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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. 
 
 

 



May 30, 2012 

June 25, 2014 



Goals 
1. Strengthen the newborn screening system through enhancement of 

the existing network of stakeholders by creating a culture of trust, 
by providing opportunities for timely, interactive communications, 
and by offering a forum for collaboration among national, regional, 
and state NBS programs.  
 

2. Facilitate continuous quality improvement and data-driven outcome 
assessments in the NBS system by providing a standardized 
repository and by supporting the integration of health information 
technology frameworks, including HL7 messaging. 
 

3. Create a dynamic national newborn screening technical assistance 
resource center that proactively provides training, addresses 
challenges, and supports program improvement through 
partnerships with key stakeholders throughout the NBS community.   
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Health Information 
Technology Work Group 

Critical Congenital Heart 
Disease Work Group 

Short Term Follow Up 
Work Group 

Data Repository Work 
Group 

Data Request Review 
Subcommittee* 

 
Andrew Richardson (FL) 
Pat Scott (DE) 
 
 
Lisa Hom (Children’s National) 
Amy Gaviglio (MN) 
 
 
John Thompson (WA) 
Carol Johnson (IA) 
 
 
 
Willie Andrews (VA) 
 
 
TBD 
 





Listserv Regional 
Collaboratives 

Website National 
Webinars 

Outreach 



Technical Assistance Webinars 
Short Term Follow Up 

Number of Webinars 6 

Inaugural Webinar November 2013 

Topics 

Genetic Counseling and NBS 

NBS Education 

False Negatives and Missed Cases 

When is Enough Enough? 

Health Information Technology 

Number of Webinars 3 

Inaugural Webinar April 2014 

Topics 
Data Messaging Standards 

HIT Program Experiences 



Critical Congenital Heart Disease 
Webinars 

Number of Webinars 19  

Topics 

Needs of CCHD Community  

Out of Hospital Births 

Challenges of CCHD at Altitude 

Pulse Oximetry Equipment 

Legislative Changes 

Data Collection 

In-Person Meeting 

Date February 2014 

Participants >80 participants; All 50 states invited 







Training 

• Who: 8 participants 
• What: Tandem Mass Spec. Follow Workshop  
• Where: Raleigh, NC (Duke University) 
• When: March 2015 | Annually  
• Why: To complement existing training opportunities 

offered by APHL; Professional development with a 
focus on follow-up. 



Evaluation Site Visits 

• Iterative Process 
 

• Pre-Evaluation Forms 
 

• Customized Evaluation Team 
 

• Comprehensive Report 
 

• Recommendations 



Data 
Repository 

Work Group  

Website and 
Repository 
Releases 

Continuous 
Feedback  

and Iterative 
Changes 

Reports and 
Utility of 

Data 

Re-Assessing Business as Usual 

Memorandums of Understanding 1. State Profiles 
 

2. Quality Indicators 
 

3. Case Definitions 





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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