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Providers

Families

State Laboratories

Follow Up Programs

Advocacy Organizations

and many more!

Who Benefits from these
Resources?

Website

One Pager

Video

Toolkit

Long-form Content

Book/Brochure

Includes websites and other digital
resource pages.

Short, single-page resources that
provide concise and timely information

Animated or other action videos
which help inform and educate

Collection of resources often providing best
practices and  implementation guidance

Includes webinars, recorded workshops
and other resources that provide more in-
depth training on a topic

Short books and brochures that provide
general and overview information

A critical component to the success of all newborn
screening systems is ensuring that all families and
providers supporting families have access to reliable,
accurate and relevant newborn screening
information. As the number and complexity of
conditions included in newborn screening panels
expands, access to diagnostic and preventive
services and the dissemination of reputable
information is critical. Engaging individuals with or
those who are at-risk of developing these conditions,
as well as their families and support teams in the
newborn screening system is necessary to
improve the overall system of care for families. 

In 2023, The Newborn Screening Technical Assistance
and Evaluation Program (NewSTEPs) established the
Newborn Screening Follow-Up and Education
Subcommittee. Nested under this new Subcommittee is
the Education Workgroup, co-developed with
Expecting Health. This workgroup provides expertise
and input on education in support of NewSTEPs
activities and provides additional technical support to
ensure that all families have equitable access to
newborn screening information and have confidence
to participate in the newborn screening system. 

This list of resources has been compiled by the
education workgroup and highlights key topic areas
important to supporting families and providers as they
navigate newborn screening. 

About Us

NEWBORN
SCREENING
EDUCATION
RESOURCE LIST

Publication
Peer reviewed and published articles

These lists include a wide variety of resources.
Use the icons to help you identify what type of
resource may be most helpful to you.

This resource was developed by funding from the Health Resources and Services Administration (HRSA) of the U.S. Department
of Health and Human Services (HHS) under grant number U22MC24078 for $2,300,000.
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RESULTS COMMUNICATION
RESOURCES
The following resources will support providers and families as they navigate delivering and
receiving newborn screening results. 

HRSA Communication Guide
Plain Language Recommendations for Reporting Newborn Screening Results

APHL Hot Topic Webinar Series: Creating and Disseminating Newborn
Screening Results Reports: Considerations & Strategies for
ImprovementsPlain Language Recommendations for Reporting Newborn
Screening Results
First Contact: Communicating With Families
Patient-Centered Newborn Screening Communication

A Newborn Screening Education Best Practices Framework: Development and
Adoption
Communicating With Parents About Newborn Screening The Skill of Eliciting
Unspoken Emotions

Understanding and Communicating Newborn Screening Results: A Toolkit by
Baby’s First Test
Guide to Newborn Screening Results Portals

The Patels Journey Through Newborn Screening
The Cohens Journey Through an Out-of-Range Newborn Screening
Getting Involved in the Newborn Screening System 
Heartland Regional Genetics Network Spanish Newborn Screening Video 

This resource was developed by funding from the Health Resources and Services Administration (HRSA) of the U.S. Department
of Health and Human Services (HHS) under grant number U22MC24078 for $2,300,000.

https://www.hrsa.gov/sites/default/files/hrsa/advisory-committees/heritable-disorders/resources/achdnc-communication-guide-newborn.pdf
https://www.babysfirsttest.org/sites/default/files/Recommendations%20for%20Plain%20Language%20NBS%20Resultsv9indd_0.pdf
https://www.newsteps.org/resource-library/webinars-events/aphl-hot-topic-webinar-series-creating-and-disseminating-newborn
https://www.newsteps.org/resource-library/webinars-events/aphl-hot-topic-webinar-series-creating-and-disseminating-newborn
https://www.newsteps.org/resource-library/webinars-events/aphl-hot-topic-webinar-series-creating-and-disseminating-newborn
https://www.newsteps.org/resource-library/webinars-events/aphl-hot-topic-webinar-series-creating-and-disseminating-newborn
https://aphl8515.sharepoint.com/:p:/r/sites/Short-TermFollow-Up-EducationWorkgroup/_layouts/15/Doc.aspx?sourcedoc=%7B0CDA0361-6023-4484-88F1-588EFC93DFDD%7D&file=First%20Contact..Communicating%20with%20Families.pptx&action=edit&mobileredirect=true
https://midwestgenetics.org/learners-corner/patient-centered-newborn-screening-communication/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7510220/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7510220/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3625030/pdf/nihms452965.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3625030/pdf/nihms452965.pdf
https://www.babysfirsttest.org/sites/default/files/Results_Toolkit.pdf
https://www.babysfirsttest.org/sites/default/files/Results_Toolkit.pdf
https://www.newsteps.org/sites/default/files/resources/download/Guide%20To%20Newborn%20Screening%20Result%20Portals.pdf
https://www.youtube.com/watch?v=w0q-xYdqPkI&list=PL6M2gEwQoV25dRfVOrNK8BnC1Fm5wUCAK&index=1
https://www.youtube.com/watch?v=cmWvANOlSNk&list=PL6M2gEwQoV25dRfVOrNK8BnC1Fm5wUCAK&index=2
https://www.youtube.com/watch?v=tHKnjyelX58&list=PL6M2gEwQoV25dRfVOrNK8BnC1Fm5wUCAK&index=3
https://www.youtube.com/watch?v=tHKnjyelX58&list=PL6M2gEwQoV25dRfVOrNK8BnC1Fm5wUCAK&index=3
https://www.heartlandcollaborative.org/for-families/resources/
https://www.heartlandcollaborative.org/for-families/resources/


EDUCATION RESOURCES
FOR EXPECTING FAMILIES
The following resources offer support to providers and families who wish to raise awarness and
education of newborn screening during pregnancy. 

Newborn Screening Information for Providers: Prenatal Education: A website
by the Minnesota Department of Health

Expecting Health’s Prenatal Implementation Guide: A Toolkit for State’s to
Implement NBS education during pregnancy
Navigate Newborn Screening Resource Toolkit

A Blueprint for Success: A Guide to Implement Newborn Screening Education
for Expecting Families

Navigate Newborn Screening Learning Book

Midwife Educational Videos

Virginia Department of Health Newborn Screening Program Prenatal Outreach
Brochure

This resource was developed by funding from the Health Resources and Services Administration (HRSA) of the U.S. Department
of Health and Human Services (HHS) under grant number U22MC24078 for $2,300,000.

https://www.health.state.mn.us/people/newbornscreening/providers/prenatal.html#NaN
https://navigatenbs.expectinghealth.org/final-implementation-guide-to-prenatal-nbs-education-initiat/full-view.html
https://www.expectinghealth.org/sites/default/files/inline-files/Navigate%20NBS%20Toolkit%207.2023_0.pdf
https://www.youtube.com/watch?v=a9xeXyAIKf0
https://www.youtube.com/watch?v=a9xeXyAIKf0
https://navigatenbs.expectinghealth.org/toolkit-flipbook-english-nov-2021/full-view.html
https://www.newsteps.org/resource-library/midwife-educational-videos
https://www.vdh.virginia.gov/content/uploads/sites/109/2023/03/Prenatal-Outreach-Brochure2022WEB.pdf
https://www.vdh.virginia.gov/content/uploads/sites/109/2023/03/Prenatal-Outreach-Brochure2022WEB.pdf


RESOURCES TO SUPPORT
NBS PARTNER
ENGAGEMENT

This resource was developed by funding from the Health Resources and Services Administration (HRSA) of the U.S. Department
of Health and Human Services (HHS) under grant number U22MC24078 for $2,300,000.

The following resources offer support to providers and families who wish to raise
awarness and education of newborn screening during pregnancy. 

The Family Leadership HUB
EBCD: Experience-based co-design toolkit.
BabysFirstTest
APHL NewSTEPs State Profile Page

Co-designing Improved Communication of Newborn Bloodspot Screening
Results to Parents: Mixed Methods Study
Understanding Family Engagement in Genetic Services
Tips for Meaningful Participation by Parents in the EDHI system

Short Term Follow Up Webinar: Collaborating with Families & Providers in
Community Birth Settings

https://nationalfamilycenter.org/family-leadership
https://www.pointofcarefoundation.org.uk/
https://www.babysfirsttest.org/
https://www.newsteps.org/data-center/state-profiles
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9377474/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9377474/
https://nationalfamilycenter.org/Understanding%20Family%20Engagement%20in%20Genetic%20Services.pdf
https://handsandvoices.org/fl3/fl3-docs/Final-DHHadults-in-EHDI_8-30-2018.pdf
https://www.newsteps.org/resources/webinars-events/short-term-follow-webinar-collaborating-families-providers-community
https://www.newsteps.org/resources/webinars-events/short-term-follow-webinar-collaborating-families-providers-community

