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U.S. Newborn Screening Data Report
Initially (1988) a Project of: Council of Regional 

Networks for Genetic Services (CORN) Data and 
Evaluation Committee 



U.S. Newborn Screening Data Report 
Transitioned to CORN Newborn Screening Committee 

In cooperation with the 
ASTPHLD (now APHL) 



U.S. Newborn Screening Data Report 
Collection/Validation Procedure 

1. Questionnaire Prepared by Committee 

2. Questionnaire Completed by Program (Laboratory 
and Follow-up) 

3. Completed Questionnaire Approved Internally by 
Laboratory and Follow-up Officials 

4. Questionnaire Submitted to Central Collector 

5. Data Extracted and Placed in Tables 

6. Tables Reviewed (Committee or Submitters) 

7. Data Report Published 

8. Questionnaire Periodically Reviewed/Updated 



U.S. Newborn Screening Data 
Prepared by: CORN Newborn Screening Committee 

Containing 
‘Selected’ Totals 



U.S. Newborn Screening Data Report 
Prepared by CORN Newborn Screening Committee 



U.S. Newborn Screening Data Report
1999 Became a Function of the National Newborn 

Screening and Genetics Resource Center (NNSGRC) 
Assisted by Newborn Screening Advisory Committee 



U.S. Newborn Screening Data Report 
Data Overview 

for Health Statistics – including subdivisions by 
race/ethnicity. 

Chapter 1 – Live Birth Statistics 

• Births by Occurrence (Obtained from National Center 

• Asian births – Subdivided into 5 groups – NCHS 

• Hispanic births – Subdivided into 6 groups – NCHS 



U.S. Newborn Screening Data Report 
Data Overview 

• 

• 

• 

• 

• 

• nd Screens 

• (Received, 

provided) 

Chapter 2 – Overview of Programs 

Summary Table of Disorders Screened 

Summary of Laboratories Screening Within States 

Basic Listing of Components of Follow-up 

Summary of Ages at Time of Initial Testing 

Summary of Fees Charged and Components Included 

Criteria for 2

Miscellaneous Information About Specimens 
unacceptable, time stored, policy or not, computer info, type education 



U.S. Newborn Screening Data Report 
Data Overview 

Chapters 3-13 Summary Data by Condition 

• 

• 

• 

• 
discretionary (timing problem), repeat (result of abn. first) 

• 

• 

• 

Program Definitions for Conditions (including variants) 

Laboratory Procedure and Definition of Not Normal 

Initial Screening Results – # screened, # not normal, # lost to follow-up, 
# diagnosed, # variants diagnosed (# significant; # not significant) 

Second Screening Results – same as above – subdivided by required, 

Diagnosed Cases Subdivided by Race, Sex, Hispanic Ethnicity 

Days from Birth to Treatment 

Summation Data (from beginning of screening) 



National Newborn Screening 
Information System (NNSIS) 



NNSIS Reports 



NNSIS Reports –Reports for a Condition 



NNSIS Reports - Births 



NNSIS Reports – Program Overview 



NNSIS Reports – Age When Screened 



NNSIS Reports – General Information 



Some National Data Challenges

• 
defined program responsibility (NY not participating in NNSIS) 

• 
on committee approach) 

• 

• 
understanding) 

• 

• 
jurisdiction 

• 

• 

Data reporting, except for Title V, not mandated nor a 

National data set has not been mandated (currently depends 

Data definitions are inconsistent from program to program 

Staff shortages/turnover affect data entry (time and 

Data quality difficult to validate (depends on program) 

Maintaining data on border babies or others moving into 

Data on military births 

Automated downloads from program and laboratory 




