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⦿ Describe the mission, objectives, and scientific framework of the All of Us   
Research Program

⦿ Discuss approaches for external researchers to explore and access the data    
currently being collected within the program

⦿ Discuss All of Us efforts to address COVID-19

Goals
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Mission & Objectives

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

Catalyze a
robust ecosystem
of researchers and 

funders hungry to use 
and support it

Deliver the largest, 
richest biomedical 

dataset ever,
making it as easy, 

safe, and free to use 
as possible

Contributes to the 
All of Us team & 

consortium
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⦿ Diversity at the scale of 1 million people or more

⦿ Focus on participants as partners

⦿ Longitudinal design, ability to recontact 

⦿ Multiple data types: EHR, surveys, baseline physical 
measurements, biospecimens, genomics

⦿ National, open resource for all: broadly accessible to 
all researchers with open source software & tools

⦿ Security and privacy safeguards for all participant data

The All of Us Research Program: An Innovative Research Effort
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Two Methods of Enrollment

HEALTH CARE PROVIDER 
ORGANIZATIONS

DIRECT VOLUNTEERS
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Current Protocol

Enroll, Consent  
and Authorize 

EHR

Answering
Surveys

Physical 
Measurements*

Provide
Biosamples*

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

Online, interactive 
consent 

Includes 
authorization to 
share EHR data

Initial surveys: 
• The Basics
• Overall Health
• Lifestyle
• Health Care 

Access & 
Utilization

• Family Medical 
History

• Personal Health 
History

Blood pressure
Heart rate
Height
Weight
BMI
Hip circumference
Waist 
circumference

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

Coming soon:

Integrated apps to 
track mood & 
cardio-respiratory 
fitness

Wearables and 
Digital Apps

Additional surveys 
will be released on 
an ongoing basis.



Participants are asked to authorize linkage of their EHR information. 

Electronic Health Records
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Initial Data Types Expanded Data Types (May Include) 

• Demographics
• Visits
• Diagnoses
• Procedures
• Medications
• Laboratory 

visits
• Vital Signs

• Clinical Notes
• Radiology, cardiology, and other reports
• Mental Health Reports
• Substance Abuse, Alcohol use, and 

Tobacco use
• More laboratory results, potentially 

including genomics
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Surveys at enrollment:
1. The Basics
2. Overall Health
3. Lifestyle
4. Health Care Access and Utilization
5. Family Medical History
6. Personal Health History

New:
⦿ COVID Participant Evaluation 

(COPE) 

Many more in development:
⦿ Diet
⦿ Physical Activity
⦿ Social Determinants of Health
⦿ Mental Health and Wellbeing

Survey Modules



Physical Measurements

Participants will have access to their physical measurements

⦿ Blood pressure
⦿ Heart rate
⦿ Height
⦿ Weight
⦿ BMI
⦿ Hip circumference
⦿ Waist circumference

9
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⦿ Blood
• DNA, plasma, serum, cfDNA, 

RNA

⦿ Saliva (DNA), if blood draw is 
unsuccessful

⦿ Urine

Biospecimen Collection



⦿ “Bring your own device” 
(BYOD) program:
• Fitbit (now)
• Additional integrations in the 

future

⦿ Pilots of specific smartphone-
based apps in development

Wearables and Digital Apps

11
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⦿ Infrastructure
• Three Genome Centers: to generate genotyping & whole 

genome sequencing for 1M participants

• Genetic Counseling Resource: to support the responsible 
return of information to interested participants

⦿ Return of Information
Over time, the program anticipates providing several kinds of 
information of interest to participants:
• Traits and ancestry
• Drug-gene interactions
• Genetic findings connected with risk of certain diseases

Genomics Plans



13

Genetics Engagement Module (GEM) with Color

Ancestry Analysis

Simple Traits



Scientific Framework



Scientific Framework
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Enable research that will:
• Increase wellness and resilience, and promote healthy living

• Reduce health disparities and improve health equity in populations that are 
historically underrepresented in biomedical research (UBR)

• Develop improved risk assessment and prevention strategies to preempt 
disease

• Provide earlier and more accurate diagnosis to decrease illness burden 

• Improve health outcomes and reduce disease impact through improved 
treatment and development of precision interventions 
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Example Use Case: Infectious Disease

INFECTIOUS 
DISEASE

What are the 
socioeconomic factors 
associated with 
vaccination rates?

HEALTH EQUITY

Does infection with a 
neurotropic virus increase 
risk of neurodegenerative 
disease later in life?

RISK & PREVENTION

DIAGNOSIS
How do we better predict 
patients at risk of nosocomial 
complications and prevent 
their occurrence?

What is the role of social 
connectivity in the ability to 
adhere to management of 
chronic infectious diseases, 
including HIV?

WELLNESS & RESILIENCE
What are the long-term 
outcomes of HIV pre-exposure 
prophylaxis on individuals 
without disease?

TREATMENT & OUTCOMES
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⦿ Opened doors nationally on May 6, 2018

⦿ >272K participants have completed the full protocol, from all 50 states
• >80% are underrepresented in biomedical research; 
• >50% are racial/ethnic minorities

⦿ Built significant infrastructure to support the program:
• 100+ academic, VA, FQHC, technology, & community partners
• 350+ clinics enrolling participants and still expanding
• Bilingual website, participant portal, app, and call center 
• Biobank with 24-hour shipping process and capacity for 35M+ vials
• Interactive mobile exhibits that travel the country

Current Progress



All of Us Research Hub
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ResearchAllofUs.org

⦿ Goal: To provide more information 
around program data and tools
• Data Snapshots: broad cohort metrics
• Data Browser: interactive tool
• Survey Explorer: source information for 

participant-provided information
• Researcher Workbench: restricted

cloud-based platform designed to 
execute rapid, hypothesis-driven 
research

Research Hub Website
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5. Reg ist ered  researchers in the 
    Researcher Workbench can create 
    research projects using collaborat ive 
    workspaces, cohort -building tools, 
    int eract ive notebooks, and more.

4 . Researchers reg ist er and apply f or  
    access t o t he Researcher 
    Workbench t o analy ze dat a. 

2. Part icipant  dat a is received and 
    funneled through a curation pipeline  
    w ithin a secure repository that  
    connects t o the Research Hub tools.

1. Part icipant s shar e t heir dat a w ith the 
   All of Us Research Program through    
   mult iple sources. These data are sent  
   to a secure cloud environment , managed        
   by the Data and Research Center.

3. Anyone can v isit  t he Research Hub  to learn more 
    about  the types of da ta All of Us makes available 
    for research. The Survey Explorer and Data Browser 
    o er more informat ion about  the unique da ta 
    elements and let  visit ors browse aggregated 
    part icipant  data.

6. Pub licat ions and r esearch 
    fi nd ings related to the All of Us 
    Research Program can be viewed 
    on the Publications page.

How  t he Research 
Hub Works
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Selected Data Snapshots
(Updated 1/12/21)

April 2017           Oct 2017           April 2018            Oct 2018          April 2019         Oct 2019        April 2020 Oct 2020
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Selected Data Snapshots
(Updated 1/12/21)

Gender Identity

59.3%

39.1%

0.3% 0.2%0.2% 0.1%



23

Selected Data Snapshots
(Updated 1/12/21)

46%

22.4%
17.5%

6.5%
2.9%

0.7%
2.9%

Race & Ethnicity
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Selected Data Snapshots
(Updated 1/12/21)

Age

All 50 states
Bilingual enrollment
Interactive mobile exhibits* 

Geography

*pre-COVID-19

TK([1



Slide 24

TK([1 Theisz, Katrina (NIH/OD) [E], 1/13/2021
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⦿ Interactive tool launched in beta on May 6, 
2019
• 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

https://DataBrowser.ResearchAllofUs.org

All of Us Data Browser
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A Quick Look at the Data Browser
Search for specific 
keywords or 
browse using the 
different options 
underneath.
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A Quick Look at the Data Browser: Conditions

Available data 
gives insight into 
the participant 
cohort & research 
opportunities.

Mouse over charts 
& information icons 
for details & 
explanations.
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Researchers can view all drugs, 
including vaccines.

Mouse over 
charts & 
information 
icons for details 
& explanations.

A Quick Look at the Data Browser: Drug Exposure
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A Quick Look at the Data Browser
Explore data breakdowns by 
sex assigned at birth & age.
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Survey Example: COVID-19 Participant Experience (COPE)

Response of “A little” to the question “In the past month, have 
recommendations for socially distancing caused stress for you?” in June
13,200 Participants 
39% of all participants who took this version of the survey
33,740 Total

Available data 
gives insight into 
the participant 
cohort & 
research 
opportunities.

Mouse over 
charts & 
information icons 
for details & 
explanations.

Download 
different versions 
of the survey as 
PDFs

databrowser.researchallofus.org/survey/covid-19-participant-experience
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COPE: Explore the survey

researchallofus.org/data-tools/survey-explorer/cope-survey/ 



Research Hub Components 

Data Snapshots

Survey Explorer

Data Dictionary

Concept Set Selector

Cohort Builder

Notebooks

Help Desk

Data Browser

Help Desk

Launched May 2019 Beta Launch: May 2020

Data Passport Model
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Data Release Timeline

*All of Us is targeting a bold timeline. Projected dates are subject 
to change and dependent on security and usability testing.

2019 2020 2021 & later

Dataset Expansion 

Expansion of the All of Us dataset 
with additional survey, 
measurement, and EHR data.

Start of genotyping and whole 
genome sequencing; initial return of 
results to participants

Researcher Workbench 
Beta Launch
May 2020
Release of the first version of 
the All of Us dataset and the 
first set of researcher tools 
for beta testing. 
The dataset includes:
• Survey data
• Measurement data
• Electronic health record 

(EHR) data

Additional Data Types and Tools
2021 & beyond
Expect to enroll 1M participants within 
5-7 years of launch.
Continue to expand the All of Us 
dataset with new data releases, 
including over time: 
• genomics data
• wearables data (such as Fitbit)
• new surveys
• assay data
• linkages to external data sources, 

etc.
Release new versions of Researcher 
Workbench with more tools.

Data Browser 
Launch
May 2019
Launch of an 
interactive tool 
available to the 
public that 
provides 
summary 
statistics from 
the program’s 
growing 
database.



⦿ This moment is an important step in our effort to accelerate new 
discoveries.

⦿ We want to build this platform together with the research community.

⦿ We need researchers’ input to make it more robust and to learn how 
well the data, tools, and policies are working.
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The All of Us Research Program Researcher Workbench is Open for Beta!
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Using the Researcher Workbench During Beta

Current components:

• Data: physical measurements, survey data, and some EHR 
data - much more to come (e.g., genomics, digital health 
technology)

• Tools: Dataset Builder, Cohort Builder (more to come!) 

• Help Resources: FAQs, sample notebooks and 
workspaces, documentation, Help Desk



⦿ All of Us employs a “data passport” model for this access tier, to grant researchers 
broad permission to explore the data for a wide range of studies

⦿ Beta testing access is available to researchers with eRA Commons accounts if their 
institutions have signed a data use agreement.  In the future, we’ll open the platform 
more broadly

⦿ To facilitate collaboration and keep participant data secure, the Researcher 
Workbench is hosted in a Cloud-based system
• All tools and data are in one place 
• Data downloads onto your local machine are not allowed
• During the Beta testing phase, researchers will receive free credits to cover 

computing and storage costs
36

Access and Security



Workspace

 First, you will create a workspaces 
where you will store all of the data and 
analyses for a specific project

 Your cohorts (participants), concept 
sets (variables), cohort reviews, 
datasets, and notebooks (where 
analyses are run) for a project will live 
in one shareable workspace



Tools to Build Cohorts and Datasets



All of Us Research Support
● User Support Hub

○ Tool user guides
○ Instructional videos
○ Data model tutorials 
○ Knowledge Base
○ Data Dictionary

■ PDF as part of detailed data documentation
■ Integrated directly within Workbench tools

● Researcher Workbench
○ Featured Workspaces (example analyses, Phenotype Library)
○ Reusable “code snippets”
○ Demonstration Projects
○ Help Tips

● Help Desk Form
○ Specialized forms 

■ Ask a question or get help
■ Feedback
■ Publication 
■ Billing credits
■ Privacy concerns
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⦿The research community is collaborating in 
an unprecedented way to address COVID-
19 and inform future pandemic 
preparedness.

⦿With its scale and diversity, All of Us is 
well-positioned to make special 
contributions to these efforts. 

⦿ In collaboration with national and 
international partners, we are addressing 
COVID-19 through three key initiatives, 

All of Us COVID-19 Scientific Activities: Overview

Collectively, these efforts will help researchers learn more about COVID-19 
and its impact on diverse communities across the U.S.
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⦿ Antibody testing: 
Supporting antibody testing on samples from recently-enrolled 
participants to better understand COVID-19’s origins and spread.

⦿ COVID-19 Participant Experience (COPE) survey: 
Surveying all participants to measure impacts of the pandemic on 
physical and mental health, employment and income, substance use.

⦿ EHR data standards:
Standardizing data from electronic health records to better detail 
symptoms, and effects of different medicines and treatments.

All of Us COVID-19 Scientific Activities: Priorities

Data gathered from these activities will be made available in our Researcher Workbench in the future



⦿ While All of Us reflects the broad diversity of the US, it is not nationally representative

⦿ Data is not comprehensive; will be continuing to expand in depth and breadth as the 
program grows

⦿ Not all participants will have all data types available
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Limitations



⦿ Assembling the most diverse large-scale cohort of its kind with plans for genomic data 
and comprehensive clinical information

⦿ Successfully engaging participants as partners

⦿ New data types continuing to be rolled out

⦿ Ancillary studies of specific populations or disease states possible

⦿ Will facilitate research across multiple disease states and could serve as controls for 
disease-specific studies that lack healthy controls
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Conclusions



All of Us Community and Provider Partner Network (as of December 2020)
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All of Us Consortium Members (beyond community partners, as of December 2020)
The Participant 
Center

HPO Network
(Health Care Provider 
Organizations)

RMCs
California Precision Medicine 
Consortium (CAPMC)

Illinois
Precision
Medicine
Consortium All of Us New England

Trans America 
Consortium

New York City
Consortium

Participant Technology Systems 
Center (PTSC)

University of Arizona and 
Banner HealthAll of Us Pennsylvania

All of Us Southern Network
All of Us SouthEast 
Enrollment Center

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

Communications
& Engagement

Biobank Genomics 
Partners

Data & Research 
Center (DRC)



ResearchAllofUs.org
(includes the Data Browser)

JoinAllofUs.org 
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For more information…

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



Questions?
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It takes All of Us….


