table 4 - Health professional participant data 798 

Profession n 
Speech Pathology 5 
Management 3 
Occupational Therapy 3 
Physiotherapy 2 
Community Nursing 2 
General Practitioner 2 
IT Support 1 
Neuropsychology and Clinical Psychology 1 
Social Work 1 
Total 20 
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Figure 1 - Overview of experience gathering and prioritization procedures 801 

Figure 2 - Overview of text-based editing applied to EBCD 802 

Figure 3 - Summary slide with challenges.  803 

Figure 4 - A co-designer with aphasia sorting the challenge cards on the sorting mat. 804 

Clicking on a slide navigates to it by zooming in. Returning to the menu zooms back out to 805 

the summary slide. 806 

Note: Recognizable faces are hidden or blurred. 807 


