
D/ HH Family-to-Family Support 
and Leadership: 

The Blueprint for Success
National EHDI Conference

Denver, Colorado

H&V FL3 Center Sunday, March 17th, 2024

This presentation is supported by the Health Resources and Services Administration (HRSA) of the U.S. Department of Health an d Human Services (HHS) as part of an award, 2 UJ1MC30748 -
04 00, totaling $1,800,000. The contents are those of the author(s) and do not necessarily represent the official views of, nor an endorsement, by HRSA, HHS or the US Government.



Agenda  for today

• We will take a  break!
• Interactive – get ready to 

participa te
• Introduction of presenta tion 

team
• Introduction of participants

HRSA’s Blueprint for Change 
– Impact on Family-to- Family 
Support and EHDI

• Equity
• Accessto Services
• Finances
• Quality of Life

Welcome!

• Q and A



By a  show of hands:
•Have you ever heard of the HRSA 
Blueprint for Cha nge?
• Ha ve there been a ny 
conversa tions a bout this a t sta te 
EHDI sta keholder meetings? 
Among pa rent groups (FBO ’s)? 
O ther spa ces?

Discussion:
• W ha t do you hope to get out of 
toda y’s conversa tions? 
• Ha ndout for your use

• W W DW BW ?

Opening Questions 



Introducing

The Blueprint for Change: 

A Na tiona l Framework for a  System of Services for Children and 

Youth with Specia l Hea lth Care Needs



https://mchb.hrsa.gov/programs -impa ct/ focus-a rea s/ children-youth-specia l-hea lth-ca re-needs-cyshcn/ blueprint-cha nge

Vision

•Thrives in systems that 

Through the Blueprint, we envision tha t every child and youth 
with specia l hea lth ca re needs:

• Enjoys a  full life, from childhood through a dulthood

•  Support their fa milies a nd their socia l, hea lth, a nd 
emotiona l needs
•  Ensure dignity, a utonomy, independence, a nd a ctive 
pa rticipa tion in their communities



https://publications.aap.org/pediatrics/issue/149/Supplement%207

Source: https:/ / acroba t.adobe.com/ link/ review?uri=urn%3Aaaid%3Ascds%3AUS%3A954fa985-38b8-394b-a678-970720825414



BLUEPRINT IN PRACTICE: FUNDING to Support the Blueprint Implementa tion

13Source https:/ / acroba t.adobe.com/ link/ review?uri=urn%3Aaaid%3Ascds%3AUS%3A954fa985-38b8-394b-a678-970720825414



Ensures that:
 Families a re partners in decision-making a t a ll levels 
 Families receive coordina ted, ongoing, comprehensive care within a  medica l 

home 
 Families have adequate priva te and/ or public insurance 
 Children a re screened early and continuously for specia l hea lth care needs 
 Services a re organized so families can use them easily and a re sa tisfied with 

the services they receive 
 Children receive the services necessary to make transitions to a ll aspects of 

adult life, including adult hea lth care, work, and independence 

The Blueprint for Change

https://publications.aap.org/pediatrics/article/149/Supplement%207/e2021056150C/188225/A -Blueprint -for -Change-Guiding -Principles -for -a?autologincheck=redirected



4 Critical Areas of inequities 
n e e d e d  t o  im p r o v e :

• Hea lth Equity
• Access to services
• Financing to Services
• Quality of Life & Well-Being 

• Family AND Child



MCHB Blueprint 
f o r  C h a n g e : 
HEALTH EQ UITY

Rosabel Agbayani and Ana Brooks



• Empower Parents to help their children develop and 
realize their potential

• Providing Family Centered Care to satisfy their needs
• Giving skills to parents to allow their DHH child to 

develop capacities allowing them to interact 
successfully with their biological, physical, and social 
environments

Health Equity for Deaf and Hard of 
Hearing Children: A vision for the future



• Discrimination
• Health Disparities
• Health Equity
• Intersectional Identities
• Social Determinants of Health

He a lt h  Eq u it y fo r Ch ild re n  an d  You t h  Wit h  Sp e c ia l He a lt h  Ca re  Ne e d s : A Vision for the Future: Ta b le  1 Im p ort a n t  He a lt h  Eq uit y Conce p t s

Health Equity Concepts



What a re ways families may experience unequa l trea tment 
and discrimina tion in systems serving Dea f/ Hard of Hea ring 
Children? 

Question:

Think about these as you answer your question:
• Could they be perceived as ableist/audist?
• How does disability get framed?
• How does cultural responsiveness intersect?
• Are there any indicators of inferiority towards medical diagnosis/treatment?



The Blueprint for Change Values:

“All children should be equally valued; resources to 
promote health should be distributed fairly; commitment 
to health equity represents justice in health; progress is 
measured by a reduction in health disparities”.

• Amy Houtrow, Alison J. Martin, Debbi Harris, Diana  Ceja s, Rachel Hutson, Yasmin Mazloomdoost, Rishi K. Agrawa l; Hea lth Equity for 
Children and Youth With Specia l Hea lth Care Needs: A Vision for the Future. Pedia trics June 2022; 149 (Supplement 7): e2021056150F. 
10.1542/ peds.2021-056150F



Question:

What a re some examples of policies and laws tha t a re 
designed to susta in unequa l trea tment?

• American with Disabilities Act 1973
• The Rehabilitation Act of 1964
• IDEA 2004 principle of Free 
• Appropriate public education in the least 

restrictive environment



● Disparities in medical home access

● Coordination not adequate for equitably delivered or paid for

● Practices might choose to care for children who tend to be more 

economically advantaged (typically White, Non-Hispanic) because they 

are less likely to be poor and without a disability. 

● The need for cultural model and family centered care vs. medical home

Medical Home Systems and its 
im p lic it  b ia s



• American Rescue Plan Act 2021

• Early Periodic Screening Diagnostic 

and Treatment (EPSDT) 2014

Policy Changes



• Knowledge of persistent disparities advance equity
• Collabora ting with minoritized communities a id efforts to obta in true da ta  of the 

minoritized community needs
• Provide evidence-driven solutions to reduce disparities

• Ensure equitable dissemina tion of surveying methods
• Collabora te and coordina te to meet the multiple needs of Deaf and Hard of Hearing 

(DHH) children and their families
• EHDI System needs to provide cultura lly-responsive care

• Reduce burden and risk of re-traumatiza tion 

• Authentic engagement from individua ls and families of children who are DHH

Research & Practice



• What a re the ba rriers you have 
experienced serving diverse 
families in EHDI?

• What a re your expecta tions, 
perceptions and how does tha t 
become a  ba rrier? 

Discussion: How to implement the 
principles and strategies

Think about: 

• How do we create space “at the table” for 
underserved populations?

• Are we creating financial reserves to provide 
culturally appropriate care?

• How do we empower and educate families how 
to:

• Provide parent to parent support
• Hold positions of leadership to 

influence system



MCHB Blueprint 
f o r  C h a n g e : 
Acce ss  to  Se rvice s

Terri Pa tterson and Sara Kennedy
H&V HQ/ FL3 Center



Access to Services: 

What FBOs can Do 



Shift in Access
Prior: Diagnosis-Driven

•Coverage

•Services

•Timeliness

•Capability of workforce

•System

Goal: Meeting unique needs of the family

• When, where, and how 

• Inequities addressed

• Continuity 

• Improved quality of life 

and well-being

*For D/HH families this begins at 1-3-6



What can FBOs do to improve: 
• Ease and availability of 

services for families 
• Access to a prepared 

workforce for D/HH/DHH+ 
needs 

• Streamlining administrative 
issues

The 3 Blueprint Principles on Access



• Service deserts 
• Border issues 
• Lack of skilled providers in a ll fields 
• Families a re told tha t they should move, 

can’t use tha t method/  language/  
technology 

“The system doesn’t work for us.”



• Family-friendly guidance and introduction to the vision. 

“How do I know what I need?”

**https://publications.aap.org/pediatrics/article/131/4/e1324/31903/Supplement -to-the-JCIH-2007 -Position-Statement

For each recommendation from JCIH 
• What this means to me/my family 
• Things to think about/explore in EI 
• What I have a right to expect: 

Key: DHH expert(s) a va ila ble on tea m 

• from the 2013  Supplement to the JCIH 2007  
Position Sta tement



• Connect with tra ined pa rent-to-pa rent support 
• Ask providers 
• Do your “homework”
• Connect with diverse DHH leaders with lived 

experience
• Seek better access
• In your home language 
• With respect to your culture

This takes courage! (Systems need to flex)

“How do I know what I don’t know?”



“How do I get that?”
• Single point of entry (no wrong door)

• Coordina ted da ta  system 
• Georgia Pathway to Language and Literacy 
• Direct referrals: Illinois, Minnesota, others 

• Integrated and proactive
• Audiology-EI-Family Support-DHH Leaders 

• Relationships!
• Advocating for the need for more training/recruitment/telehealth 
• Family-friendly Roadmaps (next slide)



“Where am I on the roadmap?” 

E H D I   R o a d m a p  E x a m p le s : C O  a n d  A R



• Offer consistent support to a ll families 

What can FBOs do?  

• FBOs can help programs anticipate needs and 
barriers

• Who are your underserved families and how 
do we reach them? 

• How do we engage families in leadership?  
• How do we build safety nets? 
• How do we get services in service deserts? 

• Making that work: Illinois story 
• Being a voice for parents (MI EHDI Storytellers, Virtual Site 

Visits, EHDI Advisory Meetings, EHDI systems map review) 



• All families a re unique
• They can be complex
• They a ll need access to services 
• Will we wait and hope/ blame 

the system 

Call to Action: Where Can Access be 
Increased? 

Or make a plan… together? 



MCHB Blueprint 
f o r  C h a n g e : 

Fina ncing  o f Se rvice s

Janet DesGeorges



From the Blueprint: 
• Accessible
• Affordable
• Comprehensive
• Continuous
• Prioritizes the wellbeing of families
• Ensuring benefit adequacy
• Addresses racial disparities

Financing of Services



• Avoiding changing jobs

• Reduced employment

• Difficulty paying medica l bills

• Emotiona l stress

• Impact on spousa l rela tionship

Finances and the Impact on 
Family Dynamics 



Financing of Services

From your vantage point in the system, wha t 
specific a reas do you think funding is a  cha llenge 
for families moving through EHDI 1-3-6?



Covered, not covered, partially 
c o v e r e d … it  d e p e n d s  

• Screening costs (hospital, home birth)
• Medical home (well baby visits, typical health needs) 
• Diagnostics (audiology, ENT, additional recommended testing i.e. genetics)
• DHH+ Specialists
• Technology (Cochlear Implants, Hearing Aids)

• Appropriate intervention (Part C, private)
• Warranty



•Know your Resources

•Basic knowledge of private, public, and other insurance  

issues

•DHH+ considerations 

•Responding to the emotional toll it takes on families

The Role of Family - t o - F a m ily  S u p p o r t  a n d  
t a lk in g  a b o u t  money



You’ll hea r more about this in 
a  minute! 



Reducing Burden, Advancing Equity, and Transforming Systems
• Hearing Aid and C.I. Legisla tion (sta te-by-sta te)
• Funding for Sign Language programs for families
• Expanding Family-to-Family funding mechanisms
• Larger systems transformation and EHDI/ Parent representa tion –
• Do we have a  place a t the table -

• Have you invited experts in these a reas to ‘your’ table? i.e. sta te EHDI Advisory 
committees

Systems improvements 

• Medicare/Medicaid expansion
• CHIP
• Care coordination adequately funded



MCHB Blueprint 
f o r  C h a n g e : 

Q u a lity  o f Life  a n d  W e ll-Be in g

Lisa  Kovacs and Carrie Balian



Hands & Voices Implementation of an
E v id e n c e - b a s e d  M o d e l o f  P a r e n t - t o - P a r e n t  S u p p o r t  





The concept of well-being and qua lity of life (QOL) a re interdependent and influenced by 

multiple factors, including sense of community and socia l integra tion; socioeconomic and 

employment sta tus; self-perceived physica l, cognitive, emotiona l, and socia l functioning. 

WHO definition “an individual perception of their position in life in the context of culture 
and value systems in which they live and in relation to their goals, expectations, 
standards, and concerns.”

MCHB Blueprint for Change: 
Quality of Life and Well - Being 





Relationship between the 3 constructs 



For the healthcare system to 
promote dignity, a utonomy, 
a nd independence for 
children a nd youth with 
specia l hea lth ca re needs 
(CYSHCN) a nd their 
fa milies, grea ter va lue must 
be a ssigned to qua lity of 
life a nd well-being a s 
defined by individua ls a nd 
fa milies with lived 
experience. 

The Blueprint 

recommends 

measuring: 

Qua lity of Life 

and Well-Being

Prioritizing well-being a nd 
qua lity of life outcomes pla ces 
va lue on mea suring wha t 
ma tters most to CYSHCH, the 
W HO LE PERSO N (whole 
child, whole fa mily) not just 
the dia gnosis. 

Just think of the 
potentia l impa ct of 

EARLY fa mily support!



IFSE - Measuring Well-Being 

Fa mily Lea rning O utcomes-
Parents/caregivers will: 

• Lea rn tha t they a re not a lone, there a re other 
fa milies they ca n connect with a nd lea rn from.

• Feel hopeful a bout their child’s future. 
• Be a ble to improve their focus on everyda y 

moments tha t bring joy to their fa mily. 
• Find encoura gement in ra ising their own child 

who is Dea f or Ha rd of Hea ring a fter meeting 
a nother experienced pa rent.

• See a n improvement in their overa ll well-being 
(for exa mple, sta te of being comforta ble, hea lthy, 
or ha ppy) beca use of the support they receive.



What 
activities/ resources do 

you do 
tha t promotes 
child/ family 

Qua lity of Life and 
Well-Being 

Child/
Family 

Well-Being 



Family Support Impact on 
Child/ Family
QOL & Well-Being

New Resource: 
For Parents by 
Parents 



• Fea turing many H&V/ FL3 Center resources a ll in one 
place

• 192 website links, 160 unduplica ted
• Additiona l Languages now highlighted and linked

• 68 Spanish resources
• Over 25 other languages

• Family Lea rning Outcomes included
• Visua l index a t the sta rt of each construct
• Smile icon - to highlight language & literacy activities:

• Topica l “concerns/ needs” words to a ssist with sea rch 
fea ture 

Guide Highlights:



Well-Being

Visual Index 

Knowledge Empowerment



Topica l Concerns/ Needs

Resources in more than English

Language & Literacy Activities 



• Each of you should have a  4x4 bingo boa rd
• We will draw a  word tha t you can mark off your boa rd

• First to get four in a  row or four corners wins! 
• Programs can use this tool with their team to help 

acclima te themselves to the guide

Time to Dive In

• We will share something about the word 
that is drawn



A Family Toolbox, Off to a Great Start,will include FL3 Center 
materials that Family Support Leaders and EHDI Programs can use 
to promote enrollment and family engagement in EI:
• A newly crea ted resource for B-5 about genera l development 

principles for DHH children.
• 8 Reasons to Say Yes to EI, 

5 Reasons to Say Yes to Assessment, 
Language and Literacy Tip Sheets, 
the Family Activity Guide (to infuse Language and Literacy a t 
home), 
Making a  Plan for Your Child (CDC), Language Milestones 
Document, and the 
Family’s Guide to EI Recommendations 

• Linkable badges, family friendly promotiona l resources, a  
download style sheet/ images, and QR codes for the new 
Off to a Great StartFamily Toolbox

Off to a Great Start



Dissemina tion considera tions: 
Websites 
Socia l Media
Providers
Fa mily-ba sed orga niza tions/ Fa mily Support 

Dissemina tion support: 
Ba dges 
Plug a nd post messa ging 

Wha t do you need to be able to 
post/ dissemina te this by next week?  

Tra ining ma teria ls for Family Support Providers: 
• Tip sheet on how to use the Guide 
• Recorded tra ining video 



Questions and Comments

55



Thank you for coming today!
• Resources:

– Blueprint a t a  Glance:   https:/ / www.aap.org/ en/ pa tient-ca re/ na tiona l-center-for-a -system-
of-services-for-children-and-youth-with-specia l-hea lth-care-needs/ blueprint-for-change-
stra tegies-a t-a -glance-overview/

– Blueprint for Change:  https:/ / mchb.hrsa .gov/ programs-impact/ focus-a reas/ children-youth-
specia l-hea lth-care-needs-cyshcn/ blueprint-change

– The Hands & Voices FL3 Center: https:/ / www.handsandvoices.org/ fl3/ index.html

https://www.aap.org/en/patient-care/national-center-for-a-system-of-services-for-children-and-youth-with-special-health-care-needs/blueprint-for-change-strategies-at-a-glance-overview/
https://www.aap.org/en/patient-care/national-center-for-a-system-of-services-for-children-and-youth-with-special-health-care-needs/blueprint-for-change-strategies-at-a-glance-overview/
https://www.aap.org/en/patient-care/national-center-for-a-system-of-services-for-children-and-youth-with-special-health-care-needs/blueprint-for-change-strategies-at-a-glance-overview/
https://mchb.hrsa.gov/programs-impact/focus-areas/children-youth-special-health-care-needs-cyshcn/blueprint-change
https://mchb.hrsa.gov/programs-impact/focus-areas/children-youth-special-health-care-needs-cyshcn/blueprint-change
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