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

NewSTEPs 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. 
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SCID Screening Status: 
November 2017 



SCID National Meetings 

July 2015 
Purpose: Convene state newborn 
screening programs to discuss 
challenges in and solutions to 
integrating new technology, 
laboratory, follow-up, personnel, 
education, and policy needs for 
SCID.  
Participants: Over 100 newborn 
screening stakeholders 
representing laboratory and 
follow-up programs from over 40 
states.  

August 2017 
Purpose: Convene SCID newborn 
screening stakeholders to 
facilitate the strengthening of 
relationships between the SCID 
clinical network and the 
newborn screening community 
within each state 
Participants: Over 107 newborn 
screening program staff and 
clinicians representing 38 
newborn screening programs. 
 



Challenges/Barriers/Opportunities 

Image source: https://imgur.com/reRjv 



Challenges/Barriers/Opportunities 

POLICY 
• Legislative Mandates 
• Fee Increases 
• Insurance 
 

TESTING 
• Molecular methodology 
• Training staff 
• Algorithm variations 
• New assays 
• Timeliness 
 

FOLLOW-UP 
• Interpretation of results 
• Relationship between program 

and clinicians  
• Short- and Long- Term Follow-

Up 
 

EDUCATION 
• Providers and parents 
• Newborn should receive the 

rest care possible in as timely 
a manner as possible 

• National guidelines 
 



Current/Emerging Priorities 
Newborn Screening 
• Sharing of secondary algorithms  
• Educating healthcare providers of NBS process through treatment 
• Formal recommendations for long-term follow-up  
• Establishment of networks of communications between screeners and pediatric immunology 

consultants – ongoing conversation 
 
Clinical 
• Better guidelines for treatment of asymptomatic patients 
• Information shared with parents  
• Integration with Infectious Disease specialists  
• Published evidence-based articles regarding transfusion  
 
Legislative 
• Insurance/policy coverage (treatments, insurance coverage for costs associated with NBS) 
• Invite legislative representatives from states to conversations/meetings 



Contact Us 

www.newsteps.org 
 

newsteps@aphl.org 
 
Sikha.Singh@aphl.org  

http://www.newsteps.org/
mailto:newsteps@aphl.org
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