DS-Connect’

The Down Syndrome Registry

What is DS-Connect®?

DS-Connect®: The Down Syndrome Registry is a voluntary,
confidential online survey. It collects basic health information about
people with Down syndrome.

The National Institutes of Health (NIH) launched this resource with help
from the Down Syndrome Consortium, a group of self-advocates and
national and international organizations that focus on and support the
Down syndrome community.

Why should | join DS-Connect®?

People who join DS-Connect® can:

 Print out a summary of their health history.

o Compare the growth of a person with Down syndrome to standard growth
charts for people with Down syndrome.

 Find healthcare providers for people with Down syndrome in their area.

 Help providers who care for people with Down syndrome improve that care.

o See trends in the overall health of people with Down syndrome, based on
answers to questions in DS-Connect®.

o Learn about new studies that people with Down syndrome can join.

« Stay up to date on healthcare guidelines for people with Down syndrome.

o Connect with scientists who study Down syndrome.

 Help scientists develop new treatments for people with Down syndrome.

How do | join DS-Connect®?

1. Visit https://DSConnect.nih.gov.

2, Select the Join the Registry link on the homepage.

3. Set up an account by creating a username and password.
4. Complete the consent/assent form.

Once you've created a profile, tell us about the person with Down syndrome
and his or her health by answering questions and completing surveys.

Joining is easy, confidential, and secure.

Questions?

You can reach us at DSConnect@nih.gov or at https://DSConnect.nih.gov.
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Down Syndrome Consortium

DS-Connect® is funded by NIH and supported
by the Down Syndrome Consortium,
which includes the following members:

m) National Institutes of Health
Down Syndrome Working Group

=aaidd @AUCD

American Association

American Academy
of Pediatrics

DEDICATED TO THE HEALTH OF ALL CH

CONGRESS

.‘\" NATIONAL
K DOWN SYNDROME

on Intellectual and
Developmental Disabilities

DOWN SYNDROME

AFFILIATES IN ACTION

ASSOCIATION OF UNIVERSITY CENTERS ON DISABILITIES

Special ﬂ.ﬁ_ ﬁﬁo

Olympics r§§'ﬁ?‘

alzheimer’s Q)Y association'
DOWN SYNDROME FOUNDATION®

~ 2% International
\ Mosaic Down Syndrome
) . @, Association

7Y Jérbme Lejeune o
2> 9F O UNDATION
¢ research, care, advocacy

IG-USA’

Down Syndrome Medical Interest Group-USA

= DOWN
SYNDROME
FOUNDATION

nd;

DSi

Down

Self-
advocates

Ontg

Syndrome National Task Group

International on Intellectual Disabilities

and Dementia Practices

national down syndrome society
n l SS@

June 2019






