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More than 400 advocates attended the 

NDSC’s first-ever Day on the Hill event 

to ask senators and representatives 

to support bills that are important to 

improving the lives of individuals with 

DS and their families. 

Dear Members and Friends,
For four decades, the NDSC has been providing information 
and support to families who have a member with Down 
syndrome. We bring people together each year at our annual 
convention to learn, to laugh, to cry — and, most of all, to 
celebrate the growing, changing, and increasingly diverse 
tapestry of our community. All year long, we serve families by 
answering questions, both big and small, consulting with our 
experts, giving advice, mailing brochures and pamphlets, and 
just listening. We advocate for equal rights and opportunities 
in our nation’s capital and exhibit at medical conferences. We 
encourage our self advocates to become all they can be. 

What began as a small meeting forty years ago, our annual convention has grown 
into the world’s largest gathering of its type, regularly bringing in guests from 
nearly every state and more than a dozen nations. Self advocates, parents, siblings, 
grandparents, educators, health care professionals and friends look forward to our 
“giant family reunion” each year, and 2012 was no exception. It wasn’t just a vacation, 
it was a “Causecation” — a vacation with meaning and purpose in Washington, DC. In 
addition to our traditional three day convention, we devoted a whole day to advocacy 
on Capitol Hill, where our members took our message to their legislators. It was the 
largest gathering of Down syndrome advocates at the Capitol, ever. 

All year long we host monthly conference calls with our partners from other national 
Down syndrome organizations, such as the National Down Syndrome Society, Global 
Down Syndrome Foundation, International Mosaic Down Syndrome Association, 
International Down Syndrome Coalition and Down Syndrome Affiliates in Action. We 
update each other on our current activities and priorities and look for those areas 
where we can work together for the good of the entire Down syndrome movement. 

As we look forward to 2013, we will once again engage in strategic planning, as we 
seek to expand programs and better serve our members. We’re excited about what 
the future holds for our organization and our community.

On behalf of the entire board and staff of the NDSC, we want to thank you for your 
continued support. Our donors play a vital role in the success of our programs. 
The NDSC continues to thrive with the help of our generous donors, convention 
sponsors, and our unbelievably committed volunteers. 

We hope that when your family needs help, you won’t hesitate to pick up the phone 
and call (800/232-6372) or e-mail us info@ndsccenter.org.

Sincerely,

Jim Faber, President David Tolleson, Executive Director



The mission of the National Down 
Syndrome Congress is to provide 
information, advocacy and support 
concerning all aspects of life for 
individuals with Down syndrome.

Our vision is a world with equal 
rights and opportunities for people 
with Down syndrome. 

The National Down Syndrome 
Congress is a not-for-profit 
organization founded in 1973. 
The NDSC is governed by a twenty- 
two member Board of Directors, 
comprised of parents and family 
members of individuals with Down 
syndrome, self-advocates and other 
individuals involved with people 
with Down syndrome. 

The purpose of the NDSC is to 
promote the interests of persons with 
Down syndrome and their families 
through advocacy, public awareness, 
and information dissemination on 
all aspects of Down syndrome. The 
NDSC is financially supported primarily 
through membership dues and 
individual contributions.

The NDSC works to empower its members and all persons with 

Down syndrome by creating a national climate in which all persons 

will recognize and embrace the value and dignity of persons with Down 

syndrome. This purpose is enhanced by the commitment of NDSC to:

•	 Promote	the	availability	of	and	accessibility	to	a	full	

range	of	opportunities	and/or	resources	that	meet	

individual	and	family	needs.

•	 Build	a	sense	of	community	and	fellowship	for	all	

persons	with	Down	syndrome.

•	 Provide	leadership	in	the	formation	of	public	policy.

•	 Encourage	ethically	responsible	research	related	to	all	

aspects	of	Down	syndrome.

•	 Educate	professionals,	parents	and	the	community	

in	all	aspects	relating	to	Down	syndrome.

•	 Foster	self-advocacy	and	acknowledge	the	importance	

of	self-actualization	for	the	person	with	Down	syndrome.

•	 Recognize	and	advance	the	full	range	of	rights	for	all	

persons	with	Down	syndrome.

•	 Promote	full	participation	of	persons	with	Down	

syndrome	in	all	aspects	of	community	life.

•	 Recognize	the	variability	of	personal	needs	and	respect	

individual	choices.

•	 Develop	and	disseminate	position	statements	on	major	

issues	related	to	Down	syndrome.

•	 Provide	a	network	for	linking	of	state	and	local	groups	

and	affiliates.

•	 Foster	and	enhance	relationships	within	the	NDSC	

and	the	broader	disability	community.

The National Down Syndrome Congress Foundation was 
established in 1995 for the benefit of the NDSC. It is governed 
by a separate Board of Trustees which is responsible for 
acquiring, holding, investing and distributing funds to support 
the mission of the NDSC.

NDSC Facts



40th Annual Convention, Washington, DC  July 19 – 22, 2012

Our 2012 Convention was a huge success! There were 12 
Pre-Conference Sessions offered, each 4.5 hours long. Sharing 
Sessions were expanded this year to 25 separate offerings for 
mothers and fathers on specific topics, rather than only age 
ranges. There were two Plenary Sessions, which featured four 
inspirational speakers. The convention concluded this year with 
a Grand Finale performance from Y & A attendees in lieu of a 
plenary session. Attendance for both plenaries and the grand 
finale was close to 2,000 for each session. 

We offered 70 different Workshops, six more than in 2011, 
with 92 workshop speakers. Presentations were very strong: 
topics ranged the life-span and covered cutting-edge 
technology to evidence-based strategies. Attendance in 
workshops increased 37% this year over 2011, and by nearly 
50% on Sunday. There were several standing room only 
workshops. Seventeen sessions were recorded and streamed 
live during the convention.

Youth and Adults reached their 
capacity with 327 participants, ages 15 
to 51 from 41 states, Washington, DC, 
Canada, Dominican Republic, Panama, 
Guatemala and Mexico. Sunday’s 
Talent Show was a huge hit, as was the 
weekend’s “theme song”. Thanks to the 
magic of the internet, self advocates 
and siblings were able to practice 
the choreography to “Firework” even 
before arriving at the convention!  

Kids’ Camp sessions were completely full, with 250 
children participating over five separate sessions. 

Approximately 200 people attended 
the Diversity Networking Social on 
Thursday evening. 



40th Annual Convention, Washington, DC  July 19 – 22, 2012

The Film Festival 
continues to be 
a popular feature 
of the convention 
weekend. This year, 
four films were 
offered, and each 
were formatted to 
include Q & A with 
the film makers 
and/or actors.

Exhibitors included eight NDSC 
Affiliated Parent Groups, seven self 
advocates, 29 non-profit groups, and  
22 “other” exhibitors. Exhibitors 
traveled from 29 different states and 
were represented by 190 individuals. 

Convention sponsorships continued to grow in 2012! 
We had five returning sponsors, two of whom doubled 
their sponsorship amount. 

2012 Convention Sponsors: 
Global Down Syndrome Foundation, the Bowerman Family, 
Interra International, Reece’s Rainbow, AHMSA, Met Life, 
Chesapeake Down Syndrome Parent Group, Down Syndrome 
Association of Northern Virginia, Delaware County Down 
Syndrome Interest Group, Friends of Frederick County, and 
Montgomery County Down Syndrome Network.

Brothers and 
Sisters had record 
participation, with 
152 attendees. 
Technology was 
key, with Prezi 
presentations and 
cell phone texting. 
The off-site trip 
included a self-
guided tour of 
the International 
Spy Museum. 

The Silent Auction was organized and 
hosted by the Down Syndrome Association 
of Greater Richmond. The auction was 
intertwined into the opening reception 
and NDSC’s Just Dance event. 

NDSC’s Just Dance was a big hit, 
attracting more than 1,000 people. 
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2012 was a successful year for NDSC, not only operationally, but financially. 
Contributions and convention revenue grew 16%, increased investment income 
allowed us to expand our fundraising to grow our programs, and we used our 
additional funding to improve our annual convention and expand our outreach. 
Overall, a surplus of revenue over expense increased net assets by $135,000.



We host monthly collaboration calls with other 
national Down syndrome organization leaders.
•	 Down	Syndrome	Affiliates	in	Action

•	 Global	Down	Syndrome	Foundation

•	 International	Down	Syndrome	Coalition

•	 International	Mosaic	Down	Syndrome	Association

•	 National	Down	Syndrome	Society

We participate in Governance of the NIH 
Down Syndrome Consortium Registry
DS-Connect	will	be	an	online	survey	tool	to	collect	basic	
demographic	and	health	information	for	people	with	Down	
syndrome.	This	registry	will	help	identify	participants	for	
future	clinical	research,	rapidly	and	efficiently.	It	will	also	
inform	participants	about	new	discoveries	or	treatments.	

Day on the Hill, July 19, 2012
More	than	400	members	headed	to	the	Capitol,	where	
Congressman	Pete	Sessions,	Dad	to	Alex,	shook	each	and	
every	hand	as	we	entered	the	building.	We	started	our	day	
on	the	floor	of	the	House	of	Representatives,	and	heard	
Congresswoman	Cathy	McMorris	Rodgers	talk	about	her	roles	
as	a	U.S.	Representative	and	as	Cole’s	Mom.	

This	largest	single	Down	syndrome	advocacy	event	to	occur	
in	Washington,	DC	was	a	truly	amazing	day!

Diversity Outreach
Our	one-on-one	attention	to	Spanish	
speaking	families	who	request	information	
is	unprecedented.	We	assist	in	identifying	
resources	needed	by	families	in	their	own	
regions,	and	work	to	connect	them	with	
those	supports.	

We	created	our	Spanish-language	
Facebook	page	in	2012,	and	our	Spanish-
language	website	continues	to	be	a	priority.

We	provided	simultaneous	interpretation	
to	Spanish	speaking	attendees	at	our	
convention,	as	well	as	need-based	
scholarships	to	underserved	groups.	

We	continue	to	work	to	increase	the	
diversity	of	our	Board	of	Directors.	

Advocacy Partnerships
In	Washington,	DC,	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).	

You are pregnant.
This information may be helpful to you and your family if:

1. You are considering getting tested to see  if your baby has Down syndrome2. You had a test and the results show your baby may have Down syndrome 3. You had a test and the results show your baby does have Down syndrome

By law, you do not have to be tested. You should not be tested unless you give permission. You should only consider giving such permission when you 
understand what the  
tests measure and any 
associated risks. A genetic counselor, another medical professional, and/or a 
spiritual adviser can help you understand the pros and cons of testing and the results of your test. 

www.downsyndrometest.org

Permission to test

We partnered in the creation of the Down Syndrome 
Prenatal Test Pamphlet with Global Down Syndrome Foundation

Our	pamphlet,	an	accurate,	informative,	
easy-to-read	resource	for	pregnant	women	
and	their	families,	is	available	in	English	and	
Spanish	at	www.downsyndrometest.org	and	is	
distributed	to	pregnant	women	and	to	medical	
professionals	who	work	with	pregnant	women.	
The	creation	of	the	pamphlet	included	input	
from	medical	professionals,	parents,	and	
survey	results	from	over	200	people	in	the	
Down	syndrome	community.

The	pamphlet	is	for	pregnant	women	who	are	
considering,	or	who	have	had,	prenatal	testing	
for	Down	syndrome.	It	provides	important	
information	about	prenatal	testing	and	facts	
about	Down	syndrome.

We	believe	accurate	information	empowers,	
and	that	the	information	provided	in	this	

pamphlet	will	enable	women	and	
families	to	make	informed	decisions.

Our	goals	in	creating	the	pamphlet	
were	simple.	The	information	
should	be:

•	 Easy	to	understand	for	any	parent

•	 Concise,	factual,	and	in	a	
print	form	similar	to	other	
informational	pamphlets	
available	at	doctors’	offices

•	 Balanced	in	terms	of	highlighting	
challenges	and	rewards	of	having	
a	child	with	Down	syndrome

•	 Available	free	online

•	 Available	free	in	print	at	doctors’	offices

2012 Highlights
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