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Dear Parent/Family Member,
As a mom to three deaf and hard of hearing children, I know first hand the difficulties and tri-
umphs of raising deaf and hard of hearing kids.  As an adult with a profound hearing loss, I’ve 
experienced the impact of hearing loss in everyday life and how it has shaped the direction of 
my life.  As with anything in life, there are days of hardship and days of joy. 

I encourage you to experi-
ence the journey of raising a 
deaf or hard of hearing child 
with other parents as well 
as deaf or hard of hearing 
adults.  Rest assured that 
you are not alone, and that 
you have many options for 
your family.  As one mom of 
a hard of hearing daughter 
has often quoted, “Nothing is 
set in stone”.  As your child 
grows, you can evaluate the 
choices out there and plan accordingly.   

When my children were diagnosed, I often found myself dealing with different agencies and a 
variety of services.  There was no one single source of information to guide me.  We hope that 
this manual can provide you with the resources and guidance to eliminate the wondering of, 
“what services are out there and how do I obtain them?”

This manual is a collaborative effort by parents, deaf and hard of hearing adults and profes-
sionals serving deaf and hard of hearing persons.  I hope that you find the information useful 
and helpful. 

Wishing you a beautiful journey with your child. 

Karen Putz
 Mother of David, Lauren and Steven

Photo provided courtesy of Cochlear Americas ©2009 Cochlear Americas
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Judith & Allan Rosenblum
Parents of Howard

Our son lost his hearing at the age of two years, ten months as a result of viral meningitis.  It 
was a devastating experience.  He had been speaking when he became ill, but lost his verbal 
ability, as he was unable to hear language.  At that time, sign language was not generally accept-
ed as the best way for Deaf children to be educated.  We heard often “they will have to function 
in a hearing world” therefore they must learn to read lips and speak.  So we followed that pro-
gram for about two years, but our son was frustrated over an inability to communicate.

There were a few parents, one in particular, who were adamant and determined that sign lan-
guage was the right way for deaf children to be educated.  As a family, we began to take classes 
from volunteers who gathered groups of parents together to study.  Our son was about 5 years 
old at the time.  At around the same time, we were fortunate to find an extremely good speech 
therapist, who was quite successful in developing our son’s oral skills.

At about the same time, a young Rabbi came to Chicago to work with the Jewish Deaf.  We 
became members of that congregation and are still active there.  We began to meet more Deaf 
adults, which gave us a perspective of their lives, jobs, families, etc. that we never had before.

We realized our child could and would be able to lead a productive, happy life.

Our son had an exceptional peer group and we worked closely with the other parents to assure 
they were all getting the best education possible.  In fact, several teachers realized how important 
sign language was to these children and learned it on their own and began using it in the class-
room, even though it was not “official”.  We felt it was crucial that the teachers challenged the 
students and had high expectations of them.

It certainly has not been a completely smooth road and there were many rough spots to work our 
way through, just as there are with any child.  Our advice would be to remain open to every form 
of communication, whatever works best for your child is what is best for your child.  The most 
important thing is to be able to communicate whatever way you can accomplish it.  Work with 
the teachers and the school to be sure they are doing everything necessary to adequately serve 
your child and to help them reach their full potential.  Make every effort to have them involved 
with a peer group of deaf and hearing children and participate in activities outside of the class-
room.   Our son was involved in wrestling starting in seventh grade all the way through high 
school and it was an excellent way for him to be involved with a variety of other students and be 
accepted for who he was as an individual.  

When we realized our son had lost his hearing, we did not know what to do.  We had no experi-
ence with deafness.  It was a scary time for us.  Our son is now a successful attorney and was 
just hired as the new CEO of the National Association of the Deaf.  He leads a happy, productive 
life.
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Jenny Knapp
Mother of Taylor

Taylor James Knapp was born on May 12, 1995.  He was 9.9 on the Apgar scale and a sturdy 
8 lbs., 1 oz. baby boy.  He joined us one day before Mother’s Day…what a perfect gift!

When Taylor was about 19 months old, his speech had diminished.  He started calling me 
“bomb” instead of Mom.  We think he was lip reading for survival.  He was down to two words, 
Dada and Bomb.  His babysitter, Mary, told me she was concerned about his hearing.

We took him to his pediatrician in February.  The pediatrician looked in his ears and said 
he was fine.  He told me he was just a busy boy.   I asked him if there was a test for hear-
ing and he said no because Taylor was too young.  Little did that “well baby” doctor know 
I wanted to believe him. Taylor’s pediatrician at that time had no information or resources 
about deafness.  Also, because Taylor was not tested, we lost valuable time, which is critical 
to a child with hearing loss.

In June, we bypassed the pediatrician, and had him tested by an audiologist.  He discovered that 
Taylor was profoundly deaf.  The next step was an auditory brain stem response test (ABR), 
which confirmed the diagnosis that Taylor had a sensorineural hearing loss.  His hearing tests 
revealed he was at 90 dB, which is a profound hearing loss, meaning he had virtually no hearing 
at all.  To rule out any physical problems, Taylor had an MRI, which showed no problems.

The emotion of finding out my child was deaf varied.  At first, I was shocked and sad.  I remem-
ber thinking, “he will never go to prom,” which I now know is absurd!   It is very interesting 
how Taylor’s hearing loss felt like a physical loss to me.  I wanted to give him my hearing so 
badly.  My father gave me the book, When Bad Things Happen to Good People, by Harold 
Kushner, which helped put a lot of my feelings in perspective.

Then the guilt set in.  How many times had I called his name and thought he was ignoring me or 
being defiant.  The guilt led to spoiling Taylor.  His attention span was very short and he did not 
know how to play by himself so I bought many things to entertain him.

We were extremely fortunate because when my parents found out, they told me they had a col-
lege friend who was a prominent ear surgeon.  The ear surgeon told my parents about the cochle-
ar implant and how Taylor would lead a life amongst the hearing world.  He could have all of the 
opportunities in life that we wanted him to have.  He would be able to talk and hear, but the most 
important thing to me was that he would hear my voice telling him how much I loved him.

The ear surgeon told us that the cochlear implant was the best device.  Our decision was made.

We had our first interview with a doctor.  She advised us that Taylor would use hearing aids 
for 6 months before the surgery.  We were lucky that we got loaner hearing aids because we 
knew they would not provide adequate sound.  Unfortunately, other parents get talked into 
purchasing hearing aids even when they are only temporary.  Since Taylor is profoundly 
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deaf, hearing aids just gave him a few very low frequency sounds.  We needed the aids to 
keep his brain aware of what to do with sound.

The hearing aid segment of my life brings to mind major frustrations.  I think Taylor sensed my 
fears and anguish and we had a hard time with his cooperation.  It was almost as if he was test-
ing my reactions to his insubordination.  I know how critical it is to keep the brain informed 
of sound so I tried to keep calm while I chased after the aids that had been thrown across 
the room.  This 6-month period was very hard for me.  I was still torturing myself about his 
deafness.  We have no deafness in our families.  I tried to act tough but I cried all the time, 
which before this time was not a part of my personality.  Unintentionally, I was letting my 
depression, fear and anxiety dominate my life.  I took the blame for his deafness on myself, 
which I now know is irrational.  It took me a long time to let this go.

Our family life was just like the movie, Mr. Holland’s Opus.  Taylor was screaming because 
I couldn’t understand him, which led to my husband screaming at me, which in turn led me 
to scream out of frustration.  The worst part about the communication breakdown was that 
we didn’t know if Taylor wanted an apple or candy.  There was no way to know if it was a 
reasonable request or not.

We started our therapies next.  Taylor attended a program three days a week to learn oral 
and sign language.  He also went to a fabulous auditory verbal therapist once a week.  The 
reason we started with sign language was because we had no way to communicate with our 
2-year-old son.  He had a minimum of five horrible temper tantrums per day.  We needed a 
way to communicate in order to alleviate our frustrations.  I also taught Taylor some basic 
sign language so that he could express what he was feeling emotionally.

Taylor’s surgery was performed two days after Christmas when he was 2 1/2 years old.  Once 
again I received the second greatest gift at this time in my life.  Taylor’s surgery was very fright-
ening for us.  

After surgery, he was sick to his stomach and dizzy.  His head was shaved where the internal 
device was implanted and he had staples over the incision.  It looked bad, but 24 hours later he 
was running and playing.  We were amazed at his recovery.

One month later was Taylor’s first mapping.  We were soon to find out that the cochlear implant 
would benefit him.  His first mapping was quite uneventful.  We were all sure he was hearing 
because of the look on his face - he was neither surprised nor fearful, but had a slight startled 
response.  I did notice over the next year of mapping, he was definitely benefiting from the 
implant.  It was a slow and steady process.

During that year another fortunate thing happened for us.  We were told about an oral school for 
deaf children.  Taylor was 3 years old when he started going to the school.  The tuition and trans-
portation costs were paid by the local school district.  He attended classes from 8:30 a.m. to 3:30 
p.m. for three years.  The faculty is amazing.  My quiet frustrated little boy was talking by the 
end of the first year!  Taylor needed extensive vocabulary work, which the school successfully 
accomplished.  The cochlear implant gave Taylor his wings and the school taught him how to fly.
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Taylor graduated from school when he was 6 years old.  He was mainstreamed into our local 
school district in the first grade.   Because the local school district paid for his tuition for three 
years he would no longer need 13 years of special education classes, which would have been far 
more costly for the school system.  He had a private speech therapist for two years.  He is now 
in the 3rd grade and only uses the district’s speech teacher and the services of our deaf itinerant 
worker who works with him three days a week for 20 minutes.

Taylor is just like any other 8-year-old boy.  He loves Tae Kwon Do, golf, swimming, and 
pitching for his baseball team.  He does well in school and was elected to student council.  A 
lot of people do not realize he is deaf.  He has been wearing the behind the ear speech proces-
sor, which blends in with his hair.

It was a long journey, and it took a lot of therapy and patience but I was determined to allow 
Taylor to join the hearing world.  I wanted him to be able to meet and talk with every person 
put in his path.  I did not want him to feel segregated and alone amongst his hearing family.  
He is a confident, happy little boy.  He will be able to have any job he decides upon.  Every 
day of my life I am thankful for the miracles created for my son, because now I can hear 
Taylor’s voice say “I love you”.
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Carey Schmerman
Mother of Heather

When Heather was first diagnosed at around two years, I felt tremendously overwhelmed.  
It was as if I was dealing with an alien and trying to speak in a manner that I had no 
understanding.  I realized that from the ages of birth to 3 years old, language foundation 
is established and I recognized the need to give her as much input and opportunities that I 
could possibly find.  I had no one in my immediate world to seek help from.   My family 
felt that it was Heather’s responsibility and mine to teach Heather how to speak and to lip-
read.  Talking sign language to my family was not a viable option.  My husband never really 
became adept at the language, so I needed to be her bridge to the hearing and deaf world.

She was like a sponge and literally soaked up sign language 10 times faster and with much 
more ease than I could, but we really learned from each other.  In the beginning, Heather’s 
level of frustration was so monumental that she would resort to tantrums.  I felt like a mod-
ern day Anne Sullivan.  

I can honestly say that the most rewarding part of all that I have gone through and still con-
tinue to go through is the fact that I am blessed with two wonderful gifts…my daughters.  
My younger daughter, Heather, is undaunting in her pursuit of life. She is now a college stu-
dent and still uses American Sign Language to communicate. Through both of them, I have 
learned more about life than any book could teach me.  
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Jaclyn & Steve Urbanski
Parents of Ethan

Ever since we learned that our 9-month-old son, Ethan, was diagnosed with a hearing loss, we 
have done everything possible to educate ourselves about raising a child with a hearing loss.  
This was new to all of us since we did not know anyone who was deaf.

Our first reaction was to teach Ethan sign language, since we thought that all deaf people signed.  
We could not have been further from the truth.  Through a lot of hard work, research and dedica-
tion, we learned that deaf children could learn to listen and speak.  We had a wonderful opportu-
nity to attend a 3-week seminar at the John Tracy Clinic in Los Angeles to learn about oral edu-
cation.  We learned that if a child is to acquire spoken language, he must learn it by the age of 5.  
We knew this was the path we must take for Ethan if he was ever to learn how to speak. 

Our goal, along with the support of our doctors, therapist, family and friends, was to educate Ethan 
orally.  Since Ethan’s hearing loss was in the severe to profound range, we knew this would not be 
easy.  Since we had this tremendous goal for our 2-year-old son, we knew we must ensure that he 
had the proper support and the most appropriate education to allow him to be successful.

Through a close working relationship with our school district and after careful consideration of 
all our options, we all knew that Ethan must attend an oral school in order to reach his goals.  
There simply was no other program in our area that came close to providing the necessary oral 
instruction.  We all knew this decision would profoundly impact Ethan for his entire life

By the time Ethan was 5 years old, he had been attending school for almost 3 years.  As if by a 
miracle, Ethan was well on his way to reaching the goals that we had placed in front of our small 
boy.  He was one of only four children in his classroom and received an equivalent of 300 min-
utes of speech and language therapy each day.  At Ethan's annual IEP meetings, the school district 
expressed how pleased their were with the tremendous progress Ethan had made in his education.

It was truly wonderful to see Ethan so happy.  He could play with all of his neighbor friends.  He 
could talk with them.  He understood them and they understood him.  He went to the restaurant, 
Chuck E Cheese, for his friend’s birthday party.  He went on his own.  He was so proud that he 
did not need me to come along to interpret for him!

Ethan graduated the oral school in May 2004 and was mainstreamed into our home school dis-
trict for 1st grade.  Ethan kept telling us how he couldn’t wait to ride the school bus with his 
older sister.  We are convinced that the only reason that Ethan was able to complete the intense 
oral school program in only 3 years was due to the teachers at the school who were profession-
ally trained in deaf and oral education and who were dedicated to teaching children to listen and 
speak.  We told his teachers many times that what they were doing for Ethan then would help 
him become a successful person in the future.  They helped build a firm foundation for him that 
profoundly altered his life to come.
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2010 UPDATE

Ethan is now almost 12 years old and is in the 6th grade.  He has been very successful in his 
home school district, excelling academically with a 3.86 GPA this school year.  He receives min-
imal Hearing Itinerant services and Speech therapy each week.  He has close friends at school 
and in our neighborhood that he enjoys hanging out with.  Ethan is a great Lacrosse player and 
enjoys many sports.  He is also involved in Boy Scouts and has achieved the rank of 1st Class.  
In his free time he likes to go to movies, play Wii, listen to his i-pod, practice target shooting 
with his air soft guns, and rides his skateboard.

We are very fortunate to have Ethan as our son.  It has been difficult at times raising a child with 
hearing loss, but we have enjoyed the journey!

2014 UPDATE, by Ethan
I am now 16 years old and a Junior in high school.
I finished up my middle school years with many great opportunities. During that time, I wanted 
to be involved in the planning of my future and goals, so I always attended my IEP meetings. 
I had the opportunity to attend a wonderful camp for kids with cochlear implants in Maine and 
was also honored at the IL Junior Academy of Science for my science project. I went on to 
present my project at the National Science Fair for Deaf and Hard of Hearing Students held at 
Rochester Institute of Technology. I received 1st place in my division.
As I was preparing for high school, I became a candidate for a 2nd cochlear implant and 
received it in April, 2012. I knew high school would bring on additional challenges and I wanted 
every opportunity to hear the best I could.  
High school was a new and fun experience for me. I became involved on the school’s cross 
country team and the lacrosse team. I also take pride in my academics. I no longer qualified for 
speech services, but I was enrolled in a tutorial class my 1st two years, which allowed me extra 1 
on 1 help in a small classroom setting. This year, I no longer require the extra help. I continue to 
meet with my hearing itinerant teacher, once a week to work on goals, as I prepare for college. I 
also started to use the Phonak Roger Pen (FM system). I enjoy and participate in volunteer work 
in and outside of school.
To satisfy my sense of adventure, I had the opportunity to attend Aspen Winter Camp for 
the Deaf and Hard of Hearing in Colorado. I also had an excellent opportunity to attend 
LOFT (Leadership Opportunities for Teens) this summer in Orlando at the AG Bell National  
Conference. I’m enjoying a bit more freedom since receiving my driver’s license on my 16th 
birthday. I also have the opportunity to present and attend events with other families who have 
children with a hearing loss.
I’m having fun during my high school years, but I’m also looking toward the future and planning 
for college.  My goals are to continue to exceed in my school work and I’ll soon be applying to 
“Big 10” colleges to attend business school.
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Lydia Hernandez
Mother of Lynette

My name is Lydia Hernandez.  I am married to my wonderful husband Wilson and we have three 
beautiful girls, Angela-12, Lynette-8, and Isabella-4.  Lynette was a very happy child for the 
most part, until we attempted to take her out to any social gatherings, parties, or restaurants.  She 
would get very irritable, grouchy and throw many tantrums.  We were not used to this, because 
our first born really didn’t care where we took her.  She was pretty laid back.  We figured it was 
simply Lynette’s way of letting us know, these are grown up places and I don’t like it.  We tried 
numerous times.  We even went out to eat during less busy times in hopes of her enjoying it.  We 
had no luck.  It would always be the same outcome, either my husband or I would have to stay 
and eat with Angie and the other would have to step out and wait in the car with Lynette.  This 
went on for the first three years of Lynette’s life.  We simply gave up.  

Lynette started preschool in September 2009.  Every day was a battle.  She refused to stay and 
cried every morning through the last week of school.  Around December of that year, the school 
administered a hearing test.  We received a notice stating that Lynette failed the test.  I thought 
maybe she was not focused and thought nothing of it.  I still however, immediately scheduled a 
follow-up appointment with an audiologist.  I vividly remember walking from my car to the doc-
tor’s office on a bitter cold January day, with Lynette and my then 1 month old infant.  Lynette 
took another test and all I can remember after that is “Sorry, your child has profound unilat-
eral sensorineural hearing loss.  She cannot hear at all from her right ear.”  Truly, all I heard 
were the words “hearing loss” and that’s all that mattered to me.  I asked if hearing aids could 
help and the answer was no.  I asked if there was a surgery or anything at all…what can we 
do?!  Nothing.  I was in complete denial.  My husband and I went to get a second opinion and 
a third.  We asked the same questions and received the same answers and results as the initial 
diagnosis.  My parents were Mexican immigrants.  My first language was Spanish.  I had many 
health issues growing up and because of the language barrier, my parents were unable to easily 
ask questions.  I on the other hand asked any and every question imaginable.  I felt lost, alone, 
afraid, angry, sad, you name it.  Why Lynette?  How did I not notice?  There was no family his-
tory of any type of hearing loss.  It all began to make sense, she gets headaches from not being 
able to localize sound.  If places are too noisy all she hears are muffled sounds.  No wonder the 
loud and noisy gatherings never quite worked out, especially as a toddler!  By asking questions, 
we understood unilateral hearing loss a lot more.  By our third consultation, we were asked if we 
were interested in a program called Guide by Your Side.  I felt I needed to speak with someone 
that understood what I was going through and meet others that shared my thoughts, my emo-
tions, and my sleepless nights.  Guide By Your Side put me at ease.  Lynette and my family were 
not alone.  She would be okay.  However, in her lifetime she has come across other health issues.  
Since then, she has been diagnosed with Celiac Disease and a rare auto inflammatory genetic 
disease called TRAPS (Tumor Necrosis Factor Receptor-Associated Periodic Syndrome.)  Both 
are under control.

We have been very fortunate with Lynette; she has not required any types of itinerant services.  
She was able to keep up and excel in school.  Last year, in second grade she began experienc-
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ing difficulties and we found it necessary to put an FM System into place.  The first day she 
came home after using it she stated, “It’s like I don’t have any hearing loss at all!”  Needless 
to say, her grades almost immediately improved.  She used the FM System all of last year and 
will continue to use it this year.  This month, she will also begin using a CROS hearing aid.  She 
is very excited and we look forward to this new experience and journey in her life.  Our lives 
revolve around audiograms, doctor visits, school meetings, research of our own and at times 
struggles.  However, we know we are doing all that we can to make her life as easy as possible 
and help her transition into becoming an independent young girl and we are confident that it will 
happen because we love our daughter and are making decisions and choices that have worked 
for her and our family.  It may not always be the choice one expects to make, but if it works for 
your child, then we (my family) are all for it.  We can only hope for a bigger, better and brighter 
future for Lynette.  Thanks to my supportive husband, my two other daughters, wonderful fam-
ily, friends, professionals, and support systems like Guide By Your Side, Lynette’s future looks 
extremely promising. 
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Sandy Mosetick
Mother of Rachel

When Rachel was born in May of 1990, there was no policy regarding “newborn hearing screen-
ing” – and her deafness went undiagnosed until she was 12 months old.  The signs that there was 
a problem began to become more and more obvious as Rachel reached 8, 9, 10, and 11 months 
of age:  she didn’t usually turn to her name (when she did, it was probably because she felt 
someone coming, rather than heard someone), she made very loud, screeching noises instead of 
babbling or trying to say any real words, and the one that really drove it home to me – she didn’t 
seem to know I had come into her bedroom in the morning or after a nap until I went around her 
crib and got into her line of sight.  She was finally given an ABR (auditory brainstem response) 
test and was diagnosed with severe-to-profound bilateral sensorineural hearing loss.  

My husband and I were shocked, to say the least, as there had been no other deafness in either 
of our families.  We didn’t know what to do, but quickly found that our pediatrician was 
not “in charge”: we were.  We were told to do four things by the audiologist that diagnosed 
Rachel:  1) get hearing aids for her immediately; 2) join the A. G. Bell Association for the 
Deaf to get valuable free information; 3) sign up with the John Tracy Clinic for free lessons-
by-mail on how to work at home to help our deaf child; and, 4) contact our local public school 
special education cooperative and register for their parent-infant education program.  

I met a mother who told me about Cued Speech.  It was easy to learn – would take me only 10-20 
hours to learn the whole system.  It consisted of a system of 8 handshapes that represent conso-
nant sounds and 4 vowel locations.  You would Cue consonant vowel syllables while you spoke, 
giving your deaf child 100% visual access to every phoneme (sound) in the English language (or 
any spoken language).  She told me that children who used Cued Speech achieved language and 
literacy levels equal to or better than their hearing peers.  My husband and I both immediately 
began Cueing with Rachel at home.  She was age 18 months, and had no verbal language.   

Rachel continued to make remarkable language gains with Cued Speech.  She was age appropri-
ate by age 28 months.  By age 5, she was reading 2nd grade level books.  By 2nd grade, she was 
reading at 5th grade level – and by 5th grade she was reading at “post-high-school” level.   Also, 
her speech intelligibility was very good because, through the Cueing, she knew all of the sounds 
that made up every word.  After the first 6 months of Cueing, she had figured out approximately 
how to make each sound with her own voice and how each sound mapped to the relevant Cues.

When Rachel was 5, we took Dr. Cornett’s advice given at the seminar we had attended and 
hired a deaf adult who was an expert in ASL to tutor us in sign language.  He had advised that a 
deaf child with hearing parents should first learn the spoken language of the home, but should 
start learning ASL at a young enough age to be proficient enough by adolescence to socialize 
with other deaf children who signed.  It was a great decision.  At age 9, we got her involved in 
sign and voice theater at the International Center on Deafness and the Arts (ICODA).  A cou-
ple of years later, she became part of ICODA’s Traveling Hands Dance Troupe.   She gained 
so much self esteem by participating in activities that celebrated her deafness – and it also 
gave her great opportunities to socialize with other deaf children and adults.
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Rachel is now finishing her first year at Rochester Institute of Technology in Rochester, NY, 
where she is majoring in Environmental Science and Technology – and was recently admitted 
to a program where she will earn her combined bachelor’s and master’s degrees in 5 years.  
She received several different merit scholarships, including RIT’s Presidential Scholarship.  So 
far, she is a straight-A student.  In classes where she needs any special accommodations, she 
uses C-Print, which is a wonderfully accurate and instantaneous real-time captioning system.   
RIT provides captioning or signing at every event so that all deaf students have access.  They 
even provide video phones in each deaf student’s dorm room.  Several other students there 
grew up with Cued Speech, and Rachel has joined together with them to start up an official 
Cued Speech Club at RIT!

Because of her deafness, my daughter has to work much harder to succeed in everything that 
she does.  But, because she was blessed by the availability of so many tools and organizations 
that have helped her in so many ways – Cued Speech, ASL, hearing aids (and great earmolds), 
fm systems, a cochlear implant, TTY’s, video phones, text messaging, instant messaging , 
Facebook, iPods (on which she can even download lyrics!), dance, theater, captioning, etc., – the 
sky has been the limit.  I wish that for every deaf child:  all of these same blessings.
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Donna Mattini
Mother of Bobbie Jo and Donald

I have 3 miracles - 2 deaf kids plus a deaf grandson!

When I first learned that my first-born daughter was deaf, a nurse at the hospital expressed 
her extreme concern that I might have a rash over reaction learning that the baby was deaf, 
but, to her shock, I was extremely thrilled. I barked at the nurse, "I’m proud to be deaf, and 
I certainly can teach my daughter who is my first-born to be proud as well!"  The nurse just 
choked and walked out of the room!

When I had my second-born child, the nurse at the hospital indicated that the baby was deaf 
and stated, “God bless you, and may the Lord have mercy on you.”  I barked at the nurse 
and said, "What do you mean by "God bless" me and "Lord have mercy" on me?!” She 
stated that I would have a hard time raising a disabled child.  I gave the nurse a real long 
and dirty look and asked, “Do I look like I’m living in a bad and/or sad situation?”  To her 
shock, she didn’t realize who she was talking to - ME, as a DEAF MOM!

I choose a “total communication” program for my children, the school where I was an alum-
nus!  With my experience knowing who the teachers were... knowing that the teachers will 
teach properly, and teach the way an educator would teach hearing children, including social 
studies and geography, to name a few.

Communication at home, of course, is total communication because I was raised as an oral 
child and learned sign language later in life.  I believe that you need to teach a child who is 
deaf/hard of hearing/hearing impaired however you choose.  Teaching my children sign lan-
guage at an early age truly taught them to learn quicker at identifying objects and subjects: 
who, what, where, why and how.

Now, that my children are adults (both of them are over 25 years of age), I now have a deaf 
grandson, but the problem is the other grandma prefers to use the “oral” method and I prefer 
to teach sign language.  That causes my grandson to become a little confused wondering 
which method to use to communicate.  My son, who is the father of his own son, explained 
that whenever he is at our house, he can use sign language but when he goes to the “other” 
grandma - he can do whatever he wants.  Currently, my grandson learns more in sign lan-
guage and was able to understand the concepts of identifying the shape of an object such as 
square, circle, rectangle, oblong, etc., by using sign language!
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Judy Nelson
Mother of Ryan

My husband and I have been married for eight years.  We have one child, Ryan, who is 5 years 
old.  We began questioning if there was a problem with Ryan’s hearing when he was about 18 
months old and still wasn’t really talking. At that time we got the standard  “he is a boy and is 
just not ready to talk yet” answer.  Months went by and Ryan still wasn’t talking.  After several 
inconclusive hearing tests, we scheduled an ABR test, which indicated our son had a profound 
hearing loss in both ears. At first we couldn’t believe it – we were devastated. There was no his-
tory of deafness in either of our families.  We felt a deep sense of loss and a lot of guilt for not 
realizing there was a problem sooner.

Initially, we had a lot of concerns. How was this going to affect our son – how was he going 
to communicate with people.  We didn’t want life to be hard for him.  We knew we would do 
whatever was necessary to communicate with him, which we assumed would be learning sign 
language.  We had already been communicating with him in our own way.  Both of our families 
were very supportive and all of them were eager to begin learning sign language.  But we did not 
know anyone else who was deaf and we kept wondering how Ryan was going to communicate 
with other people, outside of our family.

After the ABR test, the audiologist at the hospital gave us a lot of information about different 
methods of communication, different agencies we needed to contact and various schools for deaf 
children. The audiologist also mentioned that Ryan could be a candidate for a cochlear implant, 
which at the time we knew nothing about.  We knew we had to act fast because our son was 
already 2 1/2 years behind normal hearing children in speech, language and learning.  We began 
researching schools for deaf children.

We were advised to contact our local Child & Family Connections Office/Early Intervention 
Program for Illinois to help with services.  This turned out to be a very frustrating procedure.  
We felt that our coordinator was not knowledgeable of the laws and basic procedures of the 
Early Intervention Program.   We did not receive accurate information. There was confusion on 
whether they would pay for hearing aids.  We were given no options of methods of communica-
tion. We were informed our son would be taught sign language.  

By chance, we live near St. Louis, Missouri, which happens to have three oral schools for deaf 
children.  My cousin arranged for us to meet with a lady she worked with who had a 7-year-old 
son with a cochlear implant.  We were amazed at what we heard. This boy was born profoundly 
deaf and he was able to speak. As we toured the oral schools in St. Louis, again, we were 
amazed at the children with cochlear implants who were speaking and listening and learning.  
Then we started researching the cochlear implant.

We chose to enroll our son.  They had a wonderful program for toddlers, which included a lot of 
parent training and support.  As they were teaching the children to speak and listen, they were 
also teaching the parents how to help their children learn in a more natural setting.  They assisted 
us in setting up our Individualized Family Service Plan.  At the Center we received more infor-
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mation about the cochlear implant.  Ryan wore hearing aids for several months – they did not 
help him at all.  We took Ryan to be tested and we learned he was a candidate for the implant.  
Ryan was 2 years, 9 months old when he received the cochlear implant.  

The first several months following the surgery were both exciting and frustrating.  We knew 
Ryan was hearing sound, but he was still not talking.  And then it happened – the words started 
coming and before long there were too many words to count.  By age 4, Ryan was talking in 
complete sentences.  We cannot get him to be quiet anymore!  He speaks very clearly and has 
good voice quality.  He communicates well with other children and adults.  Ryan is currently 
enrolled at the Center and will probably mainstream into our local public school in 1-2 years. 

We feel it is truly a miracle that our son can speak, and we are so thankful for the technology in 
the cochlear implant that gives him access to sound.
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Kelly Ann O’Malley
Mother of John

John was born at 25 weeks gestation due to my internal organs being too small to hold him 
40 weeks.  He was given the full dose of surfactant before delivery; however, he struggled to 
breathe and was put on a respirator for 4 days.  He was taken off and did great for 7 days, then 
he contracted a blood infection which put him back on the respirator on/off for a total of 35 days.  
Our total time in the NICU was 6 1/2 months.  During his hospital stay, he had a level III brain 
bleed which resolved, two seizures (no known cause), ROP Stage 2/Zone 2 which resolved, acid 
reflex (required a fundaplication & nissen surgery to help), hernia (required a second surgery), 
gross motor delays, cyanotic episodes where he would quit breathing, and repeatedly failed the 
hearing test.  No hearing test person thought he ‘really failed’ because John would be awake 
during the test & refuse to sleep and he would loudly suck on his pacifier, or the NICU was so 
loud – they thought for sure it interfered.  Finally, they told us to get him checked once he left 
the NICU.  Finally after 6 1/2 months of hospitalization and a second opinion, they figured out 
John’s biggest problem – he was having cyanotic episodes that were life threatening because he 
did not have enough oxygen reserves in his lungs to breathe; therefore, he needed a higher flow 
of oxygen to keep stable.  He was released 2 days later on 1.5 liters of oxygen.

We went for the hearing test – which showed he had a complete hearing loss in both ears up to 
90 decibels.  The audiologist said the finding was also consistent with water in the ears but usu-
ally that only accounted for a loss up to 40 decibels.  We were referred to an ear doctor to see 
about water in the ears.  It was confirmed both ears had water in them and we scheduled the 
tubes in both ears with great hope.  We waited 3 weeks after the procedure to do a follow up 
ABR.  The second ABR showed the exact same results – a profound hearing loss in both ears.  
The audiologist told us that with this type of loss John would probably never hear but should get 
cochlear implants to hear only loud noises.  She said we would probably just have to teach John 
sign language.  Not having any hearing-impaired family, friends or acquaintance, this unknown 
territory was devastating news.  I also believe she took one look at my son – recently released 
after a 6 1/2 month hospital stay, on oxygen, not moving very much due to motor delays – and 
made a few more assumptions about his potential.

We went back to the ENT Doctor and I was shocked how little he knew about cochlear implants.  
I asked him about the audiologists opinion on John’s hearing potential and he said he wasn’t sure 
but agreed cochlear was the next step – even if it didn’t given him much – some hearing was 
better than none. 

We met with a doctor May 27, 2005, and I will never forget that appointment because it was so 
hopeful.  She said there was every reason to believe John would have a good outcome with the 
cochlear, although further testing would tell her more.  She said that many kids with one cochle-
ar implant have normal hearing with the exception of:  a.) localizing noise, and, b.) background 
noise interference.  She said many learn to speak without any noticeable disability and the earlier 
we do the surgery the better for developing normal speech.  She did say John’s speaking ability 
could be hindered by his oral motor skills or any neurological problems.  We did the follow up 
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tests – Cat scan & MRI – as soon as possible and everything looked good. 

At the same time, I was looking for educational help with John’s hearing loss and was referred to 
a school that was the most hopeful school I had ever been to.  I was taken around and we spoke 
to many kids of all ages – 3, 5, 7 & 8.  I was shocked – most of the kids spoke better than I did.  
They could hear perfectly and were chattering like ‘normal kids’.  From that day on, I did not 
worry about my son’s deafness because I saw hope.

John turned 12 months (even though his corrected age was less than 9 months) old on August 
20th, and we were in the middle of getting insurance approval (which took 50 days!) for the 
implant.  Even though John was still on oxygen and the cold and flu season was approaching 
fast, all doctors were in agreement.  Although the surgery had more risks for John due to his 
damaged lungs (anesthesia would be more challenging), it was critical to do it as early as pos-
sible.  John had his surgery on October 12th.   We stayed for two nights due to increased obser-
vation because of John’s lungs.  On November 14th John got turned on and I videotaped his 
‘amazed look in his eyes’ as he heard for the first time.  By Christmas, he was tuned up so well, 
he could hear at ‘normal’ speaking levels.  By January, he was communicating back and forth to 
me, and also recognizing my voice when I was out of sight.  Although John’s low-tone mouth 
muscles may make it a challenge for him to speak clearly, we are doing everything we can to 
make sure he reaches his full potential.  I consider it a miracle that he can hear normally and is 
starting to communicate interactively.
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Alison Rollins
Mother of Max and Eli

I am a hearing mom who is married to a deaf man.  My husband’s cause of deafness is 
genetic.  He is the first person in his family to have profound, bilateral hearing loss.  Before 
pregnancy we met with a genetic counselor who explained there was an overall chance of 
about 20% that our child would be born with some type of hearing loss.  Before pregnancy, 
we agreed to provide a bilingual home for our children.  Our plan was that when commu-
nicating with our children, my husband would use American Sign Language and I would 
use spoken English. Before pregnancy, we had a lot of negative beliefs related to cochlear 
implants. I’ve found, however, that it’s easy to think you know what choices you would 
make until you are forced to actually make the choice.  

Our first son was born 5 weeks early.  We were worried there would be complications due to 
an early delivery but thankfully Max was strong and healthy.  Then Max “failed” his Newborn 
Hearing Screening.  Although we knew this was a possibility, we were devastated. Our minds 
were racing – should we stick to our original plan? We quickly began to discuss our options.  
We considered whether we should use American Sign Language exclusively or provide an 
auditory/oral environment.  At the time, cochlear implant surgery was not the path we wanted 
to take.  I immediately called to set up an appointment for an ABR which resulted in a diagno-
sis of a profound, unilateral loss.   Although this was worrisome to us, we were relieved that 
making a decision about a cochlear implant was not something we had to face.

Then 3 years later, Eli came along.  Eli passed the Newborn Hearing Screening.  I remember 
feeling very relieved in the hospital.  I was thankful that we would not need to worry about 
all of the appointments and driving back and forth to doctors and audiologists.  We went 
home to enjoy our new, expanded family. 

When Eli was about 7 weeks old, I felt in my gut that something wasn’t “right."  Our dog 
would bark and he wouldn’t even flinch.  Max would play tickle with his dad and would 
scream and still Eli didn’t bat an eyelash.  If he was looking at a light or a fan, I could not 
get him to look at me.  People told me I was worrying too much.  Our doctor told us not 
to worry.  He told us to have Eli’s eyes checked and wait another month.  We have genetic 
hearing loss in our family and our doctor told us to wait!  I thank God I trusted my instincts 
and brought him for a repeat hearing screening.  Eli referred in both ears.  We then brought 
him for a full ABR/ASSR which confirmed that he had profound hearing loss bilaterally.  I 
remember being told the news and feeling ice cold.  I am a teacher of the deaf at a school 
that uses Total Communication.  I have a deaf husband.  I have many Deaf friends and have 
been involved in the Deaf community for 20 years.  I have worked very hard to learn all I 
can about issues related to the education of deaf and hard of hearing children.  Yet in that 
moment, I felt I had never known anything. The audiologist was talking, handing me a fold-
er of information.  The social worker said something about calling her if we had any ques-
tions. I heard….nothing.  I comprehended….nothing.  



A Resource Notebook for Illinois Families 27

Suddenly, everything we thought we believed, did not feel true.  Once again we were faced 
with a flurry of questions.  We worried, should we get him a cochlear implant?  What will 
our friends think?   What will his life be like?  How will he communicate with the rest of 
our family members who don’t sign?   Eli began early intervention when he was 4 months 
old. While we struggled with our decision, we did decide to get a cochlear implant for Eli.  
For our family, it was the right path to take.  We went back to our original plan and contin-
ued to communicate using sign language and spoken English. 

Do we worry whether we made the right choices for Eli?  Sure we do.  But isn’t that the 
nature of parenting in general? I do want to emphasize that hearing loss doesn’t change the 
fact that Max and Eli are boys who love to do typical boy things.  They love music, swim-
ming, riding their bikes, reading, playing with cars, and playing video games.  

There are many things I have learned throughout our journey so far.  Among the most 
important is that it is okay to change paths when the one you are on doesn’t feel right.  
There will be many curves, bumps and forks along the way.  Sometimes, the paths even 
merge.  What’s important is to trust your instincts, do what’s best for YOUR family, and 
know you are never alone along the way.

2014 UPDATE

It's hard to believe but Max is now 12 years old and going into 7th grade.  Middle school has 
presented us with the typical middle school challenges.  He uses an assistive listening device for 
all of his classes so he can hear the teacher better.  It has been difficult for him to remember to 
bring the microphone to each class.  Peer groups are starting to become more pronounced.  Max 
has a nice group of friends and tells me that he is never made fun of by other kids because of his 
hearing loss.  He continues his love of music and joined the International Center of Deafness and 
the Arts (ICODA) a few years ago.  He has enjoyed his involvement in the musicals and being 
able to interact with others who are "like him".  

Eli is soon turning 9 years old and going into 3rd grade.  He has been fully mainstreamed since 
first grade.  He has made classroom friends and has done well in school. He has also found his 
love of sports.  He plays as a goalie for our local hockey team. For the last three years in June, 
he was involved in a week-long hockey camp in the Downer's Grove/Woodridge area.  It is a 
camp that is for children with hearing loss called AHIHA. (American Hearing Impaired Hockey 
Association) People come from all over the country for this camp.  It is a great time for all.  

We have been very fortunate to have found these organizations for our boys. The resources avail-
able throughout Illinois and the ability to locate those resources has improved so much in the last 
10 years.  We are so thankful to CHOICES for Parents and the coalition members for providing 
the support and resources for our family and families everywhere.  


