Desire Intertwined with Reality

Aimee Massey
I can't really remember when I first learned the particulars about my condition, Leber Congenital Amaurosis. For as long as I can recall, I’ve always understood that I didn't see or hear as well as most people; however, it wasn't something I thought much about unless it presented a specific challenge for me. It wasn’t until I was almost out of high school that I began to fully grasp or think about the fact that both my vision and hearing were deteriorating. 
Early Learning Links
There was just one other student through my years at school who was hearing impaired. We had known one another since kindergarten, but were never more than casual friends. Since we didn’t have any classes together, I was not aware of what type of educational accommodations this person received, or if she received any services at all. One thing that was clear about this student was that she wore hearing aids and was a lip reader, but that's about all I ever knew about her. We have not seen one another since high school graduation. In my everyday life I do not know or interact with any other deafblind people who are my own age – except for my younger brother. We both have the same condition and are both considered to be deafblind.

From an early age, I was taught to care for myself at home. My parents treated me as they would any other child, so I learned all the things the average child would learn. The only exception was that my parents and I would experiment to see if we could develop different ways of doing things that would be easier for somebody who had very little vision. From the first through the tenth grades, I received orientation and mobility instruction once a week for about an hour. My mobility instructor was provided by the Division for the Visually Impaired (DVI). At the age of five I learned Braille. During that time (I was in kindergarten) my day was split in half with part of the day in a special class for the visually impaired and the other half in the regular kindergarten classroom with the hearing-sighted kids. Finally, in 1994, I graduated from high school just a few months before my 18th birthday. 
Fortunately, while I was in high school I didn't need an interpreter because I had some hearing left. I used an FM system which helped me to hear my teachers. Each instructor would wear a microphone and I would wear a receiver. I had very little trouble hearing what happened in class, even when the instructors moved around the classroom. The school district assigned a one-on-one vision teacher to work with me. This special instructor was in charge of transcribing my Braille work into print for my teachers. Also, he would transcribe into Braille or read aloud to me any printed material such as worksheets or handouts that I received from my classroom teachers. 
 
Although, my vision teacher was in school most of the day, we typically only got together during the lunch period and during my study hall time. I went to regular classes the rest of the time. My vision teacher also helped me in Math, which was my weakest subject. We worked on Math during individual instructional periods and often after school as well. Because of all the mobility training I received from the first grade through the tenth grade, I was able to independently travel to and from each of my classes without any difficulties. 
In class, I was able to take my own notes using the VersaBraille machine. During my senior year of high school I was given a machine called the Alva Braille Carrier that I began using to take notes in class. It was a very small portable unit that I could also use to communicate with someone face-to-face if I could not understand or hear what they were saying.
Making Transition Connections
All throughout school, I knew that I was expected to go to college. By the time I graduated from high school I had already been accepted at Mary Baldwin College (MBC) in Virginia.  At the outset, I wanted to major in History because that was always my favorite subject in high school. However, eventually I switched my major to Communications because I thought about becoming a journalist or a broadcaster. 
Leaving home and arriving at MBC was certainly a whole new experience for me. I didn't know a single person there; whereas in my small hometown, I went to school with the same kids year after year right from the start. In fact, back in high school everything was familiar and there was always a good chance that one of my teachers had taught at least one member of my large extended family. Of course, getting around the college campus was a totally new challenge for me, so I had to start from scratch and learn how to find my way around. 
The only time I came into contact with other deafblind students was when I went to Camp Landis Lodge in upstate Delaware or the Children’s Beach House in Lewes, Delaware to attend the DeafBlind Parent weekend once a year. Before that time, I had never met any other deafblind adults in my community. Back in 1999, I attended a conference on Leber at Johns Hopkins in Baltimore. It was very interesting to hear about the latest research on my condition and to take part in genetic studies to try and trace the cause. 
I had heard about the Helen Keller National Center (HKNC) in high school. I think I can remember that I considered going there, but I honestly can not recall why I didn't go or what I had in mind to learn from there. A place like HKNC, I think would be a good idea for a deafblind person who wanted or needed intensive training in things like daily living skills or orientation and mobility. 
Training at a rehabilitation center might give me some more confidence since I tend to be very reserved and shy around new people and situations. Having always lived in small towns, it has been very difficult to imagine myself moving to a larger city and using public transportation or the other services that small towns offer. Keeping up on the latest adaptive technology is a real interest for me and I am sure such skills would be essential for me if I ever chose to move to an urban area.
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Currently I live at home with my parents and younger brother. However, I would like very much to live on my own within my hometown or very nearby. No doubt, I would need to get a better paying job first, because my current massage-technician's job does not garner the type of salary I need to sustain myself. I'm not married, but if or when I do get married, I certainly don't plan on depending on my husband to totally support me.
My hometown doesn't really have public transportation, but we do have a para-transit bus that I can use to go to work each day. This is the same form of transportation I use whenever I have meetings with my VR counselor. The area in which I can take this bus is somewhat limited due to the fact that changing from one bus to another is required if I want to cross county lines. Also, the transportation company does not transport people over the state line. Not to mention the fact that the system is not very reliable in terms of being on time to pick you up. My ideal transportation would be a chauffeur-driven luxury limo, but obviously that's out of my reach right now. 
Because I need too much help to find things or to get around, I don't go to stores or other places by myself. It is because of this challenge in locating things that I choose to go to stores in the community with a friend or family member. Going out to restaurants is not something I do alone either. Dining out alone is no fun at all. Also, I'm saved from a lot of this trouble because I don't like to shop anyway. I only want to go to a store when I have something specific in mind that I need or want. 
All of my friends are or have been sighted and hearing. As I said, I have never really known any other deafblind people my age except my brother. Since I've always gone to mainstream public schools and a regular college for hearing students, I've always made friends with the people who were around me; and those people just happened to be sighted and hearing. 
Becoming One with Assistive Technology
I LOVE the Internet. I talk via E-mail with various friends, some I've known in person and some not. I do research on anything that interests me. On the Internet, I enjoy looking for job and educational opportunities, or generally I just explore different sites in order to learn new things. From the NLS Web-Braille site I also download books to read, which has been a godsend because now I don't have to depend on them to send me Braille books, which tend to take up a lot of space. 
To access the Internet, I use a Dell desktop computer connected to an Alva Braille Terminal, and I utilize JAWS software. With JAWS, I can use either text-to-speech or text-to-Braille to read the computer screen. I much rather prefer the Braille because it's quieter. Sometimes the synthesized speech software will mispronounce things, which is a big hassle. Although I will admit that the quality of computerized speech has gotten much better over the years. I also use an Open Book Scanner so that I can scan printed material and transcribe it into Braille. This way I don't always have to have somebody read things aloud to me. 
The piece of equipment that has had the biggest and most positive impact on my life is the cochlear implant. I was implanted in my right ear in 1995 and in my left just about six months ago. Having hearing restored to me has literally saved my life, and I don't want to imagine what would have become of me without this miracle. The only way I can think to improve this technology would be if it could be totally internal with no external processors or microphones visible at all.  Unfortunately, that type of unit isn't available now, but I am sure it will be before I'm too old to care. 
Something that would have helped me greatly in college would have been if more college textbooks were available in Braille or on cassette. Only a very few of my college books were immediately accessible to me. I had to rely on readers to help me, which was tedious and very often mind-numbingly boring for both of us. Often the few books that were available on tape from Recordings for the Blind and Dyslexic were poorly done. As a result, I had a hard time understanding the readers. Throughout all my years in college, I recall having only one textbook available in Braille and wouldn't you know it had to be the Math book! 
If I could, I really would like to live very close to where I am living now. Maybe not everybody feels this way, but I am very close to my family. They've been my biggest, and sometimes my only anchor and I want to stay close to them. I would like to live in my own place, but first I will need a better-paying job, which I am in the process of seeking right now. Of course I'd need orientation and mobility training to get around my new neighborhood and job site. This training I would request from my state VR agency. 
If I could go back and do high school all over again, there's no question in my mind that I would have done everything differently. I had something of an attitude problem which I didn't try to do anything about until my senior year. As a consequence, I am lucky I graduated on time. If given the chance, I would go back and work harder at my schoolwork and get better grades. Also, I would try to get into less trouble because of my laziness and bad attitude. Without question, I would try not to cause myself, my parents or my teachers so much grief. Regrettably, when I was in high school I did not want to have anything to do with school activities; but now I would be more involved in those different school activities.  Sadly, in high school I had no real friends. Even though I know that some high school kids can be mean and exclusionary, I could have tried to reach out to my peers a little more and might have had an easier time making friends. 
Future Ambitions
In the future, I want to be less passive and take a more active role in advocating for myself to get the things I need to improve my job and living situations. Lacking confidence and being too passive has always been my biggest liability. Given another chance to speak up for myself, I would have insisted on receiving more intensive mobility training after I got out of high school. Once I got to college I kind of let my skills go, which in the end did nothing to help my sense of independence or my confidence. In 2000, I went to Leader Dogs for the Blind in Michigan to receive a guide dog, but left after only a few days. At the time, I thought that having a guide dog just wasn't right for me. In hindsight, I think I just got discouraged and overwhelmed by the whole idea of putting my safety, my life and all my trust in a dog. Even if I was right and it wasn't the best time for me to try a guide dog, I could've given it more of a chance. And exploring a guide dog is definitely something I would like to try again in the future. 
My years spent using the Alva Braille Carrier, FM system and personal computer with speech software throughout high school and college have resulted in my acquiring excellent typing skills in both Braille and print. I type very fast and am usually pretty good at catching and correcting my mistakes. My Braille reading skills are also very good, which is a feat in an age when Braille literacy is way down because too many people rely on speech software and are not proficient Braille readers. Given all my skills and my new attitude toward learning, I am very excited about getting more training so that I can find my dream job and move into a place of my own.


Aimee Massey is a licensed massage therapist in her hometown of Seaford, Delaware.
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