
THE NEWBORN 
SCREENING 
FAMILY 
EDUCATION 
PROGRAM
MAY 2022



This project is supported by the Health Resources and Services Administration (HRSA) of the 
U.S. Department of Health and Human Services (HHS) as part of an award totaling $400,000 
with 0 percentage financed with non-governmental sources. The contents are those of the 
author(s) and do not necessarily represent the official views of, nor an endorsement, by HRSA, 
HHS or the U.S. Government.

T H A N K  Y O U



O U R  V I S I O N

To create a landscape where all families have 

equitable access to newborn screening information

O U R  M I S S I O N
To meet families where they are



PARTNERSHIPS
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FAMILY ENGAGEMENT & LEADERSHIP
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T H E  N E W B O R N  S C R E E N I N G  
F A M I L Y  E D U C A T I O N  P R O G R A M

The primary focus of the The Newborn Screening Family 
Education Program is to educate, engage and train families. 
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O U R  P R O G R A M  
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The NBS Family 
Education Program

Education & 
Training  

Awareness 
Campaigns

Family 
Leadership

• ONLINE LEARNING CURRICULUMS
• VIDEOS  
• MICROLEARNING 

WEBPAGES/BUNDLES

• PRENATAL EDUCATION* 
INITIATIVES  

• SOCIAL MEDIA*

• NBS AMBASSADOR PROGRAM
• WEBINARS
• COMMUNITIES OF PRACTICE
• DISCUSSION GROUPS

E D U C A T I O N  I S  M E E T I N G  F A M I L I E S  W H E R E  T H E Y  A R E



WHAT WE HAVE SEEN

WE HAVE INCREASED 
AWARENESS &   

EDUCATION 
OPPORTUNITIES,  BUT IT 

REQUIRES MULTIPLE 
STRATEGIES FOR SUCCESS

BOTH ORGANIZATIONAL 
AND INDIVIDUAL 

PARTNERSHIPS ARE 
CRITICAL TO MEET  

FAMILIES WHERE THEY 
ARE

INNOVATIVE ONLINE 
& IN-PERSON 

STRATEGIES ARE 
REQUIRED TO REACH 

FAMILIES IN MUC



Receiving NBS 
information prenatally 

and from a health 
care provider 

increases parent 
satisfaction.1

Parents state that NBS 
education should start 

prior to labor and 
delivery. 2,3,4

Prenatal NBS 
education is 

recommended by 
experts, including 

ACOG. 5,6

Prenatal NBS 
education is not 

common practice 
among prenatal 
care providers. 7

WHY DO WE NEED PRENATAL NBS 
EDUCATION



P R E N A T A L  
E D U C A T I O N  
P I L O T









UNDERSTAND 
CULTURAL 

PERSPECTIVES

LEVERAGE 
TRUSTED 

HEALTH CARE 
PARTNERS

INCORPORATE 
INTO EXISTING 
WORKFLOWS

USE PRACTICAL 
MATERIALS & 

RELATABLE 
EDUCATIONAL 

MATERIALS

BE 
TRANSPARENT 

TO BUILD 
TRUST

KEY STRATEGIES USED IN PILOT DESIGN



Target & partner with 
a medically 

underserved 
community-based 

prenatal groups 

Develop & implement 
an educational 

initiative for patients

Develop a repeatable 
model for other 

prenatal care centers 
to leverage

1. LBJ Hospital: Latino Community in Houston, TX (June-Aug 2021)
2. Indiana Community Health Clinic: Plain Community in Indiana  (Oct 2021-Jan 2022)
3. Prenatal Tribal Health Clinic: Tribal Community (launching spring 2022)

WHAT DID WE DO?



R E S U L T S  F R O M  I N I T I A L  P I L O T  P R O G R A M  A T  L B J

Correctly Defining NBS went from 32% to 86% post intervention

86% 82%96%

CORRECTLY DEFINED 
NBS

IDENTIFIED THAT THERE 
ARE 3 PARTS TO NBS

RECOGNIZED MEANING OF 
AN ABNORMAL RESULT



R E S U L T S  F R O M  I N I T I A L  P I L O T  P R O G R A M  A T  L B J

• 89% or more reported 
increases in awareness, 
knowledge, confidence and 
skill to lead and advocate for 
newborn screening and their 
families (N=56).



Key Takeaways
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S O C I A L  M E D I A  
C A M P A I G N

Andrea M TenBarge, Jennifer L Riggins. Responding to Unsolicited Medical Requests from Health Care Professionals on Pharmaceutical Industry-
Owned Social Media Sites: Three Pilot Studies. J Med Internet Res. 2018 Oct; 20(10): e285. Published online 2018 Oct 29. doi: 10.2196/jmir.9643



1.9 M
MUP reached

67%
Ages 18-44 

reached

30
Day Campaign*

5000
Clicks

E A R L Y  S U C C E S S E S 









L E S S O N S  L E A R N E D
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H O W  T O  
G E T  

I N V O L V E D ?



ACTIVITY OUTCOMEDETAILS
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P A R T N E R S H I P S  A R E  I N T E G R A L  T O  F A M I L Y  
E D U C A T I O N

67%
Doulas



www.ExpectingHealth.org

@ExpectingHealth

@ExpectHealthOrg

@ExpectingHealth

Thank You

nbonhomme@expectinghealth.org
mraia@expectinghealth.org



M E E T  T H E  T E A M
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