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Experts by experience: Paving a pathway to engage under-represented

PATIENT INSiGHT

BACKGROUND

Limited engagement of under-resourced and
historically underrepresented populations in
research exacerbates existing disparities in health
outcomes and deepens mistrust of systems,
research, and researchers. As a result, research
prioritization and methodology lack this group’s
unique perspective and dissemination efforts never
reach this population or fail in their translation—
preventing participants from understanding the
importance and/or relevance of the results.

PROJECT DESIGN

To bridge this gap, we surveyed (via email) a diverse
network of patients served by PAF with a history of
access and affordability challenges. Our purpose
was to capture baseline data about patients’
experiences, attitudes, skills and barriers to
participating in the research ecosystem.

DEMOGRAPHICS (N = 940)

77% Female
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33% BIPOC

Cancer Types
549% Breast
19% Myeloma
6% Prostate

5% Lung

9% Non-heterosexual

30% Age <55 years

31% Disabled

66% Income <$48,000
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62% < 4-year degree

KEY FINDINGS RECOMMENDATIONS

Research Experience

¥ 38%
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Only 38% reported prior contact about
participating as a research subject, while
only a small subset (13%) had exposure
with engagement in research project
development
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Research Knowledge & Skills

of patients 66%

stated they had valuable
experience to share with
research teams

reported a
positive
wise | (2630) ooy
towards
research
(score >8; 24% felt ex‘clrerlnely comfortable
scale 1-10) contributing as part of a

research team

Our

Research Barriers
0 of patients identified barriers to informing
o research & participating on research teams
barrier resolution

would increase

willingness to
participate on
research team

39%
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Research Representation

¥ 19%
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Few participants (19%) felt that
researchers adequately represented and
even less (9%) felt that their
communities were engaged in
developing research studies
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sion.

There is a visible difference between ‘including’
patients as research participants versus ‘engaging’
patients in research design at the developmental
stage. Under-represented patients want to
meaningfully contribute to research impacting their
communities.

Representation matters — patients want researchers
to reflect themselves and their communities.

Effective communication and engagement is
critical. This includes skill building, addressing
barriers to participation, cultural concerns.

Positioning oncology patients as experts and
honoring their input, strengthens the trust and
relationship building required to diversify the
research ecosystem.

NEXT STEPS

We are currently utilizing our findings to provide
approaches and tools for researchers to better
engage oncology patient populations in their
research teams, as an equal member, with valuable
and viable insights.

CONTACT

Visit https://www.patientinsightinstitute.org/ to see
more patient insights and our learning communities
or contact Kathleen.Gallagher@patientadvocate.org
to partner with us on future patient-informed
research and engagement projects. Chronically ill
patients with social and financial needs can check
out PAF’s resources at www.patientadvocate.org

Patient Advocate Foundation (PAF) is a national 501 (c)(3) non-profit organization which provides case management services and
financial aid to Americans with chronic, life threatening and debilitating illnesses.



