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Vision
Dynamic newborn screening 
systems have access to and utilize 
accurate, relevant information to 
achieve and maintain excellence 
through continuous quality 
improvement.

Mission
To achieve the highest quality for 
newborn screening systems by 
providing relevant, accurate tools 
and resources and to facilitate 
collaboration between state 
programs and other newborn 
screening partners.



Recommended Uniform Screening Panel 



RUSP Core Conditions
(As of March 2015)



I accept the ACHDNCS’s 
recommendation to add MPS I 

to the RUSP.

I accept the ACHDNCS’s 
recommendation to expand the 
RUSP to include the addition of 

X-ALD.



RUSP Secondary Conditions
(As of March 2015)



Status of Screening of Core RUSP Conditions



Universal Screening Status of the 32 Core Disorders 
(January 2016- does not include MPS 1 and x-ALD)
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Status of Screening of Newly Added 
RUSP Conditions



Progress In SCID NBS Implementation
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Progress in CCHD NBS Implementation
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Progress in Pompe NBS Implementation



2016
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Progress in MPS-1 NBS Implementation



2016



States Currently Screening for MPS 1
Illinois
• Statewide screening for MPS 1 (and Pompe, Fabry, Gaucher, and Neimann-Pick) began 

in June 2015
• 113,711 births to date
• 43 referrals (presumptive positives), 1 confirmed case

Missouri
• Statewide screening for MPS 1 (and Pompe) began in November 2013
• 237,000 births to date
• 98 referrals, 2 confirmed cases

New York
• Pilot testing began in May 2015
• ~13,500 infants, no cases to date

Kentucky
• Statewide screening for MPS 1 began February 2016
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Progress in x-ALD NBS Implementation



2016



States Currently Screening for X-ALD

New York
• Statewide screening for X-ALD began December 30, 2013
• ~500,000 births to date

– 17 males with elevated marker and a mutation in ABCD1 gene
– 20 female carriers 
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