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When we empower 
individuals and families 

from all demographic 
backgrounds, 

we reshape the way 
people understand 

and experience 
Down syndrome



Dear Members and Friends,
At the NDSC, 2014 was all about serving more families, and doing it better and smarter than ever before.

We know that one of the largest gaps in healthcare information and dissemination is outreach to 
diverse populations. This was further evidenced by a past CDC study that noted the number of births of 
children with Down syndrome was increasing in traditionally underserved populations. In response to 
these growing needs, the NDSC expanded its outreach programming to African American and Hispanic 
families through additional staffing, directed print and online resources, and multi-layered bilingual 
information sources. 

In an effort to be proactive in our support, we also laid the groundwork for future outreach to underserved 
families and individuals, including those in rural and tribal communities. The NDSC has prioritized a 
segment of our fundraising efforts to meet the overwhelming needs of historically overlooked populations.

Another emerging group needing our support is adult siblings. The first generation of adults with 
Down syndrome to have been included in their local schools and communities is now aging, so we’re 
hearing from their brothers and sisters seeking resources and support. Therefore, we’ve created our Adult 
Sibling Taskforce, and with the generous support of MassMutual and The Marino Family Foundation, we 
developed and are distributing the NDSC Adult Sibling Toolkit. This one-of-a-kind resource helps walk 
families through important questions about support and family transitions, while staying focused on the 
importance of person-centered planning.

On the other end of the age spectrum, NDSC continues to serve families even before their child with Down 
syndrome is born. Last year, requests were overwhelming for the first edition of our Prenatal Testing 
Pamphlet, developed in collaboration with Global Down Syndrome Foundation. Over 100,000 free copies 
in English and Spanish have now been distributed! With such an overwhelming response, we’ve begun 
work on the second edition, which will launch in 2015. We are committed to ensuring that patients and 
healthcare providers have free, accurate, and up-to-date information at the time testing is offered, and of 
course when a diagnosis is delivered.

Looking at our highest profile activity, the 2014 NDSC Convention in Indianapolis was a record breaker! 
The event drew our largest attendance to date, with 3,300 participants from nearly 20 countries. The 
support, interaction and involvement of our presenters, volunteers, self-advocates and families was truly 
awe-inspiring.

While we look back at 2014 with pride, we’re even more excited looking into the future. Our Governmental 
Affairs team in Washington, D.C. is hard at work on many fronts ranging from adequate provision of 
supports for adults and the prevention of restraint and seclusion in public schools, to the reauthorization 
of the critical Elementary and Secondary Education Act. We continue to work with our collaborative 
partners across the country as we work together to build awareness about Down syndrome — and the need 
for those already within the community to join DSConnect®: The Down Syndrome Patient Registry.

At the NDSC we care. We are the people who believe in our kids, demand their rights and get them 
affirmed. We are the community who supports them in all they do, from infancy to adulthood. We advocate 
for opportunities and respect, so individuals with Down syndrome can live the life of their choosing. By 
empowering individuals and families from all demographic backgrounds, we reshape the way people 
understand and experience Down syndrome.

Sincerely,

Marilyn Tolbert, President David Tolleson, Executive Director



The National 
Down Syndrome 
Congress (NDSC)
works to educate, advocate 
and empower. We are the 
world’s leading resource of 
support and information for 
anyone touched by or seeking 
to learn about Down syndrome, 
from the moment of a prenatal 
diagnosis through adulthood.

With a mission 

to provide information, 
advocacy and support 
concerning all aspects 
of life for individuals with 
Down syndrome, the NDSC 
strives to create a national 
climate in which all people 
will recognize and embrace  
the value and dignity of people 
with Down syndrome.

Making A Difference 
Through Remarkable 
Programs & Services!

  ANNUAL CONVENTION
2014 marked our 42nd year presenting the NDSC National 
Convention, which is the world’s largest gathering for people 
with Down syndrome, their families, and the professionals 
who serve them. More than 3,300 people came together 
in Indianapolis from across the globe to share this special 
five days, which included specialized workshops, minority 
outreach sessions, large plenary sessions, medical and 
professional sessions, children’s workshops, sibling sessions 
and activities, self-advocate activities, awards banquet, two 
family dances, and much, much more!

   INDIVIDUAL, FAMILY & 
PROFESSIONAL RESOURCES

In 2014, the NDSC answered over over 7000 phone calls and 
emails from families within the U.S, and in over 30 countries, 
who were in need of vital resources, information, or simply 
a live person to talk with about their concerns. Our NDSC-
created New Parent/Newly Diagnosed Packages were sent to 
expectant and newly diagnosed families and professionals 
across the globe. The worldwide rollout of the Adult Sibling 
Toolkit took place to overwhelming response, and a secondary 
rollout is planned for 2015. The Toolkit began an international 
conversation that has resulted in Sibling Support Groups and 
Campus Sibling Groups being created every day! Minority 
Outreach has been, and will continue to be, a focus of the 
NDSC, as we are now poised to serve African American 
families, rural and tribal regions, same sex parents and single 
parents. All NDSC resources are available in Spanish.

  ADVOCACY & SELF-ADVOCATES
The NDSC continues to support and work with over 1,100 
self-advocates across the globe. In Washington, D.C., we 
partner with like-minded organizations to ensure the 
rights of people with Down syndrome, and all people with 
intellectual disabilities.
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2014 proved to be a year of growth and stability for the NDSC. 
With the rollout of the 321 Dance, and very successful individual donor 
programs (the Convention Banquet Ask, the CFC Campaign and the 
End of Year Campaign), our fundraising efforts were truly a success.



2014 Highlights
CONVENTION
Indianapolis

• Over 3,300 attendees

• Over 100 workshops, sessions 
and pre-conferences

• Over 300 self-advocates

• Over 150 siblings

• Over 230 Kids’ Camp attendees

• 175 Diversity Networking and Minority 
Families session attendees

• Creation of Grandparent’s Facebook Group

• Over 125 medical professionals from 
around the globe at the Down Syndrome 
Medical Interest Group Meeting

• First year for our new NDSC Convention App

• Simultaneous interpretation for Spanish 
speaking attendees

DIVERSITY OUTREACH
• Over 200 interactions per month with 

families from around the globe

• NDSC staff and board members traveling 
overseas to share resources and knowledge

• Bilingual social media followers doubled

• Number of our online Spanish-language 
materials tripled

• Development of an 
African American 
Outreach Department 
at the NDSC Center

RESOURCE
• Roll out of the Adult 

Sibling Toolkit, with 500 
printed copies, 1,200 
website reads/downloads 
and Spanish translation

• Organic creation of Adult Sibling Support 
Groups worldwide

• Creation of college campus sibling groups

• Over 7,000 direct interactions with families 
and constituents, and more than 100,000 
website interactions 

• Meetings with over 400 doctors, genetic 
counselors and medical students, who in turn 
requested over 8,500 of our brochures for use 
in their clinics and programs (the NDSC provides 
these materials at no cost)

COMMUNICATIONS
• 54,000 Likes 

on the NDSC 
Facebook page

• Successful 
“21 Quotes in 
21 Days by 21 
People with Trisomy 21”

• Initiation of the new branding efforts to 
kick-start the new logo and website efforts

• Mailed over 1,100 birthday cards to self- 
advocates across the globe

ADVOCACY
In Washington, D.C., we continue to partner with like-
minded national disability organizations, including 
the Consortium for Citizens with Disabilities, the 
Collaboration to Promote Self Determination, TASH 
and APRAIS (Alliance to Prevent Restraint, Aversive 
Interventions and Seclusion). 

  

 

Adult Sibling Toolkit™ 
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