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SACHDNC RECOMMENDATIONS FOR TIMELY NBS

A. To achieve the goals of timely diagnosis and treatment of screened conditions and to avoid associated disability, morbidity
and mortality, the following time frames should be achieved by NBS programs for the initial newborn screening specimen:

1. Presumptive positive results for time-critical conditions should be communicated immediately to the newborn’s
healthcare provider but no later than five days of life.

2. Presumptive positive results for all other conditions should be communicated to the newborn’s healthcare provider as
soon as possible but no later than seven days of life.

3. Al NBS tests should be completed within seven days of life with results reported to the healthcare provider as soon as
possible.

B. In order to achieve the above goals:

1. Initial NBS specimens should be collected in the appropriate time frame for the newborn’s condition but no later than 48
hours after birth, and

2. NBS specimens should be received at the laboratory as soon as possible; ideally within 24 hours of collection.




CHARGE

Optimize successful strategies to address NBS specimen collection and
transport:

— Engage key stakeholders in these processes

Collect and disseminate timeliness specific practices from state NBS programs,
Including programs that have implemented efficiencies in collection, transport,
screening and follow-up. This may include:

— Updates from states at NBSTRN Regional Collaborative meetings

— Updates from states participating in the NewSTEPs Collaborative Improvement and
Innovation Network (ColIN) for Timeliness in newborn screening; NewSTEPs 360.

— Updates from other timeliness efforts

Investigate strategies for improved standardization of communication of NBS
results to providers and families
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DISCUSSION

* Recelved reports of ongoing/new activities
— ColIN
— NewSTEPs 360
— Modeling & cost-analysis of NBS timeliness

— MoD NBS Quality Improvement Workgroup
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DISCUSSION

« Brainstorming on projects for the Workgroup

— Improved standardization of communication of NBS results
to providers and families

» Collect data first

 Figure out areas where our workgroup could contribute
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DISCUSSION

« Specimen collection

— High unsat rate, hospital process issues
 Collect data first
 Figure out areas where our group could contribute

* Prospective partners: Joint Commission, Midwives, Head of
Hospital labs (SOPs), Hospital Association
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