
 

 
 

 

 

 

 

 

INTRODUCTION The Comprehensive Down Syndrome Program (CDSP) is a collaborative effort between Connecticut 
Children’s Medical Center and the Connecticut Down Syndrome Congress, a statewide organization 
that raises awareness of and support for people with Down syndrome and their caregivers. 

Global statistics indicate that approximately one in every 700 babies is born with Down syndrome 
(Trisomy 21), a chromosomal condition caused when some or all of a person’s cells have an extra full or 
partial copy of chromosome 21. In Connecticut, an estimated 40 to 50 children are born with Down 
syndrome each year. Children with Down syndrome have an increased risk for medical conditions 
including congenital heart defects, respiratory and hearing problems, endocrine disorders, 
gastrointestinal problems, and communication and feeding issues. 

The Comprehensive Down Syndrome Program is designed to meet the growing need for integrated, 
coordinated and continuous care for children with Down syndrome. The CDSP offers a consultative 
service that works in partnership with the child’s pediatrician and family.  The CDSP is a centralized 
resource for Connecticut Children’s subspecialists and pediatricians, primary care physicians and family 
doctors from across the state to help care for infants, children and adolescents with Down syndrome. 
The CDSP serves children of all ages, from infancy to 18 years old. 

 

INITIAL 
EVALUATION 
AND 
MANAGEMENT 

Initial Evaluation 
 Comprehensive health history review of medical, educational, emotional, behavioral, and 

psycho-social issues. 
 Evaluation of speech, language development, feeding and swallowing function performed 

by a CCMC Speech Language Pathologist. 
 Physical Exam 
 Family Counseling 
 Education 

Initial Management 
 Based on PCP review of the AAP’s Health Supervision for Children with Down Syndrome:   

http://pediatrics.aappublications.org/content/early/2011/07/21/peds.2011-1605 
 

WHEN  
TO REFER 

Routine Referral to CCMC Comprehensive Down Syndrome Program for visit within 4 weeks for: 
 Any child with a diagnosis of Down syndrome where there are concerns with general health, 

speech and language, behavior, and/or education. 

 

HOW  
TO REFER 

CDSP: online referrals available  Phone: (860) 837.5940  Fax: (860) 837.5269 
Please send the following with the referral: 

 Copies of PCP and/or specialty provider notes 
 Complete growth chart 
 Pertinent lab results and results from other studies 
 To be provided by family on day of appointment: Current Individual Family Service Plan 

(IFSP) or Individualized Education Program (IEP) 
Note: Appointments available on Fridays only 

 

WHAT TO 
EXPECT FROM 
CONNECTICUT 
CHILDREN’S  
VISIT 

 Consultative evaluation including comprehensive history and physical exam 
 A new consultation appointment is 60 minutes and a follow-up appointment is 30 minutes. 

 Consultative note to pediatrician and family with applicable referrals, suggestions, and 
recommendations 

 Care coordination  
 Referrals to Connecticut Children’s subspecialists  
 Education, counseling, and support services for children with Down syndrome, their families 

and caregivers 
 Transitional assistance to provide continuity of care as patients reach adulthood 
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Kids are great! We just make‘ em better. 
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