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Illinois Guide By Your Side (GBYS) 

Carrie Balian, Program Coordinator 

Phone: (224) 343-1873 

Email: ilhvgbys@gmail.com  

Web: www.ilhandsandvoices.org/GBYS 

Illinois Hands & Voices 
(H&V) 

 Chairperson Contact:  

Andrea Marwah 

Phone: (877) 350-4556 

Email:  

ilhandsandvoices@gmail.com   

Web: 
www.ilhandsandvoices.org 

In the News 

Illinois Hands & Voices & Guide By Your Side were asked to interview with 

NCTV17 Spotlight (Naperville Community Television) to talk about what our 

organizations do.  If you are a professional and needing a simple way to ex-

plain our organization to families, you can show them the video. 

The video can be found on our website, Facebook page and also through this 

link here: 

https://ilhandsandvoices.wordpress.com/2018/02/08/il-hands-voices-feature-

on-nctv17-spotlight/  

 

Cyto-meg-a-lo- what? 

Cyto-meg-a-lo- what? 

I hear that a lot. I said the same thing the first 

time the doctor told my family our son was 

born 

with congenital CMV. 

When I learned it was preventable and could 

have been treated if discovered during my 

pregnancy, I was shocked. 

I couldn’t believe it, I had read every pregnan-

cy magazine out there, I took prenatals, I did-

n’t eat 

deli meat, I cut out the caffeine, I attended every prenatal checkup and even 

took notes. 

How could no one tell me that my child could be severely disabled by a virus? I 

had never even 

heard of CMV. Until it was to late. 

(Continued on page 8) 

https://ilhandsandvoices.wordpress.com/2018/02/08/il-hands-voices-feature-on-nctv17-spotlight/
https://ilhandsandvoices.wordpress.com/2018/02/08/il-hands-voices-feature-on-nctv17-spotlight/


2  



3  

On a snowy day in February, several families with 

children who have a hearing loss met up at the Integ-

rity School of Dance in Elgin for some fun!  The class 

was led by Courtney Garcia, one of our GBYS parents, 

who graciously do-

nated her time and 

expertise.  After a 

quick warm-up, the 

kids learned a sim-

ple choreographed 

dance and used 

props including 

shakers, ribbons, 

poms, and hu-

la hoops to 

incorporate 

into their crea-

tive move-

ments.  A mat 

for tumbling 

was also brought out so the kids could try out their 

forward roll and other skills.   Once the kiddos were 

tired out from the music and dancing, they enjoyed 

water and snacks.  All participants also got to fill a 

goodie bag with some musical instruments to take 

home.  Our FEO events are the perfect opportunity to 

meet and chat with other families who have a child 

with a hearing loss.  Make sure you follow us on Fa-

cebook so you can watch for upcoming events! 

We’ve Got Rhythm 

Mom’s Night Inn Central was held at the Wyndham City Center in Spring-

field on the weekend of April 3rd.  The moms/female caregivers in attend-

ance 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 con-

nect, laugh, cry and bond.  Mom’s share their families and their own strug-

gles, 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.  Saturday after-

noon’s keynote speaker was Karla Giese.  Karla is a very suc-

cessful deaf adult who was willing to share her journey with us 

from early childhood to adulthood.    Karla is very knowledgea-

ble in many communication methods and is an inspiration.  Sat- urday 

evening the Moms were pampered with massages and mani- cures.  

During this time the participant’s also decorated and filled jars with can-

dy in line with our theme of “Sweetest Devotion”.  Sunday morning 

everyone met for breakfast then got together and spent some more 

time socializing and trading resources and information followed by the Hands & Voices closing circle.  Everyone 

enjoyed catching up with old friends and making new ones at these events and of course a little special Mom 

time. 

Moms Creating Connections and Memories 
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One in two hundred babies are born with congenital 

CMV each year. Yet, ninety-one percent of 

women have never heard of CMV. What is cytomegal-

ovirus anyways... 

“CMV is a member of the herpes virus family. Coming 

into contact with the CMV virus is a 

common occurrence and is typically harmless to the 

general population. A CMV infection 

causes cold-like symptoms, such as a sore throat, 

fever, fatigue and swollen glands”. The CMV 

virus is most dangerous if you have a CMV infection 

for the first time while pregnant. CMV can 

cause severe disease in babies who were infected 

with CMV before birth (referred to as 

congenital CMV infection). CMV is spread by contact. 

It is most common in children under five, 

when kids are sharing toys, putting things in their 

mouth, going to the bathroom and not washing 

their hands, etc. Once you have had CMV it stays in 

your body forever. Coming into contact with 

urine or saliva of young children makes you high risk 

for being exposed to CMV. Pregnant 

(Continued from page 1) 

(Continued on page 11) 
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Illinois EARS  This newsletter was produced by Illinois Hands & 

Voices, Guide By Your Side in collaboration with:  

Page 9 

At Illinois Hands & Voices, we strive to support parents and families of children who are deaf and hard of hear-

ing. One of the many ways we support these families is by educating them on different topics related to hear-

ing 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 on their child’s disability. This way, 

when they attend clinical appointments they will understand: the terminology, what the test results mean, and 

what the recommendations are. They can ask questions to clear their doubts and help them feel confident with 

the decisions they are about to make. We want to empower parents with unbiased information and 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? 

Here at IL Hands & Voices there are no barriers. We support Spanish speaking families the same way we sup-

port our English-speaking families. We provide them with educational materials, answer questions, and con-

nect them with other parents, professionals and centers around the state. We do all of this in written and spo-

ken Spanish. We have a Spanish committee dedicated to support these families. We have Spanish speaking 

trained Parent Guides through our Guide By Your Side Program (a free support for families) and professionals 

on the board who are native Spanish speakers.  

In recent years, we have done more than ever before for our Spanish families. We have connected with differ-

ent Spanish speaking professionals across the country, who have graciously shared their knowledge with our 

families. In turn, we have created a video library of short lectures and mini seminars in Spanish. We are very 

(Continued on page 11) 

Resources for Spanish speaking families and their children  
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Illinois EARS  

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 

ilhvgbys@gmail.com  

excited to share with our Spanish speaking families 

a list of topics they can learn more about such as:  

● Diagnosis of a hearing loss  

● Pediatric hearing tests  

● Hearing devices  

● Cochlear implants  

● Psychological effects  

● Auditory verbal therapy  

● Auditory brain development  

PO Box 9366, Naperville IL 60567  

IL Hands & Voices is a 501c3 nonprofit organization 

Tax ID# 06-1724201 Ilhandsandvoices.org 630-

697-3544 (v/txt) mail-

to:ilhandsandvoices@gmail.com  

 

We have recorded each of these lectures and 

thanks to Illinois Sounds Beginnings the videos and 

presentations are uploaded to a YouTube channel. 

Parents can then watch these courses on YouTube 

while they commute to their jobs, take a break at 

work, or after everyone in the family has gone to 

bed. Most importantly, the courses are provided by 

Spanish speaking professionals in fluent Spanish so 

we overcome the language barrier thus creating a 

deeper connection and response from families.  

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, 

adding this knowledge is a powerful tool to help 

(Continued from page 9) 

(Continued on page 17) 

mothers, daycare workers, nurses ect who are pregnant or planning to become 

pregnant should 

practice standard hygiene precautions. You should always wash your hands after 

changing 

diapers, coming into contact with children’s toys, feeding, or wiping mouth or nos-

es. 

My son, Axel, was born with congenital CMV. During my pregnancy I had become 

sick. I called 

my doctor who then called me in a prescription for a cough syrup and told me that 

he would see 

me at my next appointment. By that time, I had felt better, and no one ever followed up on my 

“cold”. Shortly after, I was told that Axel had a heart condition that would require open heart 

surgery at birth. He then stopped growing and was significantly less active. At 37 weeks, I was 

(Continued from page 8) 

(Continued on page 12) 
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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: 

  

 

 

 

 

 

www.sendoutcards.com/illinoishandsandvoices  

Check it 

out! 

Illinois Hands & Voices and 

Guide By Your Side participate 

in various fundraisers to sup-

port 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 ilhan-

sandvoies@gmail.com.  
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• Custom photo mugs 

• iPhone and iPad covers 

• Scrap book and photo books 

• Posters 

• Canvas prints   

• Metal prints 

• Postcards 

• And much, much more 

induced. Axel was whisked away to start the neces-

sary steps to prepare for heart surgery. A 

few hours had passed and the doctor came to my 

room to tell me that Axel’s blood work came 

back indicating he had some type of infection but 

they weren’t sure exactly what. The team did 

not want to open up his heart and expose his heart 

to the infection. Heart surgery was then on 

hold. The next day they discovered Axel was born 

with congenital CMV infection. As they began 

to treat the CMV, Axel’s heart returned to normal 

size, it was no longer swollen. His heart was 

working so hard to fight off the infection in utero 

making it look like he had coarctation of the 

aorta. Although I was relieved my baby no longer 

needed heart surgery, my heart was heavy 

when I was told that congenital CMV was not going 

to be the only diagnosis we had to deal with. 

The diagnosis’ that would come consequently due to 

the CMV were significant. I was told that 

my son would be severely developmentally delayed 

and received other diagnosis; including, 

bilateral profound sensorineural hearing loss, optic 

nerve hypoplasia, spastic quadriplegic 

cerebral palsy, hyperekplexia, polymicrogyria, calcifi-

cations on the brain, and malformation of 

the brain, among a few other diagnosis’. There is no 

amount of preparation you can do during 

your pregnancy to prepare yourself for the moment 

the doctors confirm a disability your 

newborn has. I was devastated, but I was also angry 

too. I was angered when I learned all of 

(Continued from page 11) 

 

these things were preventable but no one told me. I was even more angered when I learned 

there was treatment available for CMV if you find out you have CMV 

during your pregnancy. 

From that moment forward, our family dedicated ourselves to raising 

awareness and being apart 

of the movement to stop CMV. Last year, we held a CMV Awareness 

fundraiser in our 

hometown. We were able to donate $5,300 to the National CMV Foun-

dation. I have also started 

a blog on Facebook called, “Axel’s Journey With CMV” I later became a 

board member for IL Hands & Voices, CMV is the leading cause of non 

genetic hearing loss. Hands & Voices has given me an opportunity to 

share education on CMV throughout the deaf and hard of hearing com-

munity. 

The story doesn’t end here, we will never stop fighting for CMV educa-

tion, awareness, and prevention. You can also be apart of the move-

ment to stop CMV. For more information, resources, or opportunities to 

help you can visit www.nationalCMV.org. 

http://www.sendoutcards.com/illinoishandsandvoices
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them shape their child’s potential to be the best they 

can be.  

Please help us spread the word, and by sharing our 

contact details with Spanish speaking families. We 

would be delighted to connect with them through our 

Parent Guides, invite them to our family events, and 

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/.  

(Continued from page 11) 

https://ilhandsandvoices.wordpress.com/espanol/
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Page 20 
Stay up to date by becoming a “fan” of  

Illinois Guide By Your Side  and Illinois Hands & Voices  

Save the Dates: 

• Family Conference….April 7 (pg 8) 

• Mom’s Night Inn Northern IL...April 

14 (page 4-5) 

• Options Fair….April 17 (pg 22) 

• Family campout...April 20-22 (pg 17) 

• SuperHEARo 5K...April 29 (pg 6) 

• Parent Institiute...June 10-15 (pg 19) 

• Family Picnic...July 14 (pg 21) 

Jumping into Fun! 

Kids jumping through the air, chasing each other and running around in between bites of pizza. That’s what 

you missed if your family didn’t make it out to the Family Fun Event at FunFlatables in the Yorktown Mall on 

January 27, 2018. The indoor bouncy house opened its doors to 20 hearing-impaired kiddos and their parents 

for a fun-filled afternoon of jumping, running and eating 

while the parents chatted. It was a great opportunity to meet 

new people, renew old friendships and talk while the kids 

were playing.   
 

We were so glad to see some old faces and welcome some 

new faces to join the Illi- nois Hands & Voices family. The 

FunFlatables afternoon was a members-only event and was 

well-received as a benefit and thank you to our members 

whose memberships help keep these events feasible. If you 

missed this event, 

please check back as 

we organize events 

throughout the year.  

Events are typically 

shared through our 

email database, Face-

book and posted on our 

website.  Thanks to all 

the families who at-

tended and we can’t 

wait to see you next 

time.   
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Illinois EARS  

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.  

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). 


