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DS-Connect®
What it is:  

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

Features:

• Collects information from individuals with DS globally

• Provides a database and educational system for those with DS

• Enables researchers to use de-identified data to develop studies on the medical 
issues and treatments for DS

People with DS and their families can:

• Connect with researchers and health care providers.

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

• Participate in clinical studies on Down Syndrome, including studies of new 
medications and other treatments.



Who knows 

them best?



YOU!!



A new model: Family-centered 
registries Foundations, Institutions, or the 

Government sponsor registries, act as 
the trusted gatekeeper.

Families or Self Advocates register and 
provide health history information.

Coordinators may curate data, answer 
questions, assist with participation.

Clinicians/Researchers have access to 
aggregated, de-identified data.

Industry uses the de-identified data for 
study planning  and pre-screening for 
enrollment.

Slide compliments of Kyle Brown, PatientCrossroads





Your/your child’s information is valuable, 
even if you choose not to participate in a 
clinical trial…



A partnership with families…

• What do Families want?
Document the growth of my child



A partnership with families…
Access the health care provider list



A partnership with families…

Print out their child’s medical history



Why should I care about research?
• People with Down syndrome are living longer, 

largely due to improved medical treatments

•In 1959, the life expectancy of a person with DS in the US was 9 years. 
•In 1983, the life expectancy of a person with DS was 25 years. 
•In 2007, the life expectancy of a person with DS was 50+ years—

an increase of 456% from 1959!



Why should I care about research?
• Children with Down syndrome have improved cognition 

due to educational and early intervention programs

• These programs:
• build on a child's strengths

• strengthen those skills that are weaker

• Part of IDEA Legislation



Why should we care about research?

• Children and adults with Down syndrome are 
getting recommended sleep studies 

• Those with sleep disorders can get treatment to 
improve learning and memory

• Dr. Jamie Edgin’s “Arizona Sweet Dreams Study”



DS Consortium Members 

National Human Genome 

Research Institute (NHGRI)

The National Institute of Diabetes and 

Digestive and kidney Diseases 

(NIDDK)

National Institute of Dental and 

Craniofacial Research (NIDCR)

Self Advocates



DS-Connect® Home Page

Launched Sept. 6, 2013



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



Registration page for individuals and families



DS-Connect®: Provide Consent



Sharing and Contact Preferences



Multiple Survey Modules
• Initial Health Questionnaire

• Thyroid Questionnaire

• Heart Questionnaire

• Sleep Questionnaire

• Skeletal Questionnaire

• Gastrointestinal Questionnaire

• Adulthood Questionnaire

• Diabetes Questionnaire

• Celiac Disease Questionnaire

• Adulthood Questionnaire

• Men’s Health Questionnaire

• Women’s Health Questionnaire

• Leukemia Questionnaire

• Development Questionnaire

• Prenatal and Birth Questionnaire
Available to all registrants

Initial Health Survey with 

“Trigger Questions” that lead

to other surveys: 

{

Launched Dec 2014



Current DS-Connect® Registrants: 
North America

2959 as of April 18th, 2016



Current DS-Connect® Registrants: 
Ohio

Using Coordinator search function

Ohio - 127 as of April 18th, 2016

Cincinnati - 19 participants



Explore the data: demographics



Explore the Data: Sleep



Portal for Professionals

• No direct access to Registry participants

• Registry Coordinator will contact eligible families about the study or trial

• Participants can choose whether to contact investigators to join

Link available on home page



Examples of Research Requests
• Study sleep in children with Down syndrome

• Study obesity and risk of diabetes in children with 
Down syndrome

• Test blood samples from infants with Down 
syndrome for thyroid problems

• Online survey of parent experiences in feeding 
their children with Down syndrome

• Phone interview of parents to learn how children 
with Down syndrome find their way



What Can I Do to Help?

• Sign up!

• Spread the word

• Electronic Toolkit available:
• Video Testimonial-YouTube

• Facebook info-cards

• Badges

• Tweets

• Flyers

• All resources free of charge

• Contact us at:

DSConnect@nih.gov


