LAURIE HAS A BEAUTIFUL STORY TO TELL ABOUT HER ADVENTURE TO HEARING
I was diagnosed with hearing loss in the high frequencies at age five.  At that time there were no hearing aids compatible with my type of loss and the audiologist suggested that I sit in the front of the class  to hear better.  After that I pretty much ignored the existence of my hearing loss and did not like to be reminded of it.  While my loss is hereditary, the only other person in my family who had it was my father, who did not start losing hearing until his 30's and then far more gradually.   So I learned to read lips (although I didn't realize I was doing it until I was 20) and generally tried to avoid noisy situations where it was hard to hear.  My younger sister became an audiologist and I grudgingly let her start testing my hearing in my 20's.

 

After my children started school my hearing loss increased and I admitted to myself that I needed to improve my hearing somehow.  I was volunteering to help in school, but after a few years found that I had to quit because the noisy environment combined with the higher voices of the children made it nearly impossible for me to understand them.  At that time I had normal range hearing in the lowest frequencies, a steep dropoff, and then complete deafness in the high frequencies.  Hearing aids had just been developed that could be programmed for my situation.  My sister helped me try these aids, but I just hated them.  There was a limited range of frequency that they could actually improve and I found them uncomfortable and screechy.  She tested me after the trial period and she agreed with me that they were not significantly helping me.  In my mind I had made "the big step" in getting them, and to have them not help was pretty upsetting.  

 

Around the same time she convinced me to go with her to a cochlear implant seminar where she was assisting.  I didn't seriously think she was implying that I would need them.  After all, in my mind I was just hard of hearing, not DEAF, right?  I did not get anything out of that seminar, except thinking "eeeew, gross.  A magnet stuck to your head?"  I do remember an advocates story about how she woke up one morning completely deaf, and after a year of trying to adjust, decided to get the CI and was doing marvelously.  I thought well, good for her, but didn't relate to it personally.  To me, my hearing loss was annoying and interfering, but not yet intolerable.   

 

A few more years passed, and I was trying again to use one aid in my left ear.  The right ear was almost useless except for very low, loud noises and an aid in that ear actually interfered with hearing in the other ear.  I could not communicate with anyone by phone.  I had extreme difficulty hearing in any social environment.   I dreaded having to go places or meeting new people.  I was frustrated, depressed and irritable.  I started asking more questions about the CI and the major misconception I had about it was that it was like a "hearing aid in my head".  Acceptance started for me when I realized that it would not just improve upon what I can already hear but give me the whole range of frequencies that I have not been able to hear for decades.

 

I decided to get an implant in my right ear, figuring I could not be any worse off since that ear was so poor.  I started the testing for obtaining a CI.  The hardest was the MAC battery testing, hearing sentence after sentence that I couldn't understand, with a resulting score of 16%.  This was devastating for me, I finally realized I was really deaf.  I decided to go with Cochlear for many reasons including the history of quality control (no scary recalls!), that it promised I'd always be able to upgrade with no further surgery, and when talking to others, the customer support was mentioned again and again.  

 

The surgery (on a Friday) was not too bad, the pain was tolerable. I think I took three pain pills total. I don't react well to general anesthesia though, and had a lot of nausea and dizziness for about 12 hours afterwards.  I went back to work on Tuesday feeling pretty much like my normal self.  Since I didn't hear anything or use an aid in the implanted ear anyway, it didn't bother me to wait the month to activation.  Everything healed quickly and normally. 

 

The hook up was four weeks after the surgery.  They tested 8 or 10 frequency levels and what I found oddest was that the 4 highest levels did not come in as sound, but as a disturbing wave sensation in my head.  Instead of a "beep" noise, there would be a throbbing, similar to a headache.  For example, my sister and I were in the car two days later, waiting in the left hand turn lane and I complained how my head was pounding and she figured out that it was the turn signal that was actually bothering me.  The first month after the hook up was probably the hardest in terms of noise tolerance, but of course I could always turn off the CI whenever I felt like things were getting too much.  Keyboard clicking, ventilation noises, paper noises were the hardest.  At the end of a work day, I'd be exhausted just from listening. 

 

By the second month I was able to hook up to the telephone and actually have a conversation.  This was one of the peak moments for me, as my parents and sister live out of state and I had missed talking to them a lot.   No longer do I have to ask my husband to do simple phone tasks like making appointments for me or spend anxious moments trying to figure out whether it's my child calling from school or a telemarketing call.  I even bought a cell phone! At first I used it with the assistance of a device by Hatis, now I use it "normally" as my hearing improved and I found the extra wires annoying.

 

For those considering a CI, I want to clarify that CI hearing is different from normal hearing, especially at first.  In the beginning people sound like the adults in Charlie Brown cartoons or mechanical like Darth Vader.  It is a gradual adjustment over time before things sound like you remember them.  It is similar to the difference between a black and white picture and one in color.  When I am asked if I would consider getting my left ear done, for me the answer is a definite "no" because of the residual lower frequency hearing I have in that ear.  If I did, I would lose the "color" or "feeling" in that noise.  Music was the most difficult thing for me to retrain myself to hear, but now I listen to it everyday.  

 

At six months after hookup I went through the MAC battery testing again.  My score was 96%.  Doesn't that say it all?  At each visit my programs were expanded so that by the following visit my "old" program felt like the CI was not even turned on.  The sensations that came with the higher frequencies gradually became sound instead.  Noisy situations are still hard for me, but I manage fairly well.  I volunteer for lunches at my kid's school and listen to the radio.  I hear the checkout clerk at the store and the birds chirruping outside.  Most precious of all, I can understand my family again and that makes it worth every moment of this experience.  Now it has been two years since my hook up and I never, ever want to be without my CI.  It has changed my life in the most wonderful ways.

