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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.



HRSA Funded Activities

• NewSTEPs: 2012- 2014; 2014-2017

• CoIIN for Timeliness in NBS: 2014-2016

• SCID Implementation: 2014-2016 (NCE: 2017)

• NewSTEPs 360: 2015-2018

• New Conditions Implementation: 2016-2018



Technical Assistance: Webinars

• Webinars

– Short Term Follow Up

– Critical Congenital Heart Disease 

– Health Information Technology

– Severe Combined Immunodeficiency (SCID)

– New Disorders



Technical Assistance: Site Reviews

• Request Site Review 

• Complete Pre-Review Forms

• Assemble Site Review Team

• Comprehensive 3-5 day Site Review

• Detailed Report with Recommendations 
Issued



NewSTEPs Data Repository

• State Profiles

• Quality Indicators

• Case Definitions



Memorandum of Understanding

• Between NewSTEPs/APHL and each state

• Language includes:

– Data ownership

– Data sharing

– Data reporting

– Security language

– IRB and OHRP language



State Profiles



Dried Blood Spot Retention Time



How many NBS programs screen for…



How do NBS programs screen for…



LIMS SYSTEMS



By the Numbers…

• 60% of NBS programs have fully ratified MOUs 
or are close to ratifying 

• >300 registered NewSTEPs data repository 
users

• >4,000 cases entered into the NewSTEPs data 
repository





• Supports 24 state newborn screening programs to 
improve timeliness over three years

• Builds on success of CoIIN

• Monthly calls with all states

• Continuous Quality Improvement coaches assigned 
to each state/group for monthly check in calls

NewSTEPs 360 and related activities are funded through a cooperative 
agreement (#UG8MC28554) to ColoradoSPH by the Genetic Services 
Branch of the Health Resources and Services Administration (HRSA).



New Disorders RFP

• Funding for Peer Network Resource Centers and
Newborn Screening programs

• Implement or provide TA and NBS for X-ALD, 
MPS-1 and/or Pompe newborn screening

• Timeline
– Issued: October 11

– TA Webinar: October 18

– Letter of Intent: October 19

– Application Due Date: November 18

www.aphl.org/rfp



Technical Assistance: Meetings & Workshops  

• Short Term Follow-Up In-Person Meeting
– October 25-26, 2016 | Orlando, FL

• NewSTEPs 360 In-Person Meeting 
– November 16-17, 2016 | Bethesda, MD

• Gene Sequencing in Public Health NBS Meeting
– February 16-17, 2017 | Atlanta, GA

• New Conditions In-Person Meeting: TBD
• Tandem Mass Spectrometry Follow-Up 

Workshop: TBD
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