
Things to do when you learn your baby has Down syndrome
(but you don't need to do them all today)

1. Enjoy Your Baby.

2. Contact your local early intervention provider to begin therapy services.

Early Intervention (EI) is a free entitlement service designed to meet the developmental needs of 
eligible children, from birth to age three, and their families. Children qualify for EI if they have a 
delay of 25% or greater in any one of the following five developmental areas: cognitive, 
communication, physical, social emotional or adaptive, or have a diagnosed physical or mental 
condition which has a high probability of resulting in developmental delay. Almost all children 
born with Down syndrome will experience delays in physical, cognitive, and language 
development. Like all children, those who have Down syndrome vary widely in their mental and 
physical abilities. Therapists in EI will work with your child to help develop motor skills, cognitive 
skills, communication skills, self-help and social skills. Depending on your child�s needs, you will 
most likely work with an occupational, physical and speech therapist at some point during your 
child�s first three years. Although each type of therapy contributes to your child�s overall ability 
and development, each discipline has a different focus.  To obtain EI services, contact the agency 
closest to you:

Penn Foundation (Upper Bucks)

Mental Health, Developmental Programs and Early Intervention
807 Lawn Avenue 
P.O. Box 32 
Sellersville, PA 18960  
Tel: (215) 257-1183

Web: http://www.pennfoundation.org/

Lenape Valley Foundation (Central Bucks)

Mental Health, Developmental Programs and Early Intervention
500 North West Street 
Doylestown, PA 18901 
Tel: (267) 893-5400

Web: http://www.lenapevf.org/

Northwestern Human Services (Lower Bucks)

Early Intervention

2260 Cabot Blvd. West
Suite 100
Langhorne, PA 19047. 
Tel: 215-752-5760
Web: http://www.nhsonline.org/ 



3. Learn more about Down syndrome. 
You've probably got lots of questions about your child's diagnosis and what it means for the 
future. Much information is available on the internet, through local bookstores and in libraries. 
Check out the copyright dates, as anything published before 1990 is probably out-of-date and 
may not be very helpful. Woodbine House Publishing is a wonderful resource on Down 
syndrome, including books and DVDs on developing gross motor skills, developing fine motor 
skills, developing communication skills, teaching reading and math, and medical and surgical 
concerns. Please see the enclosed catalog or visit them online for a complete listing of 
publications. 

The National Down Syndrome Congress (NDSC) and the National Down Syndrome Society 
(NDSS) are the two national organizations leading the way in promoting awareness, advocacy 
and disseminating information about Down syndrome. In addition to its many programs, the 
NDSC hosts an annual conference every year which is well worth attending. The NDSS organizes 
the Buddy Walks that take place every year and continues to be a strong presence for policy 
development in Washington D.C. 

There are thousands of web sites on the internet that provide information about Down syndrome 
and it can be very overwhelming to get started. A great place to begin is by signing up for 
newsgroups on Yahoo! Groups. Simply type in � Down syndrome�  or � Trisomy 21�  and you will 
get a summary of groups that you can join. These are a great source of current information and 
common concerns and a place where you can ask questions of other parents. In addition, there 
is a useful web site called DS-Health, which focuses on medical information in the Down 
syndrome population. The site content is maintained by Dr. Len Leshin, who has a son with 
Down syndrome.

Finally, to stay on top of some of the exciting, promising research currently happening by 
leading institutions (Johns Hopkins Medical Center, Stanford University, the University of 
California, San Diego, and the University of Arizona), be sure to check out the Down Syndrome 
Treatment and Research Foundation (DSRTF) web site. There are so many ways to get informed 
and to get involved.

Find out more about these organizations online at:

Woodbine House: http://www.woodbinehouse.com/
National Down Syndrome Congress: http://www.ndsccenter.org/
National Down Syndrome Society: http://www.ndss.org/
Yahoo! Groups: http://groups.yahoo.com/
Down Syndrome Health Issues: http://www.ds-health.com
Down Syndrome Treatment and Research Foundation: http://www.dsrtf.org/

4. Connect with a health care provider familiar with Down syndrome and its unique 
medical issues. 

You may want to supplement care provided by your current doctor or you may be looking for a 
new provider. Providers who see many children with Down syndrome can be a wealth of 
information for you and your primary physician. We are fortunate to have two Down syndrome 
clinics nearby who assess the developmental, behavioral and health needs of children and 
young adults with Trisomy 21 (Down syndrome). Their multidisciplinary teams support families 
by providing educational material, recommendations and ongoing treatment. The Eastern PA 
Down Syndrome Center is located in Trexlertown and the Trisomy 21 Program is located at 
Children's Hospital in Philadelphia (CHOP). You can contact them to schedule an intake 
appointment and evaluation and they will typically follow-up by seeing your child annually to 
monitor progress.

http://www.ds-health.com/


Eastern Pennsylvania Down Syndrome Center

Tel: 610-402-0184 

Web: http://www.epdsc.net/

Trisomy 21 Program/CHOP

Tel: 267-426-5283 

Web: http://www.chop.edu/service/trisomy-21/

5. Investigate county resources for medical assistance. 

A child diagnosed with Down syndrome currently qualifies for medical assistance (Medicaid, 
which is administered by Keystone Mercy). Contact the county's Medical Assistance Office to be 
assigned a case worker and request an enrollment package.  A case worker can help you find 
available community services and tell you about other financial resources your child may qualify 
to receive. Contact them below at:

Bucks County Assistance Office

1214 Veterans Highway (also known as New Rodgers Road)

Bristol, PA  19007

Tel: 215-781-3300

Toll Free: 800-362-1291

6. Connect with other parents of children with Down syndrome. 

Contact the Bucks County Down Syndrome Interest Group (BCDSIG) to ask questions, connect 
with other local families and learn about events taking place in our area. We put out an 
eNewsletter via email to help keep you up to date and hold regular meetings, as well as social 
gatherings. You can be as involved as you want to be. See the enclosed brochure for more 
information about the BCDSIG.

The T21 Club of the Delaware Valley, based in Philadelphia, is another wonderful group to be a 
part of and our groups often participate in events together.  Visit them on the web to find out 
more: http://www.t21clubofthedelawarevalley.org/

7. Don't be afraid to grieve.

8. Take care of yourself.

9. Enjoy your baby. 


