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NDSS is creating a world where individuals with 
Down syndrome thrive.

Misson



NDSS supports and advocates for the Down syndrome 
community by focusing on four key pillars:

NDSS Core Pillars

Resources 
& Support Research Advocacy 

& Policy
Community 
Engagement



NDSS Core Pillars

• 1-800 helpline and info email
• Resources and information 

from birth to end of life
• Education, employment, 

health and wellness, aging, 
caregiving, research, and 
more

Resources & Support



• Bridge between research 
and our community

• Sharing research 
opportunities

• Expanding clinical 
trials and access

Research

NDSS Core Pillars



• Federal, state, and local 
advocacy

• Develop and improve laws 
to positively impact people 
with Down syndrome 
across the country and 
affirm their human rights

• Legislative agenda spans 
the life experience of 
individuals with Down 
syndrome

Advocacy & Public Policy

NDSS Core Pillars



• Scholarships, grants, and awards
• National Buddy Walk® Program
• Times Square Video Presentation
• Athlete Ambassador Program
• Virtual Racing for 

3.21 for World 
Down Syndrome Day

• Gala, golf, and more!

Community Engagement

NDSS Core Pillars



• Education
• Employment
• Volunteering
• Financial Wellness
• Aging & Caregiving
• Alzheimer’s Disease
• Regression
• End of Life Care

Today’s topics include:

Resources for Caregivers



• Transition Guide
• Volunteering

Education



Employment

• Financial Wellness
• Entrepreneurship Guide



• Created by NDSS in partnership with 
The National Task Group on 
Intellectual Disabilities and Dementia 
Practices (NTG) and the Alzheimer’s 
Association

• Emphasizes healthy lifestyle and 
coordinating medical care and 
support.

• Includes descriptions of common 
medical conditions in older adults

• Overall, it outlines how to plan for 
“successful” aging

Aging and Down Syndrome: 
A Health and Well-Being Guidebook

Aging



• Created by NDSS in partnership with 
The NTG and the National Alliance for 
Caregiving

• High-level overview of
– Guardianship
– Creating a support plan
– Housing
– Self-care for caregivers

• Helpful tool for older siblings or 
family friends who have recently 
become caregivers

Caregiving and Down Syndrome: A Companion 
Guide to Aging and Down Syndrome

Caregiving



• Emergency Planning
• Support Planning
• Self-Care for Caregivers

Caregiving Toolkit: Supplemental Worksheets 
for Caregiving & Down Syndrome

Caregiving



• Created by NDSS in partnership with 
NTG, and the Alzheimer’s Association

• Discusses biological connection between 
Down syndrome & Alzheimer’s disease

• Arriving at a diagnosis
• Treatment options
• Communication and behavior strategies
• Planning for the future

Alzheimer's Disease and Down Syndrome:  
A Practical Guidebook for Caregivers

Alzheimer’s Disease



• Regression is a growing 
topic within the adolescent 
and young adult community

• Created by NDSS in 
partnership with leading 
expert, Dr. Jonathan 
Santoro

• Short video resource

Down Syndrome Regression Disorder

Regression



• Created by NDSS in 
partnership with NTG and 
the Alzheimer’s Association

• Discusses crossroads and 
decisions that arise in late 
life and at the end of life

• Proactive guidance for 
difficult discussions and 
situations

End-of-Life and Down Syndrome

End-of-Life



Resource Links:

Recap

NDSS Webinars 

• Transition Guide
• Volunteer Resource
• Financial Wellness Guide
• Entrepreneurship Guide
• Aging & Down Syndrome: A Health & 

Wellbeing Guidebook
• Alzheimer’s Webinar with Dr. Rafii
• Caregiving and Down Syndrome
• Caregiving Toolkit
• Down Syndrome Regression Disorder 

Checklist
• Down Syndrome Regression Disorder 

Webinar with Dr. Santoro
• End of Life and Down Syndrome

https://ndss.org/ndss-webinars
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/resources/financial-wellness-guide
https://ndss.org/Entrepreneurship_Guide.pdf
https://ndss.org/Entrepreneurship_Guide.pdf
https://ndss.org/resources/aging-and-down-syndrome-health-well-being-guidebook
https://ndss.org/resources/aging-and-down-syndrome-health-well-being-guidebook
https://ndss.org/resources/aging-and-down-syndrome-health-well-being-guidebook
https://www.youtube.com/watch?v=DNrbflo9Lrc&t=1s
https://www.youtube.com/watch?v=DNrbflo9Lrc&t=1s
https://ndss.org/resources/caregiving-and-down-syndrome
https://ndss.org/resources/caregiving-and-down-syndrome
https://ndss.org/media/2566
https://ndss.org/media/2566
https://ndss.org/resources/regression-down-syndrome
https://ndss.org/resources/regression-down-syndrome
https://ndss.org/resources/regression-down-syndrome
https://www.youtube.com/watch?v=waMNNRnwz40&t=58s
https://www.youtube.com/watch?v=waMNNRnwz40&t=58s
https://www.youtube.com/watch?v=waMNNRnwz40&t=58s
https://ndss.org/resources/end-life-and-down-syndrome
https://ndss.org/resources/end-life-and-down-syndrome


Questions?



Coming Soon!

March 27 & 28, 2026
DCU Center in Worcester, Massachusetts

In Partnership with the Massachusetts Down Syndrome Congress

https://brighterfuturesconference.com/


Coming Up Next:

Webinar Series



Thank you!

Email health@ndss.org
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