FAMILY EHDI (FEHDI)

DATA PROJECT

Enrolling families into family-to-family
support




Today’s Discussion

o Background

o NOFO Reference point
o Development

o FEHDI Tools

o Roundtable Discussions
o Next steps




“Without data
you re just
another person

with an opinion.’

W. Edwards Deming,
Data sScientist




Startfing Point of this work — HRSA NOFO

EHDI Program Objective

Using data from year 1 as
baseline data:

Increase by 20 percent from
baseline the number of families
enrolled in family-to-family
support services by no later than
6 months of age. (page 2 of
2020 NOFO under program
objectives).




Definitions

Family Support

For the purposes of this NOFO, family support is defined as “the
practices that ensure that the holistic nature of the process for families is
sustained through the timelines, policies, and procedures by the varying
entities that the family encounters through hearing screening, diagnosis,
El, and beyond.” (State NOFO/HRSA-20-047, page 1 footer).




Definitions

Family-to-family Support Program

For the purposes of this NOFO, a “family-to-family support program”
consists of services and supports provided in response to the needs of a
given family through a family-led organization or program. Types of
support and services provided will be based on the capacity of the
family-led organization or program and may include but are not be limited
to: direct parent-to-parent support, information, education, technical
assistance, training, and referral. (page 11, footer)




FEH

DI Timeline

Original Group

EHDI 2020 (March)
GA-IL-OR-UT
(FL3-NTRC)

Coordinators &
Parent Leaders

Create Standard:
~Definitions

~Data collection tool
(Excel)

Learning Communit

FL3~NTRC led (March-
July 2021)

|A-IN-ME-MA-NV-CNMI-
PA

Validated Tools

~Definitions

~Data collection tool
(Excel)

Spread

Shared across
network to: EHDI
Programs, FBOs

Include as future
optional items in

HSFS




What are we trying to
accomplish?

How will we know that a change
is an improvement?

What change can we make that
will result in improvement?

Aim
Measures

Ideas/Changes

The Model
for
Improvement

- Created by Associates in Process
Improvement, 2009
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Workbook Tool

FBO (Family to family support) reports back to the EHDI Program

Date Date Age of referral |Initial Date Contact Unable to |Date of Age of Reason for discontinue Date Support Date of
REFERRAL REFERRAL |to FBO - Contact made to | made but contact Enrollment in|enrollment in |(choose one) Discontinued Decline/Refuse
sent to FBO  |received by |Referral Dote  |family unresponsive | (Y, MN/A, FBO FBO
FBO minus DOB Y, NfA, Pending) Date of
(Calcuiated Pending) Enroliment
Age} minus DOB
180 days (Colcuiated

Az b




Parent Perspective

o FEHDI definitions allow us to compare
apples to apples

o Information tracking

o Spreadsheet or state system
o Collection source (intake form)

o Agreement to share information

o FEHDI is a springboard to information
gathering

o Goal of support by 6 months

o Future support




“I'HAVE GREAITLY ENJOYED SERVING ON THE FEHDI COMMITTEE. WHEN
THERE IS A NEW EHDI PERFORMANCE METRIC, [T 1S SO IMPORTANT TO
HELP EACH OTHER IN FIGURING OUT HOW BEST TO ACCOMPLISH THIS

NEW GOAL AND REPORT ON ITIN A CONJSISTENT FASHION ACRQOSS THE
STATES AND TERRITORIES - SO THAT WE ARE ALL ON THE SAME PAGE
AND THE NATIONAL NUMBERS REALLY HAVE MEANING.”

~ Participant Quote




“"WORKING ON THE FEHDI PROJECT HAS GIVEN ME A NEW
UNDERSTANDING AND APPRECIATION FOR THE INNER-WORKINGS OF
PROGRAM DEVELOPMENT AND GRANT FUNDING. I'M SO THANKFUL TO

HAVE A GLIMPSE INTO OTHER EHDI PROGRAMS AND THE WAY THEY
PARTNER WITH FAMILY SUPPORT PROGRAMS! THE PERSONAL AND
PROFESSIONALISM OF THIS GROUP HAS BEEN VERY EDIFYING TO ME
AND THE WAY | LEAD MY PROGRAM!'™

~ Participant Quote




“IFELT A SENSE OF UNITY AS WE ALL CAME TOGETHER TO DISCUSS PARAMETERS
AND DEFINITIONS. [T WAS REFRESHING TO BE PART OF SOMETHING THAT COULD
MAKE REPORTING NOT ONLY EASIER TO FIGURE OUT BUT TO HAVE
CONSISTENCY BETWEEN STATES. THIS HOPEFULLY WILL ALLOW US TO SEE
ACROSS THE NATION HOW WE ARE DOING, CELEBRATE OUR SUCCESSES AND
EVALUATE AREAS TO IMPROVE. |HAVE HOPE THAT THIS WILL BRING MORE
PARENT PARTNERS TO THE TABLE AS A PART OF A LARGER TEAM CREATING
CONNECTIONS, DEVELOPING ROLES, A SENSE OF PURPOSE AND A MINDSET OF
QUALITY IMPROVEMENT.”

~ Participant Quote




Maybe stories are just data with a soul.
~ Brene Brown
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What's Next

\

a 2. o

Make Tools accessible Continue to spread the Continue discussions with
learning Federal Partners and other
EHDI system stakeholders




Roundtable

DISCUSSIONS:

1.

How did you establish baseline¢ How are
yOU mMeaqasuring success?

What are your experiences with data
sharing between EHDI and your family-
based organization(s)¢

What opportunities or challenges have
you experienced in tracking enrollment
intfo family-to-family support?

What capacity is needed in your EHDI
Program and/or family-based
organization(s) to fully implement FEHDI
data tracking?




THANK YOU

www.infanthearing.or i i ort-data.html



https://www.infanthearing.org/webinars/2021/family-support-data.html

