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The Association of Nurses in AIDS Care (ANAC)

Mission: ANAC fosters the professional development of nurses
and others involved in the delivery of health care for persons at
risk for, living with and/or affected by the human
immunodeficiency virus (HIV) and its comorbidities. ANAC
promotes the health, welfare and rights of people living with HIV

around the world.
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Housekeeping

This webinar is being recorded
Please keep your lines muted during the webinar

Type questions in the Chat

There will be a Q & A session at the end of the webinar
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Nursing Continuing Professional Development (NCPD)

ANAC will provide one contact hour of NCPD on completion of this activity.

To receive a certificate of completion, attendees must:
* Be registered to attend

* View today’s webinar presentation in its entirety

 Complete the online, post-activity evaluation. You will receive a link to the evaluation
by email within the next two business days

The deadline to claim contact hours is December 31, 2024.

ANAC is accredited as a provider of nursing continuing professional

° [} [} ’
CCREDITED development by the American Nurses Credentialing Center’s
PROVIDER

Commission on Accreditation.

Questions? Email Sheila@anacnet.org
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Disclosures

No one in a position to control the content for this educational activity has
relevant financial relationship(s) to disclose with ineligible companies
whose primary business is producing, marketing, selling, re-selling, or

distributing healthcare products used by or on patients.
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Learning Outcomes

At the conclusion of today’s activity, participants will be able to:

* Describe the mission and goals of the All of Us Research
Program.

* Discuss how nurse scientists are engaging with the All of Us
Research Program to advance their programs of research.
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The All of Us Researchers Convention

The All of Us Researchers Convention is organized by Pyxis Partners in
collaboration with the All of Us Division of Engagement and Outreach. The
division partners with community organizations nationwide to foster
relationships with participants, researchers, and health care providers. The
convention and other researcher engagement activities are central to building

a diverse community of researchers.
This annual event occurred April 3-4, 2024

Find out more: https://convention.researchallofus.org/

ANACH.

Association of
Nurses in AIDS Care



The All of Us Research Scholars Program (RSP)

The All of Us Research Scholar Program pairs student researchers
with a mentor who guides them through a research project using
All of Us data. Students will also have the opportunity to
participate in professional development workshops and to
network with mentors and students.

Applications for the 2024-2025 cohort will open in August 2024

https://rsp.researchallofus.org/en/scholars
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All of Us Research Program
Key Definitions & Acknowledgement

Researcher Engagement: Intentional, bidirectional relationship and capacity
building with researchers and their communities across all career stages, institution
types, and demographics, emphasizing researchers underrepresented in the
biomedical workforce (UBW) through ongoing information sharing, collaboration,
consultation, empowerment, and support.

Outreach: Unidirectional interaction, such as providing materials and information to
an audience.

Researcher diversity: Defined across multiple dimensions, including demographics
(inclusive of self-reported race/ethnicity, sex, gender, and SGM status, and
disability), career stage, and institution type.

Source: All of Us Research Program protocol

Acknowledgement: This event Is funded by the Division of Engagement and Outreach, All

of Us Research Program, National Institutes of Health. Award Number [Pyxis Partners:
OD028404]
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Introduction to All of Us

Description of the analytic tools in the Workbench
How do | work in the Workbench?

Research exemplars

Question & answer!
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One of the world’s largest, most diverse biomedical datasets of its kind

1Mi|lion

Data available from 413,450+ participants

e
& 45%
e\ e

minority groups

5%

identify with
communities
underrepresented in

biomedical research
Data as of April 2023
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Enabling research discoveries that drive more precise approaches to care

Engages people &
communities who e o°®

have been left '.‘

out of medical
research in the past




By securely capturing a range of different data types

The All of Us Research Program’s Data and Research Center (DRC) curates a range of different data
types as part of the data collection process.

= =4 413,350+ o 337,500+ 312,900+

e 00000000

i & A | T .
= 5 X " Survey A\ Physical eocecooe Genotyping
I Responses N\ Measurements SO0 Arrays

287.000+ 245,350+ 15.600+

Electronic Health J \éVhoIe Geno?v%s Fitbit
Records SUERCES ) Records
11,350+ — - 1,000+
Structural Variants , — —— Long-Read Sequences
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Along with the Social Determinants of Health Survey

By connecting biological and social determinants of health data on a large, inclusive scale and following participants as they move, age,

and grow, the All of Us dataset is driving new insights into health and disease.

Social Determinants of Health (SDOH) Survey data

Neighborhood Safety
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English Proficiency
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Hi

Data as of April 2023
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While making the data accessible to researchers across stages and settings

Our Researchers

-4 7N ::@::

® @ =

10,100+ 450+ 130+ 90+

Registered Academic Not-for-Profit Health Care
Researchers Institutions Organizations Institutions

Historically Black Colleges and Universities
and Hispanic-Serving Institutions

Top conditions
being studied in
the Researcher

= 10,000+ 290+ Workbench include:

Research Currently Underway

é:‘ Active projects Publications in . Canc_er _
— peer-reviewed e Cardiovascular disease
journals e Diabetes
e Mental health 19
e COVID-19

Figures accurate as of April 2024
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1. Participants share their data with the
All of Us Research Program through
multiple sources. These data are sent
to a secure cloud environment, managed

by the Data and Research Center.

3. Anyone can visit the Research Hub
to learn more about the types of data
All of Us makes available for research,
The Survey Explorer ' and Data Browser ?
offer more information about the unique
data elements and let visitors browse
aggregated participant data.

' researchallofus.org/data=-tools/
survey-explorer

’databrowser.researchallofus.org

5. Registered researchers in the
Researcher Workbench can create
research projects using collaborative
workspaces, cohort=building tools,
interactive notebooks, and more.

All of Us Research: W:\|
How It Works

SEARCH PROGRAM

2. Participant data is received
and funneled through a
curation pipeline* within a
secure repository that connects
to the Research Hub tools.

* researchallofus.org/data-tools/
data-sources

4. Researchers register” for
access to the Researcher
Workbench to analyze data.

*researchallofus.org/register

6. Research underway can be viewed
on the Projects Directory.’
Publications related to A/l of Us
Research Program data are posted
on the Publications page.?

! researchallofus.org/research-projects-
directory
2 researchallofus.org/publications




Tiered access levels enable discovery

ﬁﬁ Public Tier

Anyone can visit ResearchAllofUs.org (the All of Us Research Hub) to learn more about the data available for research and
explore aggregated participant data and summary statistics, with participant identifiers removed. Public resources include:

e Data Snapshots: Aggregated, public-facing overviews of participant characteristics and data types

e Data Browser: Interactive preview into the All of Us dataset through public-facing aggregate data
o Currently includes participant-provided survey responses, physical measurements, data from EHRs and wearables, and genomic

data
e Survey Explorer: Detalls the questions included in each of the surveys
@ Research Projects Directory: Descriptions of each research project within the Researcher Workbench

RESEARCHER WORKBENCH
Registered Tier Controlled Tier
n Registered researchers can access in-depth data and a Registered researchers with amended institutional agreements
variety of research tools to conduct a wide range of can access all of the data in the Registered Tier plus additional
studies. and expanded data types, including genomic data, real dates of
\ health events, ICD codes, granular demographic data, and
- W more.
- — AN
== W
TNy X2 Electronic \® e
7 Health Records Wearables /2)
Physical /,
Surveys Measurements /?//Q
Data have been processed to protect participant privacy Health and 22

Genomics ,
Lifestyle surveys



http://researchallofus.org/

Making aggregated overviews and interactive previews

avallable to everyone

ResearchAllofUs.org

Welcome to the All of Us

Search Across Data Types 4
Research Hub

ﬂ\. N (P—
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D \}l @ "r
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FAQS introductory
Data Incluoes 409 420 particoants as of 25/2023

X
-~

he National Institutes of Health's Al of Us Research

Program is bullding one of the largest biomechcal

Jser Guidge
data resources of its kind. The Al of Us Research Hub
stores health data

“.’":"2':‘5
) from a diverse group of

participants from across the United States

EHR Domains

Register for the Researcher Workbench to access
data and tools to conduct haalth research and

mprove ungerstanging of haaith ang gisease

REGISTER FOR ACCESS

£2.858 22.809 leoR.

254,700 partiipants 239,740 partopants

255,640 participanis

Data Snapshots

Genomics
Data Snapshots showcase the breadth and depth of the Al of Us Research Program dataset. The snapshots
P

provide participant demographics, geographic gistnbution, and more. We u

000 o

@ < 245,400 8

s " st sales: 137,540 particpants
783,000+ 432,000+ 555,000+

Participants Electronic Health Records Blosamples Recelved ]‘O 7_4 d 88 ] ’ 2 ] 4

Measurements and Wearables

...... 312,940 particpants In the SRy ‘

SV A vt Mt s as TRXNTIeMErss
PANOTYRINQ AT SN2
VIEW MORE DATA SNAPSHOTS
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http://researchallofus.org

Supported by Workbench tools and resources

WORKSPACES

USES.:

e Organizing research
projects

e Collaboration

e Transparency

I-i-l
D X+Y

ANALYSIS TOOLS

USES:
e Analyses
e Queries

Conduct analyses with R,
Python, or SAS using our
Integrated, cloud-based
analysis tools, including
Jupyter Notebooks, RStudio,
and SAS Studio.

DATASET
BUILDER

USES.:
e Pre-populated analyses
e Dataset previews

OO

COHORT
BUILDER

USES:
e Cohort creation

N\

USER SUPPORT HUB

USES:
e Workbench training and
resources
e Articles on Data and Tools
e Live office hours

24



With answers to common guestions on the User Support Hub

No Login Required! Visit the Support Hub to learn more about becoming a registered researcher and using the All of Us
dataset.

Welcome to the User Support Hub

e | Find instructional materials
I o I’
I-

Researcher Workbench

Recently Updated Articles

simg, cusiomizng, and cplimizing Jupyber Using REtudio on the Researcher Waorkbench What exacily am | paying for? = .
o Cowdenvimaments HE'.J.J'." Is avallable as an imegrated application on Creating a Resea ﬂf:: Workbench accouwr is Fres . I n CI u d eS VI d e O tuto rl aI S y
Cloud emironments are responsible for providing tre Adl of Us Researcher Workbench. The app runs Addiionaly, the All of Us Research Frogram
e necessary computing rescarces for using O 3 e pircreides E 300 it .
educational resources, release
notes, and more - - u -
Explore Researcher Workbench Resources | [
v & 2 B8 ¢ Search 300+ articles* k3 O
: = : earc articles n
Getting Started Videos Working with Credits and Genomics . . .
Lacking for some Tutcrials, questions Oata — Rescurces to better . F I n d I nfo rm atl O n abo ut d ata .
help with aur data and answers, and How ta use the il of Information about understand the . . . .
S e < e et dictionaries, the Controlled Tier -

directory, how WGS and array
data are organized, and more

Access & DURA

Connect with experts during researchallofus.org/support

weekly LIVE office hours
o Explore our calendar of
T dedicated office hours where
researchers can talk about data
types and tools with experts

*Source: Figure as of April 2024 25


https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.researchallofus.org%2Fsupport&data=05%7C01%7Cgrace.hebert%40nih.gov%7C6f2dc25882844cc2c1a108da86ea4c31%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C637970638098008428%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=FnrAMo11RVauFmDN2hbYjTT9t15THhdYsve75mVKVAw%3D&reserved=0

And this Is just the beginning

In the coming years, All of Us expects to enroll one (1) million or more people from across the United
States and continue adding new data to the dataset, including:

V) A& £~
= 4 8 o X2 O
X — ¢
More Wearables More New Linkages to Ancillary
Data Surveys External Data Study Data

sSources

26



Visit the data roadmap for more information

_ Available end of 2022 Early 2023 additions 2023 and beyond

EIGEnOWG MBI || cmmme, 00 || el e e e i s o el e A sl R >
Records (EHRSs)

* The Basics

* Overall Health

» Lifestyle

*» Health Care Access and

Utilization « Combined Personal and

’ Perspnal e?nd Family Family Health History . L.
Surveys Me@cal Hlstory s COVIDEIg Vaceines Miniits * Life Functioning
 Social Determinants of

Health

» COVID-19 Participant
Experience (COPE)

« COVID-19 Vaccines
Minute Surveys 1-3

Survey 4

thSlcal * Physical Measurements = | cecececerriiriiiiiciiinrcccnnens > ’ Pa;tluparr\]t—reported helght
Measurements and weight

o« 245K+ WGS
* 165K+ genotyping arrays « 312K+ Arrays
Genomics > 98K+ Who‘e genome ~ CRAM fileS ................................................... ’
sequences (WGS) * 1,000 long-read
sequences

« American Community

Data Linkages Survey (ACS) 3_d|g|t ................................... ’
Zip code

ACS 5-digit zip code

Fitbit:
» Heart rate by zone

oy summary and
Digital Health minute-level - Fitbit sleep data

Technologies « Activity (daily summary)
* Activity intraday steps
(minute-level)

Fitbit device data

Vital measurements https://allof-us.org/Roadma

Apple HealthKit activity data

Assays e COVID-19 serology data | «eeececcereecutitiuiiiiuiiiiiiiiieiitietiiietittetitiettirecitcetttsecstsestcsssscsssscsssscscens > Data avallablllty and access tlmellnes are estlmates and Subject to
change.

Ancill Exploring the Mind Pilot
nCI. RN ] e e AL e R R R 'S Nutriticn for Pracision: Lissieh 27
Studies (NPH) modules



https://allof-us.org/Roadmap

Create an All of Us account

Get started today

STEP

1

CONFIRM YOUR INSTITUTION’S
AGREEMENT

STEP

K-

COMPLETE THE MANDATORY
TRAINING

STEP

2

CREATE AN ACCOUNT AND
VERIFY YOUR IDENTITY

STEP

4

SIGN THE DATA USER CODE OF
CONDUCT (DUCC)

28
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Collaboration iIs key!

If you have programming skills (R, Python, or SAS)...
Amazing, you are at a head start!
Familiarize yourself with data (e.g., surveys, EHR, etc)

ldentify an appropriate research guestion considering the data

If you don’t feel comfortable programming...
Don't be discouraged!
Reach out

Extend your network

30
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Dr. Theresa Koleck

Emma Dickerson

Dr. Chen Zhang

Hamidah Shaik

Xintong (Carol) L1
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Mapping seqguences of contraceptive
prescriptions




Background

. In the United States, over 88% of individuals with a uterus aged 15-44 have been
prescribed birth control methods at some point in their reproductive life (Britton et al.,
2020).

. However, determining the most suitable method for an individual can be challenging.

. Because there is a wide range of available options and many personal considerations,
up to 45% of individuals end up switching or discontinuing their contraception within 12
months (Simmons et al., 2019).

. Previous studies have been able to map variations in medication administration and
treatment decisions in conditions like Type 2 Diabetes and substance abuse disorder
(Peterson et al., 2021; Fujita et al., 2023).

No currently published work has mapped the contraception decisions of an individual over
time. £



Description of Prescribed Contraceptives and Procedures

Categories Counts for the Medications

175000 - category count %
Ll g 0 Contraception Oral pill 180000 62.684353
122000 1 Injection 45447 15.826754
100000 - _

2 Implant(Device) 29650 10.325506

75000 -
3 Vaginal ring(Device) 13463 4.688441

50000 -
500 - 4 Hormonal IlUD(Device) 10838 3.774295
- J 5 Transdermal patch(Device) 3475 1.210156
6 Emergency Contraceptive Kit 2419 0.842408

Injection
Spermicide -I

Spermicide 1046 0.364266

Implant(Device)
curgical procedure -
-]

8 Non-hormonal IUD(Device) 628 0.218699

Q!
1
o
L
(2
=h
=
e
I
=
=h
i
=

Contraception Oral pill
Hormonal IUD{Device) -

9 surgical procedure 187 0.065122

Transdermal patch{Device) _

Mon-hormonal [UD{ Device)
Emergency Contraceptive Kit .I
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Changes In Prescriptions

. Change in
Medication Unchanged vs Changed Type Begin End WA
1000 Contraception Oral Pills =~ 12627 11217  -11.17%
10000 - Injection 3637 3062 -15.81%
S - Implant 2571 3388 31.78%
Hormonal IUD 2018 3094 53.32%
BOOD -
Vaginal Ring 792 807 1.89%
4000 - i
Emergency ISii)ntraceptlve 361 276 23 5504
20 Transdermal patch 291 399 37.11%
0 N - Non-hormonal IUD 208 336 61.54%
= % Surgical Procedure 155 155 0.00%
o o
5

Spermicide 99 25 -14.75%
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ldentifying Pregnancy Episodes in All of Us

We wanted to enhance research in reproductive health by identifying and validating
pregnancy episodes using the All of Us dataset.
* Preghancy episodes include medical diagnosis codes that indicate a pregnancy occurred In
the electronic health record (EHR).
* Challenges of this research include the sparsity of EHR data and variability in how
pregnancy-related information is documented.
* Accurate and uniform identification of pregnancy episodes Is crucial for advancing research
INn reproductive health.

Goal: To replicate and extend previous research (Jones et. al, 2023)

* Previous algorithm development was conducted in different dataset, the National COVID Cohort
Collaborative (N3C), that is structured similarly to All of Us.

38



Previous Research (Jones et al, 2023)

.Created HIPPS, a combination of the following algorithms:

-A rule-based algorithm that Is an extension of a previously published
pregnancy episode algorithm (Matcho et al, 2018)

-Uses temporal sequence analysis for detecting gestational age-
specific signatures of a progressing pregnancy for further episode
support

-Estimates pregnancy episode start dates and their precision level

39



Example of why this Is iImportant

25 pregnancy-related visits from 2016-2022

Visits by category:

. 3 live birth visits - All distinct episodes
. 1 spontaneous abortion visit - Unrelated to LB
episodes

. 21 gestation-related visits - 5 distinct episodes

* 4 map gestational timing to previous
episodes

* 1 new episode

. End result: 5 distinct pregnancy episodes

OUTCOME

40



Algorithm Overlap

Totals: Episodes: 44,775 Patients: 24,294

HIP PPS
Algorithm Algorithm

Episodes: Episodes: Episodes:
12.190 22,957 9,628

Patients: Patients: Patients:
4 525 15,202 4 56/




Outcomes and Total Episodes Over Time (FINAL)
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Experiences of discrimination and pregnancy
outcomes




Along with the Social Determinants of Health Survey

By connecting biological and social determinants of health data on a large, inclusive scale and following participants as they move, age,

and grow, the All of Us dataset is driving new insights into health and disease.
Social Determinants of Health (SDOH) Survev data

Neighborhood Safety
I/; i ‘=
Loneliness

-

Stress

W

Neighborhood
Environment

Fd*

Health Care
Discrimination

Social Support

6’.

Housing

i O

Spiritual Experiences

o Dl

Religious Attendance

v X G

b g

N\

from 117,750+ responses

Discrimination

]

Food Security

. ‘ rer

S/

English Proficiency

Hello
Hi

Data as of April 2023
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Experiences of Everyday Discrimination

Everyday Discrimination for Mothers Identified by HIPS

il |
LB - |
3 | ECT = Ectopic Pregnancy
g LB = Live Birth
S | SA = Spontaneous Abortion
9, | SB = Stillbirth
= AB = Abortion

SB

AB

NN

| | | | | | |
10 15 20 25 30 35 40
Everyday Discrimination Score 45



Experiences of Discrimination in Healthcare

Healthcare Discrimination for Mothers Identified by HIPS

o | ECT = Ectopic Pregnancy
LB = Live Birth
SA = Spontaneous Abortion
SB = Stillbirth
AB = Abortion

SB A

outcome_preg category
=

AB -
|

! ! ! ! ! ! !
7.5 10.0 12.5 15.0 17.5 20.0 22.5

Healthcare Discrimination Score
46
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Raclial and ethnic disparity in social support and
everyday discrimination among cisgender
women




Main Reasons for Everyday Discrimination

I 0 11%

Your sexual orientation O WFLA

. I 3.26%
Your height e 2.04%

. N 2.56%
Your religion e 2.31%

Others | 3.90% :

: [ 6.03%
Some other aspect of your physical appearance - 4.94%

: : P /.53%
Your education or income level | 6.26%

: — 10.26%
Your weight | 7.11%

. . R 2.74%
Your ancestry or national origins | | 11.07%

| 23.55%

Your age B 11.36%

Your gender | 17.41%

N 4.47%
Your race | 31.38%

0.00% 5.00% 10.00% 15.00% 20.00% 25.00% 30.00% 35.00%

®m White m BLACK




AIIost

ESEARCH PROGRAM

Now Is the time for advancing reproductive and
sexual health using the All of Us Research

Program dataset.



Explore how other researchers are using the data

SUPPORT Q REGISTER

m Rasearch Hub ‘ QIR e ot o i ABOUT DATA & TOOLS DISCOVER

» Ressarch Projects Directorny

Research Projects Directory
10,090 ACTIVE PROJECTS

he Kesearch Projects Derectory InCludes Infarmation about all projects that currently exist Im the Researcher
Workbench to help provide transparency about how the Waorkbench is being used. Each project specifies

whether Eegistered ler or Controlled Tier data are used.
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CHrpoid e 15 aif 0 SF0as =T fed o 4

Cearch By ; E

R

Contrel Ther User Support Content v7 (2024)

Bazed on cur success in with Genetic Analysis n Medicne, Ashley Green with the All of Us Research Program has tasked
us with creatng user support content bo helo other users mentor sthudents and trasnees on progects in the Restncted...

50
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And stay In touch to learn more

Subscribe to
Research Roundup

Stay up to date on the latest news
and insights from the All of Us
Research Hub through our
bimonthly emalil newsletter.

allof-us.orgq/RRSignu



https://allof-us.org/RRSignup

Making Health Discoveries Possible

The All of Us Program wouldn't be possible without the generosity of our participants
and the dedication of our researchers to enable health discoveries.

@AllofUsResearch ﬁ 0

@AllofUsCEO 52

#JoinAllofUs o



All of Us community and provider partner network (as of November 2023)

of Colleges of Nursing
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All of Us consortium members (beyond community partners, as of November 2023)

The Participant Center
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All of Us consortium members (Continued) (beyond community partners, as of November 2023)
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