D Utah Department of
1 Is-gsi?elsth & Human
Approved Minutes

Newborn Hearing Screening Advisory Committee
Meeting information:
February 13, 2024

Join Zoom Meeting
https://utah-gov.zoom.us/j/89333301750?pwd=WmJiRHE4YnIKR2kxbU5wM2hySWo00Zz09
Meeting ID: 893 3330 1750

Passcode: Cr!18TxF

or Dial IN: +1 312 626 6799 US

Meeting ID: 893 3330 1750

Passcode: 40288063

Anchor Location: Multi-Agency State Office Building (MASOB)
195 North 1950 West, Room 3032, Salt Lake City, Utah 84116

Committee Members Present:

Kevin Baird Fara Bitter Jessica Carey Natalie Carter
Eric Christensen Christopher Furner Eliza Hintze Todd Huffman
Adrienne Johnson Stephanie Morgan Karen Munoz Taunya Paxton
Jordan Schramm Annette Stewart Jillanne Vicory Lara Waite

Karl White DeeDee Zaelit Erin Zinkhan
Excused/Absent:

Laurie Bishop Michelle Bunker Tricia Feik Charlene Frail-McGeever
Jeff Jackson Shelby Jimenez Sally Ormsby David Sundwall
Staff:

Krysta Badger Stephanie McVicar Jacinda Merrill Aubri Ogden
Jenny Pedersen Max Sidesinger Ashleigh Sorenson Shannon Wnek
Guests:

Lauri Nelson Loren Nelson Sarah Owens Barrett Ray

Amber - ASL Interpreter  John - ASL Interpreter

Minutes: Alexis Weight, Secretary
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Topic ‘ Discussion ‘

Welcome Stephanie Morgan opened the meeting at 9:01 am and welcomed the Committee.
Krysta Badger assisted in taking attendance.

Approval of Minutes | The minutes from the November 14, 2023 meeting were reviewed.
Jill Vicory made the motion to approve the minutes as written.
Dr. Karl White seconded the motion. The motion passed unanimously.

Public Comment No public comments
Review Committee Dr. McVicar presented revisions to the Utah Newborn Hearing Screening
By-laws Committee by-laws for committee review:

e New department name - Utah Department of Health & Human Services
e Updates that occurred, but had not yet been written into the by-laws
A copy of the committee by-laws is available to view on the Public Notice Website
- https://www.utah.gov/pmn/sitemap/notice/891873.html
Jill Vicory moved to accept the presented amendments to the by-laws.
Delayna Zaelit seconded the motion. The by-laws passed unanimously.

Committee Member | Member term changes:
Changes e Taunya Paxton's term will expire in February.
All members voted unanimously to extend Ms. Paxton's term.
e Chrizelle Ransom has resigned, so there is an opening for a midwife.

EHDI* updates *Dr. McVicar clarified that the committee parent co-chair is Taunya Paxton, as
she misspoke when presenting the by-laws.
Dr. McVicar provided the following EHDI updates:
e HRSA EHDI Grant - In addition to keeping an eye on and improving the 1,
3, 6 EHDI milestones, keystones of that funding are:
o Continued parent-to-parent support
Adult deaf and hard of hearing support
o Continued scrutiny on trying to pick up late onset hearing losses /
early childhood hearing screening
o (NEW) Focusing on acquiring the language acquisition outcomes for
all deaf and hard of hearing children in Utah at the age of 3 years
e CDCEHDI Grant
o Currently applying for a 1-year extension
o A cooperative agreement grant that focuses mainly on data, data
analysis, data reporting, data integration, updating databases, etc.
o If received, we will have that grant until June 30, 2025. After thatis
an unknown and all depends on federal funding.
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e The National EHDI conference will be held March 17" - 19% in Denver, CO
o Those planning to attend are:
= Stephanie McVicar, Shannon Wnek, and Krysta Badger - EHDI
= Ashleigh Sorensen and Aubri Ogden - Parent Consultants
= Daulton Deason (and husband) - Parent Scholarship winner
= Stephanie Morgan and three team members - USDB
» Karen Munoz and Karl White - NCHAM
» Jeannette Smoot - USU Sound Beginnings
o Two presentations will be made by our EHDI team:
» Tele-ABR Program
» Congenital CMV National Surveillance Position Statement
e EHDI Team back to working in the office 4/8
o Two days per week, Tuesdays and Wednesdays
o Virtual advisory committee meetings have been very effective, very
efficient, and have had the best attendance ever
Considering the DHHS in-office directive, Dr. McVicar asked the committee if
anyone has any issues with continuing to conduct advisory committee meetings
virtually. There were no issues brought up by any committee members.

2022 HSFS Data
Review

Ms. Badger went over the 2022 Utah HSFS (Hearing Screening and Follow-up
Survey) Data Review. The most recently published national data is 2021.
e All births that occurred in Utah in 2022 were reported, regardless of the
residence of the mother
e 47,083 births in Utah (going down)
e 2,083 out of hospital births (increasing)
e Screenings
o 95.68% of out of hospital births were screened
o 98.7% of infants screened in Utah (2022) vs 98% nationally (2021)
o Utah is always at the top of screening percentages
o Screening: Lost to follow-up was only 0.03%
e Diagnoses
o Of diagnosed infants, 91% were diagnosed before 3 months of age in Utah
(2022) vs 57.6% nationally (2021)
o Diagnosis: Lost to follow-up went from 67% in 2010 to 0% in 2023
o 102 permanent hearing losses reported
e Early Intervention
97.1% of children with hearing loss were referred to Early Intervention
Of those with hearing loss, 73.47% were enrolled in Utah (2022) vs 60.2%
nationally (2021)
o Of those with hearing loss, 66.67% were enrolled before 6 months of age in
Utah (2022) vs 42.2% nationally (2021)
o Early Intervention: Lost to follow-up was 1.96%
54.2% of those families not enrolled in Early Intervention were declinations
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e Family to Family support (supplemental)
o 97.8% of families with a permanent hearing loss were referred to parent
consultants with attempted contact
o 79.5% of those contacts were successful
o 70% of families enrolled (enrollment = opt-in to newsletter)

CMV Letter Project Ms. Merrill, CMV Epidemiologist, provided CMV letter project updates:
e CMV education and outreach legislation
o HB 81 (2013 General Session) UCA 26-10-10, now 26B-7-105, went into
effect onJuly 1, 2013
o This law (Cytomegalovirus Public Education and Testing) directed the Utah
Department of Health and Human Services to create a public education
program. Legislative funding for this ended on 6/30/20.
e CMV public education and testing program - To inform pregnant people
and people who may become pregnant about:
o The occurrence of CMV
o The transmission of CMV
o The birth defects that CMV can cause
o Methods of diagnosis
o Available preventative measures
e Outreach letters serve to notify of congenital CMV diagnosis and provide
information and resources to primary care providers, obstetricians, and
parents
e Current Process:
o Notified of positive result
o Find contact information of parents and providers
o Send letters
o Documentin HiTrack
e Challenges:
o Finding provider contact information (emails)
o Low rate of providers opening messages (9 opened, 3 responded)
o Length of letters
e Successes:
o Opportunities to engage stakeholders
o Variations of letters to reach more providers
o Ability to see if messages are opened
e Future outreach plans
o Continue social media (FB: Utah Cytomegalovirus - CMV Public Health
Initiative, IG: cmvutah)

PIP Strategic Ms. Morgan provided updates on the Parent Infant Program (PIP) Strategic
Improvement Plan Improvement Plan
2023 - 2024 e Utah School for the Deaf (USD) PIP Vision: Deaf and hard-of-hearing

children reach language and age-appropriate developmental milestones
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to become preschool-ready

e USD PIP Mission: Empowering families as an unbiased guide to help
children reach their potential in language, social, emotional, and academic
development.

e Priority Area: Increase service opportunities for families

o Provide American Sign Language (ASL) classes and Storytime at
American Fork Library for the month of October

o Collaborate with EHDI Parents to provide networking opportunities
across the state of Utah

o Create and distribute ASL Resource Handouts to families by May
2023

o Send out Biannual survey to families regarding their satisfaction
with PIP services

o Rename Toddler Group to PIP Group and open it to anyone up to 3
years

e Priority Area: Improve staff expertise and efficiency

o Provide instructional coaching to staff for the 23-24 year

o Invite USDB audiologists to PIP meetings for collaboration

o Train Deaf Mentors on the new ASL curriculum “ASL at Home” in
September

o Train PIP Providers on the social-emotional framework for PIP
groups and home visits during Opening Institute

o Professional Learning Communities (PLCs) reestablished for the 23-

24 year
e Priority Area: Increase follow-up and education for families declining
services
o Mail out milestone postcards to families that have declined services
quarterly
o Distribute PIP brochures to pediatrician offices to a minimum of 15
locations
o Establish a NICU PIP Provider to handle new referrals for long-term
NICU stays
USDB Audiology Ms. Ray and Ms. Owens introduced themselves and went over Utah School for
Services the Deaf and Blind (USDB) Audiology Services

e 2023 USDB Audiology Services Overview:
https://www.youtube.com/watch?v=cM5hip6BbFA

e To qualify for USDB Audiology Services, the school district must be smaller
than 3% of the statewide population

e They service the entire state of Utah and PIP

e They contract with Canyon, Weber, Tooele, Washington school districts
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e They educate and provide assistance for school hearing screenings, but
don't provide the screenings directly
e They service any child in PIP or Early Intervention
e They provide diagnostics, education, amplification, and loaner devices for
any children who need them
e The loaner device program is typically 3 months
e They provide services and assistance for the DHHS Children’s Hearing Aid
Program (CHAP)
e Will be expanding traveling abilities to provide even more services
Ms. Ray went over the referral process using the USDB Audiology website:
https://www.usdb.org/programs/deaf-and-hard-of-hearing/audiological-services/
They usually ask that two screenings be done before the referral process begins.
They accept referrals from anyone, even from parents.

BREAK (10-minute break)

Parent updates: Ms. Sorenson and Ms. Ogden introduced themselves and went over parent

WebinEAR, Aquarium | support updates

e The February issue of the EHDI parent newsletter went out at the
beginning of February. If you would like to get the issue, please reach
out to Ashleigh Sorenson or Aubri Ogden at ehdiparents@utah.gov.

e The newsletter goes out via email every other month

e The newsletter is available in both Spanish and English

e Family Spotlight: The Poulsen Family from Vineyard, UT

e Always looking for families to spotlight

e Very active on their social media pages (FB and IG: UtahEHDI)

e Busy making phone calls to families from referrals

e Working on more activities and events for families

o WebinEAR in January about postpartum depression and its
connection with hearing loss:
https://www.youtube.com/watch?v=_BxgMDFe83g

o March 13" - The Power of Siblings for Natural Language
Development online workshop:
https://utahparentcenter.org/event/the-power-of-siblings-in-
natural-language-development/

o March 9" - Under The Sea: Activity for DHH Children & Families
with PIP at Loveland Aquarium. They've hit the max capacity for
this event. Those wanting to attend can be added to a waitlist.

o Planning summer meetups

e If you know of parents who would like to be involved, please direct
them to Ashleigh Sorenson or Aubri Ogden
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Hospital Program Dr. Wnek introduced herself and went over a review of Utah hospital newborn
Summary Review, hearing screening programs, which included:
Annual Utah EHDI e Hospital program summary:
Conference o Program summary is required to be updated every other year or upon

new staff or process change
“A document that shows how your program is run”
o Inthe past, a 4-page Word doc with questions about the screening
programs emailed to all hospitals ~47 questions
o Responses varied from very little info to comprehensive, step by step
descriptions
o Time intensive for hospital programs and for EHDI
= Review each one, determine if info is missing, reach back out
for clarification and updates
= Not entered in a database
e Partnered with NCHAM and McKay Dee Hospital to pilot virtual
hospital site visit template, then used the best data to create our own
survey
e Created own survey through REDCap
o 47 questions, mostly choices or short answer - reviewed by multiple
people to make sure appropriate questions were asked
Unique access code for each hospital
Tested with a small number of hospitals prior to sending to everyone
and received positive feedback
o Dashboard indication and email sent to EHDI when completed
o Every hospital is different in how their program operates
o >95% completed within the first 4 - 6 weeks
e Utah Hospitals - 45 Birth Hospitals, 2 Specialty
e Hospital screenings
o Most provide hearing screenings 12-24 hours after birth
o 100% screen both ears even if the baby has only failed one ear
o 98% typically schedule the outpatient screening before hospital
discharge
e All notify the primary care provider of failed hearing screenings
e Reporting Data
o Most report data weekly
o More hospitals manually enter data vs equipment merge
e Screener training
o Skills check and NCHAM's Newborn Hearing Screening Training
Curriculum (https://www.infanthearing.org/nhstc/index.html)
e Number of screening units
o Most have both automated auditory brainstem response (AABR) and
otoacoustic emission (OAE) units
o Survey doesn't account for screening protocol type
Many hospitals with a combination will still screen by OAE only, unless
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there is a known risk factor

o Next survey: Restate or add question to get better information
e NICU Screening by type
o Almost 80% are using AABR & OAE, with the remaining nearly 21%
utilizing just AABR
o Unable to get data regarding AABR vs OAE screening practices in
“Special Care Nurseries”
e Referrate by equipment type
o Both -4.44%, AABR - 4.91%, OAE - 15.65%
o Survey doesn't account for screening protocol. Unsure if hospitals
with combo units follow traditional 2-stage (OAE, then AABR)
e Refer rate by rurality
o Urban - 4.18%, Rural - 7.72%, Frontier - 20.91%
e Outpatient screening - Charge vs no charge
o Babies born at hospital: Free - 60%, Cost - 40%
o Babies not born at that hospital: Cost - 55.5%, Free - 26.7%, Not
accepted - 17.8%
e CMV Testing Type: Most use urine, some use both saliva and urine
e Use of DHHS CMV / ABR Standing Order was most typical
e Majority of hospitals utilize a NICU CMV testing protocol
e Most hospitals refer families to either specific audiologists or pediatric
audiologists for diagnostic assessment
e Lessons learned and advice:
o Restate or add different questions to get better information
o Training on appropriate referrals
o Get more conclusive feedback on user experience
o Information gleaned from summary will guide the State EHDI
conference content

NCHAM updates, Dr. White reviewed NCHAM updates & EHDI conference
EHDI Conference e Annual EHDI Conference is March 17" - 19t in Denver, CO
review (purpose) e Around 1,000 attendees are anticipated

e The conference hotel is almost full, but other area hotels have vacancies
e There will be 19 instructional sessions
e Plenary sessions will be recorded and available on the NCHAM website

Future Agenda Items | No future agenda items

Next Meeting May 14, 2024 at 9:00 am

Adjourn Dr. White made a motion to adjourn the meeting at 11:02 am.

Minutes Approved May 14, 2024
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Note: These minutes are not intended to be a verbatim transcript but are to

significant features
of the business conducted in this meeting. Discussed items are not necessarily shown in the chronological

order they occurred.
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