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Quick Overview

• What is All of Us? 
• Current status of All of Us
• How All of Us can be useful to you
• Future plans 
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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, 
researchers will uncover paths toward delivering 
precision medicine – or individualized prevention, 
treatment, and care – for all of us.

What is the NIH All of Us Research Program?

“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.



Mission and Objectives

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

Catalyze a
robust ecosystem
of researchers and funders 
hungry to use and support it

Our mission
To accelerate health research
and medical breakthroughs, 

enabling individualized 
prevention, treatment,

and care for all of us
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Deliver the 
largest, richest 
biomedical 
resource ever,
making it as easy, safe, 
and free to use as 
possible



⦿Participation is open to all.

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

⦿Participants are partners.

⦿Trust will be earned through 
transparency.

⦿Participants have access to 
their information.

⦿Data will be accessed broadly
for research purposes.

⦿Security and privacy will be of 
highest importance.

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

Core Values



• Diversity at the scale of 1 million people: demographically, 
geographically, medically, and especially those underrepresented 
in biomedical research

• Diversity of data types collected longitudinally: clinical, 
environmental, genetic, behavioral, socioeconomic

• Focus on participants as partners: included in governance, invited 
to co-invent systems and give input into the science, choice to 
receive all data and information back

• National, open resource for all: open to the public and all 
researchers, open source software & tools

Innovative Aspects of All of Us
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All of Us learns from and partners with other large research programs; sharing knowledge and data is key!



• Launch was incredibly 
successful!

• Events in 7 diverse 
communities around the 
country

• 2nd largest media event for 
NIH

• ~12,000 participants from 
all 50 states signed up 
during launch week

Launched nationally on May 6th across a range of diverse communities



What are the potential activities asked of participants in the current protocol?

Enroll, Consent  
and Authorize 

EHR

Answering
Surveys

Physical 
Measurements*

Provide
Biosamples*
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Pilots under development: richer EHR data, health apps, fitness wearables, and return of genetic info 

• Recruiting 18+ 
years old initially; 

• Online, interactive 
consent 

• Includes 
authorization to 
share Electronic 
Health Record 
(EHR) data

• Six initial surveys: 
The Basics, Overall 
Health, 
Personal Habits, 
Health Care Access 
& Utilization, 
Family Medical 
History, Personal 
Health History

• Additional surveys 
will be released on 
an ongoing basis.

• Blood pressure

• BMI

• Heart rate

• Height

• Hip circumference

• Waist 
circumference

• Weight

• 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

*Based on diverse 
sampling and capacity

• Share data from 
wearable fitness 
devices, starting 
with FitBit

• Share data, such as 
cardio-respiratory 
fitness, through 
integrated apps 
(coming soon)

• More integrations 
under 
development

Wearables and 
Digital Apps



⦿ ~250 clinic sites now up and running

⦿ ~197k participants from all 50 states with ~118k 
completed whole V1 protocol; program goal is 
1M core participants by end of 2023!

⦿ Doing very well on Underrepresented in 
Biomedical Research (UBR): 79% of participants 
UBR, 50% racial/ethnic diversity 

⦿ EHR data coming in for tens of thousands of 
participants; quality evaluations and cleaning of 
EHR data now underway 

⦿ Biobank at Mayo already received >2M 
biosample tubes of blood & urine; saliva pilot 
underway soon
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What’s the current status of the program?

NIH leaders say: “already the largest diverse cohort in NIH history”
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• Genotyping & whole genome sequencing for all 1M 
participants as fast as funding/capacity build out allow

• Made awards in October 2018 for three genome centers
• Will start genotyping and whole genome sequencing in 2019

• Genetic Counseling Resource funding opportunity–released in 
fall 2018; award in 2019

• Plan to launch pilot of Genetic return of information and 
consent in 2019 with 40k diverse participants

• Scope: 1) Pathogenic/Likely pathogenic ACMG variants; 2) Report of no 
pathogenic ACMG variant observed; 3) PGx report; 

Genomics plans & aspirations: genotyping, WGS, and “RROI” to participants

We are working to build out our genomic capabilities as quickly as possible, but this will not happen overnight.
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• Completed needs-finding for researchers
• Developed research access policies & committee

• Approved 3 tier approach for data (public, registered, controlled)
• Developing policies on access to samples & cohort
• Developing procedures for allowing citizen scientist access to controlled 

tier 

• Basic model of the Research Portal is
• Entry page with description of program, policies & procedures, values, 

data, and tools
• Public data browser
• Research workspace, with cohort builder, Jupyter notebooks, & common 

analytic tools

• Initial research website launched in August 2018
• Alpha and beta testing our data cleaning, curation 

processes
• On track to launch 1st curated dataset in 2019; access to 

cohort and samples to come later

Researcher Portal Plans & Aspirations

Challenges: complex security & beta testing; balance of recruit vs. release; managing expectations



https://www.researchallofus.org/
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• The opportunity to save time and resources and accelerate your 
research breakthroughs by leveraging:

• A rich resource of data, including biospecimens and increasingly 
robust electronic health records.

• A longitudinal dataset that will follow participants as they 
move, age, develop relationships, get sick, and try treatments.

• A diverse cohort of participants, including people both healthy 
and sick, from all walks of life and all parts of the country.

• Both raw data and data that is already cleaned and curated.
• Robust computing and analytic tools to support complex data 

analyses in a secure data environment.
• A group of engaged participants who may be eager to 

participate in ancillary studies.

• The ability to easily share workspaces and analyses with research 
partners and reviewers.

• The chance to learn from the program’s pilots and experiments and 
leverage innovations for other studies and cohorts.

What is the promise for researchers?

As with most studies, we are collecting, evaluating, and curating initial datasets; availability in 2019.
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How will All of Us lead to discoveries?
Participants Share Data
Participants share health data online. This data 
includes health surveys and electronic health records. 
Participants also may be asked to share physical 
measurements and blood and urine samples. Data Is Protected

Personal information, like your name, address, and 
other things that easily identify participants will be 
removed from all data. Samples—also without any 
names on them—are stored 
in a secure biobank.Researchers Study Data

In the future, approved researchers will use this data 
to conduct studies. By finding patterns in the data, 
they may make the next big medical breakthroughs.

Participants Get Information
Participants will get information back about the data 
they provide, which may help them learn more 
about their health.

Researchers Share Discoveries
Research may help in many ways. It may help find 
the best ways for people to stay healthy. It may also 
help create better tests and find the treatments that 
will work best for different people.



JoinAllofUs.org
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Thank you!

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.

@AllofUsResearch
#JoinAllofUs

AllofUs.nih.gov

https://www.joinallofus.org/en
https://www.instagram.com/AllofUsResearch/
https://twitter.com/AllofUsResearch/
https://www.facebook.com/AllofUsResearch/
https://www.youtube.com/channel/UCQId1TfpwPaYiDIGlxEhlkA/feed


17



Extra Slides
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Major building blocks of the All of Us Research Program consortium

DATA AND RESEARCH
CENTER

Big data capture, cleaning, curation, 
& sharing in secure environment

Vanderbilt, Verily, Broad Institute

BIOBANK

Repository for processing, storing,
and sharing biosamples (35+M vials)

Mayo Clinic

PARTICIPANT
TECHNOLOGY

SYSTEMS CENTER

Web and phone-based platforms 
for participants

Vibrent Health

COMMUNICATIONS 
& COMMUNITY 

NETWORK
Communications, marketing, and 

design expertise; engagement 
coordination and community 

partners network

Wondros, HCM, 36 community 
partner orgs, and future awards 

to grow network

PARTICIPANT CENTER 
/ DV NETWORK
Direct volunteer participant 

enrollment, 
digital engagement innovation, and 

consumer health technologies 

Scripps Research Institute
(with multiple partners)

HEALTH CARE
PROVIDER ORGS 

NETWORK
HPOs with clinical & scientific 

expertise, enrollment & retention of 
participants

30+ regional medical centers, FQHCs, 
VA, and future awards to grow 

network

GENOMICS
INFRASTRUCTURE
Genotyping and whole genome 

sequencing of biosamples; counseling 
and educational resources for 

participants

Baylor College of Medicine, Broad 
Institute, University of Washington 
(with multiple partners), and future 

awards to grow infrastructure



Understand the whole person: Example data types that All of Us RP may collect

Environmental Biological/Clinical

BehavioralSocial

• Highway proximity

• Chemical exposures

• Air pollution

• Water quality

• Weather

• Occupational hazards

• Zip code

• Upbringing

• Education level

• Family structure

• Stress

• Literacy level

• Access to care

• Financial means

• Size of social network

• Religion

• Metabolomics

• Mental health

• Medications

• Electronic health 
records

• Proteomics

• Genomics

• Microbiomics

• Exercise

• Eating

• Drinking

• Self-report

• Drug usage

• ADLS

• Smoking history

• Routines

My 
means

My 
goals

My 
body

My 
mind

My 
needs
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• Genotyping & whole genome sequencing for all 1M participants as fast as funding/capacity build 
out allow

• Made awards in October 2018 for three genome centers
• Baylor College of Medicine with Johns Hopkins University and The University of Texas Health Science 

Center at Houston; The Broad Institute with Color and the Laboratory for Molecular Medicine at 
Partners HealthCare; Northwest Genomics Center at the University of Washington

• Will start genotyping and whole genome sequencing in early 2019

• Genetic Counseling Resource funding opportunity–released in fall 2018; award in 2019

• Plan to launch pilot of Genetic return of information and consent in 2019 with 40k diverse 
participants

• Compare approaches (from preference engine to messaging)
• Scope: 1) Pathogenic/Likely pathogenic ACMG variants; 2) Report of no pathogenic ACMG variant 

observed; 3) PGx report; 4) Access to data file

• Three big challenges: 
• Lowering the costs & increasing the U.S. capacity for sequencing and analysis
• Accessing large enough genetic counseling capacity 
• Streamlining the cleaning, curation, & sharing of genomic data to make it available to a wide range of 

researchers

Genomics plans & aspirations: genotyping, WGS, and “RROI” to participants

We are working to build out our genomic capabilities as quickly as possible, but this will not happen overnight.



23

• Guided by privacy, trust, and data security principles 
developed by experts with input from the public.

• Data warehouse is built with the most advanced 
security available.

• Experts have done and will continue to do rigorous 
security testing.

• Data is encrypted and direct identifiers are removed.

• Researchers must agree to a code of conduct before 
accessing the data.

• Participants’ preferences will be respected.

• Protected by a Certificate of Confidentiality.

• Committed to transparency in the event of a data 
breach.

Approach to Privacy and Security

Safeguarding your identity and data to the best of anyone’s abilities is our most important responsibility.





https://youtu.be/J14TwJLhp6M
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Current consortium members (beyond community partners)

DV Network
(Direct Volunteers)

HPO Network
(Health Care Provider 
Organizations)

RMCs
California Precision
Medicine Consortium

Illinois
Precision
Medicine
Consortium

New England
Precision
Medicine
Consortium

Trans-American Consortium 
for the Health Care Systems 
Research Network

New York City
Precision Medicine
Consortium

Platform
Development

University of Arizona University of Pittsburgh

Southern 
All of Us Network

SouthEast Enrollment 
Center

All of Us, Wisconsin FQHCs (Federally Qualified Health Centers) VA Medical Centers

Communication
& Engagement

Biobank

Genomics
Infrastructure
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Community Partners Network

cobimetinib
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