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ABSTRACT ARTICLE HISTORY
Background: Most aphasia research is published in international, Received 23 Feb 2023
peer-reviewed journals in a format that is inaccessible for people Revised 14 Jun 2023
with aphasia (PWA). Video presents an ideal format for disseminat- Accepted 16 Jun 2023

ing information to PWA in an accessible digital format. No research KEYWORDS
has explored the preferred format for aphasia research videos from Aphasia; Patient and Public

the perspectives of PWA. Involvement; Preferences;
Aims: To explore the format preferences of PWA for aphasia- Access to information;
accessible research videos. research video

Methods and procedures: The study involved three stages; all
used a semi-structured focus group design. Stage 1 (n = 16 PWA)
developed the topic guide. PWA shared opinions about which
questions they considered important for Stage 2 interview ques-
tions. Stage 2 gathered the votes of PWA (n=40) using these ques-
tions. Stage 3 (n = 6 PWA) reviewed the voting results of Stage 2
and collected opinions from PWA about an example video that
adhered to the identified preferences. Data analysis for all stages
used descriptive statistics (e.g., counts) and qualitative content
analysis.

Outcomes and results: We identified 11 consumer-informed pre-
ferences for aphasia-accessible research videos: 1-Speak with nor-
mal rate; 2-Tailor video duration to content: 5-10 minutes was most
acceptable; 3-Include researcher photos; 4-Use written keywords;
5-Use a mix of images; 6-Include a PWA; 7-No preference for decid-
ing topic; 8-Avoid background music; 9-Provide a summary at the
end; 10-Translate into other languages; and 11-Link to resources.
Conclusion: These preferences should guide the development of
aphasia-accessible research videos, assisting researchers to bridge
the evidence-knowledge gap in the aphasia community. Further
research is required, including with non-English participants and
family members of PWA.
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Introduction

There is a substantial body of research into aphasia assessment and interventions, yet
most of this research is published in international, peer-reviewed journals in a format that
is inaccessible for non-professionals — in particular, people with aphasia (PWA) and their
families. The complex nature of the academic language used in these journal articles is
a major barrier to keeping them informed about the latest research. Thus, many PWA and
their families lack sufficient knowledge to make informed decisions about their own
healthcare (Brady et al., 2013).

To reduce the information barriers experienced by PWA and their families, previous
research has developed guidelines and criteria to make information more accessible to
this population (termed “aphasia-friendly” or “aphasia-accessible” information)
(Brennan et al., 2005; Rose et al., 2003; Rose et al., 2011). This valuable body of work
has focused predominantly on written information (Brennan et al., 2005; Rose et al.,
2003; Rose et al., 2011) and website/graphics guidelines (Language-Light UX, http://
languagelightux.org/). No research has explored the preferences of PWA for other non-
written formats such as research videos. Given the high prevalence of reading diffi-
culties in aphasia (Webster et al., 2013), video coupled with audio may be an ideal
format for disseminating information to PWA. Unfortunately, there is no information
about the features of a ‘good’ research video abstract from the perspective of PWA
(i.e., aphasia-accessible videos). Thus, there is an urgent need to explore their prefer-
ences for video format.

Aim
The primary aim of this qualitative study was to explore the format preferences of PWA for
aphasia-accessible aphasia research videos.

Materials and methods

Design: A multi-stage qualitative study design was used with three stages of online semi-
structured focus groups. As per Pearl and Cruice (2017), it was critical that PWA were
integrally involved to ensure that the final output (format preferences) genuinely
reflected the needs of the end users (PWA). To ensure the right questions were asked
about the research videos, the stage 1 focus groups sought advice from PWA about which
questions to ask about aphasia research videos. In stage 2, these questions were asked in
focus groups to determine PWA's preferences for the format of aphasia research videos.
An exemplar video, based on the preferences identified in Stage 2, was then presented in
stage 3 and PWA provided their perspectives about it.

Research Team

Our multi-national, multi-stakeholder research team represented a collaboration between
PWA and their families, speech-language pathologists and aphasia researchers and was
a partnership between the Collaboration of Aphasia Trialists (CATs; an international group
of aphasia researchers https://www.aphasiatrials.org) and Aphasia Recovery Connection
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(ARC; a US-based international non-profit organisation offering online communication
platforms for PWA and their families https://aphasiarecoveryconnection.org).

Participants

English-speaking PWA were recruited via email snowball sampling of the research team'’s
networks and posting on CATs and ARC social media (e.g., Facebook, Twitter). Inclusion
criteria were: (1) aged at least 18 years; (2) self-identified diagnosis of aphasia, (3) chronic
phase (at least 6 months post onset of a stroke); (4) no hearing or vision difficulties that
would interfere with communication (self-reported by the PWA). The exclusion criterion
was: (1) self-identified inability to participate in a focus group with communication
support due to severe cognitive-linguistic impairments.

Participants could participate in more than one stage of the project as each stage had
a different focus. Participant demographic information, along with aphasia severity is
presented in Table 1. Aphasia severity was rated offline using the ‘Aphasia Severity Rating
Scale’” (ASRS from the Diagnostic Aphasia Examination, BDAE; Goodglass et al., 2000)
based on a communication sample from each focus group.

Procedure

Ethical approval was obtained from The University of Queensland Human Research Ethics
Committee (2021/HE001575). All focus groups were conducted online and were moder-
ated by 1-2 research team members (all of whom were experienced in facilitating com-
munication with PWA). Each focus group lasted approximately one hour. All participants
gave verbal consent to participate. The general format of all focus groups involved:
discussion of the study aims and procedure, watching 2-3 minutes of short aphasia
research videos in different formats to provide context (the videos are available here:
Video Abstracts of Newly Published Aphasia Research - YouTube; Aphasia Answers from
CATs and ARC: Introduction - YouTube), and responding to the study topic guide ques-
tions. The draft topic guide was developed by the research team to provide a series of
visual, structured questions to guide PWA's perceptions about what might be important
in aphasia-accessible videos (e.g., “Do you like a photograph of the researchers at the
start?” — With options: Yes, No, Don’t know/Unsure). PWA were encouraged to explain
their opinions and/or add additional information considered pertinent. All focus groups
were video recorded for analysis and checking.

Following each focus group, two members of the research team independently rated
participants’ aphasia severity on the ASRS, then met together to discuss their ratings and
resolve any discrepancies.

Stage 1: The purpose of Stage 1 was to develop the topic guide for Stage 2. Participants
were shown a list of potential questions and asked whether each question was a good
question to ask PWA about aphasia research videos (e.g., Should we ask “What talking
speed is good?” with options: Yes, No, Don’t know/Unsure). Participants were shown three
aphasia research videos produced by international aphasia researchers on a topic of their
expertise. The videos were invited by the CATs Dissemination team and differed in length,
format (presentation style versus interactive conversation), talking speed, number and


https://aphasiarecoveryconnection.org
https://www.youtube.com/playlist?list=PLxcp1nHjHq5dTjNInVUPdBJJFwQm_-MOY
https://www.youtube.com/playlist?list=PLxcp1nHjHq5fh3pm5LDXeZklS4ZP3cgNs
https://www.youtube.com/playlist?list=PLxcp1nHjHq5fh3pm5LDXeZklS4ZP3cgNs
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Table 1. Participant demographic and aphasia severity information

Variable Stage 1 Stage 2 Stage 3
Overall number 16 40 6
Gender

Female 6 20 3

Male 10 20 3
Age

40 - 65 years 13 36 4

> 65 years 3 0 2
Number of people who answered this question 16 36 6

Country of residence

United States of America 14 15 1
Australia 1 0 0
Canada 1 1 5
United Kingdom 0 18 0
Ireland 0 3 0
Number of people who answered this question 16 37 6
Main language spoken
English 16 29 6
Number of people who answered this question 16 36 6
Aphasia duration
< 1year 2 0 0
1-5 years 7 12 2
6-10 years 4 16 3
> 10 years 3 7 1
Number of people who answered this question 16 35 6
Aphasia severity#
0 No usable speech or auditory comprehension 0 0 0
1 Communication through fragmentary communication 2 6 0
2 Conversation about familiar topics is possible with help 5 4 1
3 Conversation about familiar topics is possible with (almost) no help 3 5 4
4 Obvious loss of fluency 3 8 1
5 Minimal discernible speech handicap 0 4 0
Number of people who provided sufficient verbal communication to be rated 13 27 6

Note. #Aphasia severity was rated using the ‘Aphasia Severity Rating Scale’ (ASRS from the Diagnostic Aphasia
Examination, BDAE; Goodglass et al., 2000)

types of images used, use of accompanying words, inclusion of the speaker’s head and
a list of resources. During the focus group, participants had the opportunity to suggest
additional or modify existing questions. After the focus group, participants received an
aphasia-accessible summary of all responses, with the invitation to suggest further
modifications. Following completion of the focus groups and after the opportunity to
provide further feedback had ended, questions with agreement from PWA (defined as
a vote of “yes” by > 75% of participants, with the exception of “Should PWA be involved in
the video?” which was included by the research team as 50% of participants voted yes for
inclusion while the remaining 50% voted don’t know/unsure) were incorporated into the
topic guide for Stage 2.
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Stage 2: Stage 2 aimed to gather the opinions of PWA about their preferred format of
aphasia videos using the questions from Stage 1. Participants watched three aphasia
research videos (to provide examples of the different features of videos such as length,
use of icons/images, presentation vs. interview formats. Two videos were distinct from stage
1, one video was identical in stages 1 and 2; Aphasia Answers from CATs and ARC:
Introduction - YouTube). PWA responded to the questions using 3-point response scales
(e.g., “Do you like keywords?” — With options: Yes, No, Don’t know/Unsure. Note: The video
duration question was a 5-point scale to provide more fine-grained response options. For 4
questions in Stage 2 participants requested an additional response option — See Table 2).

Stage 3: Preferences identified in Stage 2 were used by a research team member (JP) to
develop an aphasia-accessible research video (available at https://youtu.be/rgxItoSGH4c).
PWA were shown the results (response frequencies from Stage 2) at the beginning of the
focus group session, then watched the custom-produced video. They rated format
features of the video using 3-point response scales (e.g., “Was the talking speed
good?” — With options: Yes, No (too slow), No (too fast)).

Data analysis

Focus group data from all stages were analysed using two levels of analysis. The first level
of analysis involved a descriptive analysis of responses to each question (counts and
percentages). The available case analysis approach described by Piggott (2001) was used,
i.e., there was no substitution/imputation for missing data. The second level involved
qualitative content analysis of participants’ verbal comments which were transcribed from
the session’s videorecording. During the content analysis, one member of the research
team read the focus group transcripts multiple times and identified meaning units within
the transcripts. Meaning units were labelled with a code and grouped into categories and
subcategories (as per Graneheim & Lundman, 2004). To ensure rigour, the codes, sub-
categories and categories were reviewed by a second member of the research team. Any
discrepancies were resolved by discussion between the two research team members.

Results

Due to the online nature of the focus groups to maximise international reach and
minimise COVID-19 risks, some participants left focus groups early or arrived late resulting
in missing data. Forty-three participants were included in the original data set; however,
three participants were removed during data checking (n = 2 due to participation in more
than one group scheduled for a single stage, n = 1 due to not responding to questions
due to technological issues). Four participants participated in two stages. Visual inspec-
tion of the data did not indicate that responses from these four participants differed from
the responses of participants who took part in one stage only. All other participants
participated in one stage only. Quantitative results are presented in Table 2 along with
participant quotes relating to each question. Table 2 lists only the most frequent
and second most frequent response given in Stage 2. The results from the content
analysis from all three stages are presented in Supplementary table 1. Stage 1 resulted
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in 11 questions which formed the topic guide for Stage 2 (these questions and their
response options are presented in Table 2). Four of the eleven questions were added by
PWA during stage 1. Quantitative analysis of Stage 2 data resulted in clear preferences for
accessible aphasia research videos for PWA that involved a normal talking speed, a photo
of the researchers at the start, listed keywords, a mix of images, lack of background music,
inclusion of a summary at the end and a list of resources related to the theme of the video,
and availability in different languages. Participants did not have strong preferences about
whether PWA alone should decide the topic of the video or whether the topic decision
should be a joint decision of PWA and researchers; however, over two-thirds of partici-
pants voted that a PWA should be part of the video. Participants responded that the
preferred length of the video depended on factors such as the content of the video;
however, 5 - 10 minutes was the most acceptable duration.

In Stage 3, participants concurred with the summarised results from Stage 2
(See Table 2). Participants had favourable perceptions towards the aphasia research
video developed according to the preferences identified in Stage 2. Participants
strongly preferred eight features of the aphasia research video (including the
talking speed, use of key words, and concluding summary), but raised improve-
ments for two features. Specifically, while participants preferred the photos of the
researchers at the start, they requested more time to view the photos so they
could see all the researchers. The second feature that participants commented
about a change was with respect to the used images. Approximately half of the
participants commented that they initially did not understand the box plot graph;
however, this was well-explained by the researcher in the video which negated
their initial confusion. The final preferences for aphasia research videos were
collated by the research team and synthesised into a single graphical figure to
aid dissemination (See Figure 1).

Discussion

The current study explored the format preferences of PWA for aphasia research
videos. We identified 11 consumer-informed preferences for aphasia research videos
encompassing speech rate, duration, use of images and keywords, inclusion of PWA
in the video and topic selection, background music, and inclusion of summaries and
resource links. These preferences add another puzzle piece to the growing body of
research focused on developing recommendations for aphasia-accessible information
(e.g., Brennan et al., 2005; Rose et al., 2003; Rose et al., 2011; Language-Light UX,
http://languagelightux.org/). Specifically, the current research extends previous
recommendations about aphasia-accessible written information (Brennan et al.,,
2005; Rose et al., 2003; Rose et al., 2011) and websites (Language-Light UX, http://
languagelightux.org/) to include preferences for video formats. This is highly relevant
not only for the increasingly virtual world following the global COVID-19 pandemic,
but also for helping bridge the evidence-knowledge gap in the aphasia community.
The current list of preferences may be another step in reducing the information
barriers experienced by PWA and their families, enabling greater participating in
healthcare decisions by PWA. This research may stimulate further research into
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APHASIA RESEARCH
VIDEO ABSTRACTS

Preferred features reported by
people with aphasia

USE WRITTEN KEYWORDS 6
Include written keywords during the video

USE A MIX OF IMAGES

Photographs, symbols and illustrations were all
acceptable.

Figure 1. Preferences of people with aphasia about the features of aphasia research videos.
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identifying preferences for other non-print information provision formats for PWA,
such as podcasts.

Limitations and future directions

The study was impacted by several limitations. For feasibility reasons, we limited partici-
pants to English-speaking countries. Despite widespread online dissemination efforts via
CATs and ARC social media, there was unequal representation across countries, with
a preponderance of participants from the US. Future research should replicate the results
in PWA who speak languages other than English. It must also be acknowledged that
participants were a self-selecting group, representing only a fraction of the post-stroke
aphasia population age-wise (majority were < 65 years old), and less likely to have very
severe aphasia (“No usable speech or auditory comprehension” according to the ASRS: 0
participants), thus limiting generalizability. It was not possible to provide an aphasia
severity rating for all participants as some participants had insufficient verbal commu-
nication during the focus group. Furthermore, it is possible that the pattern of preferences
may change with larger samples of PWA. We cannot discount skewing of the results by
the missing responses for some of the items, due to participants arriving late or leaving
the online groups early. Finally, we acknowledge the use of the ASRS for grading aphasia
severity did not follow the standard assessment procedure which involves a semi-
standardized 10-minute interview. We are confident though, that we generally achieved
our main goal of including PWA of various aphasia severities by rating their verbal
communication abilities during the focus group session. Future research could include
a more standardized evaluation of aphasia severity and subtype, and their impacts on
aphasia research video preferences. Including a person with PWA as moderator instead of
as a commentator (such as in our Stage 3 example video) in the research video may be an
additional preference of PWA which should be examined in future research.

Conclusion

In academia and health research, there is increasing awareness that people with
the lived experience of aphasia should have access to key research findings about
their condition. This will enable consumers to decide upon their unmet research
needs and inform their routine care treatment decisions. One way of achieving this
is through dissemination of research findings in a format that is easily accessible to
patients. Our research project developed a set of 11 consumer-informed prefer-
ences for aphasia-accessible research videos that can be used by aphasia research-
ers to guide the development of aphasia research videos for PWA (and their
families). Accessible aphasia research videos may additionally assist clinical stake-
holder groups, such as aphasia therapists, to bridge the current evidence-practice
gap in aphasia management. Further research is required with larger and better
described samples of PWA, and should also include perspectives of non-English
speaking PWA.
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