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People Have Different Disease Risks
Goals

o Discuss importance of diversity and equity in biomedical research

o Share the mission and goals of the All of Us Research Program

o Discuss how All of Us is advancing health equity and inclusion in research

o Provide examples of how All of Us can serve as a resource for addressing 

health disparities



The Lack of Underrepresented Communities in 

Biomedical Research



Why Participate

38%

57%

Minorities make up about

of the US population.

Minority populations to rise to over

of overall population.

African American population = 13.4% of US population

• 6.7% of NIH clinical trial participants nationwide

• 1.6% of FDA novel drug trials

Hispanic population = 18.5% of US population

• 3.1% of NIH clinical trial participants nationwide

• 2.7% of FDA novel drug trials

Asian American, Native Hawaiian, & Pacific Islander 

population = 6.1% of US population

● .1% of NIH clinical trial participants nationwide

● 1% of FDA novel drug trials

Minority enrollment in clinical trials

<10%
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2015-2019: FDA Drug Trials Snapshots Summary Data
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2015-2019: FDA Drug Trials Snapshots Summary Data
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Precision Medicine is Expanding, but Genomic Studies Are Not Diverse

There is a lack of diversity in

genome-wide association studies.

Morales et al., Genome Biol, 2018; Martin et al., Nat Genetics, 2019; Manrai et al., NEJM, 2016

This represents 

more than 1/3 of the 

US population! 

East Asian 9%

... polygenic risk 

scores for 

diseases

This affects 

interpretation

of genetic 

variants...

… and many other impacts
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FDA Clinical Trial Diversity Guidance
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“If you don’t see the light, you will soon see the fire” 

– Peggy Hamburg, Former FDA Commissioner

“Sponsors should prospectively address 

measures to ensure the representation of 

patients reflecting the population who will 

eventually use the product in the USA.”

- Rick Pazdur, Director FDA Oncology Center 

for Excellence (Feb 2022)



About All of Us
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People Have Different Disease Risks
What is the NIH All of Us Research Program?

The All of Us Research Program is a historic, 

longitudinal effort to gather data from one million or 

more people living in the United States to accelerate 

research and improve health. By taking into account 

individual differences in lifestyle, socioeconomics, 

environment, and biology, we hope that researchers 

will one day uncover paths toward delivering precision 

medicine – or individualized prevention, treatment, 

and care – for all of us.
“All of Us is among the most ambitious 

research efforts that our nation has 

undertaken!” 

NIH Director Francis Collins, M.D., Ph.D. 

The All of Us Research Program is part of the 

broader Precision Medicine Initiative.
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The All of Us Mission
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By the end of 2026 we will… 

Enroll 1 million participants who reflect the diversity of the US, cover the lifespan, and have shared 

all baseline elements. Of these participants, 500,000 are actively engaged in the program.

Expand data available for 1 million participants, to include surveys, health data streams, a whole 

genome sequence, environmental data, and physical measures.

Develop and launch a scalable ancillary studies program that expands the cohort and delivers 

additional phenotypic, lifestyle, environmental, and biologic data.

Establish a diverse global community of 10,000 researchers productively using All of Us data.

Incorporate participant return of value into data collections and assess its impact, including 

return of information to participants on genomics and EHR.
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Enables research discoveries that drive more precise approaches to care
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All of Us Research: How it Works
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Status of the All of Us Research Program (as of October 13, 2022)

Participant 

Demographics Percentages

At least one UBR 80.4%

Non-white race or 

Hispanic/Latino ethnicity

48.1%

Age >= 65 25.3%

Less than GED 9.9%

Annual Income <=$25k 26.4%

Sexual and Gender 

Minorities

9.5%

Disability 11.3%
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Enhancing Genomic Studies Through Inclusion

All Global GWAS values from www.gwasdiversitymonitor.com. Values current as of February 17, 2022

First genomic data set

~50% diverse by 

race/ethnicity, 

80% underrepresented in 

biomedical research

http://www.gwasdiversitymonitor.com/


Methods to Engage Underrepresented 

Communities in Biomedical Research
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All of Us Core Values

o Participation is open to all.

o Participants reflect the rich diversity of the U.S.

o Participants are partners.

o Trust will be earned through transparency.

o Participants have access to their information. 

o Data is accessed broadly for research purposes.

o Security and privacy are of highest importance.

o The program may be a catalyst for positive change 

in research.
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Engaging Underrepresented Communities through an Engagement Ecosystem
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All of Us Community and Provider Partner Network (as of October 2021)
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Ensuring Accessibility in Engagement Activities through the All of Us Journey

American Association on Health and Disability

National Alliance for Hispanic Health

The All of Us Journey, our Mobile Engagement Asset (MEA), is a traveling mobile 

exhibit that addresses access issues by going where the community is located. 

Community partners like the National Alliance for Hispanic Health (NAHH) and 

American Association on Health and Disability (AAHD), have partnered with the 

MEA as a way to ensure no community is left behind.
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Engaging Participants as Partners: All of Us Participant Ambassadors



Researcher Diversity
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We Bring Together a Diverse Cohort of Researchers

The All of Us Research Program: 

▪ Has created a demographically diverse 

researcher cohort that promotes responsible and 

ethical use of data, returns value to participant 

communities, and accelerates research impact. 

▪ Encourages student assemblies and early-

stage investigators, fostering fresh, creative 

perspectives, and innovative approaches to 

research.

▪ Ensures access for researchers from various 

institutions/organizations to establish a truly 

equitable resource for all.
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Engaging a Diverse Researcher Community through Outreach

How All of Us Engages with Diverse Researcher 

Communities: 

● Partnership with Baylor College of 

Medicine: All of Us Evenings with Genetics 

Research Program series with Dr. Debra 

Dianne Murray

● Partnerships with HBCUs through CPGI 

Network: Xavier University of Louisiana

● Creating a pipeline for students: The All of 

Us Minority Student Research Symposium 

(MSRS)

https://drive.google.com/file/d/1Jk_a_TITbzwu4vK9wpH1o0QyIxNnIP9P/view
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All of Us Research Program Researchers Convention: March 31–April 1

The Minority Student Research Symposium (MSRS), March 31

Poster presentations from student researchers and a keynote 

conversation about the power of mentorship.

• MSRS student researchers are undergraduate, graduate, and 

professional degree (medical, dental) students from minority 

communities 

• MSRS student researchers were paired with a mentor during their 

research process.

Science Day, April 1

Panel discussions with registered Researcher Workbench 

users about their research and how it aligns with the goals 

and values of the All of Us Research Program
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Research on the Researcher Workbench

2,690+ 

Active 

Projects

3,270+ 
Registered 

Researchers

Researcher Workbench: By the Numbers (Since Launch in May 2020)

65+ Publications

using All of Us

400+ Organizations: 

• 24 Historically Black 

Colleges & 

Universities

• 30 Hispanic Serving 

Institutions
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Diversity of Researcher Workbench Community

Race/Ethnicity Career Level 

White

Two or More Races 

(Including White and Asian) 

None of These 

Describe Me (Race)

Hispanic or 

Latino

African 

American

American Indian/ 

Alaska Native

Asian

Undergraduate 

Trainee

Graduate 

Trainee

Research Fellow

Early Career 

Tenure Track 

Researcher

Mid-Career 

Tenure Track 

Researcher

Late Career 

Tenure Track 

Researcher

Senior 

Researcher
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We Support Researchers

● Training workshops/webinars 

● Office hours

● All of Us Ambassadors for NIH ICs to help 

researchers navigate their research on 

Researcher Workbench

● Help available on the workbench:

○ How-to videos

○ Reusable demo phenotypes, 

cohorts, & notebooks

○ Data dictionaries

○ Community Forum

○ FAQs

○ Help desk



Current Research on the All of Us Platform
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What Kind of Research Can All of Us Support?

Example studies in All of Us

● Associations between diseases, 

medications, behaviors, SDOH, 

genomics 

● Health disparities

● Historically underrepresented 

populations

● Genomics and PGx (soon) 

● Drug target discovery

● Early disease detection

● Geospatial linkages (future)

● Insert your topic here

Modalities of research All of Us supports

● AI/ML

● Risk stratification

● Predictive analytics

● Phenotype algorithms & cohort 

development

● Novel method development

● Basic EHR investigations

● Validation of other studies 

All of Us is not

● A representative US sample

● A study with uniform follow-up of all 

variables
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Researcher Workbench: Over 2,500 Active Projects

*Note that researchers can multi-select any of the above purposes which apply to their 

workspace, so totals add to >100%

Total Workspaces by Research Purpose



34

Scientific Framework Example: Blood Pressure

BLOOD PRESSURE

What is the impact of economic 

stability on rates of screening, 

likelihood of receiving treatment, and 

blood pressure levels?

HEALTH EQUITY

How do age-related changes in blood pressure in 

children and young adults impact the 

development of hypertension and hypertension-

related conditions in adulthood?

RISK & PREVENTION

DIAGNOSIS

Does blood pressure from 

ambulatory blood pressure 

monitoring (ABPM) or home blood 

pressure monitoring (HBPM) provide 

a more accurate estimate of 

cardiovascular risk?

What genomic, environmental, and 

lifestyle factors underlie the different 

patterns in age-related trajectories of 

blood pressure, thereby increasing or 

reducing the risk of high blood pressure?

WELLNESS & RESILIENCE
What are effective and scalable 

community-based interventions to 

improve blood pressure levels, 

medication prescription, and 

medication fill rates? 

TREATMENT & OUTCOMES
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All of Us COVID-19 Serology Study Identified Some of Earliest U.S. Cases

All of Us Team member handles 

participant samples in the lab

9 cases in 5 states (IL, MA, WI, PA, MS) in 

24,079 tested samples

7 earlier than known cases in those states

Earliest case January 7, 2020
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Making Research Findable, Accessible, Interoperable, and Reusable 

(FAIR)...In Practice!

https://bit.ly/3h7GnEF

Approved researchers can review and access the data and 

exact analyses used in the paper from the Workbench.

https://zoom.us/j/99923476656
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All of Us Discoveries: Analyzing Barriers to Healthcare Access Among 

Cancer Survivors

Jie Chen, PhD
Professor and Division Chief, Biostatistics and 

Data Science at Augusta University

Scientific Question Being Studied: What are the racial and 

ethnic disparities in healthcare among cancer survivors? What 

barriers to healthcare access do cancer survivors face?

Methods: Analyzed All of Us data about demographic factors 

and other personal characteristics, personal medical history of 

cancer, healthcare utilization, and access to care.

Findings: A minority of cancer survivors who participated in 

the All of Us Program had difficulty paying for health care in 

the past 12 months. 
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Join All of Us

SUBSCRIBE

to our quarterly email newsletter and 

receive the latest news and insights 

from the All of Us Research Hub.

Apply to be an 

All of Us Researcher

Stay in touch 

to learn more

https://researchallofus.us1.list-manage.com/subscribe?u=fca811a067f32f542b156b2b1&id=41eaa5d16e
https://workbench.researchallofus.org/login


AllofUs.nih.govJoinAllofUs.org

ResearchAllofUs.org

@AllofUsResearch

#JoinAllofUs

Thank You!


