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Translation  

Communication  

Engagement 

Understanding 

What Do We Mean By Education? 



What we know 



NBS Communication Challenges 
 
 New technology/rapidly changing environment 
 State programs differ (disorders screened, info 

given, process of reporting results) 
 Parents/ public lack basic knowledge 
 Hospital birth visit a “fog” for most parents 
 Primary providers may lack up-to-date information, 

patient education materials, time 
 Best practices yet to be identified 
 http://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/meetings

/fourth/informingparents.pdf T. Davis 2005 

http://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/meetings/fourth/informingparents.pdf
http://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/meetings/fourth/informingparents.pdf


http://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/meetings/four
th/informingparents.pdf 



Stats 

 87% of U.S. adults use the internet (January 2014 survey). 
 72% of internet users say they looked online for health 

information within the past year. 
 70% of U.S. adults got information, care, or support from a 

doctor or other health care professional. 
 31% of cell phone owners, and 52% of smartphone owners, 

have used their phone to look up health or medical 
information. 
 This finding is of particular interest to those interested in trends 

related to young people, Latinos, and African Americans, since 
these groups are significantly more likely than other groups to 
have mobile internet access. 

 
http://www.pewinternet.org/fact-sheets/health-fact-sheet/ 



Stats (Con’t) 

http://www.pewinternet.org/2011/02/01/profiles-of-health-information-seekers/ 
USDA National Breastfeeding Campaign: Workshop Summary National Academy of Sciences 2011 

Public Health Campaigns 
 Folic Acid: $2,000,000 (2001) 
 Breastfeeding: $80,000,000 in peer counseling 

program (2010) 
 
 

 86% of online women look for health information, 
compared with 73% of online men. 

 85% of American adults own a cellphone 
 58% of Americans use social media 

 

http://www.pewinternet.org/2011/02/01/profiles-of-health-information-seekers/


Health Literacy 

 “Obtain, process, and understand basic health 
information” IOM 

 Cultural Context 
 Linguistic, regional, experience-based  

 Education  Communication 



Where are People Seeking Information? 

 Family/ Trusted Communities 
 Religious 
 Social 

 Online 
 BabyCenter 
 The Bump 
 What to Expect When Expecting 

 Physician/ Healthcare Provider/ Prenatal Classes 
 Word of Mouth 



Messaging 

 Identify the audience 
 How to get their attention 
 Get them to listen to the message 

 Hear/ See it multiple times (7x) 
 Understand/ Accessible 
 Believe it/Complementary to other information   

 What is in it for me? 
 

 (adapted from Church, T. Strategies for Successful Public Health Messaging 
http://www.nwcphp.org/documents/training/hot-topics-1/successful-messaging-notes) 



Condition specific (SCID) 

 Video, family 
experience 
http://primaryimmune.
org/idf-advocacy-
center/ 

 Brochures and hand-
outs 

 

http://primaryimmune.org/idf-advocacy-center/
http://primaryimmune.org/idf-advocacy-center/
http://primaryimmune.org/idf-advocacy-center/




State specific-Minnesota 

 Billboards 
 Infographics 

 Webinar 
https://youtu.be/GUm
8DcAC6sc 

 



State Specific - Texas 

 Collection form 
 Webpage 

 New policies and 
effective dates 

 Specimens collection 
video 
 



What Do We Need In the Future Today? 

 Re-Establish Value 
 Consistent Message multiple places, multiple sources 
 Embed in established communications channels 

 Go Find Information - Brochures, static sites  
 Information Finds You -New Technologies: apps, mobile 

friendly sites, texts 

 Is there a shared message around NBS? Around the 
addition of new conditions? 
 
 

 



Newborn Screening Clearinghouse 

Update 



Baby’s First Test 

 US Newborn Screening Clearinghouse 
 Newborn Screening Saves Lives Act 2008/2014 
 Health Resources and Services Administration Funded 
 Based on Consumer Focused Newborn Screening 

Projects (2007-10) 
 
Baby’s First Test informs and empowers families and 
healthcare providers throughout the newborn screening 
experience. By increasing awareness, we offer millions of 
newborns and their families a chance at a healthy start. 



Web Stats and Developments 



Sections 

 About Newborn Screening 
 Facts, Resources, RUSP 

 What to Expect 
 Process, Results, Follow Up, Blood Spots 

 Living With Conditions 
 Health Professionals 
 Blogs and News 
 What Your State Screens For 
 Find A Condition 

 





Stats from September 2011- September 2015 







App Development and Site Refresh   













Increasing NBS Awareness and Education 
through Engagement 

Baby’s First Test Initiatives 



WikiNewborn Screening Forum/Public 
Square & Infowebinars 

 Create virtual public square where NBS community 
can convene and discuss issues/current events in real 
time 
 Consumer led/centric approach  
 Three virtual ‘town halls’ on range of topics, including 

policies and practices  

 Bimonthly info webinars 
 Information sharing & training 
 Specific interest groups & public 
 



Other Activities  

 Online survey conducted 
by NORC on use of 
website 
 Launched last week 
 Cognitive testing 

 Identify, review, and 
promote culturally 
sensitive education and 
decision making tools   

 Add CEU modules to 
healthcare provider 
section 

 
 

 Review messaging 
platforms 

 Easy-to-navigate, online 
module for NBS 
resources, publications, 
fact sheets, videos, etc.  

 Expand content on 
BabysFirstTest.org 

 Increase information 
sharing with trusted 
sources 
 



Who are the Stakeholders/ Key 
Audiences?  
 General Public 
 Parents of affected 

children 
 Parents of unaffected 

children 
 Healthcare Providers 
 Policymakers 
 Industry 

All these 
stakeholders 
have a low 
understanding 
of genetics 
and screening 
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