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Agenda for Today

All of Us Research Program 
Genetic Return of Results

Infrastructure
● Participant choices
● DNA results

Support
● Support Center and genetic 

counseling
● Learning Center

Communication
● Comprehension and user testing
● Cultural awareness



Infrastructure
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Participant Choice in Consent and Data Shared

1. Create an 
Account

2. Review the 
Consent

3. Agree to Share 
Electronic Health 
Records (EHR)

4. Complete the 
Consent to Get 
DNA Results

5. Answer Health 
Surveys
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Participant Choice for DNA Results

Informing loops provide participants choice on what types of DNA results they want after consent 
and the ability to change their minds

DNA results are generated when a participant says “yes” and can take from seconds for genetic 
traits to months for Hereditary Disease Risk results to produce

Genetic Return of 
Results

Consent to Get 
DNA Results 

Informing Loops
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Health-Related Research Reports starts 
with data from whole genome sequencing

DRC: data repository and 
sharing with researchers

Genotyping and Whole Genome Sequencing

Genetic 
Ancestry

TraitsGenome Centers: genotyping 
and whole genome sequencing

Genetic Ancestry 
and Traits starts 
with data from 
genotyping

Biobank: biospecimen 
processing and DNA extraction
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Two Choices for Genetic Ancestry and Traits
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Genetic Ancestry and Traits (as of November 2022)

Public Announcement: December 10th, 2020 press release and NIH Director’s Blog  

• Over 180,000 participants sent notifications so far (email, push, and SMS based on 
participant preference) to choose if they want to receive results

Genetic 
Ancestry

Traits

• 71% complete genetic ancestry and traits informing 
loop choice (128k) 

o 88% of those that view any result view any of the 4 
trait results (bitter taste perception, cilantro 
preference, earwax type, and lactose intolerance) 
(113k)

o 97% of those that view any result viewed their 
genetic ancestry results (125k)

https://allofus.nih.gov/news-events-and-media/announcements/nihs-all-us-research-program-returns-first-genetic-results-participants
https://directorsblog.nih.gov/2020/12/10/all-of-us-partnering-together-for-the-future-of-precision-medicine/
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59 genes

Serious health conditions such as certain kinds 
of cancer or heart disease

7 genes

Genes that can affect how medicines are used

Two Health-Related Research Report Choices at Launch

Hereditary Disease Risk
(HDR)

Medicine and Your DNA
(PGx)

https://www.joinallofus.org/what-participants-receive/hereditary-disease-risk
https://www.joinallofus.org/what-participants-receive/medicine-and-your-dna
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Participant Experience: Choice to Results

Participant Notifications
(email, push, text) 

Participant Notifications
(email, push, text) 

Participant 
Makes DNA 
Result Choices All of Us Analyzes 

to Generate Report 

Participant Schedules Genetic 
Counseling Appointment

Participant Follows Next Steps in Notification
such as 

Participant Views Pre-Result 
Screens and Results 

and/or 

Participant notifications do not reveal results. Results can only be accessed by participants through the 
Genomics Platform portal online and genetic counseling.
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DNA Results Available Online and as PDF Download  



Support
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Support for Genetic Ancestry and Traits

?

Call Email Chat

Participant has a 
genetics question 

Support Center 
replies with FAQ 
or escalates

?

Call Email

>3 times 
make FAQ

GCR Call Center 
replies to question 

• Participants contact 
Support Center 1st

• Escalate genetics 
questions not answered 
by FAQs

• Staffed by support 
agents and genetic 
counselors

• English and Spanish

• Interpretation available 
in >200 languages

GCR = Genetic Counseling Resource
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Genetic Counseling Appointment Scheduling

• Participant next step to schedule a genetic 
counseling appointment - result may not be 
pathogenic or likely pathogenic finding

• All participants with Hereditary Disease Risk or 
Medicine and Your DNA results can schedule

• Available for participants and family members (when 
participant present), health care providers also can call

• Genetic counseling notes available to participants in 
Genomics Platform portal online

• No cost to participants, can have multiple appointments

• English and Spanish with interpretation available in 
>200 languages

Appointments available within ~48 
hours of notification
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Learning Center

• Additional educational content for participants that 
want to learn more

Includes:
• Topics to explore
• Images
• Videos



Communication
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DNA Results: Comprehension and User Testing 

Pharmacogenomics Medicine and Your DNA

Medicine

Genes

Economics
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DNA Results: Cultural Awareness 
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Return of Genetic Results is an Iterative Process

All of Us Research Program 
Genetic Return of Results

Infrastructure
● Participant choices
● DNA results

Support
● Support Center and genetic 

counseling
● Learning Center

Communication
● Comprehension and user testing
● Cultural awareness

Reports

Feedback

Build

Test

Approve



AllofUs.nih.govhttps://www.joinallofus.org
https://www.joinallofus.org/go 

@AllofUsResearch
#JoinAllofUs

Thank You!
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