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This meeting, and related SCID activities, are funded through a cooperative 
agreement (#UG5MC27837) to APHL by the Genetic Services Branch of the 
Health Resources and Services Administration (HRSA).

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.



Background



The Foundation for SCID Newborn Screening



Addition to the Recommended Uniform Screening 
Panel: February 2010



Challenges in SCID NBS Implementation

• Approval/Legislation
– Funding
– Priorities

• Laboratory
– Equipment/Work flow
– Training
– Technical Challenges and 

Analysis

• Follow-up and Clinical
– Availability of Immunologists
– Developing Relationships

• Education
– Staff
– Leadership
– Clinicians
– Community/Advocacy



Current Status



NewSTEPs funding
• Funding opportunity to assist 

NBS programs in moving forward 
for SCID implementation
– Legislative approval and funding
– Laboratory technology
– Follow-up
– Clinical Referral Network
– Education

The funding opportunity was supported by HRSA 
Cooperative Agreement UG5MC27837



NewSTEPs SCID funded programs

• Alabama
• Arizona
• Hawaii
• Kansas
• Kentucky
• Maryland 

• North Carolina
• North Dakota
• Puerto Rico
• Tennessee
• Utah
• Immune Deficiency Foundation



Progress in SCID Implementation



2008

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2009

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2010 – Added to RUSP

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2011

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2012

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2013

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2014

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)



2015

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)

71% of Newborns 
Screened



2016 – Projected

* Note map  is not to scale (HI, AK, Caribbean Islands moved to fit onto slide)

Updates based on NewSTEPs Grantees projections, other states likely to start in 2016

85% of Newborns 
Screened



Comparison to CF
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NewSTEPs



National Data Repository for NBS

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



Colorado’s Status



SCID Screening Status



Date of download:  5/7/2015 Copyright © 2015 American Medical 
Association. All rights reserved.

From: Newborn Screening for Severe Combined Immunodeficiency in 11 Screening Programs in the United 
States

JAMA. 2014;312(7):729-738. doi:10.1001/jama.2014.9132

Classification of Conditions With Low T-Cell Receptor Excision Circles and Low T-Cell Numbers Found by Newborn Screening

Table Title: 



WHY Enter SCID Cases??

• Understand the frequency of the disorder – need population 
data

• Compare frequencies across states/regions
• Understand the burden of the different diagnoses



SCID Case Data Entry

• Primary targets of NBS
– Classic SCID
– Leaky SCID
– Omenn Syndrome

• Secondary targets of NBS
– Syndrome with low T-cell numbers
– Secondary T-cell lymphopenia
– Preterm birth alone
– Idiopathic T-cell lymphopenia (Variant SCID)



SCID Cases



SCID Cases



Overview of Meeting



Format and expectations of the meeting 
• Formal presentations

– Legislation/authority/fees
– Laboratory and follow-up efforts
– Education and advocacy
– Parental experiences

• Expectation:
– Active listening
– Turn off cell phones/email
– Limit additional conversations
– Staying on time

• Small group work
– Legislation/authority/fees
– Laboratory and follow-up efforts
– Education and advocacy

• Expectation:
– Active participation
– Contribute and listen
– Grantees:  Share progress/lessons
– No need to ‘Echo’

Network and 
Have fun!









D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

April 1, 1975

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

January 1, 1979

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

November 1, 1983

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

July 1, 1985

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

January 1, 1986

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

January 1, 1987

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

July 1, 1987

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

January 1, 1988

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By January 1, 1989

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By January 1, 1990

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By January 1, 1995

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By January 1, 2000

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By January 1, 2005

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By June 1, 2005

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).



D.C.

U.S. History of                                                 
Hemoglobinopathy Screening

By May 1, 2006                                                  
All 51 Programs

Universal Newborn Hemoglobinopathy Screening Mandated
Newborn Hemoglobinopathy Not Universally Mandated

Benson and Therrell. Semin Perinatol 34:134-144 (2010).
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