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MAKING RESEARCH PERSON-CENTERED WHAT WE LEARNED WHY IS THIS IMPORTANT?

We can make research person-centered when we actively involve the patient’s People with communication disabilities, such as aphasia, and

point of view into conducting research. When patients or others who will be e reserch orocess 3" _bia seary communication differences, like low English proficiency, are often excluded
affected by research are incorporated into planning, prioritizing, or preparing moup,;t:inne.;: ]:cz;f;||iynir;iz:é,§iﬁent from research participation or collaboration. For example:

e ey . . . . “important to determine an
SN (TSRS G eEmYiies, s B lalvse [ I, [EETEes, Sk individualized approach to * People with aphasia were excluded in over 70% of trials addressing information

. - : . Oli - capturing the thoughts and .
SUIEENE, SRR CHey beneflts el & FRlErmne, 200105 ClvEs Arme§, & I S feelings of the people with i : p and education after stroke (Brady, Frederic, & Williams, 2013), and
Gyte, 2009; Tallon, Chard & Dieppe, 2000; IOM, 2011; Tallon, Chard, & Dieppe, @ Aphasia that are participating ~-kind of a tricky dance... . . . . . L
2000) in the research project” - Project BRIDGE researcher People with low English proficiency were excluded in 20% of all clinical trials in
' = LB - Project BRIDGE family Australia in 2015 (Stanaway, Cumming, & Blythe, 2017).

Rik ot nothr member “our team also initially struggled with

Recommended practices for including patients in research (Dudley et al, 2015; e Just understanding the responsibilities of

. . A . o : : S
s _ , Cource: htoe//warm anhasin.co/shop/workin together-the-complete-serics/ each one of the team members and the An estimated 14% of the US population experiences some type of communication
Elberse, Caron-Flinterman, & Browerse, 2011; Panofsky, 2011) involve roles that each one of us play

- 4 eope . _ _ . . . o
1) preparing patient partners and researchers beforehand in separate Guidelines for Supporting Language Disabilities & Differences -Project BRIDGE researcher d'sab'"ty (American Sp_ee‘:h Lat“g‘_‘agfe Hearing .Assoc'at'f’”.)' arld. roughly 8% of the US
, population was considered “Limited English Proficient” in 2013
meetings, and *Use simple sentences.

‘o : www.migrationpolicy.org).
2) maintaining ongoing relationships between informed researchers and *Use short sentences. | think the major challenge that Jaced ( )

N our team was roles and responsibilities
*Simplify vocabulary.

. - . : . and we didn’t have a clear delineation . . : . . . . .
patient partners through regular meetings, workshops, or conferences. ﬁa“f;;tp;ja‘g;z estures, of Pictographs. of our leader of our group.”” Therefore, insights, processes, and approaches to including individuals with

. : -Proj BRIDGE clinici . . . 500 . . .
*Avoid passive sentences. b il communication disabilities and/or differences in research planning can be
Project BRIDGE (Building Research Initiatives by Developing Group Effort) was a 2 year

relevant to at least 1/5 of the US population.
project that trained patient partners and researchers via a webinar series, and then +Use of trained communication support volunteers

brought them together to collaborate on research teams. *Timely meeting agendas
*Get out of the email rut: use video for agendas, meeting summaries, announcements

*Seeking, and then using, individual feedback between meetings

Open Access to Projec sl o Aceomtalty e often o e pn) o reminded e e shout el WHAT RESEARCH TEAMS SHOULD KNOW
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Some Strategies that Worked

A Model for Collaborative Research

3 webinars completed After an initial investment of time and energy on communication techniques, engaged

Level 5: Co-Researchers

research teams can later focus more on research-specific issues. Team Leadership and
determination of roles and responsibilities within each team continues to play a
critical role in the functioning of the collaborative research team.

Level 4: Ongoing Advisors

Level 3: Occasional Reviewers &
Consultants

Collaboration with patient partners and family members can change research
priorities, recruitment methods, consent procedures, measurement selection, and
dissemination choices. Collaboration can make research projects more applicable to
the people who will be affected by the research, more usable, and more efficient.

Level 2: Advisory Board Members

Level 1. Research Participants
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Team Leaders’ Conversations: Follow-Up #1
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S Project BRIDGE: Building Research Initiatives by Developing Group Effort was
* VIDEO MODULE TRAINING * APHASIA'S EFFECTS ON FRIENDSHIP

* VIDEO POCUMENTATION * POST-DISCHARGE EXPERIENCES
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