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All of Us Research Program Mission and Objectives 
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Our mission 
To accelerate health 

research and medical 
breakthroughs, enabling 

individualized prevention, 
treatment, and care  

for all of us 

1. Nurture relationships 
with one million or more 
participant partners, from all 
walks of life, for decades, reflecting the 
broad diversity of the U.S, especially those 
underrepresented in biomedical research 
 

3. Catalyze a 
robust ecosystem 
of researchers and funders to use 
and support the rich, longitudinal 
resource of deep clinical, 
environmental, lifestyle, & 
genetic data. 
 

2. Deliver largest, 
richest biomedical 
dataset ever 
that is easy, safe, 
and free to access while 
providing the tools & 
capabilities that make it easy 
for researchers, participants, 
and citizen scientists to make 
discoveries 



Core Values 

⦿  Participation in the All of Us Research Program will be open to interested individuals. 

⦿  The Program will reflect the rich diversity of America. 

⦿  Participants will be partners in the Program. 

⦿  Trust will be earned through robust engagement and full transparency. 

⦿  Participants will have access to information and data about themselves. 

⦿  Data from the Program will be broadly accessible to empower research. 

⦿  The Program will adhere to the PMI Privacy and Trust Principles and the PMI Data 

Security Policy Principles and Framework. 

⦿  The Program will be a catalyst for innovative research programs and policies. 
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Participants in the All of Us Research 
Program will be true partners—not patients, 
not subjects—in the research process 
Involved in: 

•  What data we collect 

•  What lab analyses we do 

•  What research is conducted 

•  How data gets returned 

A Transformational Approach to Participation 

Participant advocates involved in: Awards; Governance; Protocol Development; Workshops 
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All of Us data 

Data and Research 
Center 

Biobank 



Participants are research partners 
•  Participant privacy must be protected to the extent possible, and their data must be kept secure. 
•  Participants must be able to know what All of Us data researchers have accessed, and for what 

purpose. Therefore, researcher use of data must be auditable. 
 
Data is a non-scarce resource; as such, data should be as accessible as possible for authorized uses. 

•  It should be available to not only researchers at academic medical centers, but also to citizen 
scientists and researchers outside of academia. 

•  We should continuously seek to remove unnecessary barriers to accessing All of Us data.  
 
Researchers must be both trusted and trustworthy 

•  A clear Code of Conduct is needed that defines the appropriate use of All of Us data resources. 
•  We will ensure adherence to the Code with a mix of technical mechanisms (e.g. access control) and 

non-technical mechanisms (e.g. published research purpose). 

Principles for Researcher Access to Data 
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•  How do we balance enabling researchers to write the code and use the libraries/tools they 
need with maintaining security and our social contract with participants? 

 
•  How do we enable research by nontraditional researchers including citizen scientists, 

special interest non-profit groups, for-profit entities, government organizations, and 
international parties? 

 
•  How do we help researchers get the most value from AoU data, including combining it with 

other high value large-scale datasets? 

A few of our guiding questions 
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AOU centralizes data to enhance security and improve usefulness 

Tradi7onal	Approach	
Bring	data	to	researchers	

Data	

Problems	
•  Data	sharing	=	data	copying	
•  Decreased	security	(data	lots	of	places)	
•  Huge	infrastructure	needed	
•  Encourages	siloed	research	

AoU	Approach	
Bring	researchers	to	the	data	

Advantages	
•  Improved	security	and	audi<ng	
•  Increased	accessibility	to	researchers	
•  Shared	compute	
•  Facilitates	collabora<on	 11 



Data Access Tiers 

      

Controlled 

Registered 

Public 

Data	Tiers	
1.   Public:	Data	that	poses	minimal	risks	to	the	privacy	of	

research	par6cipants.	It	can	be	accessed	without	logging	
into	the	All	of	Us	Research	PlaBorm.	(e.g.	aggregate	
sta<s<cs)	

		
1.   Registered:	Data	that	has	some	risk	to	the	privacy	of	

research	par6cipants.	It	can	only	be	accessed	aCer	
logging	into	the	All	of	Us	Research	PlaBorm;	all	access	will	
be	logged	and	may	be	audited.	(e.g.	PPI	responses,	EHR	
structured	data)	

	
2.   Controlled:	Data	that	poses	the	most	significant	risks	to	

the	privacy	of	research	par6cipants;	researchers	must	be	
approved	by	the	RAB	to	access	it.	(e.g.	EHR	clinical	notes)	

All	data	<ers	have	obvious	
iden7fiers	removed	

	
Access	to	iden<fiers,	recontact,	
or	biospecimens	requires	new	

IRB	proposal	
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Public Registered Controlled 

Access Data 

Registration and 
Identity Verification 

Research Ethics 
Training 

Sign Code of Conduct 

RAB Approval 

eRA Commons ID 

RAB Approval 

Create Project and 
State Purpose 

Registration and 
Identity Verification 

Research Ethics 
Training 

Sign Code of Conduct 

Create Project and 
State Purpose 

Access Data Access Data 

Names and Projects 
posted on a public 

website 

Data Access Protocol (proposed) 

automated & 
instantaneous 

no login required 
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-	PRESIDENT	BARACK	OBAMA	

“My	hope	is	that	this	becomes	the	founda<on,	the	architecture,		
whereby	in	10	years	from	now	we	can	look	back	and	say	that		
we	have	revolu<onized	medicine.”	

January 2015: State of the Union 



September 2015: PMI Working Group Report 
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⦿  1 million or more participants 
⦿  Longitudinal, recontactable 
⦿  EHR data, biospecimens, baseline exams 
⦿  Focus on engagement 
⦿  Two methods of enrollment 

•  Direct volunteers 
•  Healthcare provider organizations 



July 2016: NIH announcement 
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Wednesday, July 6, 2016 

NIH awards $55 million to build million-person 
precision medicine study 
Launch expected later this year 
Data and Research Support Center 
The Data and Research Support Center has been awarded to Vanderbilt University Medical Center, Nashville, Tennessee, 
working with the Broad Institute, Cambridge, Massachusetts, and Verily Life Sciences (formerly Google Life Sciences), 
Mountain View, California. This center will acquire, organize and provide secure access to what will be one of the world’s 
largest and most diverse datasets for precision medicine research. They will also provide research support for the scientific 
data and analysis tools for the program, helping to build a vibrant community of researchers from community colleges to top 
healthcare research institutions and industries, and including citizen scientists, who can propose studies using this 
information. 



⦿  Version 1 protocol tested & IRB approved 

⦿  Completed security plan/tests = Authority to Operate 

⦿  Completed end-to-end “dress rehearsals” nationally 

⦿  Enrollment website & participant portal up & running 

⦿  Call center & command center up & running 

⦿  Direct Volunteer capability & HPO network established 

⦿  Launched beta phase in 50+ sites: real people, protocol, 
platforms 

⦿  Kicked off mobile exhibit, the All of Us Journey 

 

Now over 5,000 enrollees in beta phase (slow ramp up) 

June 2017: Launched Beta phase 
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NIH Website: 
allofus.nih.gov 

•  General information about AOU 
•  Funding opportunities, press 

releases, & announcements 
•  Intended for: stakeholder orgs, 

press, researchers, public 

Enrollment Website: 
joinallofus.org 

•  Participant-friendly AOU overview 
•  FAQs, videos, news & events, 

and link to “join now” 
•  Intended for: curious public, 

potential participants 

•  Portal for completion of consent 
and PPI modules 

•  Includes dashboard to track 
progress, feed, & help center 

•  Intended for: participants 

Participant Portal: 
participant.joinallofus.org 
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Illinois 
Precision 
Medicine 
Consortium 

University of 
Pittsburgh 
Pittsburgh, PA 

University of 
Arizona  
(w/Banner Health) 
Tucson, AZ 

New York City Precision 
Medicine Consortium 
New York City, NY 

California Precision 
Medicine Consortium 
San Diego, CA 

New England 
Precision Medicine 
Consortium 
Boston, MA 

Trans-
American 
Precision 
Medicine 
Consortium 
Detroit, MI 

FQHC Pilots 

Regional 
Medical 
Centers 

Hudson 
River 
HealthCare 
Peekskill, NY 

Cherokee 
Health 
Systems 
Knoxville, TN 

Eau Claire Cooperative 
Health Centers 
Columbia, SC 

San Ysidro 
Health Center 
San Ysidro, CA 

Jackson-Hinds 
Comprehensive 
Health Center 
Jackson, MS 

Community 
Health Center 
Middletown, CT 

A Growing Network of Health Care Provider Organizations 
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Southern 
Consortium 
Montgomery, AL 

SouthEast 
Enrollment 
Center 
Miami, FL 

All of Us 
Wisconsin 
Marshfield, WI 
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⦿  The beta phase has been very successful, uncovering 
what is working well and where we need to strengthen 
our platform, the participant experience, and 
messaging.  

⦿  Based on what we have learned, we have decided to 
launch a second, expanded beta phase starting in early 
November.  

⦿  There are four main objectives for this expanded beta 
phase:  
1.  Expand and test our engagement capacity with diverse 

communities.  
2.  Improve the participant experience.  
3.  Enhance infrastructure and tools for staff.  
4.  Add scientific and data capabilities. 

Fall 2017 - Spring 2018: Expanded Beta phase 

We look forward to opening the program widely with a national launch targeted for Spring 2018. 
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4 Smart Phone Apps Being Developed for National Launch 

Mood App 

Headache App CardioRespiratory   Fitness App 

Fitbit Data Share 



14 Sync-4-Science Pilot Sites 
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2018: Start adding genomics data 
⦿  Recommendations from the ACD Working Group: 

•  “…establish a mechanism to obtain ongoing expert advice on 
when the costs and capabilities of laboratory methods have 
achieved a “tipping point” where scientific value justifies whole-
cohort sequencing, proteomic, or other omic assessments…”  

⦿  We have started the process of determining 
AOU’s genomic plans: 

•  Gathered feedback from potential participants 
in different communities on their concerns / 
hopes 

•  Held Return of Genetic Results Workshop                                                                                                                    
with internal and external experts 

•  Kicked off Genomics Working Group                                                                                                                                 
of the Advisory Panel, in partnership with NHGRI 

 
⦿  Expect to have input and options for the plan 

moving forward this fall/winter 
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genomicsandhealth.org 

AoU/GA4GH Touchpoints: Themes 

⦿  Participants: trust and engagement 
–  standard forms of consent 
–  data collection tools 
–  expectations and practices for return of information 

⦿  Researchers: data as accessible as possible 
–  “registered access” / “data passport” 
–  trusted researcher identity: one global community of researchers? 
–  code of conduct 

⦿  Tools: cross-project sharing 
–  batch analysis (workflows) 
–  interactive analysis (notebooks) 
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genomicsandhealth.org 

AoU/GA4GH Touchpoints: Workstreams (highlights) 

⦿  Data Use and Researcher Identity 
–  co-designing AoU and GA4GH best practices 

⦿  Cloud 
–  essential for AoU’s “bring the researchers to the data” approach 

⦿  Large Scale Genomics 
–  intend to deploy as we generate genomic data 

⦿  Phenotypic and Clinical Data Capture 
–   data representation / modeling efforts align 

⦿  other workstreams 
–  will track progress and revisit engagement in 2018 
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