The Extended Transition Journey into Adulthood:
One DeafBlind Woman’s Ongoing Struggle for Independence
Marcia McDermott
Introduction
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My transition from high school ended many years ago, but as my physical abilities continue to decline, I feel as though my overall life transition is ongoing. The journey began shortly after I recovered from the encephalitis virus at age 18 months. My parents informed me that I had vision and hearing loss and would have problems walking. I had been born with normal hearing and normal vision and was developing just fine. Before I became ill, I was walking, talking and reaching all of my developmental milestones. However, following my illness, there was a lot of work that needed to be done when I was finally released from the hospital. 
Redefining Normal 
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My maternal grandfather, my Pamper, taught me how to walk again. Initially, my vision and hearing were not as bad as my balance. Both became progressively worse over time. Even though, my parents wanted me to have as normal a life as possible and did not go into depth about my disabilities, the impact that my balance had on my ability to resume walking was a major challenge for me. Throughout school, I had hearing assessments (which I hated), speechreading classes, and other specialized programs to address my newly acquired disabilities. School personnel and disability professionals discouraged my parents from allowing me to learn sign language, so it was not until very late in my teens that I began to learn how to sigh while at a camp for disabled students called Camp Isnogel. However, the instruction I received was mostly focused on fingerspelling and Signing Exact English (SEE).
Back in 1960's when I attended high school, there were no such things as interpreters or Intervenors to help me when I started school. I relied solely on textbooks and the notes others were willing to take for me in order to complete course work. The high school I attended was not a special school; it was a regular high school for hearing students called Muncie Central High School. All of my work was done exclusively on my own without help from a tutor. Instead, I relied on textbooks and when something was left out of the textbook, the teacher occasionally would give me her notes. There were other deaf students in my high school, but their hearing losses were much less than mine and they never really connected with me. For the most part, my educational program was the same as the hearing students except I did not have to take the science course. I guess they were worried that I would blow up the lab! Throughout my years in school, there were no services such as orientation and mobility, or independent living skills, or even adaptive technology offered to me. However, it was in high school that I realized that I had good skills in English and when memorizing details. My memory helped me to retain the information I read in all my textbooks, so I frequently got good grades on tests. Because I read so much, I was able to graduate from high school in two years as compared to the four years that most other high school students took to get their diploma. 
The Initial Transition – Act I
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In 1967, I graduated from high school with plans to go on to college. First, I went off to Gallaudet College in Washington, DC. At that time Gallaudet offered no advanced classes, so I majored in English since my writing and reading skills were so strong. I also attended several other colleges as well. My dream of becoming a psychiatrist or some type of doctor was not possible due to the lack of support available for deafblind students back then. In fact, the services available for all disabled students at that time left a lot to be desired! I wanted to do something more intense, more purposeful with my life than what was offered to me.

 
When I arrived at Gallaudet, there were no other deafblind students in the program. My time on the campus was very, very lonely since many of the deaf people at that time avoided being around people with multiple disabilities. As a result of this rejection, I tried to hide my disabilities but I was not very successful at it since my balance problem was so obvious!!! Having received no guidance and being given no true encouragement or support to achieve my dreams, the brief time I spent at Gallaudet was very lonely. So I used all my energy and time to focus my attention on my studies. During that time my vision began to worsen. I felt isolated and removed from the other students and was never really able to develop a good support system or connection with the other students. My halting hand coordination and lack of body control did not permit me to produce ASL quickly or smoothly, and this created a serious communication barrier. Because I grew up in a hearing-sighted environment using speech and had attended mainstream schools, I was slow to understand ASL and often signed more English. That did not go over well at Gallaudet. Now that I know Gallaudet has support for students with low vision, I wish I could return to finish my degree and maybe even go on for a Master’s degree. 
Transition Hiatus - The Intermission 
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After the hard time I had at Gallaudet, I decided to leave and return home. With my vision loss having progressed to the point that I was considered legally blind, I was encouraged to attend the Helen Keller National Center (HKNC). By that time I was in my late twenties. Unfortunately, I was in a bit of denial about my disabilities and did not learn a lot my first time around at HKNC. This denial became evident when after many years of going through a variety of evaluations, training programs, and numerous job interviews; I was still being rejected because of my disabilities. I finally decided to return to HKNC for the training I rejected years earlier. I learned so much more my second time around at HKNC than what I had permitted myself to learn during my first visit. During this second enrollment at HKNC, I learned how to better cope with my body’s lack of motor control and with my balance problems. I was encouraged to slow down and try to avoid becoming too stressed or too tired, as both can have tremendously adverse effects on my balance. Another very important thing I learned was that there is really nothing wrong with asking for help; and when you allow someone to help you, it does not mean that they are doing so out of pity. That fact is very critical in my life now. Instead of getting stressed out, angry or feeling rejected because my sign language skills or speech are not clear; the staff at HKNC suggested that I use a white board with dry erase markers to help me communicate with people who did not understand me. 
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There were so many firsts for me when I attended HKNC for the second time. The only support group meetings I’ve ever attended related to my disabilities were when I was a student at HKNC. And even there at HKNC, I was the only one participating in the group with vision loss, hearing loss, and mobility impairments due to nerve damage. The other students in the support group had some type of Usher Syndrome or some other kind of syndrome and had been raised in the Deaf community. However, the meetings were still very helpful and I found out the nitty-gritty details regarding my type of vision and hearing loss which were not always easy to accept. 

Over the 18 months that I was at HKNC the second time, self-advocacy training became a very important skill for me. I learned how to speak up for myself; usually, I am extremely shy. And learning not to hold things inside until I was overcome with anger had been so hard for me to deal with in the past. Still today, I have to remember to share my feelings and frustrations before they overtake me. Now I can most definitely say that I am better able to cope with my feelings whenever I become frustrated or angry. Through counseling sessions, group meetings, and interactions with the other students I learned that my feelings are indeed valid and that I can be successful even if others think I can't. My ability to express myself verbally also improved with help from the most wonderful speech teacher! Special techniques for cooking safely and the proper way to clean my apartment were other things I learned how to do while a student at HKNC. It was during my training in the on-campus apartment that I realized that when I returned home I would need to hire a person specifically to help with any heavy cleaning. I could write a book about all the things I learned at HKNC when I returned the second time. It would take me nearly forever to document everything. So many of the skills I acquired there are ones I still use today. But one of the most important things I learned is that genuine love and concern is never patronizing. This has been a true revelation to me through many hard patches in my life since returning home from HKNC. Just knowing that there were others out there who understood what I needed, what I was going through and that I was not alone has made a big difference in my life. 
During my training at HKNC, graphic design skills using adaptive equipment, software and more advanced ways of writing poetry were all made available to me through Nassau Community College. The college had very good services for disabled students; and this time when I attended college, I had success with interpreters, accessible textbooks, and receiving help from instructors.  
Learning how to cross streets safely by waiting for the next cycle of traffic to stop as opposed to crossing immediately upon arriving at the cross walk has really helped me to be more independent and a lot safer in my home community. 
 At HKNC, my skills in sign language improved, and I learned many signing shortcuts that have helped speed up my conversations with people. Now when I have the opportunity to interact with people who use sign language, I use these shortcuts. Unfortunately, there are not many deafblind people near my home with whom I can converse, so my skills have fallen off some. 
 The arts and crafts class offered at HKNC was a very relaxing and therapeutic class for me. Not only was I able to calmly work on creative projects, I learned to make “I Love You” hands using macramé. This is something that I enjoy making for others when I want to acknowledge special occasions or special people. Macramé is something I can do even when I do not have the funds to purchase gifts. 
In the vocational services program at HKNC I wanted to learn data entry, but I type too slowly because my eyes and fine motor skills don’t work well together. It was hard for me to pass the test for data entry jobs. I felt strongly that I needed more time to get used to the program I was using for data entry, but funding support from my state VR agency had been exhausted. My interest in caring for plants and flowers was not fully addressed either, as the flower agency was not unable to take on anymore students. Typically, it takes so much longer for a deafblind person to complete a basic training program, but due to my additional disabilities, it took me even longer. As a result of the barriers created by my motor disabilities, I was not able to accomplish everything that I wanted to my second time at HKNC. If I had more time, I would have pursued my interest in giving effective oral presentations; but there just was not enough time. 
 Transition to Independent Life – Act II
Living in my own apartment is something I really enjoy and always have. I love the space, the solitude, and being able to do what I want to without people dictating or controlling me. When I first moved into my apartment, the only things I needed were accessibility devices such as grab bars in the bathroom, a seat for the shower, and a raised toilet seat with handles since I often tend to lose my balance. Now the one thing that would help improve my level of independence is to have a companion dog. However, this is a major problem because of my vision and hearing loss and use of a motorized scooter. It is very difficult to find a service dog that can support all of my disabilities. Sometimes, I feel as though I need three different types dogs to help me when I go into the community. One dog to help with my physical limitations, a hearing ear dog and a guide dog to help me get around the community safely!
For now, to access the community, I do not use the regular bus system. Instead, I use either my motorized scooter or my three-wheel adult tricycle. In my community, there are no support service providers (SSPs) or volunteers available to assist me all the time. My visual acuity is adequate enough for me to cross streets on my own. Sometimes if I get in a jam, a kind person will help me out.  Using my tricycle, I can go grocery shopping on my own and since there are many stores around me, it is easy to find a variety of places where I can shop. My typical outings include going to doctor’s appointments or stopping by Starbucks for a cup of coffee. My son works at Wal-Mart, and once in a while I make the four-mile trip to go shopping there. Using my adult tricycle as one form of transportation has really helped me to take care of my daily errands. Frequently, I go over to Staples for computer supplies and special papers to make greeting cards. If something goes awry with my tricycle, I can simply take it for repairs at the local bike shop. Nearly all of my errands, like going to the pharmacy, or to the market to buy food, or just to get out of the house can be done using my motorized scooter or my adult tricycle. 


Most of my close friends live in other states or towns. By using e-mail, I am able to keep in touch with them. There are professionals here that I do consider to be my friends; however, there is always the boundary line I have to respect and to be careful not to cross. To pass the time away, I enjoy surfing on the Internet for things I can read or write about. I also enjoy searching for things on the Internet that I can buy or keeping up with the latest news. Using the ZoomText software is what helps make the Internet accessible for me. I can use ZoomText to enlarge the fonts on the computer screen or change the colors to contrasting ones. The voice output from the computer is audible, but I can't understand all the words.  The ZoomText software also lets me change the color and size of the cursor or make it so that the screen displays a full-page or half-page of text at a time. Without this software, trying to access the Internet would be impossible and very frustrating for me. Right now I have all the adaptive technology I need; but may need a video magnifier with a larger screen in the near future.
Ending Transition – Curtain Call

 
Some type of employment involving work with animals is an area in which I would really like to receive more training. If possible, I would also like to work from home writing articles and poetry for magazines. Starting my own [image: image7.jpg]


stationery business is something I’ve also tried to do, but I could not find the right financial support. Right now, I do a lot of writing and reading for pleasure; and I make personalized greeting cards that I sell to a small group of people. One day I think I would really like to write a book. 
Sometimes I fear losing more vision, which could mean being less independent than I am right now. My balance is not necessarily as much of a major concern for me right now as it used to be -- thanks to extensive physical therapy. If necessary I can always use my motorized scooter, my walker or my tricycle to get around. As I get older I think about the other disabilities or limitations I may face. It is scary for me to think of losing this independence that I cherish so much. I fight to do all that I can to remain strong physically and mentally so that I can continue to live on my own in the community that I choose for myself.  I do not want to be forced into an environment that is restrictive and stale.
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So far I have not had a real job here in the town where I currently reside. This area does not have services for the people who are deafblind, but a group of us are working together to try and improve this serious situation. 
Traveling back in time, I wish I had stuck it out and graduated from Gallaudet; and then gone on to pursue a master’s or even a doctorate degree. I’ve always loved school and got such great pleasure from learning. The only regret I have is that there were not better services for deafblind students when I attended college in the late 1960s and early 1970s. I know that my life would have turned out a lot differently if I had been given access to the same type of support services and technology that deafblind students have today. 
  
      

Marcia McDermott as a toddler enjoying moments with relatives.





Marcia McDermott playing with her siblings.





Marcia McDermott as a teenager.





Marcia McDermott high school graduation photo.  Marcia completed high school at the age of 16.





Marcia McDermott posing for a keepsake photo during her first visit to the Helen Keller National Center in the 1970’s.





Marcia McDermott during her second visit to HKNC in 2003, when she was more focused and committed to learning.





While at HKNC the second time, Marcia participated in a work experience at a local pet store.





Today, Marcia designs greeting cards and writes poetry. She would like to open her own business producing graphic designs and greeting cards.
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