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Our team (click on hames for more detail):

« Robert |. Field, Professor, Drexel University Schools of Law and Public Health

« Anthony W. Orlando, Associate Professor, Cal-Poly-Pomona College of
Business Administration

« Arnold J. Rosoff, Professor Emeritus, Univ. of Pennsylvania

* Our research assistants, Camellia Bui & Nymisha Desai, are 2024 “SUMR
Scholars” in the Student Undergraduate Mentored Research Program of
Penn’s Leonard Davis Institute of Health Economics (LDI).


https://ldi.upenn.edu/fellows/fellows-directory/robert-i-field-phd-jd/
https://www.cpp.edu/cba/finance-real-estate-and-law/faculty-staff/bios/anthony-orlando.shtml
https://ldi.upenn.edu/fellows/fellows-directory/arnold-j-rosoff-jd/
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The Problem and Our Goadls

* The Problem: Minority population subgroups are commonly
underrepresented in genetic databases used for biomedical research.

 This problem has been recognized for 25+ years.
» Little progress has been made in correcting the underrepresentation.

« Underrepresentation denies minority populations the benefits of
“Precision Medicine”, continuing and exacerbating inequalities and
inequities in our healthcare system.

* Our Goals:
« Understand better why the problem remains so persistent
« Develop and propose solutions to the underrepresentation

» Find and/or create allies who will join with us to address, and hopefully
remedy, the problem
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Our Research Steps to Date

= Literature search regarding the diversity and representativeness of genetic
databases used for biomedical research

= |dentification and analysis of genetically-based research on Alzheimer’s
Disease from 1997 to 2022

= 168 published research studies were reviewed to ascertain the racial & ethnic
diversity of the genetic material on which they were based.

= We're satisfied our observations re Alzheimer’s are generalizable to biomedical
research more broadly.

= Conclusion: We found no appreciable progress toward genetic diversity &
representativeness in 25+ years of work, although lack of these elements was
widely recognized in the research community throughout this period.
= See our work published in HUMAN GENETICS, May 2023: Demographic diversity of

genetic databases used in Alzheimer’s disease research, https://doi.org/10.1007/s00439-
023-02551-3
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Our research plan for SUMR 2024

« We will conduct an extensive set of semi-structured interviews of parties
who can potentially affect the genetic representativeness of work in this
areaq, including:

« Academic researchers working on genetically-based studies

Journal editors & others who control publication & dissemination of this work

Managers of genetic databases created and maintained by academic
institutions, gov't agencies, and other types of entities, including DTC (Direct-
To-Consumer) genetic testing organizations, such as 23andMe and Ancestry

Research regulatory entities (e.g., the FDA)

Research funders (e.g., the NIH & other sponsors, including “Big Pharma”)
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What we seek to learn from the interviews

* How concerned is your organization about underrepresentation of
minority populations in genetic databases & genetically-based research?

« Reasons/factors you and/or your organization see as underlying, causing,
and/or perpetuating this problem?e

« Steps your organization (a) has taken to date, (b) is now taking, or (c) is
considering or planning to take to address this issue?

« Other organizations or people that could help us pursue our inquiry?

« Other thoughts, ideas, or suggestions you'd offer in support of our mission
—i.e., to elevate the level of minority representation in genetic databases
and research to address systemic inequity in our healthcare system?@
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What we'd like from our HLP colleagues

 Info about others working on this and related topics

Suggestions of people & organizations to contact/interview

Suggestions regarding questions to ask and insights into the general issue

ldeas for solutions to the problem of lack of diversity and equitable
representation in genetic databases used for biomedical research

Solutions we are considering:
« Promoting greater awareness of the problem in the research community

 |dentifying actions, incentives, and disincentives that journal editors and
reviewers, research regulators (e.g., FDA), and funding entities (e.g., NIH)
could use to promote or require greater efforts to rectify the problem
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Please get in touch with us if you have ideas
or insights to share

« Contact Arnold J. Rosoff (SUMR project principal contact) at
rosoffa@wharton.upenn.edu or any of the following team:

« Robert |. Field: robert.field@drexel.edu

« Anthony W. Orlando: anthony.w.orlando@gmail.com



mailto:rosoffa@wharton.upenn.edu
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Suggested background sources

» Schwartz, A., Alsan, M., Morris, A., Halpern, S., Why Diverse Clinical Trial Participation Matters,
NEW ENGL. J. MED., 388:1252-1254, April 6, 2023

* Roberts, D.E. The Most Shocking Inhuman Inequality: Thinking Structurally about Poverty,
Racism, and Health Inequities. 49 U. MEMPHIS L. REV. 167-184 (2018)

* Cohn, E.G., Henderson, G.E., Appelbaum, P.S. (What will success look like?
https://pubmed.ncbi.nlm.nih.gov/27490116

* Green, S., Prainsack, B., Sabatello, M., Precision Medicine and the Problem of Structural Injustice,
MEDICINE, HEALTH CARE AND PHILOSOPHY 26:433-450 (2023) https://doi.org/10.1007/s11019-023-
10158-

* Allen A.L. Genetic Testing, Nature, and Trust. 27 SETON HALL L. REV. 887-892 (1997)



https://pubmed.ncbi.nlm.nih.gov/27490116/
https://doi.org/10.1007/s11019-023-10158-
https://doi.org/10.1007/s11019-023-10158-

