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Goal of the Panel

• Highlight the critical role of education in NBS
• Feature the achievements and ongoing activities in NBS education
• Foster discussion and spark ideas for future collaborations/projects



Background

Educate
• To provide with information
• To train by formal instruction and supervised practice especially in 

a skill, trade, or profession
-Merriam-Webster



Role of Education in NBS





ACHDNC



ACHDNC: Education & Training Workgroup

• 1 of 3 ACHDNC Workgroups
• Instrumental in garnering interest and support for funding of the 

Genetics and Primary Care Institute
• Mission of the Genetics in Primary Care Institute (GPCI): to increase primary 

care provider (PCP) knowledge and skills in providing genetic-based services

• Diverse membership spans organizations, disciplines, NBS 
stakeholders



E&T Workgroup: Recent Projects

Link: https://www.hrsa.gov/advisory-committees/heritable-disorders/resources 



E&T Workgroup: Recent Projects

NBS Education Planning Guide

Link: https://www.hrsa.gov/advisory-committees/heritable-disorders/resources  



ACHDNC: New Ad-hoc Workgroup

• Joint effort - Committee Members, Education and Training Workgroup 
members, and Laboratory Standards and Procedures Workgroup 
members

• Address opportunities and challenges related to interpretation of 
newborn screening results

• Communicating the strengths and limitations of newborn screening results 
• Educating different audiences – providers, parents, and the public



Panel Presentations
• Jaclyn Seisman, MPH, Assistant Director of Maternal & Child Health, Genetic Alliance

• Summary from the Education and Engagement Summit

• Debra Freedenberg, MD, PhD, Medical Director, NBS and Genetics, Texas Dept of State 
Health Services

• Creation of X-ALD education materials  - retrospective comparison of the process used with the 
framework developed post Summit

• Susan Berry, MD, Committee Member, Professor & Director of Division of Genetics and 
Metabolism, University of Minnesota

• Development (who, what, why, how) of the “Newborn Screening: More Than a PKU Screen" 
educational tool – using it in the field

• Kim Piper, RN, Executive Officer, Center for Congenital & Inherited Disorders, Iowa
• Using a Deliberative Community Engagement process to inform Iowa’s NBS Program processes and 

education efforts

• Q&A/Discussion
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