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Loss to Follow-Up: It’s tough in Texas!
Second largest birthing state with nearly 400,000 babies per year

Largest rural population in the U.S. and 269,000 square miles

Record levels of immigration…

More than one-third of children on Medicaid; Highest number of uninsured

Shortage of audiologists (roughly 1600 for the entire state of 30 million)

Loss to follow-up is a challenge:
◦ 52% at diagnosis (21% nationally)
◦ 61% at early intervention (16% nationally)



Partner Priorities

DSHS/TEHDI
• Replicable: Model that can be implemented 

across regions

• Sustainable: Development of regional, 
robust micro-networks

• Best-Practices: Implementation of 
evidence-based, interagency supports 

TXHV
• Family-Centered: Coaching for families & 

providers that promote timely, informed 
parent decisions & optimal outcomes for 
children who are Deaf/HH.

• FBO Credibility: Demonstration of the 
effectiveness of partnering with H&V.

Find the leaks in our EHDI pipeline and plug them!



Provider Engagement: 
Addressing EHDI family barriers

Effective Communication & Informed Decisions

Communication barriers experienced between providers & families compromise system efficacy.

Best-Practices in Early Identification of Hearing Differences

Providers across disciplines are unaware of TEHDI supports and family needs.

Transitions to a Continuum of Supports 

Systemic barriers impede timely 1-3-6 transitions.

Recognition of Risk Factors

There is no strategic plan to address late onset.



A Family-Based Organization: Why Us?
Family engagement promotes self-
efficacy and promotes best outcomes:
Providing families 
 Evidence
 Skills
 Resources

Building family-to-family support

“An organizational culture that prioritizes and 
facilitates family leadership is vital to sustain and 
improve mechanisms for family engagement and 
partnership over the long term and across the 
EHDI system.”
From FL3 (H&V/HRSA)

“Equitable partnerships between families and EI 
programs and systems are critical to the success 
of EHDI programs and the achievement of 
optimal outcomes for children. Family leadership 
and involvement are critical when developing 
policies and programs…” 
From JCIH, 2013

https://handsandvoices.org/fl3/topics/fam-leadership/family-leadership-ehdi.html
https://publications.aap.org/pediatrics/article/131/4/e1324/31903/Supplement-to-the-JCIH-2007-Position-Statement?autologincheck=redirected


We Put Families First.
Identification of trained & experienced 
parent guides already engaged in outreach 
within the region.

Identification of informant families that 
represent varied experiences within targeted 
age range.

Organizing focus groups of families across 
region to hear families’ stories of barriers & 
success – English & Spanish.

“Snowballing” connections to more providers 
and families.

Parent-provider partnerships are research-
based best practices in EHDI.

International Consensus Statement

Qualitative data helps to understand the 
patterns of health behaviors, describe system 
experiences, design health interventions, and 
develop healthcare theories. 

NIH

https://watermark.silverchair.com/ent034.pdf?token=AQECAHi208BE49Ooan9kkhW_Ercy7Dm3ZL_9Cf3qfKAc485ysgAAAsIwggK-BgkqhkiG9w0BBwagggKvMIICqwIBADCCAqQGCSqGSIb3DQEHATAeBglghkgBZQMEAS4wEQQMGsuws2Y2V8JNSiOfAgEQgIICdUiQJEmJ30R79F_3aIb7qotxhv4-a5FzR3fLDB7ntsd5R_cD3XJVQbuahw9pqiNhCxFmtxTDhCPixtxCZWZR6c6e6vij7nUVSjZcH92_8ftFkBCmQ7bsn5sZHkE-geJ5Zxlf7Lb3p40kdgsVl6MJISNhClRb0U_2iOYybr-3BuChCSQOdxMlWX0m_38lVG7bpootfBWvhEGrS6zeB5TDQht_cAGwQnSZ7JwgEiCZv0UuxrkI-78-XU3H7KGQ0iHKawwfix9HmyGneZmKqPH_vcJhyB27vsMKajSDqbPfWcTAu_V9g9K13WjXtQ1wrDBjXFH6DYEWArU_OlZeP3FH1mn5u1LZ4L4qKBbGt3y7FW5WQ_p8hd8mkt8hqFU2YE1aFvDPL8dvNiP0ZKXa2iSLwwith3WCFHmJMxYzKNEgicoob5jyqZ0KLy1AG6tGI_5wt2-r6KKPyWMO8ui7dwyayj8AGjfLS293sCpZr7vtbM9wRffIC69ALZWHcrcm1RU9_7XnHBbYXKtTtl1mlpxY2BOJ9kYpnIiOmA2rtZE1BE_j7AYkXylCnef87gg-7mfePZkUBgVjjOnDa0JGtnxu-7nbRtw34vLB_jhzQh0Ho_iK9KMzsgZimXE8atZzV3HZIHe7gQBfCuu6RcGmPrL13IqS1OTPcnJTAAw5sGfLIszNA6TemHzTmwJEmAmYRewu42mtokZaDMExWvoT0I77rmpu-B7D_xQ2f2VkykMCnSjczxm9gdsClpqlC2xmdIhy0m39GUhXsXFdOPTUKE8M5ruUuicy5dX4Qnq2xrShmCEsDoZAzSzW2d2ji6F6YABhpnS3rMUi
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8106287/#:%7E:text=Qualitative%20research%20helps%20to%20understand,depth%20of%20exploration%20it%20makes.


We checked the map.
LEVERAGING LOCAL RESOURCES

Population centers & county lines

DSHS & ECI

Birthing hospitals

Medical/clinical providers/audiologists

Regional Educational Service Centers and 
Regional Day School Programs for the Deaf

Military Bases

*Community based services (Midwifery, WIC)



We reviewed the data.
The three target 
regions represent 
one-quarter of the 
population in Texas.

One of the three 
regions is screening 
more infants, the 
other two are 
screening fewer. 

LTF is up across 
regions, at OP & Dx
levels.



We asked the right questions.
Role, region, & representation

Background knowledge

Family communication, barriers 

Training, skills, & confidence

Referral process & reporting

Desired training & resources



We identified the players.
EHDI –PALS

Guides & Texas Hands & Voices

State registries of licenses & professional 
organizations

Screeners & contractors

Providers in MIS

PCPs (Targeting those with equipment) and 
nurse practitioners

ECI, RDSPDS, private SLPs, HeadStart

Snowballing…



We broadened the scope & 
narrowed the purpose.
THINK BIG

Broaden who we consider 
stakeholders in the continuum of care

Expand our target from 0-3 to 
prenatal to five years

STAY ON TARGET

Family engagement that promotes 
self-efficacy

Reducing loss to follow up



…and we are getting to work.
Building EHDI “micro networks”:

Parent boots on the ground

Real connections across stakeholders

Authentic conversations

Willingness to be dynamic/flexible/responsive

Long term commitment

Enable families to navigate the system AND adapt the system to engage the families



The End…and the beginning.
SWAINSCOTT@TXHV.ORG

KDITTY@TXHV.ORG

mailto:Swainscott@TXHV.org
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