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PROBLEM: Some lowa children zero tc three who are deaf or hard of hearing are not identified
or receiving appropriate follow-up services. Review of the early hearing detection and
intervention system developed through prior Universal Newbomn Hearing Screening and
[ntervention grants revealed that program improvements are needed to: 1) assure that all
newborns are screened prior to hospital discharge; 2) assure that audiologic diagnoses occur
before three months of age; 3) enroll children in early intervention (Part C); 4) link children to
medical homes; and 5) provide family-to-family support. Deficits in any one of the above
systems components may result in lack of appropriate follow-up. This project addresses MCH
priorities regarding appropriate screening, linkages to medical homes, and family support.

GOALS AND OBJECTIVES: Project goals are items 1-5 as stated in Problem.

Objective 1.1: Reduce the percentage of missed screens to less than 1%.

Objective 1.2: Reduce the hospital refer rates to less than 8% in the well-baby nurseries.
Objective 2.1: Develop communication tools for hospitals to communicate results to parents.
Objective 2.2: Increase provider knowledge of Part C EHDI procedures and best practice.
Objective 3.1: Establish data sharing procedures between EHDI and Part C.

Objective 3.2: Assure that infants with congenital hearing loss have access to early intervention.
Objective 4.1: Establish a system to regularly monitor infants at-risk for late-onset hearing loss.
Objective 4.2: Develop best medical practice guidelines for [owa’s pnmary care physicians.
Objective 4.3: Inform EPSDT care coordinators of EHDI issues.

Objective 4.4 : Develop a plan for linkage with other early childhood system initiatives.
Objective 5.1: Assure parents have access to ongoing support through family organizations.
Objective 5.2: Develop and implement a Deaf and Hard of Hearing Mentoring program.

METHODOLOGY: All EHDI project activities will be integrated into current efforts of existing
statewide systems and family organizations who are collaborating on this project, to promote
knowledge, skills and abilities of families and providers. The result will be that EHDI
procedures and protocols will be integrated into the systems’ and organizations’ practices. The
EHDI Advisory Committee and key collaborators will be consulted throughout the project.

COORDINATION: Project success will depend on the collaborative effort of: Child Health
Specialty Clinics (Title V for cshen), Early ACCESS (IDEA, Part C), lowa Departments of
Public Health and Education, Center for Disabilities and Development (lowa’s Center for
Excellence in Disabilities), the lowa Medical Home Initiative, and family groups.

EVALUATION: A new web-based electronic system (eSP) licensed through Oz Systems w111
r-ovide data elements that are compatlble with Part C monitoring procedurss Tooslies w
providers will be surveyed. Practices of eariy interventionists will be reviewed dL.rmg Part C

monitoring. Educational events will have course evaluations.
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Program Narrative
Chapter I Purpose of the Project
1.1 Description of the problem

Some Jowa children zero to three who are deaf or hard of hearing are not identified or
receiving appropriate follow-up services. Approximately 38,000 children are born in Iowa
annually. In their 2003-2004 End-of-Year reports, lowa’s Area Education Agencies (AEAs) and

Early ACCESS (Towa’s IDEA Part C system) indicate that, statewide, 80 infants and toddlers

ages zero to three are receiving services for the deaf and hard-of-hearing. Estimates of the
prevalence of congenital hearing loss, available from states such as Rhode Island (Vohr et al.,,
(1998) Joum#l of Pediatrics, 133, 353) and Texas (Finitzo et al. (1998) Pediatrics, 102, 1452)
indicate about 2.5 per thousand babies are born with hearing loss. These estimates suggest that
in Iowa, approximately 285 children ages zero to three should be identified as having permanent
hearing loss. Clearly some of these children have not been identified and/or entered into early
intervention services for appropriate follow-up. )

From 1998 to present, Child Health Specialty Clinics (CHSC), lowa’s Title V program for
children with special health care needs, has administered a Health Resources Service
Administration (HRSA) grant to create a Universal Newbomn Hearing Screening and Intervention
(UNHSI) program in Iowa. During that grant cycle the foundation for l[owa’s UNHSI was laid.
Simultaneously, the UNHSI staff collaborated with key players from the [owa Department of
Tuslic Ieall (1D PH) responsibie for administering a Centers for Disease Control and
Prevention (CDC) funded cooperative agreement whose purpose was to expand the early hearing

detection and intervention (EHDI) system infrastructure, including developing a statewide

surveillance system for EHDI data. Relationships of key stakeholders for the prior grant cycle
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are graphically depicted in lowa EHDI Svstem Funding Sources and Key Stakeholder Diagram,
Appendix A.L.

This proposal seeks to build on system components developed through that effort by
focusing cn objectives and activities that will assure that all infants and toddlers who are deaf or
hard of hearing receive timely and appropriate follow-up services. Relationships of key
stakeholders for the current project are described in Chapter VII Collaboration and Coordination
and are graphically depicted in the EHDI Organizational Chart, Appendix E.1.

To understand the low number of the potential 235 Iowa children ages zero to three
receiving follow-up services for hearing lossk, program planners from the UNHSI and CDC
grants recently conducted a status review of each system component of an optimal model of
universal newborn hearing screening and intervention. Breakdowns in any of the system
components could result in children ages zero to three being lost to follow-up. Those system
components include: 1) All newbormns are screened prior to hospital discharge; 2) Audiologic
diagnosis occurs before 3 months of age; 3) Enrollment in a program of early intervention occurs
before 6 months of age; 4) Children are linked to a medical home; and 5) There is adequate
family to family support for all infants with a hearing loss. Results of the review showed that
although lowa has made significant progress toward achieving universal physiological screening,
implementation of a statewide system for reporting those screening results and timely follow-up
for appropriate services have been difficult to achieve. As a result, all infants who do not pass
the initial screening test do not currently receive timely and appropriate follow-up services.

The following in-depth analysis of each system component identifies where further work is
needed before that system component can contribute to assuring that all infants who do not pass

the initial screening test do receive timely and appropriate follow-up services.
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[. All newborns are screened prior to hospital discharge. Due to efforts of the prior UNHSI
grant, Jowa Code now requires hospital screening and reporting of results. However, quality
issues related to high referral rates and/or missed patients still exist. A new web-based data
svstem was purchased by IDPH through the CDC cooperative agreement to increase the data
collection, reporting and sharing capacity of the fowa EHDI program. Due to delays in
implementing a customized software application, current data have been collected via paper
reporting forms since January 1, 2004, and are currently being entered into the web-based data
system. Therefore, it is not yet known how many newborns in the state have had their hearing
screened, how many of those referred retumned for follow-up, how many were diagnosed with a
hearing loss, or at what ages they received amplification and/or entered early intervention. The
web-based data system will have the ability to produce reports of these data once the entry of
paper forms has been completed. The lowa Universal Newbomn Hearing Screening law requires
hospitals to communicate the results of the écreening to parents in writing. However, there is not
currently a standard system of communicating results to parents. Work is needed to identify and
expand use of best practices in communication of results. Use of the required EHDI data system
will allow hospitals access to standard letters for parents and physicians. These letters can be
edited by IDPH to reflect best practices in communication.

Due to the reporting requirements of the lowa Universal Newborn Hearing Screening law,
identification and tracking of children with risk factors for hearing loss will be possible. Risk
factors are not included in the required data, but most hospitals are reporting this information
voluntarily. The new EHDI data system will allow the I[DPH to track children with risk factors

and ensure that they have access to follow-up services.
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2. Audiologic diagnosis occurs before three months of age. Part C monitoring data revealed that
further communication between the Early ACCESS providers (Part C) and audiologists
regarding best practice protocols and roles and responsibilities is needed. Representatives of
audiologists on the EHDI State Advisorv Comimittee report that many audiologists in the state
feel unprepared to serve very voung infants.

3. Enrollment in a program of early intervention before six months of age. Following the
passing of lowa's Universal Newbom Hearing Screening bill, the Early ACCESS (Part C)
system became more active in ensuring enrollment of deaf and hard of hearing children in early
intervention services. lowa’s EHDI program and the Early ACCESS system have worked
closely together to develop procedures to increase the number of children with diagnosed hearing
loss identified and enrolled in early intervention services. However, recent Part C monitoring
data show there continues to be some confusion among families, Part C service providers, and
service coordinators regarding referral procedures, eligibility criteria and responsibilities.
Additional education and technical assistance is required throughout the state to correct this
confusion. Comments from educators in the Part C system attending continuing education
events have indicated a need for obtaining information through continuing education courses
regarding children who are deaf or hard of hearing, from identification through early education.
4. Linkages to a medical home. lowa Code requires that primary care physicians be notified of
the results of the newborn hearing screening. While significant education efforts have been
conducted with the American Academy of Pediatrics through the EHDI Chapter Champion,
analysis of provider practices indicates that many pediatricians are not yet consistently
integrating best practice protocols into their daily practice. Emphasis to date has been on

reaching pediatricians, not family practice physicians. Due to lowa’s rural nature, some
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communities do not have access to pediatricians, rather family physicians serve infants and
toddlers in these communities. Children with special health care needs may also be served by
public health nurses and pediatric nurse practitioners but minimum EHDI effort to date has been
targeted to those practice groups.

5. Family to family support for all infants with a hearing loss. The level of families’ knowledge
regarding their rights to accessing the early ACCESS system and of follow-up options often
impacts how successfully their child receives follow-up services. Review with family members
of children who are deaf or hard of hearing indicate there is variation throughout the state
regarding the content families of newly diagnosed infants and toddlers receive explaining
communication options and resources. Families also self-report that they do not consistently
receive services delivered according to family-centered principles.

[.2 Rationale and evidence supporting proposed interventions (Interventions are described in
Chapter V.)

Using current hospital screening data to identify where over or under refer rates are
occurring will allow state technical assistance resources td be targeted more effectively.
Screening protocols will assure standard practices throughout the state and decrease false
positive rates. The availability of screening loaner equipment will assure coverage when hospital
screening equipment malfunctions and result in fewer missed screens.

Identifying children as early as possible is crucial to assuring optimum speech and language
development and academic achievement. lowa is a birth mandate state and as such, Early
ACCESS is required to provide a free and appropriate education for children ages zero to 21 at
no cost to families. Training Early ACCESS staff, including audiologists, regarding EHDI

procedures will assure they deliver services early in the child’s life, according to best practices
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and family-centered principles. Assuring appropriate literacy levels and the transiation of
written EHDI materials will increase populations that are informed. Connecting families to
Early ACCESS staff who are well-trained in EHDI protocols, will assure families receive the
services to which they are entitled. Linking families to medical homes assures there is timely
and continuous follow-up when providers are well informed of EHDI procedurés.

The Maternal and Child Health Bureau recognizes family to family support as a crucial
element of quality health care systems. The potential for networking and advocating for policy
improvements is strengthened when family organizations for deaf and hard of hearing children
join with other family organizations for children with special health care needs or disabilities.
CHSC and the IDPH Bureau of Family Health support the mission of MCHB and work to
incorporate family-centered practices into all child health programs. Providing deaf or hard of
hearing mentors to families will assist families in knowing all communication options for their
child. The EHDI parent consultant will be a valuable resource to assure that families become
decision-makers at all levels.

1.3 Anticipated Benefit

No single activity of any system component can assure that all infants who do not pass the
initial screening test receive timely and appropriate follow-up services. However, the combined
activities of this project present a comprehensive plan for that assurance. Resources in this
application will strengthen existing components of lowa’s EHDI system. Although newborn
hearing screening occurs in all Iowa birthing hospitals, additional technical assistance will
develop quality screening programs that result in foliow-up and appropriate culturally competent

intervention services,
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This project will target resources to improving the knowledge, skills and abilities of early
intervention providers for children ages zero to three who are deaf or hard of hearing. Some
EHDI written materials currently exist, but this project will develop ongoing mechanisms to link
families to one another and to comprehensive information sources. This project will develop a
system for more comprehensive family-to-family support, with emphasis on using family-
centered delivery practices and activities to reach minority groups. Collaboration with primary
care physicians will be enhanced by partnering with lowa’s Medical Home Initiative and by
continuing work already begun by the American Academy of Pediatrics’ Chapter Champion.
Coordination of all these efforts will assure that infants and toddlers receive appropriate follow-
up services and enter an early intervention program in a timely manner.

Many of the project’s goals will be sustained after the grant expires because collaborating
stakeholders will build procedural changes into their respective systems, as further described in
the Goals and Objectives, Methodology and Collaboration and Coordination sections of this
application. Grant activities are designed to increase knowledge, skills and abilities of staff
within hospitals, Early ACCESS (Part C), CHSC, primary care physician offices, IDPH, and
families. By the end of this grant cycle, EHDI requirements will become part of standards of
care for existing state service systems. Financial support from partnering agencies for deaf
mentors will be sought throughout this project. EHDI procedures, best practice protocols,
printed materials for families, deaf or hard of hearing mentoring models, and family support
models will be reproducible and available for sharing with other states as requested. |
Chapter II Needs Assessment

2.1 Needs assessment activities conducted to determine proposed activities.
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The IDPH is currently implementing a new web-based electronic reporting system, eSP,
licensed through Oz Systems. As the svstem is implemented, key data elements will be available
to guide project deveiopment. Areas of specific interest, include but are not limited to: hospitals
with high false positive rates; hospitals with under refer rates; children at-risk for late onset
hearing loss; completion of follow-up screens; children with positive follow-up screens; children
without a medical home; out-of-state residents born in lowa hospitals; referrals between Area
Education Agencies.

On October 7, 2004, the Towa Early Hearing Detection and Intervention Advisory Committee
met to discuss the status of the current statewide system and potential activities to assure that all
children who do not pass the initial screening test recetve timely and appropriate follow-up
services. The lowa EHDI Advisory Committee Members are shown in Appendix F.1.
Recommendations of the EHDI Advisory Committee are included in this grant proposal.

Needs of professional communities for continuing education were surveyed through course
evaluations after each continuing education opportunity provided during prior project periods.
The project director of the prior EHDI HRSA grant also met with AEA hearing team supervisors
three times per year and distributed continuing education needs questionnaires at those meetings.
Results showed that professionals felt they needed more training in diagnosis of hearing loss in
infants, hearing aid fitting schemes for infants, causes of childhood hearing loss and medical
management, and listening activities to suggest to families.

Preliminary review of hard copy data showed that some lowa screening hospitals have
newborn hearing screening referral rates as high as 20 to 30 percent. Screening program quality
is crucial to effective follow-up programs. High false positive screening results can result in

delays in availability of diagnostic appointments and a casual attitude about the urgency of
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follow-up among families and primary care providers. From this data it s clear that further
training and technical assistance is required to improve screening program quality and minimize
referral rates. This will provide access to diagnestic and intervention services to those infants
who really need them.

2.2 Addressing specific barriers in [owa

Early ACCESS is undergoing statewide system and geographic boundary changes that have
delayed the communication exchange with hearing screening programs. Because of these delays,
many screeners in the state still have a lack of understanding of how to refer to Early ACCESS
and are not using newly released referral protocols.

[owa is a rural state with one of the highest percentages of two-working-parent families in
the nation. Follow-up services must be offered at times convenient to families and in places
where transportation is not a barrier. Due to the low incidence of deafness or hearing loss, and
the rural nature of [owa, families with deaf or hard-of-hearing children may feel isolated from
other families of children who are deaf or hard of hearing.

Cultural barriers exist in serving ethnic minorities, particularly lowa’s growing Hispanic
population. Few professionals are bilingual, few written family educational materials are
available in other languages and few professionals understand cultural differences in attitudes
toward hearing loss and medical professionals. fowa has an Amish population with high
incidence of hearing loss and cultural beliefs that cause a high refusal rate for screening and/or
services. Communication with Amish Elders will be pursued to identify solutions.

Data collection issues and service issues arising from children living in states bordering

Child Health Specialty Clinics Page 28




Chapter III Data Requirements
3.1 OMB Approved Performance Measures and Administrative Data Reporting
The applicant will report annuallv on all required Forms and Performance Measures as instructed
and referenced in grant guidance as Appendix G (not required in this application). This project
will partner with the IDPH data collection system already described in section 2.1. Part C data
monitoring procedures and data collection tools will incorporate EHDI project data requirements.
Chapter IV Identification of Target Population
4.1 Target Population

The primary target population for the activities proposed to improve screening are [owa
newborns. The primary target for follow-up activities are newborns who do not receive or do not
pass the initial screening test, infants who are at high-risk for late onset hearing loss, and infants
who are deaf or hard of hearing. Additional target populations for training and support services
are the families of these infants, lowa audiologists, lowa Early ACCESS (Part C) service
coordinators and early intervention providers, Early ACCESS program managers and grantees,
teachers of children who are deaf or hard of hearing, and lowa health care practitioners including
pediatricians, family physicians, and public health nurses.
4.2 Services and Supports

[owa has an extensive system of services and supports to overcome barriers to the full
implementation of a sustainable system of universal newborn hearing screening, follow-up, and
entry into follow-up services. These are described in Chapter VII Collaboration and

Coordination.
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Chapter V Goals and Objectives

The overall outcome for this project is to assure that all infants who do not pass the initial
newborn hearing scresning test receive timely and appropriate follow-up services. As already
discussed, multiple factors within each system component of an ideal service model affect that
overall outcome. The ideal service model components are stated below as goals. Objectives and
activities that will directly affect timely and appropriate follow-up within each of those goals are
the focus of this project.
Goal 1: All newborns will be screened appropriately prior to hospital discharge.
Objective 1.1 - By March 31, 2008, reduce the percentage of missed screens to less than one
percent.
Activity 1.1.a - By March 31, 2006, develop newborn hearing screening protocols with the
endorsement of the EHDI advisory committee and distribute protocols statewide to hospitals and
audiologists.
Activity 1.1.b - By March 31, 2007, ensure sustainability of loaner screening equipment
program and publicize the availability of this program.
Activity I.1.c - Continually monitor hospital reports to determine which hospitalé are missing
hearing screenings at the birth admission and why.
Objective 1.2 — By March 31, 2008, reduce hospital refer rates to less than 8% in the well-baby
nursery.
Activity 1.2.a — Create data reports on ongoing basis to monitor hospital refer rates.
Activity 1.2.b - Offer technical assistance to hospitals with refer rates higher than 8%.
Activity 1.2.c — Educate hospital staff about reducing refer rates by submitting articles to the

state EHDI newsletter on a semi-annual basis.
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Goal 2 All audiologic diagnoses will occur before children are 3 months of age.

Objective 2.1 — By March 31, 2006, develop communication tools for hospitals to use to
communicate screening results to parents.

Activity 2.1.a — Revise standard letters available in EHDI data svstem to assure health literacy
level and appropriateness.

Activity 2.1.b - Translate standard letters available in EHDI data svstem into additional
languages as requested by hospitals and audiologists.

Activity 2.1.c - Develop, distribute and analyze a survey to determine parents’ perceptions about
the communication they received about the newborn hearing screening from the hospital and use
the survey analysis to guide technical assistance to hospitals.

Objective 2.2 - By March 31, 2008 increase AEA provider knowledge of Early ACCESS (Part
C) EHDI procedures and Best Practice guidelines.

Activity 2.2.a - Provide training to each AEA region regarding Early ACCESS EHDI procedures
and Best Practice Guidelines.

Activity 2.2.b - Review Early ACCESS regions’ EHDI procedures and provide technical
assistance to regions whose procedures are not adequate.

Activity 2.2.c - Monitor data regarding age of diagnosis and entry into early intervention and
provide technical assistance to AEAs as necessary.

Goal 3: All eligible children will be enrolled in an early intervention program (Early
ACCESS) before 6 mdnths of age.

Objective 3.1 — By Apri] [, 2006, astablish data sharing procedures between EHDI and Early

ACCESS.
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Activity 3.1.a - Collaborate with CDC systems development grant efforts for web-based
reporting, and provide financial support for site licenses.

Objective 3.2 — By April 1, 2007, assure that infants with congenital hearing loss will have
access to appropriate early intervention services.

Activity 3.2.a — Assure infants with congenital hearing loss are referred to appropriate services
for fitting for amplification by 6 months ot age.

Activity 3.2.b - Educate potential referral sources about Early ACCESS referral procedures.
Activity 3.2.c - Inform members of the lowa Council for Early ACCESS, the EHDI Advisory
Committee and the Title V grantee agencies of the Early ACCESS referral procedures.

Activity 3.2.d — Request that Early ACCESS regional grantees inform their regional councils of
Early ACCESS referral procedures.

Activity 3.2.e - Include information about Early ACCESS referral procedures in letters to
physicians regarding infants’ hearing screening/diagnostic results.

Goal 4: All families with children ages zero to three who are deaf or hard of hearing or are
at risk for late-onset hearing loss will be linked to a medical home.

Objective 4.1 — By March 31, 2008, establish a system to regularly monitor infants who pass the
newbomn hearing screening, but are at risk for late-onset hearing loss.

Activity 4.1.a -By March 1, 2007, develop statewide protocols to provide periodic audiologic
monitoring for infants at risk for late onsct hearing loss, using the latest recommendations of the
Joint Committee on Infant Hearing (JCIH) as a guide and obtain EHDI advisory committee
endorsement of these protocols.

Activity 4.1.b - By July 31, 2007, partner with lowa’s AAP Chapter Champion, the lowa

Academy of Family Physicians, the fowa Academy of Otolaryngology, AEA administrators, and
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Iowa’s Title V program for children with special health care needs to disseminate monitoring
protocols to their constituent groups.

Activity 4.1.c = By July 31, 2007 present monitoring protccols to the lowa Perinatal Conference
and other meetings of providers of medical care to infants and toddlers.

Objective 4.2 — By March 31, 2007, develop best medical practices guidelines for [owa’s
primary care physicians, using materials provided by lowa’s AAP chapter champion.

Activity 4.2.a - Obtain EHDI advisory committee endorsement of the best medical practices
guidelines.

Activity 4.2.b - Disseminate the guidelines to physicians and train them to implement these
practices at annual meetings of the Jowa Academy of Pediatrics and [owa Academy of Family
Physicians.

Objective 4.3 — By April 1, 2007, inform EPSDT care coordinators of EHDI issues.

Activity 4.3.a - Present EHDI procedures and resources at EPSDT Conference.

Activity 4.3.b - Submit article regarding EHDI procedures and resources to EPSDT newsletter.
Objective 4.4 — By April 1, 2006, develop a plan for linkage with other early childhood system
initiatives.

Activity 4.4.a - Collaborate with the Early Childhood lowa Stakeholders and the Quality
Services and Programs workgroup to ensure that EHDI issues are integrated into the Early
Childhood Health and Education System.

Activity 4.4.b - Collaborate with the Department of Education and Department of Human
Services to integrate protocols and procedures for children who are deaf and hard of hearing into

the Early Learning Standards for children aged 0-3 in physical, social and emotional domains.
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Activity 4.4.¢ - Provide updated information about EHDI to local Community Empowerment
board members through newsletters and meetings.

Activity 4.4.d - Partner with the Iowa Medical Home Initiative to provide training and resources
to medical home partner clinics’ staff.

Goal 5: All families with children ages zero to three who are deaf or hard of hearing will
receive family-to-family support.

Objective 5.1 — By April 1, 2007, assure parents of lowa’s deaf and hard-of-hearing children
will have access to ongoing support through family organizations.

Activity 5.1.a - Partner with the Iowa chapter of Hands and Voices to provide a parent consultant
to the EHDI system.

Activity 5.1.b - Train advocates with the [owa chapter of Hands and Voices on appropriate
family support.

Activity 5.1.c - Collaborate with CHSC and Early ACCESS parent consultants to ensure that
parents are informed about services offered by Hands and Voices.

Activity 5.1.d. - Work with Déafand Hard of Hearing Summit conference planners to assure that
EHDI issues are addressed.

Objective 5.2 - By March 31, 2008, develop and implement a Deaf and Hard of Hearing (DHH)
Mentoring program.

Activity 5.2.a -By March 31, 2006, plan. inform stakeholders, recruit and select DHH Mentors.
Activity 5.2.b — From April 1, 2006 through March 31, 2008, connect familie's with deaf or hard
of hearing mentors.

Relationship to Heaithy Pecple 2010
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Through Healthy lowans 2010, Goal Statement 11-9, healthcare professionals will be
focusing on increasing to 91% the number of children, including those with special health care
needs, who have a medical home as defined by the American Academy of Pediatrics. Through
improved communication mechanisms. this project will link children identified with deafness,
hearing loss, or at-risk for late onset hearing loss to those medical homes. Objectives and
activities in this project are also aligned with Healthy Iowans 2010 Goal Statement 11-4, which
states, “‘to increase to 98% the percentage of newborns that are screened for hearing loss before
hospital discharge” and its activity statements.

Outcomes data and reporting for this project will also contribute to systems planning
within Title V programs. Data also have the potential to contribute to several performance
measures in the lowa Title V Block Grant Application: National Performance Measure
(NPM) #4 — The percent of newborns who are screened and confirmed with condition(s)
mandated by their State-sponsored newborn screening programs who receive appropriate

Sfollow-up as defined by their State; NPM #1 — The percent of children with special health care
needs age 0 to 18 years whose families partner in decision-making at all levels and are satisfied
with the services they receive; NPM #5 - The percent of children with special health care needs
age 0-18 whose families report that the community-based service systems are organized so they
can use them easily; and State Performance Measure (SPM) #13 - Percent of children estimated
as being at-risk who receive monitoring und follow-up services at age 12 months. The project
will contribute to this measure by collecting ongoing Part C monitoring data regarding feedback -
from families of children ages 0 to 3 who are deaf or heard of hearing regarding their receipt of
family-centered care practice, their satisfaction level, and their involvement in decision-making

at various programmatic levels.
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Chapter VI Project Methodology

The overall goal of this project is to assure that all infants who do not pass the initial
hearing screening receive timely and appropriate follow-up services. This will be accomplishied
by completing all of the activities described in Chapter V Goals and Objectives within their
prescribed timelines and monitoring whether or not their accomplishment results in improved
performance for each goal. One new employee, the Project Coordinator, will be hired
immediately to facilitate the day-to-day operations of this project, and will be located at central
administrative offices of Child Health Specialty Clinics in [owa City. In the initial stages of the
project the Project Coordinator, Project Director and Principal Investigator will introduce the
project to key stakeholder groups in lowa, including the EHDI Advisory Committee, Maternal
and Child Health Advisory Council, lowa Council for Early ACCESS, Executive Committee of
Early ACCESS, leadership and audiology staft of CDD, Medical Home Project personnel,
American Academy of Pediatrics Chapter Champion, the state consultant for teachers of the deaf
and hard of hearing, the full team of state Early ACCESS technical consultants, lowa Hands and
Voices Chapter, and CHSC regional health services coordinators and parent consultants and
other parent groups. All stakeholder groups will understand the overall purpose and proposed
timeframes of the project.

All project activities will be monitored by the Project Coordinator who will report to the
Project Director. Activities will be implemented by the respective staff hired for the project
and/or by the stakeholder group designated as a resource for that activity. Position descriptions
describing roles and responsibilities and functional relationships of key staff are described in
Appendix B. Accomplishments will be evaluated and monitored and annual program reports

submitted as requested by HRSA. A Project Activities Time, Resources, and Evaluation Table
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further clarifies the timeframes, resources, and evaluation methodology for each activity,

Appendix A.4.
Chapter VII Collaboration and Coordination
E ffective collaboration berween major statewide agencies and family groups in Iowa is vital to
the success of this project. Visual depiction of the collaborative relationships for this project are
shown in the EHDI Organizational Chart, Appendix E.1.
7.1 Child Health Specialty Clinics

The overall administration of the lowa newborn hearing screening program is with the
[owa Department of Public Health with heavy support from the Title V Children with Special
Health Care Needs (CSHCN) Child Health Specialty Clinics (CHSC). CHSC is the public
agency in lowa authorized by Title V of the Social Security Act to plan and deliver health care
services for [owa’s children with special health care needs. CHSC provides gap-filling health
care services and influences the service system infrastructure to deliver more effective, higher
quality health care services. CHSC employs community-based pediatric nurse practitioners
located in 14 communities throughout lowa (Appendix A.2). CHSC regional centers are located
in seven of the eight cities that house facilities for audiological diagnostic evaluation of infants.
CHSC also contracts with community physicians and parents experienced in serving and raising
children with special health care needs.

CHSC actively collaborates in Early ACCESS activities throughout the state, and one
staff member also serves as a Technical Consultant for Early ACCESS. The CHSC Director is a
member of the lowa Council for Early ACCESS and its Executive Committee. Through that
role, CHSC 1s able to advise and assist the Early ACCESS system. Staff memoers are well

qualified in the area of care coordination, service coordination, and delivering services that are
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family-centered and culturaily appropriate. CHSC staff wili assist with follow-up to children
identified as high-risk for late onset hearing loss.
7.2 lowa Department of Public Health

As mentioned in Chapter 1, through this grant, CHSC will coordinate efforts with other
early childhood initiafives that are underway in lowa. Specifically, this initiative will collaborate
with activities of the CDC EHDI Cooperative Agreement with the [owa Department of Public
Health (IDPH). The focus of this Cooperative Agreement has been development of a statewide
surveillance system for newborn hearing screening, resc.reening, and diagnostic assessment
results.

Contracts with local public health agencies providing Title V Child Health services
require that the agencies be involved with the Early ACCESS system on a local and regional
level. Their involvement includes child find, service coordination, participation on regional
councils, participation on Individualized Family Service Plans (IFSP) teams and other relevant
activities. The IDPH Early ACCESS Technical Consultant will continue to provide support to
IDPH, Early ACCESS, and the EHDI program.

The state High Risk Infant Follow-Up program, under the direction of Dr. Herman Hein,
provides a perinatal review group to visit state perinatal centers on a rotating basis.

7.3 Early ACCESS (Part C)

Early ACCESS is a federal program under IDEA, Part C. This system is a statewide,
interagency collaboration between the lowa Department of Public Health, lowa Department of
Education, the lowa Department of Human Services, and CHSC (Title V, CSHCN). The
purpose of Early ACCESS is for families and staff to work together in identifying, coordinating

and providing needed services and resources that will help the family assist their infant or toddler
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to grow and develop. Any lowa infant or toddler, age birth to the child’s third birthday (0-3),
with a developmental delay or disability and their family may be served if determined eligible.
Children served have a 23% delayv in one or more areas of development or have a known
condition that has a high probability of resulting in a later defay in development. Because
hearing loss or deafness is a condition that has a high probability of resulting in developmental
delay, these children are automatically eligible for Early ACCESS services. The Part C
Memorandum of Agreement defines roles and responsibilites of each signatory agency
(Appendix D.1). Currently the Area Education Agencies are the grantees (Appendix A.3).
7.4 Department of Education

The [owa Department of Education (IDE) administers 12 Area Education Agencies
(AEAs), which cover all of lowa. In the 2003-04 year, lowa employed 132 teachers of the deaf
and hard of hearing (AEA and Iowa School for the Deaf combined) and 62 educational
audiologists. Ofthe 132 teachers, 46 are employed by the AEAs and are the first to encounter
students through Early ACCESS. Each screening hospital is served by an AEA, which provides
supporting audiologists, supporting teachers of children who are deaf or hard of hearing, and
home-based early intervention for infants and toddlers with a hearing loss.
7.5 The Centers for Disabilities and Development

The Centers for Disabilities and Development (CDD) is lowa’s University Center for
Excellence on Disabilities (UCED). CDD/UCED provides medical and health-related services
and supports to more than 3,500 individuals with disabilities, and to their families, each year. A
wide range of disciplines are represented including audiology, medicine, nursing, occupational
therapy, physical therapy, psychology, rehabilitation engineering, social work, and speech-

language pathology. One lead audiologist will assist with authoring protocols and oversight for
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quality control issues. Two CDD audiologists will provide statewide support services under this
project for training and technical assistance.

Information dissemination resources include the Iowa COMPASS (Iowa’s statewide
information and referral service for disability-related issues) and Infotech (an information and
referral service on assistive technology).

7.6 Parent Groups

Family organizations including lowa Chapter of Hands and Voices, Parents as Teachers,
the ASK Resource Center, Family Voices, and CHSC’s parent consultant network will share
information and participate in joint planning events to maximize family involvement and
collaboration between families and professionals.

7.7 lowa Medical Home Initiative (IMHI)

This MCHB funded project is in Year 2 of implementation in lowa. Leaders of the AAP
and FAAP serve on IMHI. The Principal Investigator for this grant is also the Principal
Investigator for the IMHI.

7.8 Audiologists

There are at least nine audiologists in private practice or public institutions in the state
that provide diagnostic audiologic services and hearing aid fitting services to children of all ages.
This group has also supported newborn hearing screening by discussing each center’s program
with the pediatricians and nurses they visit.

7.5 Coiwboraiive eiioris ihai nave already begun will be expanded

Early ACCESS (Part C) technical consultants representing the IDPH and CHSC will

collaborate to identify and eliminate system barriers to effective collaboration between EHDI

and Early ACCESS. Early ACCESS regional monitoring will include probes regarding EHDI
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activities. In addition, each Early ACCESS region will identify staff members who can assist
families to find and access follow-up hearing services. Early ACCESS Regional Liaisons will
play a key rele in publicizing the screening program through communication with the
interagency representatives on their regional advisory boards.

The Principal Investigator, an lowa pediatrician, will provide a link to community
pediatricians and family practitioners statewide through his many connections at The University
of [owa and through professional groups and the [owa Medical Home Initiative. The Maternal
and Child Health Council, an advisory council for the State’s Title V programs, will be consulted
for input regarding appropriate stages of this program. This group includes consumers of
maternal and child health services (including services for children with special health care needs)
and an array of other public, private, and voluntary organizations concerned with the health and
health-related issues of lowa's children and families. The EHDI Advisory Committee
(Appendix F.1), representing parents and organizations crucial to individuals who are deaf or
hard of hearing, will continue to advise this system. The lowa Council for Early ACCESS, a 30-
member stakeholder group to advise the system of Early ACCESS, will also be consulted
regularly regarding EHDI issues. Refer to Appendix F.2 for letters of support from the agencies,
organizations, key public and private providers, consumer groups, and others who have agreed to
support this project.

Chapter VIII Administration and Organization

The Early ACCESS state participating agencies and CDD support Child Health Specialty
Clinics (Title V, CSHCN) as the applicant for this grant based on CHSC’s current relationship
with Early ACCESS, Iowa Department of Public Heaith, CDD, lowa providers, hospitals and

specialty programs/clinics, the lowa Medical Home Initiative, and key family support groups.
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Relationships to other partnering agencies have already been described in Chapter 7 and are
illustrated in Appendix E.l. Functional relationships of key personnel are described in Appendix
B.

CHSC and CDD are all located under the University of lowa organizational structure.
Multiple agreements exist between CHSC, CDD, and IDPH for such things as Perinatal Review
Committee, High-Risk Infan: Feilow-Up programs and others.

Chapter [X Organizational Experience, Capacity and Available Resources
9.1 Capacity regarding activities to improve screening quality at birthing hospitals

Iowa has worked diligently over the past 10 years to establish first a voluntary newborn
hearing screening system. These efforts resulted in the enactment of a legislative mandate
(unfunded) that requires all birthing hospitals to screen. Currently, there are universal newborn
hearing screening programs in all 89 of [owa’s birthing hospitals. Currently, 78 of owa’s
birthing hospitals use otoacoustic emissions (OAEs) and eight use automated auditory brainstem
response (AABR). Only three of lowa’s 89 birthing hospitals are using a two-stage OAE/AABR
screening protocol. To improve program quality by reducing false positive rates and perhaps by
identifying children with auditory dyssynchrony, an attempt will be made to move more
hospitals to a two-stage OAE/AABR screening program.

9.2 Capacity regarding connecting identified children to Early ACCESS (Part C) for follow-up.

Work of Early ACCESS (Part C) is currently focusing on early identification of eligible
chiidren. [dentification of children with a hearing loss has been an important aspect of that work,
and is included in statewide efforts. Part C early identification data for children who are deafor
nard of nearing will be provided by tne current carly ACCESS grantees (AcAs). cach of lowa’s

12 AEAs employs between two and twelve audiologists to provide educational audiology
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services to children ages 0 to 21. Audioiogy staff also work within the Early ACCESS system to
assure procedures are followed and to improve the infrastructure of EHDI. Iowa COMPASS, an
information and referral agency, is the Early ACCESS central point of entry and will be
facilitating many referrals for children needing follow-up hearing services and provide data.
[owa’s Universal Newbomn Hearing Screening law allows the IDPH to communicate

hearing screening results to Iowa’s Early ACCESS grantees. This provision has eased referrals
from the EHDI program to the Early ACCESS system, and has improved communication and
coordination.
9.3 Capacity regarding professional newbomn hearing screening education in lowa

Leadership from CDD audiology staff will facilitate continuing education for state
audiologists. Other statewide educational events will be planned in collaboration with Deaf
Services Commission of lowa, Iowa Medical Home Initiative, Early ACCESS, Bureau of
Children, Family and Family Services of the lowa Department of Education, and other members
of the Statewide EHDI Advisory Committee. The Early ACCESS Comprehensive System of
Personnel Development work group will also include EHDI content in pre-service education
recommendations.
9.4 Capacity regarding family support

Many family organizations already exist in lowa including: ASK Resource Center, Parent
Educator Connection, CHSC Parent Counsultant Network, Family Voices, and a newly-founded
chapter of Hands and Voices. A major job responsibility of the EHDI parent consultant will be
to connect Hands and Voices to existing parent support groups. Request for ongoing support
from the lowa Department of Education and/or other programs will be requested to support Deaf

and Hard of Hearing Mentors beyond the grant period. Service coordination training modules
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developed by Part C (Early ACCESS) will be available to parent consultants and DHH mentors
assigned to this project.
9.5 Capacity regarding provision of early intervention services

Once an infant in [owa is identified as being deaf or hard of hearing, home-based early
intervention services for children with hearing loss are provided primarily through each AEA.
Each AEA hearing team includes audiologists and teachers of children who are deaf or hard of
hearing. AEAs utilize IDEA Part C federal funds from IDE to support costs associated with
requirements for referral, evaluation, assessment, and the Individualized Family Services Plan.

Each AEA has at least one teacher of the deaf and hard of hearing on staff. Several local
education agencies (LEAs) have their own teachers on staff. In addition to teachers of the deaf
and hard of hearing, most deaf or hard of hearing children also receive services, as determined by
their [FSP/IEP team, from audiologists, speech-language pathologists, general education
teachers, early childhood special education teachers, psychologists, social workers, physical
therapists and occupational therapists.
9.6 Capacity regarding linking families to a medical home

The Web-based surveillance system now being implemented will allow for primary care

physicians to be notified of hospital screening results. In some situations only the name of the
birthing physician is available and it may not be the child’s primary care physician/medical
home. Systems development work in collaboration with the CDC surveillance project staff will
be needed to address this challenge.
9.7 Capacity to collect and report individual level data from multiple sources

An electronic birth certificate (EBC) steering committee has been established to provide

oversight to the design and development of the web-based electronic birth certificate system.

Child Health Specialty Clinics Page 44




Newbom hearing and metabelic screening questions have been added to the worksheet that each
birthing facility will complete as part ot the EBC submission. Hospitals will be asked to indicate
if the child was screened for hearin
tests. Hospitals will also collect data on the number of metabolic screens completed and will be
asked to submit the metabolic collection torm number. The completion of these questions on the
EBC will allow the metabolic and hearing screening programs to identify those children who
were not screened prior to discharge in a more timely manner.

9.8 Capacity to coordinate grants - CHSC has a long history of partnership with MCHB in
coordinating grants, including Héalthy and Ready to Work, Iowa Medical Home Initiative, and
States Systems Development grants.

9.9 Resources - Qualifications of staff are described in the Biographical Sketches of Key
Personnel (Appendix C). Principal Investigator (Lobas), Project Director (Khal) and Project
Coordinator (TBD), Senior Audiology Consultant (Holte) are housed in the CDD and have
sufficient office space and computer capability to perform the activities of the proposed project.

The Audiology Consultants and EHDI Parent Consultant have sufficient computer
capabilities to fulfill their contracted duties and to travel as required for networking and meeting
coordination. Interagency resources will support training and planning for DHH mentors.

IDPH owns the license for the statewide surveillance system. The state uses eScreener Plus
(eSP) web-based software and will provide user licenses for the CDD audiology consultants,
AEA staff and OB hospital staff. eSP will allow for real-time reporting to the department and
will be more accessible to users than the previous data system.

Child Health Specialty Clinics’ financial officer will provide administrative oversight to

assure that grant funds are used only for the purposes specified in this application.
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