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What’s new in Down syndrome? Information for counseling parents

	
AAP Health Supervision Guidelines 
A few highlights:
· Hearing screening:  The AAP recommends hearing screening between birth to 1 month, an audiology evaluation at 6 months old, and hearing testing annually from 1 to 21 years old.
· Vision screening:  The AAP recommends eye exams once between birth and 1 month, and once between 1 month and 1 year. After that, ophthalmologic exams are recommended annually from 1 to 5 years old, every 2 years from 5 to 13 years old, and every 3 years from 13 to 21 years old, looking for cataracts, strabismus, and nystagmus in particular.
· Thyroid screening: The AAP recommends thyroid screening as part of the newborn screen during the newborn period to 1 month, then at 6 months, and annually from 1-21 years old.
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“My doctor was so helpful when he told me my baby would be able to do pretty much everything I hoped he would be able to do in life, even though he had Down syndrome.  That was an extreme relief.”----A physician parent of a child with Down syndrome.

Down syndrome (DS), also called Trisomy 21, is the most common cause of intellectual disability and the most common chromosomal condition diagnosed in the United States. It is caused by an extra copy of chromosome 21. Each year, about 1 out of every 700 babies born in the United States have DS. Approximately 83,000 children and adolescents with DS are living in the United States.[endnoteRef:1]  [1:                    					       References
 CDC Website: Down syndrome Data and Statistics. https://www.cdc.gov/ncbddd/birthdefects/downsyndrome/data.html] 


Each child with DS is different with unique strengths, challenges and abilities. Generally, individuals with DS have borderline to moderate intellectual disability and hypotonia. Additionally, individuals with DS are at greater risk than the general population for a number of health concerns including heart defects, hearing, vision and thyroid abnormalities, and obstructive sleep apnea. Between 10 and 20% of those with DS also qualify for the diagnosis of autism.

[bookmark: _GoBack]The prognosis, treatments, and perception of DS have improved in recent years and so has the need for up-to-date information for health care providers and families. The average life expectancy of individuals with DS is now 60 years, with many living into their sixties and seventies.[endnoteRef:2] People with DS are attending college, obtaining employment, living independently, and getting married.  [2:  National Association for Down syndrome Website: facts about Down syndrome. http://www.nads.org/resources/facts-about-down-syndrome/] 




	Down syndrome Information Act (2016): Washington HB 2403 – What you Should Know

	· This law was enacted out of patients’ and families’ need for consistent, up-to-date, accurate, and evidence-based written information about Down syndrome. Expectant parents with a prenatal diagnosis of DS and parents of a child with a postnatal diagnosis of DS were receiving inconsistent and, at times, erroneous information.  The law directs the WA Dept. of Health (WA DOH) to develop free high quality resources on DS which must:
· Have been reviewed by medical experts and national Down syndrome associations. 
· Address accurate, non-biased views on physical, developmental, educational, and psychosocial outcomes; life expectancy; clinical course; and intellectual and functional development and therapy options. 
· Be culturally and linguistically appropriate.
· Provide contact information for support services, including information hotlines, clearinghouses, and national and local organizations. 
· The WA DOH provides free materials for health care providers and facilities for distribution to expectant parents with a prenatal diagnosis of DS and to parents of a child with a postnatal diagnosis of DS.

	

	Developmental & Educational Outcomes
	Therapy Options

	· 39.4% of individuals with DS have an IQ in the mild intellectual disability range, and 1% have an IQ in the borderline intellectual function range.[endnoteRef:3] [3:  Global Down syndrome Foundation Website: facts about Down syndrome. http://www.globaldownsyndrome.org/about-down-syndrome/facts-about-down-syndrome/


] 

· Attention problems, hyperactivity, oppositional behavior, defiance, and wandering off are some of the common behavior concerns reported in young children.
· In older children, internalizing conditions such as anxiety and depression can occur. 
	· The most common types of therapies for children with DS:
· Speech therapy
· Physical therapy
· Occupational therapy
· Therapies can be obtained through:
· Early intervention services (birth up to age 3)
· Public school district
· Private therapy offices
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