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Maternal & Child Health Bureau (MCHB)

Mission: Improve the health of America’s mothers, children, and families.
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Children and Youth
with Special Health Care Needs (CYSHCN)
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Who are CYSHCN?
Children or youth who have or are at increased risk for a chronic 
physical, developmental, behavioral, or emotional conditions and 
who also require health and related services or a type or amount 
beyond that required for children generally.

Child and Adolescent Health Measurement Initiative. 2017-2018 National Survey of Children’s Health (NSCH) data query. Data Resource Center for Child and Adolescent Health supported by the U.S. 
Department of Health and Human Services, Health Resources and Services Administration’s Maternal and Child Health Bureau (HRSA MCHB). Retrieved 2/20/2020 from www.childhealthdata.org.



Why EHDI?

• Every year:
§ 2-3 of every 1,000 children are born deaf or hard of hearing in one or both ears.1

§ By kindergarten, the prevalence of children identified as deaf or hard of hearing 
increases to approximately 6 out of every 1,000 children.2

§ Over 90% of deaf and hard of hearing children are born to hearing parents.3

• The first few years of a child’s life are the most important time for a child 
to learn language.  

• Hearing difficulties can impact a child’s language, social-emotional, 
and cognitive development during this critical period.

6
1: Centers for Disease Control and Prevention. 2017 Hearing Screening Summary. Retrieved 2/20/2020 from: https://www.cdc.gov/ncbddd/hearingloss/2017-data/01-data-summary.html.  2: Northern JL, Downs MP. Hearing in 
children. 5th Ed. Chapter 1, Hearing and hearing loss in children. Baltimore: Williams and Wilkins; 2002.  3:  Mitchell RE, Karchmer MA. Chasing the mythical ten percent: Parental hearing status of deaf and hard of hearing students 
in the United States.  Sign Language Studies. 2004;4(2):138-163.



1988 Demonstration grants in RI, UT, and HI to test newborn hearing screening feasibility

1999 Newborn and Infant Screening and Intervention Program Act passed

2000 James T. Walsh Universal Newborn Hearing Screening (UNHS) Program established

2002 First EHDI Annual Meeting

2006 All states and some territories have universal newborn hearing screening

2008 States adopt Quality Improvement methodologies to reduce LTF/D rates

2017 Family Leadership in Language and Learning (FL3) Program established

HRSA EHDI History
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EHDI Accomplishments

In 2017…..
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97.1% Screened
by 1 month of age

75.4% Diagnosed
by 3 months of age

66.7% Enrolled in Early Intervention
by 6 months of age

Centers for Disease Control and Prevention. 2017 Hearing Screening Summary. Retrieved 2/20/2020 from: https://www.cdc.gov/ncbddd/hearingloss/2017-data/01-data-summary.html



HRSA’s EHDI Programs
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Intervention 
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National Center for 
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Family 
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Hands & VoicesStates and 
Territories

Leadership 
Education in 
Neurodevelopmental 
and Related 
Disabilities (LEND) -
Pediatric Audiology

University Centers with 
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EHDI system 
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Technical assistance to 
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Workforce Development

Advancing 
Systems of 
Services for 
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of Pediatrics (AAP) 

Medical Home

1
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59
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1
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New Funding Opportunities for 2020
Address Legislative Changes

• Expanding hearing screening from 
newborn up to age 3

• Deaf and hard-of-hearing adult 
consumer-to-family supports

• “Information provided to families is
accurate, comprehensive, up-to-
date, and evidence-based, as 
appropriate, to allow families to 
make important decisions for their 
children in a timely manner…”

10Early Hearing Detection and Intervention Act of 2017, Public Health Service Act, Title III, Section 399M (as added by P.L. 106-310, Sec. 702; as amended by P.L. 111-337 and P.L. 115-71. 



Ongoing Challenges

1. Timeliness of diagnosis and enrollment into early intervention
2. Family engagement and D/HH adult consumer involvement
3. Provider knowledge about the EHDI system and 1-3-6 

guidelines
4. Coordination with EI programs and other community-based 

services and supports
5. States and territories experience unique, local challenges
6. Long-term outcome data for D/HH children
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Paradigm for Improving Maternal and Child Health
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“…roots of problems in 
school-age children are 
in early childhood…

…resources must be 
brought to bear in a 
concerted fashion in the 
early preschool years…

…gaps in child health 
supervision with the 
resultant wide disparity 
in the readiness of 
children to begin their 
education…”

14US Department of Health, Education, and Welfare.  Children’s Bureau.  Health of Children of School Age.  1964.  
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15Proportion of U.S. Children Aged 3-5 Scoring “On-Track,” Needs Support,” or “At-Risk” for Pilot Healthy and Ready to Learn NOM. National Survey of Children’s Health 2016. U.S. Department of Health 
and Human Services, Health Resources and Services Administration (HRSA), Maternal and Child Health Bureau (MCHB). 



2020
-1964

=56 years
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Medical home defined as “one central source 
of a child’s pediatric records”

“For children with chronic diseases or disabling 
conditions, the lack of a complete record and a 
‘medical home’ is a major deterrent to 
adequate health supervision. Wherever the 
child is cared for, the question should be asked, 
‘Where is the child’s medical home?’ and any 
pertinent information should be transmitted to 
that place”

1967

17Sia C, Tonniges TF, Osterhus E, Taba S.  History of the Medical Home Concept.  Pediatrics.  May 2004, VOLUME 113 / ISSUE Supplement 4.
Image courtesy of American Academy of Pediatrics Library & Archival Services.



18American Academy of Pediatrics Ad Hoc Task Force on Definition of the Medical Home.  The Medical Home.  Pediatrics.  1992:  90(5); 774.



Medical Home
(National Survey of Children’s Health, 2017-18)
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CSHCN

Child and Adolescent Health Measurement Initiative. National Survey of Children’s Health 2017-18. Data Resource Center for Child and Adolescent Health supported by the U.S. Department of 
Health and Human Services, Health Resources and Services Administration (HRSA), Maternal and Child Health Bureau (MCHB). Retrieved 02/19/2020 from www.childhealthdata.org.
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21Joint Committee on Infant Hearing.  1994 Position Statement.  
Available at:  jcih.org/JCIH1994.pdf.  Accessed on 02/19/2020.



2020
-1994

=26 years
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Levels of Prevention

Adapted from:  Centers for Disease Control and Prevention.  A Framework for Assessing the Effectiveness of Disease and Injury Prevention.  
MMWR.  1992; 41(RR-3); 001.  Available at:  http://www.cdc.gov/mmwr/preview/mmwrhtml/00016403.htm  25

PRIMARY
Prevention

SECONDARY
Prevention

TERTIARY
Prevention

An intervention
implemented before 
there is evidence of 
a disease or injury

An intervention 
implemented after a 
disease has begun, 
but before it is 
symptomatic.

An intervention 
implemented after a 
disease or injury is 
established



EHDI: Upstream
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Life Course Model
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Adapted from the Life Course Toolkit by CityMatCH.  Available at: http://www.citymatch.org/projects/mch-life-course-toolbox .  Based on:  Lu, M.C. & Halfon, N. Matern Child Health J (2003) 7:13



What Determines Health?
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Upper L:  McGinnis JM, et al.  The case for more active policy attention to health promotion.  Health Aff.  2002; 21(2):78-93.  Lower L:  Remington PL, et al.  The County Health Rankings:  rationale and methods.  Popul Health 
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EHDI Collaborations with
other MCHB Programs
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Healthy Start
LEND



The Road Ahead for EHDI: Together

Supporting 
& Engaging 

Families
Technology Data Diversity

Family/
DHH Adult 
Consumer/

Provider 
Leadership

Healthy
D/HH

Children
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A Healthy EHDI Community



Thank You for Your Work in the EHDI System!
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National 
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Individual 
Families



Contact Information 

Michael Warren, MD, MPH, FAAP
Maternal and Child Health Bureau (MCHB)
Health Resources and Services Administration (HRSA)
Email: Mwarren@Hrsa.gov
Web: mchb.hrsa.gov
Twitter: twitter.com/HRSAgov
Facebook: facebook.com/HHS.HRSA
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http://Hrsa.gov
http://mchb.hrsa.gov/
http://twitter.com/HRSAgov
http://facebook.com/HHS.HRSA


Connect with HRSA

Learn more about our agency at: 
www.HRSA.gov

Sign up for the HRSA eNews

FOLLOW US: 
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http://www.hrsa.gov/

