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The NIH

The U.S.'s national medical research agency
based in Bethesda, Maryland

The world’s largest funder of biomedical
research

Made up of 27 separate research institutes
and centers

90% of funds go to university research
institutions based on peer review of grant
applications

m National Institutes of Health
Turning Discovery Into Health







The INCLUDE Project
Goals

Launched in 2018 under a Congressional
Directive to address critical health and quality
of life needs for those with DS.

INCLUDE is investigating conditions that

affect individuals with DS and the general
population, such as Alzheimer’s disease, autism,
cataracts, celiac disease, congenital heart
disease, and diabetes.

The project will also increase the number
of investigators/trainees studying DS.

The project will engage with those with DS and
their families from diverse backgrounds.




INCLUDE Project

Three components:

1. Conduct targeted, high-risk, high-

reward basic science studies on chromosome 21.

2. Build a large cohort of individuals
with Down syndrome for comprehensive analysis
and biomarker evaluation.

3. Include individuals with Down syndrome in
existing and future clinical trials.

Component 1
Basic Science

Component 2

Cohort
Development

Component 3

Clinical Trials




Down Syndrome Funding at NIH, 2011-2022

FY INCLUDE | Non-INCLUDE | Total DS
($M) DS ($M) ($M)
23 37 60

® INCLUDE Awards = non-INCLUDE DS Awards
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The NIH has invested $258 million in the past 5 years on 270 new projects for INCLUDE




What has INCLUDE
done so far?

Study the causes of acute lymphoblasticleukemiain
childrenwith DS

Study hearingloss across the lifespanin those with DS

Study language acquisition and articulation in children
with DS

Develop and validate cognitive measuresinthe NIH
Toolbox for childrenwith DS.

Develop a Behavior Inventoryfor Down Syndrome
(BIDS) for children and adolescents with DS in English
and Spanish.

Study the causes of congenital heartdiseaseininfants
with DS, and whether heart surgeryimpactstheir
neurodevelopmentand behavior

Study a cohort of adults with DS to identify biomarkers
of neurodegeneration and riskand resiliencefactors
for Alzheimer’'s disease



New NIH Research Plan for Down Syndrome

NIH finalized the Research Plan for its INCLUDE Project
NIH INCLUDE Down Syndrome and related DS research.
Research Plan

Highlights of the plan include the following:

= Public and DS community input in the new and revised goals
and objectives

= Emphasis onincreasing diversity of researchers and research
participants

= New information about DS research training

» Detailed review of NIH research projects conducted between
2014 and 2020, and a bibliography with 590+ scientific
articles

» Findings from research on COVID-19 in individuals with DS

Available for download on the INCLUDE
Project website: nih.gov/include-project/include-project-
down-syndrome-ds-research-plan



https://www.nih.gov/include-project/include-project-down-syndrome-ds-research-plan
http://www.nih.gov/include-project/include-project-down-syndrome-ds-research-plan
http://www.nih.gov/include-project/include-project-down-syndrome-ds-research-plan

INCLUDE

Data Coordinating Center

IncludeDCC.org 4«

Improving the quality of life of
people with Down syndrome

The INCLUDE Data Coordinating Center (DCC) is making it easier for
scientists and the Down syndrome community to work together. Matching
the latest technology with shareable resources, researchers use the Data

Hub to enhance healthcare and change lives.

Learn More Contact us

DATAPORTALCORE DATA MANAGEMENT CORE

Manage data
collection,
processing and
harmonization

Facilitate access
to and analysis of
data via web portal
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Thirteen
Clinical
Trials
Funded by

INCLUDE

Sleep & Apnea (OSA)

« Medicationsfor OSA to improve cognition in childrenwith DS

« Effects of hypoglossal nerve stimulation on cognition and language in DS
« Positive airway pressure for OSA in children with DS

« Home Sleep Apnea Testing Comparedto In-lab Polysomnographyfor the
Evaluation of OSA in Children with DS

« Self-Supporting Nasopharyngeal Airway Treating Upper Airway Obstruction in Hypotonia

« A Personalized Surgical Approach for the Treatment of Childrenwith Obstructive
Sleep Apnea and Small Tonsils

« Randomized Controlled Trial of Oxygen Therapyin Children and Adolescents with
DS and OSA

Alzheimer's Disease & Aging

+ ClinicaltrialstopreventAlzheimer's Diseasein DS

« Addition of GM-CSF/sargramostim treatment to improve cognitionin DS
« Thelmpact of Weight Loss on Alzheimer’s Disease Risk in Adults with DS

Immune System Dysregulation
* JAKinhibition for treatmentof DS skin conditions

Neurodevelopment

« Mechanisticinvestigation of therapies for Down Syndrome Regression Disorder
« Evaluatingassessmentand medication treatment of ADHD in children with DS



Sleep and Sleep-disordered Breathing in

People with Down Syndrome

'

Marishka K. Brown, Ph.D.

Director
National Center on Sleep Disorders Research
National Heart, Lung, and Blood Institute
National Institutes of Health

51st National Down Syndrome Congress Annual Convention
e July 22, 2023

% c National Heart, Lung,
%’s}v and Blood Institute
g



Overview: Sleep and Sleep Disorders in People with

Down Syndrome (DS)

Sleepin DS

= Obstructive Sleep Apnea (OSA)
= Consequences of OSA

= SleepClinical Trials supported by
INCLUDE DS

= Research Gaps and Potential
Opportunitiesin sleep and DS research

National Heart, Lung,
and Blood Institute

Image Source: http



https://www.downs-syndrome.org.uk/about-downs-syndrome/lifes-journey/children-families-and-education/

Sleep is Required for Optimal Health and Well-being

= Sleep is required for:
= Neurodevelopmentand cognitive
processes.
= Maintaining a healthy weight.

= Optimal health and performance
trajectories.

= Deeper stages of sleep play an important
role in learning by promoting the
consolidation and integration of memory
and significantly affect behavior.

Image Source: https://downsyndromealabam /

= Undermining development could be a
burden for life.

National Heart, Lung,
and Blood Institute


https://downsyndromealabama.org/

Sleep in People with Down Syndrome

Pediatric

Research has found that sleep problems
were significantly greater in the children
with DS compared to the general
population.

Sleep problems included:

Sleep-disordered breathing is the most reported sleep disorder in people living with DS

difficulty settling at bedtime
resistance to going to bed
nighttime awakenings
co-sleeping with parents or siblings
insomnia

parasomnias

Adult

In adults with DS, with DS, the prevalence of
behavioral sleep disturbancesranges from 13

to 86%.

Studies have found that adults with DS have
less rapid eye movement (REM) sleep.

About a third of adults living with DS
experience difficulties initiating sleep,
frequent night-time awakenings, talking in
sleep, and/or restless sleep.

National Heart, Lung,
and Blood Institute



Sleep-Related Disordered Breathing (SDB)

= SDB has a spectrum of severity from primary
snoring to obstructive sleep apnea (OSA).

Normal
. . . . breathing
= Characterized by abnormal respiration during
sleep.
= Most common form is OSA.
] . .. Snoring - Partial
= OSAis a common co-occurring condition of DS. obstruction
= Prevalence of OSA in people with DS ranges from ~ 54 of the-alrway
- 90%.

= Difficult to diagnose because early subtle signs can
be missed, and sleep studies can be challenging.

= Primary treatments are adenotonsillectomyand

continuous positive airway pressure (CPAP), which are OSA - Complete

not cures. obstruction
of the airway

National Heart, Lung,
and Blood Institute



https://mdadental.com/Sleep-Dentistry/Obstructive-Sleep-Apnea
https://mdadental.com/Sleep-Dentistry/Obstructive-Sleep-Apnea

Sleep Disorders Increase Medical Risks

Stroke I Hypertension{’

~ Sleep Disorders ~ . y

Sleep
I

Wx ﬂgw%d”"

Years from inclusion i}

Dementia / \

o Dia betes @

N
o
1

AHI 25

g

o
1

g

Percent of stroke cases
)
1

[ Event [sacz NN
| i
B EBE
sss983 § 38§
{

&

Curmulative Incidenca, %

2s o3

1

E

"‘g " g 1401 40

S H R 32%

2 S 1304 30 |- TR

¥ 30- 2 YT U1\ s

= 2 19.5%

E 5 1204 .

od 20 ] 15

= g

= 2 110

= 10+ 3 10 |- Women

E Men

1001

EE D_ T T T T T T T T o 1 l l . '

<75 75-89 =89 4 5 6 7 8 9 10 1 18.25 26-35 31645 4655 56+

Sleep Efficiency, % Sleep Duration, hours/day National Heart. L
ational Heart, Lung,
and Blood Institute



INCLUDE DS: Clinical Trials to Treat Sleep Disordered
Breathing

National Heart, Lung,
and Blood Institute




Updates: Early Findings and New Multi-site

Clinical Trials

Sleep Medicine 107 (2023) 179186

Contents lists available at ScienceDirect

Sleep Medicine

journal homepage: www.elsevier.com/locate/sleep

Caregiver experiences helping children with Down syndrome use
positive airway pressure to treat obstructive sleep apnea

i

Melissa S. Xanthopoulos * > %", Maria N. Nelson ¢, Whitney Eriksen ¢, Frances K. Barg ©,
Kelly C. Byars ', Stacey L. Ishman “# ™' Anna J. Esbensen “, Jareen Meinzen-Derr *
Christine H. Heubi ®# ™', Neepa S. Gurbani ©', Ruth Bradford ?, Suzanna Hicks
lgnacio E. Tapia *'

ClinicalTrials.gov Identifier: NCT04132999

Enrollment expected to begin

Late Summer/ Early =~ )
Fall of 2023

National Heart, Lung,
m) and Blood Institute
ClinicalTrials.gov Identifier: NCT05508971




Sleep Research Gaps and Select Future Opportunities

100 -

90 = Research Gaps:
0p]
g 80
= = Research needed to study sleep
S 70 health in persons living with DS
‘_é 60 across the lifespan.
o
s N = Limited data on adults with DS
o outside of OSA.
&) 40
o
:Es 30 = Sex and/or gender differences
< 20 in sleep and sleep disorders.

10 A .

= Further research into the study
0 of circadian rhythms in DS.
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F|Scal Year National Heart, Lung,
and Blood Institute




Perspectives
from a Research
Participant

Linda Roan and her
daughter, Miah




Down Syndrome Regression Disorder (DSRD):

A Race Accelerated by
the INCLUDE Project

Jonathan D. Santoro, M.D.

Director of Neuroimmunology

Director of Research, Neurologic Institute
Associate Professor of Neurology and Pediatrics
Children’s Hospital Los Angeles

Keck School of Medicine of USC

A %
Children’s -
HOSP ”G I National Institutes of Health

I. O S A N G E I- E S Turning Discovery into Health




History of Down Syndrome Regression Disorder (DSRD)

 First report by Rollin (1946) where he
described a condition called “catatonic
psychosis” in institutionalized adolescents
with Down syndrome.,

 Individuals had “appropriate” development
and then experienced an unexplained
behavioral change

- Symptoms reported as: agitation, aggression,
incontinence, apathy, mutism, social
withdrawal, psychosis and catatonia




H i StO ry Of D S R D, CO n ti n U Ed Inappropriate Behaviour &

Poor Social Skills

. . . e . Losa of Testa Problems with Daily
 In 2000, Kerbeshian and Burd described “autistic-like St Living Skils
regression” in an 8-year-old girl with DS. She had loss of social N —
and communication skills, loss of cognitive functions, and a Other Sensations -
atigue/Sleep

rapid-onset insomnia.

Disturbance

« Several other case reports were reported, all with similar iy
features. Problems

Epilepsy

 Subsequently, Worley (2015) and Mircher (2017) presented e
similar case series and characterized DSRD as onset of “autistic Diffcultes
regression,” cognitive decline resulting in a dementia-like state,

Hormone
Problems

occurring at an older age than autistic regression, and no T P
other established diagnosis to explain the condition. New Learning
Inability to
Understand

Emotional
Problems

Personality

Cognitive (thinking) -

Problems

Worley G, et al. Down syndrome disintegrative disorder: new-onset autistic regression, dementia, and insomnia in older children and adolescents with
Kerbeshian J et al. Comorbid Down’s syndrome, Tourette syndrome and intellectual disability: registry prevalence and developmental course. J Intellect Disal



From Phenotyping to intervention

« Cardinale et al., reported on four patients with
DSRD responding to a variety of
immunotherapies in 2019.

 This rapidly advanced to two larger studies
(Santoro JD, et al. (2022) and Santoro SL, et al
(2022)) of 72 and 55 patients identifying a variety

Since the last visit, has your patient received any of the following to address regression?*

| Managementor
treatment of
medical
comorbidities?

//”’77\\\\,\\\._

_-A/A
|
™S? l

[ 163 visits (for 45 unique patients) l

-

—
———

ECT? J Behavioral

management?

s
Pharmacologic

IG? ’
management?

| 124 visits (40 pts) \

)

Account for ] Remaining

[ O(OIpts) | I 11(61pts) ‘ [24visltsl(11 pzsﬂJ 125visitls(6pts)
|

I

T

| |

Did that treatment coincide with improvementin regression symptoms? ]

change? untreated
conditions?
Yes, pzfrFlaIIv: Yes:
6 visits 3 Visits
4
(4 pts) (2 pts)

of potential therapeutic options. Table 3 Therapeutic esponses

\.‘ G
|  Ongoing: Ongoing: Ongoing:
2 visits 5 visits 23 visits
(2 pts) (4 pts) (19 pts)
Yes: 8 visits Yes: 2 visits Yes: 23 visits Yef:_
(6 pts) (2 pts) (5 pts) Raicls
(23 pts)

FIGURE 2 Management of patients with unexplained regression in Down syndrome (URDS), and if that management coincided with
improvement in symptoms. Patients = pts; *Patients could receive more than one type of management at a single visit.

Therapy type® Utilization (n (%)) Effectiveness (n (%))

Any neurodiagnostic abnormality vs
normal workup

All patients (n =72) Any neurodiagnostic EEG/MRI/CSF X?value pvalue Odds ratio (95%Cl)
abnormality (n =29) normal (n=

43)
Antidepressant 45 (63%) 22 (49%) 4/16 (25%) 18/29 (629%) 567 0.02 0.20(0.05-0.79)
Antipsychatic 52 (72%) 32 (61%) 9/19 (47%) 23/33 (7086) 254 012 039(012-1.26)
Benzodiazepines 63 (8/%) 49 (779%) 18/24 (/5%) 31/39 (79%) 017 042 0./7(023-259)
ECIT 49 (68%) 36 (/4%) 6/15 (409%) 30/34 (88%) 1242 0.01 0.09 (0.02-0.39)
Nutritional therapy 29 (40%) 0 (0%) 0/13 (0%) 0/10 (096) 0 10 n/a
Immunotherapy 43 (599%) 747120 (62%) 55/74 (74%) 19/46 (419%) 1004 <0.001 4.11(1.88-9.02)
Steroids 39 (54%) 14/39 (36%) 10/24 (42%) 4/15 (279%) 090 034 1.96 (0.48-7.99)
Mg 43 (59%) 38/43 (88%) 24/26 (92%) 14/17 (82%) 0.05 033 257(038-17.31)
Anti-CD20 19 (26%) 9/19 (47%) 9/11 (81%) 0/8 (0%) 989 0.01 49,5 (3.84-638.43)
MMF/AZ 19 (26%) 13/19 (68%) 12/13 (92%) 1/6 (179%) 1217 0.01 60.0(3.10-1159.84)

@ Patients may have received multiple therapeutic interventions creating a higher “n” with regard to the treatment interventions by class

AZ Azathioprine, CSF cerebrospinal fluid, EEG electroencephalogram, ECT electraconvulsive therapy, MRI magnetic resonance imaging, MMF mycophenolate mofetil



Biomarkers of Disease and Response?

« Arriving at the most likely reason for regression in a person with

Down syndrome is very important as the available therapies vary
widely depending on the explanation.
« Remember, mimics of DSRD can occur!

Emerging evidence supports that neuroimaging (MRI) and
cerebrospinal fluid (CSF) biomarkers are likely to aid in the prediction
of who is most likely to respond to immunotherapy

Up to 30% of individuals with DSRD compared to 8% in age-matched
controls (n= 233) have SWI imaging abnormalities. The odds of
response to immunotherapy with these findings is up to 9x higher than
when not present.

CSF abnormalities, when present, similarly result in a 12x higher
rate of response to immunotherapy




Immunotherapy
Responsiveness!

Prospective studies have verified the
efficacy (does it work) of IVIg in
individuals with DSRD with over 75% of
patients responding to treatment after
three months

After one year of therapy, about 50% of
individuals continue to have benefit
even after the medication is stopped.

Yet the other 50% continue to need
treatment.... why?

Mean
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Biomarker Importance

« The risk of relapse when IVIg is stopped
is highest in patients who have
neurodiagnostic abnormalities.

« These were also the same patients that

were more likely to respond to therapy in
the first place.

« This may indicate that patients with
neurodiagnostic abnormalities are more
likely to be experiencing chronic immune
dysregulation causing the symptoms.

Percent

60

50

40

30

20

13.0

No Relapse

16.7

57.4

EEG Abnormality
[ | MRIAbnormality
- LP Abnormality
- Any NeuroDX Abnormality
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18.5 18.5
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Cholinergic
Agents

Antidepressants

Antipsychotics

Electroconvulsive
Therapy

o



Knowledge Gaps

« Whatis the cause of DSRD, and does it differ in
each individual?

Immunologic

Immune System

* Are there easy to obtain biomarkers that can

help identify the best treatments for those
with DSRD?

Neurologic

« |Isthere a way to prevent DSRD?

Endocrinologic
(Hormones)



How is the INCLUDE Project moving DSRD Research forward?

1t | 141 1914

Studies the Studies the Studies the
safety of medication safety and safety,
and treatment on effectiveness on effectiveness and
people. people. dosing on people.




Clinical Trial for mechanistic investigation of therapies for DSRD

Three goals:

1. To define the relative safety profile of
Lorazepam, IVIG, and Tofacitinib in DSRD.

2. To compare the efficacy of Lorazepam, IVIG,
and Tofacitinib in DSRD.

. . . : Is it safe?
3. To investigate potential mechanisms

underlying DSRD and its response to therapies. Is it effective?

What is the mechanism?




Multi-Center Collaboration

A collaboration between
The Linda Crnic Institute, Children's Hospital Colorado, and Children's Hospital Los Angeles

Principal Investigators:

4

>/ /|
Dr. Santoro Dr. Espinosa
Co-Investigators: Consultants:

Kammeyer Galbraith Sanders Tartaglia Charoensook

Funded by:
m National Institutes of Health
Turning Discovary Into Heallh

THE INCLUDE PROJECT



Summary of Study Design

@]l University of Colorado
Anschutz Medical Campus

* Only individuals with Down Syndrome Regression Disorder (DSRD)

Children’s
Hospncl
LOS 'ANGELES

» Ages 8-30 years
« 12 weeks (3 months) of treatment with one medicine

* 60 participants total, 20 on each medicine

» Two sites, Denver and Los Angeles, 30 participants each




A Phase Il, three-arm, open-label, research intensive trial

Lorazepam IVIG Tofacitinib
Brand name: Ativan Brand name: Gammagard Brand name: Xeljanz
Benzodiazepine Intravenous Immune Globulin JAK inhibitor
' Ativan 2 7
‘ (Lorazepam) a , n o e BEE [ LE) 2@ Lo L
o - e ALabib
= L= ;¥§ i T3
2 S & 8y
All three medicines studied in this trial are already FDA-approved for other medical
conditions

The power of ‘drug repurposing’: this study benefits from extensive available data for all
three drugs

Open label: participants will know which medicine they are taking

No placebo arm



Why compare these three medicines?

A subset of DSRD cases are associated with signs of immune
dysregulation affecting the central nervous system (CNS).

Is DSRD an autoimmune condition, like autoimmune
@ encephalitisor alopecia? Is there a shared mechanismbehind
multiple autoimmunediseases in persons with Down

syndrome?

What is the value of immune therapies relative to psychiatric
medicines?




Why compare these three medicines?

« Who would benefit the most from which medicine?

« What are the diagnosticcharacteristics that could
predict a good response?

* Are there ‘biomarkers’'in the blood or spinal fluid that
could match each participantto their best
therapeutic option?

- Developing a personalized medicine approach for
the treatment of DSRD




A research-intensive clinical trial

* Blood samples and cerebrospinal fluid samples will be
collected for deep analysis using cutting-
edge technologies.

» Each participant will undergo significant testing to
monitor for potential improvements in diverse areas of
brain function.

« A multidisciplinary team with expertise in psychiatry,
neurology, psychology, immunology, genetics, and
molecular biology will analyze the data.




Important Facts

A

Recruitment is ACTIVE right now! Our first patient enrolled in
June 2023.

(/Important! '

- Aninterim analysis will be completed after recruitment of the
first ~20 participants, before scaling up to ~60 participants.

- Travel and lodging assistance will be provided.

« Participation in the trial will not prevent participants from

receiving other medicines (including those tested in the trial) after dsresearch@chla.usc.edu
the trial.

dsresearch@cuanschutz.edu



mailto:dsresearch@cuanschutz.edu
mailto:dsresearch@chla.usc.edu

The DSRD Timeline L

« The last four years have resulted in DSRD Criteria
remarkable progress on the diagnosis and
treatment of DSRD!

INCLUDE Project
« Multiple INCLUDE initiatives have helped Funding for DSRD

. . . e Clinical Trial C R t
CHLA investigate neurologic conditions nicat e ase Reports

including stroke and moyamoya disease in
addition to DSRD.

Case Series

« Through multi-center collaborations,
investigation into the shared mechanisms
causing these conditions and how to treat
them is now underway.

Immunotherapy
Responsiveness

Rollin Report
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DS-Connect®
The DS Registry

International =

Community dsi Conference
Engagement & FE P
Outreach R i

National Institutes of Health

Turning Discovery Into Health




DS-Connect® The Down Syndrome Registry
A secure, confidential, online survey tool to collect basic
information about people with Down syndrome

m) National Institutes of Health
Turning Drscovery Into Health

English | Esparol @) [
Join DS-Connect and encourage other families to
sign up!

Help us reach our goal:
*10,000 participants by September 2023, the 10-year
anniversary of the Registry

DS-Connect® is a powerful resource where people with

. g
Down syndrome and their families can:

» Connect with researchers and health care providers.

« Express interest in participating in certain clinical studies on Down syndrome, including studies of new medications and other treatments

+ Take confidential health-related surveys. These surveys are aimed at better understanding of the health of people with Down syndrome across their

e Available in
Set up a Professional Account Informacién en espafiol S . h
panis

ME

dsconnect.nih.gov

Launched 2013:
~5,804 registrants globally as
of June 2023



Part|C|pants IN the DS-Connect® Reglstry
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How secure is it?

« Meets stringent data security requirements to

protect personally identifiable information

« ~ 250 security controls are checked regularly (FISMA
moderate level)

« Information is encrypted

- Password requirements (at least 8 characters long, 1
upper case, 1 lower case, 1 symbol, 1 number)

« Example: P@ssword3

« Passwords must be changed every 10 months

» No social security info is collected

* No personal bank account info is collected

dsconnect.nih.gov



Multiple Survey Modules

“Trigger Questions” that lead v' Sibling Survey
to other surveys v" Thyroid Survey

v' Heart Survey

v' Sleep Survey

v’ Skeletal Survey

v’ Gastrointestinal Survey

v Diabetes Survey

v Celiac Disease Survey

v Leukemia Survey

v' Development Survey

v Prenatal and Birth Survey
—> v' Adulthood Survey
Availableto adults4 —— v Men’s Health Survey

— v Women's Health Survey

urvey for 12-30yo — v’ Transition to Adulthood Survey

dsconnect.nih.gov



What does it mean to participate in research?

Take a survey of your experiences

Answer a questionnaire about health issues
Record data from an activity tracker or watch
Participate in a clinical study of an intervention
Be in a clinical trial for a new drug or medication
Participate in an “INCLUDE"” study

# Any of the above! It's your choice

poooon

dsconnect.nih.gov



Resources on DS-Connect® Registry
Access the health care provider list

LOGOUT NEED HELP?
National Institutes of Health
Turreng Decovery

e Englsh | Eseanel @) [ &

[ ]
~864 now listed

Healthcare Providers

Search the directory for your heaith care provider(s) by name, specialty, city or state (2 letter abbreviation). if your health care provider is not in the
directory, use the Add a New Health Care Provider link 1o add them in the directory. Note that you will need to search for each physician individually before
the Save bution will be enabled.

Please note that this st of does not imply or of their services.

“Leave fieids biank to st all providers

Name Specialty City State

select

Country

Search

Terms & Conditions | Privacy Policy | Accessibility | FOIA | ContactUs | NIH...Tuming Discovery info Health | Site map
Vulnerability Disclosure

Copyright © 2023, US Department of Health and Human Services - All Rights Reserved

dsconnect.nih.gov




Access the Health Care Recommendations
personalized for the person with DS

& GLOBAL

| ,g- & GLOBAL

OOOOOOOOOOOOOOOOOOOOOO

Medical Care Guidelines for
Adults with Down Syndrome

American Academy (fas?)
of Pediatrics o

®
DEDICATED TO THE HEALTH OF ALL CHILDREN™

Children with Down Syndrome:
Health Care Information for Families
(AAP)

Links to AAP checklists

@ healthy children.org

Aging and Down Syndrome: A Health
& Well-being Guidebook (NDSS)

Health Core Information for Fomilies of Children with Down Syndrome

Q" Age: 13 2 21 Yeors oe Older

Hﬁ S.

Alzheimer's Disease & Down Syndrome:
A Practical Guidebook for Caregivers (NDSS)

~
LA OPROTINE I Rave ety Wl Care OMCR LS. These vwes will 20041 i choung your child s nealh, g ihoty
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Find Clinical Trials
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Find Down Syndrome Clinical Trials

Search for NIH-funded clinical trials related to Down Syndrome

Filter by:

Location: | | Age | w

See all NIH-funded Down Syndrome clinical trials €

To search all clinical trials, visit clinicaltrials.gov
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Diversity, Equity, Inclusion, and Accessibility (DEIA)

First INCLUDE Project DEIA
Webinar held last month!

Visit the NIH INCLUDE Website to
access the recording:
nih.gov/include-project

The NIH INCLUDE Project DEIA Webinar Series

Register for our upcoming webinar!
Value of Diverse Perspectives in Down Syndrome Research

Monday, June 26, 2023 | 1:00 - 2:30 p.m. ET

SRS
ﬁ Scan to register today
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Building trust and establishing positive
relationships
between researchers and the DS community
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Annual Biomedical VI Iberoamerican Down
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