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Goals of Today’s Presentation

e Share the mission and objectives of the All of Us Research Program

e Offer AAPA-PAEA Research Fellows an opportunity to learn more about the
All of Us Research Hub and how to access data, tools, and surveys
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Thank you to our participants and community partners!
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Thank you to our consortium partners!
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The All of Us Research Program: An Innovative Research Effort

. 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: Our Mission

with one million or more . R
participant partners, fromall = e * . thatis easy, safe, and free to access
walks of life, for decades . .

Our Mission -
To accelerate health research BHB
and medical breakthroughs,

enabling individualized

= prevention, treatment, ¢
O . and care for all of us . O
- « _ Build and maintain a
’ OO0 ’ strong All of Us Team

of researchers and funders ' P capable of achieving the
hungry to use and support it . program’s mission



Building a Diverse All of Us Researcher Cohort

® Creating a demographically diverse researcher cohort: promote responsible and ethical use of
our data, return value to our participant communities, and accelerate research impact.

® Encouraging student assemblies and early-stage investigators: bring fresh, creative
perspectives & innovative research outcomes.

® Ensuring access for researchers from various institutions/organizations: establish a truly
equitable resource for all.




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.

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.

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.
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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.

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



Current All of Us Protocol

%
Enroll, Consent

and Authorize
EHR

Answering
Surveys

Initial surveys:
The Basics
Overall Health
Lifestyle
Health Care
Access &
Utilization
Family Medical
History

Includes . Personal Health

authorization to History

share EHR data

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

Online, interactive
consent

Additional surveys

will be released on

an ongoing basis.

Physical
Measurements*

Blood pressure
Heart rate

Height

Weight

BMI

Hip circumference

Waist
circumference

*Based on diverse

sampling and capacity

AN \c
(oJ¢)
ks

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

Coming soon:

Integrated apps to
track mood &
cardio-respiratory
fitness




All of Us Scientific Framework

All of Us can 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

1



How will All of Us lead to discoveries?

All of Us can enable research that will:
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Example Use Case: Blood Pressure

Health Equity

What is the impact of economic
stability on rates of screening,
likelihood of receiving treatment,
and blood pressure levels?

Wellness & Resilience

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?

Risk & Prevention

How do age-related changes in
blood pressure in children and
young adults impact the
development of hypertension
and hypertension-related
conditions in adulthood? Diagnosis

Does ambulatory blood pressure
monitoring (ABPM) or home
blood pressure monitoring
(HBPM) provide a more accurate

estimate of cardiovascular risk?

Treatment & Outcomes

What are effective and scalable
community-based interventions
to improve blood pressure levels,
medication prescription and
medication fill rates?

13
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The All of Us Research Hub

LY Rescarch Hub | (DY

RESEARCHER LOGIN

ABOUT DATA & TOOLS DISCOVER FAQ Q | APPLY

Welcome to the A/l of Us
Research Hub

The All of Us Research Program, part of the National
Institutes of Health, is building one of the largest
biomedical data resources of its kind. The A/l of Us
Research Hub stores health data from a diverse
group of participants from across the United States.

Approved researchers can access A/l of Us data and
tools to conduct studies to help improve our
understanding of human health.

APPLY FOR ACCESS

Scroll Down

EXPLORE NEW DATA AVAILABLE IN THE DATA
R

BROWSE!

EXPLORE THE NEW COVID-19 PARTICIPANT
EXPERIENCE SURVEY

Learn. Discover. Connect.

https://www.researchallofus.org/

All-'Us

DATA & RESEARCH CENTER


https://www.researchallofus.org/

All of Us Research Data Pipeline

Data Collection from Consented

Research Participants

Participant Surveys

Electronic Health Records

J

} Coming later

Data
Curation

Raw Data Curated Data
Repository Repository

Data
Harmonization
Privacy
Methodology

QA/QC

Research Hub

-

Data Access
through secure
Google-Cloud-
based platform

All-'Us

DATA & RESEARCH CENTER



Principles of Access & Privacy: “Share Widely and Wisely”

Broad and Open
Access

Commitment to
Protecting Privacy

~ -
i i i T - e

A data resource for All of Us
(Academic Researchers and
Community Scientists)

Privacy first, privacy always

Strive to build a system that

: participants can trust

Removal of unnecessary barriers
to access

All--Us

DATA & RESEARCH CENTER



Data and resource access Is tiered.

‘ Future ancillary studies
Could recontact participants, use biospecimens,

issue new surveys or DHT, enroll in clinical trials

Controlled Tier
(Available in the future)
Researcher

No obvious Pll. Genomics, Clinical Narrative data, C/\\
&E Workbench

Data Linkages, Other Data Types
ResearchAllofUs.org/Apply/

Registered Tier
(Available Now)
Surveys, EHRs, Physical Measurements
Exceeds HIPAA Safe Harbor Standards

Public Tier

(Available Now) ‘:
All-/Us

Summary Statistics Aggregate Counts
DATA & RESEARCH CENTER

_///




The Research Hub

The Research Hub is home to All of Us data, research tools, and research projects.

O.\\@S
() E @ “The Public

Website”
® ;
& 8 -
Workbench”

All--Us

DATA & RESEARCH CENTER



Public tools enable researchers to learn about data.

Data Snapshots

Enroliment Numbers

This graph represents participants who have consented to join the program and those who have
completed all initial steps of the program. The initial steps are consenting, agreeing to share
electronic health records, completing the first three surveys, providing physical measurements,
and donating at least one biospecimen to be stored at the biobank.

Participants The following numbers are to protect * privacy. Numbers

as of Apnl 7, 2021.

276,000+ -

completed initial steps
of the program 000
100+ Funded Partner Organizations Outreach
These counts represent the number of program partner awardees and
34O+ 5o Colectin Samples and enrollment sites launched. These numbers are updated on an as-need
basi
Measurements il

Geography

This map refiects the number of participants in each state who have completed the initial steps of the program.
The counts are updated daily. Note: Recruitment partners are located throughout the United States. Areas with
a robust clinic presence will have a greater percentage of participants. As the program adds more sites and
other ways to enroll, this map will become more uniform over time.

Survey Explorer

Survey Explorer

Surveys are valuable medical research tools because they efficiently capture information vital to a variety of
research interests. Participants in the All of Us Research Program respond to surveys spanning a variety of

topics, including demographics, health care, and lifestyle.

The program has tested each survey for readability and accessibility. We use cognitive interviews and
Qquantitative testing. This testing process included people from different educational backgrounds and
geographic locations to capture a sample that reflects the U.S. population.

After participants complete the core surveys (The Basics, Overall Health, and Lifestyle), they may complete
additional surveys on health care access, personal and family medical history, and other topics.

Learn more about the All of Us Research Program survey development process.

The Basics

This core survey asks basic demographic questions,
including questions about a participant’s work and home.
Participants must complete this survey to access additional

surveys.

Lifestyle

This survey asks questions about a participant’s use of
tobacco, alcohol, and recreational drugs.

>
View English version = e
> View Spanish version

>
View English version A
> View Spanish version

Overall Health

This survey collects information about a participant’s overall
health including general health, daily activities, and women's
health topics.

Personal Medical History

This survey collects information about past medical history,
including medical conditions and approximate age of
diagnosis.

> View English versior
T EXPLORE SOURCE MATERIAL
> View Spanish version

> View English version
EXPLORE SOURCE MATERIAL
> View Spanish version

Source: https://www.researchallofus.ora/

Health Care Access & Utilization

This survey asks questions about a participant’s access to
and use of health care.

Family Medical History

This survey asks about the medical history of a participant’s
immediate biological family members.

Data Browser

Top 10 by Descending Participant

Counts v

Top Concepts

Participant

Showing top 1 - 50 of 20776 concepts for

this domain @

All--Us

DATA & RESEARCH CENTER


https://www.researchallofus.org/

RESEARCHER LOGIN

ABOUT DISCOVER FAQ Q APPLY [B) Research Hud ] I s e e e ABOUT DATA & TOOLS DISCOVER FAQG Q | APPLY

Home > Data & Tools > Data Snapshots

Data Browser

Data Snapshots

Data Snapshots

Data Access & Use

I'hese aggregated, public-facing data snapshots provide an overview of All of Us Research Program participant
characteristics and the types of data that we collect from participants.

Data Sources

Note: There are many stages of the AN of Us participant journey. More than 505,000 people have registered
with the program by creating online accounts at JomnAllof

vrq, beginning the enrollment process. The

Data Methodology

snapshots below highlight participants in the Al of Us Research Program.

G OE a “NC
Researc h(‘ r Workbc n('h The following numbers are approximated to protect participants’ privacy. Numbers reflect data collected

through August 8, 2021.
Survey Explorer

T

Participants at a Glance

Enrollment Numbers

This graph represents participants who have consented to join the
program and those who have completed all initial steps of the
398,o°°+ program. The Initial steps are consenting,
health records, completing the fir
Participants measurements, and donating at least one blospecimen to be stored at
the biobank.

agreeing to share electronic

hree surveys, providing physical

The following numbers are approximated to protect participants’
prnivacy. Numbers are updated as of August 8, 2021.

291,000+

Participants who have
completed initial steps
of the program




l RESEARCHER LOGIN

ABOUT DATA & TOOLS DISCOVER FAQ Q APPLY

Data Browser

Data Snapshots
Data Access & Use
Data Sources
Data Methodology

Researcher Workbench

Survey Explorer <:|

roll Down

For more information about our survey
development process, please read “Development
of the Initial Surveys for the All of Us Research
Program” (Cronin et al., 2019)

Survey Explorer

Surveys an waltiable mecicsl resserch Sookx bucase They elfioently cepture informabon wiled (o  vanty of
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Progrem nepord 1o surveys spanning o wersdty of

The progrem has hodted wech survwey Sor nesdetslty ard acomobity. Wi Use cogrative intisrvires andd

Guarbitatow tisdteg. hes test
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complite e cote
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' artts v Glete the warvry |
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* Viww English verson *» View Enghah verson
EXMPLOSE SOURCE MATERIAL EXPLORE SOURCE MATERIAL

» Viow Sparnh verson

» View Spanish version

Personal Medical History

30 abxrst & parhicpant s creer b forrmation et el meicd hatory
Lady s and worme horn wred o erate age ot
- 1] »
View English vession EXPLOSS SOURCE MATSRIAL View Englich varsion EXPLORS SOURCE WATSRIAL

* View Spanah version

» View Spentsh version

Health Care Access & Utilization

wn sboul & parbopent's acoes 1o

Family Medical History

* Visw English version
» Visw Sparesh verson

» View Englsh version

» Viww Spenish version

COVID-19 Participant Experience

(COPE) Survey

verytay iiv

» Visw English veesion

» View Spunah verson
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Data Browser <j—\

Data Snapshots
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rticipants and is current as of 10/1/2020

ntroductory User Guide

Videos

EHR Domains: @

Data Access & Use a -
Conditions @ Drug Exposures @ Labs & M

24,770 27,311

ns@ Procedures @

Data Sources

Data Methodology

192,000 partic

Researcher Workbench

Survey Explorer
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Survey Questions:
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Publications

The stories, projects, & publications made possible by All of Us are shared publicly

& transparently.

werview of Research Protocol

.f.;_.‘ s yoveal s " '

ne

o

thars

Source: https://www.researchallofus.ora/

m Research Hub ‘ m) National Irstitutes of Heelth RESEARCHER LOGIN

ABOUT DATA & TOOLS DISCOVER FAG Q APPLY

Home > Discover > Research Projects Directory

Research Projects Directory
654 ACTIVE PROJECTS

This information was updated 8/9/2021

Information about each project within the Researcher Workbench is available in the Research Projects Directory
below. Approved researchers provide their project’s research purpose, description, populations of interest, and
more. This information helps All of Us ensure transparency on the type of research being conducted.

At this time, all listed projects are using data in the Registered Tier. The Registered Tier contains individual-level
data from electronic health records, surveys, physical measurements, and wearables. Personal identifiers have

been removed from these data to protect participant privacy.

Note: Researcher Workbench users provide information about their research projects independently. Views expressed in the Research
Projects Directory belong to the relevant users and do not necessarily represent those of the All of Us Research Program. Information in the
Research Projects Directory is also cross-posted on AllofUs.nih.qov in compliance with the 21st Century Cures Act.

Search By: v Project title: enter keywords you are looking for n

Social Determinants and Healthcare Access in Eye Conditions - v4 Dataset v

We are planning to explore disparities in healthcare access and utilization for patients with eye conditions across different
demographic groups. We would like to evaluate risk of developing advanced/severe disease in different eye conditions,
and understand how social determinants contribute...

All--Us

DATA & RESEARCH CENTER


https://www.researchallofus.org/

Home > Discover > Research P ts Direct
I RESEARCHER LOGIN | om Wer arch Projects Directory

Research Projects Directory
654 ACTIVE PROJECTS

Q2021

ABOUT DATA & TOOLS FAGQ Q APPLY

This information was updsted §

Research Projects Directory

Information about each project within the Researcher Workbench is available in the Research Projects Directory
below. Approved researchers provide their project’s research purpose, description, populations of interest, and
more. This information helps Al of Us ensure transparency on the type of research being conducted.

Spothghts

Publications

At this time, all listed projects are using data in the Reg ed Tier. The Registered Ter contans individual-level
data from electronic health records, surveys, physical measurements, and wearables. Personal identifiers have
been removed from these data to protect participant privacy.

weh

» Re
oh Program. nform
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o the All of Us R
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Search By: roject title: enter keyw

Social Determinants and Healthcare Access in Eye Conditions - v4 Dataset v

We are planning to explore disparitics in healthcare access and utilization for patients with cye conditions across different
demographic groups. We would like to cvaluate risk of developing advanced/scovere discase in different eye conditions,
and understand how social determinants contribute.

Stroke risk factors v

Stroke is the second leading causce of death and the leading cause of adult disability in the world, but relatively little
known about the underlying moechanisms that lead to stroke. No mechanism-based treatment o established prevention
for hemorrhagic stroke.

Thyrold nodule and cancer v

Thyroad cancer is one of the fastest increasing cancer over the last 40 years. From 1974 1o 2013 the incidence increased
26% por yoar. With increased use of radiology studics throughout all facets of medicing, the incidental identification of
thyroid...

Determinants of neurovascular diseases v

Neurovascular di e is respongble for a substantial proportion of the morbidity and mortality observed in the general
population Mounting cvidence indicates that this impact disproportionately affects minority populations. This
disproportionate offect is not only present in minoritics defined by race/cthnicity,...




| RESEARCHER LOGIN

fe Qe Spotlights

Research Projects Directory

Spotlights <:|

Publications

ABOUT DATA & TOOLS

Meet the Researchers

A new study to better understand the health
outcomes of sexual and gender minority people

January 19, 2021

Meet Dr. Mitch Lunn. He's on a mission to better
understand and support the health needs of sexual

and gender minority people.

Meet the Researchers

An exploration of reproductive health issues that
disproportionately affect Black women

January 19, 2027

Dr. Nyia Noel, an OBGYN at a Boston hospital, is
leveraging the All of Us Research Program dataset to
study hypertensive disorders in pregnancy and
uterine fibroids.
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How to Apply

STEP

LEARN MORE ABOUT THE
DATA AVAILABLE

Explore what data are currently
available with the Data Browser
and view the amount of
information available with the
Data Snapshots. Then, learn
about the Data Access & Use

Policies and our workbench.

STEP
CONNECT ERA COMMONS

Connect to your eRA Commons
account upon applying to the
Researcher Workbench.

INSTITUTION’S AGREEMENT

Check that your institution has

STEP

2 3

CHECK FOR YOUR

REGISTER AS A RESEARCHER

Complete your researcher
profile, sign the Terms of Service,
and agree to the the Privacy

signed the Data Use and
Registration Agreement. If your

Policy. Please note: a Data Use
and Registration Agreement

institution is not listed, please fill

must be in place, and you must

out the form to initiate the
have an eRA Commons account.

pProcess.

STEP

5 6

COMPLETE ALL OF US
RESPONSIBLE CONDUCT OF
RESEARCHER TRAINING

SIGN DATA USER CODE OF
CONDUCT

Sign the Data User Code of
Conduct.

Understand more about our
privacy safeguards and the
ethics surrounding the use of
participant data.

All-'Us

APPLY NOW
DATA & RESEARCH CENTER



The Researcher Workbench

A secure enclave where researchers access & analyze All of Us data.

O .\(f}
() E @ “The Public

Website”
® ;
& 8 -
Workbench”

All--Us
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The Workbench offers analysis tools & resources.

—

[—

S5

WORKSPACES

USES: Organizing research projects,
collaboration, transparency

&

DATASET

USES: Analysis, queries

USES: Pre-populated analysis,
dataset previews

QO

a5

COHORT
BUILDER

USES: Cohort creation

WORKBENCH USER
SUPPORT HUB

USES: Learning, support, guides

All--Us

DATA & RESEARCH CENTER



I RESEARCHER LOGIN I <

ABOUT DATA & TOOLS DISCOVER FAQ Q

All-'Us

AESEARCHOR WOR BV

Already have a Researcher
Workbench account?




— All--Us

RESEARCHER WORKBENCH

Welcome to the
RESEARCHER WORKBENCH

The secure platform to analyze All of Usdata

Workspaces @ <:

: | HbAIc Distributions of Type : | Original - How to Cet Starte : | R2019Q4R3 - How to Get St
2 Diabetics d with Registered Tier Data arted with Registered Tier
Data

Recently Accessed ltems

Item type Name Workspace name

2 diabet

: test Typ

i

- T2D_survey_any_hbalc HpbAlc Distributions of Type 2 Diabetics

Last changed
May 14 2020

Apr 28 2020

Medications pathway (sequent se Apr27 2020

ack Apr 232020

Characterization Apr 232020
Showing 5 most recent items

UTORIAL VIDED

Workbench Cohort er &
Quick Tour 3 : © Cohort B v

TUTORIAL VIDED
Dataset Builder &
Concept Sets

: | How to Work with All of Us
Survey Data

Dataset

All of Us Dataset v3
All of Us Dataset v3
All of Us Dataset v3

All of Us Dataset v

All of Us Dataset v3

TUTORIAL VIDEO

Notebooks &

Code Snippets

See all workspaces




— A I Iojus V\Dbfkspaces = . — AI Ioju$ Workspaces >
~—  RESEARCHER WORKBENCH emonstratin (o} S —_— . . .
g ——  RESEARCHER WORKBENCH Demonstrating All of Us Anthropomorphic Data Quality
DATA _ ABOUT
DATA ANALYSIS ABOUT Synthetic Dataset v4
Help Tips X
Cohorts © Datasets ©
A cohort is a group of participants based on A dataset is a table Q. Search
specific criteria. cohort that can be Cohorts © Datasets L
A cohort is a group of participants based on A dataset is a table containing data about a Cohorts
' Participant D1 'mmmnm ‘ specific criteria. cohort that can be exported for analysis. A"cohort” is a group of participants that a
> ' Participant ID 2 'Wuﬁuol + g group of researchers are interested in. The
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Contact Us

User Support Hub

Search our knowledge base for answers
to common questions

Explore All of Us Researcher Workbench Resources

N
Getting Started Documentation Community Forum

New to the Researcher Workbench?

Find helpful resources to better Post your questions and comments for

Looking for some quick help for working understand the All of Us dataset and other users here,
with our tools or data? Start here. how to analyze it.
2 %
Frequently Asked Questions Announcements

Get the latest All of Us news and announcements,

Look for answers on workspaces, concepts, and everything in
between.

Have a question or would like to
make a request?

Send us specific questions or requests.

SUBMIT A REQUEST
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What to Expect in Researcher Workbench Beta Phase

- Data: The cohort is actively growing, and so are the data.
- Analytical Tools: R & Python programming; continuing to evolve.

-« Access: Data passport model

- At this time, an institutional agreement & eRA Commons account is required.

- Credits: $300 in compute credits upon registration.

We welcome input from researchers during the beta testing phase to help

make the Workbench more robust over time.
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LEARN MORE ABOUT THE
DATA AVAILABLE

Explore what data are currently

available with the Data Browser,

and view the amount of
information available with the
Data Snapshots. Then, learn
about the Data Access & Use
Policies and our workbench.

4
CONNECT ERA COMMONS

Connect to your eRA Commons
account upon applying to the
Researcher Workbench.

CHECK FOR YOUR
INSTITUTION’S AGREEMENT

Check that your institution has
signed the Data Use and
Registration Agreement. If your
institution is not listed, please fill
out the form to initiate the
process.

STEP

D

COMPLETE ALL OF US
RESPONSIBLE CONDUCT OF
RESEARCHER TRAINING

Understand more about our
privacy safeguards and the
ethics surrounding the use of
participant data.

REGISTER AS A RESEARCHER

Complete your researcher
profile, sign the Terms of Service,
and agree to the the Privacy
Policy. Please note: a Data Use
and Registration Agreement
must be in place, and you must
have an eRA Commons account.

STEP

6

SIGN DATA USER CODE OF
CONDUCT

Sign the Data User Code of
Conduct.



Overview of Contracting Timeline (for the Registered Tier)

1-2 days following
receiving partially executed
DURA

> 4 =

Execution of agreement
and completion of
domains form

Timeline determined
by institution

1-2 days following 1-2 days following
request processing

1-2 days following
executed DURA

Researcher submits

Institutional
Agreement Request outreach

Institutional Access
Granted!

Communication with
Contracting Contact

Internal processing Contracting Contact

e The researcher e DRC team pulls down e DRC contracting e Until the DRC e The contracting contact e Upon executing the

does this by requests daily and official reaches out contracting official sends the partially contract, the DRC team
completing the logs via internal to the contracting receives the partially executed contract and configures access to
Step 2 request process contact listed on the executed contract, email domains form to the user institution and
survey requester’s form to the contracting the DRC contracting alerts the initial
available on provide background official follows up official who will fully requestor to the access
the Research information, with each researcher execute the contract. granted

Hub agreement template, provided contact

and next steps.

every 2 weeks.
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Tips and Tricks in the Contracting Process

e A contracting contact is anyone who can get the All of Us Contracting team to the
institutional signing authority for the respective institution or organization

e (o to your direct supervisor to confirm who your contracting contact is at your
institution if you are unsure

e (Contact your contracting contact ahead of time and brief them on the All of Us
Research program before completing the access request form.

e Follow up periodically with your contracting contact to receive updates in the

contracting process
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Learn More and Help Us Spread the Word!

e \isit ResearchAllofUs.org and JoinAllofUs.org

e Subscribe to Research Hub Newsletter to receive updates

e Enroll in the Workbench: ResearchAllofUs.org/apply/

@AllofUsResearch
#JoinAllofUs #


http://www.researchallofus.org/
https://www.researchallofus.org/apply/
https://www.instagram.com/AllofUsResearch/
https://twitter.com/AllofUsResearch/
https://www.facebook.com/AllofUsResearch/
https://www.youtube.com/channel/UCQId1TfpwPaYiDIGlxEhlkA/feed
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