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ABSTRACT
Introduction Aphasia is an impairment of language that 
occurs in 30%–40% of stroke survivors. This often chronic 
condition results in poor outcomes for the individual with 
aphasia and their family. Long- term aphasia management 
is limited, with few people receiving sufficient services 
by 6–12 months postonset. We present a protocol for the 
development of coproduced aphasia service elements. We 
will use experience- based codesign (EBCD), an approach 
that enables service users and providers to collaboratively 
develop services and care pathways. Drawing on the 
experiences of people with aphasia, their families and 
clinicians we will establish priorities for the development of 
new services and later work together to codesign them.
Methods and analysis This research will be coproduced 
with people with aphasia (n=30–60), their families (n=30–
60) and speech pathologists (n=30–60) in Queensland, 
Australia, using EBCD. A consumer advisory committee 
will provide oversight and advice throughout the research. 
In phase 1, we will use semistructured interviews and 
the nominal group technique to explore experiences 
and unmet needs in aphasia rehabilitation. Data will be 
analysed using thematic analysis and the resulting themes 
will be prioritised in multistakeholder focus groups. 
Outcomes of phase 1 will inform future research (phase 
2) to codesign services. Financial costs and participant 
experiences of EBCD will be measured.
Ethics and dissemination Human Research Ethics 
Committee approval for phase 1 has been obtained 
(HREC/2020/QRBW/61368). Results will be reported in 
peer- reviewed journal articles, presented at relevant 
conferences and, following EBCD suggested best practice, 
fed back to participants and community members at 
a celebratory event at completion of the project. The 
inclusion of service users in all stages of research will 
facilitate an integrated approach to knowledge translation. 
A summary of research findings will be made available to 
participating sites.

INTRODUCTION
Aphasia is an impairment of language that 
impacts an individual’s ability to commu-
nicate.1 Global stroke prevalence is esti-
mated to be more than 80 million, with an 
incidence of 13.7 million.2 Based on a 33% 
aphasia incidence rate poststroke,3 aphasia 

affects approximately 4.6 million stroke 
survivors worldwide. For most people, 
aphasia persists as a chronic condition4 
and results in poor outcomes for both the 
person with aphasia and their family, long 
after discharge from healthcare services.5 
Out of 60 major diseases and 15 health 
conditions, aphasia was identified as having 
the worst effect on quality of life, even when 
compared with cancer and dementia.6 
This negative impact is compounded by 
mood disturbances. Kauhanen et al7 found 
that 70% of stroke survivors with aphasia 
developed depression between 3 and 12 
months poststroke, approximately double 
the rate experienced by stroke survivors 
without aphasia. People with aphasia are at 
increased risk of loneliness and social isola-
tion,8 have longer stays in hospitals, access 
more rehabilitation services, experience 
greater mortality rates and are less likely to 
return to work following a stroke than those 
without aphasia.9 10 Despite these poor 
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 ► This research uses experience- based codesign 
(EBCD) methods with people with aphasia, signifi-
cant others and clinicians, to ensure that their prior-
ities are central in new service design.

 ► Our research methods are designed to support the 
inclusion of Aboriginal and/or Torres Strait Islander 
Peoples of Australia and culturally and linguistically 
diverse populations, who are often excluded from 
research.

 ► This study contributes to building knowledge about 
the use of EBCD to coproduce tailored services in 
new health service design.

 ► Research findings may be used to guide the devel-
opment of aphasia services locally, nationally and 
internationally.

 ► Evaluating the implementation of codesigned ser-
vices is not within the scope of the current project, 
however, is a future research direction.
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outcomes, no research has comprehensively explored 
the unmet service needs of this population or identi-
fied their priorities for future service development.

Unmet needs in people with aphasia
The unmet needs of people with aphasia have not been 
comprehensively explored. Current understanding is 
guided by qualitative exploration of patient experi-
ences in discrete areas of practice and recovery and 
by research focused on the needs of the general stroke 
population. Qualitative research provides a founda-
tion for understanding unmet need in the context 
of specific aspects of rehabilitation (eg, treatment 
goals11 and management of mood disturbances12) and 
recovery (eg, experiences of returning home13). Wray 
and Clarke14 conducted a systematic review of qualita-
tive studies exploring the longer- term needs of stroke 
survivors with communication impairments. The 32 
included studies explored: perceived changes in social 
roles; experiences within the first 3 months following 
stroke; experiences of communication disability; the 
consequences of aphasia; factors inhibiting partici-
pation; and experiences of returning home.14 Unmet 
need was identified to fall into four main areas: (1) 
managing communication outside of the home, (2) 
creating a meaningful role, (3) creating or main-
taining a support network and (4) taking control and 
actively moving forward with life.14 While this research 
provides a basis for understanding the unmet needs 
of people with aphasia in specific areas of practice 
and recovery, the relative importance of these needs 
have not been established. Research within the general 
stroke population has sought to identify the long- term 
unmet needs of stroke survivors in multiple countries 
including Australia,15 Ireland,16 Scotland,17 Sweden,18 
the USA19 and the UK.20 Zawawi et al21 conducted a 
systematic narrative review of 105 studies reporting 
unmet needs in stroke- suvivors from America, Asia, 
Australia, Canada, Europe, New Zealand and the UK. 
Unmet needs were classified into categories of: (1) 
physical and other stroke- related problems, (2) social 
participation, (3) information and (4) rehabilita-
tion and care. Communication (including speaking, 
reading, writing and hearing) was identified as an 
unmet physical function need in 13 of the included 
studies. In the category of social participation, unmet 
community reintegration needs also related to unful-
filled communication needs (eg, difficulty partici-
pating in social activities within their community and 
inability to fulfil communication obligations) in 14 
studies.21 Although communication was identified as 
an unmet need for stroke survivors in these studies, the 
specific aspects of communication impacted were not 
well described. For example, Kersten et al20 surveyed 
315 younger stroke survivors between 18 and 65 years in 
the UK. Speech therapy was identified as one of three 
most pressing needs for young stroke survivors unable 
to return to work.20 However, the specific nature of the 

‘speech therapy’ required was not detailed, limiting 
the extent to which this information can be used to 
drive service development. In another study, Andrew et 
al15 conducted surveys with 765 stroke survivors across 
Australia, 12 or more months poststroke. ‘Speaking 
difficulties’ were a frequently reported unmet phys-
ical need,15 however, the basis of these difficulties 
(eg, language vs motor speech impairments) was not 
described, making it difficult to delineate what support 
was required. While it is clear that long- term communi-
cation needs exist for stroke survivors, there is a need 
for a comprehensive exploration of unmet need that 
also provides insight into the relative importance of 
identified needs, in sufficient detail to drive the devel-
opment of services or interventions to remedy these 
issues.

Complexity of need in people with aphasia
Traditional healthcare models focus on aphasia treat-
ment in the first 6 months of recovery, with limited access 
to services following discharge home.4 22 For the person 
with aphasia, the impact of social, vocational and family 
involvement on quality of life, often becomes apparent 
following their return home and subsequent discharge 
from services.23 This poses a challenge within current 
models of care, especially when community follow- up 
and delivery of community- based services is limited.24 
International research exploring aphasia management 
has found that current models of aphasia care are 
unable to provide sufficient dose, intensity or duration 
of aphasia services to achieve optimal outcomes.25 Katz et 
al25 conducted an international survey of 175 clinicians 
from Australia, Canada, USA and the UK, and found 
that provision of community- based services were limited 
across all participating nations. Clinicians working in 
both metropolitan and regional facilities have identified 
competing approaches,4 26 resource constraints4 24 26 and 
reduced funding4 26 as contributing factors, with depri-
oritisation of aphasia management in the acute setting 
further limiting care.26 Research has also shown that 
community- based aphasia management is limited and 
therapy provision is less likely to occur by 6–12 months 
postonset.4 24 For example, one study evaluated the usual 
care data of 278 participants over 3 months, from 21 
National Health Service sites in the UK.24 They found 
that community- based therapy was less likely to occur 
for people with aphasia beyond 12 months poststroke. 
They suggested resource constraints as a possible reason, 
driving clinicians to provide an average of seven sessions 
(over 3 months) to more patients—below the level of 
intervention shown to be effective.24 In another nation-
wide study, Rose et al4 surveyed 188 speech pathologists 
across Australia regarding aphasia treatment practices. 
Clinicians reported that community follow- up for aphasia 
management was limited and all services had ceased by 
6–12 months.4 Given the significance of long- term needs 
for people with aphasia (majority of those diagnosed with 
aphasia show symptoms of aphasia 1 year postonset,27 28 
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it is concerning that the availability of community- based 
services is limited. With the prevalence of stroke survivors 
expected to rise,4 29–31 it is unknown how already overbur-
dened systems will be able to meet this increasing demand 
for aphasia services.

Codesigning new aphasia services
Understanding the healthcare experiences of people 
with aphasia is essential to developing new services that 
meet their needs. Research exploring experiences of care 
has been recognised as a key component to improving 
quality in healthcare systems and is positively associ-
ated with improved healthcare outcomes.32 Doyle et al32 
conducted a systematic review of 55 studies to explore 
the relationship between patient experience and health 
outcomes and healthcare quality. They found consis-
tent positive associations between patient experiences, 
patient safety and clinical effectiveness for a range of 
healthcare settings and diseases, suggesting that positive 
experiences for patients are clinically relevant. The inclu-
sion of patient experiences in service design processes, 
highlights the specific strengths and weaknesses in the 
delivery of services needed to improve healthcare quality. 
Coproduction and codesign methodologies encourage 
the interaction of multiple stakeholders to ensure the 
most effective outcomes for service users are estab-
lished.33 In healthcare, this involves service users such as 
patients or their family members as stakeholders in the 
design, management or evaluation of the services they 
interact with.33 Central to current work in coproduction 
and codesign is the importance of exploration of power 
relations and decision- making processes and frameworks. 
Experience- based codesign (EBCD), a specific example 
of a codesign method, provides an approach to explore 
gaps in services and priorities for service development 
from the perspectives of patients and families, to ensure 
tailoring of services during the codesign processes that 
follow. The EBCD approach can be broadly divided 
into six stages according to early descriptions that are 
provided by The Point of Care Foundation in the UK. It is 
important to recognise that these stages are combined to 
form an entire codesign process, so each stage should be 
viewed as interacting with future stages:
1. Project set up (ethics, project development, establish-

ing stakeholder/advisory groups).
2. Gathering staff experiences.
3. Gathering patient and carer experiences (typically 12–

15 filmed narrative based interviews).
4. Initial codesign event that brings together staff, pa-

tients and carers to view a filmed representation of 
patient touch points (key themes related to negative 
experiences identified in the data) and collaboratively 
identify priorities for codesign workshops.

5. Codesign workshops (usually 4–6, where staff and ser-
vice users collaboratively work together in an iterative 
process to redesign a service);.

6. Celebration event.34–36

In recent years, EBCD has been used in healthcare to 
redesign services for palliative care service delivery in 
emergency rooms,37 pretreatment pathways in head and 
neck cancer,38 mental health service experiences,39 40 
emergency department experiences,41 medicine manage-
ment during care transitions,42 integrated cancer care 
centre services for patients with breast and lung cancer,43 
and outpatient cancer care.44 EBCD combines narrative 
theory, participatory action research and design thinking, 
to effectively ensure those with the lived experience are 
embedded within and actively contribute to the design 
process.34 45 We present a protocol for phase 1 of a project 
to use EBCD to inform the future coproduction of 
aphasia service elements with people with aphasia, signif-
icant others and speech pathologists. Conceptual designs 
of aphasia service elements addressing key priorities iden-
tified in phase 1 will be developed for use in future code-
sign processes in phase 2.

Study aims
The overarching aim of this research is to coproduce 
aphasia service elements. In this protocol, we describe the 
first stage of this process, gaining consensus on priorities 
for aphasia service codesign. Specific aims are:
1. To explore positive and negative experiences of apha-

sia care, and identify priorities of aphasia service users 
(including Aboriginal and/or Torres Strait Islander 
Peoples and culturally and linguistically diverse popu-
lations), their significant others and clinicians.

2. To gain consensus on priorities for new aphasia ser-
vices from the perspective of people with aphasia, their 
significant others and clinicians.

3. To evaluate the experiences of participants engaging 
in the EBCD process.

METHODS AND ANALYSIS
This qualitative study using EBCD will combine partici-
patory research engagement methods (eg, consensus 
meetings) with patient and public involvement (eg, 
consumer advisory committee input) to identify priorities 
for aphasia service codesign.

Patient and public involvement
A consumer advisory committee has been established to 
provide expert feedback on key elements of the project such 
as recruitment strategies, interview or focus group consid-
erations (including codevelopment of the experience of 
participation feedback questionnaire), codesign training 
and dissemination of outcomes. This advisory committee 
is made up of individuals with lived experiences of aphasia 
services, who represent each stakeholder group and consists 
of a ratio of at least two people with aphasia and their signif-
icant others, to one clinician and the cultural capability 
officer from a metropolitan hospital in Brisbane, Australia. 
Research questions and study design (including data analysis 
processes and assessment measures) have been developed by 
the research team (LA, VJP, DAC and SJW). Public involve-
ment is intended to guide: conduct of study procedures and 
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recruitment (eg, consumer advisory committee feedback on 
what to emphasise to facilitate understanding and engage-
ment by stakeholders, expert advice on facilitating engage-
ment for Aboriginal and/or Torres Strait Islander Peoples, 
codevelopment of a recruitment video) and interpretation 
and dissemination of results (eg, as coauthors on papers 
and development of plain English summaries of research 
papers). To date, advice from the consumer advisory 
committee has resulted in: (1) codevelopment of a recruit-
ment video to make research information communicatively 
accessible, (2) cocreation of a plain English summary of this 
protocol and (3) development of a community engagement 
plan to build trust with local communities and facilitate 
engagement with community members. The consumer advi-
sory committee will receive updates throughout the project 
and opportunities to provide feedback on processes prior 
to each stage. The research team will establish procedures 
for codesign training and workshops with input from the 
consumer advisory committee to facilitate understanding 
and engagement by all stakeholders. Patient and public 
involvement will be reported in line with the Guidance for 
Reporting Involvement of Patients and the Public (GRIPP- 2) 
long- form checklist.46

Study design
This EBCD34 42 47 approach will be conducted in two phases 
(see figure 1 for research overview). Phase 1 (detailed in 
the current protocol) aims to establish the priorities for 
service development. Semistructured interviews and the 
nominal group technique (NGT)48 49 are used in phase 1 
to explore experiences and unmet needs in aphasia reha-
bilitation. Data will be analysed using thematic analysis and 
the resulting themes will be prioritised in multistakeholder 
focus groups. Phase 2 of this research (not detailed in the 
current protocol) is dependent on the completion of phase 
1 and aims to codesign new aphasia rehabilitation services. 
In phase 2, aphasia centre services will be codesigned in 
a series of multistakeholder workshops. EBCD methods 
have been used for healthcare service design41 including 
with vulnerable populations.39 The flexibility of the EBCD 
approach allows for modifications that support the involve-
ment of populations with specific needs,37 making it a 
suitable choice to support people with aphasia driving the 
service design elements (see figure 2 for modifications to 
EBCD stages). A steering committee (comprising authors 
SJW, DAC and VJP) will monitor achievement of mile-
stones and timely completion of the project.

Figure 1 Overview of the experience- based codesign (EBCD) procedures used for coproducing tailored aphasia service 
elements in this research project. NGT, nominal group technique. PWA, person with aphasia.
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Participants
1. People with aphasia

 – Inclusion criteria: (1) confirmed presence of post-
stroke aphasia (severity at time of participation as de-
termined by Aphasia Severity Rating Scale (ASRS)50; 
(2) six or more weeks (subacute) poststroke (or fol-
lowing discharge from inpatient aphasia rehabilita-
tion services, people with aphasia identify therapy 
needs following discharge home from hospital and 
with long- term management23); (3) aged 18 years 
or older.

 – Exclusion criteria: (1) Presence of other neurode-
generative or neuropsychological disorders such 
as dementia or Parkinson’s; (2) aphasia due to 
non- stroke aetiology; (3) Not proficient in English 
(group involvement only). Groups will be conduct-
ed in English. A significant component will require 
participating in group discussions; therefore a good 
knowledge of English language is required.

2. Significant others
 – Inclusion criteria: (1) family member, close friend, 

main contact or carer of a person with aphasia; (2) 
able to participate in group discussions; (3) aged 18 
years or older.

 – Exclusion criteria: Not proficient in English (group 
involvement only).

3. Clinicians
 – Inclusion criteria: Speech pathologists currently 

working with people with aphasia, or their commu-
nication partners.

 – Exclusion criteria: No experience working with peo-
ple with aphasia.

Recruitment
We aim to recruit 30–60 participants with aphasia, 30–60 
significant others and 30–60 clinicians from 21 Hospital 
and Health Service (HHS) sites in Queensland, Australia. 
Research sites will be established across areas of varying 
geographical remoteness (as per the Australian Bureau of 
Statistics Remoteness Area Classifications51): (1) remote 
and very remote locations; (2) inner and outer regional 
locations; (3) Metro North HHS central locations; (4) 
Metro North HHS north locations; (5) other metropol-
itan sites; (6) community/other sites (eg, telehealth). At 
each location, participants will be recruited from partic-
ipating Queensland HHS sites, professional affiliate 
groups, aphasia community groups, online community 
groups, and through opportunistic encounters. Following 
the completion of each stage, participants will be invited 
to express interest in participating in subsequent stages 
of research. It is very common in a codesign project for 
participants to take part in multiple activities and parts of 

Figure 2 Overview of the modifications made to our experience- based codesign (EBCD) project and anticipated timeline of 
activities.
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the process. Separate consent will be sought to participate 
in experience gathering (EBCD stage 2) and collabora-
tive prioritisation (EBCD stages 4 and 5). Recruitment 
processes for phase 2 (including codesign—EBCD stage 
6) of this research will be developed following comple-
tion of phase 1.

Sampling
Maximum variation sampling will be used to ensure 
the greatest degree of diversity is achieved in the range 
of experiences captured (see table 1 for details). Prior 
EBCD projects have recommended approximately 10 
participants for information gathering and subsequent 
codesign stages. These projects have focused on a single 
health service occurring at 1–2 site locations. As the 
current EBCD project is considering a system- wide evalu-
ation of experiences across services and service pathways, 
up to 10 participants will be recruited from each partici-
pating region.

Modifications to EBCD methods
Facilitating communication with people with aphasia
All research activities will be facilitated by speech patholo-
gists who are experienced in facilitating group discussions 

with people with aphasia. Written information pertaining 
to each group session or interview (including agendas, 
questions, participant response forms and question-
naires) will be prepared in an communicatively accessible 
format (eg, use of white space, contextual image supports 
and reduced linguistic complexity) and distributed prior 
to each session.52 People with aphasia will be given an 
opportunity to verbally discuss research processes prior 
to participation in a given session. Participation within 
all research activities will be facilitated using supported 
communication techniques including use of: multimodal 
communication; written key words; additional processing 
time for comprehension and response generation; fixed- 
choice questions; and verification of content.53 Research 
findings will be made available in lay and communication 
accessible formats.

Inclusion of diverse populations
Specific modifications have been made to support the 
inclusion of Aboriginal and/or Torres Strait Islander 
peoples who wish to participate in this research. Indig-
enous Liaison Officers have been identified at partici-
pating sites to offer expert guidance on a case- by- case 
basis. Project materials have been developed in line with 
guidelines provided by The University of Queensland 
Poche Centre for Indigenous Health (eg, using large 
size font, use of white space, simplified language and use 
of (culturally appropriate) image supports) to facilitate 
comprehension and to show respect for Aboriginal and/
or Torres Strait Islander peoples. To ensure Aboriginal 
and/or Torres Strait Islander Peoples priorities for service 
development are captured and included, a community 
engagement plan will be developed in collaboration 
with the Cultural and Capability Officer—Allied Health 
Professions (Royal Brisbane and Women’s Hospital). 
The cultural capability officer sits on the consumer advi-
sory committee to provide expert guidance and project 
oversight. In response to advice provided during the 
collection of participant experiences in phase 1, an addi-
tional focus group will be offered for Aboriginal and/or 
Torres Strait Islander participants at each site where it is 
desired. Participants who would like to share their experi-
ences in a language other than English can do so during 
an interview with the aid of an appropriate interpreter. 
Non- English transcripts will be translated and analysis of 
meanings confirmed.

Assessments
Participants with aphasia will complete a single assess-
ment session prior to their initial research involvement. 
Assessments will include: (1) ASRS50; (2) Stroke and 
Aphasia Quality of Life Scale -39 (SAQOL- 39)54; (3) 
Health- related Quality of Life Scale (EQ- 5D- 5L).55 The 
SAQOL- 39 includes 5- level responses for 39 questions 
across 3 domains. The ASRS provides an overall rating 
of language ability or aphasia severity rating between 0 
and 5. The ASRS and SAQOL- 39 have both been vali-
dated for use with people with aphasia. The EQ- 5D- 5L 

Table 1 Maximum variation participant matrix, including 
criteria used per stakeholder group

Participant 
group Priority Criteria

Participants 
with aphasia

1. Aphasia 
severity

Mild,
Moderate,
Severe

2. Time post 
onset

Subacute: 6 weeks to 5 months,
Chronic: 6+ months

3. Age 18–54 years,
55–70 years,
70+ years

4. Sex Male,
Female

5. Cultural 
ethnicity

Aboriginal and/or Torres Strait 
Islander,
Not Aboriginal and/or Torres 
Strait Islander,
Speaks English as a second 
language

Clinicians A. Type of 
caseload

Acute: 0–7 days,
Subacute: 1 week to 6 months,
Chronic: 6+ months

B. Type of health 
service

Acute,
Inpatient rehab,
Stroke unit,
Outpatient rehab,
Community

C. Years of 
experience

<2 years,
2–10 years,
>10 years

Significant 
others

None Significant others will be 
categorised based on the 
characteristics of their significant 
other with aphasia.
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includes five- level responses across five health domains. 
Assessments will be used to describe the participant 
sample, provide additional context during data analysis 
and inform understanding of unmet needs.

Financial data collection
A prior review of EBCD projects identified that costs 
associated with EBCD are not routinely collected to 
inform future research design.33 To the authors’ knowl-
edge, this is the first project to use an EBCD approach 
with people with aphasia. Therefore, costs of conducting 
this EBCD approach will be analysed to inform future 
research design using EBCD with people with aphasia to 
codesign services. The principal investigator will main-
tain a running excel spreadsheet that will be calculated 
on completion of each phase. Details pertaining to the 
development of resources, costs of participating for 
participants (including transport costs), associated time 
and administration costs involved with data collection, 
and human resource expenses (related to data collec-
tion and facilitation) will be collected. A cost analysis 
comparing costs associated with data collection, adminis-
tration and facilitation per stakeholder group, based on 
data collected in this EBCD project will be conducted at 
the completion of each phase.

Experiences of participation
All participants will complete a short questionnaire on 
their experiences of involvement following each research 
activity. This questionnaire will be codeveloped with 
input from the consumer advisory committee. Inductive 
content analysis56 will be used to explore themes related 
to participants experiences of being involved following 
each stage of the research. Experience of participation 
data (eg, evaluation of information provided prior to 
participation, participants capacity to share within the 
group setting, overall satisfaction and open comment 
fields) will be used to refine research processes in subse-
quent stages and to inform the development of an EBCD 
toolkit for people with communication disability.

Data collection and analysis in phase 1
Information Gathering (EBCD stage 2)
Semistructured interviews (data gathering and understanding)
Eighteen semistructured interviews, (six people with 
aphasia, six significant others and six clinicians) will be 
conducted to develop a deeper understanding of the 
thoughts, feelings and actions that occur during the 
journey of aphasia service interactions (eg, development 
of experience maps and touch- points). An interview 
guide will be developed in consultation with the advi-
sory committee to ensure relevance and methodological 
consistency. Semistructured interviews use open ended 
questions with prompts to support communication, 
making it an appropriate choice for interviewing people 
with aphasia. Semistructured interviews have been used in 
EBCD projects to effectively explore patient experiences 
of care,37 and the experiences of people with aphasia.57 

Interview data will provide insights into key experiences 
per stakeholder group and contextual support for partic-
ipants generating local ideas and priorities for aphasia 
service design during NGT focus groups.

NGT (data gathering, understanding and individual site 
prioritisation)
An adaptation of Harvey and Holmes49 NGT will be used 
to gather experiences, and ideas for service design from a 
wider audience at each participating location. NGT48 49 is 
a structured form of focus group used to identify personal 
experiences, and to establish group consensus for priori-
tising actions.49 The structured approach ensures partici-
pation in group discussion by all members and allows for 
the provision of supportive communication strategies for 
people with communication impairments. Wallace et al58 
have effectively used NGT in prior research with people 
with aphasia and their significant others.

A single NGT will be hosted at each site, per stakeholder 
group, with an additional NGT group offered at each site 
for Aboriginal and/or Torres Strait Islander participants 
where it is desired. Individual prioritisation by geograph-
ical area will provide guiding principles for broader 
consensus prioritisation to follow. Three questions will be 
posed to each group: (1) describe your best experience of 
aphasia services; (2) describe an experience that did not 
go so well and (3) what would the ideal service look like? 
Groups will be video and audiorecorded with consent. 
Questions will be piloted to assess clarity of wording and 
ability to generate desired information.

Field notes (understanding)
Field notes will be recorded at each site and will be used to 
support interpretation of themes and to provide contex-
tual insights that may shape participant responses. Field 
notes will be used to keep track of setting details and key 
features of the interactions for future consideration.

Data Analysis (EBCD stages 2 and 3)
Interview and NGT data will be combined to develop a 
comprehensive experience map per stakeholder group. 
Thematic analysis of positive and negative experiences 
will follow the stepped process described in Braun and 
Clarke.59 Thematic analysis of negative experiences 
will be used to explore unmet needs in people with 
aphasia and their significant others. Themed rankings 
of service priorities will be used to develop problem 
statements for review during prioritisation focus 
groups in EBCD stages 4 and 5. Representations of 
significant negative themes identified across the data 
will be developed into a 20 minute touch- point film. 
Touch- point films use digital storytelling to evoke an 
emotional connection across stakeholder groups.60 61 
Video footage of participants with aphasia and signif-
icant others will be selected based on themes identi-
fied, as shown in EBCD stages 2 and 3 of figure 2. The 
touch- point film will be viewed by participants during 
prioritisation focus groups (EBCD stages 4 and 5). 
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No video data will be viewed by participants without 
prior consent from all those who appear in the film. 
When consenting to the use of video footage, partici-
pants will have the opportunity to review all clips that 
contain their voice or image to be used in the film 
presentation. Inductive content analysis56 will be used 
to combine and compare ranked consensus prioriti-
sation for service development from combined NGT 
and interview data. Themes will be compared across 
groups for differences and commonalities according to 
geographic remoteness and demographic indicators.

Collaborative understanding and prioritisation (EBCD stages 4 and 
5)
Focus groups will be used to collaboratively identify 
suitable priorities for focused codesign workshops 

(EBCD stage 6) to follow. Themed service priorities 
identified in earlier stages (EBCD stages 2 and 3) will 
be reviewed within a two part prioritisation process 
(EBCD stages 4 and 5). Focus groups use the inter-
action between people to generate a collective explo-
ration and understanding of peoples experiences.62 
Focus groups typically involve 8–10 people, for a 
session of 1–2 hours.63 Due to multiple stakeholder 
involvement, 3–10 participants will be invited to attend 
each prioritisation focus group. Focus groups have 
been recommended for comprehensively exploring 
patient perspectives on health and functioning,64 and 
have been effectively used in prior EBCD projects to 
identify priority areas for codesign stages.40 All focus 
groups will be videorecorded and audiorecorded with 

Figure 3 Focus group procedures for prioritisation part 1 (EBCD stage 4), with details of the sequential order and key elements 
explained.
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consent. Participants will be invited to comment on 
their experiences of being involved following each 
group.

Consensus prioritisation part 1 (EBCD stage 4)
Two focus groups will be conducted: (1) clinician only 
focus group; (2) combined group with people with aphasia 
and their significant others. These consensus meetings 
will focus on collectively understanding experiences 
and ranking priorities identified across all geographical 
locations within stakeholder groups. Participants will 
view the touch- point film (significant themes of negative 
experiences), stakeholder experience maps (see exem-
plar in online supplemental material 1) and deidentified 
personas (see example template in online supplemental 
material 2) during prioritisation processes. An overview 
of prioritisation procedures is provided in figure 3. All 
participants unable to attend, will be given the opportu-
nity to vote on their priorities for service development via 
a 30 min online survey.

Consensus prioritisation part 2 (EBCD stage 5)
A final combined focus group will produce a top ten list of 
priorities for service design that represents all stakeholder 
group perspectives, and identifies key areas for codesign 
workshops. Focus group consensus prioritisation part 2 
procedures will include a reshowing of the digital presen-
tation of key experiences, personas and experience maps. 
A matrix, adapted from reference 65, will be used to facil-
itate prioritisation (see figure 4). Participants will rank 
their top three priorities for service design until a top ten 
list of priorities is identified.

Data analysis (EBCD stages 4 and 5)
Inductive content analysis56 will be used to combine and 
compare ranked consensus prioritisation for service 
development from combined prioritisation focus groups 
and survey data. Rankings will be compared across 
groups for differences and commonalities according to 
geographical remoteness and demographic indicators. 

Participants experiences of involvement in prioritisation 
processes will also be analysed.

Anticipated outcomes
1. A comprehensive understanding of the unmet needs 

of people with aphasia and their significant others.
2. A consensus- based list of priorities for the future de-

sign of aphasia service elements.
3. Mapped aphasia services and service models from par-

ticipating sites in Queensland.
4. An evaluation of participant experiences of involve-

ment during experience gathering and collaborative 
prioritisation processes.

Future directions, phase 2 data collection and analysis
Outcomes of phase 1 will be used to inform specific methods 
and processes used in phase 2. A brief overview of phase 2, 
the next steps for this research (EBCD stages 6 and 7) is 
provided here. These stages will be developed following 
completion of phase 1. Phase 2 of this research intends to 
codesign elements of aphasia services that target identified 
priorities. Some elements will be generic and will require 
customisation and some will reflect priorities unique to 
specific contexts such as rural settings.

Codesign workshops (EBCD stage 6)
Codesign workshops will be used to bring together represen-
tatives from all stakeholder groups to work in partnership 
to design services. Participants will be assigned to codesign 
workshops using purposive sampling to work on a priority 
for service development based on prior consensus prioritisa-
tion (EBCD stage 6). Published literature will be synthesised 
into ‘rapid evidence reports’ that align with each priority 
identified and presented to participants prior to codesign 
workshops. Participants will be able to use this information 
during codesign workshops. In prior research, Kearns et al66 
effectively used codesign workshops with people with aphasia 
to develop a new user informed outcome measure. Six partic-
ipants with aphasia attended six, 90 min workshops, with 
feedback suggesting 4–5 participants as optimal. However, 
codesign workshops in this project will include participation 
by multiple stakeholders, presenting challenges for accurate 
estimations of participant numbers. Accordingly, codesign 
workshop agendas and supporting resources will be devel-
oped following phase 1 and pilot tested prior to workshops. 
Specific training for codesign workshops will be developed 
based on participant feedback from research activities in 
phase 1 and from pilot testing. Training will cover specifics 
of: methods used during workshops; aims, objectives and 
limitations of workshop processes associated with expecta-
tion management; roles and decision- making processes and 
how power will be managed between stakeholder groups. 
Details for codesign workshops will be informed by phase 
1 prioritisation, participant feedback on participation and 
in response to pilot testing. A research protocol specific to 
phase 2 of this research will be developed following comple-
tion of phase 1.

Figure 4 Example of matrix, adapted from reference 65 to 
facilitate prioritisation based on: (1) degree of impact (low vs 
high); (2) degree of influence (low vs high); (3) suitability within 
scope of codesign project (low vs high).

https://dx.doi.org/10.1136/bmjopen-2020-047398
https://dx.doi.org/10.1136/bmjopen-2020-047398
https://dx.doi.org/10.1136/bmjopen-2020-047398
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Celebration event (EBCD stage 7)
All participants involved in the project will be invited to 
a feedback and celebration event where outcomes and 
future directions as a result of the codesign project will be 
reported. Feedback on codesigned services developed in 
response to consensus prioritisation will be sought from 
all attendees.

Data analysis (EBCD stages 6 and 7)
Participant experiences of research participation will be 
collected across all stages of involvement (EBCD stages 2, 
4, 5, 6 and 7), and used to inform changes to EBCD proce-
dures and in toolkit development. Combined feedback 
data collected during celebration and feedback event on 
responses to coproduced services (EBCD stage 7) will be 
analysed.59 Themes will be compared across groups for 
commonalities according to geographic remoteness and 
demographic indicators.

ETHICS AND DISSEMINATION
Ethics
Ethics approval for phase 1 of this project has been provided 
by the Royal Brisbane and Women’s Human Research 
Ethics Committee (HREC/2020/QRBW/61368) and 
The University of Queensland (2020000965). Ethics 
approval was granted in April 2020, initial site- specific 
research contracts were approved in November 2020, and 
data collection began in December 2020.

Managing expectations of participants has been 
identified in other codesign studies as a way to reduce 
possible distress associated with involvement.43 As such, 
aims and agendas for each group session will be clearly 
defined and distributed to participants prior to all events. 
Following the communication principles established by 
the consumer advisory committee.

To reduce the burden of participation on participants 
with aphasia, prepaid hospital parking vouchers and reim-
bursement for the cost of fuel per kilometre of travel (for 
remote participants who need to travel long distances) 
will be offered. Participants will be given the option to 
participate using videoconferencing where it is consid-
ered unsafe to meet face to face or due to COVID- 19 
pandemic measures. Participants who are invited, and 
who live remote from Brisbane, will be reimbursed for the 
cost of their travel and accommodation. All people with 
aphasia and significant other participants will be offered 
a voucher as a reimbursement for their time.

Informed consent
Informed consent will be sought from all participants 
involved in this research. All project data will be stored 
securely in a de- identified format and only accessed by 
project staff. Individual responses will only be identi-
fiable to other participants, where consent has been 
provided, such as during the themed media presenta-
tion. Additional consent will be sought from all partic-
ipants where audio- visual footage is used. In providing 

feedback to sites, care will be taken to ensure that indi-
vidual responses are not identifiable by other commu-
nity members.

Dissemination
It is anticipated that the findings and relevant 
outcomes of this project will be reported in interna-
tional peer- reviewed journal articles and presented 
at relevant national and international conferences. 
Findings and outcomes will also be presented at a 
celebratory event at the completion of the research 
project. A summary of research findings will be 
made available to participating sites. Results will 
be communicated to clinicians through local, state-
wide, national and international clinical networks 
and forums. Plain English summaries (including 
video abstracts) of this research will be prepared in 
consultation with the consumer advisory committee, 
suitable for people with aphasia (see online supple-
mental material 3).
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Copland @LNL_Copland and Sarah J Wallace @SarahJWallace
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