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Since we last spoke…
⦿

245k+ participants, including 187k+ who have
completed the core protocol
• >80% are underrepresented in biomedical
research
• >51% are racial/ethnic minorities
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• Participants from all 50 states
• Bilingual enrollment journey
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245k+ participants, including 187k+ who have
completed the core protocol
• >80% are underrepresented in biomedical
research
• >51% are racial/ethnic minorities
>370 clinics enrolling participants
Celebrated our 1 year anniversary since
th
national launch on May 6 with a symposium
that was Facebook livestreamed
Launched beta version of our Public Data
Browser
Published our marker paper in NEJM
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Our Mission
To accelerate health research
and medical breakthroughs, enabling individualized prevention, treatment,
and care for all of us

Nurture relationships

with one million or more
participant partners, from all
walks of life, for decades

Deliver the largest,
richest biomedical
dataset ever,

making it as easy, safe, and
free to use as possible

Catalyze a
robust ecosystem

of researchers and funders
hungry to use and support it

All of Us Research Program Core Values

Participation in open to all.

Participants have access
to their information.

Participants reflect the rich diversity of
the U.S.

Data will be accessed broadly
for research purposes.

Participants are partners.

Security and privacy will be of highest
importance.

Trust will be earned through
transparency.

The program will be a catalyst for
positive change in research.
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Current protocol

Enroll, Consent &
Authorize EHR
•

Recruiting 18+
years old initially;
plan to include
children in 2019

•

Online, interactive
consent

•

Includes
authorization to
share Electronic
Health Record
(EHR) data

Answering
Surveys
•

•

Initial surveys:
The Basics,
Overall Health,
Personal Habits,
Health Care
Access &
Utilization, Family
Medical History
Additional surveys
released on an
ongoing basis.

Physical
Measurements*
•

Blood pressure

•

BMI

•

Heart rate

•

Height

•

Hip circumference

•

Waist
circumference

•

Weight

*Based on diverse
sampling and capacity

Provide
Biosamples*
•

Blood (or saliva, if
blood draw is
unsuccessful)

•

Urine specimen

•

Biosamples will be
stored at the
program’s biobank

*Based on diverse
sampling and capacity

Wearables and
Digital Apps
•

Share data from
wearable fitness
devices, starting
with FitBit

•

Share data about
mood & cardiorespiratory fitness
through integrated
apps

•

More integrations
to come

Coming soon
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Two Methods of Engagement

JoinAllofUs.org

HEALTH CARE PROVIDER
ORGANIZATIONS

DIRECT VOLUNTEERS

Some Areas of Focus for the Near Term and Beyond
⦿
⦿

⦿
⦿

Enroll & retain 1 million people
Improve the participant experience
• Continue to innovate around the direct
volunteer pathway
• Diverse network of participants giving
input, including AI/AN via consultation
• Continuing great work on community
and participant engagement
Launch genomics

Deep program investments in engagement
Community Partners

Community & Provider
Gateway Initiative

Research & Capacity
Building

Mobile Enrollment
Vehicle

Engagement
Infrastructure

Local Engagement
Partners

Participant Reps

National Network of
Libraries of Medicine
Local Community and
Participant Advisory
Boards

Launch the Researcher Workbench
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Genomics plans: genotyping, WGS, “RROI”
⦿
⦿
⦿
⦿
⦿

⦿

3 genome centers awarded
Genotyping & WGS for all 1M participants
Genetic Counseling Resource awarded
Initial pilot of 25,000 diverse participants will teach us responsible &
effective ways to return information, IF a participant chooses!
Over time, we will offer multiple options to receive:

•
•
•

Ancestry results
Health relevant findings
Pharmacogenomics

Exact timing of pilot launch depends upon:

•
•
•

Genetic counseling resource in place & tested
Security, usability & sample quality testing
FDA & IRB approval of AOU process
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All of Us Research Hub

Research Hub Website
Data Access
Application

Data Snapshots

All of Us Public Data Browser
⦿

Interactive tool launched in beta at
our one year anniversary

DataBrowser.ResearchAllofUs.org

• Provides summary statistics from
the program’s growing database

• Open to everyone – no login
• Allows participants to understand
the makeup of the cohort

• Allows researchers to understand

the characteristics of our participant
population, explore the data types
available, plan research questions
13

14

15

All of Us Research Hub

Research Hub Website
Data Access
Application

Data Snapshots

Principles of data access
⦿
⦿
⦿
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Broad access (more scientific brainpower per problem!)
Researcher-based data passport model
Researchers must apply, take ethics & data use training,
agree to code of conduct
Access will be granted by data tiers
Data use will be audited and reported publicly
Data stored and used in secure enclave in cloud; cannot
be downloaded
Potentially stigmatizing research will be addressed by:

•

Transparency on data uses

•

Regular assessment

Consortium researchers have no special or early access
to the full dataset
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For more information…

ResearchAllofUs.org

@AllofUsResearch
#JoinAllofUs

AllofUs.nih.gov

Precision Medicine Initiative, PMI, All of Us, the All of Us logo, and “The Future of Health Begins with You” are service marks of the U.S. Department of Health and Human Services.
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