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DISCUSSION SUMMARY

Aphasia throughout the Research Lifecycle:
Ethical and Institutional Considerations in Partnership and Participation
E. Susan Duncan, Bernadine Gagnon, Amy Vogel-Eyny
on behalf of BrainNYC (Building Resources for Aphasia in NYC)
2025 Aphasia Access Leadership Summit

Thank you for attending our 2025 Aphasia Access Roundtable and participating in a discussion we found
highly enjoyable, informative, and provocative! Below we highlight some key points from the discussion and
share some additional resources. Let’s keep the conversation going!

Involving People with Aphasia in Research
e Armnstein’s Ladder (1969): model for hierarchical engagement from participation to true co-design
e Project BRIDGE (Building Research Initiatives by Developing Group Effort) as model for multi-
“stakeholder” research teams
o Project BRIDGE resource page; noting some links are broken such as UNC aphasia-friendly
print material and Aphasia Institute templates
o Provided webinars in advance, differing for researchers/clinicians and people with
aphasia/family members (playlist of videos on YouTube)
e Many strategies are just good practice for any research team, especially one with community partners
o Advance training; clarifying expectations for all parties; providing relevant materials prior to
meetings; assigning roles based on strengths/expertise; avoiding jargon; regular meetings/check-
ins; summary follow-ups soon after meetings
e Additionally, create aphasia-friendly materials and communication supports, more ground-level training
o Some individuals may also require a communication facilitator and/or AAC device

IRB and Informed Consent: Challenges
 Difficult to navigate and institution-specific, whether for engaging people with aphasia as research
participants (i.e., accessibility of consent forms) or as members of the research team
e For co-design processes including people with aphasia (and co-survivors), “official” IRB status may be:
o As participants (easier for compensation but can be role-limiting)
o As co-investigators (requires CITI training, which highly inaccessible for people with aphasia)
o As advisors or consultants (unclear IRB requirements)

IRB and Informed Consent: Possible Strategies
e For program development without data collection, IRB may not be needed
o Formal application to IRB for exempt status can offer IRB # and official approval
o Community advisory boards may be handled differently than research participants or co-investigators (if
not viewing data)
o This may include alternative mechanisms for paying as consultants (vs. participants)
o Some institutions accept alternative training for community partners, or it may be possible to establish a
non-CITI IRB-approved training for laypersons
o University of Pittsburgh has a Community Partners Research Ethics Training
o University of Illinois-Chicago has developed a CIRTification training
o University of Pennsylvania adapted this for its Community Partner Training
o Noting these are developed for community partners without aphasia
e For co-design processes, all participants could be co-authors
o Check with your IRB, but typically approval is not required if all human participants are authors



https://www.projectbridge.online/resources/
https://www.med.unc.edu/healthsciences/sphs/card/resources/aphasia-friendly-printed-material/
https://www.med.unc.edu/healthsciences/sphs/card/resources/aphasia-friendly-printed-material/
https://www.aphasia.ca/participics/useful-templates/
https://youtube.com/playlist?list=PLOlnBNKSGTNx1b74qMLur8RWUDvl1hhi1&si=PyfmzRi_5U_bLHUP
https://ctsi.pitt.edu/education-training/community-partners-research-ethics-training/
https://ccts.uic.edu/resources/cirtification/
https://cear-itmat-upenn.org/community-partner-training/#:~:text=Community%20Partner%20Training%20is%20an,responsibilities%20of%20a%20community%20researcher.

Informed Consent Adaptations
e Nearly all institutions require standard complex consent forms to be signed
o With specific “legalese” passages intended to protect the participant? The institution?
o Consent process needs to be adapted for people with aphasia to permit true informed consent
o Some researchers create aphasia-friendly versions to be presented alongside official forms
= May be submitted to the IRB as "support material"
o May be considered "information sheets" since they're not part of the official consent document
= IRB may want to review and approve these also
o Since signature is required on the less accessible form, side-by-side review of both documents
during consent process may be more comfortable for both researcher and participant
e Pre-consent discussions are important regardless (may require > 1 hour to explain the project)
o Noting that consent is an ongoing process for the duration of the study
o Some participants have requested video explanations with captions
o Sending these and other aphasia-friendly materials in advance may help reduce time
requirements for initial in-person consent process

Disseminating Research to People with Aphasia
o Creating aphasia-friendly abstracts of published articles in plain language
o Noting Article Friend tool introduced during Aphasia Access Brag & Steal
e Including graphical or video abstracts when publishing in journals that support these
o Project Bridge Journal Guide (2021) lists journals accepting aphasia-friendly formats
o Sharing research with aphasia groups and discussing it together (e.g., ARCH offers “Science of Aphasia
for People with Aphasia” virtual community meetings)
o Converting research into conversational podcasts discussing key points via Google’s Illuminate or
Language Model Notebook
e Developing infographics to communicate research findings via social media and other avenues
e Making aphasia-friendly materials available on our research and community websites for wider access
e Noting that these approaches are also useful for member checking to help validate qualitative results
when working with individuals with aphasia and co-survivors in a participatory or design capacity

Future Directions & Needs
o Standardized guidelines for community engagement in research
o Including specific, shared terminology for level of engagement (e.g., per Arnstein’s Ladder)
o Developing better CITI training alternatives for people with aphasia
o Could benefit from creating and sharing resources across institutions, such as examples above
e Presenting at conferences like PRIM&R (Public Responsibility in Medicine and Research) could help
advance understanding among IRB members and administrators, leading to widespread adoption of
more accessible practices for consent forms and community partner engagement

Contact Information:

e E. Susan Duncan (The Graduate Center, CUNY): esduncan@gc.cuny.edu

e Bernadine Gagnon (Teachers College, Columbia University): bgagnon@exchange.tc.columbia.edu

e Amy Vogel-Eyne (Hunter College, CUNY): avoge@hunter.cuny.edu

e BrainNYC (Building Resources for Aphasia in New York City): brainnycaphasia@gmail.com



https://article-friend.com/
https://www.projectbridge.online/wp-content/uploads/2022/05/BRIDGE-Journal-Guide.pdf
https://www.theaphasiaresource.org/upcoming-events
https://illuminate.google.com/
https://notebooklm.google/
mailto:esduncan@gc.cuny.edu
mailto:bgagnon@exchange.tc.columbia.edu
mailto:avoge@hunter.cuny.edu
mailto:brainnycaphasia@gmail.com

Aphasia throughout the Research Lifecycle:
Ethical and Institutional Considerations in Partnership and Participation
E. Susan Duncan, Bernadine Gagnon, Amy Vogel-Eyny
on behalf of BrainNYC (Building Resources for Aphasia in NYC)
2025 Aphasia Access Leadership Summit

Participants will be able to:
1. Describe the advantages of including aphasia “rightsholders” in a collaborative research role
2. Discuss strategies for effectively engaging people with aphasia in research, whether as collaborators or
participants
3. Formulate solutions in response to potential ethical and institutional challenges that may be encountered
when conducting research with aphasia “rightsholders”

Part 1: People with aphasia as research collaborators

There are many strong, evidence-based reasons to involve people with aphasia in research not only as
participants but also as collaborators. Engaging those directly affected by aphasia leads to research that better
reflects lived experiences, produces more applicable findings, and helps bridge the gap between research and
clinical practice. Beyond these practical benefits, ethical principles such as respect for persons emphasize
the importance of including those impacted by research in its design and execution. The disability movement’s
phrase, "nothing about us without us," highlights the need for full and direct participation of marginalized
groups in decisions that affect them. While the term "stakeholder" has traditionally been used, concerns raised
by Indigenous communities have led to the adoption of "rightsholder"” as a more inclusive alternative. In
aphasia research, rightsholders may include people with aphasia, co-survivors, and speech-language
pathologists working in clinical settings. Many of the strategies that are useful for including people with aphasia
as members of the research team are best practices for effective collaboration. These include offering training,
clarifying expectations, providing relevant materials in advance of meetings, assigning roles according to
strengths/interests, avoiding jargon, actively ensuring understanding, recognizing contributions, and providing
summaries as follow-up. Additional support in the form of aphasia-friendly materials, assistive devices, and
communication facilitators may also be required.

Part 2: People with aphasia as research participants

People with aphasia are often excluded from stroke research, sometimes because consent procedures are not
adapted to their communication needs. This exclusion not only undermines the external validity and ethical
integrity of studies, it also violates essential principles such as respect for persons (from the Belmont Report)
and the right to information (from the United Nations Declaration of Human Rights). It further demonstrates
the “Inverse Care Law,” by which those with the greatest need—people who have poorer outcomes, higher
healthcare costs, and more social isolation—are left out of research. Researchers may mistakenly presume
that aphasia means an inability to consent, confusing the ability to make an informed decision (capacity) with
legal competence. As a result, Institutional Review Boards (IRBs) sometimes err on the side of exclusion rather
than providing the necessary accommodations. This leads to scientific bias and healthcare inequities. By
allowing extra time for consent, involving trusted support persons, using clear language with visual aids,
offering multiple ways for participants to communicate, and verifying understanding at each step, researchers
can make their studies accessible. Speech-language pathologists can also support these efforts by helping
design and carry out communication strategies. Ultimately, inclusion should be the default: IRBs, funders,
and journals can insist on accessible protocols, ensuring that stroke research genuinely serves everyone.

Part 3: People with aphasia as research consumers
Beyond participation and co-creation, people with aphasia are consumers of research who deserve access to

information that affects their lives. However, many lay people face challenges understanding research due to
complex language and formatting. To improve access, researchers should use plain language, visual
supports, and multimodal formats like videos and infographics. Short sentences, clear layout, and simple
vocabulary support comprehension. Involving people with aphasia in co-creating and reviewing research
summaries ensures materials are truly accessible. These strategies promote engagement, inclusion, and
empowerment, allowing people with aphasia to be active participants in research that affects them.
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74.

Hersh, D., Israel, M., & Shiggins, C. (2022). The ethics of patient and public involvement across the
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Notes:
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