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National Institutes of Health (NIH) 



Agenda 

Round Robin: Updates from Consortium members
DS-Connect® Updates: Outreach, Video

testimonial, New surveys, Glossary
Professional Portal Demonstration
NIH Research Plan on Down Syndrome
Outcome Measures Workshop
Adding New Members



A Brief History of DS-Connect®

 2010: Meetings were held to discuss a registry…

 2011: DS Consortium founded by NIH

 2012: Contract awarded to PatientCrossroads

 Sept. 2013: DS-Connect™ launched

 Oct. 2014: Registered trademark approved (from DS-Connect™ to DS-Connect®)

 Dec. 2014: Professional Portal launched!!!

 2015: Coming soon: Spanish DS-Connect®, Mobile App



Outreach 
LuMind Challenge: 226 signed up in the month of

October



Outreach 
NDSC

e-Newsletter



Outreach 
NDSS

website



Outreach 
GDSF magazine:
  “Down Syndrome WORLD” 



New Ad 



Other Outreach Activities 
 Attended Conferences, webinars:

 September 18-19: International Clinical Conference Jérôme Lejeune,
Paris, France

 October 3-5: IMDSA Meeting, Williamsburg, VA
 October 11: DSNMC Buddy Walk, Rockville, MD
 October 15: Webinar for LuMind Challenge

 Upcoming Conferences, webinars:
 March 5-8: DSAIA Leadership Conference, Las Vegas, NV
 March 21-23: 321 econference webinar
 March 25-27: American College of Medical Genetics Meeting (ACMG),

Salt Lake City, UT
 May 19: Down Syndrome Alliance of the Midlands, Omaha, NE
 June 25-28: NDSC Annual Convention, Phoenix, AZ

 Other opportunities to partner?



Participants in North America 



Goal Gauge 

January 6th, 2015 



DS-Connect® Video Testimonial 

Available on YouTube 



New Survey Modules Developed 
Initial Health Survey with  
“Trigger Questions” that lead 
 to other surveys:  
 

• Initial Health Questionnaire 

• Thyroid Questionnaire 

• Heart Questionnaire 

• Sleep Questionnaire 

• Skeletal Questionnaire 

• Gastrointestinal Questionnaire 

• Adulthood Questionnaire 

• Men’s Health Questionnaire 

• Women’s Health Questionnaire 

• Leukemia Questionnaire 

• Deceased Questionnaire 

• Diabetes Questionnaire 

• Celiac Disease Questionnaire 

• Development Questionnaire 

• Prenatal and Birth Questionnaire Available to all registrants { 
 
 



New Items Added to the Top Menu  

 DS-Connect®: Who We Are

 Glossary

 For Professionals



Portal for Professionals-LIVE!! 
• 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



Professional Portal: Tiers of Access 

Access Level 1: View data identical to
Registrants’ view and can perform more detailed
searches of de-identified data

Access Level 2: More complex searches, de-
identified row-level data, or to collect new data

Access Level 3: For study posting or recruitment



Future Developments 
Spanish language version

Mobile Device Compatibility

Expanded resources section:
– ClinicalTrials.gov and About Clinical Trials
– Healthychildren.org information for families by AAP

Customizable functions on participant account:
– Educational component
– Health care reminders
– Messages about the Registry

Link to biospecimen repositories via GUID



 Original NIH Research Plan released in 2007
 2014 revision: update the goals and

objectives for NIH-supported research on 
Down syndrome  

 Led by NIH DS Working Group (Lisa Kaeser
and Mary Lou Oster-Granite) with input from
the scientific, family, advocacy communities,
including the DS Consortium

 Extensive bibliography of NIH-funded
research

5 major sections: 
1. Pathophysiology of DS and Disease Progression
2. Down Syndrome-Related Conditions: Diagnosis, Screening, and Functional

Measures
3. Treatment and Management
4. Down Syndrome and Aging (new)
5. Research Infrastructure

Just published in November! 
https://www.nichd.nih.gov/publications/pages/pubs_details.aspx?pubs_id=5865 

https://www.nichd.nih.gov/publications/pages/pubs_details.aspx?pubs_id=5865


Outcome Measures in Down Syndrome 

Significant need in DS research community
NIH-sponsored workshop:

– April 23-24, 2015
– Washington, DC area

Modeled off comparable Fragile X activity



Get DS Connected! 

https://DSConnect.nih.gov 

https://DSConnect.nih.gov
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