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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.
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NewSTEPs 
Accomplishments

• Relationship Building
• Program Evaluation and 

Community Input
• Evaluation Site Visits
• Development of Voluntary Data 

Repository
• Creation of Innovative Website
• Development of Quality 

Indicators
• NBS Surveillance Case Definitions 

Pilot Testing and Implementation
• Disease Specific Outreach
• Continuous Quality Improvement 

(CQI) Program 



Relationship Building

Regional Collaboratives

National Meetings

Creating a National 
Presence



Program Evaluation and Community Input

• NewSTEPs Data Use 
Survey 

• NBS Continuous 
Quality Improvement 
Expert Opinion 
Survey

• Delphi Process for 
Identifying 
Components of 
Evaluation Tool



Evaluation Site Visits

Pre-Evaluation Tool

Evaluation Site Visit

Comprehensive report 

Recommendations





In Collaboration with

Interactive Website



In Collaboration with

Voluntary Data Repository

Purpose: Provide tools to state newborn screening systems to adequately evaluate, 
analyze, and benchmark the performance of their tests and the quality of their 
newborn screening programs



Components of Data Repository 

State Profiles | Baby Level Data | Quality Indicators



Quality IndicatorsQI 1.  Percent of invalid dried blood spot 
specimens due to improper 
collection and/or transport

QI 2. Percent of dried blood spot 
specimens missing essential 
information

QI 3. Percent of eligible infants not 
receiving valid newborn screening 
test, stratified by dried blood spot 
or point of care test(s).  

QI 4. Percent of loss to follow-up 

QI 5. Time elapsed from birth to screening, 
follow-up testing, confirmed 
diagnosis

QI 6. Percent of out of range results

QI 7. Frequency of condition detected by 
newborn screening for each 
disorder

QI 8. Percent of missed cases (false 
negatives), stratified by disorder



Disease Specific Outreach

• Critical Congenital Heart Disease (CCHD)
– Monthly Technical Assistance (TA) calls
– Working with other groups to develop resources

• Cystic Fibrosis Foundation 
– Discussions about connecting NewSTEPs 

repository with CFF long term registry



Summary- NewSTEPs

• NewSTEPs is partnering with newborn 
screening programs to:
– Provide technical assistance and resources
– Collate and summarize data in aggregate form 
– Develop opportunities for quality improvement, 

locally, regionally, and nationally
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Contact Us

newsteps@aphl.org

www.newsteps.org


