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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)

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.

1{ Maternal & Child Health

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.’

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

= 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.

{ Maternal & Child Health
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 6
in the United States. Sign Lanquage Studies. 2004:4(2):138-163.



HRSA EHDI History

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
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EHDI Accomplishments

In 2017.....

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




HRSA’s EHDI Programs

Leadership
Early Hearing Family Education in
Detection & EHDI National Leadership Neurodevelopmental Advancing
Intervention Technical in Language and Related Systems of
(EHDI) Resource Center and Learning Disabilities (LEND) - Services for
Program (NTRC) Center (FL3) Pediatric Audiology CYSHCN

59 1 1 12 1

grants cooperative agreement cooperative agreement supplements cooperative agreement

National Center for

States and Hearing Assessment Hands & Voices University Centers with American Academy
Territories and Management LEND programs of Pediatrics (AAP)
(NCHAM)
o, EHDI system Technical assistance to Family support Workforce Development Medical Home

| ﬁ/éinff astructure states & Territories & engagement SsHRSA
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New Funding Opportunities for 2020
Address Legislative Changes

* Expanding hearing screening from

One Nundred Fifteenth Congress

of the newborn up to age 3
Nnited Dtates of America
AT THE FIRST SESSION * Deaf and hard-of-hearing adult
e o e, consumer-to-family supports

the third day of January, two thousand and seventeen

An At * “Information provided to families is

To gmend(the Public Health Serviog Act to reauthorize a program for early deltection, .
g;a:;g::é ::Sdi::tment regarding deaf and hard-of-hearing newborns, infants, accura te’ Compreh enSIve’ up_to_
the o i by B Semate and Hous of Representatives of date, and evidence-based, as
SECTION 1. SHORT TITLE. | | appropriate, to allow families to
This Act may ‘be gted as the “Early Hearing Detection and B .. .
{ntervention Act of 2017 make important decisions for their
SEC. 2. REAUTHORIZATION OF PROGRAM FOR EARLY DETECTION, . . . "
DIAGNOSIS, AND TREATMENT REGARDING DEAF AND HARD- children in a timely manner...

@“m"/ OF-HEARING NEWBORNS, INFANTS, AND YOUNG CHILDREN.
(’&,%{ Maternal & Child Health

Early Hearing Detection and Intervention Act of 2017, Public Health Service Act, Title Ill, 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 El 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

Upstream
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“...roots of problems in
school-age children are
In early ch

...resource

brought toy TTON, AND WELFARE

concerted
early presdren’s Bureau . 1964

...gaps in {

SUpENVISIo rnment Printing Office

resultant Weats

|n the re ad | neSS Of 'US. DEPARTL\fEiNT OF HEALTH, EDL‘;ATION, AND WELFARE
children to begin their 1 1

%/é education... é’HRSA
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US Department of Health, Education, and Welfare. Children’s Bureau. Health of Children of School Age. 1964.




Healthy and Ready to Learn

Proportion of U.S. Children Aged 3-5 Scoring
“On-Track,” “Needs Support,” or “At-Risk”
for Pilot Healthy and Ready to Learn NOM, 2016 NSCH
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Proportion 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). 15






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”

Council on Pediatric Practice
AMERICAN ACADEMY OF PEDIATRICS
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Sia 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.



AMERICAN ACADEMY OF PEDIATRICS

The Medical Home

Ad Hoc Task Force on Definition of the Medical Home

The American Academy of Pediatrics believes that
the medical care of infants, children, and adolescents
ideally should be accessible, continuous, comprehen-
sive, family centered, coordinated, and compassion-
ate. It should be delivered or directed by well-trained
physicians who are able to manage or facilitate essen-
tially all aspects of pediatric care. The physician
should be known to the child and family and should
be able to develop a relationship of mutual responsi-

where these can be obtained. Provision of medical
information about the patient to the consultant.
Evaluation of the consultant’s recommendations,
implementation of recommendations that are in-
dicated and appropriate, and interpretation of
these to the family.

5. Interaction with school and community agencies
to be certain that special health needs of the indi-

vidual child are addressed

bility an
the "mﬂ 774

traditio

PEDIATRICS Vol. 90 No. 5 November 1992 [

office setting. In contrast, care provided through
emergency departments, walk-in clinics, and other
urgent-care facilities is often less effective and more
costly.

We should strive to attain a “medical home” for all
of our children. Although geographic barriers, per-
sonnel constraints, practice patterns, and economic
and social forces make the ideal “medical home”
unobtainable for many children, we believe that com-
prehensive health care of infants, children, and ado-
lescents, wherever delivered, should encompass the

- ~ali-
zations. This record should be accessible, but con-
fidentiality must be assured.

Medical care of infants, children, and adolescents
must sometimes be provided in locations other than
physician’s offices. However, unless these locations
provide all of the services listed above, they do not
meet the definition of a medical home. Other venues
for children’s care include hospital outpatient clinics,
school-based and school-linked clinics, community

hoalth rontore hoalth Aonarimont clinicre and athove

American Academy of Pediatrics Ad Hoc Task Force on Definition of the Medical Home. The Medical Home. Pediatrics. 1992: 90(5); 774.
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Medical Home
(National Survey of Children’s Health, 2017-18)

All Children

Medical
No Home

Medical
Home

\[o)

Medical 48.20%
Home

51.80%

0
Medical 42.70%

Home
57.30%

'H{ Maternal & Child Health

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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Position S

The Joint Commi
endorses the goal ¢
infants with hearnng
possible. All infants
be identified before
receive interventior

Joint Committee on Infant Hearing. 1994 Position Statement.
Available at: jcih.org/JCIH1994.pdf. Accessed on 02/19/2020.

This 1994 Position Staternent was
daveloped by the Joit Commitee on Infant
Hearing. Joint comendtipe member
organizatons that approved this statemant
and their respeciive represematives whe
prepared this stalement include the
Amencan Speech-Language Hearing
Assocaton (Alan O, Diedendort, PhD
Chair; Deborah Hayes, PhD: and Evelyn
Cherow, MA, ex oficio); the Amencan
Academy of Oolaryngology-read and Neck
Surgery (Pairick E. Brocknouser. MO, and
Stephen Epstein, MD). tha Amencan
Academy of Audclogy (Terese Fintze, PhD;
and Jerry Northem, PhD); the Amencan
Acadermy of Pedaincs (Alen Erenverg, MD,
and Nancy Rezen, MD); and the Directors
of Speech and Heanng Programs in State
Health and Wellare Agencies (Thomas
Mahoney, PhD, and Kathva J, Mense MS)

|
Position Statement*

The Jont Commttee on Infant Heasing
endorses the goal of universal detection of
infants win heanng loss as early as
possidie, Al infants with hearing ss shoud
be identibed balore 3 monhs of age. ang
recowve inerventian by 6 months of age

I. Background

In 1882, the Joint Comemigtee on Infant
Heanng recommendad identcaton of infants
ol nak for heanng loss in lerms of specific
NS TACION ard supgested 1olow-UD SUlogK
ovaluaton until an acourate assessment of
heanng coud be made (Joint Committes on
Infant Heanng, 1982, Amencan Academy of
Fediatrnics, 1082), In 1960, e Positon
Statement was modibied 10 expand the list of

Joint Commitiee on
Infant Hearing

1994

osition Statement

ek lactors and recommend & specific
heanng screening protocol

In concert with the national initiative
Healthy Pacpie 2000 (U.S. Dapanmant of
Health and Human Services, Publc Health
Sarvica, 1990}, which promotes earty
dentification af chiltren with heanng loss,
this 1064 Postion Statement addresses the
naed o idantify al infants with heanng loss.

The prevaence of newborn and nfant
heamng l0ss Is estimated to range from 1.5 o
6.0 per 1,000 hve brtns (Wation, Baldwn, &
McEnery, 1891, Parving, 1953; White &
Benhrens, 1993). Resk factor screaning
dentfies only S0% of infants wath signiicant
heanng loss (Pappas, 1983 Elssman,
Matkn, & Sabo, 15987, Mauk, Whae
Mortensen, & Bahrens. 1961). Falure to
danifty the remaning S0% of children with
heanng loss resuns o Jagross and
ntervention al an unaccepladly late age

This 1994 Postion Satement

1. enconses the goa' of universal detection
of infants with haanng loss and encowages
continuing research ang development 1o
mprove technigues for detechon of and
Intarvention for heandng loss as earty as
posstle,

2. mantaing a role 'or the higherisk factors
(hareaftor termea indicators) descnbed in the
1690 Pesition Statement. anc modifies the
5t of InChcators associated with
sensonneurl and/or conguctive Meanng loss
In Newboms and infants,

3. Identifes indicators associated with e
ONBt NAANNG 1088 &N MECOrMEnds Drocedy s
0 menitar infants with these ndicatons.

4 recognizes the adverse aMects of
uctialing conductive hearing loss from
POrsSiant Of recurrent otills media with
aftusian (OME) and recommands monmonng
nlams wah OME far haanne loas’

6. dentifies additiond consideratons
necessary 10 enhance earty ientification of
nfants with heanng loss,

Il. Considerations for Detecting
Hearing Loss in Infants

A successhu infant heamng program must
delect heanng 0ss 1hal will nterere wh
normal cevelopment of speech and ara
language. Because normal heanng is crtical
for speech and oral language development
as sarly as the brst € months of Ha (Kuni,
Williams, Lacerds, Stephans, § Lingbloom,
1992), 115 desvable 1o kantify infants wah
hearnng loss before 3 manths of age

Fachhes or agencies that Impiement nfant
hearing programs must develop protocols 1o
acheve dentificalion ol af Infanis with
heanng ‘oss To gain access o most infants,
he Joint Commitiee on Infat Heanng
recommends the ophion of evalualing mfants
before discharge from the newbom nursery
For infants dischargad amty or Jolvared at
a0 alternatve birthing sie, it is desicabie %0
nave hair haanng assassed before J months
of nge

Concem ior hearng shaukd not siop at
brth. Some chidren may cevelcp delayed-
onse! hearng loss For miants denthed with
NGICAoNs A350CIAeT wilh delayed - onset
heanng loss (see Sectons Il B and NI C,
below). Orgaing manitoring and evaluakon
wil D0 necassary (ASHA, 16491)

A. Technical Conslderations

Hoannrg loss of 30 dB KL and greater in
the Irequency region Impeortant lor speech
recognition (approxmalely 500 through 4000
H2) wit Intertere with the nomal developmant
of speech ang language, Techniques used 10
255083 haaring of infants must be cagable of
delectin: Fearng 0ss ol this dearee n
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Upstream
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Levels of Prevention

PRIMARY SECONDARY TERTIARY
Prevention Prevention Prevention
An intervention An intervention An intervention

implemented before | implemented after a | implemented after a
there is evidence of | disease has begun, | disease or injury is
a disease or injury |but before it is established
symptomatic.

SERVIC
AN s
\\\ /
"o,
iy,
FI’VJ'A'(V

Maternal & Child Health

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



EHDI: Upstream
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Life Course Model

Risk Factors

1 Trajectory
l Health Promotion
Factors

Optimal

Health/Development

0

Age =2

Your Mother’s/Father’s Life I

Next Generation
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rojects/mch-life-course-toolbox . Based on: Lu, M.C. & Halfon, N. Matern Child Health J (2003) 7:13




What Determines Health?

Health

care "|||||||||')
accounts
for only
10-20%
of overall
health
'JZ sHRSA

ﬁ%ﬂﬂ Maternal & Child Health
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

Metr. 2014; 13:11. Upper R: American’s Health Rankings. www.americashealthrankings.org. Lower R: Park H et al. Relative Contributions of a Set of Health Factors to Selected Health Outcomes Am J Prev Med 28
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EHDI Collaborations with
other MCHB Programs

HRSA Gives Children and Families a

HEALTHY START

@ Maternal, Infant, and

Early Childhood
Home Visiting Program HRSA
The Maternal, Infant, and Early Childhood Home Visiting Program
(MIECHV) gi -risk d famili
resources glr:lde zatllsl: I’?o rzlriignciril;[d\:;onmv‘jr?oagre ;rr?ylsliisa|?y?§sfi’:& TITLE V MATE RNAL AN D
and emotionally healthy and ready to succeed. CHILD HEALTH SERVICES
BLOCK GRANT TO STATES
PROGRAM




The Road Ahead for EHDI: Together

A Healthy EHDI Community
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Thank You for Your Work in the EHDI System!

Individual
Families

Community
and State
Changes

National
Improvement

&éHRSA
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Contact Information

Michael Warren, MD, MPH, FAAP

Maternal and Child Health Bureau (MCHB)

Health Resources and Services Administration (HRSA)
Email: Mwarren@Hrsa.qov

Web: mchb.hrsa.gov

Twitter: twitter.com/HRSAqov

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
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Connect with HRSA

Learn more about our agency at:

www.HRSA.gov

M Sign up for the HRSA eNews

FOLLOW US:
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