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Yvonne Kellar-Guenther, NewSteps: Video tutorial, midwife-client
discussions about NBS

Cindy Powell: Early check project, voluntary screening in NC for Fragile
X, SMA

Cate Walsh Vockley: educational materials, NSGC
Natasha Bonhomme: NBS Family Education Project
Sue Barry, Amy Gaviglio, & Midwest Region: MOC4 Module for NBS



Masters Thesis, Amy Gaviglio’'s GC student: Newborn screening report
design and content to improve parent and provider understanding

Jeremy Penn: Parents’ preferences for NBS result communication
structure

Beth Tarini: RO1 post-screening harms

Masters Thesis, Aaron Goldenberg: Content analysis of state NBS
Educational materials
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Reports

Home
About Reports to Congress
Meetings The Advisory Committee on Heritable Disorders in Newborns and Children Report to Congress 2013 -

Recommended Uniform 2017 (PDF- 512 KB)

Screening Panel (RUSF) Secretary’s Advisory Committee on Heritable Disorders in Newborns and Children 2013 Annual Report

Nominate a Condition (PDF - 678 KB)

Previously Nominated Secretary's Advisory Committee on Heritable Disorders in Newborns and Children 2012 Annual Report
Conditions (PDF - 642 KB)

Reports Secretary's Advisory Committee on Heritable Disorders in Newborns and Children 2011 Annual Report
to Congress (PDF - 871 KB)
Recommendations

Newborn Screening Other Committee Reports
Timeliness Goals
The Federal Advisory Committee on Heritable Disorders in Newborns and Children periodically

produces white papers and reports to the Secretary of the U.5. Department of Health and Human
Services. Along with providing their recommendations, these reports and papers address the mission of
the committes, to reduce morbidity and maortality in newborns and children whao have, or are at risk for,
heritable disorders.

2018

| Communication guide for clinicians and providers to help frame the initial notification and discussion
with parents about positive/abnormal/out-of-range newbaorn screening results (PDF - 290 KB)

The Role of Quality Measures to Promote Long-Term Follow-up of Children Identified by Newborn
Screening Programs (PDF - 1.13 MB)
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Issues for Ad-hoc group to consider:

o Definition and harmonization of terminology used by lab

o Including communication of providers to parents in goals may be too great to tackle
o Precision of action items



Education and Training Workgroup

O




	Education and Training Workgroup
	Members
	Current Member Activities
	Current Member Activities
	Current Projects: Communication Guide
	Current Projects: Education Guide
	Ad-Hoc WG NBS Results Education
	Education and Training Workgroup

