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Education: Equitable Access to Newborn Screening Education
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Agenda  

 Share WHO we are. Who is Expecting Health and the Navigate Newborn Screening 
Program?

 Discuss the WHAT.  What is the Newborn Screening prenatal education pilot?

 Highlight the WHY. What are the key results and why does this matter?

 Plan for the FUTURE. How can we continue to grow this initiative and bring this 
education to more families?
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Expecting Health is made up of key leaders in health 

communication with a strong passion for bridging 

scientific information with the everyday realities of 

parenting experiences and family lives. 



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.



5
5

VISION
All families have equitable access to newborn screening 
information and have confidence to participate in the 
newborn screening system.

GOAL
Within 5 years, create a comprehensive newborn 
screening training program for families that provides 
them with the information they need to self advocate, 
discover resources, and serve as leaders in the 
newborn screening system.
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Meet families where they are

 Use different methods to educate families about 
newborn screening: 

 Social media 
 Print materials 
 Online modules
 In person

 Newborn Screening Education Pilot
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Why Do We Need Prenatal NBS Education? 

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
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Prenatal NBS Education Pilot Program

An initiative to advance equitable access to newborn screening education
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P R E N ATA L 
E D U C AT I O N  P I L O T

 To increase awareness of the process and importance of newborn
screening (NBS) in medically underserved populations by introducing
education during routine pregnancy visits.

 To assess accuracy of knowledge regarding how, when and why
newborn screening occurs.

 To provide resources for families for additional information regarding
newborn screening should their baby have an out-of-range result.
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Key Strategies Used in Pilot Design

UNDERSTAND CULTURAL 
PERSPECTIVES

LEVERAGE TRUSTED 
HEALTH CARE PARTNERS

INCORPORATE INTO 
EXISTING WORKFLOWS

USE PRACTICAL 
MATERIALS & RELATABLE 

EDUCATIONAL MATERIALS

BE TRANSPARENT TO 
BUILD TRUST
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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 D ID  WE DO?
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How does it work?

Clinic Introduces Prenatal 
Education Initiative to 
Patient.

- Informational Card with QR 
code in clinic
- Materials shared during 
home visits

Patient answers pre-
education 
questionnaire

Patient reviews  
learning book on 
NBS*

Patient answers 
post-education 
questionnaire

*Materials and flipbook available in printed or digital formats in both English and Spanish
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Patient Information Card
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Awareness & Knowledge 
Assessments

 Collaborative workgroup effort
 Clear expectation of purpose-to 

learn & prepare for NBS
 Provided validation that it was OK if 

they were not aware
 Simple design (mostly true/false 

or Likert scale)
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Learning Book
• Culturally representative images throughout

• Utilized literacy software to assess reading levels

• Tested for feedback with >25 Spanish and English-speaking families

https://www.flipsnack.com/navigatenewbornscreening/copy-of-demo-flipbook/full-view.html

https://www.flipsnack.com/navigatenewbornscreening/copy-of-demo-flipbook/full-view.html
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Staff Training & Tools

 Held In-service over lunch for clinic staff
 Nurses were offered the opportunity to go 

through the patient experience
 Developed “talking points” to support the 

clinic staff 
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The Results



Successes-Spanish/Houston Population

• Over 10 weeks, a total of 56 participants completed the initiative and 
79 participants read through the learning book.

• Approximately 90% completed the initiative digitally.
• The mean time spent reading the book was 2.5 minutes.
• There was a statistically significant difference in the percent of 

correct answers pre and post test.

Increases in awareness and knowledge of newborn screening



Success: Plain Population

• Over 10 weeks, a total of 27 participants completed all 3 parts of the 
initiative. 

• All participants completed the initiative on paper and in English.
• There was a statistically significant difference in the percent of 

correct answers pre and post test.

Increases in awareness and knowledge of newborn screening



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

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

86% 82%96%

Prior to reading the book, 18 (32%) 
participants correctly identified the 

definition of NBS while 48 answered 
correctly after reading the book.

CORRECTLY DEFINED NBS

Prior to reading the book, 25 (44%) of 
participants were aware of the 3 parts to NBS, 
while 54 correctly answered after reading the 

book.

IDENTIFIED THAT THERE ARE 
3  PARTS TO NBS

Prior to reading the book, 9 (16%) of participants 
recognized that an abnormal NBS result does not 
always mean there is something wrong with their 

baby, while 48 correctly answered after reading the 
book.

RECOGNIZED MEANING OF AN 
ABNORMAL RESULT



RESULTS FROM INITIAL PILOT PROGRAM AT ICHC
Correctly Defining NBS went from 60% to 100% post intervention

100% 92.6%100%

Prior to reading the book, 16 (60%) 
participants correctly identified the 

definition of NBS while 27 answered 
correctly after reading the book.

CORRECTLY DEFINED NBS

Prior to reading the book, 9 (33%) of 
participants were aware of the 3 parts to NBS, 
while 27 correctly answered after reading the 

book.

IDENTIFIED THAT THERE ARE 3 
PARTS TO NBS

Prior to reading the book, 21 (77.8%) of participants 
recognized that an abnormal NBS result does not 
always mean there is something wrong with their 

baby, while 25 correctly answered after reading the 
book.

RECOGNIZED MEANING OF AN 
ABNORMAL RESULT



RESULTS FROM INITIAL PILOT PROGRAM AT LBJ

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



RESULTS FROM INITIAL PILOT PROGRAM AT ICHC

• 96% or more reported 
increases in awareness, 
knowledge, confidence and 
skill to lead and advocate for 
newborn screening and their 
families (N=27).



Key Takeaways

• Flipbook is a successful tool to raise awareness and increase 
knowledge of newborn screening.

• Integrating into existing workflows is key
• Leveraging relatable mechanisms for learning was also 

important

• Prenatal groups AND state laboratories have shown interest in 
increasing efforts to educate families about newborn screening 
during pregnancy.

• Long term studies are needed to demonstrate impact of education 
on the system.
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Join our Partnership Network!

Connect to implement and utilize this resource with your patients! 
 Receive implementation tools and support to begin using this model in your practice
 Ongoing quality improvement process and data sharing to support growth and learning
 Community of practices with other partners
 Access to additional newborn screening resources
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Marianna Raia, MS, CHC| Associate 
Director of Programs
mraia@expectinghealth.org

Stay Connected

Follow Us 

ExpectingHealth.org

@ExpectingHealth

@ExpectHealthOrg

@ExpectingHealth
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Discussion Questions

 How do you feel about the flipbook?  
 How do you think the families you work with will feel about the flipbook?
 Do you see potential benefits/barriers to implementing an initiative like this in your 

community?
 Other questions & comments?
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NBS Awareness Pilot Workgroup:
Marianna Raia, MS CGC (Expecting Health)

Natasha Bonhomme (Expecting Health)

Brianne Miller, MPH (Expecting Health)

Irene Stafford, MS, MD (UT Health Science Center/LBJ Hospital)

Shaniqua Raspberry, BSN, RN (LBJ Hospital)

Edtrina Moss, PhD, RN-BC, NE-BC, CLSSGB (Harris Health)

Vicki Hunting (NCHAM)

Molly McKnight Lynch, MPH (RTI)

Special Thanks to:

Jill Brown, PhD (RTI)

Chelsea Browning (UT med student)
LBJ OB Clinic Staff
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