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LEARNING
OBJECTIVES

Attendees will recognize the impact of how
a diagnosis is share has on the family.

Attendees will identify the benefits of family
to family connections

Attendees will be able to list resources to
offer parents at time of diagnoses.



TODAY'S
AGENDA

Introduction
Meet Our Three Families
Additional Family Experiences

The Impact and Benefits of
Family Connections

Advice From Families
Resources You Can Share

Conclusion



MEET OUR
FAMILIES



OUR JENNA

They told us she had mild to moderate loss in
one ear and the other was “essentially normal.”
Because she had one good ear they made it
seem like it wasn't a big deal. No one really said
how significant of an impact having a hearing

loss could have on her.



NICOLE & BEAU

The woman set her chair down in front of me,
holding a box of tissues and told me his

diagnosis then left me in the room alone to cry.

| was completely at a loss at to what to do next.




MINDY & BOYS

(KENNY, MICHAEL & AARON)

| held each baby for 2 hours while they
testing. | couldn't hear much if what was said
because we had to be quiet. When they told
me their diagnoses, Honestly, | was thrilled!
Obviously, | would be happy for my kids if they
didn't have a hearing loss, but | feel so very

blessed to have 3 children who are like me.




THE IMPACT AND
BENEFIT OF
FAMILY CONNECTIONS

IN THE WORDS OF FAMILIES



make_positive_changes
learning_from_each_other sibling_help
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u n d e rSta n d I n g sign_language_support T
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socializing o , working_together
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doctors

R ACEE S older_children experiences SRS resources

validation sibling_support SpLIELp W h at_t O_ex p e Ct

they_get-it -
y_g help advocacy Sharlng e
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You can support one another emotionally, share
resources and experiences, and spend time together.

| only know one other family personally, but it’s nice to
know you aren’t alone

The benefit of connecting with other is you get
emotional support.

It just helps validate me and my feelings and struggles.
It’s just so nice to not feel alone!



Other parents can tell you things that the doctors don’t
tell you or forget to say!

We can relate on a whole different and deeper level!

It’s just nice sharing experiences with other families
that understand

| don’t feel alone! We learn from each other, share
supprt and work together to make positive changes.



Connecting with families has been such a support in
SO many ways, from answering questions | had, or
suggesting things that helped my son, seeing the
success of older children, getting to know the
community as a whole and knowing people who have
been where | was.

Support, both emotional and practical...ideas,
insurance questions, communication options, |IEP help,
friendships, help and support for siblings

It was a game changer for me. | had no experience with
hearing loss. The other moms would know the
questions that | didn't know to ask and what next steps
would be. They empowered me to be able to advocate
for my daughter.



ADVICE FROM
FAMILIES

WHAT THEY WANT
PROVIDERS TO KNOW



Explain everything!

Provide literature to explain next steps

Know who you are talking to - respect our culture

Provide information concerning the diagnosis in
writing



Engage families in a straightforward, positive manner

Communicate with understanding and empathy, not pity

It’s a huge diagnosis to process and can cause many emotions,
but let them know there is a huge amount of help and support
available.

It can be intimidating to reach out for support when you’re
overwhelmed, offer to share their contact information with other
parents or support organization so they can make the first move.



RESOURCES YOU
CAN SHARE



GREAT START

HANDS

Explore resources and activities to support the early

intervention journey for families of children who are
Deaf/Hard of Hearing through this virtual, interactive
web site.

https://handsandvoices.org/great-start/

HANDSs
VOICES
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“Just in Time” Resources to Support Families
of Children Who Are Deaf or Hard of Hearing

Brought to you by the National Center for Hearing Assessment and Management

and NCHAM S Family Advisory Committee

This guide is a ool to help families of children who are deaf or hard of hearing (DHH) connect o family-vo-
family supporis with a focus on state-level resources. NCHAM encourages copying and posting this tool by
EHDI and Parr C programs, family support organizations, and health care providers. Staves are welcome 1o
'.I.dup[ ir for their own use, ll.‘l.ding FESOLLFOES LlI'quLl.t' o their stare. Additional resources are available ar

ehdiprograms.org
# Ensures that every baby receives a hearing screening
and needed follow up testing.
# Coordinates with eady intervention and I'Il.'lp.'i families
FET ACCES Tk SETVIOes.
# Ensures culrurally-comperent family support available
to every family of an infant who s DHH.

#* Sare .'ipn.'iﬁn.‘ contacts available at

hitp: :'.i'|i?'il\-|--. AITLS. KT

NCHAM

Mational Center for Hearing

Assassmant and r-!_a’a*_.eme*'.

Utah State University ™
infanthearing.org

# Provides important informarion for Families nr_ulml'_ taw

connect with state newhorn |1|:.1n|:|_'_.1|.'rr='|:|i:|1g'_ FIOErams,

# Fearuresa ly Support Tab providing links o

family organizations that can help families of children
whio are DHH.

# Print materials availble: Communicate With Your
Child booklers and _l.l_'.ITI)iI)j! ahat H.:.lrinj: Liss- &
Roadmag for Families™.

* State >|:-;\.'if1'\.' content availzble.

obheaning

babyhearing.org
# Dev |_'-_I.‘||Jlr_'\'1 by Boys Town Mational Research Hospital .
#  Answers questisns ahost infant hr.uing screening and
follow up testing, heari ny devices, l""'l'-""'i:" & seech,
and Te.m-_'nrinl'_ IxsLes.

# Available in .‘\|1mish and l':nj:lis.'n.

C D Centers for Disease
Control and Prevention

A Parent’s Guide to Hearing Loss

cde.gov

# Fearures programs and services abour understanding
hearing loss and how hearing is tested; Anding
professionals with expertise in serving babies with
hearing loss: fitting a baby with a hearing device, and
family support groups.

# Lizs national organizations and state contacts.

# Aomilable in Spanich and ]:.ngluh.

National Center for Hearing
Assessment and Management

Utah State University ™

(( NCHAM

D

“JUST IN TIME”

This guide is a tool to help families of children who are
deaf or hard of hearing connect to family-to-family
supports with a focus on state-level resources.

https://handsandvoices.org/great-start/


https://www.infanthearing.org/just-in-time/docs/just-in-time-color.pdf

CONCLUSION

Words Matter! Foster Connections Provide Resources
Help start the family Help establish Put resources into
on a positive path family-to-family their hands that will

connections guide them forward



THANR
YOU

Christina Payne
christina.payne@wvhandsandvoices.org
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