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What is DS-Connect?

DS-Connect®: The Down Syndrome Registry was developed to
facilitate information-sharing and research participation among
people with Down syndrome, their families, and investigators.

Drive Down Syndrome j
Research With Your

Unique Story MAKE DISCOVERIES

POSSIBLE

Easily share important information
with researchers

ds-connect.org




What is DS-Connect?

» A secure online survey-based tool developed for and by the
Down syndrome community.

» Provides families with access to trusted research studies,
events, and resources, while collecting privacy-protected
demographic and health information.

» The information shared helps scientists identify patterns in
related health conditions and advance research that informs

. care, services, and future scientific discovery.




History of DS-Connect

2006
NIH director asks 2024
NICHD to create a 2013 DS-Connect pauses
Down Syndrome The DS-Connect operations for a
Working Group Registry refresh and new
(DSWG) is launched platform
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2007 2018 202
The DSWG creates The INCLUDE Project 025
the NIH Research Plan on is launched DS-Connect
Down Syndrome and |S back'

proposes the creation
of a national registry




What is a registry?

A regqistry is a resource to collect and store information about people
affected by a specific medical condition.

Registries have been instrumental in advancing biomedical research
and catalyzing discoveries for many medical conditions.

Frequently Asked Questions

e of registering in DS-Connect® The Down Syndrome Registry, "the person with Down
syndrome" will refer to the person who has Down syndrome. "You" will refer to the person entering the
information. This may be the person with Down syndrome or a family member or guardian of the
with Down syndrome (the person legally responsible for the care of the person with Down syndrome).

out how to register, please visit our Help page.
What is a registry?
What is a research study?

Why should | join DS-Connect?

Why do we need DS-Connect?

httpS//d S-Ccon nect_o rg/fa q Who is sponsoring DS-Connect?

< < < < <



What is an epidemiological study?

An epidemiological study Is a scientific investigation that examines
the patterns, causes, and distribution of health-related conditions and
events in a population.

People with Down syndrome have a different ‘clinical risk profile’

Less of: Common (but variable) traits: More of:
Stunted growth
Neurodevelopmental delays
Early ageing

Cancer Autoimmunity

Atherosclerosis Alzheimer’s
Hypertension g@ BB R m‘ ﬂb”’ K XK Lung infections
. B8 A8 An A8 00 40 g4 5 . o
Allergies " e 2% Vision and hearing issues
A Arx¥ ad Evn Congenital heart disease, autism spectrum
TRISOMY disorders, seizures disorders, and more...

hat are the other risks and resiliencies associated with Down syndrome?



What is an epidemiological study?

An epidemiological study Is a scientific investigation that examines
the patterns, causes, and distribution of health-related conditions and
events in a population.

What are the top two causes of death for children with versus without
Down syndrome in the USA?

Without Down syndrome: With Down syndrome:
O Respiratory illness O Respiratory illness
O Motor vehicle crash O Motor vehicle crash
d Firearm related injury O Firearm related injury

d Congenital anomalies d Congenital anomalies




What is an epidemiological study?

An epidemiological study Is a scientific investigation that examines
the patterns, causes, and distribution of health-related conditions and
events in a population.

What are the top two causes of death for children with versus without
Down syndrome in the USA?

Without Down syndrome: With Down syndrome:
O Respiratory illness v" Respiratory illness
v' Motor vehicle crash [ Motor vehicle crash
v" Firearm related injury O Firearm related injury
d Congenital v' Congenital anomalies

https://pmc.ncbi.nlm.nih.gov/articles/PMC6637963/
https://onlinelibrary.wiley.com/doi/10.1002/ajmqg.a.61924
https://www.thelancet.com/journals/lancet/article/P11S0140-6736(02)08092-3/



https://pmc.ncbi.nlm.nih.gov/articles/PMC6637963/
https://onlinelibrary.wiley.com/doi/10.1002/ajmg.a.61924
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(02)08092-3/
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(02)08092-3/
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(02)08092-3/
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(02)08092-3/
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(02)08092-3/

What is an epidemiological study?

An epidemiological study Is a scientific investigation that examines
the patterns, causes, and distribution of health-related conditions and

events in a population.

What are the top two causes of death for adults with versus without
Down syndrome in the USA?

Without Down syndrome: With Down syndrome:
J Heart disease J Heart disease
J Pneumonia J Pneumonia
1 Cancer O Cancer

1 Alzheimer’'s disease [ Alzheimer’s disease




What is an epidemiological study?

An epidemiological study Is a scientific investigation that examines
the patterns, causes, and distribution of health-related conditions and
events in a population.

What are the top two causes of death for adults with versus without
Down syndrome in the USA?

Without Down syndrome: With Down syndrome:
v" Heart disease J Heart disease
d Pneumonia v" Pneumonia
v Cancer 0 Cancer
1 Alzheimer’'s disease v Alzheimer’s disease

https://www.cdc.gov/nchs/fastats/leading-causes-of-death.htm
https://onlinelibrary.wiley.com/do0i/10.1002/ajmg.a.61924
https://pubmed.ncbi.nlm.nih.gov/35604690/
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https://pubmed.ncbi.nlm.nih.gov/35604690/

What is a natural history study?

A natural history study Is a type of research that observes and
documents the progression of a medical condition over time in a
population of individuals, without any intervention or treatment.

Down syndrome is a lifelong condition with different manifestations across the lifespan

High risk of What happens in High risk of What is the prevalence of cataracts in
congenital heart defects between? Alzheimer’s disease
Down syndrome?
’
I
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What is a natural history study?

A natural history study Is a type of research that observes and
documents the progression of a medical condition over time in a
population of individuals, without any intervention or treatment.

Down syndrome is a lifelong condition with different manifestations across the lifespan

High risk of What happens in High risk of What is the prevalence of cataracts in
congenital heart defects between? Alzheimer’s disease
Down syndrome?

- Vs v" 4% in the Human Trisome Project (all ages)
. oAl v' 33.3 % in the ABC-DS study (older adults)

4 60%

When does the risk of cataracts increase?




What is a natural history study?

A natural history study Is a type of research that observes and
documents the progression of a medical condition over time in a
population of individuals, without any intervention or treatment.

Down syndrome is a lifelong condition with different manifestations across the lifespan

High risk of What happens in High risk of

[ n f diagnosis for
congenital heart defects between? Alzheimer’s disease What is the mea age o dag osis 1o

Alzheimer’s disease in Down syndrome?

O 45 years old
O 54 years old
O 58 years old
0 64 years old
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What is a natural history study?

A natural history study Is a type of research that observes and
documents the progression of a medical condition over time in a
population of individuals, without any intervention or treatment.

Down syndrome is a lifelong condition with different manifestations across the lifespan

High risk of What happens in High risk of What is the mean age of diagnosis for
congenital heart defects between? Alzheimer’s disease

Alzheimer’s disease in Down syndrome?

O 45 years old
v' B4 years old
O 58 years old
0 64 years old

= -
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Surveys

Fill out confidential health-
related surveys written by
researchers who are studying
Down syndrome.

Key registry functions

How it Works

&

5"

Research Participate
Researchers use data from When researchers design new
thousands of participants to make studies or clinical trials, you can
discoveries. opt-in to be notified and
participate.

ds-connect.org

A)

Resources

Find expert news, links and
events, and see how the data
from studies you've completed
drives discoveries.



Top metrics

6350+ families registered

» Across the USA and some international participants

» 1000s of health surveys completed

r
130+ research studies promoted |

» 35 currently active
7200+ email subscribers

Countless outreach events organized
» Conferences, webinars, newsletters,
and much more...

JOIN THE COMMUNITY




How is information collected?

The information is collected through online surveys designed by
experts in various disciplines.

Surveys can be completed in a ‘modular fashion’ over time.

Surveys

Complete health surveys to provide researchers with
valuable data

Basic Health Survey
Basic Health Survey
Celiac Disease Survey
Consent to Enrollin DS-Connect Registry Has the participant been diagnosed with a congenital heart defect (a birth defect of the
| 2%
Development Survey heart)'
Diabetes Survey O .
e S @ ves Which of the following congenital heart defects have been diagnosed? (Select all that
O unsure apply.)
Heart Survey
. G No congenital heart defect
Leukemia Survey
Prenatal and Birth History D Atrial septal defect (ASD)
Sibling Survey (] Ventricular septal defect (VSD) Has the participant ever had any cardiac or heart surgery? (Select all that apply.)

W4 Skeletal Survey
& Atrioventricular septal defect (or AV C C] None

Sleep Survey
Thyroid Survey [:] Tetralogy of Fallot Yes, surgery for a congenital heart defect in the first year of life

®
D S - C o n n e ct E] Yes, surgery for a congenital heart defect after the first year of life

The Down Syndrome Registry




The importance of self-reported data

Family-reported registry data provide a unique and indispensable
source of information in Down syndrome research because they
capture real-world experiences, health outcomes, and quality-of-
life measures that are often unavailable in medical records or

traditional research studies.

Families know best!




The importance of self-reported data

Self-advocates and families have important information that is not
readily available to physicians and scientists.

Example: Down syndrome Regression Disorder (DSRD)
Story behind the first clinical trial for DSRD:

Well+Being

A mystery illness stole their
kids’ personalities. These
moms fought for answers.

Their children’s decline was dramatic, with patients
losing function in days or weeks, including the ability to
talk, move or take care of themselves.

May 12, 2024

¢ Washington Post



The importance of self-reported data

v' Capture the full spectrum of the Down syndrome population
v' Enable lifespan research

v ldentify outcomes that matter to families

v" Discover rare medical issues and sources of heterogeneity

v Accelerate clinical trial readiness

v Empower the Down syndrome community

L “Nothing for us without us”




Surveys

Complete health surveys to provide researchers with
valuable data

Basic Health Survey

Celiac Disease Survey

Consent to Enroll in DS-Connect Registry
Development Survey

Diabetes Survey

Gastrointestinal Survey

Heart Survey

Leukemia Survey

Prenatal and Birth History

Sibling Survey
Skeletal Survey
Sleep Survey

Thyroid Survey

o>

Empowering the families
with their own data

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

Calcium deficiency -|

Metabelic syndrome

Systemic Lupus Erythematosusor other autoimmune
disease

Precocious/early puberty

Low testosterone

High cortisol

Growth hormone deficiency

No other metabolic, hormonal, or autoimmune
conditions diagnosed

Cushing's disease

Delayed/late puberty

0% 50% 100%

DS-Connect’

The Down Syndreme Registry

Health Snapshot

provided in the 05

I in not a aubstitute for madical advice or guidance.

Personal Information

Saclal History

Wame: Mt 1eat Comesan et
age: 25 yoass

Genders ool

DS Disgnosis: Unsurs

Living Situstion: ives wih parents (may incude stiings)
Housensia Siz: s pospis

Medical Conditions

Develapment

hiran
scaip ot & young age),

iy pgment). Giher skin pretiens, rsare
Meurolagical Conditions: Cercbral palsy, Unaure

‘sleep Condisians: slcep apaca, Insarnia (dficuty failing
b o staying anleepl

€ancer Conditions: Disrased i breest canwer
Dlagnosed with ¢snvcal cancer {far famatest, Dognased Wi

Thyrold Canditions; Haslsrots Hrsicig
atrocks thyroi gland which stops makng T2}

e systeen

Metabelic Canditians: (lsdy, Gaath honsas deficency,
Wiamin © deficoncy

e (e same e, Speech desay: ATl speaking s
eloarty ac those of he came age, Mised receptive and

xprassive language ngusemnert.
s

o specch, Hoaring

Surgical History

ENTWision

Cardinc Surgery: Yes, surgery for n congerstal heart datect
aften he Vst year of e, Garska sussgery loe ol sesson
ater in e

Hearling Lows Types: fisaring loss - umknawn type:
Mearing Trestments: Fympenostoeny tubes (myringotomy
e, PE o pressur echaliation bes! i eandrurn t allow

stenonis, or wals

Vielan Conditians: Amiycpis flszy eya), mystsgrus

vt o S 23, 2025 o i Tesk s Tt Vorsisns L0

4. Download an
individualized
medical care

checklist

GLOBAL MEDICAL CARE GUIDELINES
Dow

th Down Syndrome Checklist

& GLOBAL

for Adul

i heaichof s with Do rougn i carsgirers.

[

Age: 40-49 Years

O Behavior

= Areview of behavioral, functional, adaplive, and psychosocial facors should be perormed as part of
an annual hislory that clinicians obtain from all adulls with Down syndrome, their famiies, and
caregivers.

« When concem for a mental health disorder in acults with Down syndrome is present, medical
professionals shoukd
o Evaluate for medical conditions that may present
o Refer: i
common behavioral characteristics of adults with Down syndrome.
= When concern for a mental health disorder in adults with Down syndrome is present, medical

and

Disorders (DSM-S). The Diagnostic Manual-intellectual Disability 2 (DM-ID-2) also may be used to
adapt diagnostic criteria from the DSM-5.

O Dementia
« Medical professionals should assess adults with Down syndrome and interview their primary

caregivers about changes from baseling function annually beginning at age 40. Decling in the six
Early Detecti

domains as per the National Task. NTG-EDSD) should
be used 10 identify early-stage age-related Alzheimer's-type dementia andior a potentially reversible
medical condiion.
O piabetes
« For any adult with id obesity i

type 2 di
or fasting plasma glucose should be parformed every 2-3 years baginning at age 21.
. For i i ing for type 2 diabetes using HbA1c or fasting
age 30.

be parformed

3 years

O cardiac
= For adults with Down syndrome without a history of atherosclerotic cardiovascular disease, the
appropriateness of statin therapy should be assessed every 5 years starting al age 40 and using a
10-year risk calculator as recommended for adults without Down syndrome by the U.S. Preventive
Services Task Force.
For aduls with Down syndrome, risk factors for stroke should be managed as specified by the
American Heart Guidelines for the Primary Prevention of
Stroke.
In adults with Down syndrome with a history of congenital heart diseass, given the elevated risk of
i stroke, a periodic ton and a ing plan shouid be

.a
reviewed by a cardiologist




Fueling the families’ curiosity
while rewarding survey completion

Surveys

Complete health surveys to provide researchers with
valuable data

Basic Health Survey
Last Completed: Mar 10, 2025

Consent to Enroll in DS-Connect Registry
Last Completed: Jan 27, 2025

Development Survey
Last Completed: Jan 28, 2025

Gastrointestinal Survey
Last Completed: Jan 27, 2025

Heart Survey
Last Completed: Jan 28, 2025

Prenatal and Birth History
Last Completed: Jan 28, 2025

Sibling Survey
Last Completed: Jan 28, 2025

Community Data

See how the data you've entered compares with the
Down syndrome community data.

Basic Health Survey:

Diagnosis v
Prenatal - Birth History v
Health History v

Endocrine v _

ENT v
Development v
Clinical Trials and Research v
Social History A

Data visualization is
organized

following the flow and
logic of the surveys.

You open an ‘accordion’
to see data for that
specific module or
question...



The more questions you answetr, Community Data
the more data you See... See how the data you've entered compares with the

Down syndrome community data.

Diagnosis A

What is the participant’s Down syndrome diagnosis?

. - -
BaS|c Health survey: Mosaic Translocation Down syndrome
What is the participant's Down syndrome diagnosis?* Complete Trisomy 21 |
O Complete trisomy 21 |
Unsure -

O Mosaic trisomy 21

O Translocation Down syndrome .
) , Translocation Down syndrome :
© Mosaic Translocation Down syndrome

O Partial Trisomy 21 (only a part of chromosome 21 is present in 3 copies)

O Not tested

O Unsure

Not tested

Mosaic trisomy 21

Partial Trisomy 21 >
0% 20% 40% 60% 80% 100%

percent




The DS-Connect Health Snapshot

A friendly summary of the
answers provided.

Can be downloaded as a pdf and
shared with friends, caregivers
physicians, researchers.

Updates with any new survey
completed and revised answers.

DS-Connect’

@ Down Syndrome Registry

Health Snapshot

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

It s Intended for your reference and to support your healthcare providers.

It Is not a substitute for medical advice or guldance.

Contact DS-Connect at Info@ds-connact org or visit

DS-Connect®

Health Snapshot

This document was generated from Informatien you provided In the DS-Connect surveys.

It is intended for your reference and ta support your healthcare providers.

It is not a substitute for medical advice or guidance.

or visit d:

far mare i 3

P i The Down Syndrome Registry
Name: Biscults Test Uvin
Age: 8 years Hous
Gender: famais
DS Dlagnosts: Mosaic trisomy 21
— Contact Ds-Cannect at info@d
Medical Conditions
Skin Dantal Condrtions: Ho Loar
Personal Information

Neursiogical Conditions: No it

recer
Sleep Conditions: Sieep apnea. Snoring e Gt e
Cancer Gonditions: Not dlagnased with any of these cancers

Age: 24 years
Thyreid Conditions: Hypothyroidsim (om thyrsid function);
High TSH, low T4 leveis Gender: female
Matabalic Conditions: Obesty DS Disgnosis: Complete trisomy 21
Surgical History Medical Conditions
Cardiac Surgery: Yes, surgery for a congental heart defect Hear Skin Dental Conditions: A4 ——
in Dental Conditions: Alopecia arsata (lass of hair on

In the first year of Ife

. scalp at a young age), Folliculitis (red rash where the hair
Gastrointestinal Surgery: Repair of duadenal alresia, :

L Sl <omes out of the skink, Multiple dental caries (cavitiesh
enoss. o web
— Conditions: No

Document crested on Ses 23, 2025 far &

Sleep Conditions: Sleep apnea, Snoring
Skeletal Conditlons: Fractures (broken bones)

Cancer Conditions: Mol diagnosed with an

Thyrald Conditlons: Hypathyraidism (law thyroid function);
high TSH, low T4 lavels

Metabolle Conditions: Chesity,

min 0 deficiency

of these cancers

Surgical History

Cardiac Surgery: Yes, surgery for s congenital heart defect

in the

tyear of life

Gastrointestinal Surgery; Gastroslomy Lube placement
(Fasding tube)

Hous:

Learn

Intelle

—
—

Heari

visior

Document craated on Sep 23, 2025 for Car

DS-Connect’

The Down Syndrome Registry

Health Snapshot

This document was generated from informatien you provided

the DS Connect surveys.

1t is Intended for your reference and to support your healtheare providers.

It s not  substitute for medical advice or guidance.

Contact DS-Cannect at info@ds-cannect.arg

or visit ds-connect.org for more information.

Person:

Information

Soclal History

Name: Maci Test Camersn Test

Age: 2 years
Gender: fomale

DS Disgnosis: Unsure

Living Situation: Lives with parents imay include:

Hausehold Size: 6 people

Medical Conditio:

Development

Skin Dental Condltions: Alopecia arsata (loss of hair on
scalpate

g 8ge). Vitigo ¥

Learning Conditions: Intsllectual dissbility, Language delay:

of skin without
any pigment}, Other skin problems, Unsure

Neurological Conditions: Corobeal palsy, Unsure
Sleep Conditians: Sieep apnea, Insomnia (dificulty faling
astecp or staying aslecp)

Cancer Conditions: Disgnosed with breast cancer

Diagnesed with ceri

ical cancer lfor females). Diagnosed w

cancer tfor females)

Thyrold Conditions: Hashimoto thyroiditis (immune system
attacks thyroid gland which stops making T4)

Metabolic Conditions: Cbesity, Growth homone deficiency,
Vitamin D deficlency

andling what others are saying &5 well a5
those of the same age, Speech delay: difficuity speaking as
clearty as these of the same age. Mixed receptive and
‘axpressive language impairment, Minimal speech, Hearing
toss

Surgical History

ENT/Vision

Cardiac Surgery: Yes, sunery for a congenital heart defect

aftor the first year of ffe, Cardiac surgery for other rmason
later in lie
Gastrointestinal Surgery: Repair of ducdenal atresia,

Mearing Loss Types: Hearing ks - urknown typse
Hearing Treatments: Tympanastomy tubes (myringotorny

Rubes; BE or pressure equalization tubes) in eardrum Lo

fluie 3 crain fromm mideie sar, Mearing aid, Cochlear implant

Vizlon Conditions: Amblyopia (lazy oy

Document created an Sep 73, 7075 for




Facilitating access to
medical care guidelines

Families often struggle to find the
latest versions of the medical care
guidelines that apply to the age
and characteristics of the
participant.

Using answers from the Basic
Health Survey, we can provide the
guidelines that apply to them.

SUPPLEMENTAL FIGURE 1. Summary of Down syndrome specilc care.
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Facilitating access to
medical care guidelines

SUPPLEMENTAL FIGURE 1. Summary of Down syndrome specfic care.
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DOWN SYNDROME - SUGGESTED SCHEDULE OF HEALTH CHECKS
The following are suggested ages for health checks. Check at any other time if there are parental
or other concerns.

T Cor oy st ovmuaton s
D ] = Bi 6 weeks Special checks Preschool checks School at

imisgbiondn, e v buve under 2 years
ki Thyroid blood | Newborn routine Age 4-6 months and then every year from the 2ge af 1 year or mare aften if
i} nwm@mnmwm e Aenady | s heel prick - blood spat clinically indicated:
4 G i s e e irany Berva | test Wenous thyroid blood test including thyroid antibodies or Fingerprick TSH test
TS Fosen o AV o s oy s O s A Bpechecks | Newborn ouing check  Age 18:24 months: Age 4 years: Bepeat usion est evary
5t T 4 PR RE OB, 8 PO | I inchuding congenital mal eye and vision Formal eye and vision 2 years, or mare
| o sy cataract check bl o obi examination including Tréquently if =
e I [ — check for squint,an heck for squit recammended oy

— refraction for long or Refraction and optometnst or
L Rt e W sy S et "‘“ﬂg:'-*'""“m-’"'"“““"" ar short sioht assessment of near and Uphtha\m@\ug\sl or it e I I l e I ‘ a ‘ a re
[ b o o o & v I distant vision and visual  concern

acity

2 DF;:M-* == . iy in first year
P s T G | Annual audiological review or more freauently - -

priphtio GLﬂB L and if indicater
2 Eneuee chl] 1 i devoomentl e, and oty i Colae Divmsase S-pon ind Spmploon Cucilal E‘ #l 2 yearly audiological review or more frequenty
o i e e e - ~érey, fcommencéd

L 5 ke i § it eyl el e -.a.-.-;-n_

G @ abron v o Tk o B o Y ) e T Felgft and wielght shos um;h:éﬂ:;gmnsﬁy
o = Ry — {BMI checked if concern regarding overweight)
| prasncn may .-n.----..r-n--u-u---n-—--—- - mas 1w
T Ve sovening . Lo ey paey T8 reviewing heart stans | From adolescence

e T el o e S Uy o e Tl S onwards a5 P"ﬂfm«m"? '
eallh checks st
Rettor i e athuiret
| heart disease y y [
ep and poor quality sleep

and yearly until the age of 5, or at any age if there are
udiies if symptoms persist, despite normnal tests

i major diagnoses
th Dowin syndrame can be faund at www.dsmig.org.uk

Ay ey

e
Sy P |0 I
—Fm_J—l

_iny ey 8 b o p—— |

i e L T I
Ee— ]

Fetig B ]

s m wae mo s

o e ¢ b man wdar

i e S A EEE O SIS T e
}




Facilitating access to
medical care guidelines

American Academy
of Pediatrics (AAP)

renatal period

irth to 1 month

month to 1 year

year to b years

years to 12 years

2 years to 21 years or old
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DEDICATED TO THE HEALTH OF ALL CHILDREN®
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Facilitating access to
medical care guidelines

GLOBAL MEDICAL CARE GUIDELINES

 GLOBAL
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stroke, a ps evaluation and 8 should be
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One family dashboard,
multiple benefits

Surveys

Complete health surveys to provide researchers with
valuable data

- Adolescence to Adult Transition Services
Last Completed: Never

. Adulthood Survey
Last Completed: Never

Basic Health Survey
Last Completed: Sep 23, 2025

. Caregiver Depression Survey
Last Completed: Never

. Caregiver Healthy Days
Last Completed: Never

. Caregiver Stress Scale
Last Completed: Never

. Celiac Disease Survey
Last Completed: Never

. Confusion Hubbub and Order Scale Survey
Last Completed: Never

Consent to Enroll in DS-Connect Registry
Last Completed: Sep 8, 2025

. Development Survey
Last Completed: Never

Community Data

Explore how your health history compares to that of
the rest of the DS-Connect community

« Prenatal and Birth History
e Basic Health Survey

Healthcare Checklist

Use these checklists to better inform your health
care provider didcussions. These checklists are not
intended to replace professional medical advice or
services.

o Current - Checklist - Year 12 to Year 21
e Upcoming - Checklist - Year 21 to Year 29

Health History Snapshot

Create your own personal health history snaphot
and further discussions with your health care
provider.

« Create Health History Snapshot [,




How iIs 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:

@ INCLUDE Data Hub

Uncover new insights into the biology of httpS//DO rta L | N Cl_u d ed CC.0O rg/

Down Syndrome and co-occurring
conditions.

A researcher portal supported by NIH



https://portal.includedcc.org/

Building community and supporting exchange of information

SEPTEMBER 12, 2026

Empowerment Conference
Lafayette, CA

Click here (£ for more information.

2026 St. Paul Step Up for Down Syndrome
St. Paul, MN

Click here (4 for more information.

Upcoming Events

j . R
2026 New York City Buddy Walk
New York, NY

Click here (' for more information.

STEP UP FORDORWN SYNDROMIE EE

THE ERAS EDITION

Sundiy. Septaniber 27, 0106

BRATING 30 YEARS! |1
SO0 130w
RMDSA Step Up for Down Syndrome Walk

Join Us!
Gy Park Dcvmer, 00 A
Denver, CO

Click here (£ for more information.

Down Syndrome Diagnosis Network Rockin' Mom™
Retreat
Phoenix, AZ

Click here (' for more information.

5th Annual Connect?6 Las Vegas Down Syn rDm e
Conference
Las Vegas, NV

Click here ( for more information.

Other resources for families

Latest DS-Connect® News

DS-Connect’

The Down Syndrome Registry

Webinar

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

l Support Your Child

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-...

DS-Connect’

The Down Syndrome Registry

Webinar

Presentation Topic:
Emerging Obstructive Sleep Apnea Treatment
Options for People with Down Syndrome

Recording Available: December
Webinar Hosted by DS-Connect

December 22, 2025

We appreciate your interest in the recent DS-
Connect webinar featuring Dr. Daniel Combs, and
members of the DS-Connect...

DS-Connect’

The Down Syndrome Registry

Webinar

Presentation Topic:
Recognizing Mental Health in People with
Down Syndrome

Recording_Available: March Webinar
Hosted by DS-Connect

March 31, 2026

We appreciate your interest in the recent DS-
Connect webinar featuring Dr. Ruth Brown, and
members of the DS-Connect...

DS-Connect Team Attends 2025
Atlanta Buddy Walk®

October 6, 2025

The DS-Connect®: The Down Syndrome Registry
team participated in the 2025 Atlanta Buddy
Walk® in Marietta, GA....

———y
DS-Connect
B Regisiro el Sindrome de Dawn '+ O Q

Connect Participate

Descubre i T » . Discover

foin today at  EESE]
~connect.org (5

DS-Connect Team Joins the 2026
Brighter Futures Conference

March 30, 2026

The DS-Connect®: The Down Syndrome Registry
team participated in the 2026 Brighter Futures: A
National Conference on...

DS-Connect®

The Down Syndrome Registry

Recording Available: September
Webinar Hosted by DS-Connect

September 25, 2025

We appreciate your interest in the recent DS-
Connect webinar featuring Dr. Anna Esbensen, Dr.
Mike Raffi, and members...




Other resources for families

Large collection of curated resources in partnership
with other organizations

Resources

About Down Syndrome

e INCLUDE Project Down Syndrome Research Plan ' (NIH)
+ Language Guidelines ' (NDSS)
» Medical Resources (4 (NDSC)

¢ Facts and FAQ About Down SyndromeC’;‘ (GLOBAL)
New and Expectant Parents + GLOBAL Webinars(%' (GLOBAL)

e Centers for Disease Control and Preventiong (CDC) Down syndrome

Newborn to School Age page

«  Whatis Down syndrome?C’n (NDSC)
«  Words Can Hurt(4' (GLOBAL)

About Down Syndrome

Down Syndrome Clinics in the United States

Teenagers to Adults

Siblings ¢ An Overview of Down SyndromeC’J‘ (NDSS)
« Ages and Stages(4 (NDSC)
Learn About Down Syndrome Research + Mosaic Down Syndrome(#' (MDSA)

« Down Syndrome Misconceptions vs. Reality@ (GLOBAL)

Resources for Health Care Providers




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.

{
[E==

RRC review
and approval

M

Studies which are Now Recruiting

Down Synd Health M (DSHM)
Survey

® Stephanie Santora, MD

Q@ Virtual

4+ 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 0 to 21.

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

¥ David Coon, PhD

Q Virtual

4 18 years and older

Family caregivers of adults living with Down
syndrome or ancther 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

Q Multiple locations in the United States

4+ 2to17 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).



Spotlight Study

Scan for recruiting studies:

Healthy Aging and Neurodevelopment in
Down Syndrome (HANDS)

W Jennifer Bruno, PhD

Q@ Stanford, CA

# 8to 65 years old

This study investigates brain changes related to
development in children and adults with Down
syndrome.




Ready to Get DS-Connected?

Register Now!

DS-Connect’

eeeeeeeeeeeeeeeeeeeeeee

Drive
Down Syndrome
Research With




Create an account

®
—
D S C o n n ect Aboutv News & Events v Resources v Researchv Help Espariol

The Down Syndrome Registry

Join DS-Connect®

Your First Name * [ ]

Enter your first name as the DS-Connect account holder

Your Last Name * [ ]

Enter your last name as the DS-Connect account holder

Email address * [ ]

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

Username * [ ]

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

Password * { J

Password strength:

Confirm password * [ ]

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

Get on the DS-Connect Newsletter listserv!
D | agree to be contacted at this email address with questions regarding my
account and important DS-Connect information




Verify your email address

Focused Other =

v Today

DS-Conne... X £ T
Please verify you... 2:18PM
afialatest, Thank you for reg...

> Last Week
> Last Month

> This Year

Please verify your email address for your new DS-Connect® account S & &
DS-Connect® Administrator <info@ds-connect.org> Today at 2:18 PM
To: anne.fiala@ds-connect.org

afialatest,

Thank you for registering at DS-Connect®. You may now log in and verify your
account by clicking thislinkorcanyingand nacting jt to your browser:

http://ds-

This link can only be uset®o . v 0 log In at http://ds-
connect.org/user in the future using:

username: afialatest
password: your password

-- DS-Connect® team




First few steps...

®
—
D S C o n n eCt About~ News & Events v Resources v Research~ Dashboard Help

The Down Syndrome Registry

I + You have just used your one-time login link. Your account is now active and you are authenticated.

Welcome to DS-Connect!

DS-Connect is a health study about people with Down syndrome where you can fill
out surveys that will help scientists perform research.

In order to access DS-Connect and complete these surveys, you must first consent to
share your information with the study.

1 2 3 4

Provide consent to join Provide basic Complete the Basic Complete additional
the study. demographic Health Survey. health surveys.
information.

Takes about 5 minutes.

Get started




®
D S C o n nECt Aboutv News & Events v Resources v Researchv Dashboard Help Espafiol

The Down Syndrome Registry

Consent to Enroll in DS-Connect Registry

0%

Pl Name: Dr.Joaquin Espinosa

COMIRB#: 24-0396

In this form, we use the words "you" and "your." If you are reading this form and deciding for someone
else, the words "you" and "your" refer to that person, not to you.

You are being asked to be in this research study because you have Down syndrome.

If you join the study, you will be asked to enter an online registry and complete a series of questions
about yourself and about your health/diagnosis. We will reach out once a year and ask you to update your
health information in the registry.

This study is designed to learn more about the demographics, health, and other medical information of
people living with Down syndrome.

Possible discomforts or risks include anxiety, fatigue, boredom or frustration during the completion of the
questionnaires. There may be risks the researchers have not thought of.

This study is not designed to benefit you directly.

Every effort will be made to protect your privacy and confidentiality. Your identifiable information will be
securely stored and only accessible to approved research personnel.

Data sharing is crucial to increasing the speed of Down syndrome research.

We share your de-identified data following National Institutes of Health (NIH) requirements.




| |
Demographic Information
DS-ConnGCt® Aboutv News & Eventsv Resources~ Researchv Dashboard Help  Espafiol

The Down Syndrome Registry

Participant Information

Your Relationship to Person with Down Syndrome *

[ - Select a value - ]
What is your relationship to the DS-Connect participant?

Participant First Name *

E

The first name of the person with Down syndrome aka the "DS-Connect participant”

Participant Middle Name

The middle name of the person with Down syndrome aka the "DS-Connect participant."

Participant Last Name *

E

The last name of the person with Down syndrome aka the "DS-Connect participant"

Participant Sex at Birth *

[ - Select a value - ]

Participant Birthdate *

Date of birth of the participant




Basic Health Survey

®
-
D S C o n n ect Aboutv News & Events~ Resourcesv Researchv Dashboard Help Espafiol

The Down Syndrome Registry

Basic Health Survey

What is the participant's Down sy
O Complete trisomy 21

O Mosaic trisomy 21

O Translocation Down syndrome
O Mosaic Translocation Down syndrome

O Partial Trisomy 21 (only a part of chromosome 21 is present in 3 copies)

O Not tested

O Unsure

How was the diagnosis of Down sy

a

made? (Select all that apply.)

(If you have a copy of the genetic test report that made the diagnosis for the participant with Down syndrome,
you can upload it under the “Attachments” tab on your account page.)

D Prenatal genetic testing (such as triple screen, quad screen, integrated screen, amniocentesis, chorionic
villus sampling (CVS), or test of mother's blood for baby's DNA)

D Genetic testing in baby after birth (such as chromosome analysis, cytogenomic array, or fluorescence in situ
hybridization (FISH))

C] Physical examination by a physician
C] Unsure
[:] Other

What was the participant's age in years when the diagnosis of Down syndrome was made?

( )




Dashboard!

Welcome, TestAnne

Thank you for participating in the DS-Connect® community!

Complete your Health surveys shown on the list below. The ability to see your previously entered information
will become available again in 2025. You will receive updates on the new DS-Connect® via email.

Surveys

Complete health surveys to provide researchers with
valuable data

D Adulthood Survey
Last Completed: Never

Basic Health Survey
Last Completed: Sep 4, 2025

Consent to Enroll in DS-Connect Registry
Last Completed: Feb 10, 2025
D Development Survey
Last Completed: Never
D Gastrointestinal Survey
Last Completed: Never
D Leukemia Survey
Last Completed: Never

D Prenatal and Birth History
Last Completed: Never

D Sibling Survey
Last Completed: Never

D Sleep Survey
Last Completed: Never

Community Data

Explore how your health history compares to that of
the rest of the DS-Connect community

* Basic Health Survey

Healthcare Checklist

Use these checklists to better inform your health care
provider discussions. These checklists are not
intended to replace professional medical advice or
services.

* Current - Checklist - Year 30 to Year 39

Health History Snapshot

Create your own personal health history snaphot and
further discussions with your health care provider.

e Create Health History Snapshot [&,




Upcoming activities

Social media DS-Connect DS-Connect
platforms mobile app podcast

DS-Connect’ The Science of
Down Syndrome

eeeeeeeeeeeeeeeee gistry

. ealt!
Plan
Connect your provider or health plan to view your
lab results, conditions, medications and more.
Connect Provider or Health Plan
@ Connect Devices
Share data from your wearables, apps, and other
eeeeeeee
m =

|||||

Coming soon, Stay tuned, Renowned researchers
e ready to follow us! DS-Connect at your explaining scientific discoveries
thumbtips... in lay terms



A team effort!

Team at the Crnic Institute / University Team at NIH:

of Colorado: Sujata Bardhan
Joaquin Espinosa Melissa Parisi
Angela Rachubinski Linda Garcia
Matthew Galbraith Valerie Cotton
Anne Fiala Rebecca Rosen
Lyndy Bush Artisha Wright
Chelsea Donohoe Renee Goodman

Charlotte Plotzke
Chad McGimpsey

Research Review
Committee:

Niki Baumer
Emily Chesnut
Anna Esbensen
Debbie Fidler
Sharon Krinsky-McHale
Linda Roan

Traci Rosser

Stephanie Sherman

Kyle Bartsch

Daniela Leon-Alvarez
Samantha Baker
Maci Cameron
Caroline Lucas

DS-Connect: The Down Syndrome Registry ("DS-
Connect") is supported by the National Institutes of
Health under Project Number OT2HD117033
administered by the Eunice Kennedy Shriver National
Institute of Child Health and Human Development.

Thank you to the participants and their families!
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