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Program Activities:

plicatio

, Con

nications, and Training

MDH EHDI program staff members continually provide presentations,
trainings, and resources to stakeholders in the EHDI process. In 2013, we
provided 46 in-person or live web-based trainings and/or presentations

to PCPs, audiologists, hospital screeners, and LPH nurses in Minnesota. In
addition, our staff members gave three presentations regarding anesotas
EHDI program at the national EHDI meeting in Glendale, Arizona.

Minnesota EHDI website

We created the Minnesota EHDI website in 2012 after a survey indicated that
only 10 percent of stakeholders utilized our MDH website often. With this

in mind, we designed the Minnesota EHDI website to offer more audience-
specific information with easy provider-friendly navigation. The site houses
Minnesota EHDI data, best practice guidelines, and tools for improvement for
primary care physicians, screeners, audiologists, early intervention providers,
and other stakeholders.

In April 2013, we were awarded the 2012 Best of EHDI Website at the 12th
Annual National EHDI meeting in Glendale, Arizona.
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The National Center for Hearing Assessment and

Management e-book

Due to our success working with
public health partners, MDH EHDI
program professionals were asked

to write chapter four of the National
Center for Hearing Assessment and
Management (NCHAM) EHDI e-book,
a national resource for EHDI programs
throughout the country. The chapter is
titled “Utilizing Public Health Partners;

Opportunities for Integrating &
Improving State EHDI Programs.”
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[ EMDIs Olivia’s story

We never noticed anything different with Olivia because she started to
crawl, walk, and talk at around the same age as her older siblings. She
even passed her newborn screening before leaving the hospital after
birth. So it was quite a surprise when we got a note from the school
nurse that she might have a hearing loss when she was in preschool.

When we brought her to the doctor, she was referred to otolaryngology.

From there on, Olivia was seen by a specialist and got her a hearing
aid. The specialist was very informative with our options and gave our

contact to support resources, including Minnesota Hands & Voices.

It is always hard as a parent

to hear that your child has a

ring los:

, ‘Understandmg what that heanng

-Kou, Olivia's dad

“We are so thankful
for the resources
available to us when
we need them.”

-Kou, Olivia's dad
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rogram Activities:

Despite our successes over the past year, we continue to face challenges. Here
are a few things we will continue to prioritize in the years ahead:

Increasing health equity, so that all infants and children born in Minnesota -
regardless of geography, race, ethnicity, or income ~ receive timely interventions
that result in best possible outcomes

Analysis of key indicators suggests that significant health disparities
exist in early hearing detection and intervention. We are committed to
finding ways to eliminate these health disparities.

Database collection, storage, and use — particularly missing, incomplete, or
inaccurate hearing screening results

A new project is underway that will send hearing screening data
from birth centers and diagnostic testing results from audiologists
electronically to the EHDI program. We look forward to greater
efficiency and better data quality with this new system.

Increased adoption of best practice guidelines

Multiple best practice guidelines have been developed by the JCIH
and the NHSAC. We plan to improve education efforts regarding these
guidelines and encourage universal adoption among stakeholders.

Appropriate reporting and tracking of individual children from audiologic
confirmation to developmental outcomes

We continue to face barriers in accessing the data needed to identify
system gaps or needs. We are currently working with partners to
develop pathways for secure data sharing so that we can ensure the
best possible outcomes for children.

DD° Ammmmr s stm'y

Newborn screemng is very important to me because my son did not pass hea g screening when helwas born
If he did not have a hearing screening, it would have been difficult to lden ify
young age. It would have delayed my son's heanng aids and the services he needed‘

During his diagnosis and after, my family faced many challenges whlle Iearnln bo tions for y son’s
communication choices. Fortunately, Minnesota Hands & Voices reached out to me |n 2009 and through this
organization we quickly learned more about the options and opportunmes,for my son. MNHV was a way for my

family to connect with a parent guide who explained the options and shared personal experiences. Through
sharing my emotions and concerns, we were able to relate with a support team of parents helping parents.

-Sahara, Abdulkadir's mom
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rogra

artners:

Minnesota Collaborative for Children who are Deaf,
DeafBlind, and Hard of Hearing

Through the Minnesota Collaborative for Children who are Deaf, DeafBlind, and
.Hard of Hearing, stakeholders are working to better understand and improve
educational outcomes for children who are D/HH and deafblind. As a member
“of the steering committee, we continually provide leadership, direction and
financial assistance to the collaborative. In 2012-2013, our staff members were
instrumental in conducting a survey of parents of young children who are
D/HH. Other Collaborative partners worked to conduct a survey of teachers
of students who are D/HH. Survey results were shared at the Collaborative's
annual retreat in April 2013 and are being used to direct future work.

0 / of teachers of the D/HH say they have adequate resources anid training
0 to meet the needs of students age 0-5 years, according to the survey,

American Academy of Pediatrics Chapter Champion

~ We continued to work closely this year with Dr. Lisa Schimmenti, our state
American Academy of Pediatrics Chapter Champion, to support EHDI
educational efforts among physicians. This year’s efforts included presentations
at a national EHDI meeting, a national American Academy of Audiology -
conference, and a local conference of pediatric physicians at the University of
Minnesota. We also supported Dr. Schimmenti in working with local residents
and medical students on the importance of timely follow-up and early detection.

Minnesota Department of Education

In late 2013, we worked with our partners

at MDE to improve our ability to ensure 3% not eligible
children who are D/HH are enrolled in Part Les g
C Early Intervention services designed 8% declined

to meet their unique language and
communication needs. This enhanced
partnership will allow both agencies to
get children connected to services as soon
as possible and ultimately to document
outcomes for children who are D/HH. -

21% unknown

349% enrolled
>2 months
after diagnosis
68%
enrolled
. 34% enrolled
 Part C Status for Children as <2 months

Reported to MDH in 2013 * after diagnosis
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Program Indicator Data:

nts screened for

- 98.5%

e 'OSS o . 979% . 984% 99.1%  99.1%
Percentage of infants >1800 grams . . ) . . BEIl
screened before 1T month of age 97.8% 97.4% 97.3% 97.3% 98.8%
. P t f infants <1800 '
18 sfrrgsge?jQSec;oLz anr?onths O?;E;VZS 81.5% 87.9% 97.1% o1.5% 93.6% I I I I I
1.4 Percentage of infants that did not
pass initial screening 61%  59%  55%  47%  A4% IIIII
2.1 Percentage of infants >1800 o
grams given a REFER on initial
hearing screening that were 56.2% 55.6% 61.1% 61.8% 61.8%
rescreened by 1 month of age
201%  234%  230%  319%  37.6% |||Il
. ;REFER Who were LTFU 139%  108%  6.6% 5.7% 5.9% ll...
2.4 Percentage of infants >1800 :
| gramm‘ltjh a REFER who 13.9%  139%  84%  56%  59% II T
were :
2.5 Percentage of infants <1800 ;
grams with a REFER who 166%  166%  63% 4.7% 5.5% l l ExE
were LTFU Lt
m“‘% 2‘{5\ . 6.2% 34% 34% 24% 2.1% ; Il . B
2.7 Percentage of infants >1800
1g:;radms with ;1 RtEFER who were lost 6.2% 6.2% 3.0% 1.9% 2.0% II 5
o documentation EElmm
2.8 Percentage of infants <1800 -
grams with a REFER who were lost 7.6% 3.29% 3.8% 550 II . I .

to documentation
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3.1 Percentage of infants with

congenital hearing loss who 1
received an ENT/ORL evaluation - 356%  440%  487%  508%  49.7% I III l
by 4 months of age ST

3.2 Percentage of infants with

congenital hearing loss who
received a genetics evaluation 13.6% 16.0%  27.4% 385%  34.2% B ll I
by 1 year of age S

3.3 Percentage of infants with
congenital hearing loss
who received a pediatric

15.39 09 89 49 19 .
ophthalmology evaluation >3% 10.0% 11.8% 294% 7% Illl

B
by 6 months of age
3.47 Percentage of infants with
e bilateral hearing loss whose
ot 6\ : i
page? pareni(s) chose personal 125%  383%  345%  353%  327% @ _
amplification and who were fit EEA
within 1 month of diagnosis ' -
3.5 Percentage of children diagnosed ’ .
i before 3 years of age who were e .
‘g_ggeﬂ‘- ' reported to be enrolled Part C 22.0% 67.0% 67.3% 82.3% 76.0% B ll I

Early Intervention services

3.6 Percentage of infants with
congenital hearing loss who were :
reported to be enrolled in Part C 69.0% 53.0% 70.3% 62.0% 67.6% I IIII
Early Intervention services by 6 o | ]
months of age

3.7 Percentage of children diagnosed
before 3 years of age who were
reported to be enrolled in the
Deaf Mentor or Deaf/Hard of
Hearing Role Model Program

Data not available

3.8 Percentage of children diagnosed
before 3 years of age who were
reported to be receiving private
speech therapy

Data not available
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3.9

Percentage of children diagnosed
before 3 years of age who

- reported to be enrolled in Part C

wote on

e

3.11

Early Intervention services within
two months of initial hearing loss
diagnosis

Percentage of families of infants/
children ages 0-10 years who
received direct family-to-family
support within one month of their
child’s diagnosis

Percentage of families of children
ages 0-6 years who requested

a mentor from the Deaf Mentor
Family Program and began the
SKI-HI curriculum with a mentor
within 30 days of their request

11.0%

23.8%

37.0%

24.6%

54.2% 52.9% 50.0% - l I I I

i 2% 3% ganal

Data not available

4.1

Percentage of infants and
children identified with late onset,
progressive, or acquired hearing
loss

5.3%

9.0%

6.6%  136%  14.8% II
111

5.1

Percentage of infants/children
who had a PCP at the time of
diagnosis

96.9%

99.0%

98.9% 98.6% 96.4% l I l I I

6.1

6.2

6.3

Page 20

Percentage of newborn hearing
screening records matched with
vital records

Percentage of audiology reports
received by MDH within 10 days
of appointment

Percentage of infants who had

99.5%

76.4%

incomplete or unreported hearing

screening

2.6%

99.4%

83.2%

2.1%

99.4% 99.8% 99.7% I l I I I
84.4% 83.2% 83.8% I I I ll

14% 1.2% 0.8% II
iE B




6.4

6.5

Percentage of requested
follow-up reports received
from audiologists identified as
caring for infants/children with
permanent hearing loss

Percentage of requested follow-
up reports received from PCPs
identified as caring for infants/
children with permanent
hearing loss

ANNUAL REPORT 2013

61.5%

71.1%

75.0%

39.0%

95.4% - 904%  84.0% I l I I I

57.2% 91.8% 94.0% I I'
inl

*The definitions for these indicators have changed.
Values from previous years have been updated

to reflect these changes, so they may not maich
previous reports. To view definitions for all
indicators, please visit the Minnesota EHDI website.

early |dent|ﬁcat|on and lmportant interventions for chlldren who are
D/HH such as Part C Early Intervention, parent-to- -parent support, and
amphﬁcatlon, if chosen by the family.

The goal of using RBAs is data-driven decision-making. This tool is currently
in use by all state agencies to critically examine the quantlty and quality
of the services provided to customers, as well as the lmpacts and effects of

those activities.

These six RBAs are explored in-depth on pages 22-28.
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Story behind the curve:

- The reporting of all hearing results (initial, rescreen, and diagnostic) was mandated in September 2007.

« We currently work with LPH to help find families when follow-up is not complete.

- We initiated a Lunch N Learn project with PCPs who had a high number of REFER results or LTFU cases. These
sessions provided clinics with site-specific data and training by MDH audiologists, which resulted in a reduction of
LTFU in sites visited. A webinar version of this project was completed in 2012.

< We now offer audiology and otolaryngology site visits with site-specific data. These visits focus on reporting,
complete diagnosis by three months age, and reducing LTFU.

- We continue to encourage specialists to follow Minnesota best practice guidelines and not delay diagnosis
because of issues such as middle ear fluid.

Partners:
Our partners in improving the timeliness of diagnosis include: PCPs who make referrals to audiology, provide
consistent messages to parents, and report to MDH; audiologists and otolaryngologists who provide timely
services and definitive diagnosis, schedule follow-up, and report to MDH; and LPH who connects families to
services and reports to MDH.

Best ideas for how to change the trend:
1. Expand the quality assurance data report to include annual reports to all pediatric audiology sites
2. Develop a plan to promote our new EHDI best practice guidelines and supporting documents for
otolaryngologists i
3. Work with audiology and primary care clinics to increase the number of infants who receive an outpatient
rescreen by one month of age

759, Eﬁ@ﬁmﬁw 2.2:

Percent of infants >1800
grams with a REFER result on
the initial hearing screen who
receive a comprehensive
audiology evaluation

by three months of age

50%

25% .

Program Target 2 90%

2010 2012 2014 2016
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Story behind the curve:

- After the 2007 reporting mandate, we developed a robust follow-up flowchart
and hired four full-time staff to ensure that children with REFER results receive
recommended follow-up and that all rescreen/diagnostic results are reported to MDH.

- In order to get a better idea of where “lost to follow-up/documentation” (LTFU/D)
occurs, we developed tracking codes to be able to document and quantify the reason
for closure of each case.

+ We are working with LPH to help find families when follow-up is not complete.

- We initiated a Lunch N Learn project with PCPs who had a high number of REFER results or LTFU/D cases. Refer to
page 23 for more details on this project.

« Clinic-specific LTFU/D data, best practice guidelines, and tips for reducing LTFU/D are sent to primary care clinics annually.

« We utilize staff audiologists to follow-up on cases where the diagnosis is prolonged by specialty care.

- We now provide an Audiology Clinic Data Report that includes data on LTFU/D.

Partners: ,
Our partners in ensuring complete diagnosis for all infants who do not pass the initial hearing screen include: PCPs
who make referrals to audiology, provide consistent messages to parents, and report to MDH; audiclogists and
otolaryngologists who provide timely services and definitive diagnosis, schedule follow-up, and report to MDH;
and LPH who connects famllles to services and reports to MDH.

Best ideas for how to change the trend:
1. Educate and promote best practice guidelines and EHDI goals to stakeholders
2. Look for disparities in LTFU/D and develop a plan to target high-risk groups
3. Promote quality improvement within individual clinics




6%

4%

2%

Indicator 2.6

Percent of infants with

a REFER result on the
initial hearing screening
who were lost to
documentation

Program Target € 0.5%

2010

2012

2014

2016
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Our goal: All infants with permanent hearing loss will receive
timely and appropriate early intervention services.

60%

40%

20%

Page 26

Indicator 3.4

Percent of children with an
initial diagnosis of bilateral

forecast

permanent hearing loss
whose parent(s) chose
personal amplification
and who were fit within
one month of diagnosis

ng%*am Target 2 90%

2010

2012

2014

2016
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Story behind the curve:
-« We began contracting with LPH in 2010 to ensure families are connected to Part C Early Intervention and to report
enrollment information to MDH. LPH reporting to MDH accounts for the large jump from 2009 to 2010.
- We recently established an agreement with MDE that allows us to verify and augment the enrollment information
collected by LPH. Data received through the new agreement shows that for children reported in 2010-2012, just
6 percent had unknown Part C Early Intervention enroliment status (complete 2013 data from MDE will be
available in December 2014).

Pariners:
Our partners in improving enrollment in Early Intervention and reporting to MDH include: LPH who ensure
connection to Part C and report enrollment information; MDE and Part C service coordinators who share
enrollment information when appropriate; audiologists and PCPs who make referrals to Early Intervention; and
MNHV Parent Guides who discuss the importance of Early Intervention with parents.

Best ideas for how to maintain the trend:

1. Continue to utilize the new agreement with MDE that allows MDE to report enrollment status directly to MDH
2. Provide support to LPH to get signed releases from parents for sharing data with MDH
3. Work with local school districts to explain the importance of sharing information and obtaining parental consent

- 100% ~ o [Indicator 3.5
: ' ol favaet L
@Wﬁﬁi@m% el Percent of chi’\ldren
- 75%| b oumlesCleomin aattn ok | | - enrolledin
~ ~ PartCEarly Intervention
Lo ~ asreported toMDH
, - Program Target & 95%
25%
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Story behind the curve: \

- Delayed referral to MNHV contributed significantly to the lack of progress on this indicator through 2012. The large
increase in 2013 is due in part to timelier referral by MDH. Overall, we have reduced referral time from about one
month to the current average of nine days.

+ During our visits with audiology clinics in 2013, we reinforced the importance of direct referral to MNHV by
audiologists at the time of diagnosis.

- Case volume has increased by more than 60 percent since 2009. Despite a growing number of referrals, the
contact rate continues to be high, with 85 percent of families contacted by MNHV in 2013.

- In 2013, we nearly doubled state funding for MNHV. With these funds, MNHV hired a new metro area parent
guide and culturally specific parent guides for the Northeast African, Southeast Asian, and Spanish-speaking
communities in Minnesota.

Partners: .
Our partners in making further improvements include audiologists and PCPs who make direct referrals at th
time of diagnosis, and the MNHV parent guides who contact families.

Best ideas for how to change the trend:
1. Further reduce the time to referral from MDH by making referrals daily rather than weekly
2. Continue to encourage audiologists to make direct referrals to MNHV at the initial diagnosis
3. Develop talking points for audiologists to use when explaining the services that are routinely offered to
families with children who are D/HH
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[ AN EFIDIs Ads story

My boy was just a few days old when | learned that he has hearing loss. He was
also diagnosed with CHARGE syndrome and had several health conditions that we
had to tackle right away. There was a lot to learn and | didn't know where to start.

That'’s why | was grateful to have received support from services like Minnesota
Hands & Voices, which made me feel like things were going to get easier and
things were going to be ok. The early intervention team came to our house when
he was still a little tiny baby to talk about ways to communicate with him, but they
also did so much more than that. They taught me things about development in
the first three years of life, they gave me encouragement and hope, and we shared
fun times watching my boy accomphsh milestones.

He is now 3% years old, and he sngns speaks English, and is also using some words in Spanish. Because I'm from

Mexico and my husband Minnesota, we use English and Spanish at home. And because we chose to also

learn ASL wearea trilingual home. | thlnk it's amazing that at three years of age, with hearing loss plus multiple
etween three Ianguages and uses them approprlately He rarely

) thering him or

y 51mple ;oke he likes to tell us.

e fact that we knew nght away that he had a heanng Ioss and
; o our home to help us. We feel very lucky to have had that
support and we contmue to have support through olfferent programs

-Judy, AJ’'s mom

Reported cases of children
newly identified as D/HH

*Includes closed cases. See page 6 for a more 9
detailed breakdown of 2013 cases. 36

Total (permanent + transient

323 hearing loss)*
- 258 264 276 Permanent confirmed
223 M Eg:% hearing loss*
- i ' i
PR 201 total cases of children
143 164 1 newly identified as
36 D/HH by MDH EHDI
29 » and partnersin 2013

2007 2008 2009 2010 2011 2012 2013 ¢ ¢ o © «
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A

Abbr.
ASL
D/HH
EHDI

JCIH
LPH
LTFU
LTFU/D
MDE
MDH
MNHV
NHSAC

PCP
RBA

Meaning
American Sign Language
Deaf or hard of hearing

Early Hearing Detection and
Intervention

Joint Committee on Infant Hearing
Local public health

Lost to follow-up

Lost to follow-up/documentation
Minnesota Department of Education
Minnesota Department of Health
Minnesota Hands & Voices

Newborn Hearing Screening Advisory
Committee

Primary care provider
Results-based accountability




We would like to give a special thank you to
all of the stakeholders who work to improve
Minnesota’s EHDI system. This system is made
up of many dedicated people and programs
all working to improve the lives of Minnesota’s
children. The MDH EHDI program is just

one part of this important system.
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MDH Early Hearing Detection and Intervention
2013 Annual Report

For more information, contact:

The Early Hearing Detection and Intervention Program
Minnesota Department of Health
601 Robert Street North
Saint Paul, MN 55155

Phone: (651) 201-5466
Toll-free: (800) 664-7222
Fax: (651) 215-6285
Email: ehdi@state.mn.us




