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Where can I find more information 
about Down syndrome?

Ask your doctor about important health screenings 
at different ages. Clinical guidelines can be found at 
the American Academy of Pediatrics: www.aap.org

The following organizations can answer many of your 
questions, offer support and refer you to resources:

•	 National Down Syndrome Society (NDSS): www.
ndss.org or 800-221-4602

•	 National Down Syndrome Congress (NDSC): 
www.ndsccenter.org or 800-232-6372

•	 Down syndrome Community - Puget Sound 
Region: www.downsyndromecommunity.org 

•	 Lower Mainland Down syndrome Society  in 
Surrey, B.C.: www.lmdss.com 

•	 Down Syndrome Research Foundation in Burnaby, 
B.C.: www.dsrf.org 

•	 Canadian Down Syndrome Society: www.cdss.ca

Congratulations 
on Your 

New Baby! 

Down syndrome Outreach is a program of 
The Arc of Whatcom County.

You probably have many questions 
and concerns about Down syndrome. 

This is a great place to start.  

Resources in Whatcom County
Down syndrome Outreach (DsO)

Birth through life support and information through The Arc’s 
newsletter and e-Alerts. Offers fun family networking events 
for the Down syndrome community. DsO coordinator, Jessika, 
can answer your questions and help get you connected to 
community resources. Visit www.arcwhatcom.org.

(360) 715-0170, ext. 304 // jessikah@arcwhatcom.org

Parent to Parent
Can provide a Helping Parent match to another parent of a 
child with Down syndrome; provides monthly support group 
meetings for parents of children with special needs and fun 
family support events. Visit www.p2pwhatcom.org.

(360) 255-2056 // info@p2pwhatcom.org

Project Little Dude
Provides families with a new diagnosis of Down syndrome a 
kit with therapeutically-minded and resourceful supportive 
devices, as well as educational therapeutic workshops for new 
families and providers & an online sharing source of resources 
within our community. Visit www.projectlittledude.com.

(360) 483-6954 // krissy@projectlittledude.com
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Whether you are welcoming or awaiting the 
arrival of your new baby, we want to say, 
“Congratulations!”  You may have a lot 
of questions or concerns, and that is okay.  
There are organizations and families in your 
community to support you as you navigate 
your way through the unknown challenges, 
strengths, and joy your child will bring you.  

Just like every child, children with Down 
syndrome are unique and have the ability to 
constantly teach those around them, as they 
too learn about what they have to offer the 
world.

Now that I know my baby has 
Down syndrome, what’s next?

•	 Enjoy these precious moments of a new 
life. Take time for yourself and your 
beautiful baby.

•	 Call the SEAS navigation line to 
get connected to local services:                                           
(360) 715-7485.

•	 Enroll your baby in Early Support for Infants 
& Toddlers (ESIT) by calling the SEAS line 
(see above).

•	 Stay in touch with your baby’s doctor and 
recommended medical specialists.

•	 See the back of this brochure for local 
resources and parent support groups. 
We are all here for you as soon as you are 
ready!

•	 Get connected to Down syndrome 
Outreach, and review the national, state, 
and local resources listed on this brochure.

What is Down syndrome?
•	 Down syndrome (Ds) is the most common genetic 

variation that usually causes delay in physical, 
intellectual, and language development. It affects 
people of all ages, races and economic levels.

•	 People with Ds have three, rather than two, 
number 21 chromosomes present in every cell 
of the body, also called Trisomy 21. Instead of 
the usual 46 chromosomes, a person with Ds 
has 47. It is this additional genetic material that 
alters the course of development and causes the 
characteristics associated with the syndrome.

•	 The exact causes of the chromosomal 
rearrangement and primary prevention of Ds are 
currently unknown.

•	 Down syndrome occurs in one in every 691 live 
births, and over 400,000 people live with Ds in 
the United States alone.

•	 Of all children born in this country annually, 
approximately 5,000 will have Down syndrome.

•	 80% of babies with Ds are born to women 
under 35 years of age, as women in that age 
group give birth to more babies overall, though 
the likelihood of giving birth to a child with Ds 
increases with maternal age.

•	 30–50% of individuals with Ds have heart 
defects and 8–12% have gastrointestinal tract 
abnormalities present at birth. Most of these 
defects are now correctable by surgery.

•	 Recent advances in our understanding of 
Down syndrome have resulted in dramatic 
improvements in the life span and potential of 
those who are affected. When researching about 
Ds, find the most updated publications as some 
older materials can be inaccurate.

•	 Every person with Down syndrome has 
their own unique personality, talents, 
strengths, ambitions, and capabilities.

•	 People with Down syndrome attend 
school, work, participate in decisions that 
affect them, and contribute to society in 
many ways.  

•	 Early intervention programs and an 
inclusive education, a stimulating home 
environment with positive support, good 
health care, building healthy relationships 
with friends and involvement in the 
community enables people with Down 
syndrome to realize their life aspirations 
and lead wonderfully fulfilling lives - just 
like us all!  


