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The All of Us Research Program

@ The cornerstone of the larger Precision
Medicine Initiative — led by the NIH

@ One million or more volunteers, The
reflecting the broad diversity of the U.S. A u s Precision
Medicine

@ Opportunities for_ volunt_eers to provide RESEARCH PROGRAM | Initiative
data on an ongoing basis

@ Data will inform a variety of research
studies



All of Us Mission and Objectives

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

Our mission

To accelerate health research
and medical breakthroughs,
enabling individualized

prevention, treatment, 0

and care for all of us \ s that Is easy, safe,
- and free to access

of researchers and funders
hungry to use and support it




All of Us Research Program Core Values

Participation is open to all.

Participants reflect the rich diversity of the U.S.
Participants are partners.

Trust will be earned through transparency.
Participants will have access to their information.
Data will be accessed broadly for research purposes.

Security and privacy will be of highest importance.
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The program will be a catalyst for positive change in research.



What Is the promise for participants?

@ An opportunity to fight disease and improve the
health of future generations

@ The opportunity to be part of a movement to
make our health care more precise, more
personal, and more effective

@ The opportunity to ensure that your
community is included in the studies that may
lead to new understanding and new treatments

@ Anopportunity to learn some of your own
health indicators and get your own data

This Is a long-term relationship and the value to participants (and researchers) will grow over time.



the program will reflect the
the United States.




inoriics make un underrepresentation in
38¢y biomedical research
'l populations includes
dimensions of race and
ethnicity, as well as
age, sex, gender,
orientation, income,
education, geography,
access to care, and
disability.

of the US population.

Minority populations to rise to over

96%

of overall population.

Minority enrollment in clinical trials

<10%




History of Biomedical Research and Minority Communities
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SUPAI, Ariz. — Seven vears ago, the Havasupai Indians, who live

amid the turquoise watertfalls and red cliffs miles deep in the Grand

Canyon, issued a “banishment order” to keep Arizona State University

employees from setting foot on their reservation — an ancient

punishment for what they regarded as a genetic-era betrayal.
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February 12, 2010 | By Ruth R. Faden
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‘Immortal’ cells, moral iIssues

Case of Henrietta Lacks shows need for ethical component in
health care reform

Much has been written and discussed recently about Henrietta Lacks, the African-American woman from Virginia whose
cancer cells, collected for research 60 years ago -- as she was being treated for the cervical cancer that ook her life —
inexplicably but astoundingly grew in the laboratory without end. The cells, named Hela, have contributed to cancer
therapies, the polio vaccine &' and a myriad of other biomedical advances.

‘ . Sadly, in 1951, tissue from patients destined exclusively for biomedical research — and not, for example, to diagnose or
el freat & disease - was commonly taken without their consent, stored and used by scientists.
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Edmond Tilousi, 56, who can climb the eight miles to the rim of the Grand Canyon in three hours More Photos »
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Syphilis Victims in U.S. Study
Went Untreated for 40 Years

" JEAN HELLER

e Associated Press

~For| have serious doubts about the

Pub- moralxty of the study, also say

duct-{ that it is too late to treat the

uman| syphilis in any surviving

were| participants.

tuinea Doctors in the service say

medi-| they are now rendering what-

sease| ever other medical services
itsl they can give to the survivors

The BostonGlobe | -

Wellesley professor unearths a horror: Syphilis

experiments in Guatemala Health
- US apologizes for performing unethical study in 1940s ex;
| ing o

Picking through musty files in a Pennsylvania archive, a Wellesley College
professor made a heart-stopping discovery: UUS government scientists in the 1940s
deliberately infected hundreds of Guatemalans with syphilis and gonorrhea in
experiments conducted without the subjects’ permission.
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By Stephen Smith
Globe Staff / QOctober 2, 2010
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The All of Us Approach to Diversity

Reflecting the country’s rich diversity to produce meaningful health outcomes for
communities historically underrepresented in biomedical research.

@ Develop a national network of Health Care Provider
Organizations (HPOs) with incentives & methods to
reach most diverse people & places demographics

@ Create an innovative network of Direct Volunteer
partners to reach 90%+ where all people live, within
20-45 minutes

@ Build a network of national & local Community
Partners to help build lifelong, trusted relationships
with key communities & areas In the country

data types

@ Drive programs that ease the way for diverse
communities to participate
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Potential Improvement in Minority Health

Health disparities are well known — NOT well understood.

@® Why do African-Americans have a higher mortality rate from chronic diseases, including
Alzheimer’s, diabetes, and heart disease?

@® Why are fibroids more prevalent in African American women?

@ Why Is Hepatitis B more common in the Asian and Pacific Islander population?

Precision medicine asks us to look even beyond racial or ethnic group and into unigue biological
iInformation to determine likelihood of developing and dying from disease.

But we can only determine these genetic variations if we increase minority participation in research—
then, we will be able to speed treatments and cures for the conditions and diseases that afflict minority
populations the most.
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All of Us Participant Partners

al

Registered Core
participants participants
165,000+ 95,000+

% participants
underrepresented
In biomedical research

5%




build trust » create value




participants are in the program.



The All of Us Approach to Participation

Participants in the All of Us Research
Program will be true partners—not
patients, not subjects—In the research
process.

%2 NBC LEARN K-12

&« Landmark NIH Study Hopes to Enroll 1 Million Americans

MIRIAM GUZMAN: "I
have

a long family history of
diabetes, and | thought
that maybe there's
information

in my genes that could

g Ny N be relevant.

NI LAUNCHES NEW STUDY, ASKING 1 MILLION YOLUNTEERS

N1

US Seeking 1 Million for Massive Study of DNA, Health
Habits

U.S. researchers are seeking 1 million volunteers 10 share their DNA and health habits for science

MICHELLE McNEELY: "If they can use my genes and someone's
genes in California and someone's genes in New York to find some
common ground, to help discover some cure — they can use my

genes all day long."
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robust engagement full transparency

Leveraging trusted intermediaries to both speak for and relay information to diverse communities
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Community and Provider Partner Network

AMERICAN ACADEM&OF HIV MEDICIN

American Association
an Health and Dlsahility

APIAHEF

SIAMN & PACIFIC ISLANDE
MERIC AN HEALTH FORLU

Association of \C/ . =l A\Vé HBI:I:‘E?EME? TEE N .s

Nurses in AIDS Care

ational Black Nurses Association, Inc.
BNA
A Fi

NHCOA

NATIONAL HISPANIC COUNCIL ON AGING

NCAPIP

National Council of Asian
Pacific Islander Physicians

—\\a

T

NATIONAL RURAL HEALTH ASSOCIATION

SAN FRANCISCO
GENERAL HOSPITAL
FOUNDATION

American Association
HH“ of Colleges of Nursing

W MONTAGUL ,' ¥ NMA HEALTH

Cobb ~® Institute

National Alliance
for Hispanic Health

NHMA

Mational Hispanic Mecdical Assaciaticn

AMAE

Community Council >>

Advancing Solutions.. . Empowering Lives

NACCHO

National Association of County & City Health Officials

The National Connection for Local Public Health

@ Quality

£ APHA

m) of Medicine

UNIDSUS

STROMGER COMMUMITIES, STROMNGER AMERICA,

S ACCESS

AMERICAN PUBLIC HEALTH ASSOCIATION
For science, For action. For health.

DELTA fty

EDUCATIONAL FOUNDATION orlva rd

VES

@nu

National Association
of Hispanic Nurses
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U.S. National Library = NATIONAL PAN-HELLENIC COUNCIL
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Community Partner Engagement Activities

Community and provider partners have conducted a total of 273 activities across 30 states
reaching more than 2.6 million* potential participants.

&,

[l States with CPGI Activites
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* Estimate is low as in early stages of collecting Phase 2 metrics.
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Community Partners In Action
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ro de la
somienza

fus.org/es
1EnAllofUus
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Community Resources (JoinAllofUs.org)
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RESEARCH PROGRAM ABOUT HOW TO JOIN NEWS & EVENTS COMMUNITY LOG IN Search Espafiol

Home > Community > Community Resources

Community Resources

The All of Us Research Program offers free downloadable materials
to help community members spread the word about the program.

= ti bout th how t th l tact AII’ us
O gUesHONS GUOLIL Ehe e TeSOURces DI ROW L0 U TIeal, Blease conac RESEARCH PROGRAM  ABOUT HOW TO JOIN NEWS & EVENTS COMMUNITY LOGIN  Ssearch Espafiol
AllofUsEngagement@nih.gov.
Videos
Downloadable PDFs

FAQs
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o | 7 O
We're caling on to - o

lead the way toward batter health Program FAQs

WA B i e How hng ol AR oF U4 et

What by researchy

Waat Is hoaith research? wasuaed 3o Wy 3RO ¥
mana 0 Bad srgSirurs| HEA

Why b Deafth research importam? SIsT-Ev8 (

Mo 00 ) o AS of Ut What sl s b b sty by e :

Aepoy wor sioued ino J00g

How All of Us Helps Research (1:54) What is All of Us? (1:56)
wm Spanish language version available

—

What b the Precinion Medicine nltistive T

Beonein’
What b preciuon medicine?

lovabemrfunre

Have Feedbac
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robust engagement full transparency

Meeting people where they are



The All of Us Journey
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A hands-on experience to build
awareness and excitement

Opportunity to enroll

Supported by trained staff

Since August 2017, visited 32 states
(and DC), over 80 cities, and has been to
over 230 events

Since October 2018, a 2nd Journey bus
equipped with a waiting area and private
rooms for physical measurement and
biospecimen collection
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robust engagement full transparency

Providing clear, comprehensive, and convenient resources
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Landmark Effort to Advance Precision Medicine

National
Library of
Medicine




robust engagement full transparency

Listening and being responsive to input
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their information




Return of Information

@ Individual and Comparative
Information

e Survey data
« EHR data, claims data

o Assays, including genomics

@® Study Results
o Aggregated results
o Scientific findings

@ Program and Research
Information

o Ongoing study updates

o Opportunities to be contacted for
other research opportunities




Approach to Privacy and Security

®

®© ® ©®

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.
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The future of All of Us

®

O,

Broadening inclusion to additional
demographics

Provider outreach to engage with and
educate clinical stakeholders

Expanding linguistic support for non-
English or non-Spanish speakers

Increasing number of facilities across
the country to collect physical
measurements and biospecimens
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The
All-/Us -
Medicine

RESEARCH PROGRAM

Initiative
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@AllofUsResearch
#JoinAllofUs
allofus.nih.gov
Joinallofus.org

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

