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As long as I can remember, I have been writing the story of my son’s life. When he was born, I had such high expectations for the kind of life he would have. So far, my son’s story has been plagued with more sadness than happiness. Graduating from high school has enabled me to reflect on all that he has been through. After recalling all that he has learned, I am hopeful that the remaining chapters of his life will be filled with more happiness than the beginning chapters. 
Chad lost his vision between the ages of 4 and 5 due to optic neuropathy. He lost his hearing between the ages of 10 and 12 due to auditory neuropathy. Both losses were gradual. During that time, he also lost his fine-motor skills and much of his mobility as the neuropathy spread to other nerves in his body. 
   
My initial reaction to hearing that Chad was legally blind was of course to cry for the loss of most of the dreams I had for him. I felt like all my balloons had just been popped. After finding out that he had also lost his hearing my mind was filled with questions and worry. What more can this child possibly lose? How are we going to get him through school? The questions, uncertainties, and feelings of hopelessness continued and still do today. No one has answers to explain why the nerves in my son’s body are degenerating. Even though he has been seen by many doctors and put through so many painful tests, we still have no answers.
Reflections on Academic Pursuits
After I learned that my son was legally blind, he continued in regular education classes because, as he got older, we realized his disabilities did not impact him cognitively. If information is presented to him in a way that he can learn, he is more than capable of doing anything academically as well, or in some cases, even better than many of his peers. 

In grade school Chad used large-print books, received extra time to complete assignments, and was presented materials auditorally. As his vision loss increased, he began using a CCTV. When his hearing loss began to worsen, he used an FM system for a short period of time. When that was no longer helpful, he received a full-time 1:1 aide in the sixth grade to assist him with accessing information. In high school he continued to use the CCTV while the support aide typed information to him using a laptop computer attached to a CCTV or a large monitor. Both methods worked quite well for Chad since he is usually able to understand much of the information he reads. In Math class, this method of using high-tech adaptive equipment was a bit more difficult so a large dry-erase board was used instead. This approach was particularly useful after he lost the ability to write with a pen or pencil. All the math problems, equations, and formulas were written on the dry-erase board so that he could more easily complete and see his computations. Whenever possible, teachers would give him typed class notes ahead of time which made it a lot easier for him to follow the class lectures. 
Because of the slowness of these approaches (the use of a large dry-erase board and laptop computer hooked up to a CCTV), it was decided that it would be best for Chad if his remaining Math courses (Algebra II, Geometry, and Trigonometry) were taught by an instructor working with him individually. 
Throughout Chad’s school life, I was extremely involved in all aspects of his education programs, especially since I realized his intellectual potential early on. However, getting the teachers and school administration to realize his potential was a difficult task. I kept in close contact with the school personnel who were intimately involved with my son; and I also started working part time for the school district. This enabled me to check in with his teachers to make sure everything was going ok; or to see if they had encountered any problems presenting material to him. Since Chad’s ability to communicate with other students became an issue, some adjustments had to be made when projects were assigned that required him to pair up with his classmates or participate in group discussions. In high school my need to intervene became less as Chad took on more responsibility for obtaining what he needed. During this time, Chad's 1:1 support aides were extremely important to his success. As one can imagine, we had our share of good aides and bad ones. All these paraprofessional had tremendous impact on Chad's educational success as well as his frustration level.
Chad graduated high school at the age of 17, which is the age at which he would have completed school had he not been deafblind. As a family, we decided this was the best thing for Chad since he was fully aware of his academic success. He fulfilled all the required credits for graduation, and like other students in his class, was able to go on to college. We wanted him to realize that he had the cognitive ability to learn and do well in school if he received the information in an accessible format. By keeping Chad in high school longer, we felt he would have believed that, due to his disabilities, he was not capable of achieving academic success. By law, Chad would have been able to remain in school until age 21; however, had he remained in high school any longer, my husband and I believed he would have only doubted all of his academic accomplishments throughout the years. So, we decided that it would be best for him to go ahead and graduate on time.
After a lot of hard work and team support, I am now satisfied with the overall education my son received. It was not an easy place to get to, though. Many years of fighting with the school district were required in order to get him what he needed. By far, the greatest struggle was to obtain a 1:1 support aide who was qualified to assist him in his AP (Advance Placement) classes. One thing I wish I could have changed most was his "terrible tenth grade year" when he had a horrible paraprofessional/support aide working with him. Not only did this person not show up most of the time or refuse to take notes for Chad during class; but this aide also took a personal dislike to him. This personality conflict made Chad’s life so miserable that my husband and I had to force him to attend school everyday. I believe that during that time Chad's health declined even further due to the added stress. In hindsight, I should have insisted more adamantly that this aide be removed from working with my son. Although I did try, the school district refused to listen to me or Chad. Even Chad’s classmates complained to me about how poorly this aide treated my son, but they were afraid to approach the principal on his behalf. Chad ended up being out of school for three months on homebound schooling and did not receive an appropriate education during that time. My husband and I used our own resources to hire tutors to prevent him from falling behind or losing his academic status.
Reflections on the Process
Looking back over the years, my son received a lot of extra support from my husband and myself, the Intermediate Unit and the school district in order to achieve the high level of success he has realized so far. So many sacrifices were made and opportunities presented to him that have had a tremendous impact on his life overall. Chad received vision, hearing (sign language instruction) and mobility support through the Intermediate Unit and the school district. The laptop he used was provided by the school district, the CCTV was provided by the Intermediate Unit, and the school supplied the monitor and paraprofessional who would type information to him. He also received one-on-one math instruction. In grade school we paid for three summers of tutoring and in high school my husband and I paid for whatever math tutoring he needed. We also paid for all the instruction he received during the time he was receiving homebound instruction in the tenth grade. 
Friendships were one area where the school lacked any understanding of what challenges being in a regular education classroom represented for a disabled student. Two of Chad’s classmates learned fingerspelling from his sign language instructor. When he was in the eighth grade, sign language classes were offered to all students. However, most of the students did not participate in the classes and the few who did only wanted to learn signs that they could use to talk with one another, but not with Chad. The English teachers that taught my son in high school encouraged other students to type to him on his laptop if there was time, but that did not happen often. Three particular teachers would take time themselves to type to Chad to get to know him on a more personal level. These teachers realized Chad's potential and encouraged, supported, and made the extra effort to give him every opportunity to excel in their classes. Truthfully, I feel that all of Chad’s high school and middle school teachers realized his academic ability and offered him some level of encouragement and support. However, the commitment of these three high school instructors to ensuring that Chad was afforded a positive education experience was really remarkable.
In high school I don't believe that Chad felt as though he were a part of his peer community. He spent so much of his time with adults (teachers and paraprofessionals) that he lost interest in his classmates. This was more because his classmates showed no interest in trying or wanting to communicate with him. He felt very isolated. In Chad's particular case, the lack of friendships was mainly due to the progressive deterioration of his hearing and mobility from the time he was in the fifth grade until the time he completed high school. Every few years we would have some new issue to deal with – not only related to medical and family concerns, but at school on a social and educational level as well. Basically, differences were a part of Chad's total school experience. As his disabilities progressed, we had to learn to be flexible and to teach the school district to be flexible as well. The biggest lesson we’ve learned through the transition process was to have a backup plan because things may not go as you want or expect them to. 
Future Reflections on Independence
While I do not feel that Chad is physically capable of living independently now, I do feel that he is intellectually capable. Before, I thought it would take several years before he was ready for independence; but I believe that after he receives independent living skills training for the deafblind, opportunities for career exploration, and exposure to social activities with other deafblind people, he will do just fine. He needs to be taught by people who are trained in deafblindness. Through this specialized training, Chad will learn that there are different ways of doing things than a sighted or hearing person would, but these things can be done nonetheless. Chad doesn't know or realize this fact yet as he has lived in a sighted, hearing world all of his life and tried desperately to appear as normal as he could. I really do feel he can eventually be independent. He may need a bit of assistance with some things, but he has the capability inside himself. He just needs the confidence, education, and advocacy to bring it about.
I want Chad to get specialized training so that he can go on to college. Ultimately, my desire is for him to find a career that suits him with the accommodations he requires. I want my son to be able to live a happy, independent, successful life. Each step of the way, I have been right there for him. Although I am very apprehensive about the future, I am excited at the same time. Chad is starting down a different path in his life right now; and it is time for him to start writing his own story, so to speak. 
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