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Overview

• The completion of the HITSP/IS92 Newborn Screening Interoperability 
Specification represents the culmination of several years of work on 
the Newborn Screening Use Case

• The specification focuses on electronic transfer of results from the 
laboratory to the electronic health record (EHR) building on capabilities 
that will be required in every certified EHR

• This advisory committee will oversee activities at NLM to maintain and 
refine the specific coding and content of the messages

• Interoperability will improve the efficiency and accuracy of gathering 
evidence on newborn screening through long term follow-up

• Comments to ONC on the Interim Final Rule on Standards and to CMS 
on Meaningful Use and EHR Incentives could introduce newborn 
screening into phase 2 quality measures
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History and Timeline of the Newborn 
Screening Use Case

• The use case began as a project of the Newborn Screening 
Sub-Group of the AHIC Personalized Healthcare Workgroup in 
Aug, 2007

• The Final Interoperability Specification approval is expected at 
the HITSP Panel meeting Jan 20, 2010 

• The specification is ready for immediate use based on 
extensive comments, inspection testing, and consensus 
building

• Several vendors have expressed interest in beginning 
implementation soon

• Several HRSA grantees will begin using the specification 
during the next year

• Rapid adoption over the next two years will enable including 
newborn screening in measures of meaningful use of EHR
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The Use Case Was One of Four AHIC 
Recommendations

• Development of a use case was only one of the AHIC 
recommendations on newborn screening

• Development of a Privacy document was also 
recommended and is available on the healthit.hhs.gov 
web site

• Development of coding and terminology standards was 
also recommended and resulted in the NLM 
newbornscreeningcodes.nlm.nih.gov web site

• The recommendation on monitoring and promoting 
adoption of electronic data exchange for newborn 
screening could become an activity of the ACHDNC 
through existing data gathering resources
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Key Features of the Final Newborn Screening 
Use Case

• The scope of the NBS use case is focused primarily on delivery of initial 
screening results to an EHR

• The use case selected the existing HL7 v2.5.1 based EHR lab results 
capability that is required for EHR certification

• This kind of message is used in every lab in the US and they are designed 
for Machine reading.  Tools are also available to view the data in familiar 
format or display them in an EHR 

• The HITSP selected the NLM Newborn Screening Codes as the source of 
codes for conditions and analytes

• The electronic ordering of NBS will use new capabilities and LOINC codes 
to capture data now entered manually on the filter paper card

• We recognize that EHDI hearing screening may require separate orders 
and reports from the dried blood spot screening and the messages 
support combined or separate reporting

• All events and actions in the use case diagrams now have proposed 
standards including consents and delivery of policies and education 
materials
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Inspection Testing and Public 
Comments

• Inspection testing has determined that the HITSP specification will 
meet the needs of individual states and will be an on-going process as 
revisions are requested
– SNOMED codes for conditions
– LOINC codes for tests and quantitative results
– LOINC codes for fields on the filter paper
– Use of existing HL7 message segments and codes for demographics

• The sample messages and the LOINC code panel provided by NLM 
illustrate how to accommodate variations of existing state NBS reports

• LOINC codes were created for interpretation of newborn screening 
tests by condition using the same SNOMED codes that will appear on 
problem lists

• Reporting of all quantitative results is encouraged and supported by 
LOINC codes

• Both summary and detail reporting by category or specific conditions 
are possible
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Capturing Information that is Entered 
on the Filter Paper Cards

• The Interoperability Specification includes electronic 
ordering of the newborn screening metabolic and hearing 
tests

• Data which is entered manually on the cards can now be 
sent electronically from a hospital information system or 
entered at the laboratory as in current systems

• The data fields from the filter paper card or hearing 
screening risk factor identification are included in the 
LOINC code panel and the sample HL7 message

• These have been reviewed carefully and some fields, such 
as mother’s information, appear in standard segments of 
the HL7 messages
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Developing a Library of Newborn 
Screening Electronic Report Examples

• The comprehensive LOINC  Newborn Screening Panel  
distributed to the ACHDNC includes all possible codes that 
may be used in message and the sample message 
illustrates most of them

• More practical examples of typical reports generated by 
specific newborn screening labs will be made available to 
illustrate current paper reports, the equivalent data 
representation in an HL7 message, and a simulated EHR lab 
result display

• Electronic messaging can be supplemented by more 
familiar web and PDF documents, but electronic messages 
can be imported into the EHR and used for research
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Example of Filter Paper Data
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Example of Specimen Quality
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Example of Test Interpretation
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Example of Summary Reporting

January 22, 2010
Advisory Committee on Heritable  

Disorders in Newborns and Children
12



Example of Quantitative Results
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Complete Panel Listing
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Example of Answer Lists
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Coordination with Activities at IHE and 
HIMSS

• Integrating the Healthcare Enterprise (IHE) is a voluntary 
organization that develops Integration Profiles to demonstrate 
interoperability and use of standards

• They hold a Connect-a-thon in Jan to demonstrate and certify 
compliance and an Interoperability Showcase at HIMSS (the largest 
Health IT meeting)

• IHE has selected Newborn Screening and a Newborn Discharge 
Summary for their next cycle which will culminate in the Connect-a-
thon in Jan, 2011

• Work at IHE will engage vendors in implementing newborn 
screening interoperability showcase prototype products and speed 
adoption

• Adding newborn screening results to a Hospital Newborn Discharge 
Summary will assist hospitals in making this data available 
automatically after newborns leave the hospital
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Next Steps and Potential Action Items

• While Public Comments on the HITSP Interoperability are 
closed, inspection testing will continue and NLM will continue 
to accept comments and make necessary changes to 
messages and codes

• Vendor participation in the IHE Connect-a-thon in Jan 2011 
will demonstrate interoperability of NBS

• Coordination of all NBS datasets and codes through NLM and 
ACHDNC is where the real use case work will continue to take 
place and close coordination with HRSA is needed

• Exploration of new approaches to the NHIN is underway at a 
HIT Policy Committee Workgroup and should assure that the 
NHIN will include newborn screening. This work is beginning 
with exploring directories to assist delivery of medical 
information

• Encouraging CMS to include newborn screening in future 
regulations on Meaningful Use of EHR will speed adoption
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Roles for the ACHDNC to Drive 
Implementation at the State Level

• The NBS Interoperability Specification should become the 
foundation for gathering follow-up information the follow-up and 
data committees should coordinate their needs with maintenance 
of the messages and codes. The ACHDNC will be an important user 
of interoperable newborn screening data 

• The advisory committee could encourage all states to continue 
preparation for electronic messaging by inspection testing of the 
standards and developing a plan for how each state will use the 
standards. ACHDNC should consider a letter to the states

• Opportunities to assist states with implementation should be 
explored and collaboration encouraged

• Comments to ONC and CMS on Meaningful Use Regulations could 
provide incentives in phase 2
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State Planning for Implementation of 
the Interoperability Specification

• The specification is an important opportunity for 
all states to review their data reporting practices 
and to select the codes and methods they will 
use when opportunities for system change 
become available

• Vendors need the states to specify their 
requirements in terms of the codes and messages 
of the specification

• Every state needs a plan that identifies the data 
they will process and how it will be coded
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Comments to ONC and CMS on ARRA 
Meaningful Use Regulations

• We are now in the middle of a 60 day window of 
opportunity to comment on regulations released by 
ONC and CMS on December 30, 2009 as required by 
the American Recovery and Reinvestment Act (ARRA)

• While newborn screening is not included in phase 1, 
the framework has been created to include newborn 
screening as a measure in phase 2

• Incentives will clearly drive adoption and improve the 
flow of data for newborn screening, but it is essential 
to move quickly now to make electronic newborn 
screening widely available in the next 1-2 years
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