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Learning Objectives
At the conclusion of this session, participants will be able to:
1. Describe the mission and scientific priorities of the NIH INCLUDE 

(INvestigation of Co-occurring conditions across the Lifespan to 
Understand Down syndromE) Project. 

2. Explain how DS-Connect®: The Down Syndrome Registry and the 
INCLUDE Collaboration for Down Syndrome Progress (CDP) can 
accelerate clinical research and improve participant engagement across 
the lifespan. 

3. Discuss the role of community-engaged research in strengthening study 
design, recruitment, retention, and dissemination of research findings.





Why Community-engaged Research?
Improving research by partnering with the Down syndrome community.

Why It Matters

• Ask the right research questions 
• Design studies that reflect real-world needs 
• Improve recruitment and long-term participation 
• Increase trust, transparency, and communication 
• Accelerate translation of research into clinical care



What is the NIH INCLUDE Project?
INCLUDE (INvestigation of Co-occurring conditions across the Lifespan to Understand 
Down syndromE) Project

The INCLUDE Project launched in June 2018 to address a Congressional 
directive that called for a new NIH-wide research initiative on critical 
health and quality-of-life needs for individuals with Down syndrome (DS).

The INCLUDE Project:
• Supports research that investigates conditions that affect individuals 

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

• Aims to increase the number of investigators and trainees studying 
DS.

• Works in partnership with the Down syndrome community to 
identify areas of need and support work that benefits everyone.
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Down Syndrome Funding at NIH, 2010-2025

NIH has invested more than $528 million over the past 
8 years through the INCLUDE Project



INCLUDE Project at a glance

15,800
Individuals with DS 
Represented in the 
INCLUDE Data Hub

600+
Publications

20+
 Community-Engagement and 

Outreach Events Hosted by 
INCLUDE Team Annually

26
Clinical trials

19
IC’s Participating

412
Awards Made











Where is the INCLUDE CDP taking place?

14
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COLLABORATE





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

ds-connect.org

6200+ registered
globally as of

July 2026

Connecting families with researchers since 2013!













Pediatric



Adult





A Central Hub for Approved Research Studies
Studies are approved by a Research Review Committee (RRC) that

includes scientists, physicians,
and community members

RRC review 
and approval



Healthcare Professionals Can Advance 
Community-Engaged Research

Sign up for a
webinar

Promote  
DS-Connect

Submit your 
study request



Upcoming activities
DS-Connected 

workshops
Social media 

platforms
DS-Connect 
mobile app

Partner with us 
to host one!

Coming soon,
be ready to follow us!

Stay tuned,
DS-Connect at your 

thumbtips…





Key takeaways

• The NIH INCLUDE Project is a major 8-year investment in research to 
improve quality of life for people with Down syndrome.

• The Collaboration for Down syndrome Progress (CDP) is a new 
longitudinal, lifespan cohort project under a Common Protocol.

• The revamped DS-Connect Registry is connecting families with 
research opportunities and providing dynamic resources for them.

• Family and self-advocate engagement improves all of our research 
efforts.

• Stay connected through newsletters, share materials about DS-
Connect, and help recruit families for these studies! 
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