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WHO ARE WE?
The Illinois Families for Hands & Voices mission: A parent-driven, non-profit organization that supports
families with children who are deaf and hard of hearing without a bias around communication modes or
methodologies.

The Illinois Hands & Voices Guide By Your Side mission: Provides free, unbiased emotional support and
resources by trained Parent Guides to families with children who are deaf and hard of hearing.

If you are looking for resources, parent support, events or anything else, we want to help!  View our
contact information on page 26.

For That!                 



Dear Readers,

With a thankful heart,
Carrie Balian

Parent of a son who is DHH
ILHV GBYS Coordinator

HV Region V Coordinator

I am so excited for this edition of our newsletter!  I've never shared a letter like this 
before, so I thought I would start from our beginning.  When our ILHV GBYS 
program started in 2009, sharing and connecting wasn't as instant a process as it 
is today.  We created the IL E.A.R.S newsletter as a way to gather information in 
one place, but also to share inspiring and educational stories.  No one is paid or 
pays to contribute to this newsletter.  People contribute pieces of their heart 
because they are passionate about helping others learn and finding ways to 
connect with each other.

Over the past year, we have changed the design of our newsletter and had a 
Quality Improvement workgroup, comprised of parents of children who are DHH, 
share their opinions and suggestions to make the newsletter even more accessible 
and user-friendly.  That's what I love most about my job!  Our program's success 
and resources are not the work of only one person.  We work together, serving 
families and assisting professionals throughout Illinois.  Because of this 
collaborative foundation, our program has seen huge shifts in the number of 
families we serve and in the ways we assist them too.  I am forever grateful to work 
alongside my team, and I can't wait for what is on our horizon!   

This past year has seemed like a glorious dream as we have been nationally 
recognized several times for our ability to work together and reduce the hurdles to 
family support.  The GRACE award (on page 4) is most definitely a huge honor and 
greatly appreciated.

There are so many fun events and special announcements to share with you. 
Please take your time to enjoy the articles, and be sure to mark your calendars for 
all the events coming up.
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ILHV GBYS is also a key developer of stakeholder educational
tools and collecting parent/consumer input by incorporating
Continuous Quality Improvement activities (CQI).

Sometimes families can be overwhelmed by the many
decisions that must be made and the wealth of initial
information available to help them make these decisions.
Having an empathetic, experienced Parent Guide available
early on who can provide unbiased support is of great
comfort. Families report their appreciation for the detailed
information and assistance in developing a plan of where to
start in their journey. One family shared the following: 

“This program is absolutely fabulous. People cannot
understand the feelings and emotions someone goes through
when their child is diagnosed with hearing loss other than
people who have been through it. GBYS helps people navigate
the many decisions that are made and emotions that are felt
during an extremely difficult time. I cannot be happier that
this program exists as it has helped my family get back on
track.” – Illinois Parent of a child who is DHH

In celebration of Newborn Screening Awareness Month,
Illinois Sound Beginnings’s ability to pivot and address
disparities in partnership with families will be recognized
during a virtual award ceremony held by Baby’s First Test on
Tuesday, September 27th, from 1:00 -2:00 PM EST. 

Please visit our Illinois Sound Beginnings website at: 
 www.IllinoisSoundBeginnings.org

Other websites you might enjoy: 

        https://www.babysfirsttest.org/

        www.ilhandsandvoices.org 

        https://dph.illinois.gov/topics-services/life-stages-
populations/newborn-screening/hearing.html 

The Illinois Sound Beginnings Partnership is proud to
announce that we are the recipients of the 2022 Generating
Real Action by Cultivating Engagement (GRACE) Award from
Expecting Health and Baby’s First Test. The award seeks
applicants who engage families and communities in
newborn screening with grace and authenticity so that
family needs are met and lessons learned are integrated into
future strategies for change in newborn screening. This is
the first award of its kind to recognize a team approach to
family and community engagement. The Illinois Sound
Beginnings Partnership is an Early Hearing Detection and
Intervention (EHDI) collaboration between the Illinois
Department of Public Health (IDPH) and Illinois Hands &
Voices Guide By Your Side (ILHV GBYS). The Partnership is
supported by the University of Illinois at Chicago- Division
of Specialized Care for Children and the Illinois Department
of Human Services – Bureau of Early Intervention as well as
other state and national partners. 

Highlighting the work of the IDPH EHDI and ILHV GBYS
programs during the pandemic, from June 2020 to June
2022, the team was able to illustrate a commitment to
meeting families and community partners where they are in
order to support and engage families within the newborn
screening system. The Baby’s First Test team described the
Illinois partnership’s work in the award letter this way:
“Your team’s commitment to newborn screening is
undeniable, and your inclusive approach to engaging
families is innovative, straightforward, and scalable. The
selection committee was beyond impressed with your
collaborative program and felt that it truly embodied the
spirit and culture of the GRACE Award.”

Illinois Sound Beginnings began with legislation for
Newborn Hearing Screening that became effective
December 31, 2002. The Illinois EHDI Program is charged
with assisting families to complete screening no later than
one month of age, receive a diagnosis no later than 3
months of age, and begin intervention no later than 6
months of age, all while including parent-to-parent support.  
In 2009, ILHV GBYS was established and began their
partnership with the state EHDI program.  ILHV GBYS is a
family-based organization that provides parent-to-parent
support to families of infants and toddlers who are deaf or
hard of hearing (DHH). In an effort to infuse the
parent/consumer perspective into the state EHDI program,
a formal business agreement was established with ILHV
GBYS in the spring of 2020.  Following this agreement, the
Illinois EHDI Program established direct referrals to ILHV
GBYS for infants who are suspected or confirmed to be deaf
or hard of hearing.  A year of data collection has shown that
the collaboration has helped to decrease lost-to-follow-up
for diagnostics and early intervention.  This collaboration
also assisted in reducing geographic disparities across
Illinois.    

In 2021, ILHV GBYS focused on improved connections to
services while providing social, emotional, and language
support for families. 

GRACE AWARD
WINNERS
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Aside from serving families and guiding them through their journey of raising a child who is deaf/hard of hearing,
our IL Hands & Voices and Guide By Your Side programs also focus on personal development--developing future
leaders and providing opportunities for parent voices to be heard, valued, and seen as changemakers!  Many hours
are spent during their own "personal time" to complete activities and trainings and to participate on committees.

We are always looking for parents and older students to join us on this journey from personal to professional
development.  Students can apply to be part of our Jr. Board of Directors (see pg. 12) while parents, professionals,
and deaf adults can apply to be part of our IL Hands & Voices board, Guide by Your Side team, and Deaf Guide
program (where appropriate).  To learn more, email: executivedirector@ilhandsandvoices.com.

We are excited to announce that the members below have either promoted or have added a new role to their
skillset.  Congratulations to these ladies!  We can't wait to see what the future continues to hold for you!

NEW REGION V COORDINATOR

NEW PROMOTIONS
AND ROLES

Congratulations to Carrie Balian, IL Hands & Voices Guide By Your Side Coordinator, for
being named Region V Coordinator for Hands & Voices.  Region V covers the following
states: MI, IN, IL, OH, MN and WI. 

Each Regional Coordinator is a Chapter leader and lives in the region in which they are
assigned, working on different aspects and activities based on the needs in each of their
regions, including Canada. 

Kelley Hemesath

Kelley joined our team as a Parent Guide in 2011.  She is the
mother of two children, one who is deaf.  Kelley and her
family live in St. Clair County.

This month, Kelley has promoted to our highest level,
Senior Guide, after participating on national and local
committees among other tasks.  In January 2022, Kelley
was also named as our LTF Specialist.

Sarah Esparza

Sarah joined our team as a Parent Guide in 2020. 
 She is the mother of one child who is hard of
hearing.  Sarah and her family live in Will County.  

In September, Sarah promoted to Lead Guide after
accumulating over 50 Leveled Recognition points
and completing her annual evaluation, trainings,
mentoring, and assisting with chapter events.

Lead Guide Senior Guide

Peer-to-peer Chapter leader networking in a small group setting
Opportunities to support each other, each Chapter, and families of children who are DHH across
state/provincial borders
Other regional activities with partner agencies such as AAP, Deaf-blind projects, EHDI, etc.

Chapter Leaders in these regions meet quarterly and exist to support each other as well as provide a platform to
share in the wisdom among the group through:

This project meets a need within our organization and in the EHDI system to continue to develop
collaborative partnerships which will produce better outcomes for children who are deaf/hard of hearing.
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Congratulations to our very own,
2022 Seaver Vision Award Recipient,

 Dr. Ginger Mullin

The Leeanne Seaver Vision Award was established in
recognition of Leeanne’s extraordinary commitment to
families with children who are deaf and hard of hearing. Her
visionary leadership and keen insight as a parent, co-founder
and first executive director of Hands & Voices helped set the
standard for unwavering advocacy, unbiased parent support,
effective parent involvement, and parent/professional
collaboration. Leeanne’s leadership provided hope to families
worldwide and exemplified H&V advocacy at the local, state,
national and international levels. Her articulation of “what
works for your child is what makes the choice right” captures
the commitment of this organization to the child-led/family-
centered process of discovering what it will take for each
child to reach his or her potential.

IL Hands & Voices Guide By Your Side (Andrea Marwah, ED) is honored to work closely with Ginger Mullin
and our state is fortunate to have her as our EHDI Coordinator. In 500 words I will barely scratch the
surface of why Ginger should win the Seaver Vision Award. We are lucky to have a person who has done
so much for families and children that are deaf/hard of hearing. I will start by sharing her many
contributions, but it is important to understand that Ginger is much more than a list of accomplishments,
she truly embodies support for families in everything she does. 
At the root, she helped bring GBYS to Illinois, it wasn’t in a typical fashion, but it worked and if not for her
contribution, we wouldn’t be where we are today. Ginger worked tirelessly to included parent to parent
support in the IL administrative rules; she spearheaded virtual site visits and financially supported a web
based information system as a tech resource and tracking tool for EC hearing screening aggregate data
(STRATA); she played an integral role in the FEHDI project to gather data around parent to parent support
in order to create data point definitions which has led to the CDC including parent-to-parent support
data as part of the annual data submission of EHDI programs.  Then there is PEP - Promoting EHDI
Practices - which tip sheets and summaries were created of JCIH recommendations for providers to
review to ensure compliance; facilitating the creation of parent tip sheets around JCIH best practices
empowering professionals to know what is appropriate when serving families. She initiated and was able
to execute a direct referral agreement between ILGBYS and ILDPH, while also supporting the ILHV
Chapter by executing a non-compete grant with DPH to ensure that Parent-to-Parent support remained
with Hands & Voices GBYS.  This support has allowed us to expand the resources and types of services we
provide our families.  She has been an integral part of the Illinois Institute for Parents of Infants and
Toddlers who are Deaf and Hard of Hearing, ensuring that all participating families get all information,
without bias and collaborates with many different agencies in Illinois to bring top notch services and
supports to our families. Ginger displays an exemplary ability to look through the lens with an unbiased
eye, she is a champion of parent voice, consistently including parent voice in everything she does.  She
continues to focus on access to resources in a family’s primary language which led to translating state and
national materials into 10 additional languages. As Ginger would so eloquently say, it’s all unicorns and
rainbows and roses and thorns but you have to work through the muck to get to what the families need.
She considers every child in Illinois with a diagnosed hearing loss as “her kids”. I nominate Ginger for this
award because she truly embodies our mission and vision and without her our world would be a little less
bright.
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This newsletter is supported in part by grant funding through
the IL Early Hearing Detection & Intervention (EHDI) Program. 

A light reflected in either eye is white instead of red;
Redness or drainage;
Lashes that turn inward;
A pupil that does not change size in light or dark;
Turning away from or covering eyes in bright light;
Cornea  that looks hazy (cornea is the place a contact lens would go);
Eyes do not appear straight;
As child is older, they hold things very close, or only on one side;
Wiggling/shaking of eyes

If you are reading this newsletter, you are probably aware that the Newborn Hearing Screening helps identify infants born in
hospitals who are Deaf or hard-of-hearing at birth. You may be surprised to that there is no equivalent vision test for newborns!
Why? Infant eyes are not fully developed when they are born, even when born full-term. Their retinas continue to develop for
about six months. That is why, even if there are no apparent concerns for eye health, it is important to check in on vision
development every now and again.

As their retina’s develop, baby’s vision usually moves from looking near people (using peripheral vision) to looking at people (using a
central gaze). By about two to four months, babies also begin following things with their eyes (called tracking).

As they begin to use their arms, babies also begin to use their eyes together and begin to have depth perception. They begin to
figure out how far away something is and practice confirming those estimates over and over again by swatting at, reaching for, and
grasping at things. Depth perception and eye-hand coordination increases even more when babies are able to move across the
floor in some way.

It is important to let your pediatrician know if you notice any of these things about your baby’s eyes:

If you have questions about vision and the impact on children who are Deaf/Hard-of-Hearing, 
you can contact Project Reach.  Feel free to email Michelle at mclyne@philiprockcenter.org

VISION CONCERNS IN INFANTS:
IMPORTANT INFORMATION
WRITTEN BY MICHELLE CLYNE, PROJECT REACH COORDINATOR

Michelle Clyne
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Have you ever heard, “Your kid’s amazing; let’s write up that 504 plan!”?   Has it made you speechless? 
 Have you questioned how that is possible?  Many times, when a team is going through the cycle of
eligibility, they tend to overlook a big part of the law that protects our kiddos who are deaf/hard of
hearing.  That part of IDEA law is call Special Factors.  These Special Factors should be considered in
every IEP where the child has a diagnosed loss of hearing.  For this article, I am not going into the
differences of the IEP and 504; instead, I am giving you tools to use when your child does not qualify for
an IEP, and you disagree.

If you want to learn the differences between the 504 and IEP, here’s a great infographic from a fellow
mom advocate:  https://www.specialmomadvocate.com/iep-vs-504/ 

So, what are these Special Factors?  Let’s begin with what the law specifically states:  
Section 1414 (d) (3) (B) (iv)Consideration of Special Factors
Consider the communication needs of the child, and in the case of a child who is deaf or hard of hearing,
consider the child’s language and communication needs, opportunities for direct communications with
peers and professional personnel in the child’s language and communication mode, academic level, and
full range of needs, including opportunities for direct instruction in the child’s language and
communication mode.

I am an advocate, not an attorney, so I am not disseminating the law, simply educating you on one part of
it.  We must consider our child’s chosen language, their ability to have direct communicative interactions
with peers and professionals, as well as direct instruction in that language.  We must also consider their
full range of needs.  

Let’s dive into each of these sections.

Consider the child’s communication needs:  This one starts with the simplest – how does your child
communicate?  Is their language level up to par with their peers? Meaning, can they have meaningful
interactions without intervention with their same age peers?  Many of our children have language delays
that are not considered severe enough to qualify under IDEA, but, if we consider this special factor, then
we should be addressing any language delay they have.  We cannot assume that our children will acquire
language at the same rate as typically-hearing children.  If your child is struggling in any of these areas,
your team needs to dive deeper.

Opportunities for direct communication with peers and professionals in the child’s language and mode: 
 For a child who is delayed in language, we must consider how well they can communicate in each
environment.  Are they able to keep up with the pace of the classroom?  Can they follow multiple-step
directions?  Are the teachers able to communicate using the child’s chosen language and mode?  This
means a child being in an environment with no 3rd party assisting them with communication.  If your
child is struggling in any of these areas, your team needs to dive deeper.

Continued to page 9

B Y  A N D R E A  M A R W A H ,  I L H V  G B Y S  E X E C U T I V E  D I R E C O T O R

IS YOUR CHILD READY TO
MOVE TO A 504 PLAN?
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IS YOUR CHILD READY TO MOVE TO A 504 PLAN? (CONTINUED FROM PAGE 8)

Now, I am going to dive into the biggest one that is missed in IEP planning: Full range of needs. Under
development of the IEP in IDEA, the law states that you must consider the academic, developmental, and
functional needs of the child (IDEA Section 1414 (d)(2)). In many cases, the academic needs are
considered, and, most of the time, the developmental needs are considered, but, often, functional needs
are not fully considered. 

Functional needs include fine motor, gross motor, mobility, behavior, interpersonal relationships,
executive functioning, communication, and self-care.  I’ve been teaching this subject for a long time, and
I can tell you that this is often the part that will get your child the IEP even when a school thinks they are
ready for a 504.  

Questions an IEP team should consider when determining the functional needs of our children:  
1. Does your child understand their disability?
2. Is your child able to explain to a stranger what their disability is?
3. Does your child know when they cannot hear something appropriately?
4. Does your child know to move themselves if they cannot see their interpreter?
5. If your child uses amplification, can they name all the parts and explain what those parts do?
6. Does your child ask for repetition, move to a better location, or request interpreters and captions
when needed?

If your child is struggling in any of these areas, your team needs to dive deeper.  The team must consider
how the student will learn these things, which is part of their self-care.  If our students do not learn self-
advocacy, they will not have the knowledge needed to succeed and be given the chance to participate in
decisions that are being made about their lives.  The first step to this awareness and ability to self-
advocate is to understand themselves.  They need to be taught who they are, what differentiates them,
and what they need to succeed.

We must also always consider their Self Determination.  Self Determination is knowing who oneself is.  It
is about the whole person.  It has so much to do with the individual and who they will become in life.  It is
the development of an individual to find energy, expend that energy, and stick with the plan one has for
life and work. It can be motivated by rewards, grades, or evaluations.  It can also be motivated by
intangible things like curiosity, values, or personal interests.  It is beneficial in both short- and long-term
goal planning.  Most importantly for our kids is that being self-determined encourages students to 
understand that some goals can be reached independently, while also realizing that sometimes one
needs to seek out others when they need help.

In closing, our children must know who they are.  They must know what makes them individual and
unique.  Our teams must remember that our children do not acquire things the same way as typically
hearing kids.  We must ensure that we give them the foundation they need to succeed.  Ensuring their
academic, communication, developmental, and functional needs are met are all important steps to
success.

Need individual advocacy support?  Contact me at andrea.marwah@illinois.gov or
executivedirector@ilhandsandvoices.com.   
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Appu Gunturu

JUNIOR REPORTERS
STRAIGHT FROM STUDENTS

T H E  N E X T  F E W
P A G E S  S H A R E

V I E W S  A N D
E X P E R I E N C E S

F R O M  S T U D E N T S
W H O  A R E

D E A F / H A R D  O F
H E A R I N G

MAKING THE BEST OUT OF COVID
WRITTEN BY APARAJITA "APPU" GUNTURU

The dreaded first day of high school-- big school, lots of kids, long hallways, and noisy settings. Even
though I feared the worst, wondering if I would be able to navigate through this big change, the first two
years of high school were relatively easy; I had a reasonable amount of homework and took moderately
challenging courses. When COVID hit, it was a shock to even comprehend what it meant and how we
would overcome it, given the fear and uncertainty with the virus. And suddenly changing to remote
learning has its own challenges, like not being able to listen to the teacher’s instruction through my FM
and not seeing friends at lunch.  Going through remote classes day in and day out was exhausting; I was
sitting in front of a computer all day long. But one day, I realized that this is going to be the way I have to
attend school for some time, so I decided to make the best use of the situation. I started to reflect on
what challenges I had in school, especially in group assignments. I had trouble understanding what was
going on as multiple people would talk, along with other groups’ noise in the background. I really
struggled with this during the first six months of in-person school. But with remote learning, I decided
to make the most out of it by interacting more with my classmates through chatting and even
participating more with online communications during and after class.  Interacting over zoom and
advocating for myself gave me the confidence I needed when school opened in person in junior year. The
important lesson I learned through this experience is perseverance does not go in vain; we have to look
for ways to make a bad situation good.
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Growing up, I always felt like I was in between
multiple worlds. In one world, I had to act like
someone who hears normally. In the other
world, I needed to be more “deaf,” which
always seemed out of reach as a bilateral
cochlear implant user. And in more worlds,
I’ve had to deal with trying to not show off my
American-Indian Muslim identity too much.
Being all these words I’ve had to label myself
as for my whole life, I built a passion for doing
what people would never expect me to do. I
was once told I was too predictable, so I took
a motorcycle class.  Doctors told my parents
when I was born, I would never be able to
speak, so I became a public speaker, and many
constantly commented on how difficult it
would be for me when I eventually entered
the workplace. So I decided to pursue
audiology. To become a deaf audiologist. At
first glance, it seems odd, a deaf person whose
main job is testing the hearing of others, but
my own audiologist, Beth Tournis, has always
emphasized that my being deaf was never
going to limit me from whatever I desired to
accomplish. Were there going to be more
hurdles for me than the average person? Yes.
But, that didn’t mean I wouldn’t be able to
achieve my goals; all it takes is persistence
and the right accommodations. Whenever I
speak in front of a crowd, I’ve always seen
how overwhelmed the parents of deaf and
hard-of-hearing kids are, and how much they
are just yearning for someone to understand.
My own parents expressed how hopeless they
felt when I was initially diagnosed. 

Becoming an audiologist, for me, is
more than just doing the
unexpected, it’s about helping others
and being able to get their perspective
in a way that most audiologists
wouldn’t be able to understand.
Knowing I was once where my future
patients will be. My Mom and Dad
have spent their entire parenthood
convincing me that I was capable of
anything I put my mind to, and it
wasn’t until someone asked me what
the worst and best parts of being deaf
were that I believed what my parents
instilled in me. I answered that the
worst part of being deaf is realizing
most people will doubt you, they will
look down on you, but the best part is
being able to prove all those people
wrong.

PROVE
THEM
WRONG

SARA SIDDIQUI,
UNDERGRAD STUDENT

& DEAF ADULT
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What can I say? We have an amazing group of
teens that are sure to become our next generation
of leaders! We have appointed positions within the
Board too! These teens are working hard on
learning how to hold Board meetings, events for
other teens, and even writing articles for our
newsletter! I couldn’t be prouder of this great
group. I have no doubt that will continue to pave
the way for a more diverse board! 

Written by: Lydia Hernandez
IL Hands & Voices Vice President 

Meet our new Jr. Board of Directors:
Brooke- President
Vivian- Vice President
Lynette- Secretary
Appu - Social Media Manager

P A V I N G  T H E  W A Y
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Back to school jitters or excitement? For parents, it may be a combination of both. For students, it may be an
exciting time to see their friends, see who their teachers are, use new class supplies, or just get back into
some kind of daily rhythm. For parents, they may be excited to have their child back on a regular schedule or
back to learning new things. However, both students and parents could have jitters regarding what their day
will be like. Parents may have questions such as my child getting the services they need? Will my child focus
on the teacher? Who will my child sit with in class or at lunch? Will my child get along with others? Students
may wonder who will be their friend or will they be able to follow along with the rest of the class. All of these
worries and questions are expected and common when starting school each fall. There are strategies you, as
a parent, can use to help reduce those jitters for your child and yourself. The following tips can help start the
school year with less stress in your family.
Communication journal between school and home: Establishing a communication journal between the
teacher and your child could provide answers to the questions and concerns you may have throughout the
week. Some teachers prefer to text, email, or write in a daily log. You can discuss with the teacher how you
would like to be communicated with. To make sure communication is clear on both sides, both the teacher
and parent should mention how the child’s day went, what services were provided and if there were any
struggles/challenges your child. With that information, you can discuss their day at meal time.
Conversation starter: Often times, parents will ask their child how their day went. I find myself asking my
child, “How was your day?” The usual response would be ,“Fine." Then, I feel I’m pulling teeth to get anything
out. One tip to really get the inside scoop of their day is to ask specifically by using the “Tell me” approach.
For example, you can say, “Tell me about science” or “Tell me who you sat with at lunch.” Children/students
will give more in-depth answers if they are given specific starters. This strengthens your child’s executive
functioning skills by providing specific conversation starters.
Routines, Routines, Routines: Establish a morning and/or after school/evening routine. A routine can start
with waking the child in plenty of time to have breakfast with you and discuss the expectations of
appropriate school behavior. Once the child comes home for the day, have the child take their
notebooks/books out and put them where you can look at it (on the counter or in a basket). Decompressing
after school is very important to deaf and hard of hearing students. They spend the school day focusing on
spoken or sign language, so allow your child to relax their eyes and ears, have a snack and set the timer for
one (1) hour. This also gives you time to decompress too! Once the timer rings, then you can your child the
expectations of what’s the evening holds.  Maybe it’s chores before/after dinner, homework before/after
dinner, shower or bath time, or they help with dinner. At this time, decide together where and when
homework should be completed. Most often, parents can sit at the table with their child catching up on their
work (reading emails, looking through the mail) while their child is working on their homework. This
modeling can set up positive future studying habits. Once homework is completed, then the evening is free to
do other activities.
First/Then: If your child struggles completing the work, use first/then to encourage your child to finish. The
following conversation goes like this:
Child: “I don’t want to do this” “I hate math.” “I can’t do this”
Parent: “First, let’s finish this assignment, then you/we can _____________________.” Fill in the blank
with an activity that is highly preferred, such as playing games, going outside, or playing with toys.

There are plenty more behavior tips that can be used to help reduce challenging behaviors and increase
desirable behaviors. For more information and resources on helping you and your child get through the day,
reach out to Illinois Service Resource Center (ISRC) at www.isrc.us.  We provide free behavior support and
resources for children who are deaf and hard of hearing and vision disabilities and their families across
Illinois. 

BEHAVIOR TIPS
W R I T T E N  B Y  K A R I  T A Y L O R ,  I S R C  B E H A V I O R  C O A C H
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After frequently hearing families share their
feelings of being overwhelmed, confused,
and uncertain along with a sense of a lack of
information, IL Hands & Voices Guide By
Your Side was inspired to create materials
to meet the needs of the families we serve.
We wanted a simple, easy-to-digest format
with an introduction on the topic and a way
for families to explore more if they were
interested.

Serving families earlier in the journey meant
that they were just beginning to process
and understand the diagnosis. The idea of
creating a simple, one-page handout to
address the information and education
needed was born after seeing this week
after week among the families we served.

We took the idea of Andrea Marwah's
"LEAVITS" and created the "SNIPPET"* with
the intention that anyone could share this
resource with families. Parents, Parent
Guides, and professionals can all share this 
 learning tool.

Currently, we have 17 topics, two of which
are specific to resources in our state.  We
chose a clean, simple look with gender
neutral coloring.  Bullet points were used to
hold the reader's interest and keep the
information simple and to-the-point. Each
SNIPPET also has 3-4 QR codes that the
user can scan to access more information if
they choose to.

*SNIPPET stands for: Simple N Informative
Parent-to-Parent  Education Tools

You can find the SNIPPETS online at 
www.illinoissoundbeginnings.com/snippets

or scan the QR code to visit the webpage.

N E W

R E S O U R C E
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WRITTEN BY:
TINA CHILDRESS

AUD, CCC-A

Resources from a
Communication Engineer 
(aka Audiologist)

 Some people don’t benefit from their amplification due to
limitations of their auditory system. Listening in
background noise, at a distance, and in group situations
can be challenging and daunting. Batteries die, device
parts break, your devices aren’t on because you’re
sleeping, you don’t use amplification and rely on visual
information such as ASL or text…the list goes on. What do
you do in those situations?

Another important component for accessing auditory and
visual information is advocacy. If you don’t know what you
don’t know, how do you advocate for what you need? I’ve
learned over the years that if I don’t articulate what I need,
then others make the decision for me. There have been
multiple instances where my DHH peers or I have made a
request for an accommodation, but, if we’re not specific
enough, they may offer ASL interpreters or an Assistive
Listening Device when, in fact, we really needed
captioning – this is just one example. I also feel that it’s
important to understand how to advocate across
environments – school, work, home, social situations,
entertainment, and other activities in the community.

Another facet that many clinicians often overlook or don’t
even know about is how important having a support
system can be. It’s not always about the devices on our
ears or devices that help us access visual information but
it’s our psychosocial needs. That feeling of, “Wow. They
really get me because they experience life like me.” I was
first introduced to Hands & Voices through a DHH friend,
and we ended up starting a chapter of Hands & Voices in
our state. As an Educational Audiologist, I used my
professional and life experience and knowledge to help
guide parents about communication solutions for their
DHH children.  I later also became very active and involved
with advocacy groups for adults like ALDA (Association of
Late-Deafened Adults) and HLAA (Hearing Loss
Association of America). Did you also know there are even
more specialized and niche groups like AMPHL
(Association of Medical Professionals with Hearing Loss),
DHHBA (Deaf/Hard of Hearing Bar Association), AAMHL
(Association of Adult Musicians with Hearing Loss) and
even conferences like LEAD (Leadership Exchange in Arts
and Disability)? With the advent of social media, groups
like this are popping up every day, with like-minded and
like-(dis)abled individuals offering guidance and support.

(Continued to page 17)

I am a second generation American with very typical Filipino
parents – my dad was an engineer and my mom was in
nursing administration. When it came time for me to pick a
major in college, I figured, “My dad is an engineer. He has a
pretty good job.” So, I chose engineering. In the *cough* late
1980s, there weren’t a whole lot of females in the engineering
field, and I didn’t feel really supported, so, after two years of
realizing that engineering wasn’t my passion (at the time), I
decided to take a class that had NOTHING to do with
engineering – that class was a sign language class. It brought
me to a building where I learned about Communication
Sciences Disorders, and I developed an interest in Audiology.
My junior year, Audiology picked me, and I switched majors.
Little did I know that knowing sign language, becoming an
Audiologist, and having an innate love for technology and
solutions would impact my life in profound ways.

Shortly after I started my career, I started experiencing my
own hearing loss. It started out in the mild-to-moderate
range and quickly progressed into profound hearing loss in
both ears due to Autoimmune Inner Ear Disease. I started
out with hearing aids that needed to become more and more
powerful until even those didn’t help me anymore. So, at age
30, I got my first cochlear implant. Five years later, I got my
second cochlear implant.

As an audiologist, late-deafened adult, and bilateral cochlear
implant recipient who signs fluently, I recognized that I had a
passion for figuring out solutions when there were barriers
to communication. This concept of being a “Communication
Engineer” is a tongue-in-cheek label that I just recently
adopted for myself.  I have always had a passion for helping
people, probably due to the influence of nurse-mom, and my
love for technology is definitely influenced by my engineer-
dad.

Because of my background in hearing healthcare, I know
about the benefits of devices like hearing aids, cochlear
implants, osseointegrated devices, and hearing assistive
technology but I also know through my lived experiences
that sometimes those devices aren’t always enough. 
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(CONTINUED from page 16)

As I learned about myself and learned about
resources out there, I started compiling this
information. Some of my friends say that I have
“chart heart” – when I think about a problem and
the possible solutions, I often map them out in
lists and spreadsheets and hyperlinks and feature
grids. As a late-deafened adult, I use various
technologies every day and recognize that many
of my Deaf/Hard of Hearing (DHH) peers and my
professional colleagues don’t always stay up-to-
date with the latest and greatest because, let’s
face it, technology is constantly evolving!

So, I started my first list, shared it with the masses
via tools like Google Docs and Google Sheets, and
I haven’t stopped ever since. My various
resources can be found on my blog/site called
“See.Hear.Communication.Matters.”
(http://TinaChildressAuD.com).  I was very
deliberate in choosing that name because, like
Hands & Voices, I believe that no matter which
communication opportunity is chosen, whether it
be visual, auditory or a combination of both, there
are solutions out there that can help you or your
child communicate better.  Y’all – it’s gotten to
the point where I now have a list of my lists! On
this blogsite, you’ll also find some blog posts
about topics like enjoying music, how to add
captions to media, my thoughts on being a late-
deafened adult, and more. It’s also a good jumping
off point to access these resources - I’m going to
highlight some of them here…

http://bit.ly/Apps4HL-iOS and
http://bit.ly/Apps4HL-Android
The first list I ever made was my “App List for
Kids (and Adults) with Hearing Loss,” where I
focused on gathering, evaluating, and
categorizing the apps when they started coming
out in 2010 (!!! – seems like forever and at the
same time yesterday, right?). I started looking at
apps and thought to myself, “Hey – that would be
a cool tool to use for auditory training,” or “Hey –
that app allows me to watch media with
captions.” I started out with iOS apps for iPads
and iPhones and eventually created a list for
Android users. In these lists, you will find apps
about audiology, sign language, captioning,
listening therapy and other topics. This list is
ever-changing as apps are being retired and
developed every day. Check it out and, if there’s
something missing, let me know and I’ll add it.

http://bit.ly/DHHFriendlyVideoconferenceOptions and
http://bit.ly/ZoomCaptioningOptions
When the world had to pivot to doing work and school remotely
and virtually, I recognized that the platforms that we were
required to use were not always accessible. Through advocacy
work, trial-and-error, and learning from my DHH peers, I
developed insight into features and tools that could make using
videoconferencing platforms more accessible. These lists help
you navigate these various platforms to figure out what features
may work best for you or your child.

http://bit.ly/SpeechToTextOptions
Communicating when people are behind masks has been very
challenging for those of us who are DHH due to things like
degraded and softer speech information and loss of visual cues. I
learned about the benefit and how to best use speech-to-text
technologies on mobile devices and on my computer. This list
looks at a variety of products as well what features they may have
such as: Which product works on iPhones? Android phones?
Which ones are free? Which ones work without a WiFi or data
connection? We have power in pockets and purses!

https://bit.ly/SelectingALDs
This is one my newer lists that gives you an overview of what
technologies may benefit you or your child, depending on the
listening situation that you’re experiencing.Do you need solutions
for the classroom? House of Worship? Outdoor venue? It’s a great
starting point if you want to discuss options with your audiologist. 

https://tinachildressaud.com/category/information-and-
resources/sign-language/
This is on my to-do list to update ,but it’s a great place to start if
you are looking for materials, curricula, and resources for learning
sign language.

Beyond my lists, I also have some resources in slightly different
formats:

http://connect-hear.com/
Also known as a Knowledge Base, this is a site I co-created with a
DHH peer in the middle of the pandemic. We wanted a place
where we could also share resources and information. Here you
will find some similar information found on my blogsite and in my
lists and but also different resources like where to buy clear
masks and keep them from fogging.

https://www.facebook.com/SeeHearCommunicationMatters/
This is a link to the Facebook page for my blogsite. Here you will
find lots of articles, resources and information about being Deaf
and Hard of hearing.

(Continued on page 18)
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(CONTINUED from page 17)

http://youtube.com/users/hlpuears
Also on my to-do list is making more videos. Right now, you can find videos like “How my
cochlear sounds like to me”, “Microphone simulations” looking at boom mics or Bluetooth
mics.There are videos demonstrating different technologies. I really hope to grow this
video collection in the near future.

When I started creating these resources, I had no idea where it would take me. I’ve learned
so much on my own but also from my DHH peers and professional colleagues. It’s ever-
changing and ever-evolving, and I look forward to continuing to use my Communication
Engineer “degree” for years to come. If there’s something that you know about that I don’t
have on one my resources, please feel free to reach out to me and let’s chat about it! Tina Childress

AuD, CCC-A
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2022 HANDS & VOICES2022 HANDS & VOICES2022 HANDS & VOICES   
LEADERSHIP CONFERENCELEADERSHIP CONFERENCELEADERSHIP CONFERENCE

being of our IL families who have children who are
deaf/hard of hearing. Carrie Balian was awarded the
grand prize for her poster on our new resource,
SNIPPET’s, check them out on page 15 and the IL
Sound Beginnings Website—ilsoundbeginnings.org. 
 Andrea Johnson's poster on CMV (Cytomegalovirus)
got an honorable mention and Maira Nava was
awarded for the most thoughtful engagement for the
poster reviews. The IL EHDI team presented
alongside Carrie Balian to share with other chapters
about our program's direct referral process.  Andrea
Marwah presented on Mentoring alongside Janet
DesGeorges and Terri Patterson from Hands &
Voices Headquarters.  The National Technical
Institute for the Deaf at Rochester Institute of
Technology welcomed us to their campus where we
got to see first hand the amazing things they are
doing with post-secondary students who are
deaf/hard of hearing. 
Last, but not least, our IL EHDI Coordinator, Ginger
Mullin, was awarded the Seaver Vision Award for her
extraordinary work and innovative vision.
The 2023 Leadership Conference will be in Grand
Rapids Michigan!!

Our IL Chapter sent seven members from our team to the annual Leadership Conference in Rochester NY.
We were joined by three members from the IL Early Hearing Detection and Intervention (EHDI) team as well.   
This conference was attended by near 250 Hands & Voices Leaders from across the US, Canada and beyond.
With over 20 sessions to attend we divided an conquered in order to bring the latest and greatest
information back to Illinois.  We had opportunities to bond with each other too, whether it was while we
were sightseeing or participating in the famous "uptime" activites that happen during the conference. Being
with our IL EHDI Team at the conference allows us to strenghten our relationships, brainstorm possibilities
of future projects and to sharpen our focus on  the well

http://youtube.com/users/hlpuears
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IS THIS FOR YOU?
As part of tasks related to our grant funding for ILHV GBYS, we have started a quality
improvement (QI) project by establishing parent workgroups. Our first QI workgroup
consisted of five parents, our GBYS program coordinator, and a Parent Guide. This
group met monthly during the first quarter of the year. For each meeting, the parents
were assigned documents used in the GBYS program to review and provide honest
feedback on. We received great, thoughtful feedback on the documents, including
everything from the design to the content to the links provided for additional
information.  Our goal for creating each parent group is for it to be made up of
parents with a variety of diverse cultural, geographic, linguistic, etc. backgrounds as
well as those with children of various ages and type/level of hearing differences. 

We expect to continue this QI project and are looking for parents who are willing to
participate. The monthly time commitment is 1.5 hours of material review and 1.5
hours on Zoom sharing feedback, and parents are paid for this time. Groups typically
meet once a month for three months on Thursday evenings, but can shift based on
the group members' common availability. If you are interested, please use the QR
code above to apply.

We are looking to host two specific QI sessions at the start of the new year.  For these
meetings, we are seeking participants who are African American/Black and
Latinx/Mexican to provide recommendations and brainstorm with us how we can
reach and support more families within these specific communities.

Latinx Registration
Link

African American /
Black Registration

Link

https://forms.gle/AWCfBo7R6W5Psuyn8
https://forms.gle/AWCfBo7R6W5Psuyn8
https://forms.gle/2PhQJSJ16UehnjKw5
https://forms.gle/2PhQJSJ16UehnjKw5
https://forms.gle/2PhQJSJ16UehnjKw5
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Have you wondered how you 
can help other families with
children who are deaf/hard of 
hearing?  Maybe you want to 
help plan events for families 
to gather?  Serving as an 
Illinois Hands & Voices 
Board member is a
wonderful way to connect 
with other like-minded 
individuals while helping 
others.  The board is looking 
for professionals, parents 
and deaf adults.  Contact 
Andrea Johnson, Board 
President if you are 
interested or want to lear 
more:  
andrea.johnson@ilhandsand 
voices.com 

WE WANT
YOU!
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Illinois Hands & Voices, Guide By Your Side does not support or endorse any
specific organization, communication or amplification choice. 

The information in this newsletter is to simply share with families and
professionals the resources and events available to them. 

Follow us on Social Media:

IL Hands & Voices Guide By Your Side (ILHV GBYS)
Carrie Balian, Program Coordinator
Phone: (224) 343-1873
Email: ilhvgbys@gmail.com

Andrea Marwah, Executive Director
Email: executivedirector@ilhandsandvoices.com
Web: www.ilhandsandvoices.org

IL EHDI Program
Phone: 217-782-4733
 Email: DPH.newbornhearing@illinois.gov
Web: www.illinoissoundbeginnings.org

FIND US
HERE... @illinoishandsandvoices @ilhandsandvoices
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ACRONYMS
H E R E  A R E  S O M E  A C R O N Y M S  T H A T  Y O U  M A Y  S E E  T H R O U G H O U T  T H I S
N E W S L E T T E R  O R  I N  I N F O R M A T I O N  O N L I N E

IDPH - Illinois Department of Public Health
IEP - Individualized Education Program
ILHV – Illinois Hands & Voices 
ISRC - Illinois Service Resource Center
GBYS – Guide By Your Side 
JCIH - Joint Committee on Infant Hearing
LTF - Lost to Follow-up
L2L - Leadership to Leadership
NCHAM - National Center for Hearing
Assessment and Management
PG - Parent Guides (parents of children who
are deaf/hard of hearing)
SNIPPET - Simple N Informative Parent-to-
Parent Education Tools

1-3-6 - Hearing screened by 1 months of
age, Diagnostic testing by 3 months of age,
and enrolled in Early Intervention and
parent support by 6 months of age
AAP - American Academy of Pediatrics
ADA - Americans With Disabilities Act
ASL - American Sign Language
CMV - Cytomegalovirus
DBA - Doing Business as Agreement
DEI - Diversity & Equity Infusion 
DHH – Deaf Hard of Hearing
EHDI - Early Hearing Detection &
Intervention
IDEA - Individuals with Disabilities
Education Act

ILHV GBYS and IL EHDI work together on many initiatives
and call themselves The IL Sound Beginnings Team


