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Learning Objectives

At the conclusion of this session, participants will be able to:

1. Describe the mission and scientific priorities of the NIH INCLUDE
(INvestigation of Co-occurring conditions across the Lifespan to
Understand Down syndromE) Project.

2. Explain how DS-Connect®: The Down Syndrome Registry and the
INCLUDE Collaboration for Down Syndrome Progress (CDP) can
accelerate clinical research and improve participant engagement across
the lifespan.

3. Discuss the role of community-engaged research in strengthening study
design, recruitment, retention, and dissemination of research findings.
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A Few Questions....

Let’s get a sense of the room...
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How many of you...

Provide clinical care for individuals
with Down syndrome?

Conduct research involving individuals
with Down syndrome?

Refer patients or families to
research studies?

Have used or referred families to
DS-Connect®: The Down Syndrome Registry?

Have heard about the INCLUDE
Collaboration for Down Syndrome
Progress (CDP)?



Why Community-engaged Research?

Improving research by partnering with the Down syndrome community.

Individuals
with Down

Why It Matters /7 e

* Ask the right research questions ,
Community-

* Design studies that reflect real-world needs Engaged
i Research

* Improve recruitment and long-term participation
* Increase trust, transparency, and communication
* Accelerate translation of research into clinical care é

Researchers
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What is the NIH INCLUDE Project?

INCLUDE (INvestigation of Co-occurring conditions across the Lifespan to Understand

Down syndromE) Project

The INCLUDE Project launched in June 2018 to address a Congressional
directive that called for a new NIH-wide research initiative on critical
health and quality-of-life needs for individuals with Down syndrome (DS).

The INCLUDE Project:

« Supports research that investigates conditions that affect individuals
with DS and the general population, such as Alzheimer’s disease,
autism, cataracts, celiac disease, congenital heart disease, and diabetes.

« Aims to increase the number of investigators and trainees studying
DS.

« Works in partnership with the Down syndrome community to
identify areas of need and support work that benefits everyone.

m National Institutes of Health
Turning Discovery Into Health

Orlando Florida
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Timeline of Key Events

Launch of
1st INCLUDE-
2005 sponsored
Formation of 2011 clinical trial 2024
gm:d[:gxg Creation of DS 012 @ INCLUDE Data Hub Soft Launch
yndre Consortium 2022 INCLUDE \ o¢ INCLUDE
Working NIH Down DS-CDP DS-CDP
Group Syndrome Launch of Awards
Launch of Common
(DSWG) Research Plan INCLUDE IIDI‘;?;-UHBE Made Protocol
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2007

NIH Down Syndrome
Research plan

m) National Institutes of Health
Turning Discovery Into Health

2015

Launch of
ABC-DS

qlun A B C—DS

Launch of
DS-Connect

-

DS-Connect™
The Down Syndrome Registry

2020

Launch of
INCLUDE Data
Coordinating
Center

) INCLUDE

Data Coordinating Center

2022 2025
INCLUDE DCC Animal
Research Model

Plan Portal

§/ 2025
Relaunch

DS-Connect’
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Down Syndrome Funding at NIH, 2010-2025
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Fiscal Year

NIH has invested more than $528 million over the past
8 years through the INCLUDE Project



INCLUDE Project at a glance

412

Awards Made

19

IC’s Participating

600+

Publications

26

Clinical trials

Community-Engagement and
Outreach Events Hosted by
INCLUDE Team Annually

®

15,800

Individuals with DS
Represented in the
INCLUDE Data Hub



Two NIH INCLUDE Resources

INCLUDE DS-Connect’
Collaboration for .
The Down Syndrome Registry

@ National participant registry

Connects individuals and

Longitudinal natural history study

[:'_] Comprehensive clinical

phenotyping families with research
opportunities

Supports future clinical trials Supports participant
engagement

Together, these resources strengthen research across the lifespan.




DS-CDP: A $32 million program established in 2024
to study Down syndrome from birth to adulthood

ACROSS THE LIFESPAN

GOAL: DEVELOP A COHORT OF
INDIVIDUALS WITH DOWN SYNDROME

Improve our understanding of heterogeneity and the
natural history of Down syndrome

Better determine the frequency and variability of
co-occurring conditions in Down syndrome

Examine the impact of demographic, social,
experiential, and environmental factors on outcomes

Expand our understanding of currently used
therapeutics and interventions to inform clinical trials

<X INCLUDE
\iv)

Collaboration for
Down Syndrome Progress

RESEARCH AND CLINICAL TEAMS
HAVE DEVELOPED THE
COMMON PROTOCOL.

STUDY ENROLLMENT
BEGAN IN SPRING 2026.



INCLUDE = CDP ORGANIZATION

CDP Steering Committee

Cohort Research

- N
S DS Community T NIH Team
Individuals with Down Syndrome & Caregivers —=_
Engagement, Recruitment & Retention, Outreach, Dissemination of Findings
IBIS-DS .
4& Community
' Advisory
MET-DS < Boards
DS Cllf‘llt’.‘:a.l Cohort = INCLL'JDE'Data H DS Biorepository
A Coordinating Center Coordinating Center (DCC) _ _ .
<+ - <+
ALLY-DS OSMB
+ Outreach Core * Admin Core + Federated Biospecimens
DECODE « Data Management Core & * Data Management Core o  Repository
« Administrative Core « Data Portal Core (Data Hub) * Receipt & Processing i Independent
e Program
. » Storage & Distributions gy
HTP-LAN A T Consultants

Larger Research Community

Investigators, Clinicians, Scientists, Trainees, Advocates, and Partners




DS-CRS RESEARCH SITES

ALLY-DS

Advancing the Lives & health of Youth
and young adults with Down Syndrome

6 years and up

AGE

ENROLLMENT 400 participants

SCIENTIFIC FOCUS

« Natural history

+ Co-occurring conditions

» Social determinants of health (SDOH)
* Structural ableism

Children's Hospital

‘9-\ Pl: Andrea B. Kelly
of Philadelphia

‘ INSTITUTION

o

Infant Brain Imaging Study

in Down Syndrome

: Philip J. Lupe

Down syndrome Early Childhood Omics,
Deep phenotyping, and Epidemiology

0-2 years

ENROLLMEN 400 participants

Deep phenotyping
Structural birth defects
Hematopoietic development
Neurodevelopment

.

INSTITUTION
Emory University

b

,-Qw, Pl: Joaquin M. Espinosa

Collaboration for
Down Syndrome Progress

Human Trisomy Project -
Latin America Network

AGE All ages

ENROLLMENT 1,500 participants

SCIENTIFIC FOCUS

 Clinical health
+ Neurodevelopment
» Latinos with Down syndrome

INSTITUTION
University of Colorado,
Denver

METabolic, health, lifestyle, and risk of
co-occurring health conditions in Down Syndrome

AGE 0-12 months AGE 6-24 years

2a% ENROLLMENT 100 participants + 50 controls 285 ENROLLMENT 200 participants

@ SCIENTIFIC FOCUS +« Neurobehavioral development @ SCIENTIFIC FOCUS « Metabolic dysregulation
« Cognition, language, motor, social + Obesity

2P

« Multimodal neuroimaging

INSTITUTION
Washington University
in 5t. Louis

: Natasha Marrus

« Lifestyle
* Co-occurring conditions

INSTITUTION

0 e
¢ i Sigan hiartay University of Wisconsin-Madison



Where is the INCLUDE CDP taking place?

DS-CDP Research Sites
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weos oy
9 MET-D5

MET-D5

IBIS-

BIS-DS
MET-DS

DECODE

S) Q/A LLY-DS
ALLY-D DECODE

ALLY-DS

ALLY-DS
ALLY-DS

2

HTP-LAN

D5

HTP-LAN

T [I]]|] RTlinternational (Jessica Ezzell Hunter)
Emory University (Tracie Rosser)

9 DS-CRS: Cohort 2, Ds-4cC:Clinical Coordinating Center é

DS-Biorepository
University of Colorado Anschutz (Joaquin Espinosa)
University of California, Irvine (Elizabeth Head)




Common Protocol Components

Common Protocol Collection

S (I
. Assessments & Medical data & [ Key Biospecimen
‘} Questionnaires EHR u Collection

(C?Q% Collected from all age-appropriate participants

+

In-person Enrollment
Participants may Remote Enroliment

¢ On-site assessments .

switclifrantiremate 7\ e All participation is virtual
to in-person

Medical exam

R0

®* Remote biospecimen kits

| I e Online questionnaires

Jv

Optional Subsample Studies

Biospecimen collection

Optional sub-sample studies

Questionnaires online or in-person

- £ .
225 Sleep Activity & // (’ Imaging | "\ 'f\ Clinical
h Studies Wearables Data “ ..:} / Labs

-f
CcO2

7y Collected from a subset of participants |NCLUDE




Return of Results

Participants receive results from study assessments and optional subsample studies.

&3

Neurocognitive
Testing

Subsample
Studies

Activity & Sleep
Wearables Studies
. ; — Results from the o Basic reports from
A letter with Medical exam = ] = .I : R
B . M | Metabolic and ¢ activity and sleep
testing results report —— : !
Endocrine panel studies

W INCLUDE
Collaboration for
\lly)




Stay Connected with the INCLUDE CDP

EXPLORE THE INCLUDE CDP

Q Learn about participating
o Read frequently asked questions
& Complete the interest form

FOLLOW THE INCLUDE CDP

0 Facebook
INCLUDE CDP

Scan to explore .
[ o‘] Instagram the INCLUDE CDP
@includecdp
COLLABORATE

Email dscdp@emory.edu to:

* Share speaking or exhibiting opportunities

)7 INCLUDE

\L'I

« Promote research, training opportunities, or open positions
« Join the INCLUDE CDP Researchers ListServ

Collaboration for

Down Syndrome Progress




What is DS-Connect?
DS-Connect’

The Down Syndrome Registry

A secure, NIH-supported online registry

vl

Developed with input from the Down syndrome Myt
community to connect individuals and families ‘ __ ]

with research opportunities and advance
scientific discovery.

How does DS-Connect support research?

Connects Engages Collects

]
individuals and i‘i the Down syndrome a secure health information
families with research community in research that advances scientific
opportunities. across the lifespan. discovery.

Healthcare professionals are trusted partners in connecting

individuals and families with DS-Connect and opportunities
to participate in research.




DS-Connect’

The Down Syndrome Registry

A secure, online survey-based tool to collect basic information about people with Down syndrome

DS-Connect’

The Down Syndrome Registry

6200+ registered
globally as of

July 2026 Drive
Down Syndrome

Research With th’f;‘i‘f\
Unique Story "




Key registry functions

\g

Surveys

Fill out confidential
health-related surveys
written by researchers

who are studying
Down syndrome.

How it Works

Research

Researchers use data
from thousands of
participants to make
discoveries.

[EMIG-USA

Down Syndrome Medical Interest Group

ds-connect.org

&

Participate

When researchers design
new studies or clinical
trials, you can opt-in
to be notified and
participate.

/

Resources

Find expert news, links
and events, and see how

the data from studies
you’ve completed
drives discoveries.

2525

Orlando Florida




DS-Compet Top Metrics

Families Registered t

3 % 6 2 0 0 + » Across the USA and some L
international participants '

* 1000s of health surveys .
completed

JOIN THE COMMUNITY

Be a member of an active community
with a common cause

Join the DS-Connect Community

/ Research Studies Promoted Studies which are Now Recruiting

. 1 3 0 I » 30 studies now recruiting

a r,... d I i'StE d Dﬂ th web i.t I individuals with Down syndrome to join their studies. Pick a study you're interested in to learn more
e S e- and see if you meet the eligibility requirements. If you qualify, reach out to the study team today!

&) 7000+ cmiswsaber e il

Down Syndrome After Leukemia Families of Children with Down on Research Design and Information

® Karla Ausderau, PhD Syndrome: HomeGrown (PARDI)

@ Multiple locations within United States = Erik Willis, PhD = A, Nicole White, PhD

# 5to 21 years old Q Wirtual Q@ Virtual

This study explores how children with Down # 2to 6 years old # 18 years and older

syndrome in remission from leukemia and their HomeGrown is an online program designed The purpose of this study is to focus on how
families experience survivership. fecusing on their specifically to help families of young children with individuals from the Down syndrome community
daily lives, support systems and strengths and skills Down syndrome improve nutrition and physical (caregivers and self-advocates) understand how to

gained through their experience. activity practices at home. participate in research studies, how they perceive

Outreach Events Organized

E Countless » Conferences, webinars, View All 20 Studi

eyl st Encimans Now Recruiting on the Website!

Scan to view
the studies




How are DS-Connect
data shared?

Only de-identified information is shared
with scientists.

De-identified information does not
contain any of the so called ‘HIPAA
identifiers’: no names, no dates, no account
numbers, nothing that could be tied to

a given individual.

De-identified data is shared through
the INCLUDE Data Hub.

ﬁ?) INCLUDE Data Hub

Uncover new insights into the biology of
Down Syndrome and co-occurring conditions.

Access large-scale integrated data resources and analyze
custom built cohort datasets based on participants,
biospecimens, clinical, and genomic data.

Login ‘ Sign up

INCLUDE

Data Coordinating Center

DE-IDENTIFIED ~0— | SCIENTIFIC
DATA DISCOVERY
INCLUDE
DATA HUB

@ https://portal.includedcc.org/

@ A researcher portal supported by NIH



DS-Connect®

The Down Syndrome Registry

Empowering families with their own data

DS-Connect turns family-reported information into meaningful insights and practical resources.

& Access your
» » m care checklist
Access a personalized
medical care

checklist.
Has the participant ever been diagnosed with any
of the following metabolic, hormonal, or autoimmune
conditions?

Complete
a survey
Share information

about your health and
well-being.

See your data in
comparison *
See how your data

compares with the
DS community.

Get your
summary

Get an easy-to-
understand summary
of your data.

DS-Connect’

: SLOBAL MEDHCAL CARE GUIDELIN
Tt Bown Syadeorns Rophocry GLOBAL MEDICAL CARE GUIDELINES

20000 Editron

Health Snapshot

Surveys & GLOBAL

Complete health surveys to provide researchers This mamimary st genesated from you suviy mepomes In DS-Comed.

with valuable dats. Cacum dociency N o b b o
2 Basic Health ocesty [N 2% O Behavior
bl Ba Healt r !

sic He Survey s . 3% Participant Information iwm_ ‘Hrlnnuuu. » Ar snnwal vt behivioral, functional, adaptive, and paychotocial tophes
Celiac Disease Survey o I > Mare: Purticioant Survtyt Hoath Snapibegt ~ Ciove sl Sprechaly m‘ﬂmﬁm Scoeen at aoch visit for ranw concerns
Consent to Enrcll in D5-Connect Registry Systemic Lupus Ergthematomus | e tmae » Evaluation for behavior problems may be appropriate for participants at

o ather autoimmune disease !' 4% Agec 14 yars Complated On: 06/01H024 Ircraamed dek g witen CopoeTTe ane rapod.
Development Survey {
Precocicun'early puberty | 3% [ pevelopment

Ciabetes Survey Medical Conditions Development

= Monitor developmaent at annual visits, with more in-depth evaluation for
those with developmental delay.
» Frovide appropriste therapies and supports based on indiddual needs.

Low testostorone | 2%
Vitamin D deficiency | 2%
n sy

i o Sumilar derveloprmantal mle o
Hypoglycemia . 1% 2
1 - “h‘*'h’l‘.wl“
High cortisel 1% T daancis .
| et s Simdar babawsor and smotonsl wel-beng = People with Down syndromae have an increased rak of duabaetes.
Growth hommone deficency | 1% - Ol b Soreening for disbetes should be considened beginrang at age 10, and

* Ewr imlactions. warkar with symotorme,
N other r'l'lEItaE:H_:I-I‘Il:, hurlmnnal_ ar - - i s et o B
autoimmune conditions diagnosed

Cushing's disease | 0% i it g

Compared o ther 05 momvwmity, yone dhisd Compared 1o this O comemrity, your oid

Gastrointestinal Survey P ——— Foatiad

Heart Survey
Leukemia Survey [J Diabetes
Prenatal and Birth History
Sibling Survey

Skeletal Survey (] Cellac Disoase

Sleep Survey

Delayed/late puberty

Finar chiled’s itrengii reporied

Continue regular chedk ups and

* People with Down syndrome have an intreated risk of coliac dasase.

Sereering should b considered a1 disgrosis snd sgain 81 2-3 years of

Thyroid Survey » Social skille recommanded soresmmgr. Shase this : :
e summary with your healthcace peovider. age, sarler if yymgtomatic, and repested if symptoma dessiop,
0% 100% + I coliac divease i disgrosed, o gluten-free diet should be initated.
Learn more and access DS-Connect today! oQc Your data helps drive discoveries that improve

Visit ds-connect.org or scan the QR code. health and well-being for people with Down syndrome.




DS-Connect’

The Down Syndrome Registry

DS-Connect’

The Down Syndrome Registry

Health Snapshot

This document was generated from information you provided in the DS-Connect surveys.

It is intended for your reference and to support your healthcare providers.
It is not a substitute for medical advice or guidance.
=
Contact DS-Connect at info@ds-connect.org or visit ds-connect.org for more information.

4 N [ ™
I I h n h Personal Information Social History
Name: Caroline Lucas Living Situation: Lives with spouse or with partner
Age: 24 years Household Size: 2 people
e ——— Gender: female

DS Diagnosis: Complete trisomy 21
» . v
N[ D'

[ A frien d I.y SU m m a ry ' Medical Conditions Development
Of the S u rvey a n Swe rs Skin Dental Conditions: Alopecia areata (loss of hair on Learning Conditions: Global developmental delay,

scalp at a young age), Folliculitis (red rash where the hair Intellectual disability

-
p rOV' d Ed comes out of the skin), Multiple dental caries (cavities)

Neurological Conditions: No

Sleep Conditions: Sleep apnea, Snoring

Can be down loaded as a PDF Skeletal Conditions: Fractures (broken bones)

Cancer Conditions: Not diagnosed with any of these cancers

a n d S h a red w ith Ca reg ive rS . Thyroid Conditions: Hypothyroidism (low thyroid function);

high TSH, low T4 levels

p hys i.Cia ns’ a nd resea rChe rs : L Metabolic Conditions: Obesity, Vitamin D deficiency

.\
20

Surgical History ENT/Vision

U pd ates w ith a ny new S u rvey Cardiac Surgery: Yes, surgery for a congenital heart defect Hearing Loss Types: No hearing loss

in the first year of life

d Co m p letEd a nd rEVi sed a n Swe rs 1 Gastrointestinal Surgery: Gastrostomy tube placement

Vision Conditions: Astigmatism (blurry vision)

(feeding tube)

Document created on Sep 23, 2025 for Caroline Lucas. Version 1.0

Your data. Your summary. | Empowering individuals and families
with information that can inform care and advance research.
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Facilitating Access to

Medical Care Guidelines T ——————
Adult e

& A rwvisrer of Bt fundticenal, sciptive, b prychosocial factony sl be perfiormmed 6 part of

GLOBAL AdUlt Medlcal GLOBAL MEDICAL CARE GUIDELINES G‘j GLOBAL ' Eﬁﬁ’wm*ﬂmmmm*mm

= Evalude for medcal comditions thet may present wiih preyciiairic and bebavioral wpreplomes,

Care Guidelines: for Adkbts with Down Syndrome Checklist ottt s oyt

= Wik ol for & Dreetalle menlsl deander e ruld Gul, The Dlaproitic el Sraiaticsl
The following checklist summarizes key health superision and screening recommendations across the adult lifespan for individuals Mansal of Mertal Disortors FOUM] dagnastic anterla far the diagranis uhoud be wed

. 2 TR Few Agperadinl. The Disgroane Satietkeal Ml DM § or IO 101 mary 354 b it 1
with Down syndrome. Recommendations may vary based on individual health, local guidelines, and clinical judgment. e o i e e
21-2 Yers 049 | 50-59Yers
SN E. | | . | |

21-29 Years

GLOBAL MEDICAL CARE GUIDELINES 9 GLOBAL
for Adults with Dewn Symdrome Checkiiat W e

Screen for cogrithve changes and dementia risk beginring in midiffe and rmore routinety after age 50, g 70-00 sy

e k | ! J i i i i | 5 v of B, P T, i, eed pycPonocial Ttor should bt paviormmed 54 gt of
Screen for disbetes risk starting at age 35, or earier with risk factors. _b‘ o i Pty bor B chPnme VTS 1o B skt with Ooem Bvedroma, B lamies, s for
! ; " . . |
| l *  Whan conceora for s mendal heslth dhornder in sdulfs with Down pendroms i present. madical
Evaluate for congenital or acquired heart disease with history, exam, and appropriate testing. profeisionah shaukd
I : i = Dvabate for s al ombora that mary prepent with papcFastra s bt sl Fpreghoer,
| ] | | ! L | e i By PRARBEMENL, S0, and donants
Manitor BMI and promote heafthy lifestyle across all ages. When corarers for a trratatsie mental doonser s nded put. the Duagrentic and Stntcsl
- A T, B ey e g T TR, Maral of Bartal Disorters E05M) Sagrowdic oiterts for the Sagrovi chould Be uied
I i . . | | e Appendis) The Disgresss Seativtical Mansl [DAM-5 or B0 10| mary sl B wsed 10
: - dnaint dagroady cribaris. The o sysbems thould be used fo pid v dagroain,
Assess for symptoms; imaging only if symptomatic, *

111 | . |
Assess risk factors: consider bone density screening beginning at age 40 or eardler if indicated.
T o R o S FETTT GLOBAL MEDICAL CARE GUIDELINES 5 GLOBAL

0 Behavior

30-39 Years

40-49 Years

50-59 Years

| for Adults with Dewn Syndrome Checkdist

| ' | | | . | . | | | | | l Ager A0-47 Yeary
Sereen if symptomatic or with risk factors. I
I I | i

O Behavior

60+ Years Thon sbarkint i b lrrsateorl Jurjnm onby s A aud sfended s Seckal mbira Pauss el i por 00 @ i Ses guarstors of G © 2020 Global Down Syndrome Foundation * Amrvieve of behardon, funclionsl, sdipth, nd frythomodial Tacion hould be paricnmed i pun of
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DS-Connect’

The Down Syndrome Registry

Browse by Topic

©Q000®O00

About Down Syndrome

Down Syndrome Clinics in the United States

New and Expectant Parents

Newborn to School Age

Teenagers to Adults

Siblings

Learn About Down Syndrome Research

Resources for Health Care Providers

Other Resources for Families

Curated resources in partnership with leading national Down syndrome organizations.

@ Featured Resources

INCLUDE Project Down Syndrome Research Plan 2 (NIH)

Language Guidelines (£ (NDSS)

Medical Resources (4 (NDSC)

Facts and FAQ About Down Syndrome (£ (GLOBAL)

GLOBAL Webinars (4 (GLOBAL)

Centers for Disease Control and Prevention (CDC) Down syndrome page (2 (cDC)
What is Down syndrome? (4 (NDSC)

Words Can Hurt (4 (GLOBAL)

An Overview of Down Syndrome (4 (NDSS)

Ages and Stages (4 (NDSC)

Mosaic Down Syndrome (£ (IMDSA)
Down Syndrome Misconceptions vs. Reality (£ (GLOBAL)

o

Explore all resources on DS-Connect

Scan the QR code or visit
ds-connect.org/resources




A Central Hub for Approved Research Studies

Studies are approved by a Research Review Committee (RRC) that
includes scientists, physicians,
and community members

Connect Your Research with the Down Syndrome
Community

Promote recruitment for
your study through DS-
Connect

Did you know that 75% of families with a loved
one with Down syndrome are interested in
participating in research? A main goal of DS-
Connect is to connect families who want to
participate in research with the research

, community. You can request to share your study
information with DS-Connect participants here.

i

—

RRC review
and approval

Studies which are Now Recruiting

Down Syndrome Health Measure (DSHM)
Survey

4 Stephanie Santoro, MD
Q Virtual
# 0to 21 years old

The Down Syndrome Health Measure (DSHM) is a
new, short survey that was created specifically with
people with Down syndrome in mind, and asks
questions about aspects of overall health. Now that
this final measure is available, we're interested in
collecting feedback on the survey from caregivers of
individuals with Down syndrome age O to 21.

Workshop to Help Reduce Stress for
Caregivers: CarePRO Virtual-DS/ID

® David Coon, PhD

9 Virtual

# 18 years and older

Family caregivers of adults living with Down
syndrome or another intellectual disability who are
experiencing memory changes are invited to
participate in CarePRO Virtual-DS/ID, a free 5-week

online workshop designed to reduce distress and
improve quality of life.

Treatment of Obstructive Sleep Apnea
with Personalized Surgery in Children
with Down Syndrome (TOPS-DS)

™ Derek Lam, MD, MPH

@ Multiple locations in the United States
# 2to 17 yearsold

The purpose of this study is to test how well
personalized surgical treatment helps children with
Down syndrome (DS) who have obstructive sleep
apnea (OSA).



Healthcare Professionals Can Advance
Community-Engaged Research

Sign up for a
webinar

DS-Connect’ \webinar

The Down Syndrome Registry

Presentation Topic:
Autism & Down Syndrome:
How to Recognize the Signs and

Support Your Child

Presented by Meghan O’Neill, MD, FAAP
Assistant Professor of Pediatrics
MNeurodevelopmental Physician

Recording Available: May 2026 Webinar

Hosted by DS-Connect

June 11, 2026

We appreciate your interest in the recent DS-
Connect webinar featuring Dr. Meghan O'Neill,
and members of the DS-...

Promote
DS-Connect

Join DS-Connect®

Your First Name *

Your Last Name *

Email address *

Username *

Password *

Confirm password *

Submit your
study request

[

Enter your first name as the DS-Connect account holder

(

Enter your last name as the DS-Connect account holder

[

This email address will be used for DS-Connect communications with your
consent. It will never be shared outside the DS-Connect team.

[

This username will be used as your login id. Special characters are allowed,
including space, period (.), hyphen (-), apostrophe ('), underscore (_), and the @
sign.

[

Password strength:

[

Request DS-Connect Participants to Your Study

*Indicates required field

If you would like to recruit DS-Connect participants for your study, please fill out this form, and a member
of the Research Review Committee will reach out to you. The review committee generally meets monthly
to review and approve studies. If they require more information, your application will not be reviewed
again until the next meeting, so please be thorough. Your study must be approved by an IRB before
submitting your request.

If approved, your study will be listed on the Research Studies page of this website and have its own

individual webpage. In addition, a monthly email will be sent to DS-Connect participants with DS-
Connect approved studies information.

Click here for a word template for this form.

Contact Information
Principal Investigator name *

( )

Principal Investigator email *

( J

Passwords match:
Provide a password for the new account in both fields.




Upcoming activities

DS-Connected Social media DS-Connect
workshops platforms mobile app

ﬂ DS-Connect Mobile App =

DS-Connect’

The Down Syndrome Registry

DS-Connect’

The Down Syndrome Registry

Free in-person workshop!
Get DS-Connected: Join, Participate, Discover!

. Connect Provider or Health
“ Plan

Connect your provider or health plan to view your
lab results, conditions, medications and more.

B Connect Provider or Health Plan

© ConnectDevices

Thursday, March 26, 2026

@ 6:00 - 7:30 p.m. CT

Down Syndrome
Innovations

5916 Dearborn Street
Mission, KS 66202

Share data from your wearables, apps, and other
devices,

@ Apple Health Connected

Dinner will be provided at 6 p.m.
Workshop begins at 6:30 p.m.

Surveys
No open tasks to show currently.

DS-Connect is supported by the National Institutes of Health (NIH).

(=] E ©
DS-Connect is a registered trademark of the U.S. Department of Health and Human Services o %
COMIRB#: 24-0396 | Pl: Dr. Joaquin Espinosa Hom: Surveys EHR Wi bl

Partner with us Coming soon, Stay tuned,
to host one! be ready to follow us! DS-Connect at your

thumbtips...



DS-Connect

The Down Syndrome Registry
Scan the QR code

WE’RE HERE TO HELP!

The best way to get all of the following is to email email page.
info@ds-connect.org. We're happy to help!

|® EMAIL US

‘ Order DS-Connect materials.

‘ Request an in-person
workshop or presentation.

@ STAY CONNECTED

Scan the QR code
‘ Contact the DS-Connect team. to sign up for our
S EIERYIE

Constant Contact.
‘ Learn more about the registry.

g Email us anytime at




Key takeaways

 The NIH INCLUDE Project is a major 8-year investment in research to
improve quality of life for people with Down syndrome.

« The Collaboration for Down syndrome Progress (CDP) is a new
longitudinal, lifespan cohort project under a Common Protocol.

« The revamped DS-Connect Registry is connecting families with
research opportunities and providing dynamic resources for them.

- Family and self-advocate engagement improves all of our research
efforts.

« Stay connected through newsletters, share materials about DS-
Connect, and help recruit families for these studies!

BMIG-USA: N iy 2525 J 408

Down Syndrome Medical Interest Group 0 rl an d 0 , Florl d P; |
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