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Introduction
• Down syndrome continues to be the most common 

chromosomal disorder in humans. Each year, about 6,000 
babies are born with Down syndrome, which is about 1 in 
every 700 babies born.

• In Virginia it is estimated that about 123 babies are born 
annually with Down Syndrome.

• Down syndrome is associated with multiple co-
morbidities that require frequent surveillance and early 
intervention
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Objectives
• To review current health supervision guidelines for infants 

born with trisomy 21
• To compare past AAP guidelines to new AAP guidelines
• To review the protocol at Sentara Martha Jefferson 

Hospital for infant’s born with Down syndrome
• To inform staff of SMJH of the recommendations from the 

AAP for neonates with Down syndrome
• To familiarize staff with a unique patient population

Method: Literature Review
• Keyword terms were entered into PubMed for years 2018-

2023, yielding 169 results
• Terms included “Health supervision,” “children with Down 

syndrome,” “trisomy 21,” and “infant management.” 
• Reviewed new AAP guidelines on health supervision for 

children with Down syndrome published May 2022

Recommendations
• Confirm diagnosis with CVS or amniocentesis prenatally or 

karyotype postnatally
• Use CDC Down syndrome specific growth charts
• Have an echocardiogram read by cardiology
• Perform a feeding assessment or video study if any 

difficulties with feeds or desaturations
• Obtain objective hearing assessment
• CBC with differential
• Car seat trial before hospital discharge
• Refer to early intervention for SLP, PT, OT
• Discuss atlantoaxial instability precautions
• Draw and evaluation TSH level
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Education at SMJH
• No policies/protocols for infants born with trisomy 21 

available at SMJH 
• Nursing reference center links to academic journals and 

patient education handouts
• Reviewed AAP recommendations with SMJH nursing staff 

and contacted nurse manager

2011 Guidelines 2022 Guidelines
FISH testing and chromosome analysis CVS, amniocentesis or karyotyping

Use standard WHO growth charts Use CDC DS- Specific growth charts

CBC once any time from birth – 1 month CBC with differential by day 3 of life

Refer to ophthalmology  by 1 year Refer to pediatric ophthalmologist by 6 
months

TSH once from birth – 1 month, at 6 and 
12 months, then annually

TSH at birth, every 5-7 months until 1 
year of age, then annually or every 6 
months if antibodies ever detected

Refer to early intervention at 1-3 year 
visit

Refer children to early intervention by 1 
month

Discuss risk of respiratory infection RSV prophylaxis

Assess for OSA symptoms by 1 year Assess for sleep disordered breathing by 
6 months

Discuss complementary & alternative 
medicine (CAM)

Assess for CAM use, discourage any 
unsafe CAM practices
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