This item is included, not as a testament to the work I have done, but to remind me of how important it is to understand the emotional aspect to Audiology.  This recounts the experiences of a mother whose daughter was diagnosed as being deaf and her struggle with the journey.  This story is a good reminder of how the importance of counseling, empathy and professionalism is in our field.

When you’re going to have a baby, it’s like planning a fabulous vacation trip to Italy.  You buy a bunch of guidebooks and make wonderful plans.  The Coliseum, Michelangelo’s David, the gondolas in Venice.  You learn some handy phrases in Italian.  It’s all very exciting.   


After months of eager anticipation, the day finally arrives.  You pack your bags and off you go.  Several hours later, the plane lands.  The stewardess says, “Welcome to Holland.”  “Holland?” you say, “What do you mean, Holland?  I signed up for Italy!  I’m supposed to be in Italy.  All my life I’ve dreamed of going to Italy.”  But there’s been a change in the flight plan.  They’ve landed in Holland and you must stay.


The important thing is they haven’t taken you to a horrible, disgusting, filthy place of pestilence, famine and disease; it’s just a different place.  You must go out and buy new guidebooks and learn a whole new language.  You will meet a new group of people you would never have met.  Holland is slower paced than Italy, less flashy.  But after you’ve been there for a while and you catch your breath, you look around and begin to notice that Holland has windmills.  Holland has tulips.  Holland even has Rembrandt.


But everyone you know is busy coming and going from Italy.  And they’re bragging about what a wonderful time they had there.  And for the rest of your life, you will say, “Yes, that’s where I was supposed to go, that’s what I had planned.”  And the pain of that will never go away because the loss of that dream is a very significant loss.  But if you spent your life mourning the fact that you didn’t get to Italy, you may never be free to enjoy the very special, very lovely things about Holland.

************************************************************************


Today is June 1, 2001, and we are at Children’s Hospital to try this again.  Hailey and I were here on May 14 for an ABR (auditory brain stem response), but the tests were incomplete so we had to come back.  The ABR hearing test is used in small infants, as it does not require a conscious response.  The child is sedated and once asleep the testing begins.  A small speaker, which produces a clicking sound, is attached to the head near the ear. Electrodes track and record the nerve signal, which helps locate the actual place of the hearing loss.  Once the testing is complete, the child is then placed in recovery for one to two hours until she is completely alert.  At that time, she is free to go home—and take either the good news or bad news with her.


Even though we had gone through the motions weeks prior to this, I honestly had no idea what to expect.  The test was incomplete the first time because Hailey would never fall asleep.  She had three doses (normal amount is one to two) of whatever they give the child to make her sleepy.  The child must remain completely still in order for the test to be a success.


This time, Hailey fell asleep after the first dose.  I sat in the cool, dark room, rocking Hailey to sleep so that she could take a test that would change her life forever.  The nurse would peek through the blinds every now and then to make sure Hailey was sound asleep.  Once asleep, the test began.  The speaker was attached near her ear, and the other electrodes were attached elsewhere on her head.  We had to keep completely still through the 20-30 minutes of torture.  Throughout the testing, the audiologist would say every now and then “Ok, good”…. “ok, good”…. “ok, good.”  So, here I am thinking that everything is good.


When the test was finished, the audiologist printed the data, reviewed it, and then gave me the results.  She told me that Hailey has bilateral, sensorineural hearing loss.  That didn’t sound so bad…but then I asked her what that meant, exactly.  She told me that Hailey is profoundly deaf in both ears – due to an inner ear hearing loss and that the hair cells in each ear are dead.  The hair cells are the crucial part of the inner ear that bounce the sound waves through the ear canal and carry the sound to the brain.  Since Hailey does not have any active hair cells, the information that goes into her ears has nowhere to go.  She cannot hear.


After I heard the unexpected news, Hailey was taken to the recovery ward where she would stay until she was alert enough to be discharged.  Those were two very long hours.  I was sitting on life-altering information that I could not share with my family until Hailey woke up.  I did not want to share the news from the phone at the nurse’s station and was not about to leave her side.  Before we left, I was handed a packet of information regarding hearing loss, hearing aids, what to do, what not to do, who to see, and so on.  In a matter of hours, I had gone from a bit worried to completely frightened and overwhelmed.


When Hailey was discharged, I carried her to the car and pulled the stroller behind me.  Without realizing it, I had already begun to treat Hailey like a china doll.  I felt like I had this extra sense of duty to protect her over and above the normal way a mother protects her young.  I called my husband to tell him the news and we both cried, and before too long the phone was ringing non-stop as the news began to reach all family members.


When we got home, my husband and children greeted us at the door.  We all took turns holding and hugging Hailey.  Dan and I went through the packet of information and tried to make sense out of the endless pieces of paper.  Each time we read a new piece of paper, the reality sunk in just a bit more.  Knowing that our little fourteen- month old would need hearing aids as well as other things, we were asking ourselves “how are we going to pay for all of this?”  We were told that typically hearing aids are not covered under most insurance plans, that they run about $900.00 each, and Hailey would need one for each ear.


Over the next two weeks, Hailey was seen by the ear, nose, and throat specialist to confirm her hearing loss, recommend hearing aids and to take blood for genetic testing with a test called Conx 26.  If the results of the blood test are positive, then the hearing loss is genetic.  If negative, then they try to find the cause.  Her results came back negative and we were relieved.  A “booth test” was taken to confirm the ABR test taken the week prior.  Hailey sat on my lap in a soundproof booth while different levels of sounds were projected in the room.  She did not pass a single test, confirming the hearing loss.


Hailey was fitted for hearing aids and ear molds were taken.  At that same appointment, we signed an enormous amount of paperwork to get Hailey “into the system.”  Once the paperwork was completed, our next round of endless appointments were made for speech therapy and audiology.  Once the hearing aids were in (which took about two weeks), the entire family went to the appointment so we could all learn first hand how to care for them and put them on Hailey.  It was a good first experience for us all.

One question we kept asking ourselves that no one could answer (and still can’t) is “why is Hailey deaf?”  As a mother, I have several ideas about this but cannot get anyone to justify them for me.


When I was pregnant with Hailey, for the most part, it was very unpleasant, unlike the other two pregnancies which went like clockwork.  I had everything from lab technicians not paying attention to directions and not taking enough blood to having test results come back abnormal.  One of the tests I had taken came back abnormally high; so high, that the doctor’s office called me immediately to say I needed to have an amniocentesis.  The result of that extremely painful procedure, if correct, would show that I had a 1 in 5 chance of having a child with Down’s syndrome.  The test is given to confirm (or not) that the child has Down’s syndrome so the mother can terminate the pregnancy if she chooses.  While that was not an option for me, I did want to know the outcome so that I could prepare myself by reading up on Down’s syndrome to be a better parent for the child.  The test came back normal, which was a big relief, but I still had a feeling that something was not right.  It was not until the actual birth that I would know for sure…so all I had to do was to sit tight and wait about 4 more months!


Hailey was due on April 21, 2000. On Friday, April 14th, I just had this feeling that today was going to be the day.  For some odd reason, I decided to clean the bathrooms and scrub the floors. Dan called his mom to say that “tonight may be the night” and could she check on me since he was at work.  My mother-in-law called me to say she would be visiting her sister and to call if I needed her.  After dinner, I sent Danny down to a friend’s house to spend the night.  My mother-in-law stopped by because she got the feeling that we would be going to the hospital.  She put Alex, my other daughter, in the car while I was getting my things together.  While doing so, my water broke and I immediately went into active labor.  My mother-in-law had to call 911 and they gave her directions until the paramedics could arrive.   I was upstairs in the kids’ bathroom when one paramedic came up to see if there was enough time to get me to the hospital.  He said we did, I said we didn’t.  He assured me that we had enough time.  The other paramedics were having trouble getting the stretcher up the angled staircase.  While they were standing outside of the bathroom discussing how they were going to get me downstairs, Hailey was born.  Since all of the paramedics were out in the hall, there was no one available to catch Hailey. This caused Hailey to be born onto the bathroom floor, causing her to hit her head.  My first concern was that she was OK and was breathing, which she was.  They then took us to Mercy Hospital in Fairfield because it was the closest.  The hospital staff ran a myriad of tests, checking for hypothermia, head injuries, internal injuries, etc., but never checked for hearing loss.  If she had been born at Good Sam, as was the plan, they would have done a newborn screening test for hearing loss.  
Once Hailey was born, she was rushed to the ambulance where she received oxygen and the heater was placed on high. Meanwhile, the paramedics were still trying to figure out how to get me down the stairs without having to physically carry me--which they were seriously considering at this point. When they finally got a stretcher that they could maneuver up the staircase, I was reunited with Hailey but only by sight. The paramedics were keeping a close eye on her until they could hand her over to the hospital staff. Babies are born at home all the time, but the birth is planned and the delivery space is sterile. Because Hailey was born unexpectedly, I did not have the chance to sterilize the kids' bathroom floor. I will know better next time.
          When we arrived at Mercy Fairfield, Hailey was whisked away by a nurse waiting to greet us at the Emergency Room entrance. My husband, Dan, had just arrived as he was fighting Friday night traffic coming from downtown. He walked with me up to my room where both Hailey and I underwent testing, hers more intense and intrusive than mine. Once she was examined from head to toe, Hailey was then put in an incubator in my room where she underwent observation. They were checking for signs of head injuries, internal injuries and hypothermia. 
          While all of this is going on, I was being asked to complete an endless stack of paperwork so that I could be formally admitted and registered. Since my hospital of choice was Good Sam, my registration papers were there as were my medical records. Paperwork was the last thing on my mind, as I was preoccupied with Hailey and her condition. Even though she was only a few feet away, it felt like a few miles away as we were separated by the tubes, wires and monitors that both of us were wearing.
          After three and a half very long hours, I finally got to hold Hailey for the first time. Hailey was not even four hours old and I felt like I had already missed so much of her life; the immediate bond that mother and child share after the birth was gone forever.
Hailey and I were both discharged 48 hours later and were thrilled to be home.


Everything seemed fine once we got home and settled in.  Hailey was alert, active and vibrant. But as time went by, I did not notice a lot of movement.  At four and six months, she was not sitting up, and if you propped her up, she would fall over like a rag doll.  Her pediatrician was aware of this and gave her until her 9- month check up to sit up.  If she could not do so by then, Hailey would be referred for testing which would determine whether or not she needed to see a physical therapist and/or neurologist. After numerous tests, Hailey was put under the cerebral palsy umbrella for low muscle tone and hypotonia… fancy words for a lazy mid-section.  Physical therapy did a world of good for Hailey as she gradually learned to sit, crawl, stand, and eventually, walk.


For the first few months, Hailey received physical therapy twice a week and as she became stronger, it was reduced to once a week.  As time went on, not only were we aware of her lazy mid section, be we also noticed Hailey was not reaching age-appropriate milestones.  Hailey was receiving in-home visits from Early Intervention and also MRDD for developmental delays.  No one could pinpoint the problem. Each time Hailey was seen, either by the physical therapist or by an in-home visit, I was given things to work on with Hailey every day.  This became a real challenge, as it was difficult to find time for just her. 

 Ever since Hailey was born, my middle child, Alexandria (Alex for short) has been extremely jealous of her.  My oldest child, Danny, did not seem affected by the extra attention Hailey was receiving.  Alex was three and a half years old when Hailey was born and I really thought that jealousy would not be an issue.  I even went so far as to have wrapped gifts tucked away to give to Alex and Danny when someone would bring a baby gift for Hailey so they would not feel left out.  Alex really enjoyed that and I thought I was well on my way to raising a non-jealous middle child; boy was I wrong!  Alex was determined to get my attention any way she could.  She did everything from poking herself in the eye with a pair of scissors to cutting the hair on the top of her head down to the scalp. That was just the beginning. As time passed, Alex’s hair grew back, and her bout with jealousy did too.  Each time I tried to complete an assignment with Hailey, Alex would be right there, wanting me to do the same thing with her. It wasn’t an issue for the first few days, but it soon became a real problem when Alex wouldn’t let Hailey have her turn.  I kept reminding Alex that Hailey needs to play this game so she can be strong like you, but Alex just would not buy into that and wanted another turn. 

Both of the girls loved the magic carpet ride.  Knowing that Hailey’s main problem is her lazy mid-section, many of the assignments targeted that area and this game was one of them.  I took a blanket and put it on the floor, put Hailey in the middle of it and propped her up with pillows on either side.  Then I would slowly pull the blanket around the room.  This would cause Hailey to be forced to use her mid- section, making it stronger.  After about a half of a turn for Hailey, Alex would step on the blanket and tell me it is her turn.  I was trying to understand that it was hard for a three and a half year old to wait her turn, but Alex needed to understand that this was for Hailey and I just didn’t know how to relay that information without reducing Alex to tears.  There were many times when the homework assignments for Hailey just didn’t get done and I tried not to dwell on that.  It was very hard for me to accept the fact that I could not do everything and be everywhere, but eventually, I was forced to.  I worked with Hailey when I could but tried not to worry too much about it when I could not.


By twelve months of age, Hailey learned to sit up and eventually crawl.  We were thrilled with Hailey’s progress, but kept wondering why she was having such a hard time doing the simple tasks that most babies master by six to nine months.  My other two children walked at ten months old, so the fact that Hailey was just learning to crawl at a year old was hard for me but we cheered for her just the same.  Once Hailey was mobile in the house, she began to clumsily explore things she had only seen from her playpen or had been given to her.  Watching Hailey try to maneuver her own body without falling was hard but I knew it only made her stronger.  As time went on, Hailey began to master the art of crawling and soon tried climbing.  We live in a two- story house with a basement, so the floors vibrate when walked on. We had all had decided that Hailey had finally recognized her name, as she would turn to us when we would call her name or talk to her.  This excited Alex because she knew that the sooner Hailey got “better”, the sooner Alex could have more of Mommy’s attention.  Things really seemed to be coming together for Hailey, and we were all so proud of her. 

           Each time I changed Hailey’s diaper I would talk to her, sing, or just be plain silly – anything to keep her still.  While changing her diaper one Saturday afternoon, I kept tickling her and saying “Mama’s gonna get you”, “Momma’s gonna get you.”  Before I could say that again, Hailey looked at me and mouthed “Mama”, but nothing came out.  I found that a bit odd but didn’t really think too much about it.  Later that evening, we were having one of our rare family nights at home just watching television and being together.  Alex had her daddy’s basketball whistle and was blowing it in the family room where we were watching television.  The sound was terribly annoying and we all told her to stop.  Well, being the feisty four-year old that she was, she would “sneak” a blow in every now and then, as if we wouldn’t notice.  Each time she blew the whistle, we would cover our ears, all of us except Hailey.  She paid absolutely no attention to the whistle.  I told Dan that I didn’t think that was normal and explained to him what happened earlier that day while changing her diaper.   Dan told me I was crazy and told Alex to blow the whistle again and when she did, Hailey turned around.  Dan looked at me and said, “I rest my case.”  


Our son, Danny, is our little scientist and experimenter and he asked me if he could do his own test on Hailey to see if she could hear.   I had no problem with that, so he proceeded to get a piece of paper and also the whistle.  He stood behind Hailey, held up the piece of paper by her head, and then blew the whistle as loud as he could.  Hailey did not flinch and kept on playing with her puzzle.  It was at this point that Danny turned to us and said, “Hailey can’t hear and the only reason she turned around when Alex blew the whistle the last time was because Hailey felt the air on her head from the whistle.”   Dan and I just sat there dumbfounded.  Could our ten-year old be right?  Could Hailey be deaf?  I told Dan and the kids that Hailey probably has fluid in her ears that is causing her hearing to be impaired and that I will take her in to have it checked.


The following day, Hailey had an appointment with her neurologist regarding her low muscle tone, and I had mentioned to him that I was concerned with Hailey’s hearing or lack thereof.  What I was about to witness from a man with four separate degrees truly had me question his medical ability.  He went to his little black bag (he was the very first medical professional I had ever seen that actually carried one), and pulled out the “Bell” doll, a McDonald’s Happy Meal toy that had an actual bell attached to it. He then had Hailey sit on my lap and face him.  He scooted his stool towards us and held out both hands on either side of us.  He rang the bell and Hailey looked at the doll.  He then said, “why, there’s nothing wrong with her hearing, maybe just a little fluid”.  I did not want to insult him but asked him to write a referral for a second opinion.  At this time, he was her primary care physician and he had to write the referral for a hearing test.  He reluctantly did so.  He then completed the rest of his exam regarding her muscle tone and we were on our way.  Not satisfied with his “test” at all, I immediately called Children’s Hospital to schedule an appointment for a hearing test that would change our lives forever.

************************************************************************


Immediately after Hailey’s hearing aids arrived, she began therapy.  Therapy in many forms would become a vital part of this tiny person’s life for the next year.  We were told that the window for learning language is small and that by the time a child reaches five years of age, most of the basic language will have been absorbed.  Hailey was fourteen months old at the time of diagnosis and because of this, her therapy sessions were pushed into high gear, for fear of losing language.


Speech therapy was new to me, as my other two children had never needed it.  Hailey’s first speech therapy was with Amanda.  I was both excited and nervous about her first visit and had no idea what to expect.  Amanda came out to greet Hailey and me and said, “Hi, I am Amanda and I will be Hailey’s aural speech therapist.”  I did not understand what she said and asked her to repeat it.  She said she was an aural speech therapist.  The visit hadn’t even begun and I was already apprehensive about this woman.  Here is this “qualified” speech therapist that can’t even pronounce the word “oral”.  I was quick to correct her and ask, “Do you mean to say “Oral therapist?”   She could tell that I was new at this and kindly introduced me to the world of speech therapy.  Amanda explained that there are two types of speech therapy:  Oral therapy and aural therapy.  Oral therapy helps the child learn to talk, whereas aural therapy helps the child learn to listen to sounds or what other people are saying.  The kindness and warmth given in her explanation told me that this was place to be and that Hailey was in good hands.  Amanda further explained that Hailey would be seen twice a week at first by both the oral and aural therapist, then once a week when they see progress.  


A new role had been added to my already full plate, and that was the role of taxi-driver and in-home therapist for Hailey.  As this took up a good part of my day, Danny and Alex were forced to make changes in their daily routines.  Though they did not complain, I could see that they were beginning to feel left out.  It was not my intention to make Hailey the top priority in my life, but at that time, that was how it had to be.  I found myself (and still do) doing things for the other two that I wouldn’t normally do to make up for the time I could not spend with them because of Hailey.  I would rent them videos, take them out to eat, buy unnecessary things at the store.  At one point, I felt like I was trying to buy their love and understanding.  Time with Danny and Alex was hard to come by but I did my best to make it work.  Dan was pretty much out of the parenting picture at this point as he was working double shifts to help make up for the added expense of Hailey’s disability.  As confusing and disruptive as it all seemed, we managed to make it work.  


It was suggested to us that we look into enrolling Hailey into the LOFT program at St. Rita’s.  The LOFT (Learning Opportunities For Tots) is for infants and toddlers up to age three and is open to both hearing and non-hearing children.  Enrolling Hailey into the LOFT Program was a bittersweet experience for me.  Part of me was happy that she had a place where she would be among other deaf children, while the other part of me was terribly sad that she had to be there in the first place.  The teachers at St. Rita’s were absolutely wonderful with Hailey and that made me feel like I was doing the right thing.  Hailey seemed to quickly adjust to her new surroundings and looked forward to school three days a week.  What I found interesting was that of the seven children in Hailey’s class, Hailey was the only child who was deaf. This bothered me at first but I decided that if it didn’t bother Hailey, I wouldn’t let it bother me.  The other six children were hearing and their parents just liked the setting of St. Rita’s and wanted their children to be well rounded by this experience. The staff was very good about making sure Hailey wore her hearing aids even though she did not like to keep them on.  It wasn’t long before Hailey became extremely attached to new friends at St. Rita’s.

Hailey’s progress was evaluated each week and a “booth” hearing test was conducted every other week to see if Hailey was gaining access to sound through the use of hearing aids.  The booth test was conducted in a sound proof booth to see if Hailey would react to different types of sounds, everything from high- pitched tones to low, soft whispers.  Hailey failed the tests for June, July and August.  While the hearing aids provided some access to hearing, unfortunately, it was not enough to be able to develop spoken language.  The audiology staff at Children’s Hospital was absolutely fantastic and they did everything they could to make sure that Hailey got the most out of her hearing aids.  At the end of her last speech therapy visit for the month of August, Amanda told me that while it had only been three months, Hailey’s hearing had not improved and should have done so by now.  Before I had a chance to even think about what she had just told me, Amanda quickly said that Hailey still might have the chance to hear.   Amanda asked me if I was familiar with the cochlear implant and I curiously shook my head no.  I told Amanda that I didn’t care what it was that I just wanted Hailey to have whatever is necessary in order for her to be able to hear.   Amanda proceeded to give me a very vague description of this wonderful sounding piece of equipment that would “cure” Hailey.  She explained that there is a piece that attaches to the head and another piece that fits behind the ear—kind of like a hearing aid.  Well, this just sounded too good to be true.  Who wouldn’t want this for their child and where do I sign?  


I told Amanda that I would be willing to try this cochlear implant device and asked her when she can be fitted for it, since it fits like a hearing aid.  Amanda told me that she doesn’t even know if Hailey would be allowed to use it, and that both Dan and I would have to meet with her so she could explain the device in detail before she went any further.  I gladly volunteered Dan to join the meeting that Amanda and I had set up in order to learn more about the cochlear implant.   I could not wait to get home to tell Dan the good news regarding the cochlear implant.  When I told Dan, he was just as excited as I was and we both knew this was what we wanted for Hailey.  


Dan and I arrived a few minutes early to the appointment with Amanda and were anxious to find out more about the cochlear implant.  We were finally called back to Amanda’s office and she started the meeting by saying “I will get right to the point since I know you are both excited about this amazing possibility for Hailey.”  With that out of the way, Amanda opened a brief case the size of an overnight bag and proceeded to show us the device, explain how it works, and everything else regarding the implant process.  The device itself has three components: an internal device that is surgically implanted into the skull, an external microphone that attaches to the outer part of the head directly over the internal device, and a processor that is worn against the body and attached by a harness.  The internal device bypasses the damaged area causing the deafness and is threaded into the cochlea –a powerful magnet is part of it. The external microphone is the size of a quarter and has a powerful magnet in it as well.  This device attaches to the skull directly over the internal magnet, thus causing it to stick.  Since Hailey is profoundly deaf in both ears, the tiny hole in the microphone is the only access to sound she will have---not through her ears as would be the case with hearing aids.  The processor is attached to the microphone by a thin wire about 12 inches long.  For small children, the processor is worn on the back so they cannot play with the settings or turn the device off.  The processor is the heart of the entire implant as it contains the programmed software containing the necessary frequencies in order for Hailey to hear.  


Dan and I sat motionless as Amanda continued to effortlessly explain the mechanics of the cochlear implant.  After she explained the implant itself, she then explained the steps necessary in order for Hailey to become an implant recipient. Because the surgery is so invasive and permanent, a strict application process was designed for implant candidates.  The first step, Amanda explained, would be for us to officially approve the cochlear implant by signing a form.  We signed the paper at the meeting and wanted to know what was next.  The second step would be for Hailey to take a series of tests; such as an MRI that would show if her cochlea is completely intact, along with an interview from the eight-member cochlear implant panel. This took about two months total due to limited appointment availability. All tests and interviews were excellent …so far, so good.   Next, Dan and I would receive counseling from a social worker to make sure we understood all of the ramifications, and to make sure that we come from a stable background since a child with an implant is high maintenance and requires a lot of time and patience.  This meeting was very interesting as we were introduced to the opposing sides of the hearing and non- hearing world.  After Sherry pried into our personal lives and seemed to be satisfied, she then asked us if we were familiar with the deaf culture.  I told her that since it has only been three months since Hailey’s diagnosis, we are only familiar with the people from St. Rita’s and they seem very nice.  She then told us that the deaf community is against the cochlear implant because it invades their right to be deaf, and that we need to be prepared for deaf people coming up to us in the mall or other public places and condemning us for doing such an awful thing to Hailey.  This was something we had not thought of and were now somewhat concerned since Hailey was attending St. Rita’s.  Sherry told me to wait until a few days prior to surgery to tell St. Rita’s if that would make me feel better, which it did.

Each member of the cochlear implant team recommended Hailey for surgery, which was then scheduled for December 3rd, 2001.  We were told that normally, the entire application process for an implant candidate can take six to nine months but due to the severity of Hailey’s hearing loss and the type of hearing loss, she was an exceptional candidate.  Hailey’s application from start to finish took less than three months—and that included surgery.  


Just as we were getting used to Hailey being deaf, we were now trying to get used to the fact that Hailey might soon be able to hear. The surgery was scheduled for one o’clock on Tuesday, December 3rd and we were given specific instructions about what to do the night before, what she can and can’t have prior to surgery, what time to arrive, and how long the surgery should take.  Hailey was nineteen months old and attached to her bottle, and she did not understand why she could not have a bottle the night before surgery or the day of.  In fact, she did not understand what was about to happen to her and I was not about to explain it to her.  She fussed most of the way to Children’s Hospital but Dan and I had to let her cry because she could not have the one thing she wanted…her bottle.  Hailey seemed to calm down a bit as we pulled into the hospital parking lot at eleven a.m., which helped to ease the anxiety we were feeling.  I carried Hailey from the parking lot to the surgery waiting room on the fourth floor while Dan carried my overnight bag.  He offered to carry Hailey but I wasn’t about to let her out of my hands or my sight until absolutely necessary.  Everything went smoothly, which was a big relief to us both. Hailey was in a pre-op room for about an hour so the nurse could do a last minute check for ear infection, cold, fever or anything that could prevent surgery at the last minute.  Once Hailey received a clean bill of health, she was given an oral sedation medication, which took affect immediately.  Once she was asleep, I let her teary-eyed father carry her down the long corridor into the surgery room where a nurse took her from his arms.  We would not see Hailey again until hours later.  


Dan and I both took books, crossword puzzles, and magazines so we would not have to leave the waiting room—we didn’t look at one single thing.  Shortly after Hailey was taken in for surgery, Dan fell asleep from exhaustion and worry and I ended up talking to my mother-in-law about anything and everything in order to keep my mind off of Hailey.  I hadn’t eaten since the night before and was starting to get a headache so Dan’s mom persuaded me to go with her to the cafeteria for lunch.  She even got a beeper from the nurse’s station so I could be in constant contact if something were to happen.  It was a quick but welcomed break.  A surgical nurse would phone the waiting room every hour to update us on Hailey’s progress; Dan and I took turns receiving the call every hour.   The surgery was finally over at 7:30 and Dan and I were allowed to go back to recovery to see her.  I couldn’t get down the hall fast enough to was shocked to see her lying there so lifeless with her head wrapped up like a mummy.  Dan and I wondered if we had done the right thing and were assured by the attending nurse that Hailey would wake up shortly and will “bounce back in a flash”.  Not ten minutes later, Hailey started to wake up which was a very good sign and a big relief for us both.  Once Hailey was awake and her vitals were normal, she was moved to a private room for the night.  Though the implant surgery is invasive, it is rather simple and recovery time in the hospital is only twenty- four hours so Hailey would be discharged the very next day.  I could not believe how alert Hailey was by the next day; it was almost as if she did not have surgery at all…truly amazing.


We were told to keep the bandage on her head until her post-op visit in one week. If everything was healing properly, the bandages could be removed.  The incision looked great, the bandages were removed, and Hailey was given a clean bill of health.  All we had to do now was wait four weeks until the incision was totally healed at which time the external device could be activated by the audiologist.  Those were four very long weeks of anticipation, anxiety, excitement, worry and waiting.  On January 10th, Hailey was scheduled to be “turned on”. We were told beforehand that Hailey may or may not respond to sound at the first visit, to not be upset if nothing happens, and just because Hailey may not respond the first time does not mean the implant is not working. By that time, Dan and I were used to the debriefing process and decided we would go to this appointment with hope but not disappointment if things did not work out.  The first visit was a lengthy one as the audiologist had to take software from her computer and program it into Hailey’s new processor.  This was a trial and error situation since the only way to tell if the software is working is by reactions from Hailey.  Unfortunately, Hailey did not respond when she was turned on as we had hoped so all we could do now is continue with oral and aural therapy and wait for a sign from Hailey that the implant is working.  Everyone involved in Hailey’s well being was confident the implant was working and that it was only a matter of time before Hailey would be responding to sound.  Dan and I kept telling ourselves the same thing but we were not seeing the results we had hoped for and were now wondering if the device was working at all.  Each week I took Hailey to therapy, hoping for a reaction to sound but each week the result was the same.  It was now March of 2002, Hailey was twenty-three months old and still not walking on top of not responding to sound; I was becoming discouraged.  Then, on March 25, Hailey woke up and did two miraculous things:  she took five steps and made three sounds.  I could not believe what I was seeing or hearing.  At first I thought it was a fluke until she did it throughout the day and again the next day and the next.  Her next therapy appointment could not come fast enough for me to share the news.  The audiologist told me Hailey is starting to realize that she can make the same sounds with her voice that she hears, which is the hard part, and that she will now begin to make more sounds and eventually speak.  We were so excited and happy for Hailey because everything was finally coming together and all of her hard work was starting to pay off.   I did find it odd that Hailey made sounds and took steps in the same day.  Why steps all of a sudden when she had been going to physical therapy for over a year?  It occurred to me that maybe Hailey did not have Cerebral Palsy after all but was in a constant state of vertigo due to her inner ear hearing loss and that the activation of the cochlear implant grounded her somewhat.  I ran that conclusion past Hailey’s ENT and he said it was possible, but highly doubtful.  Whatever the reason, I am just thankful it happened and that Hailey could now walk and had access to sound…now if she could only learn how to speak. From the time I found out Hailey was deaf there was and always will be a permanent sadness embedded in my heart, as there are some things that she will never be able to do or enjoy. On the other hand, in what has seemed like a lifetime but has really been less than two years, Hailey has accomplished many things that I thought she would never be able to do thanks to her cochlear implant.
          Prior to Hailey's cochlear implant, she was enrolled in many different programs geared towards infants (0-3years) with disabilities. Three of these programs, Early Intervention, MRDD, and the Regional Infant Hearing Program, sent the instructors out to my house so they could conduct in-home visits. It was a wonderful program and one less trip I had to make as I was already at Children's Hospital 2-4 days per week for various therapies or appointments.
          Each provider did their magic on Hailey. The Regional Infant Hearing Program was my favorite program of the three. This program is specifically geared towards children with hearing impairment so everything taught is just for Hailey, whereas the other two programs are for children in general with disabilities. They are great programs, but for Hailey, the hearing program was the best. Each time Sandy came to the house. Sound discrimination was the biggest concern Sandy said. So, with Hailey's hearing aids on, we would play games involving sound discrimination; such as the doorbell game. I would sit in my living room with Hailey while Sandy went outside (in 35 degree weather) to ring the doorbell several times. I would then make an "L" with my thumb and index finger and put it to my ear, thumb touching my ear, and would say "Hailey, listen. Did you hear that? It's the doorbell.... doorbell... someone is ringing the doorbell."
          We would do that for what seemed like 100 times.... Sandy assured me that repetition is key and Hailey would eventually get it. Well, months went on, and Hailey was not getting it. We played the same game with the telephone, microwave and any environmental sound we could think of. As time went on, I began to get disappointed, but kept my face of courage that I had learned to master early on. 
          Knowing that Sandy sees many children, several of them with other disabilities, I often times gave some of Hailey's toys to her so she could give them to the less fortunate children. One of these toys was a piano--not electronic, but the kind where you pound on a colored key and it makes noise (the same kind of keys as a xylophone). I told Sandy that the piano is basically a useless toy for Hailey because she cannot hear the sound. So she thinks it is a stupid toy and doesn't play with it. Sandy refused to take that toy, telling me that "Hailey will hear someday and she will absolutely love that toy! You hold onto that until she can her, then if she doesn't like it, I will take it." At that point, I was both hopeful and discouraged. 
          Hailey continued the in-home visits and the many other appointments after her cochlear implant. We were told that Hailey had sound because the hearing test she was given come back with brain-stimulated responses. That was great news, but Hailey still was not talking and we were starting to wonder if we had made the right choice. Each time we had an in-home visit or went to the other appointments, we were assured that this was "temporary". Even though Hailey now has access to sound, she did not in the past so she has no idea what sound is...which is why she has the in-home visits and other appointments at Children's. Once again, this was making sense, sounding great, but we were not seeing any outstanding results from Hailey. Were we expecting too much from our little hero? Were we setting ourselves up for a huge fall? Were we being selfish in doing this at all and that maybe Hailey couldn’t care less if she is deaf? While we had these reservations we did not give up for we had complete confidence in those professionals working with Hailey.
          The summer following her implant surgery, Hailey began a four-week summer program for hearing impaired children who have access to sound. Once again, we put our faith in the hands of professionals just hoping that Hailey will begin to benefit from this device. By the end of the four-week program, Hailey could say six words. This was fantastic, but it was still not good enough for us. We then enrolled her in the toddler program at the same school where she would attend Monday through Friday mornings. The school is extremely expensive, but we decided in the beginning that a price tag could not be put on a child and felt that it was our parental duty to ensure that Hailey gets the most out of her new ear. 
          Everyday, twice a day, I drove from the Forrest Fair Mall area to Zig-Zag Road in Blue Ash. Everyday I told myself that we were doing the right thing for Hailey. As time went on, we began to see a little more progress each week. Hailey began to grasp the idea of language, listening and speaking. It was finally all coming together. At the end of the school year we met with her teachers for her evaluation and we could not believe our ears. In September of 2002, Hailey started school with only a six-word vocabulary. By the time she completed the toddler program in May 2003, Hailey could say over 300 words. It was at that moment that Dan and I knew we had made the right decision for Hailey and that she was on her way into the hearing world.
          Knowing that Hailey was gaining access to sound, I pulled out the piano that I had previously packed away to see if she would play with it. After just a few pecks at the keys, I could not get her to stop. As I stood behind her with teary eyes I knew that Hailey was only playing that piano because she could hear the sound. Hailey’s long, hard work had finally paid off and she could now hear things that she could not hear prior to her cochlear implant.  

Life does not seem so hectic and uncertain and Hailey seems to be adjusting quite well to her new ear.  Our family has returned to operating in a somewhat normal fashion again and bouts with jealousy have seemed to die down.  It is truly amazing what technology can do for those in need.  Prior to receiving the cochlear implant, Hailey was profoundly deaf and could not hear a thing.  With the cochlear implant and months of intense therapy and training, Hailey now has the equivalent of a mild hearing loss.  Now that Hailey can hear and understand language, our goal is to eventually have her mainstreamed into the public school system so she can compete with her hearing peers.
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