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. Prograrn Iriformetior

n what agency/department is the
program located?

Guam EHDI is located at the University of
Guam, Center for Excellence In

Developmental Disabilities Education,

. Research, and Service. (Guam CEDDERS)

Dean’s Circle. House #24 houses the

N 'MCHB Initiative for services and resources
[and House #26 houses the database p

\% | system. \




Procjrean Informeatior

Who are the primary contacts? (CDC & HRSA)-

For CDC, Dr. Velma Sablan and for HRSA,
Elaine Eclavea

Is there a State EHDI website? No, not yet.
We anticipate having a website by 2007.

Is there a State EHDI Advisory Committee?
Yes, the Guam EHDI Advisory Council has
23 members which include parents,

W representatives from the birthing sites,

y physicians, early intervention, and
¥

“cohsumer advocates.




Procjrean Informeatior

What funding does the Guam EHDI
program have in addition to CDC funds?
At present, only the CDC and HRSA
grants fund UNHS activities, however
Guam is looking into local
sustainability plans as part of the

ﬂ .next cycle of goals and objectives for

\% “thf next 3 years. \ /[




. Flearing screernlng or Newoorris

~ -

Guam’s Progress from 2003-2005




Doas Gllaff) fleye Wrltier!

culcelines/orotocols for gariorrriric) naarirc

* Yes, currently Guam has guidelines/
protocol. However, we are currently
working with DPHSS Iin promulgating
the rules and reqgulations required by PL
27-150.




|5 rlaWweors flgafire) seragnirle) galrt of ifle

nosoltel’s stanclard of care gaciaca? s

* Yes, newborn hearing screening is part
of the birthing sites’ standard of care
package.

* Yes, Informed consent Is required at
GMHA until the standard of care Is
formally approved by the Hospital




Wriztt seraeniric) tgcninology do ol Lse?

for OAE screening.




Wrio clogs ifle scraanirie) 1) ine rosolial?

* Nurses and nurse’s aides perform the
screening at the birthing sites.




Wrio dogs ire oui-gatlert scraarnifc?

« Out-patient screening is done by the Guam
EHDI Facilitator, Bill Toves and Screener,
Vicky Ritter.

« At Sagua Managu Birthing Center out-patient
IS done by nurses and nurse aides.

/o Future plans are to conduct out-patient

,\ screening at Department of Public Health
/ /Special Kids Clinic . \
Y




If 2l D10y dogs ot gass irle scragrlne), Wil

orocadures are followac?

rescreen appomtment to return for a 2nd
screening at the Sagua Managu Birthing
Center or at UOG PEDS.

To whom is it reported?
'« To parents and pediatrician.




W0 15 rasoonsiole for sgitlnc) Lo ire a00olfiirlens

fOr rescraan?

 Birthing sites schedule the rescreen
appointments.

How soon does the baby usually come
back?

 Infants usually return for a rescreen in 2
rweeks.




Wrlztt acitlomearit 15 usad for guii-ozilen

SHEENINEY,

e Grayson-Stadler GSI-70 is the

equipment used for out-patient
screening.




Do voul flelve iy orgcadiras/aolicias i glace i

arsuUre Irfarlis oorr ouisicde of 2 nosoltal racelye @

e There have been no incidence of out of
hospital births at this time.

 Guam does not have any procedures/policies
In place to ensure infants born outside the
hospital receive a hearing screening.

/ + Contact with babies born outside the hospital
,\ will come from “Well Baby Clinics”
J/ [ (pediatrician referral) or self referral by
Y




Wrlett eifa ifle K8y 155Uss faclrle) VoLlr siata/iarriiory
trielt erffect scraanine Irfarts for nearic) loss?

e High false positive rates prior to discharge
(initial screen)

 Loss to follow-up: Return for 2"d screen,
return of infants with high risk factors, and
return of infants with possible late onset for
hearing loss.

,\ « Refusal for early intervention services Is
/ fanother challenge Guam needs to continue t?
Y
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Wizt eira trle €ay Isstias faclric) Gzl ifat

aAffact scragrine Infarlis for nearineg logs?

* The audiological services (evaluation
and follow-up)

* The reluctance of some families in
agreeing with the audiological
evaluation results or a hearing loss
diagnosis of their child is a concern.







Dogs iflg Gl =rFD] oroc e rlelve raculrac or
recornrrerncdad avcdiological assassmarnt oroiocols or

gLltiglifles 1O O2S0flflef, TelClIILi=2s, clfICf SC{L OffIS )T

« Guam EHDI does have required
audiological assessment protocol for
personnel, facilities, and equipment.




5 triere o Gz st of gadiatric aucdiolgeflsis
or dlzgnostic cariars?

 Guam has no pediatric audiologist on
Island.

* Diagnosis is done at Audiological
Associates, the only available
audiologist on Guam for infants O to 3
years old. However, GPSS has agreed

W /to have the GPSS Audiologist begin to

\% ,\as\Fe,ss infants and toddlers.
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Dogs irlg Gl EFID] orfoc)reirm flzlye

radical agsessmernt oroiocols or guldalines?

e Currently Guam EHDI does not have medical
assessment protocols or guidelines.

 Infants with known medical conditions are
referred to the Guam Early Intervention
System. If needed, a full medical assessment
 Is conducted as part of the child’s
,\ Individualized Family Service Plan.




Wriegl ar) et s clertifiec witn 2 negerire) logs, o

wrorr clogs ine adciologist sericd 2 regori?

e Copies of the audiological report are
provided to the family, pediatrician, and
the Guam EHDI Project.

. Who makes the referral to Early Intervention?
* Most often the Guam EHDI Project makes the




Are regoris sarli for alliarents ancl erlldren or s

trose wrio are [dartiflac witr e ngarineg 0557 Flow
fre i858 r800rs sarli?

« Audiological reports of infants with

hearing loss are sent to the Guam EHDI
Project.

 These reports are hand carried to Guam
EHDI.







Wrio 15 irle |gacd agarcy for Eairly

[riteryarition Sarvicas?

e Guam Public School System is currently the
Lead Agency for Part C services.

* For active military families services may be
provide by the Education and Developmental
Intervention Services — under of U.S. Naval

Station - Pediatric Clinic (Department Head

,\ Dr. Whitfield (Dr. Andrea Rahn Supervisor)




Wizt I irle @l lollity erltarizl for erlleren

wWitrl rlezicinie) loss io racalve garly

Iritaryearition irrolclr) Peart C7

e GEIS
. 4 Eligibility criteria
« Establish Risk (known mental or physical condition)
* Biological At Risk

« Environmentally At Risk
* Developmental Delay

. * EDIS — must qualify under DODEA
« Eligibility Criteria
* Developmental Delay

.
e 20% in 2 areas
\ e 25% in one area

lf}ological Risk or Established Condition

\

"N

A /\ /'“\ 9
.




Ara Ierreirts wWite eollel el Ueleiiara

nezrine loss eligiola?

* Yes, If they have any loss they are
eligible for early intervention services.




Wriar 2t enllel iraisitlons o Praseriool coas

irie allglolllty critaria crzrce?

 YES from GPSS Part B to GEIS

o Child’s eligibility is re-determined for Part B
services under IDEA and is part of the
child’s Transition Plan.

 EDIS

 Transition from Preschool to DODEA
Schools

,  DODEA does further evaluation if needed.
\- Eligibility changes to follow Part B. '\

~




Dogs iflg =] grocres regort arirollerient znc

Iniervaniion irformeaiion vaek o ine Gl x50
OroCrern?

e Collaborative relationships and monthly
staffing between both programs have
been working.

e Guam EHDI monitors and tracks all infants
referred to GEIS.




Dogs ifle Gl EFD] orocranm recalye

Inforrretlon/reooris from ine 0rascrool orocrearrs?

At this point, Guam EHDI does not
receive information/reports from the
preschool programs.




Dogs iflg Gl EFD] orocre) traci ing tyos arc

Intansity of 2| sarvices racalvacd 0y Infaris,
critldrer, and inelr feunilies? To wrat age do you
traci cnilldren identifled witn nearing loss?

« Guam EHDI tracks the type and intensity of
El services received by infants, children, and
their families through the database and
periodic meetings with El.

/o Children with hearing loss are tracked by the
Guam EHDI project until they transition to
,\J/ [Part B at age 3.
Y
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Wzt Kiniel gf Bl sapvicas zira aivellleole o e

fernilles of calldrarn, olrin to 3, witn rezrineg loss

gfier)?
« Home services may range from 1 x a week to
once every 3 months depending on the child.

e EIl services may include the following: home
visits, audiological services, transportation,
family counseling, etc.

* Children are served either at home or in the

’\ I,»setting the parent’s choose. (grandparents,

. ext\ended family, child care)

}/:Y [ ,f- "\\n’ \\
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Wizt iiricl of sarvicas are avalllzigle o grascroo.

e Speech and Language Services
« Specially designed instruction

e Preschool Children with hearing loss
,are served in Head Start Centers or
W ‘Sped Preschool Classes.




Ir) eiclelition to Part © Wzt grocreis eire avelllziole

for 1nfarits anc cnildren witn nearine loss?

* Families may access the Guam EHDI
parent to parent support group.

e Resource materials from the Guam
EHDI Project.

, » Guam Rotary Clubs







Dogs iflg 2RID] orocjrzrn of) Gz collact cziz of

Kriowr rlsi faciors? If yes, araing JCIH risk
Inciceiors usecl?

e Guam does collect data on known risk
factors that are similar to the JCIH risk

Indicators.




Wriztt follow=to grocacliiras cg ol Lse for
IfIfairts Witr) flsk faciors for rlezirine loss?

e |nfants with risk factors are rescreened
at 6 months of age.

 If they pass the rescreen, no further
screening Is required.

o If they fall the rescreen, the infant Is
' referred to Guam Early Intervention
W System which includes a full

J/ [ au\dlologlcal evaluation.

Y »




* Yes, there are a variety of mechanisms in
place for a child to receive a hearing
screening.

If yes, who sponsors these programs?

e Guam Public School System, DPHSS, GEIS,
Head Start

,
Are results reported to the EHDI program?
’\ * At the present time, results are not forwarded

tothe Guam EHDI. \
I [
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rlow dogs Guin’s survalllarce sysianm Intec)reie

witr ine recdicel norme to arsure traciine) zic

o At the present time, the Guam EHDI
survelllance system does not integrate
with the medical home. Plans are being
developed to expand surveillance to
Include this integration. Currently,
tracking and surveillance is ensured

.through collaboration with early

Iﬂinl‘Frvention. Y




D)o VoLl fleve oliirezien) giforis i fleide faclicel

fornes ewelres of ire Guzar ErD] grocass? If so.
Wz 2ire trese efforts arcl wret groos do vou

felrget?

* Yes, Guam EHDI provides training on
the medical home concept for parents
and co-sponsors with other agencies
the Medical Home Conference.

e Groups targeted include: physicians,
parents, service providers, advocates,
W ~ sand the community at large.
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aickane & Survalllarnce

triat \/IJnJm zes Loss to Follow-uo
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Wiiett saftyvelra el caiteigaise sysiarr cdogs ifle Glelsr

ErD] grogragm Usa to irecl ngarinc) scraanire),

 Guam initiated data collection on FileMaker Pro 7 from the
beginning of the UNHS effort to February 2006.

* With CDC support, Guam negotiated with the University of
Maine and restructured the database system to collect other
data needed and to move to a system that would offer more
options for expansion in the future. This system was a revised
version of ChildLink, a database developed by the University of
Maine.

e Guam now uses Microsoft SQL with a server that will allow the
birthing sites the option of downloading their data to a server
that is protected with firewalls and accessible only to EHDI

~—~y

users.
,\ * ,Plans to expand to a web-based system are currently in the

[ planning stages '\
}/:Y P X / v
\ ~ \




Dogs ineg Gl =ErlD] tracklric) sysiam

raflaci/ineluce racormmericlacd COC/ERID)
clettel [t2rns?

« The CDC/EHDI data recommendations have
3 levels: Minimum, Core, and Enhanced data
items. Guam has insured that all minimum
data items are included and most data items
from the core and enhanced categories are
also included. Some items were not
appropriate for an island setting or were not
applicable, and these were not included.

 |n addition, Guam’s system has been
,\ | /’developed to meet the ethnic profile of the
% DE%Vific Island context.
s
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rlow 15 el Ieifarrt trlefualy Icerirfiac) 1) e

Gz EFID] tracklric) sysiarn?

* The database has 2 types of numeric
identifier:
(1) the Guam EHDI numeric string and

(2) the hospital or birthing site’s unigque
numeric string




Dogs ifle Gl EFD ] oracranm recaive ragoris

from nosoltels, onysicians, addiolocisis, 217 [f 50
oW are trese regoris recelvec’

* The hearing screening results for each infant is
currently on a paper file that is hand carried from the
birth site to the EHDI program where the data is
entered into the database. This will soon change as
the birth sites are linked to the server and data will be
transferred electronically.

* Any reports from physicians or the audiologists are
[ either faxed or hand carried from the site to the EHDI
program. While there are no plans to link the
’\ ,physician’s report to the database, plans are in effect
\\}/ [ to0 x?k the audiologist’s reports to the system via the ’\
¥ J

~Se




Dloas Gzl frztlritalr 2 faefisiry of crlleren

clizigjniosac witr 2 fgerieg loss? I 5o, Ug to g
Z0EY,

« Guam maintains a registry of children with diagnosed
hearing loss as a word-document in a desk top
computer.

e This file is updated as infants with hearing loss are
identified. This file is not currently linked to the
database, but the new database now provides
reports on all infants with hearing loss.

* In addition, the future plans are to link the early
Intervention system with the Guam EHDI database so
,\ /that follow up can be done electronically.




Are crlldren tret cira iclaniifiac 0V rresrs girler

trlzlf) tr1e fBWOOrr fleslrifc) seraarific) Oroc) e,

 Since 2003, there have been no infants identified
through other means, such as well-baby clinics.

* In the event an infant is identified (it assumes this
Infant was missed by the newborn hearing screening
program) then, the infant data will be entered into the
database and can be flagged to indicate that
identification was not done via the newborn hearing
screening program.

~—~y




Do oLl clfrantly irtac)reie Wit gifler caie sysiapms

airicl 1F 50, whlcr orgs? Do VoLl flaye Writter!

e At the current time, Guam EHDI does not
Integrate with other data systems

* Plans to link with GMHA'’s system and the GEIS
system are being developed

« There are no formal policies or agreements for
data sharing at this time since Guam is still in the
developmental phase, however PL 27-150

’\ ,provides for data collection and management

J/ /wh\ch will involve DPHSS. \
Y
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Do ol curratly orgagars ezl regoris of &

ouolisrad report trlelt YOUl splerre Wite: the nosoltals,

aiclvisory cornrnitiae . auvdioloe)l
or ine ounlic?

* Yes, formal data reports, usually in the form of a PowerPoint
presentation are provided to the Guam EHDI Advisory Council
at their quarterly meetings and this report is also shared with the
Guam Interagency Coordinating Council.

* No formal reports are made to the birthing sites since
stakeholders at these sites are members of the Advisory Council
and information is filtered to the hospitals through these
members.

/ « Informal data reports are shared with the GEIS, and the Guam
EHDI parent support group.

« The Guam EHDI program periodically provides short reports to
/ “the public via public service announcements, newsletters, or
othﬁ\r media, when requested.
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W IERSEC IS SIEISIEEN NI ECENG

rrlellfiteln tre corficerntlal ity of collaciad

0

Clellel

~td A w

« All HIPPA and FERPA requirements were planned
early in the Guam EHDI program. Informed parental
consent, using a paper file is currently being used.

* The current data system is not connected to the
Internet, Is password protected, and hardcopy files
are double locked in the Guam EHDI office.

 |n addition, a dedicated DSL line is used to transfer
data.

/\ « The ChildLink data system, has firewall protection,
/’data encryption, password protection and uses

\% ﬂlocTecj files. \
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Wrio aira vour aorlfery stelenoldars [ collzigoraiors
aricl et crizllernges dogs Guarn EFD] face
recerclineg trie Involvarnernt of stalernolders?




Wrio aira vour aorlfery stelenoldars [ collzigoraiors

aricl et crizllernges dogs Guarn EFD] face
. [ N . Na?

 The primary stakeholders are
represented in the Guam EHDI Advisory
Council and the Guam Interagency
Coordinating Council. (List provided)

. * A major challenge Is the availability of a
 pediatric audiologist.




rletve vollr staienoldars figlo voul to zierjaye e
cjoals of trle Guarn EFID] Program? [f 50, olezise

grovicle e exergle of flow ifiey flave suggort ye

~d Jd

* Yes, the Guam EHDI Advisory Councill
and the parent to parent support group
was instrumental in rallying support for
EHDI legislation.

* The parent to parent support group has
also assisted other families in working

W fwith and advocating for their infants with

ﬁhé?ﬁngloss.
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Wzt tyoas of actlvmes e Vol

ne =rlD] sysie ms?

* Quarterly reports to the Guam EHDI Advisory Council

e Under the MCHB Continuation Grant a logic model
was developed to monitor and track infants loss to
follow-up. Copy of the logic model is provided.

 Monthly meeting with GEIS

« Periodic meetings with the Clinical Audiologist is
_conducted regularly to ensure audiological follow-up
{and hearing aids assessment and management. -\
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Dogs iflg Gl ERlD ] oroc) e o lior

performance Of |nd|V|duaI hospltal screenlng

noJOJrrlJﬂ

 Yes, screener referral rates are
monitored carefully at each of the
birthing sites.

* Feedback is given to nursing supervisor
on a quarterly basis to monitor
performance of individual screeners.

/S mples of feedback reports are )




|5 Gzl Usielel ey strvays to ogielln faaclozicl frorm
ozlrerlts, onysiclians, =l orocjres, fnosoliels
auciologist?

« At the current time surveys are
conducted with parents when training Is
provided.

e Surveys are also conducted with early
Intervention staff when training Is

, provided.
W e Surveys for physicians and audiologist
'are being planned. )
\\\%r A T . |
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Are voul pretieririe) cletter Wit ey oooulation-ozsed

regortiflg sysiern? (sucr 25 metagolic/olood soot,
vitell records/olrin cerilficeaias)

* Yes, the monthly birth rate at each

birthing site is matched with the hearing
screening results.

* There are plans to match hearing
 screening data with the birth certificate

W registry.




D)oas Gz rlaye o Wrltter 250

orocirarn avaltation oglanz

* Yes, the program evaluation is described in
both the MCHB and CDC grant applications.

« Evaluation procedures include:
* Follow-up studies of identified children
o Parent satisfaction surveys
/  Interviews with parents and stakeholders
,\  Archival monitoring of early intervention program
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Do ol orovics e [Ist of rasoureas arel coflialcis
trizit cliscuss e various cornusication ggtlons
0 2rizle families o meuwe Irformed declisions?

e Presentations are provided to parents using
the SKI-HI Curriculum in Topic 7: Exploring
Communication Options. SKI HI also includes
electronic web-link resources for parents and
service providers.

 Guam EHDI has recently completed a

Directory of Services including electronic
~online resources for parents and service
/ prjviders. \

~




Wizt aclucatiorizl mrziiarials cdo ol grovice i

otner sialkernoldars arc ine guglic?

« Guam EHDI Project recently completed a Directory
Resources that include books, videos, tapes that
families and providers may use.

 Other education materials developed include the
following:

Brochures

Posters

Pamphlets

CD-ROMS

Public Service Announcements




Wrett trailrliric)s/sernlnzrs/corfarancas cire

orovicac gy ing Gl EFD] grogram? For

e Training/Seminar/Conferences

 Hearing Screening Training
* Nurses @ birthing sites (GMH, SM)
* Nurses @ Public Health
» GEIS Staff
* School (Who?)

e Awareness Presentations — Public/Professionals

f » Parents (Parent to Parent Support Groups)
* General Hospital Staff (Grand Rounds)
/\ « Hospital Unit Managers

1 * Public Health Nursing Staff

\\ + Mall Exhibits WA

Y (1

f \ ' \
AV \ X




Wriett crizillarices dogs ollr arocre) face racercline

Incraasine] awearanass elgolt irne Guagr ErlD]7

e Language barriers (ESL)

* Transportation issues

o Cultural beliefs/differences
* Denial/avoidance







Dogs Gz rleve lacislation ralaiac

o BEFIDI? | ves, when?

* Yes, in December 22, 2004, Public Law
27-150 the Guam UNHS was passed

Into law. A complete copy of the law Is
provided.




[f ol eurrarcly reve ExID) deisleition wiett clogs Tt eipclaie
of gfcolraca? scragrifg? Regortlric) — el racfaie,

Inelivicluzl? Eclucation? Advisory cornsliisa? Oifar? Are
triere any olans to arnencd It the fuilre? If ves, wnen and
Wy 7

« A complete copy of the public law Is

provided for review.

 There are plans to amend the law to
Include a revenue source for
sustainability.







Do VoLl flzlve 2y axoariarica Worklre) Wit feiilies
o iravel to s couniry lookineg for nelo for inel
crilldren witrn nearing loss? Are irese cnlldren
Included Irine Guam D] datapase?

* Yes, Guam EHDI provides assistance
and support to the Federated States of
Micronesia, Republic of Palau, Republic
of the Marshall Islands, Japan, Korea,
Chlna Indonesia, and other Asian
countries.

‘yyfrnfants who are screened at B‘WH

Nad 1n .-.._._“
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rlow do vou work with nog-Erglish oztigrts welo feve lowy

orgficiency ir Enclisn? For 2.¢. rnow do vou irform el

elgout ine Guarm =rlD] ¢ prjgess (screernirg, evaluatior and
0Ll fl2y

lrJ / mzervémrmn)? Jo / mllJ"r]J]nglmJ 3"£a'f'f vv'no elre

« Guam EHDI provides both translated brochures and native
speakers of Pacific languages who interpret information to multi-
lingual families to ensure that families understand the Guam
EHDI process. The Guam EHDI staff have Chamorro and
English speakers only, however translators are available
through various units on the UOG campus, such as the

Micronesian Language Institute and the English Language
If Institute.




Coulc ol gleasa dagerige ing ez, culitiral of

201y gifler garrlers Your steite fles Wrler eitigrotire) o

Language barriers are not as problematic as the cultural belief
system that must be overcome, e.g. if an infant appears
“normal” the tendency is not to follow up on appointments,
because some cultures believe that Western society is trying to
create a problem when one does not exist.

 Also, another belief is that newborn infants should not be taken
out into a public place before they have been baptized or other
ritual is performed to “protect” them

« Some cultures believe that an infant will outgrow a problem and
intervention is intrusive and not necessary.

* The notion of “shame” or “denial” that a problem may exist is
/\ also a barrier to provision of early intervention services.
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Wirlett fuglels zire aivellfzigla for seraarnisce), cicliolocfica]

avelllEitlons, Early lntarverntion, naarine clcs, gifer
agslstive cdavices, arncl cocrllgzr Irmolaris?

* At the present time, funding for audiological
services and early intervention is also
provided by the Guam PSS-Part C funds

e For hearing aids, assistive devices, and
cochlear implants, funds are available only
through private insurance coverage

,\  There are plans to look into other potential
/funding sources to support these types of
,\se}\viges in 2007 and 2008.
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Other I1ssues:

« Collaboration with U.S. Naval Hospital Guam is still up in the air.
Guam EHDI has stopped receiving data since May, 2005 when
there was a change of command.

« Equipment maintenance in an island environment continues to
be a challenge

» Access to technical support and equipment is frequently delayed
and impedes progress

» Lack of a resource pool to draw on for audiological services,
speech & language services, and other health care needs

/ « Lack of experts in the different communication methodologies
which limits family’s options.

’\ * Funding for hearing aids and lack of a hearing aid loaner bank
/ has been a challenge for families.




