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Since the months following our son's cochlear implants surgery, we are furiously trying to bombard him with language. We receive lots of professional
advice like: "keep talking;" "auditory sandwich;" "sign hand-over-hand;" and
"some frustration is good." Sound familiar?
Perhaps it is the perfectionist in me, but I'm starting to eat, sleep and breathe
the professional advice and techniques, which is notoriously turning me into
the Therapy Momzilla.
A perfect example of my transformation: we will be driving along when my son
sees a bus and will sign "bus" and say "muh-muh" to which I'll replay: "bus?
Did you see a bus? Buh-buh? Bus? Can you say buh-buh? No, not muh-muh.
Buh-buh. Again. Not muh; buh. OK, good."
And as I am getting ready to pull over and tap his knee to the rhythm of buhbuh, I notice it: my skin is turning green and I see myself for the monster I
am becoming.
So, I'm taking a breath; shutting my mouth and reminding myself that my son
is 2 years old! Yes, I want him to communicate. Yes, I want him to understand. Yes, I want him to be a rocket scientist, chef, rockstar, pro basketball
player, but today he can play with his cars and say: "ma-ma" instead of "beep
-beep" because he is trying and every day is filled with new skills and accomplishments. Just because I am overlooking those accomplishments isn't fair to
my little boy because he needs me to be his mom first before any other job.
My new mantra is: these kids are working so hard. Sometimes they just need
a chance to be a kid. Not every minute needs to be focused on language acquisition.
Written by Madeleine, IL H&V Board Member
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Every year IL Hands & Voices, Guide By Your Side
awards a nominated parent of a child with hearing loss
with the annual Parent Achievement award. The
premise of the award is to recognize a parent that
goes above and beyond serving, guiding and informing
other parents and within the field of hearing loss. The
three parents nominated this year include Eva Savickas, Crystal Casiano and Jaclyn Urbanski. This years
recipient was nominated by Christen Nolfi. Christen
shared “Jaclyn has been a parent guide for over 6 years. She is also on the IL
H&V Board. Jaclyn is also involved with several committees and subcommittees
within the state and nationwide.” With over 500 total votes coming in for the
nominees the award was given to Jaclyn Urbanski during our annual Mom’s
Night Inn retreat on March 5th. Parents can be nominated by anyone and then
after the nominating period is over the process moves to online voting.
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Board Movement
We say fairwell to 3 board members this year. Pauline
Brannigan and Jill Kelly both served for 7 years and Tina
Childress served for 2 years and has been on the board in
the past as well. We will miss these ladies who worked
with us. Good luck ladies, we will see you all soon.
We welcome 5 new board members since Fall of
2016. Jaclyn Urbanski, Christen Nolfi, Kim McAuliffe, Madeleine Daley and Fai Amoroso. Fai brings a deaf education
background to our board, the others are parents of children
and young adults who are deaf and hard of hearing. Welcome ladies!

Bridge to Early Hearing
The Pediatric
Hearing Loss
and Cochlear
Implant Program, headed
by Dr. Dana Suskind, is immensely indebted
to the Grant Committee from the University of
Chicago Women's Board for their generous
support.
We are thrilled to announce a grant that allows us to establish the Pediatric Hearing Loss
Bridge Fund. This fund will enable our program
to provide loaner hearing aids to pediatric patients who need immediate access to hearing
technology.
In addition, as the Grant Committee from the
Women's Board had a small additional amount
of funding at their discretion, the Committee
also granted us additional funding which will
allow us to purchase I-Pads for the audiology
suites.
This is quite an accomplishment, as the Women's Board has never granted more than has
been requested
in their 66-year
history.
The University
of Chicago
Medicine is
deeply committed to timely
assistance to all
of our patients
and we are beholden to the
Women’s Board
for helping our
young patients
with hearing
loss gain immediate access to
appropriate
amplification.
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Illinois EARS
This newsletter was produced by Illinois Hands & Voices, Guide By
Your Side in collaboration with:

Resources for Spanish speaking families and
their children
At Illinois Hands & Voices, we strive to support parents and families of children with hearing loss. The main way to support these
families is by educating the parents on different topics related to
hearing loss. After the initial diagnosis and through-out the years,

parents will need to make informed decisions when it comes to their child’s hearing options, hearing devices,
communication modes, schooling, etc. Parents are initially overwhelmed with the diagnosis, and this is when
we need to support them the most. In the next days, weeks, months, and years, they will make the most important choices that will help their child reach his/her maximum potential in his/her future. To make these important decisions parents need to be well informed, and this is our main goal. We want to help them become
experts in the field. So, when they attend clinical appointments they understand the terminology, what the
test results mean, and the recommendations. They can ask questions to clear out their doubts, and help them
feel confident with the decisions they are about to make. We want to empower parents with knowledge so they
can decide what is best for their child and their family.
But how can we provide this support to Spanish speaking families that might experience language
barriers? The same way we support our English-speaking families. We provide them with educational materials, answer questions, connect them with other parents, professionals and centers around the state. We do all
of this in Spanish. We have a Spanish committee dedicated to support these families. We have Spanish speaking trained parent guides, and professionals on the board who are native Spanish speakers. In the recent
years, we have gone step beyond. We have connected with different Spanish speaking professionals across the
country who are interested in sharing their knowledge with our families, and we have created a video library of
short lectures and mini seminars in Spanish. We are very excited to share with our families a list of topics they
can learn more about.
•
Diagnosis of a hearing loss
•
Pediatric hearing tests
•
Hearing devices
•
Cochlear implants
•
Psychological effects
•
Auditory verbal therapy
•
Auditory brain development
We record these lectures and thanks to Illinois Sounds Beginnings the videos and presentations are uploaded
to a YOU-TUBE channel. Parents can then watch these courses on YOU-TUBE while they commute to their jobs,
take a break at work, or after everyone has gone to sleep. Most important of all, the courses are provided by
Spanish speaking professionals in fluent Spanish so we overcome the language barrier.
We hope that parents can rely on our lectures to learn about hearing loss, audiology, speech and language development, communication modes, etc. Parents have their child’s future in their hands and knowledge is a
powerful tool to help them shape their child’s potential for the best.
Please help us spread the word, and share our contact details with Spanish speaking families. We will be delighted to connect with them through our parent guides, invite them to our Family events, share with them
new information on different topics as well as our latest videos/lectures. The links to our videos can be found
on our website: https://ilhandsandvoices.wordpress.com/espanol/
Alejandra Ullauri, Au.D.
Chair Spanish Committee
Illinois Hands and Voices
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In the Sp tlight

We A r e N o t M e a n t t o L i v e i n o u r C o m f o r t Z o n e
As a parent we seem to always be looking ahead and trying to prepare for the bumps in the road, surprised by the things that
weren’t as difficult as we anticipated them to be and stretched thin when that curve ball comes our way. This is what life is like as
a parent with and without the hearing loss piece. Our son, Jack, is 16 years old. He has his driving permit and will soon be getting
his license. He is a Junior at Grayslake North HS and participates in various activities like bowling, JR. NAD (National Association of
the Deaf) and the HS Special Olympics team. Jack has been working almost every weekend at a Children’s indoor play area, The
Chicago Treehouse, since he was 14 years old. He was born profoundly deaf and it’s been quite a journey, but I feel blessed and
thankful for this journey.
Recently Jack participated in a schoolwide pep rally. The overall message at the pep rally was diversity. His Special Olympics basketball team played against another Special Olympics team and it had all the bells and whistles of a pep rally. Honestly the pep
rally couldn’t have come at a better time because Jack and some of his classmates had a rough week experiencing some bullying. Jack is a big kid, he’s over 6’ tall but, bullying however does not have to be physical and in his case it was primarily verbal
abuse from a peer who also had hearing loss (so you can stop thinking he’s being picked on because he’s deaf). I share this because we should talk about the challenges so we can grow from them. Listen to your children and make sure you know that there
are resources such as the O.U.R (Observe, Understand and Respond) program through Hands & Voices Headquarters for situations
like these.
In the end, all our kids still have hearing loss no matter what type of educational placement, amplification or communication mode they use. There will be
times where they hit a bump in the road and you may need to think creatively
or step outside of the comfort zone to move
ahead. You may need to change your initial
plan and try something different and that’s
okay too.

(Continued to page 15)

Latest Promotion on our Team

Do you or your child
have something to
share? A new
adventure or an
accomplishment? They
can be a part of our
next newsletter!
Stories can be
submitted to
GBYS@choicesfor
parents.org.

Hands & Voices Headquarters implemented a leveled Recognition Program
for all Guide By Your Side (GBYS) programs. This program ensures that all
GBYS programs provide the same basic training which is labeled the Guide Level. There are two additional levels, Lead
& Senior, that guides can achieve based on completing
basic competency tasks and additional activity
points.
Don’t hesitate to congratulate Christen Nolfi on
her recent promotion the next time you speak
with her.
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Looking for a great way to help IL Hands & Voices?
No time to run to the store for cards?
No time to do a scrapbook of your kids?
Looking for a unique iPhone cover?
Illinois Hands & Voices has a solution: SendOutCards! Not only do we use this service for our non-profit organization, we are offering it to our members and families. For every subscription, IL Hands & Voices receives a percentage.
With SendOutCards, you can create customized greeting cards that can also include
gift cards, books and gifts as well. The company prints and sends out the cards
through US mail. You can upload your handwriting font and signature too!
SendOutCards can also help you create:

• Custom photo mugs

• Canvas prints

• iPhone and iPad covers

• Metal prints

• Scrap book and photo books

• Postcards

• Posters

• And much, much more

www.sendoutcards.com/illinoishandsandvoices
-

Check it
out!

Illinois Hands & Voices and
Guide By Your Side participate
in various fundraisers to support and enhance these organi

-zations. If you are interested in making a tax deductible donation contact Andrea Marwah at (877)
350-4556 or email her at ilhansandvoies@gmail.com.

Gift Cards for sale!
Do you buy gift cards? Why not buy gift cards through us and
allow us to earn a percentage from your purchase? Here is
how it works:
1. Go to www.shopwithscrip.com and set up a family account.
2. Enter ED2CCL6419145 so that your purchase will come
back to IL Hands & Voices Guide By Your Side.
3. Select and pay for your gift cards using presto pay.
4. We finalize all orders the 22nd of the month.
5. You will receive your order in the mail approx. 5-7 days
after we finalize the orders.
6. We receive the donation from your purchase directly
from Shop With Scrip!
Lots of gift card choices - check them out at
www.shopwithscrip.com. There are even reloadable and
Scrip Now cards which allow you to print the gift certificate
out from your home printer! Questions? Contact Carrie
866.655.4588 or email her at GBYS@choicesforparents.org.
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Statewide Conferences offer
Connections & Education
Dozens of families came together on a Saturday to learn
more about various topics related to hearing loss. Held
at the AG Bell Montessori School in Wheeling, IL, speakers at the NOE (North of Eighty) conference presented on
“Assistive Technology”, “Implementing Positive Behavior

Supports at Home”, and “Literacy and the Fourth Grade
Decline” and “Growing Up With Deaf Siblings”. A representative from the Illinois Assistive Technology Program
shared devices that their
office loans out to schools
and families. Items such
as FM systems, bed shakers, and captioned phones
were available for parents
to see. The Illinois Service
Resource Center offered
behavioral strategies that
can be easily implemented
into daily routines. A
teacher from the Illinois
School for the Deaf presented data related to the
decline in literacy skills for
deaf and hard of hearing
students and gave suggestions on how to keep this
from occurring. During
lunch, participants took
part in a guided Bingo game to share resources while enjoying a tasty meal. The day ended with a panel of siblings of kids who are deaf or hard of hearing who shared
their stories of what it was like to grow up with a sister or
brother with hearing loss. In addition to learning this valuable information, families had the opportunity to network with each other and share their own stories and ideas. Illinois School for the Deaf offers these FREE parent
conferences in three locations each year. These conferences offer not only educational information, but invaluable parent/family connections that can last a lifetime.
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Winter Event Fun
A family social was held in February within
the Springfield area at a library. There
were
games,
crafts,
snacks,
and children’s
story
readings
in both
English
and
signed in ASL. There were approximately
(Continued on page 15)

Save the Dates:

Stay up to date by becoming a “fan” of
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Illinois Guide By Your Side and Illinois Hands & Voices

•

Silent Auction/Dinner….April 22

•

Leadership conference...Sept. 15-17

•

Parent Institute….June 11-16

•

Ladies Night Out...April 10

•

Day camp for kids….June 27-Aug. 1

•

ASL classes….April-May (pg. 15)

•

DHH Parent Night...May 4th

(Continued from page 14)

a half a dozen families that attended. Moms gathered to ask one
another questions
and share stories
about their children. Each family
was sent home a
goodie bag that
included hand
shaped cookies in
the ASL sign for
love.

(Continued from page 9)

Recently Jack was
asked what advice he would
give to a parent of
a child with hearing loss and he
said, “Do what
works best for
your family, I like
my implant, I like
using my voice and signing but you need to do what is right for
you.” I was so happy to hear this come from him because it’s so
true. That is why there are choices to begin with and if it turns
out that you need to tweak them along the way that’s okay.
Jack’s team won the game in overtime during the pep rally and it
ended with the whole student body including both basketball
teams gathering on the gym floor in one big dance party truly
celebrating diversity!
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Free Camp in IL for kids ages 7-17
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Guide By Your Side is the result of a collaborative effort
between the following: IL Hands & Voices and the IL
Early Hearing Detection & Intervention (EHDI).

Fu n fo r t he Fa m i ly
Are you looking for fun family events? Would you like an opportunity to meet other families who have children with hearing loss?
On a Sunday morning in February, several families who
have children with hearing
loss met at KidsTown play
place in Wheaton. Children
ranging from 18 months old to
8 years old had the opportunity to meet and play with other
children just like them. From
driving Little Tikes cars to engaging in dramatic play, all of
the kids had fun just being kids! While they were busy playing,
the parents had the chance to talk and share stories about their
journey navigating through the deaf/hard of hearing world with
their children. Family, Education and Outreach (FEO) Days are the
perfect opportunity to chat and learn from each other. All children
with hearing loss and their families are welcome to attend these
events. Make sure you like our Facebook page so that you can
stay informed of all of our upcoming events!

Looking for a special
gift? Take a look at
this special selection
of personalized jewelry made by a fellow mom with a
child who has hearing loss!
Visit the shop at
www.kennebugboutique.com

All About the Moms
Mom’s Night Inn was held at the Hilton Lisle/Naperville on the weekend of March 4th - 5th. The moms/female
caregivers in attendance all have a built in connection from raising their children that are deaf or hard of hearing. This is always and was a great time for us all to connect, laugh, cry and bond. Mom’s share their families
and their own struggles, successes and provide each other with great support and resources. Saturday was
filled with games, candy, information and bonding followed by a nice sit down dinner. Participants also got to
hear about two journeys shared from Dad’s perspective. Saturday evening the Moms were pampered with
massages and manicures. During this time the participant’s also got to show off their craft skills by using their
favorite family photos to make flower pots. They all turned out great and everyone enjoyed seeing each other’s family photos. Sunday everyone enjoyed a nice breakfast and sleeping in a little in the quietness of their
rooms. Breakfast was followed by a panel of deaf
teens and young adults.
Hearing from the panel and
being able to ask them
questions is a favorite for
the attendees. Everyone
enjoyed catching up with
old friends and making new
ones at this event and of
course a little special Mom
time.
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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.

