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Disclaimer

We have no relevant financial relationships with
the manufacturers(s) of any commercial
products(s) and/or provider of commercial
services discussed in this CME activity.

We do not intend to discuss unapproved/
Investigative use of a commercial
product/device Iin our presentation.
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“Today’s Discussion:
1. Clinical Perspective:
MH/EHDI in today’s clinical practice — Dr. Grimes
2. Title V Perspective:
MH In State Systems — Dr. Waldron
3. Parent Perspective:
What do parents want/need? — Vicki Hunting, Parent
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Home/EHDI in today's clinical

P ractice Alan Grimes, MD, FAAP
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What is a Medical
Home?
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Medical Home?
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AAP Medical Home Definition

A Medical Home is not a bui(du'ng,
a house, or 2 hospita(...

Patient centered goals are
formed in partnership with a
care provider to enhance
care co-ordination of
services and health
outcomes that are safe,
equitable, effective, and
culturally sensitive.

* family-centered
» coordinated

* compassionate, and
» culturally-effective
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Early Hearing Detection and Intervention (EHDI)
Guidelines for Pediatric Medical Home Providers

B~ < e ot et &
Before 3 Months Before 6 Months
|dentify a Medical Home o i ™ -
for every infant Pediatric Audiologic Audiologist Reports to State Continued enrallment
Evaluation® with EHDI* Program in IDEA* Part C
Hospital-based Capacity to Perform: Ewery child with a permanent %HI:T:‘;TE B
. . O OAE* hearing loss, as well as all normal
|npﬂtﬂl:tmlr'g OABR* follow-up results mfemrgw mﬁﬂ|
CREIRABR O Frequency-specific Home cia
KBR I NICU*® 5+ days) t.;.ﬁﬂ bursi"s P Refer to IDEA* Part C Erwaluatiu:za to =
All resulis sent to O Air & bone conduction Coordinating agency for early determine etiology
Medical Home 0O Sedation capability intervention and identify related
{only neaded for ssma Infants) . ; conditions:
A Team Advises Family About: O Otolaryngologist
All communication options; [requirad)
different communication modes; O Ophthalmologist
assistive listening devices _ﬂ__,,,-r"’ [recommandad)
{hearing aids, cochlear implants, O Geneticist (reoommansas)
Hearing etc); parent support programs O Developmental
All results sent to Loss pediatrics, neurology,
Medical Home Unilateral/® ilzioral; Medical & Otologic Evaluations cardiology, nephrology
and State EHDI* _ Sansoringural To recommend treatment and {25 noadad)
Program “‘:',"ﬁ;;';"';';:f: aplrg'.'fiin:tIﬁ clearance for hearing -
F.E:,T::fj L O Behavioral response
Pediatric Audiology audiometry
Hearing aid fitting and monitoring D Ongoing monitoring
. A /). v

L + ¥

Ongoing Care of All Infants*; Coordinated by the Medical Home Provider

* Provide parents with information about hearing, speech, and language milestones
= |dentify and aggressively treat middle ear disease
* Provide vision screening {and referral when indicated) as recommended in the AAP “Bright Futures Guidelines, 3rd Ed."
* Provide ongoing developmental screening (and referral when indicated) per the AAF “Bright Futures Guidelines, 3rd Ed.”
= Refer promptly for audiology evaluation when there is any parental concerny regarding hearing, speech, or language development
= Refer for audiclogy evaluation (at least once before age 30 months) infants who hawve any risk indicators for later-onset hearing loss:
- Family history of permanent childhood hearing loss$
- Meonatal intensive care unit stay of more than 5 days duration, or any of the following (regardless of length of stayh
ECMO4, mechanically-assisted wentilation, otofoxic medications or loop diuretics, exchange transfusion for hyperbiliruinemia
- In utero infections such as cytomegalovirus, herpes, rubella, syphilis, and toxoplasmosis
- Postnatal infactions associated with hearing loss#, including bacterial and viral meningitis
- Craniofacial anomalies, particularly those that involve the pinna, ear canal, ear tags, ear pits, and temporal bone anomalies
- Findings suggestive of a syndrome associated with hearing loss (Waardenbuwrg, Alport, Jervell and Lange-Mielzen, Pendred)
- Syndromes associated with progressive or delayed-onset hearing losst (neurcfibromatosis, osteopetrosis, Usher Syndrome)
- Meurodegenerative disorders} {such as Hunter Syndrome) or sensory motor neuropathies {such as Friedreich’s ataxia and
Charcot Marie Tooth disease)
- Head trauma, especially basal skullftemporal bone fracture that requires hospitalization
- Chemotherapy$

February 2010 - American Academy of Pediatrics Task Force for Improving Newbom Hearing Screening. Dizgnosls and Intervention {www.medicalhomelnta.ong)
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Early Hearing Detection and Intervention (EHDI)

Patient Checklist for Pediatric
Medical Home Providers

Patient Name:

Date of Birth: ff

Hospital-based Inpatient Screening Results (OAESAABR) DATE:
(also Home Births)
Left ear: Missed Incomplete Falled Screen™ © Pass
Right ear: Missad Incomplete Falled Screen™ © Pass

Outpatient Screening Results [OAE’AABR)

Pass
Pass

Falled Re-Screan® =
Falled Re-Screem™ ©

Laft ear:
Right ear:

Incomplata
Incomplete

Pediatric Audiology Evaluation®

Hearing Loss MNormal Hearing

Document child and family auditory history

Report to State EHDI Program results of diagnostic evaluation

Refer to Early Intervention (IDEA, Part C)

Advise famlly about communication options and assistive listening devices
(hearing alds, cochlear iImplants, etc.)

Medical & Otologic Evaluations to recommend treatment and provide
clearance for hiearing ald fitting

Pediatric Audiology Tor hearing ald fitting and monitoring

Enrollment in Early Intervention (IDEA, Part C)
[transition to Part B at 3 years of age)

Medical Evaluations to determine etiology and Identify related conditions
Otolaryngology (required)
ophthaimologlst (recommended)
Geneticist (recommended)
Developmental padiatrics, naurology, cardiology, and nephrology (as needed)

Before 6 months Before 3 months lsmh

Ongolng Pediatric Audiology Services

; . Ongeing Care of All Infantsd
Provide parents with Information about hearing,
speech,. and language milestones
Identity and aggressively treat middie ear disease
Wislon screening and referral as needed
ongoing developmental survelllancareferral
, Risk Indicators Tor delayed-onset hearing loss:
I
{IT Fisk Tactors are present, refer for audiology
evaluation at least once prior to age 30 months)
Service Provider Contact Information
e e Pedlatric Audlologist:
_.I' "_
I S S
_; f Early Interventlon Service Coordinator:
I
I R S
I R S
Other:
N B |
other:
_'r_r'l_
!
— —,’— other:
_'r_r_
_'r_r'l_

OAE = Otoacoustic Emissions

AABR = Automated Auditory Brainstem Response
ABR = Auditory Brainstem Response

IDEA = Individuals with Disabilities Education Act
EHDI = Early Haaring Datection & Intervention

{a) In screening programs that do not provide Outpatient Screening, infants will be referred
olrectly from Inpatient Screening to Pediatric Audioiogic Evaluation. Likewlse, infants at nigher
risk for hearing s (or 0SS to follow-up) 250 may be referred directly to Pediatric Audiology.

) Part C of IDEA® may provide diagnostic audicloglc evaluation sarvices as part of Child Find

This project & funded by an educational grant from the Maternal and
Child Health Bureau, Health Resources and Services Administration
US Department of Health and Human Sendces

((\mlumd Canier for Haaring
Assossment anc Maragoment
Usah Stata Univarsiy™
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[iz) Even Infants who fall scraening in only ocne ear should De refered for further tasting of both
Bars

[d) Includes infants whose parents refused Initial o Tollow-up hearing screening.
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Medical Homes
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Expand Collapse Inc. Font Dec. Font Hx Inc. Font  Dec. Font  Print Preview  FastFoms  Full TextWiew  Outline Text View FRefresh Al Hx
=1  Current Problems 21| ped | Procedures: =

cC o+ Well child exam G2 Bl
——— 1 Newbomn Metabolic Screening: - Fesults from the screening are not yet available.
HPl | Mewbom Hearing Screening: Results from the screening are not pet available.

= ROS
s ing for depression GZ1 Bl
4 PMH »
@ LS ASSESSMENT:
X Immz »

D V202 Well child exam

Allrg + DOx

ﬁ; ¥79.0 Screening for depression
¥ital +| DDx

Exam | WYY

Labs *

=== _| Well child exam G£l Bl

Predr »

A RECOMMEMDATIONS: Vitamin D supplementation [far BF infants).
————1 ANTICIPATORY GUIDANCE was given on the following topics: safety [i.e. signs of illness to watch for; car seats; supine sleeping position;
v|  appropriate toy selection; water thermostat setting; avoidance of shaking the baby; effects of passive tobacco smoke; recommended immunizations
for parents ), nutrition [i.e. proper amount of feeds; avoid addition of solid foods until 4 months of age ], and development [i.e. upcoming
developmental advances, such as sleeping a bit less, becoming more alert, increased vocalization, and increasing head control; importance of
v|  talking to babw ).
FOLLOW-UP: Schedule a follow-up wisit in 2 months.

Lazt Reviewed on 02/14/2011 02:29:11 Ak by Grime

At > Immunizations typically due for the nest visit were listed for the family's review and are DTaP-Hib-IPY, Hepatitis B, Preumocaoccal, and Rotavirus
r The parentz/guardians were advised to check on insurance benefits prior to the nest well child exanm
Prescriptions:

1r
g
< | ﬂ IE Orders:

99391 Periodic comprehensive preventive medicine E4M, established patient, age <1 year [In-House]
= Medications MBSMED Mewbom Metabolic Screen results are needed. [Send-Out]
MHSMED Mewbom Hearing Screen results are needed

Patient E ducation Handouts:
“w'ell Child Exam, 2 weeks, Breast Fed

Screening for depression G Bl
Edinburgh Pastnatal Depression Scale scoring: © 09 Sereening is nomnal; continue routine care.

Prescriptions:

= =
[ €] -5 Soltion series | @)l 229 am

g
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&
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Title V Perspective: the Medical
Home in state systems

Debra Waldron, MD, MPH, FAAP
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NICHQ — NBHS, LC B

e National Initiative for Children’s
Healthcare Quality (NICHQ)

e Newborn Hearing Screening (NBHS)
e Learning Collaborative B

\%?1;,‘-»«5.'.4 ‘
American Academy of Pediatrics f4gss
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NICHQ Overview

Improve the health and well being of Children and Youth
with Special Health Care Needs (CYSHCN) and their families
through building the capacity of state Title V programs—in
concert with other state based partners—to create and
sustain effective community based systems of care

e Use real world case studies to identify opportunities for
improvement in their system of care

o Use state level resources to facilitate improvement in these
areas

e Use the Model for Improvement

e Engage parents in this work and embed strategies to measure
and address disparities in care and outcomes throughout the
process.

SRR
American Academy of Pediatrics {45
&> [l (ol (@A) y

DEDICATED TO THE HEALTH OF ALL CHILDREN"

. American Academy of Pediatrics



Model for Improvement

5. V1 A B3 [;‘
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Role of Clinical Teams

e Meeting Facilitation
e Day to day Project Management
o AIM statement development

e Included:
— Parents
— Audiologists
— State EHDI Coordinators
— PCPs
— Nurses
— Other specialties
— AAP EHDI Chapter Champion
American Academy of Pediatrics 56‘/?%;
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Role of Title V

e Provide Technical Support and resources to
facilitate improvements at the clinical level

o Work with state teams to develop approaches
(policy) to facilitate state level system change

e Be informed by clinical teams of statewide
Issues

o Identify resources; MH providers
e Remove barriers
e Spread system change state-wide

@ ) | @ [t] @ American Academy of Pediatrics f ‘
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Aim Statement: To have state systems that are capable of creating and sustaining integrated systems of care for children with special health care needs as indicated by

the 6 core MCHB outcomes.

Preparation

Preliminary action steps

Implementation

Mastery

Sustainability

1. Strategic leadership:
A strategic plan for the Title V
program has been established.

The strategic plan has been shared
and communicated across the Title
V program.

The will and trust for realizing
the strategic plan has been
established within the Title V
program and key stakeholders
and partners.

The strategic plan is embedded
within the Title V program. A
number of goals associated with the
strategic plan have been achieved
and long term plans for sustaining
these achievements are being
developed.

Goals associated with the strategic
plan are met consistently. Lessons
learned are shared and acted on
across the Title V program in an
environment of mutual trust. Plans
for the long term sustainability of
the goals are being executed.

The Title V program strategic plan
includes areas that are specific to
partnerships across public and
private sectors/constituency.

2. Partnerships across public and private sectors:

Key public and private sector
constituencies have been identified
and initial relationships have been
established.

A number of programs have
begun to partner effectively with
key public and private sector
constituencies.

A number of targets in the Title V
strategic plan have been met in
partnership with key public and
private sector constituencies.

Partnerships with key public and
private sector constituencies have
been sustained and have led to the
realization of relevant targets in the
Title V program strategic plan.

3. Quality Improvement:
The Title V program strategic plan
includes areas that are specific to
quality improvement.

The quality improvement strategic
plan has been shared and
communicated across key
stakeholders and partners

A number of quality
improvement projects, in
partnership with key
stakeholders, partners and
families are underway.

A number of quality improvement
projects, in partnership with key
stakeholders, partners and families
have achieved positive results.

Quality improvement is embedded
in all programs and process.
Sustained results have been
achieved. Lessons learned are
consistently shared across key
stakeholders, partners and families.

4. Use of available resources:
The Title V program understands
the need to maximize the use of
available resources.

The Title V program is cognizant of
available resources, including
financial, personnel skill sets and
knowledge systems.

Are actively engaged in
maximizing productivity in some
system of care areas by directly
or indirectly influencing available
resources.

Has achieved some success in
achieving targets by directly or
indirectly influencing available
resources effectively.

Available resources are consistently
levered so as to maximize the
likelihood that the targets
associated with the overall strategic
plan are achieved.

5. Coordination of service delivery:
The Title V program strategic plan
includes areas that are specific to
service coordination.

Have identified where there are
gaps in the provision and
coordination of services.

Plans are in place to reduce gaps
in the provision and coordination
of services.

Some success has been achieved in
reducing gaps in the provision and
coordination of services.

Rapid improvements in service and
coordination are consistently
realized in partnership with key
stakeholders and families to remove
these.

6. Data Infrastructure:
The Title V program strategic plan
includes areas that are specific to
data infrastructure.

The need to establish effective data
systems has been communicated
across key stakeholders and
partners.

A number of data systems have
been established.

A number of data systems exist and
are routinely used to share system
of care performance information
across key partners and
stakeholders.

Information of the whole system of
care is shared routinely across key
partners and stakeholders in a
manner that informs the knowledge
and actions required to meet the
targets of the overall strategic plan
of the Title V program.

This Index was developed by NICHQ as part of the Learning Collaborative “Improving the System of Care for Children and Youth with Special Healthcare Needs”

NICH

National Initiative for
Children's Healthcare Quality

American Academy of Pediatrics
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Process Phases & Change
Strategies

1. Screening

2. Refer to audiology and notify Medical
Home

3. Confirmation of hearing loss
4. Identify etiology

5. Treatment/amplification

6. Enroll in EI/EA

LA
. . . 6,‘\?;';,"7(&"?-‘
£ (7] @ @ American Academy of Pediatrics; ff4gs
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6 Primary Drivers i ',\a

1. All CSHCN receive coordinated on going, compre® &g
care in @ medical home ..sz

2. All families of CSHCN have adequate private and® &
insurance to pay for the services they need

3. All children are screened early and continuously for special
needs

4. Services for CSHCN are organized in ways families can
easily use

5. Families of CSHCN partner in decision-making at all levels
and are satisfied with services they receive, resulting in
active, well-informed patients and families

6. All youth with special healthcare needs receive the services
necessary for transition to adult health care, work and
independence

8

American Academy of Pediatrics
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Primary Driver #1: All CSHCN receive coordinated
on going, comprehensive care in a medical home

Secondary Drivers

S1. Identify PCP

S2. Ensure PCP has results of hearing screen and
diagnostic tests

S3. Educate PCP about medical work-up and care
planning for infants with hearing loss *

S4. Streamline communication between PCP-
specialists and family *

S5. Registry of DHH children is used to
streamline referral processes and ensure
families receive all needed services *

American Academy of Pediatrics {f4gss:
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S3. Educate PCP about medical work-up and care
planning for infants with hearing loss

e PC3a. provide “just in time” information to PCP/MH
about follow up for infants who “did not pass” the
newborn screen; use standardized evidence-based
materials; provide outreach with phone call to
practice offering guidance and support

— T3a(i). Assure “just in time"” information to
PCP/MH about follow up for infants who “did not
pass” the newborn screen

— T3a(iv). Integrate MH EHDI work with other
CYSHCN/MCH MH related activities — create
interface with MCH to impact other MH initiatives
occurring in state (NCHAM Goal Bank).

American Academy of Pediatrics {f4gs:
DEDICATED TO THE HEALTH OF ALL CHILDREN" ﬂrxi\\\“"




S4. Streamline communication between
PCP-specialists and family.

o C4a. PCP office confirms follow-up appointment for diagnostic
audiology with parents at time of first newborn PCP/MH visit;
stress it's importance.

— T4a(i). Assure appointment follow-up e.g. to audiologist,
ENT as part of EHDI tracking system.

e C4b. Agree on minimum content of referral and response
letters e.g between audiologist and PCP and use templates

— T4b(i). Convene consortium of stakeholders including
families and professional organizations to create and
distribute best practice guidelines; template agreements,
office-based practice improvements, standardized tools (care
map/ care summary etc.)

American Academy of Pediatrics &4
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S4. Streamline communication between
PCP-specialists and family. - Continued

e C4c. Build service agreements, co-management plans, between
primary and specialty care (ENT/ORL, audiology, genetics,
ophthalmology, EI); include core competencies, referral guidelines,
communication and expectations for access to one another.

— TA4Ac(i). Develop and make available to practices service agreements, co-management
and practice management tools.

— T4c(ii). Work with Medicaid and private payers to establish mechanism for coverage
of collaborative visits.

— T4c(iii). Provide or support care coordination to facilitate shared visits as needed.
— TA4c(iv). Work with Hands and Voices, Family to Family Health Information Centers to
get buy-in of family leaders and familiarize families with co-management concept.
e C4d. Families of DHH children sign universal consent form allowing
sharing of information (HIPAA-FERPA) between PCP, audiology, family,
EI and state EHDI program at time of referral to EI.

— TA4d(i). Develop shared consent form /MoU/ /Interagency agreements to streamline
data sharing between EHDI, PCP and EI.




S4. Streamline communication between
PCP-specialists and family. - Continued

e C4e. Use standardized process, fax-back, phone call, etc. to
communicate EI enrollment information and care plan to the PCP/MH
within 2 days of IFSP.

— T4e(i). Convene consortium of stakeholders including families and
professional organizations to create and distribute best practice guidelines;
template agreements, office-based practice improvements, standardized
tools (care map/ care summary etc.)

o C4f. Parents have copies of case summary, care plans, medication lists
in care notebook.

— TA4f(i). Develop in collaboration with families and providers standardized

tools/templates like care maps/ care plans and care summary and make
available to providers and parent organizations.

American Academy of Pediatrics §
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S5. Registry of DHH children is used to
streamline referral processes and ensure families
receive all needed services.

e Cb5a. Create and use a registry for infants with hearing loss; create a “worry list”
monthly of those infants with no screening results, and all “did not pass” with no
diagnostic results or not enrollment in EI

— T5a(i). Establishes and maintains statewide EHDI data collection and
tracking system. Data system supports referrals to follow up services.
Assures monitoring of follow up and referral to other services.

e C5b. Eliminate ambiguity; establish accountability for who is responsible for
following infant; may vary by state.

— T5b(i). Eliminate ambiguity; establish accountability for who is responsible
for following infant; may vary by state. Roles and responsibilities
delineated in best practice guidelines, administrative rules.

e C5c. Provide active “outreach” at first system failure e.g. non-attendance at
audiology appointment.

— T5c¢(i). Outreach to families and providers of infants on “worry list” as
determined by statewide data collection and tracking system

American Academy of Pediatrics ¢
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Screen Diagnose Intervene

no later no later no later

than 1 than 3 than 6
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EHDI "1-3-6" National Strategy

The CDC EHDI program is the
" 7 identified source to report on
progress towards the

\reanvresneN  Healthy People 2020
EHDI "1-3-6" Objectives
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EHDI — National "1-3-6" Goals

1. All newborns will be screened for hearing loss no later

than Z month of age, preferably before hospital

discharge.

Target: 90.2%: Healthy People 2020 EHDI

2007 Baseline Measure: 82% (Topic 20-ENT-VSL-1.1) g———
2. All infants who screen positive will have a diagnostic

audiologic evaluation no later than 3 months of age.

Target: 72.6%: Healthy People 2020

2007 Baseline Measure: 66% (ENT-VSL-1.2) -
3. All infants identified with hearing loss will receive O reiste Frogram.

appropriate early intervention services no later than 6
months of age (medical, audiologic, and early
intervention).

Target >55.0%: Healthy People 2020

2007 Baseline Measure: 50% (ENT-VSL-1.3)
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lowa EHDI o

By March 31, 2014, 95%

SySte m Of Ca re ““‘“ovement & State of Iowa infants (including

out of hospital births)
Sy who miss, had

sfe incomplete, or Did Not
Pass the birth screen, will
receive screen and re-
screen (if necessary) by
one month of age.

Education

AVala -

GOAL 3:
By March 31, 2014,

95% of children 0- 30

3 years of age with 9(\,

s it AT
have access to the - Y ' ;

=: | 95% of children 0-3
years of age who Did
Not Pass two screens
and/or have any risk
indicators for late
onset hearing loss (as
defined by JCIH)
receive the follow-up
care they need,
including care
coordination and
family support, within
a medical home.

community-based
services they need
and their families
choose, in a timely,
efficient, effective,
and family centered
manner.

\
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Iowa Medical Home
Implementation Team (MHIT)

%&g’j ézDrmx:!
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e Goal 1: Iowa infants (including out of hospital
births) who miss, had incomplete, or did not
pass the birth screen, will receive screen and
re-screen (if necessary) by 1 month of age.

— Objectives:
= early screening standards met @ N
= protocols for timely reporting

= promote importance
= provider eduction.

American Academy of Pediatrics
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Iowa Medical Home
Implementation Team | owens

Dtt &Itrvt n System

e Goal 2: Children 0-3 years of age who did
not pass 2 screens

» and/or have any risk indicators for late onset hearing
|OSS (as defined by JCIH)

» receive the follow-up care they need, including care
coordination and family support,

e within @ medical home

— Objectives: PCP knowledge; referral guidelines
and communication; care coordination; family
support.

American Academy of Pediatrics &f4gss:
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Iowa Medical Home
Implementation Team

Goal 3: Children 0-3 years of age with

documented hearing loss will have access to

the community-based services they need

and choose, in a timely, efficient, effective,

and family centered manner.

— Objectives: enhanced collaboration; audiologic
followup diagnostics and amplification (if parent

choice); enrolled in early intervention; family
support services.

American Academy of Pediatrics {aass
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Parent Perspective: What do
parents want/need?

Vicki Hunting, Parent
Co-President Iowa Hands & Voices
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Stephanie’s Journey

e Born May 2, 1991; 6 Ibs., GBS at birth, oxygen, gentamycin, blood transfusion
e Hospital discharge at 2 weeks old; 5 days NICU, 5 days regular nursery

Scrlslen ttr’]Y '8 « No newborn hearing screening, even with risk factors
on

* 4 months addressed concerns with Pediatrician
blEeeaaias © Many attempts to get appointments with ENT, and audiologists
3 months

¢ 5-6 months; unsuccessful ENT appointments

¢ 7 months; initial ABR, indicated loss, fluid,

e 8 months 15t hearing aid

e 8 months; enrolled in Early Intervention, itinerant Teacher of the Deaf home visits began

J o )

«8 months to 2 years; auditory verbal communication, weekly TOD visits
2 years; added sign language Signed Exact English (SEE)
2 years; began all day in regional day school for the deaf in Total Communication
*4 years CI, continued sign language, added back auditory verbal
SRNIGRERSY 4510 years; school used sign language interpreter
beyond «10 years old dropped sign language interpreter

American Academy of Pediatrics
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e Professionals come and go

o Grief

e Time to digest the information
e Avoid telling us what to do

e Encourage us to take ownership in
the decision

%.\}:"""a«"
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® 809% identified before 3 years old, kids now 5
years old

® 90% had bi-lateral loss

®@ Majority had significant loss in at least 1 ear,
mild to profound

® Connected to resources and other parents
® No socio-economic status gathered

® Professional; Audiologists, Pediatricians, TOD,
Gen Ed teachers, EA/EI, SLP, etc.

Crawford, L. What Do Parents Have To Say About Professional Bias, Texas Hands & Voices
http://www.handsandvoices.org/articles/parent pro collab/V12-4 parprobias.htm
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® 5090 felt they received complete/balanced info
about all communication options and
educational programs?

® 63%o said that professionals did not suggest
parents talk with other kinds of professionals
to learn more

® 559%0 not easy to learn about different
communication options

® 629%0 not easy to learn about educational
choices
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® 7896 felt they had flexibility to try multiple options and
could change their minds

® Learned on their own or from other parents about
controversies in education & communication options

> 10% not aware
> 37% learned from professionals
® 919%b parents felt in control of making decision
> 92% were happy with their decision
® 99 felt professionals in control
> 31% not happy with decisions
> 62% did not know!
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® Over 50% of children still not being identified before 6
months

® Only 50% of parents feel they are receiving complete
and balanced information

® Professionals refer parents to other

professionals/programs for information only 37% of the
time.

® 55-61% of parents did not think it was easy to learn

about options. * This does not mean they were not told - but it
implies the information was not understandable. (This relates to

challenges identified in the Joint Committee on Infant Hearing
2007 Position Statement)

@ Il O W @& American Academy of Pediatrics
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The GOOD NEWS

® 789%b6 of parents feel like they have/had
flexibility to explore options

®919b6 feel like they are in control of the
decisions being made for their child

@ Parent to parent support is working!

> 80.8 %0 of parents list this as the
in which to receive information.

American Academy of Pediatrics {f4gs®
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®@ Challenges remain - (JCIH 2007) -"There /s a
falilure to communicate information to families
in a culturally sensitive and understandable
format”

® Don’t imit the information given to parents, but
make sure it is understandable.

® What contributes to parents not understanding
information?
> Conflicting biased information from professionals,

deaf and hard of hearing community members and
other parents.

LAY
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Parent involvement provides:

»Unique perspective of a vested
stakeholder

»Motivated and personal commitment to
improvement of the system

»Systems that are appropriate for and
acceptable to families

> Better outcomes for kids
> Parent tested

AR
- American Academy of Pediatrics (faan:
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Emotional support & mentoring ™ We've been there”

A way to share information, experiences

A safe place to brainstorm and express feelings

A sounding board for the choices you are making
Feedback, Input, Validation, & Non-judgmental support
Exposure to diverse models

Support for diverse communication choices
Accessibility to a strong network

A network that includes professionals as partners
Uniting in Strength...Creating the Power to Change

VYV VYV VVYVYYVY
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What Parents Want...
e Freedom from misinformation

"There Is no test that confirms hearing loss until 6-8 months of
a g e V/4

"Don’t worry, Kids grow at different levels/rates”

"You don't have to do anything about this for 6 months or a year”
"It's probably just a little fluid, let’s wait and see there’s no hurry.”
"A cochlear implant will cure this.”

"I can tell you right now there is nothing wrong with her hearing,
she’s babbling.”

"If you sign to a child with a CI they won't learn to listen.”




What Parents Want...

e A partnership
— Trust must be established
— Dismantling the barriers of past experiences

— Physicians and parents understand one
another’s role

e Basic Information

Parent Quote: "We have learned to be more assertive and insist
upon being part of our son’s medical team. Any physician or
health professional who does not see us as such gets removed
from the team.”
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What Parents Want...

e Medical information/implications
regarding hearing loss

o A Sensitivity to the complexity of the
decisions parents make regarding
communication choices & education.

— deafness is different (consider their experience
outside the “"medical” domain)

American Academy of Pediatrics H4as:
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We wish for:

..Partnership

..Honesty

..Information
..Amplification Choices
..Communication Options

DesGeorges, J. A Parent’s Wish List for Audiologists.: The Parent Perspective, Hands & Voices (2009)
http://www.handsandvoices.org/articles/parent pro collab/wish list.html
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http://www.handsandvoices.org/articles/parent_pro_collab/wish_list.html

I wish that...

® "...my health professional would read prior information on my
child's hearing before we sat down with them”

® "..as part of every audiologists training and in every appropriate
situation, they have an opportunity to learn from parents of
deaf/hh kids. Parent/family perspective”

® "..my Audiologist would realize that what my son can hear in a
sound proof booth is not what they hear in their classroom or the
outside world”

® "...my Audiologist would not pretend everything was o.k. or sugar
coat the results. Give me the reality and let me figure out how to
handle the information”

® "..Audiologists would be informative and unbiased. "

® "...healthcare professionals would listen to us parents - be open to
accept the experience of a ‘non-professional”™

@: | [0 W@ American Academy of Pediatrics ',
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Conclusions

e There is still work to be done

e Continue work on defining what a MH is
for children with a hearing loss

e Realistic and flexible models

e Ensuring MH model works from family
point of view

American Academy of Pediatrics H4gsn
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Be a Champion

“Act as if what you do
makes a difference. If
does.”

— William Jones

American Academy of Pediatrics (f4gs:




Inthe end, it's not just about
the choices
we made for ouwr childven
but how we
fosterved their ability
to- make the
right choices for themselves;
and thev honored their

Leearwne Seaver, Parent
tExeculive Director,
Hondys & Voices
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Resources

o AAP - National Center for Medical Home — EHDI
http://www.medicalhomeinfo.org/how/clinical care/hearin
g_screening/

o AAP-EHDI-Medical Home Checklist (The Road Map)
http://www.medicalhomeinfo.org/downloads/pdfs/Checklis
t 2010.pdf

o AAP-EHDI-Medical Home Guidelines (The Road Map)

http://www.medicalhomeinfo.org/downloads/pdfs/Algorith
m1l 2010.pdf

e Hands & Voices

http://www.handsandvoices.org/articles/articles index.ht
ml#parents

American Academy of Pediatrics
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http://www.medicalhomeinfo.org/how/clinical_care/hearing_screening/
http://www.medicalhomeinfo.org/how/clinical_care/hearing_screening/
http://www.medicalhomeinfo.org/downloads/pdfs/Checklist_2010.pdf
http://www.medicalhomeinfo.org/downloads/pdfs/Checklist_2010.pdf
http://www.medicalhomeinfo.org/downloads/pdfs/Algorithm1_2010.pdf
http://www.medicalhomeinfo.org/downloads/pdfs/Algorithm1_2010.pdf
http://www.handsandvoices.org/articles/articles_index.html
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Pediatrics Supplement August 2010

e Shirley A. Russ, Denise Dougherty, & Padmini Jagadish Accelerating Evidence Into
Practice for the Benefit of Children With Early Hearing Loss
Pediatrics 126: S7-S18.

e Shanna Shulman, Melanie Besculides, Anna Saltzman, Henry Ireys, Karl R. White, and Irene
Forsman Evaluation of the Universal Newborn Hearing Screening and Intervention
Program Pediatrics 126: 519-527.

e K. Todd Houston, Diane D. Behl, Karl R. White, and Irene Forsman Federal Privacy
Regulations and the Provision of Early Hearing Detection and Intervention
Programs Pediatrics 126: 528-533.

e Margaret A. McManus, Ruti Levtov, Karl R. White, Irene Forsman, Terry Foust, and Maureen
Thompson Medicaid Reimbursement of Hearing Services for Infants and Young
Children Pediatrics 126: 534-542.

e Stephanie J. Limb, Margaret A. McManus, Harriette B. Fox, Karl R. White, and Irene Forsman
Ensuring Financial Access to Hearing Aids for Infants and Young Children Pediatrics
126: S43-S51.

e Melissa McCarthy, Karen Munoz, and Karl R. White Teleintervention for Infants & Young
Children Who Are Deaf or Hard-of-Hearing Pediatrics 126:552-558.

e Shirley A. Russ, Doris Hanna, Janet DesGeorges, and Irene Forsman Improving Follow-up
to Newborn Hearing Screening: A Learning-Collaborative Experience Pediatrics 126:
S59-569.
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Contact Information

Alan GrimeS, MD FAAP Debra Waldron, MD, MPH, FAAP
9405 north Oak 100 Hawkins Dr. CDD 247
Kansas City, MO 64155 lowa City, IA 52242

816-412-2900

_ 319-467-5009
agrimes@pol.net

debra-waldron@uiowa.edu

Vicki Hunting, Parent
4508 47t Street

Des Moines, IA 50310
515-331-0750
vicki-hunting@uiowa.edu
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