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In March, I noticed that paper after paper submitted was on the issue of depression but, the 
conference theme was Depression & Loneliness. It was as if the Loneliness component didn't 
exist. One meeting, I called attention that this component was neglected. Therefore, the 
SHOUT chair person requested me to tackle the Loneliness element. Being a person who 
thrives on challenges, I accepted! 

Granted, I was the most unlikely candidate, to speak on this topic, because, people wouldn't 
look at me, & say, that I was lonely. I had a reputation, of being a Clu·istian. This meant that, 
I believed that, God always had his presence in my life. How could I be lonely? 
Additionally, people for the most part, always have surrounded me, out of necessity. I have 
always required physical assistance. At first glance, no one would say, I was lonely. Yes, 
this topic challenged me, Day and night; I wracked my brain, as to, how I could compose a 
presentation on loneliness. Then, I had an epiphany! I could describe, how lonely, I was, 
before, I could express myself! 

Up until I was 13 years old, I could not express myself very easily, at all! People have 
glossed over, that time in their lives. Admittedly, I glossed over it too. Then, I went back to, 
the time when, I couldn't express the simplest of things. I recognized that, I felt incredibly 
isolated, during these years. I used to cry, for hours, because, of my bleakness. Yes, this 
period of my life, was when I was extremely lonely! 

My strategy to overcome, this feeling of loneliness, was to talk inside my head to God. That 
literally, prevented me, from going completely insane! At this very young age, I didn't 
understand, all about, the Clu·istian faith. All I knew was that God could do everything, & 
anything; even hear my voice that no one could! This provided me with an immense sense of 
comfort! When I gazed at something with my eyes, that I wanted or needed, I would say,", 
God please help whoever to understand, or, God, please help whoever to guess, whatever. 
I'm sure that other people here can identify! 

Although my parents attempted to make it be, my childhood wasn't that of a typical child 
because my lack of communication. I felt incredibly isolated, alone and sad. Of course, at 
that young age, I didn't think of it in this terminology. My coping mechanism to deal with 
my overwhelming loneliness and frustration was to envision myself talking to people like my 
sister. You may be asking yourself wasn't that counterproductive? Well no, it wasn't. Quite 
honestly, it was what maintained my sanity, with realizing that God actually heard my voice 
that was talking inside of my head. 
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Most doctors under estimated, my mental, capabilities, except for my Mom, & my family. 
My Mom, knew, that I was bright. Therefore, she absolutely, refused, to accept, that I 
couldn't learn,&, made up her mind, to teach me, to read. Mom wrote words on pieces of 
paper, of things in my environment, and stuck those pieces of paper, on the actual things. For 
example: refrigerator was taped on to the, refrigerator. She would point to the word, &, read 
it. I would, then, say that word, in my head. That was how my Mom taught me to read. 

Being non-speaking did make playing games, and or being included in the typical child 
activities more challenging. My family did an outstanding job of adapting games to enable 
me to participate. One of my treasured childhood memories was when my great aunt played 
zoo with my sister and me. She would check me in using a toy cash register. Then, she would 
push me in front of my stuffed animals, pretending we were looking at lions, apes, elephants, 
giraffes and so on! When I would play this pretend game with my aunt and sister, I would 
have conversations with them inside of my head. It was fun! 

Like many children in the 70's, I had to deal with, normal life, issues. For example: My 
parents went tlu-ough, an awful divorce. This only increased my feeling of loneliness. Again, 
feeling this loneliness seemed to be incongruent or contradictory because, I was constantly 
surrounded by people: my Mom, my sister, grandparents, aunts, uncles and baby sitters. 
Nevertheless, I did feel a devastating loneliness. 

Another childhood memory, that I had was, when I used to visit my other aunts, or, when 
they used to baby sit me and my sister. These aunts were younger in age. Sometimes, they 
used to play records, while they were there. It was when, the song, locomotion, was popular. 
Oh, I just loved that song! My aunts would, take me out of my chair, and, dance with me & 
my sister. Of course, I would sing along to the song, in my head. Again, only God heard me 
sing that song. This was a memory, that brought a smile to my face, &, one that eliminated 
my loneliness, for a brief time. 

Then, when I was 13, a wonderful thing happened; I was introduced to the headlight, which I 
shone on a word and letter board. This enabled me to communicate more easily! This 
lessened my loneliness, significantly! In fact, with every improvement to my 
communication, my gray sky brightened, a little more. It was like a major, weight was 
lifted off of my shoulders! 

Before I composed my presentation, I looked, the word loneliness, up from the Merrian 
Webster on line dictionary,&, it provided me with four definitions. The 151, was, being 
without company. The 2nd was, not frequented by human beings, or desolate. Sad from being 
alone, or, lone some, was the loneliness, third definition. The final definition was, 
producing a feeling of bleakness, or, desolation. Yes, I have been utilizing the final 
definition, tlu·oughout my presentation, today. 

Now, I recognize that reflecting back to my loneliness, as a child, wasn't what you expected, 
however, I thought that, it would be the best approach, for my presentation. Before I could 
express my needs, desires, dreams, goals, or, aspirations, was, when I felt incredibly lonely. 
Unfortunately, I had to go through 13 years, of feeling this, blealmess, or, desolation, before I 
had an effective, way, of communicating. There were a lot of tears shed, over these years 
too. True, I realized that, God heard my voice that was in my head, talking. That didn't 
eliminate my loneliness; inside, I was, very, lonely. I just felt, that time of my life, had to 
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be, addressed in this conference. I'm sure all of you here, today, could identify, with what I 
expressed. Yes, my AAC device, made everything better, including virtually, eliminating, 
my loneliness! 

Let me fast forward, several years, to the cmrent day. I have utilized an AAC device, for 23 
years! It enabled me, to get through school, earn a bachelor's degree,&, to gain employment. 
Slowly, my volunteer jobs manifested into paying jobs. That provided me with, an over 
whelming, sense, of achievement! My loneliness, virtually, was eliminated! Yes, I have to 
thank God, for being with me, during that bleak time of my life, and, for sustaining my 
sanity. My AAC eliminated my loneliness, and, I thank God for it! 

• 
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Good morning! It is my absolute pleasure to be speaking to you today. A lot of thought and 
planning went into this year's conference, but there was also a lot of controversy over the 
theme. I, for one, stood up and refused to let SHOUT change the theme when the complaints 
rolled in. Everyone deals with depression and loneliness sometime in their lives, but I 
strongly feel it is ten times worse for people with disabilities. I know this because I feel 
depressed half of my life. Because I felt the topic was very serious and important to address, 
I stepped up to the plate and told Bruce I would give a speech about my personal story. I just 
never expected my proposal would land me the spot as the lead speaker of the conference! I 
have always been a very private person, but I volW1teered to give this speech because I felt it 
needed to be given. My speech is a story, a personal story. I don't have answers. All I have 
are feelings to share, feelings that few people know, and feelings that I hope will help others 
open up and say, "No, I am not ashamed to admit I am depressed." 

Everyone who knows me thinks of me as a happy, accepting woman who always has a smile 
on her face. I am best-known for going to college and achieving my dream to get a degree in 
Creative Writing. While it is taking me longer than the average student to graduate, I 
absolutely love attending college. I am showing the world what a person what a severe 
disability can do. It isn't impossible, and I feel I am living proof of that. I wot1ld never give 
up on my biggest dream because it is what I want. 

The woman with the smile who attends college has another side to her, though, a deep 
emotional side. Four years ago, I started my own Web site, www.mytruesmile.com. I named 
it "My True Smile" because whenever I go out, I naturally smile at people to distract them 
from staring at my wheelchair and notice the person in it. My true smile is the one inside of 
me and one that few people know. 

My Web site opens with this poem: 

My True Smile 

A simple smile, 
A symbol that distracts you, 

What you want to see. 
You think that is all I am, 
Just a face with a smile, 

But you are wrong. 
Now it is time for you to see 

What you refuse to, 
Since the world blinds you. 

I welcome you to have a glance 
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At the life behind that face, 
And the true smile inside of me. 
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Although my Web site has a lot of personal information on it, it will never have everything. 
As I said, I have always been a very private person. I can smile right at you while I am 
crying inside, and you will never know. I hide my feelings very well. Years of experience 
and depression have helped me to do this. Only one person could see through the fake smile, 
but he is no longer in my life. 

A lot of things trigger my feelings of depression. My parents, especially my mom, have 
always treated me like any other daughter. My mom has given up her life from the day I was 
born to make mine wonderful. She has been my biggest fighter and supporter through my 
life. She is my attendant at college. She takes me to class, takes notes for me, and tends to 
my needs. I owe my mom my life because I wouldn't be the woman I am today if it weren't 
for her. 

While I love my family with all my heart, they contribute a lot to my depression. I have been 
told all my life that I will never marry because no man will want the responsibility of taking 
care of me. There is nothing I want more in this life than to marry and have kids. Being told 
that is like taking my heart out of my chest and crushing it with a hammer. They have no 
idea how much their comments hurt me. They have no hope for me because I am physically 
handicapped. That isn't fair. All they are willing to see are obstacles and impossibilities, not 
possibilities. 

I turned 30 in May, and have never been on a date, let alone kissed by a guy. Sadly, I am 
starting to give up. When you have been told what I have been told for all these years, you 
stai1 to believe it. I have started to look reality in the face, while not wanting to deep down. 
It hmis, but I know it is almost impossible logistically. What man would want to date a 
woman who has to have her mom or attendant with her when she goes out? I still have hope, 
but it is rapidly fading. I remember when I used to think about guys and marrying all the 
time. Now I hardly do. My best friend thinks it is very strange that I don't talk about guys, 
but I have taught myself to ignore my feelings. I have been forced to become this way. It 
deeply hurts, but I try to accept it. 

This pai1 of my depression flares up when I see a cute guy, know someone who is dating or 
has gotten mai-ried, and, obviously, when a negative comment is made to me. The way that I 
deal with it is to keep to myself, maybe talk to my best friend, and just accept it. It might last 
a few days or a few weeks. I have considered counseling, but I feel it would only mask the 
problems. They will always be there. I feel the same about medication for depression. My 
opinion is that it makes you have fake happiness. As long as I know how to and can deal 
with my depression, I want no outside help other than from my friends. Maybe I accept my 
depression too much, but I feel it is just a part of my life. 

Another contributor to my depression is the future. The future scares me to death. My 
parents are in their 60s and are already starting to have a hard time taking cai·e of me. What 
will happen to me as the years pass? I have an attendant, who is my cousin, and she comes to 
take care of me during the work week. It was never my choice to have her as my attendant, 
but we were desperate, and UCP couldn't find anyone else because I have to be lifted and 
carried. We have good and bad days. I have learned to go with the flow, not speak too 
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much, and grin and bear it. I do it for my parents. They need her to take care of me because 
they can't do it all the time anymore. I refuse to jeopardize my parents' lives because I love 
them so much, so I accept the situation. It isn't easy all the time, but I have learned to 
manage. 

I am told that my cousin will take care of me after my parents are gone. This is something I 
definitely do not want for various reasons, but my parents will not listen to me. I have a 
brother, but he isn't capable of taking care ofme. What are my other options- nursing 
home, suicide? I guess a nursing home is the better choice. 
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The bigger problem is my parents have always been very protective of me my whole life. I 
was never sent away to camps in the summer, nor was I encouraged to get involved in 
organizations that would let me go places by myself. I was the freest and happiest when I 
went to school at The Day School at The Children's Institute for sixteen years. I was myself 
there, and I had a social life that I miss every day. I think because my parents have cocooned 
me all my life, they are afraid to let me go. My cousin is my attendant because they don't 
want or think anyone else can take care of me. They want me to be protected. That is totally 
understandable, but at the same time, they are stopping me from being independent and 
having more of a social life. 

Speaking of a social life, mine mostly exists online. I e-mail and talk to my friends through 
instant messengers. I have one very dear friend who takes me out by herself a few times a 
year. We go swimming, to the spa, movies, and everywhere else. She used to be my 
physical therapist, so she knows how to lift me and take care of me. The friend I mentioned 
before, who truly knew the real me, used to take me places by himself. Unfortunately, he 
walked out of my life without an explanation two years ago. I haven't been the same since, 
and a lot of my everyday depression stems from him not being there for me anymore. He 
was my rock in life. He was the one who knew all my hopes and dreams, and I could tell 
him anything. No one knows how much I hurt because he isn't in my life anymore, and he 
obviously doesn't care. I have lost other close friends since then, which makes my life twice 
as lonely and depressed. 

Fortunately, I have a few other close friends. Besides Phyllis, my friend who takes me out, I 
have a wonderful best friend. She has mild cerebral palsy. We met at conferences when we 
were little, lost touch, and reunited almost three years ago. I don't know what I would do 
without Katie. We talk every day, and she is always here for me. It is sort of strange how 
life works. Katie walked in my life when my other friend walked out. Katie is here today, 
and I would like to thank her for being a wonderful best friend to me. Besides Phyllis and 
Katie, I have a lot of great friends from The Children's Institute. My mom and I go out with 
them a few times a year. They are friends who have always been there for me and I know 
who always will. I had a big 30th birthday party in May, and although there were only 
eighteen people there, almost all of them were from The Children's Institute. It was a 
wonderful feeling! 

I was invited to a party last summer. At this party, there were three other people in 
wheelchairs. I was the youngest, and it was like I was looking at my future. One person was 
independent enough to live alone, but the other two people either lived at home or at an 
assisted living facility. They had no boyfriends or girlfriends and obviously no children. It 
was a great little gathering, but I was depressed for days afterwards. I kept thinking, "Is this 
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what my life is going to be?" I don't want to live with my parents forever. I want to live on 
my own and find a guy who will love me. After that party, I had very little hope that my 
dreams would come true. It was a real eye-opening experience for me. 

Despite all of the depression that I have to cope with, I always try to live my life to the 

8 

fullest. Two years ago, I decided I wanted a tattoo. Surprisingly, my mom had no objections 
to it. Believe me, I wasn't the only one who couldn't believe she allowed me to do this! 
Therefore, I contacted a tattoo place and asked Phyllis to take me. For months, I knew what I 
wanted - a pink Mickey Mouse head with the number 28 in the middle. I am a huge Mickey 
Mouse fan, and 1928 was the year he was established. When Phyllis and I arrived at the 
tattoo place, and the guy came near me with the needle, I involuntarily jumped because of the 
noise. I have a bad startle reflex and couldn't conh·ol my movements. The guy refused to 
give me the tattoo because of safety. I left there bawling and cried so hard for the rest of the 
day. But I got back up on my feet and told my mom, "This is the first time my disability has 
stopped me from doing something I really wanted to do, but I am fighting back." We went to 
the family doctor, and I said I wanted medicine to get a tattoo. After getting over the initial 
shock of what I said, she prescribed me Valium. They were only 2mg, and I kept taking 
them until I felt I was calm enough to get the tattoo. Phyllis and I went back for the second 
attempt in September. I took six Valiums, didn't pass out, and got the tattoo! It was one of 
the greatest achievements in my life! 

In conclusion, I wish I could live my whole life like I did the day I failed to get my tattoo - to 
be determined enough to get back up and fight. Unfortunately, that isn't possible. I know I 
will always experience depression and loneliness in my life. I can only hope it will get 
better, but I don't see that happening anytime soon. I wish my parents would see what I truly 
wanted and let me go to get it. Maybe someday they will understand life for me outside their 
cocoon won't be so bad after all. If they don't, I will accept the life they have let me lead, as 
I always have. I also hope my dream of finding a man who will accept and love me will 
come true. I want my partner to be able-bodied for obvious reasc;ms since my disability is so 
severe. I am single, guys! 

I have opened up my heart in this speech. I hope my story has helped people w1derstand that 
depression and loneliness are serious issues for people with disabilities. We hide our feelings 
because people don't understand. It is assumed that we shouldn't be depressed or want 
normal things, such as relationships and children. Well, I an1 living proof that isn't h·ue. 

If we have time, I will take questions now. If we don't have time, please feel free to come 
over and talk to me any time during the conference. I will also be participating in the Town 
Meeting this year. Hopefully, when you look at me from now on, you will see my true smile. 

Thank you. 
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Mental disorders are common in the United States and Internationally. An estimated 22.1 % 
of Americans ages 18 and older (about 1 in 5 adults) suffer from a diagnosable mental 
disorder in a given year. Mood disorders cost U.S. employers 16 billion dollars in lost work 
time annually. In the U.S., mental disorders are diagnosed based on the Diagnostic and 
Statistical Manual of Mental Disorders, fourth edition (DSM-IV). 

Approximately 18.8 million American adults, or about 9.5 percent of the U.S. population 
age 18 and older in a given year, have a depressive disorder. 

Depression affects all people regardless of age, geographic location, demographic or social 
position. Depressive disorders are appearing earlier in life with the average age of onset 50 
years ago being 29 whereas recent statistics indicate it at just 14.5yrs in today's society. 
Depressive disorders often co-occm with anxiety disorders and substance abuse. A recent 
study sponsored by the World Health Organization and the World Bank found unipolar major 
depression to be the leading cause of disability in the United States. 

Our theme for PEC@ is real. We need to realize depression happens, and people who have 
disabilities aren't immune to it. 

I decided to look up books on amazon.com. I wanted to see how many books there were on 
this topic. I looked up self help books and they are 33,244 self help books. Let me list some 
of these titles. Five simple steps to emotional healing: the last self help book you will ever 
need, The ultimate self help book, and If I knew then what I know now: the ultimate self help 
book. I know after reading through the titles, I came up with my own self help book idea. I 
am going to write a self help book titled How to help you by reading this non self help book. 

I am making light of this right now, but it is obvious people are searching to find themselves. 
People want to know who they are, so they research it. They read books about it. We take 
personality tests to see if that reveals anything about who we are. 

I believe social isolation is a factor for some people that have depression. I believe it is 
common for people with disabilities to feel socially isolated, which leads to bitterness and 
frustration because they are seen as a disabled person. They are classified into a category. 
This is when people start to lose their identity. They can't get past the tragedy and trauma of 
their situation. 

Who are you? What do you think your gifts are? What is your purpose in life? These are 
questions most of us here have had to deal with at some point of our lives. The question of 
who are you is a common question that we encounter. I want to ask you the question right 
now. Who are you? I want you to type in some responses into your devices right now. We 
aren't going to share these out loud. I want you to think about the question about who you 
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fresh outlook. 
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As I was thinking about this question, I started to come up with some answers myself. Who 
am I? I am a speaker. I give speeches for a living, so that is who I am. I am a consultant. I 
give my input on things and consult people. I am a person living with a disability. I am 
disabled and that is who I am. I use an augmentative communication device, so I am an 
augmentative communicator. I am all these things, yet I don't believe any of these things 
really defines who I am. 

I am going to challenge us to look deeper inside of us. I am going to challenge us to go past 
the disability, and look to see who we are inside. What dreams do we have? What 
aspirations do we have? What makes us tick? 

I don't know how many here have seen the movie Shrek, but it is one of my favorite movies. 
Donkey and Slu-ek, an ogre, are on their way to rescue the princess. They are discussing life 
and who they are. Donkey is trying to find out what makes Shrek who he is, and why he 
doesn't let people in. Slu-ek tells Donkey ogres are I ike onions. They have layers. Yet, 
when people see Shrek, they don't see he has layers. They see he is a big, fat, ugly ogre. 

Just as ogres have layers, people have layers too. We are made to be complex beings. We 
have feelings, wants, desires, dreams, and many more things. It is these things and beliefs 
that make up our character. This character, as well as our personality is what make us who 
we are. 

We are living in a culture that has a difficult time looking past the surface of things. We like 
to categorize people by looking at their surface. Actually, I believe this culture is so 
concerned with the surface, we don't develop deep connections. I know that is a different 
topic, but when people are just concerned with the surface, they aren't seeing the person's 
true identity. Plus, if people are too concerned with how they appear, they begin losing their 
identity. 

I know many ofus here have been put into a category of a person with a disability. For many 
of us, it is difficult to get past that classification. When a person with a disability gets put into 
that category, assumptions are made about him or her. People start assuming people with 
disabilities are different. People with disabilities don't have dreams. They can't be 
employed. They can't be contributors to society. When these assumptions are made, the 
person that is living with a disability starts to take on an identity that he or she never wanted. 
They become a disabled person, instead of a person that has a disability. 

This happens early in the life of a person with a disability. When somebody finds out they 
are going to have a disability, it's tragic. Life isn't going to be the same. Life isn't going to 
be what they had hoped for. All of a sudden, the person has an identity. It's an identity that 
carries baggage. It's an identity they don't want, yet they have to live with for the rest of 
their lives. 

The first step in finding identity beyond disability is getting over the tragedy of the disability. 
This is difficult to do because I believe the first thought that comes into anyone's head is how 
can we fix this, so that I can get on with life. As we know, most disabilities aren't 
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temporary. This is a life changing experience, and I know it would be very easy to be 
frustrated and mad. Yet, I know life goes on. The world keeps turning. Now you have to 
decide whether or not life for you is going to move forward. 

I was diagnosed at the age of nine months. The doctor sent my family to a rehabilitation 
place and I started therapy right after my diagnosis. This was a blow to my family as a 
whole, and my mother decided she was going to be the one that was going to fix me. My 
therapists gave my mom exercises to do with me while I was at home. They taught her how 
to handle me, and seeing there were fom other children at home, she taught my older brothers 
and sisters how to handle me. She gave them the exercises to do with me. She made them 
do everything to the T for the first couple months. 

My siblings put up with it for a time, but they were starting to get tired of the orders and 
corrections from my parents. Jeff, my oldest brother, approached my parents. He told them 
that they needed to do what they needed to do with me, but they needed to allow my siblings 
to do whatever they wanted with me. He told them, they didn't want me to grow up as a 
dork. I believe this changed the direction of my life. 

My parents had a difficult time getting over the tragedy of the disability. They were 
determined to fix me, and I believe my brother helped them to see that this wasn't going to 
be a quick fix. This was a life changing tragedy, but life had to keep going on. 

I know when I was growing up I had to get past the tragedy of being disabled. Yes, I give 
my family credit for treating me like any other nom1al child. I knew I was different. I knew 
I was disabled, but they didn't allow me to focus on the disability. That changed when I 
entered middle school. I had to change schools once again, and this time it was more 
difficult to make friends. I hadn't experienced this before, and I knew it was because of my 
disability. This is when I started to feel sorry for myself. I started asking the why me 
question over and over. The disability was wi1ming because I could no longer see myself as 
being special. 

Everybody here is special. We are all uniquely created in some way or form. Everybody has 
gifts. Everybody has a purpose. Everybody has a unique personality. Yet, when tragedy 
enters into a person's life, people lose sight of their identity. 

Do you know you are special? Do you know you have gifts? Have you been able to get past 
the tragedy of having a disability? 

You have to believe you can have a full life. You have to believe you have worth. You have 
to believe you can accomplish anything you want to achieve. This is a difficult step because 
people are going to tell you, you can't do this, you can't do that. I know this frustrates most 
of us, and I think sometimes that frustration makes us bitter. 

When people get so bitter, it has an effect on them. They believe they have been given a bad 
deal, so people just sometimes give up on life and find it easier to be mad at the world. I can 
understand why they do this, and yet they are losing touch of who they are. They are 
allowing the category of disability win. 
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It was when I started to feel sorry for myself that I started noticing how people started to 
judge me by my disability. They would stare at me. They would talk to me loudly, like I 
couldn't hear. I decided that I had to make myself over, so my mom bought me all the 
clothes that other guys my age were wearing. Yet, I was still judged by my disability. I was 
so bitter and frustrated; I know I wasn't fun to be around. 

As I entered college, I decided I needed to stop trying to be somebody I wasn't. It was time 
to quit acting, and it was time to show the people who the real Chris Klein was. All of a 
sudden the disability started to disappear. People started to see a guy who liked sports. They 
met a guy who liked video games, and could beat them with his toes. They met a guy that 
could mastermind pranks. 

Before college, I allowed my disability define my identity. It caused people to see the 
disability more, which caused me more frustration. Yes, I know I have a disability, but I 
don't consider myself disabled anymore. I am a person that has the same dreams and 
aspirations of any other person. I am a person that has goals. Some of those goals are 
achievable, and some are not, but I will continue to live life to the fullest. 

I have lived my life this way, and I know the people I encounter get a glimpse of hope. All 
of a sudden, people see a different person. The disability that they saw before begins to 
disappear. They start to see the layers and complexities of who I am. When this happens, I 
believe they start to look at themselves. Are they being real to themselves? Are they 
allowing a struggle to dictate their own identity? 

You see, we aren't the only ones who encounter a tragedy. Everybody has encountered a 
tragedy. Ours happens to be a disability that people see and judge. Other people can hide 
their disability, and yet that struggle they are hiding can have an effect on who they view 
themselves to be. It has the same adverse effect on them. 

A tragedy has happened in our lives. Yet, the disability isn't who we are. We are all created 
uniquely. We are all created special. We are all viewed as special in one person's eyes. It is 
time to look inwardly and see how special we are. 
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Depression, Social Isolation, and ACOLUG 

Drs. Diane Nelson Bryen, Yoosun Chung, Robe1i Segalman 

1.0 A Brief Look at Depression and People with Disabilities 

I feel sad all the time and have difficulty concentrating and making simple decisions. 
I've even lost my appetite, have little energy, and am sleeping a lot. Sometimes I feel 
so hopeless that I think of killing myse(f • 

These are often the thoughts of many individuals who are depressed. Depression affects 
approximately 5.4 percent of the U.S. adult population or about 10.9 million American adults 
(National Institute of Mental Health (200 I). The incidence of depressive symptoms is higher 
in adults with disabilities ranging from 3 to 7 times that of their nondisabled peers (American 
Association on Health and Disability, 2009). The effects of depression on quality of life are 
substantial effecting school, work, recreation, and relationships. 

Depressive symptoms sometimes are not recognized and therefore go under-treated among 
people with disabilities. According to Hollins (2009), depression is easily missed in people 
who have social and communication disabilities. 

Depression is not caused by a single factor. Contributing factors may include: 

• Biological, such as genetic or associated with physical illness 
• Psychological, such as abuse or bereavement 
• Social, such as relationship problems, loss of a job, poverty or boredom 

Research on depression in the general population suggests that a combination of cognitive 
behavioral counseling and medication provides the best symptom relief, with many people 
being able to discontinue the medication at the conclusion of treatment (Blat, Zmoff, Bondi, 
& Sanislow, 2000). Unfortunately, little is known about effective ways of treating depression 
among individuals with different disabilities,despite its high prevalence and impact on the 
quality of life among individuals with disabilities. Studies of depression among individuals 
with different disabilities, including those with complex conmmnication needs (CCN), will 
hopefully lead to the effective treatment and quality of life for millions of people with and 
without disabilities. 

2.0 What do we Know about People with CCN and Depression? 

2.1 Research. 

Although there is almost no research about depression among people with Complex 
Communication Needs (CNN), several studies demonstrate a clear relationship between 
depression and loneliness. For example, Alpass and Neville (2003) found that older adults 

Pit1sburgh Employment Conference for Augmented Communicators Pit1sburgh. PA August, 2009 ©SHOUT 2009 



14 

who feel lonely are at high risk for depression. Also Dugan and Mullins (1990) concluded that 
a clear and consistent relationship exists between loneliness and depression. 

The one study that did focus on individuals with CCN and loneliness was done by Balilin and 
Balandin (2007). They investigated the perspectives on loneliness among seven older adults 
(i.e. 40 years or older) with cerebral palsy through in-depth interviews. Four participants had 
a severe physical disability and each required more than 4 homs of daily assistance. Among 
them, three participants used speech generation devices (SGD). The rest of participants used 
their natural speech to conununicate. In terms of loneliness, results of their study showed 
that two themes - conununication and social networks - were most related to loneliness. 

Although research has provided little information about people with CCN and depression, 
personal perspectives of individuals who have CCN and who use SGD may help in 
understanding the causes and experiences with depression. 

2.2 Two Personal Perspectives 

Dr. Bob Segalman shares his thoughts about social connectedness, social 
supports and depression? 

... 
Social connections and social supports are major allies in the battle against depression. Social 
c01mections are the way that we interact with others to build the social supports that enable us 
to function in a world with other people. Because social connectedness is a subset of social 
supports in this context, reference here will only be to social supports. That does not diminish 
the value of social connectedness, as this feeling of belonging is what combines in the 
aggregate as social c01mectedness. 

While we know that depression has a major physiological basis, just using medication to alter 
the physiology is often not enough. Research shows 
us that when medication is combined with therapy, it is more effective than 
when talk therapy or medication is used alone. That pendulum has swung 
both ways. Fifty years ago depression was treated mainly with 
therapy. Psychiatry was a haven for emotional voyeurs who spent their days 
reliving the adolescent sexual traumas of the idle rich and the psychoanalysis poor. Both my 
parents spent much of my childhood in therapy which may partially explain why I had to 
attend a second rate college. Psychiatrists never went hungry and the demand for treatment 
among college coeds rose dramatically after Dorothy Parker's quip: "Ifl saw all the women 
from Smith College laid in a row, I would not be surprised." 

After the hay day of psychoanalysis, a number of medications were used. A major advantage 
of medication is that many people can be treated at low cost. Prozac did for the drug 
companies what the Model T did for Henry Ford. Anti-depressants have improved over that 
time thanks to the fortuitous economic structure of the pharmaceutical industry. If the AAC 
conmmnity was that well structured economically, by now, I would have a Pathfinder that I 
could activate with my mind and Barry Romich would have the tax problems of Bill Gates. 
Had the psychiatric pharmaceutical revolution begun in 1900, neither Bruce Baker nor I 
would have had to pay for the equivalent of psychoanalysis. 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2009 ©SI-IOUT2009 



15 

ln some respects, the psychiatrists of the 1950s have now all become chemists. About that 
time, an allergist friend was deeply concerned about the financial future of his son who was 
starting a psychiatry residency. After all, back then an allergist could see 5 patients an hom, 
while a psychiatrist could only see one patient an hour. In a sense, that allergist's worry 
foretold of a major change in psychiatric practice. 

Things have changed. Psychiatrists cannot see 5 patients an hour, but the CP As who run those 
practices are pushing them in that direction. As an example, when my psychiatrist takes more 
than 15 minutes to talk to me about my medication (every 6 months), he starts looking at his 
watch. He knows that his CPA boss would feel a rise in blood pressure if the psychiatrist took 
too much time with any patient. 

For AAC users and other people with speech disabilities, depression can be reinforced by 
limited interpersonal interaction. One of the keys to good mental health is rewarding human 
interactions. When a speech disability prevents us from having rewarding human interactions, 
depression often results. Depression can destroy our social and psychological fabric on which 
we base a happy life. For me, the main evidence of depression among people with speech 
disabilities is the common tlu·ead of anger, which permeates many of their lives. When I read 
ACOLUG, l often see evidence of anger and that anger most often comes from the AAC users, 
not the family members or professionals on ACOLUG. 

Depression and lack of social supports can reinforce each other. While inadequate social 
supports can aggravate depression, depression can tear down social supports. While we can 
now discount much of what Freud said, his hypothesis that love and work are the successful 
basis of a happy life still rings true. Thus, when the chemistry of depression interferes with 
work or love, an individual's main basis of happiness can quickly evaporate. 

The side effects of anti-depressant drugs can often interfere with healthy social lives, and in 
that respect, can negate some anti-depressant effects. An example of that interaction comes 
from my own life. As a college senior in 1965, I was achieving academic success, but at the 
same time, the overuse of my voice was causing premature aging of the muscles, which allow 
me to produce a voice. My parent's concern drove me to a neurologist, whose primary 
treatment of all CP aliments was Valium. To paraplu·ase Karl Marx, at that time: "Valium was 
the opiate of the people with CP". Back then, little was known about the depressive side 
effects of Valium, the tendency for people with CP to experience depression, or the cognitive 
side effects of the anti-depressant drugs available at that time. For me the neurologist's 
insistence that I try Valium led to depression, which led to anti-depressants, which led to 
difficulty completing my doctoral program. I am sure that there are millions of other examples 
of how side effects of anti-depressant drugs can be detrimental to the successes in life, which 
those drugs are supposed to enhance. 

In sum, the interplay of social connections and social supports rally against depression but are 
vulnerable soldiers in an ongoing war of inunense complexity. 

Dr. Yoosun Chung shares her personal perspective about depression 

Most people whom I know say that I am a lucky person who has everything, including very 
supportive parents and siblings, her own family including husband and kids, a professional 
job, health, etc. which a human being can get in his/her life. Yes, I can say without hesitation 
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that I have everything, especially lovely people sunounding me, a Ph.D., a professional job, 
health, and even a disability. I feel so lucky to have everything in my life, but I feel deep 
depression from time to time. 

When I feel strong depression, I become a non-motivated person, which I am usually not. 
During my depressed mode, 

1) I avoid meeting people in public on purpose 
2) I do not want to call to even my best friend. 
3) I can't concentrate on my work 

For me, my depression stems mainly from the lack of social interaction ·with my colleagues 
(co-workers) and thus feel as I am an outsider. I feel isolated when I am in my office. I know 
that colleagues/co-workers with whom I work are very nice and very supportive. When I 
initiate the talking, they try to listen to me very well, but they do not usually initiate talk 
except simple greetings. I can't fully participate in social conversations in office. 

This is not just my own experience. One member of ACOLUG also stated, 

"As an employed person who also has rectment episodes of depression, I 
know how important it is to be able to deal with employment issues 
(either keeping or finding ajob) when battling depression or other mental 
health illnesses." 

Depression also occurs because of my speech difficulty itself. The more I try to make my voice 
out, the more I have voice cut-off problems, and that is why I do not initiate the talk to others 
much. 

Continuous muscle pain also leads me to feeling depressed. I have continuous muscle pains in 
all of my body parts, and this makes me feel down frequently. 

People's attitudes. Of course, I am not an exception who has faced other's stereotypical 
thoughts. Sometimes, some people ask me, "Can you speak English?" When I try to say 
something to them, I do not speak very well. 
I just want to tell them, "Of course, I can speak English. I received a doctoral degree, and I 
teach students at the University.", but I just cannot because I am already in frustration mode at 
the moment. 

Strangely enough, many Koreans who I meet for the first time in the United States, speak to me 
in English. They think that I cannot speak Korean. These two things happen from time to time, 
and I feel as if I came from another planet. Why do they think that way? I think it is because 
they never talked to a person with speech difficulties, like me, so they have no idea if I could 
ever talk. 

Some people are surprised when they hear I am married. Some people are even more surprised 
when they see my kids, and they sometimes ask, "Are these kids yours?" 
I even heard one of the most foolish things in my life. A woman asked me, "Oh my god, how 
come your son is normal, while you have this kind of disability?" 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2009 ©SHOUT 2009 



To help my depression go away, I have tried: 
1) Making a regular conversation pai1ner at work place. I pick a person, set up the 

regular time with him/her, and share my life, events, and thoughts. 
2) Trying to sleep a lot more than usual, and 
3) Tried Valium for reducing my muscle pain but it made me sloppy and thus more 

depressed. 

2.3 What We have Learned from Subscribers to ACOLUG 

During the past 15 years, ACOLUG- Augmentative Communication Online Users Group 
(Bryen, 2009) - has provided a vehicle for individuals with CCN to meet virtually via an 
international Listserv. They have shared information, formed social networks, provided 
assistance to each other, mentored parents and students, and provided emotional support to 
each other. 

17 

For more than a decade, many subscribers have shared their personal struggles with 
depression. For example, during the most recent 4- year period more than 130 postings 
included issues directly related to depression. Without compromising the confidentiality of 
ACOLUG members, here are some of their thoughts about depression: 

• Belief that depression is definitely linked to shorter lifespan; 

■ Personally going tlu·ough long-term depression; 

• During depression, didn't do very much; 

• Website and online support groups are helpful; 

• There's a lot of information out there with a mixture of information and misinformation; 

• ... is battling depression and is about to "do himself in;" 

• I have depression myself and considered taking my life; 

• Not being able to do anything for myself makes me want to die; 

■ 

■ 

■ 

.... has history of depressions and hurting myself; 

Loss or lack of a job leads to loss of self-esteem leading to depression; 

Too often issues like depression are 'swept under the rug;' 

■ Parents have no idea that their son or daughter suffers from depression and loneliness, 
and therefore they do not know what to do about it; 

■ Keep trying medication and seek help; 

■ Having good nutrition, exercise, good sleep, and lots of friends he] ps; 
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• 

• 

• 

Depression is especially true for people with significant disabilities; .... should all have 
personal depression prevention plans; 

Important to realize you aren't alone when dealing with depression; 

I believe this is an issue that needs to be addressed ... 

• Even though I have a smile on my face everyday does not mean I don't get lonely and 
depressed. Something to think about.. .. 
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• Medically, there are two classes of depression. Situational depression, such as that which 
occurs on the death of a loved one, includes low spirits, physical pain, reduced 
motivation, etc. It's also self-limiting. After a while, a person adapts to the changed 
world, and gets on with their life. If a person fails to adapt (and, for medical purposes, 
it's generally considered to occur within 6 months), they may have clinical depression. 
Clinical depression has most of the same featmes as situational depression, but is not 
self-limiting. A person with clinical depression may be trapped in a depressive state. 

• The biochemistry is also similar. Whenever you "think," it is via connections in yom 
brain. Neurotransmitters allow the signals of thought to jump between brain cells. Mind 
you, your thoughts aren't chemicals, they are just carried by the chemicals. (Just as you 
are not a car, but may use a car to get from here to there.) Similarly, your emotional state 
is carried by different chemicals. These chemicals affect the tendency of certain parts of 
your brain (the parts that are sensitive to them) to be active. If your "happiness center" is 
easily triggered, your spirits will be high. If it is difficult to trigger, you'll feel blue. 

• The "chemical imbalance" that we talk about so glibly is a shortage of the 
neurotransmitters that make it easy for your "happiness center" to become active. That 
can be a short-term deficiency (less than 6 months), in which case you may be depressed 
for a sho11 time. It may be cyclic, as in bipolar disorder. Or it may be that due to some 
abnormality of structure, you are not able to make the neurotransmitters at the right 
levels, and you have long term (sometimes life long) depression. 

• From a moral point of view, this understanding is important. Depression *should be* 
considered like diabetes. Your body isn't making chemicals at the right levels, or is 
making them in ways that aren't effective. There is generally no moral concern with 
treating a diabetic. Treating depression with drugs is, quite literally, no different. 

3.0 Computer-mediated Communication, Social Connectedness, and 
Social-emotional Supports 

Information and communication technologies (ICT) offer a variety of ways to reduce social 
isolation and loneliness - a contributing factor to depression. In addition, these technologies 
offer new means for providing counseling and other social/emotional supports via the 
internet (Barak, Hen, Boniel-Nissim, & Shapira, 2008; Miller & Griffith, 2005; and Rhodes, 
Spencer, Saito, & Sipe, 2006). ICT holds promise for individuals with physical disabilities 
and CNN because they transcend time and space. Traveling to a location that may be 
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inaccessible is no longer a barrier when services and supports can be provided via accessible 
ICT. The slow rate of communication - often a barrier to effective conmrnnication - is 
minimized when asynchronous ICT is used in providing counseling and other 
social/emotional supports via the internet. 

In addition, use oflCT can be helpful in establishing, sustaining, and expanding one's social 
networks thus reducing isolation, one of the social factors related to depression. With the 
establislm1ent of cyberspaces to meet and connect, such as Facebook and MY Space, social 
co1mectedness can transcend physical space that is often a barrier to individuals with physical 
disabilities and CCN. Furthermore, given that these cyberspaces also rely on asynchronous 
rather than synclu·onous conununication, the slow rate of conununication experienced by 
most individuals who rely on AAC is no longer a potential barrier to conmrnnication. Photos 
and videos of its members add another dimension to enhancing social c01mectedness and 
psychological presence. Listservs, such as ACOLUG, can provide a safe communication 
place to discuss depression, reduce social isolation, provide social/emotional support, and 
improve overall social c01mectedness. 

Depression is a painful condition affecting the individual, the family and friends. Today, 
more than any time in history, there are evidence-based treatments as well as information and 
communication technologies that can provide information, services and supports. Stigma 
associated with depression is probably the largest remaining obstacle that we must all 
combat. 
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Depression and Loneliness Can Be a Family Affair 
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I am not like my wife. She gets depressed, lonely, and complain that she has no friends and 
no excitement in her life. I believe that this is, partially, a side effect of our marriage. She 
feels that when I am home, she needs to be home with me. And I, or our kids telling her, that 
is silly does not help because she ignores what we say. My wife tells me, you could get hurt 
and not able to call and I come home and find you injured or dead, then what would I do? I 
say, can we spell, melodramatic? then, she hits me across my head. Never try to reason with 
a depressed female martyr; bad idea a very bad idea. 

There are tlu·ee words I dread hearing from my wife. I am bored. Being a male, when I hear, I 
am bored I think, find a solution. You are bored okay we could go to see a movie. I do not 
want to go to a movie. Okay, do you want to go shopping? no. Where do you want to go? I 
do not know? how about going walking? no. How about calling someone. I have no friends. 
It is about this time that I start hoping she will tell me to shut up and leave her alone; so that I 
can escape to my study. I am not making light of my wife's feelings. I feel terrible for my 
wife when she gets in those moods, there is nothing that I can do for her, and if I stay around 
her, I get depressed myself. I believe that depression is a real danger for spouses and families 
of Severely Speech and Motor Impaired, SSMI, persons. They get so caught up in caring for 
and protecting that person, that they lose themselves in that person. That is especially true for 
mothers and wives. Or at least, my wife. They become so involved in the care and needs of 
their love ones that their independence, their social relationships, their self worth all suffer, 
critically. As a SSMI, who is a husband, I do not know what to do about it. 

My wife has seen counselors and psychologists. The counselor she saw advised my wife to 
make herself happy to go and buy herself something nice. So, my wife went bought herself, a 
new car! I definitely did not like that counselor. My wife said that all that counselor did was 
to help her get us $25,000 more in debt. The psychologist my wife saw, she eventually got 
tired of seeing because she said that all he did was laugh at her cute stories. Now my wife can 
tell some cute stories, but if that psychologist had been any good, he would have known that 
my wife was avoiding telling him anything important with those cute stories, and made her 
discuss serious problems. He did not, and after awhile my wife decided she was spending 
money for nothing. At least, with the counselor she saw, she got a new car out of the deal. 

What my wife needs, instead of counselors, psychologists, and anti-depressant meds, are a 
couple of good girlfriends with whom to hang. Unfortunately, she has not found them in 
Harrisburg. Where do you find friends like that anyway? on the job my wife works with 
cognitively impaired persons, and the only co-workers with whom she has regular contact are 
her bosses and some bosses cannot make close friends. I believe that to make friends, you 
have to be pushy, because you are competing with all the other things the person could be 
doing, and all other people with whom that person could be. My wife is not pushy she is not 
going to push herself on people. She is what is called, reserved, until she knows you then she 
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lets herself go. We have lived in Harrisbmg some 16 years and my wife has not found a 
single, close, female friend, partially because of her reserved personality, partially because of 
the job she has, but mostly because she is so protective of me. Having a spouse who caimot 
walk is a social inhibitter. Really. How mai1y people live in wheelchair accessible homes or 
apaitments? Therefore, my wife ai1d I do not get invited to people's homes, not neighbors, 
not co-workers, ai1d we're not members of any clubs. My wife's family and childhood friends 
are three states away, and my are fom. So, we do not have a large pond to go fishing for 
friends. 

My wife envies me because I am contented with being at home, reading, watching, or doing 
something on my computer. When my wife says, I a.in bored I need some excitement in my 
life I think, I am not bored, and who needs excitement? I much prefer smooth easy seas, than 
excited seas, because for each crest, there has to be a troff. When I express this philosophy to 
my wife, she throws something at me. She hates metaphysics. I have explained to my wife, 
that I was inoculated against boredom and loniness, when I was growing up. I had literally 
nothing to do most times when I was growing up. I had no friends, practically. Today, I have 
my sons, my wife. I go out of the house every weekday to work with people. I have audio 
books, digital books, HD TV, blu-ray movies, the Internet, power wheelchair so that I can 
independently move, and two great dogs; therefore, how cai1 I be bored, and if I am not 
bored, I am not lonely. Personally, I believe that ifl were to complain about being bored or 
lonely, God should come down and kick me in my bony bottom. still, that is my 
conditioning, my wife grew up having lots of family around, lots of friends, and a pretty 
good social relationships. I am happy and contented with a very few social interactions my 
wife is not. 

I realize that I have not talked about the loneliness and depression that augmented 
conununicators often experience in their lives. I felt that others would be covering that 
sufficiently during the three days of this conference. I wanted to focus on the loneliness and 
potential depression of the people closest to augmented communicators, who love and care 
for us, who sacrifice a large pa1t of their lives because of their love for us. I feel that often 
their mental well being are ignored and lost in the necessity of taking care of the needs of the 
speech impaired person. Sometimes they are pai·ents, sometimes siblings, sometimes other 
fainily members, sometimes spouses, sometimes sons and daughters, and sometimes special 
friends. However, I guai·antee that none of them fully comprehended what they were 
committing when they started. My wife and I have been together 23 years. All that time, she 
has had the responsibility of my cai-e ai1d well being. The fact that she still wants this 
responsibility, testifies of her unbelieveable love and heart the same is true for all the care 
givers in this room. We know you have sacrifice more than you ought to for love and we 
thank and bless you. 

Thank you. 
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"Working" to Overcome Depression 

Kate May, ATP 
Texas TERA (Technology Empowerment Resources and Advocacy) 

Round Rock, Texas 
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Quite honestly at the end of the Pittsburgh Employment Conference 2007 when the theme for 
the next conference would be, Overcoming Depression and Loneliness, was announced, I had 
to ponder this topic. Could a person really be depressed if they had a job and were gainfully 
employed? All we need is money to make us happy, right? Then I remembered listening to 
the previous presentations at all the past PEC conferences and the emphasis was placed on 
people's unhappiness because they didn't have a job. Money was only a small portion of the 
unhappiness that they expressed. People weren't going hungry. They had a place to live, 
well, at least a roof over their heads and clothes on their backs. Although, government 
programs provide for the physical and basic needs, most of us would agree that people with 
disabilities desire to be productive citizens, to have a purpose and become contributors in 
society. 

I had always considered myself to be an up-beat person and with great optimism for life! I 
looked forward to the next day to see what it would bring. In September of 1999 all that 
changed! I had just graduated from college and my mom had convinced me to move back to 
my hometown of Houston, rent an apai1ment, and find a job. This ended up being the most 
depressing and dreadful year of my life, which seemed like an eternity. The days went by 
like years! I had relocated to the town that held my childhood, but, it wasn't a part of my 
independent adult life. I was used to getting up very early in the mornings and going to class 
or to work in a classroom in the public schools. In these environments, I constantly had 
interactions with my classmates, children, and professionals. In the evenings and on 
weekends, I hung out with my friends and boyfriend. 

When I moved back to Houston, I was confined to my apartment everyday due to the lack of 
motivation and of not knowing what else to do with myself. All of the places I used to go to 
as a teenager were unattractive. Besides, most of my childhood friends had all moved away. 
My social interactions were limited to my personal care attendants who weren't like the 
vivacious college students that I was used to having. I would count the days until my 
boyfriend, now husband, would come visit me again, and then sob knowing he would leave 
me to my seclusion. Seclusion is like a death sentence to somebody who survives on having 
meaningful interactions. Indeed I had my family in town now, but they had their own 
families and routines. I felt so out of place and I hoped that at any minute I would wake up 
from this horrendous nightmare. Or, that Scotty would beam me up. 

Even though some days I didn't feel like getting out of bed, I knew that I couldn't let my 
depression get the best of me. In Sara Redmonds' ai1icle, "Depression Due to Unemployment 
~ A Glance", she states, Depression resulting from the curse of unemployment has grown 
many fold over the years. It's been seen in surveys that depression has tightened its grip 
around the unemployed a lot more than ever. When people find their dreams crashing down 
because of not getting a proper job, they lose their grip over their emotions and become 
overwhelmed with sorrow, grief and hopelessness, a condition we refer to as Depression. 
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Depression if left untreated can lead to dangerous proportions. It not only affects you 
mentally but also physically. 

It was time for me to deal with my depression and open a new chapter in my life. It wasn't 
going to be easy, but what chapter had been easy? I had to continue finding avenues that 
would lead me to employment. Fo1iunately, I was able to stay connected through emails with 
my friends and other potential professional contacts. 

One of my connections was with Prentke Romich Regional Consultant, Tracy Custer, who 
lived in San Antonio. She became a great sow-ce of career networking for me and connected 
me with a staff member at the PRC headquarters who happened to be looking for someone to 
take over the company's Profile of Success Stories. Before long I was writing one success 
story a month on a successful PRC device user. Additional, I had a contract with a dot com 
called Half the Planet to write reviews on different assistive technologies. I was thankful 
that I had these writing contracts. It gave me something to look forward to each day and my 
brain was stimulated. Although I still yearned for the interactions with people, the everyday 
collaborations, laughter, and happy hours - the fun stuff about working. I wanted to work 
directly with people and make a different in their life. Don't get me wrong, I love to write 
but I have no desired to make a career out of it. To me, writing meant sitting behind of 
computer in seclusion. I am a people person. This was the exact reason I change my major 
from Computer Science to something that was people oriented. 

Somewhere in my networking, I met a lady who worked at United Cerebral Palsy of in 
Austin. I contacted her soon after I graduated from college to let her know was looking for a 
job. She was aware of my knowledge skills in assistive technology and she said, she said she 
would keep her ears open for any job opportunities for me. By the grace of God, about ten 
months later, she called me and told me about a Technology Specialist position at a nonprofit 
in Austin called Disability Assistance of Central Texas. After a series of interviews, I was 
hired a few months later and was finally in a position where I could once again interact with 
people daily and be a contributor in someone else's life. I was so ready to get out of 
Houston, the city known as "H" town had taken on another meaning. "H" town no longer 
meant Houston. 

My position at Disability Assistance was a fantastic learning experience. I got my feet wet on 
what it was like to go to work everyday, deal with coworker and supervisors that didn't 
always share my point of views and share my knowledge and expertise on assistive 
technology to empower consumers to achieve their full potential or at least, get them headed 
on right path. This was so rewarding. It also allowed me to achieve success in my life to 
make enough money to no longer qualify for the income payment for SSL 

Unfortunately about two years into my employment with Disability Assistance, part of the 
funding for my position was lost and my hours were cut to less then pmt-time from 30 hours. 
I remember going home that day crying, feeling so disappointed in myself. I was certain that 
it was just a matter of time before my position would be non-existence. This wasn't the first 
cut they had made. My anxiety levels rose. Much to my reluctance, I already had re
qualified to receive partial SSI income again, The thought of being laid off from work and 
forced back into that predicament, to sit at home until I found another job, was much more 
then I could bare. 
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Determined to :find another job to prevent another circumstance of isolation and to get back 
off of SSI income, I started networking and applying for jobs. A few months later after 
having unsuccessful interviews that didn't tmn into anything, a long time professional 
associate contacted me. Her organization had been awarded a contract with the Public Utility 
Conm1ission to increase the utilization of Speech-to-Speech, a voice relay telecommunication 
system. Surprisingly, Texas had the lowest number of people using the system. She offered 
me a full-time position with excellent pay to assist with the development of and implement a 
program to train people with communication disabilities and professionals to use Speech-to
Speech. This was a perfect job for me because I used the system myself and found it very, 
well, liberating. It gave me great enjoyment to show other people how to use the system so 
they could have the freedom of placing telephone calls and being understood. 

However, shortly after taking this position, I had several professional differences with my 
employer that intensified over the course of time. Our differences were largely based upon 
the ethnical practices in the area of assistive teclmologies and with the treatment and respect 
of others. This was the first time in my life that I developed such animosity towards 
someone's practices. It was very difficult for me to observe people with communication 
disabilities receive inappropriate device recommendations from a professional with a lack of 
knowledge and the unwillingness to learn about other device options. Needless to say, I 
became very depressed, which in tmn affected my state of well-being. At one point, I 
debated quitting my job without having replacement job. With the counseling of my family 
and friends, I came to the realization that sometimes a job is just that. It pays the bills! 

My realization was just a way of coping with the situation but certainly wasn't a long-term 
solution. I started looking for other job opportunities. While I applied for other positions and 
went on a few interviews, I pondered how cool it would be to work for a school district's 
assistive technology team providing support and instruction to youngsters who rely on AAC 
and had other assistive teclmology needs. In the past sw1m1ers, I had played a similar role 
during camps for children who used AAC. The experiences that I had dming these camps 
were so inspiring to me. I used my communication device to communicate with the campers, 
so they could really get a pictme of what it was like to have a conversation using a device. It 
was so amazing to watch their eyes light up with this glow that said, "Hey, she is using her 
communication device to talk to me. I can do that too." I saw children transformed into 
proficient communication device users. 

My participation in these AAC camps also provided me with a plethora of networking 
opportunities. I had established a lot of working and meaningful relationships with speech 
pathologists, occupational and physical therapists, and assistive teclmology specialists, etc. 
So, when I was considering a position with a local school district, I spoke to one of my camp 
contacts, who worked the Austin Independent School District's Assistive Technology Team. 
She really thought "my position" idea was intriguing and my personal and professional 
experiences would be very beneficial to the district. Although I was ready to start 
i11m1ediately with the district so I could leave my present employment situation, it would take 
about a year to develop the position. 

The 2009 school year, will be my :fifth year with the Austin Independent School District as 
an AT Teaching Assistant. I really love to work with the students and watch them become 
proficient with their devices. I am part of a fantastic team of Assistive Teclmology 
Professionals who share the same passion for putting students at the center of everything we 
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do. The priority of the team is to provide students with appropriate assistive technologies in 
order to achieve their individual educational goals. The AT team, teachers, and therapists 
respect and value my personal and professional opinions. My personal insight and 
experiences significantly contribute in assessing the students' AT needs and assisting them to 
achieve their educational and lifelong goals. It is very rewarding to watch students blossom 
and discover new abilities! 

Although, sometimes I struggle with my alter-ego because I'm only an AT Assistant, despite 
having the credentials, a degree in the area of Special Education and a certification as an 
Assistive Technology Professional through RESNA, to be in the same professional position 
like that of my team members. 

Now, by no means am I complaining, I would much rather be underemployed then 
unemployed. It's just something in my "genes" that gives me the drive to achieve more in my 
life. Hopefully, one day, my ancient co-workers will retire from the AT team and I' 11 be the 
first in line. 

Until then, I am pursuing another dream of mine. In the fall of 2007, I filed to form a non
profit that is named Texas TERA, which stands for Teclmology Empowerment Resources 
and Advocacy. Texas TERA was founded by a group of young adults who rely on AAC with 
me as Executive Director. Texas TERA received its non-profit status in April, 2008. 

Texas TERA's mission is to enable people with disabilities or limitations to achieve and 
maintain an active lifestyle through a central location with information, tools, and training. 
Our main focus is to provide a facility that consumer driven, where people with disabilities 
have the opportunity to explore and "test-drive" a wide-ranging assortment of the latest 
assistive technologies and universal design set-ups tlu·ough home-like exhibits. Our goal is 
to be located in a house so people with disabilities and family members can see and try ALL 
adaptive technologies in a familiar environment. 

Texas TERA is slowly getting started, and it recently received a generous donation which 
will allow us to move into an office space and setup equipment demos soon. We continue to 
seek supporters and grant funds to allow Texas TERA to grow. It is very exciting to see a 
long term dream of mine come to a reality and hope that eventually my "volunteer" 
Executive Director's position will become my fulltime pay position! 
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Understanding Depression: Categories, Causes and Treatlnent 

Howard Foster, M.D. 

General Outline of Talk 

In Private Practice 
Director of Education 

Pittsburgh Psychoanalytic Center 

5. Types of Depression 

II. Causes of Depression 

III. Presentation and Course of Depression: Signs and Symptoms 

IV. Treatment for Depression 

Specific Outlines of the Different Parts of the Talk 

I. Types of Depression which are of Particular Importance to Loneliness 

1. Bereavement 

2. Posttraumatic Stress.Disorder with Depressed Mood 

3. Dysthymic Disorder 

4. Major Depressive Disorder 

5. Bipolar I or II Disorder 

6. Depression due to General Medical Condition, Medication or Substance Abuse 

II. Causes of Depression 

1. External Forces Causing Depression: Stress, Trauma and Tragedy 

2. Our Internal Skills of Coping and Adapting: Handling the External Forces That Cause 
Depression 

Determining Factors for Developing These Skills: 
1.) Our Genes and Biological Condition 

2.) Our Family 
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3.) Our Close Relationships 
4.) Our Commwlity 
5.) Our Social, Religious, Ethnic, Economic and Educational Background 
6.) Our Unconscious World 

III. Symptoms of a Biological Type Depression 

1. Difficulty falling asleep or staying asleep, or sleeping too much 

2. Decrease appetite with weight loss or overeating 

3. Trouble concentrating wllile watching TV or reading 

4. Decrease in energy, - tiredness or restlessness 

5. Down and sad mood - tearful and little pleasure; sometimes an irritable mood 

6. Sometimes thoughts of being better off being dead and other suicidal ideation 

IV. Treatment for Depression 

A. Types of Treatment for Depression 

1. Family and Community Supp011: Relationsllips 

2. Education 

3. Hospitalization 

4. Medication 

5. Psychotherapy 

B. Goals of Treatment for Depression 

1. Decrease symptoms of depression 

2. Increase self esteem and confidence 

3. Improve self identity and self definition 
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4. Meaningful relationships 

5. Increase satisfaction and enjoyment in various parts of life: 
1.) To love and be altruistic 
2.) To work and be able to sublimate our wishes 
3.) To play and have a sense of humor 
4.) To be comfortable with our body 
5.) To find greater meaning in life tlu·ough religion, or other thoughts and 

activities 
6.) To anticipate and compartmentalize when appropriate 
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C. A Goal oflnsight Psychotherapy: a Tool to Help Navigate Life More Effectively and With 
More Satisfaction 

1. Our being more aware of our feelings related to an issue/problem 

2. Our understanding of the issue/problem and why we have these feelings 

3. Our using this tmderstanding of the issue/problem so that we can consider solutions to it: 
problem solving 

4. Selecting and implementing the solution to the issue/problem that makes the most sense, 
so we can navigate life more effectively 

5. Learning from using this solution so that the next time we can be more effective (pick the 
most helpful solution and implement it well), and get more satisfaction and/or enjoyment 
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Medicines Help A Person With Depression 

Sarah Lever, A.A., Consumer Vice President 
ISAAC 

Charlotte, North Carolina 

Abstract 
This presentation is going into why we need medicines for depression. I am going to tell 
you how I was before getting on these medicines, including the premenstrual syndrome 
(PMS) problems with depression. 

My name is Sarah and I live in Charlotte, North Carolina. The Executive Board of the 
International Society for Augmentative and Alternative Communication (ISAAC) requires 
many of hours of my time each week. Projects related to "People Who Use Augmentative 
and Alternative Communication" (PWUAAC) are my responsibility. 
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This presentation is going to explore why people who are disabled have high rates of 
depression. We are going to explore why we need medicines for depression. I am going to 
tell you how I was before getting on these medicines: including the seizures, anxiety, and 
premenstrual syndrome (PMS) problems. PMS is related to monthly changes in the female's 
hormone levels. 

Depression runs in my family, because my grandfather was extremely depressed. Neither he 
nor my family sought help for his problems. He had his special room in my grandparent's 
house. Everyone knew not to go into that room, if they didn't want to run out of there 
crying, because probably he would have said something to make you cry. Every meal turned 
into a yelling time for him and a lot of the time I had to wait to eat until he was gone because 
he started yelling about anything. 

One of many issues with having a disability is getting depression. Okay, with my family 
history and having a disability I had no opportunity to not be depressed! So, I have been 
living with episodes of depression all of my adult life. I went on the Internet because I 
wanted to find out more about depression in cases of people who have Cerebral Palsy. Well, 
I Googled "Depression and Cerebral Palsy". I fotmd some good information. Throughout 
this presentation I will give you some of the facts about having Cerebral Palsy and why 
depression is so normal in cases of CP. Most all of us here today can't use our voices and 
that is something that makes people depressed. It is extremely important to be able to get 
others attention and exchange feelings, knowledge, and experiences. 

Yes, some of the children at school made fun of me. I kept a wet shirt that was caused by 
drooling. Also, children might make fun of the child who needs help to eat. I had 
differences from them but after the first week usually we were friends. It is so important in a 
classroom where there is a child with a disability to have a discussion about disabilities with 
the regular students because they would be more accepting of people with special needs. 
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I know in my case of CP. I couldn't use my voice for effective communication. When I 
was going to start public school my mom was caring for another non-verbal girl whose 
mother was a speech pathologist. Her mother had made her a word board. So, my mother 
made a word board for me. It had five hundred words; everything was color-coded. When I 
was starting kindergarten my friends couldn't read yet and that made me feel like I was going 
crazy. I used to get very angry with everyone because they were too young to read my 
wordboard and couldn't understand me. I used that kind of conununication system for about 
six years off and on. It was hard on my mother and me because the vocabulary was so 
limited, just having the words my mother put on the boards. I couldn't experience that needed 
development until much older. Sometimes we used to get so upset because she couldn't 
understand me. We would lay on the floor for hours trying to get what I was thinking across 
to her. We got an AAC device. It was nothing like the Pathfinder, or ECO. I won't say the 
name of that device because it would give out my age. Just say it stayed broken. I had to use 
my low-tech board a Jot. I was getting depressed because I didn't have an effective way to 
communicate to mom and grandmother. If I had been using a communication device at that 
time I would have been a happier child. I can't stress how important it is for a child to be 
able to conmmnicate using words at an early age. I figme most all of us have been in that 
place where we can't say what we want or need to say. Looking back on my life with 
depression the times that I was in a very depress state I didn't have a working conmmnication 
system. Not having an effective way to conmmnicate takes a lot out of you and your family 
members or caregivers. 

Some signs of depression are changes in personality, appetite, sleeping patterns, low energy 
and interest in friends, a low self-esteem, anger, and feeling of helplessness. These signs are 
important to know to help yourself or others to notice when you or someone else are getting 
depressed. 

Before I was put on all of my medicines I was a wild child. That was before I got on an 
AAC device also. My frustrate level was low I used to get mad about anything. Somehow, 
with my wonderful family I still got depressed a lot of the time and they got hurt through my 
depression. When I was ten years old one of my mom's friend who was a nurse said, "I 
think Sarah is having seizures". So, she got an appointment with the neurologist. I was 
having small seizures so the doctor put me on medicine. He used Tegretol with me and 
started at a low amount at first and we found out quickly that I needed to go to a higher 
amount. Tegretol helped with the seizures. It helped somewhat with the depression. Later 
on, I had to go on Zoloft for the depression and Xanax for anxiety. 

I was going into pre-teen and I was starting to get my period. I was fantastic up to four days 
before my period, then my depression got one hundred times worse. I would be hitting and 
trying to drive over people. One second I was okay and the next second I was hitting and 
biting anyone. I used to get frustrated with myself afterwards because these people who 
were getting hurt loved me so much. After my period had started I went back to myself who 
all of you know. Later on when I started going to a G YN doctor I learned probably I had 
something called premenstrual syndrome (PMS). PMS is something some women get right 
before their period. PMS can cause a terrible hormone imbalance during this time of their 
cycle. Some women go on medicine to control the symptoms of depression that occur prior to 
and during the menstrual period. I had to go on a type of medicine that helps during my 
periods. Now, we are having problems from taking those hormones for a long time. My 
doctor is working with me on that. 
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I have talked about why some people with disabilities have depression and my experiences 
with depression. At present I am on seizme, depression, anxiety, and hormone medicines. 
They are a great help to me. 

References 
Associated Conditions of Cerebral Palsy: Depression 
http://www.originsofcerebralpalsy.com/03-conditions/06-depression.html 

Premenstrual Syndrome (PMS)Cause, Symptoms, Diagnosis, Treatment, and Prevention 
Information on MedicineNet.com 
http://www. medicinenet. com/premenstrual syndrome/ article.htm 
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Don't Let Yourself Get Down, Learn to Live and Chat 
Independently! 

Introduction 

Anthony S. Robertson 
Registered Manager, Chatting Independently 

& AAC Consultant 

David W. H. Mon-is 
Manager, Chatting Independently 

Speech & Language Therapist in AAC 
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Chatting Independently was set up in April 2003 by Anthony and Derek Robertson and 
David Morris. It is a residential rehabilitation centre based in the market town of March, 
Cambridgshire. It provides therapeutic input from physiotherapist, specialist seating 
consultant, occupational therapist, speech and language therapist, an AAC Consultant and an 
independent social worker as well as independent living skills training. 

At Chatting Independently, we believe independence comes from being free from the control 
of others and building the confidence to ask for a hand to carry out activities which they can 
not do themselves. Living independently does not happen in a vacuum but requires the 
person to be sitting comfortably, communicating effectively and the person's body kept in 
good condition. 

Over the last six years, we have grown to having eight residents and two properties. The 
residents who came to Chatting Independently, at the beginning, could communicate well 
and did not have a lot of high needs but as time has gone on we have residents who have 
various issues producing more challenging behaviours as a result of frustration and 
depression. 

Rehabilitation vs The Status Quo 

All our residents have one-to-one support from facilitators and have individualised 
timetables. They go out to do their own food shopping with a £40 budget so they learn about 
what food they like as well as the value of money and what things cost. 

Our residents have 2 sessions of physio a week, one of which is hydrotherapy, regular work 
on their assistive technology, increase their learning skills with learning support as well as 
learning to do their own washing, ironing and other daily activities. The residents decide 
where they want to go when they go out and about and have started to plan trips to London to 
visit museums to increase their learning. 

They can go on holiday to a villa with a swimming pool in Spain, tlu·ee have recently decided 
to go on an Activity type holiday but it is they who make the decisions not the staff or us as 
managers. 
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When this is compared to other residential places in the UK where most residents have no 
one-to-one support, allowed to watch television most of the day, have little or no timetabled 
activities and no therapeutic input, you can understand perhaps why our unique approach in 
the UK is beginning to become more popular. 

Very often this can be the first time people with a disability who use various communication 
aid systems make their own decisions and take the consequences of those decisions. 
Families, however, can find this a difficult concept because this has never happened before 
but under The Mental Capacity Act 2006 all decisions which are made by anybody have to 
be accepted unless it can be proved the person is not capable of making such a decision. If it 
appears a resident's family does not accept the resident should be allowed to make decisions 
feeling they have lost control the resident can become angry, frustrated and depressed. 

In such situations, we have to work with the families and the resident concerned so they can 
understand there is no reasons why their son or daughter should not be making their own 
decisions and in fact this is our view of being independent. When this is accepted the mental 
status of the resident begins to improve. 

Unwittingly, by attitudes of different family members, for exan1ple, to having someone with 
a disability being born into the family, or, although having fostered someone with a disability 
but not adopting that person, there can be feelings of not belonging, loneliness and being 
unloved which can often lead to depression. 

We have had a new resident joining Chatting Independently recently who provided us, our 
staff and residents with a challenge in that she showed her frustration which was leading 
remorselessly to depression by screaming and shouting for much of the day in her previous 
placement. This residential home found it difficult to cope with this behaviour and so her 
social worker had to find her a new placement and contacted us to discuss the reason behind 
her behavior. 

Lack of regular staff and frequent use of 'as required' staff who were never the same either 
was the main cause of the problem. N_o one got to know the girl well enough to understand 
her needs or caITy out what she would have liked them to do. She was labeled as having a 
severe 'learning disability' - a term in itself which is not clearly defined and covers a vast 
range of cognitive difficulties a person can have in the UK. Often, the degree of apparent 
learning disability can be reduced by reducing the frustration and depression. 

When this young woman came for a four day assessment her screaming reduced from 
roughly 9am to 7pm to a few minutes each day because of regular staffing and staff staying 
with her in her bedroom to help her through her worst episodes with some of outryow1ger 
staff watching DVDs with her at night. 

She is also partially sighted so there was a certain amount of fear producing a lot of 
screaming behaviour but this has been reducing with a consistent approach to working with 
her, having two one-to-one staff on each shift, appropriate therapeutic input from 
physiotherapy, occupational therapy and speech and language therapy with plenty of 
independent living activities. 
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It is early days but we can see the green shoots of improving her challenging behaviour and 
her begi1ming to enjoy some consistency in her life. 

Conclusion 

At Chatting Independently, we provide a structured approach to improving people's lives 
where they learn to be free from the control of others by making their own decisions and 
taing the consequences of those decisions. Through a therapeutic approach we give our 
residents the ability to face life through good conmrnnication, seating and physical well
being and they gain the confidence to ask for a hand to carry out various activities by having 
one-to-one support from staff. 

By using this unique approach, we believe we can help people whose frustration and 
depression have taken over their lives to give them a new view on life by raising their self
esteem and become enthusiastic for life. 
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Saving My Own Life - Being Prepared for a Disaster 

Richard Devylder, B.A. 
Sacramento, California 

(Powerpoint slides at the end of the Proceedings) 

Richard Devylder is a Special Advisor to the Secretary 
California Emergency Management Agency 

According to the U.S. Census of 2000 there are over 49 million people five-years of age or 
over in the United States, who identify as having a disability. It is imperative based on 
lessons documented in recent disasters, the integration of people with disabilities into 
community living and an aging population that the paradigm of emergency planning and 
responding change. 
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" ... as we watched the stunning spectacle of people dying of starvation and thirst in the 
streets of an American city that seemed to have been abandoned by every form of 
government, I was struck time and again at the fact that while race had become "visible," 
disability had not-even though we were watching the deaths of so many people with 
disabilities .... It is not that their disabilities were invisible; paradoxically, it was quite the 
contrary. Who an1ong us can forget that iconic image of the dead woman in the wheelchair 
outside the Superdome, covered only in a blanket? That might well have been the very 
symbol of Katrina's devastation in New Orleans, the wheelchair-not the woman, who was 
not visible, but the wheelchair itself. For if you used a wheelchair, and you lived in New 
Orleans in late August, you were very likely subject to something I will not hesitate to call 
terror." (Berube 2005) 

It is the "woman in the wheelchair" and so many other individuals with disabilities across 
this country that have lost their lives in disasters that began to stir Californian's with 
disabilities to take action and advocate for change in emergency management systems and 
being self-prepared. 

Why Prepare? 

Many believe that when a disaster strikes their community, first responders and government 
will be able to assist and meet your needs within a couple hours. Although, government has 
improved preparedness gaps still exist and you are ultimately responsible for your safety. 

As individuals with disabilities and parents we all have a responsibility to be prepared, as 
best as we possibly can. We must unlearn the helpless syndrome, as everyone has some 
control and can be prepared. There are many things you can do besides waiting for help to 
come .... ! 

Preparedness is not the goal; it is a means to an end .... protecting your: 
• Life 
• Independence 
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• Health 
• Family/ Pets 
• Property 

In the session we will discuss: 
► communicating without technology 
► establishing support teams and plans 
► developing "Grab-and-Go-Kits" 

Change will not occur tlu·ough legislation or "unfunded mandates", but a commitment by 
those responsible for emergency management planning and disability service 
organizations/departments to integrate their cultures and develop a collaborative working 
relationship on the issues. There is a lot to consider in the statement "NOTHING ABOUT 
US, WITHOUT US" which is often heard in the disability community. Very simply, 
integration not segregation will ultimately change the paradigm of all aspects of emergency 
management systems. 
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Broadening AAC: A Global Perspective 

Katya Hill, Ph.D. 
University of Pittsburgh and AAC Institute, Pittsburgh, Pennsylvania 

PEC@ is an international conference that brings the AAC commmlity from around the world 
together. Unlike other professional AAC conferences, PEC@ is the one venue we recognize 
that strives to represent the interests, expectations, and dreams of individuals who rely on 
AAC. Although PEC@ has a long-standing reputation of representing the international AAC 
community well, I have been invited to tell you about recent world-wide initiatives·that 
reflect a global vision for AAC. More specifically, I want to bring to you examples that are 
improving the quality of life for augmented communicators from my trips to Asia. 

Most striking to me, and something that we should feel proud has happened, is that the global 
AAC community has a shared vision that effective communication is a basic human right. 
Let's say that again, we believe "effective communication is a basic human right." 
Regardless of the country, every parent wants their child to learn language as effectively as 
possible. Regardless of their native language, adults with disabilities want to have access to 
AAC technology that will optimize their communication. Regardless of a family's social or 
economic status within a country, families value sharing experiences, feelings, and hopes. 
Regardless of the country I visit in Asia, I find that the teachers, clinicians, and researchers 
realize the significant impact AAC interventions hold for the life experience of the individual 
using AAC. The dream for being able to spontaneously generate self-created novel 
utterances as fast as possible using AAC assistive technology is the same in France, 
Germany, the UK and the US as it is in India, Taiwan, Japan and China. 

Now if we agree that we share a worldwide goal for AAC - optimized communication, can 
we agree on what's needed to achieve tllis goal? Perhaps those of us gathered here in 
Pittsburgh, can learn from how people in Asia have been motivated by PEC@, especially 
motivated by those of you with the highest performance communication, to create the 
opportunities to maximize everyone's potential. Then can those of us in thls room be 
motivated to improve the quality of AAC supports and services in our paiis of the world by 
what we are witnessing in Asia? 

The AAC Institute (AACI) has been privileged to be the technical sponsor for iCREATe - an 
international convention for rehabilitation engineering and assistive technology in S.E. Asia. 
iCREATe has moved between venues in Singapore and Bangkok, but the 2010 convention 
will be held in Shanghai, China. Within three years, iCREATe has become the largest 
attended assistive technology-related conference in Asia, exceeding the attendance of the 
long-stai1ding ARATA (Australian Rehabilitation and Assistive Technology Association) 
conference. Barry Romich, co-founder of the AACI, was a judge this year for the student 
design competition, and his lasting impression was that the Asian students performed 
equally, if not surpassing, the students competing in RESNA's competition in the U.S. 
Research papers at this year's iCREATe in Singapore included presentations on studies that 
identified core vocabulary for AAC systems in Mandarin Chlnese and the Thai languages. 
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Her Royal Highness Princess Maha Chakri Sirindhorn of the Kingdom of Thailand has been 
instrumental in supporting iCREATe. Jen Lowe, executive director of SHOUT, had the 
opportunity to meet with her Royal Higlmess in 2007, and the Princess attended part of our 
AAC presentation in Singapore. This encounter lead to Thailand's redirection of their efforts 
in developing a single-meaning picture activity or page-based AAC system to working on a 
core vocabulary organizational approach for a Thai AAC language program by the national 
assistive technology program called NECTEC. Wantanee Phantachat, director of the 
Assistive Technology Center (ASTEC) in Thailand has led these effo11s. Jen's ability to 
carry-on an interactive conversation with Princess Maha Sirindhorn led to the desire that 
Thai individuals should have the same performance outcome as Jen on her DeltaTalker -
rapid, natural spontaneous utterances and rarely pre-stored messages. 

While in Singapore in 2007, Jen and I visited the SPD Center (Society for the Physically 
Disabled). Woon Yee Chia, Program Director and Sarah Yong, Speech-language clinician 
had organized the first town hall meeting of augmented communicators in Singapore. The 
example of PEC@ had traveled around the world for others to emulate. These young people 
and their parents immediately realized how they had been empowered by AAC that 
supported SNUG (spontaneous novel utterance generation) to express their opinions and 
feelings about being able to achieve their goals. Several expressed their desire to attend 
PEC@ sometime, but all realized the hard work ahead in improving their language skills in 
order to increase their educational and vocational opportunities to make this possible. 

Rainbow School in Singapore in conjunction with SPD center showed me how they are 
building language competence with children using AAC through a core vocabulary approach. 
As I toured this school, I saw core word walls hanging up in all the classrooms along with 
manual core vocabulary boards using Pixons, a symbol system developed by Gail Van 
Tatenhove from the U.S., on the desks of all the students. These teachers repo11ed significant 
gains in vocabulary use and sentence construction for all the students. In addition to the core 
vocabulary project, the school has conducted a research project on AAC peer-mediation in 
the classroom. The targeted students using voice output systems with semantic compaction 
icons (PRC's Vanguards and Vantages) quickly exceeded expectations of being able to 
benefit from high teclmology. Consequently, within two years of training anti consultation, 
this school has become a model for the world to follow. 

Taiwan also is endeavoring to accomplish the goal of AAC. Although introductory or 
beginning AAC graphic symbol approaches were well-established, now Taiwan is seeking 
more effective communication performance and outcomes. By applying evidence-based 
practice to AAC decision-making, Taiwan is using evidence on Chinese core vocabulary and 
performance data on AAC language representation methods to guide AAC interventions. Dr. 
Ming Chen from the National Chaiyi University in Taiwan and Kay Chen, a graduate student 
at the University of Pittsburgh, have developed and reported transcription procedures to 
identify Chinese words and utterances as a foundation for collecting language samples to 
support AAC system development and intervention. In addition, I found researchers in 
Taiwan who had translated language analysis software such as SALT (Systematic Analysis 
of Language Transcripts) into Chinese and are very excited and motivated to translate LAM 
(language activity monitoring) tools into Chinese too. My Taiwanese colleagues recognize 
that success cannot be claimed without measuring and reporting perfom1ance using 
consistent standards. I appreciated our collegial discussions on the best methods to measure 
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and monitor progress or gains in building language competence rather than merely rating 
improvement of functional communication. 

I have left out many examples of excellence and individuals who are making a difference to 
improve AAC supports and services in Asia. However, I hope that I have given you a few 
memorable examples to show that Asia has a spark of enthusiasm that may be raising the bar 
for the AAC community. Let us not be complacent with the status quo of how things are 
done in AAC service delivery "here". Let us not agree to accept low expectations for anyone 
who uses AAC. Let us not be satisfied with AAC tean1s that do not fully inform individuals 
and fan1ilies of all their options and make decisions for people based on what's seems easy 
for them to use. Let us not agree to objectives and outcomes that cannot be measured and 
results never revealed or discussed with the person using AAC. Let us not be happy with 
funding agencies that make decisions about what AAC systems get funded. Let us not allow 
policy-makers to be persuaded that AAC systems are a commodity and like off-the-shelf 
computers can just be switched without major consequences. A futme generation depends on 
us voicing a better position. 

Augmented communicators at PEC@ have set the standard of excellence in high 
performance communication for decades. Your voices have led the world to believe that the 
goal of AAC is achievable. As PEC@ 2009 attendees, we admire the examples of AAC 
merit being accomplished in Asia and can seek to apply this evidence ourselves. However, 
we also need to make every effo1t to eliminate those policies and practices mentioned earlier 
that take away the human right to the most effective communication possible, especially 
when and where that happens in our countries. 
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As many of you have known, I just came back from China, attended the 2nd Speech Therapy 
Conference. We got the opportunity to meet with the Chinese professionals working at the 
frontier of the field, felt their enthusiasm to develop and enhance their ability to meet the 
high demand in this huge country. 

AAC is a relatively new concept in speech therapy in Mainland China. But the four primary 
components of an AAC system (symbols, aids, techniques and strategies) have been explored 
and recognized. Although they barely had any established functional assessment and 
intervention methods set up for people with variety of SLD (Speech-language Disorder) by 
the year of 2006, the rapid progress they have made there is unbelievably significant. 
The first rehabilitation institute was established in Beijing in 1988. It combines medical 
services, education and research together (Bo Ai Hospital). The annual treatment volume in 
their Hearing and Speech Department reaches 43,000, or about 200 per day. They have 
hosted 18 training camps for speech therapist from other cities since 1991, four speech 
therapy forum nationally and 2 professional conferences internationally. All of them lead to 
support and enhance the acquisition of AAC and related practices. 

With their help, there are already 500 hospitals and rehabilitation centers contain Hearing and 
Speech Departments. 

In Mainland China, there is a long way to go to catch up the developed counties. According 
to official statistics, there are 7,000,000 people with Speech disability (not even include the 
people with speech impairment), but there are only 1000 certified speech therapists, about 3-
4 universities offer courses and programs for speech rehabilitation training. 

The perspectives on AAC development in China are: 
1. To establish programs in universities to train professional PT and OT 

2. To keep the training camp and seminar going for urgent needs 

3. To accredit the Certification System 

4. To build up professional associations (PT, OT,AAC) 

5. To strengthen academic exchanges 
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Broadening AAC: A Global Perspective 

Arnaud Gloanec, Ergotherapeute 
Plate Forme Nouvelles Technologies 

Hopital R Poincare 
Garches, France 

Description of the Platform for New Technologies at the Garches Hospital/ 
The Situation of Augmentative and Alternative Communication in France 

Justine Bouteille, Occupational Therapist 
Samuel Pouplin, Occupational Therapist 
Arnaud Gloanec, Occupational Therapist 

Plate-forme Nouvelles Technologies, Fondation Garches 
Raymond Ponicare University Hospital 
92380 Garches 
France 

Description of the Platform for New Technologies 

The three of us are occupational therapists and work at the Raymond Poincare University 
Hospital in Garches, a suburb of Paris. Samuel and I work in the center of an organization 
called a Platform for New Technologies which is a very specific hospital service, unique in 
France whose three principle missions are: 

fif~(J) Advising and informing people with motor disabilities concerning man-
machine inte1faces in the area of new technologies: 

• Access to information tools 
• Environmental control 
• Augmentative and Alternative Communication (AAC) - our topic today 
• Assistive robotics - only anecdotal now in France 

The education of people with disabilities and their family, as well as 
health professionals who interact with them. 
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fiffiJ(J) Research into man-machine interfaces in new technology, partnering with 
several other centers; research in the larger sense, not centered 

uniquely on communication. 

The Platform for New Technologies was created several years ago to respond to client 
demands - especially a growing demand in terms of AAC. 
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We have thus put in place a function-based in open consultation for people with disabilities 
hospitalized at Garches and for those coming as outpatients. 

The Situation of AAC in France 

At the current time in France, rehabilitation health professionals do not have an education 
based on new technologies in their academic training. Thus it is more a question of 
information than one of education - included among other issues is AAC. 

We do not benefit from an AAC network established and effective in our country. This, of 
course, poses real problems in terms of supporting people with tools that may be prescribed. 

This problem is particularly acute when one is prescribed electronic communication systems 
based on language systems such as Minspeak®, DynaSyms®, Blissymbolics®, etc. It is 
difficult to benefit when there is a lack of professionals who understand these rate 
enhancement systems. 

The direct consequence with respect to this fact is that many professionals do not recommend 
these tools and favor typing with word prediction. Also a sizeable number of rejections of 
these Minspeak materials are seen, whereas they could completely meet the expectations of 
the people in question. 

In terms of communication, we have, in France, a mindset based on communication 
pe1formance, or the speed and sustainability of a conversation are criteria to which we accord 
great importance. 

The research we carry on turns on this axis, which has been largely explored in the United 
States. But our researchers are limited to certain tools of communication that have visual 
keyboards and dynamic keyboards and systems of simple and dynamic letter and word 
prediction with grammatical assists. 

Much research work of this type has been carried on in partnership with the Platform for 
New Technologies as, for example, a study baring on the prediction of words for people with 
quadriplegia coming to the conclusion that prediction does not have a beneficial effect in 
terms of saving energy or rate enhancement. If prediction has benefits, it is only after long
term apprenticeship. However, prediction presents certain inconveniences (cognitive 
overload), etc. that renders its bottom line of debatable interest. One other study has 
permitted a comparison of a number of systems of word prediction to distinguish among 
them which seem to be more effective. 

1ir@OJ Also, we realize that communication aids, which function with 
Minspeak®, have not been widely used in France for two 

maJor reasons: 

• The problem that a network of competent support personnel has not 
been established 

• The attachment of the great majority of people to the French language, 
its syntax, its construction of beautiful phrases, as well as a tendency to 
refuse to speak more rapidly or in a more efficient manner with adapted 

Pittsburgh Employment Conference for Augmented Communicators Pinsburgh, PA /\ugust, 2009 ©SHOUT 2009 



tools. Not to construct phrases according to French syntax and by 
letters appears as something degrading. It appears that a certain 
"French exigency" pushes us to preserve the usage of letters, even at the 
price of greater effort and less conversational effectiveness. 

Our AAC users cannot overcome this blockage. Let us add to this, in certain cases, the 
refusal of professionals (speech therapists, teachers) who see in this type of rate-enhanced 
communication, for example, like Minspeak®, a type of contradiction with what they are 
trying to teach: the French language, even though this does not seem to be the case. 

Conclusion 
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AAC is an area begun for many years in France, but it still remains little explored. In effect, 
we do not benefit from a sufficiently-developed network to use and provide the advantages of 
a wide range of AAC tools and the communication that they imply. 

Nevertheless, certain organizations like the Platform for New Technologies or professional 
associations such as the APF help develop technical and human means to advise and help 
potential AAC users when they come to these groups. This is why experiences such as this 
meeting in Pittsburgh, beyond its enriching aspect for us personally, is going to become an 
important element. Such conferences are going to make clear and bring the advantages of 
developing such language systems as Minspeak® to France. 
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Presentation de la Plateforme Nouvelles Technologies de 
l'Hopital de Garches / 

Situation de la CAA en France 

Justine Bouteille (I), ergotherapeute 
Samuel Pou pl in ( 1), ergotherapeute 
Arnaud Gloanec (2), ergotherapeute 

'iif/Jf)(J) Plate-forme Nouvelles Technologies. Fondation Garches 
H6pital Universitaire Raymond Poincarr! 
92380 Garches 

(2) Service MPR Widal 
H6pital Universitaire Raymond Poincarr! 
92380 Garches 

Presentation de la Plate-forme Nouvelles Technologies : 
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Nous sommes tous Jes 3 ergotherapeutes et travaillons a I 'h6pital uni versitaire 
Raymond Poincare a Garches, en banlieue parisienne. Samuel et moi-meme exen;ons au 
sein de la Plate-forme Nouvelles Technologies, qui est un service hospitalier tres specifique, 
unique en France, et don't les missions principal es sont: 

le conseil aupres des personnes en situation de handicap moteur concernant les 
lnte1faces Homme Machine dans le domaine des Nouvelles Technologies, a savoir: 

o I 'acces a I 'outil informatique 
o la domotique (contr6Ie d'environnement) 
o la CAA, notre propos d'aujourd'hui 
o et la robotique d'assistance, certes anecdotique en France. 

la formation des personnes handicapees elles-memes et de leur entourage (famille ... ), 
ainsi que celle des professionnels de sante 
la eveloper sur les inte1faces homme / machine en nouvelles technologies (partenariat 
avec plusieurs centres) ; eveloper au sens large, pas evelo uniquement sur la 
communication 

La Plate-forme Nouvelles Technologies a ete creee ii y a quelques annees afin de repondre a 
ces demandes, et notamment une demande accrue en termes de CAA. 
Nous avons alors mis en place un fonctionnement eve sur une consultation ouverte pour les 
personnes en situation de handicap, aussi bien pour les personnes hospitalisees a Garches que 
pour celles venant de l'exterieur. 

Situation de la CAA en France : 

A I 'heure actuelle, en France, les professionnels de sante paramedicaux n 'ont pas de 
formation axee sur Jes nouvelles technologies au coU1·s de leur cursus scolaire. II s'agit 
davantage d'une information que d'une formation. Cela inclus, parmi d'autres sujets, la 
CAA. 
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Ainsi, nous ne beneficions pas de reseau constitue et efficace dans notre pays, ce qui pose de 
evel problemes en termes d'accompagnement des personnes par rapport aux outils que l'on 
preconise. 
Cela se remarque particulierement lorsque l'on preconise des outils de communication evel 
sur le langage Minspeak®, ou le systeme DynaSym®, ou le systeme Blissymbolics® ; ii est 
generalement tres difficile de beneficier, apres preconisation, d'un suivi efficace quand a 
I 'apprentissage de Minspeak du fait du evelo de professionnels formes ace langage. 
La evelopers directe en rapport avec ce fait est que beaucoup de professionnels ne conseillent 
pas ces outils et privilegient Jes claviers de evelop avec eveloper. De eve, on constate un 
nombre eveloper d'abandons de ces materiels en Minspeak, alors qu'ils pourraient repondre 
completement aux attentes des personnes concernees. 

En termes de communication, nous avons, en France, un etat d'esprit axe sur une 
communication pe1formante, oi:1 la vitesse et la soutenance de la conversation sont des 
criteres auxquels nous eveloper une tres grande importance. 
Les recherches que nous menons se tournent vers cet axe, evelop largement aux Etats-Unis, 
mais elles se Iimitent a certains outils de communication que sont Jes claviers evelop, Jes 
claviers dynamiques, Jes systemes de eveloper simples et de eveloper dynamiques, ou encore 
le redressement grammatical. 

Plusieurs travaux de eveloper de ce type ont ete menes en partenariat avec la Plate-forme 
Nouvelles Technologies, comme par exemple une evel portant sur l'interet de la eveloper de 
mots aupres de personnes tetraplegiques avec comme conclusion que la eveloper n 'avait 
d'interet en terme d'economie d'energie et de rapidite que si elle beneficiait d'un effet 
d'apprentissage sur le long terme, mais qu'elle presentait aussi quelques inconvenients 
(surcharge cognitive, etc) qui rendaient au bout du compte son interet discutable. Une autre 
eve) a permis de comparer un grand nombre de systemes de eveloper de mots afin de 
distinguer lesquels semblaient etre Jes plus eveloper. 

Aussi, nous nous sommes rendu compte que des outils evel que ceux fonctionnant 
avec Minspeak ont du mal a se eveloper en France, et ce pour 2 raisons majeures : 

le probleme d'un reseau de evelopers non constitue 
l'attachement de la plupart des gens a la langue frarn;;aise, a sa syntaxe, la 
construction de belles phrases, si bien que l'on a tendance a refuser le fait de parler 
plus rapidement ou de maniere plus efficiente evel a des outils adaptes. Ne pas 
construire des phrases selon la syntaxe frarn;;aise appara'it pa1fois comme quelque 
chose de degradant. II semble qu'une certaine «exigence» franc;aise nous pousse a 
conserver )'usage des evelop, eve au prix d'un effort plus eveloper et surtout d'une 
moindre efficacite de conversation. 

Nos utilisateurs ont par eveloper du mal a passer ce cap. S'ajoute a cela, dans certains cas, le 
refus de professionnels ( orthophonistes, instituteurs ... ) qui voient en ce type de 
communication, comme par exemple le langage Minspeak, une sorte de contradiction avec ce 
qu'ils cherchent a enseigner et ce qu'ils ont comme idee de I 'enseignement de la langue 
franc;aise, bien que ne soit pas le cas. 
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Conclusion : 

La CAA est un domaine aborde depuis de nombreuses annees an France mais ii reste encore 
peu evelop. En effet, nous ne beneficions pas d'un reseau suffisamment developpe afin 
d'accorder et de donner davantage d'exhaustivite a la CAA et a tous Jes outils de 
communication qu'elle implique. 

Cependant, certaines structures comme la Plate-forme Nouvelles Technologies ou les 
association tell es que I' APF mettent en. reuvre des moyens techniques et humains afin de 
conseiller aux mieux les utilisateurs qui les sollicitent dans le cadre de la CAA. 
C'est pourquoi des evelopers telles que cette rencontre a Pittsburgh, en plus de l'aspect 
enrichissant pour nous, vont probablement etre des evelope importants car ils vont nous 
apporter davantage d'arguments afin de eveloper I 'usage du langage Minspeak en France. 
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[:phone on] [:NP] [:RA 170 [:DV HS 95 BRO AS 90 AP 90 GN 75] Hello everyone! I want 
to start by thanking Bruce Baker for having me speak today. I feel a little strange saying my 
name because i feel everyone should know me, but my name is snoopi batten. i'm the guy 
that programs communication devices to sing. Every time I do a talk I always end with a 
song, so yes you will all hear me sing. L <500>] And I have some new stuff available, so 
make sure you look me up to see what all I have. L <500>] I have named my talk today, 
depression and learmng to dance. Now i don't know if it got listed that way, but that is what 
I decided to name my talk. And I did that for a nwnber of reasons. First of all, some people 
who battle with depression, are in to music. L <1000>] well um, thats me, and you can call 
me the music man. L <500>] Music, art, poetry, I do it all! So ifyot1 go by that, I must be 
one very depressed person, hahahaHAHAHAhahahahahahahahahahaha! L <1000>] actually 
i'm not, I like to think I just have one bad situation after another. But as i was thinking about 
how I want to do this talk, I wanted to talk about the dance part of it. Let me start by talking 
about the depression part first. L <500>] and lets look at depression, as if it were music. 
There are many things that life throws our way. And I guess for someone like me, it feels 
like songs. And there are some basic songs that the average person can identify with. A 
song might be, the loss of a job, L <500>] the death of a friend or family member, L <500>] 
getting in a car accident, L <500>] getting a divorce, L <500>] not having enough money, 
L <500>] and so on. L <1000>] and when someone gets bad news, its like the music has 
started, and all you can do is dance. L <1000>] now what do I mean by dance? L <1000>] 
well, the dance, is how we cope with each situation. How we handle bad news. What we 
do when trungs happen that are beyond our control. L <500>] and that takes coping skills. 
Like when someone dies, we grieve, we have a frn1eral, we say goodbye, and we find away 
to move on. L <500>] and thats what i call the dance. L <500>] when we lose a job, we say 
goodbye to our co workers, pick up our last check, and we find another job. thats another 
example of the dance. L <500>] and if trungs happen or come up that we don't know how to 
deal with, we usually go to counseling and learn what steps we should take to deal with the 
situation. L <500>] so, its a lot like learning to dance to music. L <500>] if your boy friend 
or girl friend leaves you, the dance is you order a big pizza, and hopefully you invite me 
because I like pizza, and you cry your eyes out, and then a week later you are in the arms of 
someone new. It is all part oflife, and most of us can laugh because we've all been through 
those kinds of situations, so we know the song and [ dae<500>n<300>s<200>]. L <l 000>] 
thats not to say we like going tlu-ough the motions. L <500>] when life starts playing a song, 
the last thing most of us want to do is go through those steps again, but we do. L <500>] 
L <500>] but theres another kind of music, a different song that us disabled people have to 
hear, and these songs don't have good steps to follow, and many people don't, and can't 
understand what we have to deal with. L <500>] sometimes its that baby wave that people 
give when they think you are retarded. L <500>] that smile, when they can't wait to get 
away from you. L <500>] it might be a pat on the head. L <1000>] it might be someone 
asking everyone else what you want or need, but you! L <1000>] it might be the everyday 
assumption from people that trunk you can't read or can't understand what is going on around 
you. L <1000>] it might be trying to use yom communication device to talk to someone, 
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and having them th.ink you are just pressing nice pictures. L < 1000>] I mean this stuff never 
ends! L <1000>] and when you try to talk about it, people say something like [:NR] [:RA 
195] [:DV HS 90 BRO AP 200 AS 100 PR 200] oh i'm sure you just misunderstood! [:Np] 
[:RA 170 [:DV HS 95 BRO AS 90 AP 90 GN 75] L <2000>] right, L <500>] and it 
makes you ask who the real idiot is? L <2000>] and what dance do you do? L <1000>] if 
you are like me, after a certain point you yell and scream, and usually take off before you do 
something you will be sory for. And the worst part about it is, someone always says [:NB] 
they must be having another episode. [:Np] [:RA 170 [:DV HS 95 BRO AS 90 AP 90 GN 
75] L <l 000>] actually, yes we are, and the episode is, having to be around ignorant people. 
L <l 000>] if only you could change the channel, but you can't. L <500>] and you know that 
if you go out side, you will only get another baby wave. L <500>] and I bring this up 
because in a work situation, you are suppose to leave your problems outside. L <500>] right, 
but what if people at work talk down to you as well? L <500>] I mean I have times when I 
just don't do anything for tlu·ee weeks because i'm tired of it. i'm happy with who i am, I 
love my life, I just hate the way I get treated. And it will never go away, I will always have 
to educate people, and I get tired of the dance! So thats what I feel I want to talk about, how 
you deal with the dance. L <500>] at times I have wanted to give up. But ifl give up, i am 
ending what i can do with my life. I don't want to end my life, I just want to end the 
situation. L <500>] let me tell you what not to do. Don't go to a regular counselor, because 
they will only tell you that you have an anger problem. L <500>] well, they can say that, but 
it does nothing to validate the things you go tlu·ough day after day. And if the counselor had 
to go tlu·ough being talked down to and everything, he would be yelling and screaming to! 
L <500>] so today, I want you all to feel validated! L <l 000>] let me share what works for 
me. I live in ohio, and the system there is messed up! everything is ran by m rd d, so 
people like me are classified as retarded, because thats just the way the system is. So trust 
me, I have a lot to be depressed about. L <500>] so I have one pastor who is a friend of 
mine, he's about my only friend in the area actually. Thats slowly changing, but he's a good 
friend. We meet almost every friday, and he hears a lot of the same thing week after week 
after week after week after week! L <l 000>] and nothing has answers, its just the music that 
I can't get away from. L <500>] but what helps me the most is, he treats me as normal. He 
listens, he validates, but more than that, he talks to me like a normal human being! And that 
really refreshes me! It makes me not want to give up. After talking with him, i can go out 
and handle that one more baby wave, or what ever I might face. L <500>] and I think thats 
part of the dance, to find what ever it is that helps us to be normal. We know that we are 
normal, we just don't get treated that way. That doesn't mean we don't lack in coping 
skills. There are so much of the basics in life that we are not taught. But to deal with that 
extra music on top of it, we need to dance. L <1000>] sure, we can choose to sit back and do 
nothing, but when we do, we are the ones who miss out. L <l 000>] i think I want to talk 
about medication for a minute. Now if you are on medication for depression, keep taking 
it. And if you want to get off it, talk to your doctor. But as for me, I have tried medication, 
and nothing works! And part of the problem is, some of it has [kowdiyn] in it. [kowdiyn], 
makes me have a lot more muscle spasms, so I end up moving all the time. L <500>] 
another side effect from some medications is, it makes me too tired to do anything! L <500>] 
and I have other problems as well. And medication doesn't change the situation, it doesn't 
change how I feel about things, so i'm just not on anything! Now i'm not saying the 
medication didn't help at all, but it wasn't enough to deal with the side effects. L <l 000>] 
now, in my opinion, some doctors don't look at the reason behind the depression, they just 
start giving medication. I think this is wrong because you actually need to understand what 
is behind the depression before you start treating it. And i think a good example, is fear! if 
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you have a problem, but you are too afraid to do something about it, hello, you are going to 
get more and more depressed, because as long as you are too afraid to do anything, nothing 
will change. Its like me, I was in a situation where I had to get out of low income because I 
got a job where I made too much money to be in low income, so I had to move in to a 
building that was not wheel chair accessible. So for two years I was trapped because I 
couldn't get in or out of my apaitment building by myself. And there was really nothing I 
could do about it. Now, you could give me all the medications in the world, but i think if 
anyone was trapped inside an apai·tment building for two years, they would be depressed as 
well. L <1000>] but you know, i think even getting a new job can be hard. lets say you do 
the interview and you get hired. It is a great feeling to have a new job. But ones you 
actually stai·t the job, it might take time to get everything you need to do the job, it will take 
time for people to get to know you, you might be givin busy work because people might 
doubt you can handle actual work, and until you are at the job for a while, you might be 
depressed until little by little you fit inn. And there is no way to make this happen. 
Sometimes you have a funny moment that starts a bond between you and yom co workers, 
sometimes you get so tired of how you are treated that you finally have a talk with the people 
you work with, and it all comes back to the dance. Are you going to just sit back and not try 
to change things? L <500>] or ai·e you going to take action, take those steps that you need to 
take to change things. L <1000>] you can't let feai· stop you. L <1000>] you cai1't let not 
knowing what to do, stop you. L <1000>] sometimes when i am depressed, I give myself 
permission to be depressed for a day or two, because it is better to understand why you are 
depressed, and actually use that day to write down why you are depressed, what you can do 
to change it, and don't even try to feel better for that one day. see, depression is not a bad 
thing, because if you listen to it, you find that it is just anger that you never let out. And the 
more you try to fight it, the more depressed you will be. So if you take that one day to 
understand why you are depressed, and think about what you can do about it, the next day, 
you can take action, you can start that effective dai1ce to change that situation. If you can 
change the environment, change the music, it will change the way you feel. And if you don't 
know what steps to take, talk to people, ask questions, and keep asking questions until you 
understand what you should do. L <l 000>] never fear mountains that are in the distance, 
because facing what ever is coming up a head of you, will only make you a stronger person. 
L <1000>] don't hold back, because than the world will never know who you are. 
L <1000>] always have faith in yourself, because only you can know how far you can go in 
life. L <1000>] and if the music in life is getting you down, try to learn to dance to it. 
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The Critical Nature of Social Capital 

Al Condeluci, Ph.D., CEO 
United Cerebral Palsy Association of Pittsburgh 

Don Jones, B.A., Board of Directors, SHOUT 
Wilmerding, Pennsy 1 vania 

Social Capital is a term that describes the notion of friendship and social co1mectedness. 
Clearly, all people have some form of social capital, but it hasn't been until recently that 
sociologists have come to realize the power and potency of this concept. 

53 

Alexis de Tocqueville first wrote about the concept of social co1mectedness in his 1850 
analysis of the United States titled, Democracy in America. In this work, de Tocqueville 
described a phenomena he called "habits of the heart" where people watched out for each 
other for no other apparent reason than what is good for you is good for me. By the end of 
the Civil War and beyond the turn of the century in the 1900' s Americans began to enhance 
these "habits of the heart" to a whole new level. As our society shifted from primarily 
agrarian to industrial mode, and as immigrants came from all the Eastern European countries 
all types of clubs, groups and associations began to develop and strengthen. From 1871 until 
1920, over sixty groups moved from a parochial context to become nationwide entities, all 
creating a buildup of culture, conmmnity and c01mections. People nee<;! people and need to 
feel useful. 

L. J. Hanifan first coined the idea of social capital in 1916 although his focus was to put a 
"face" on the notion of"habits of the heart" that de Tocqueville identified in 1865. He 
defined social capital as: "those tangible substances that count for most in the daily lives of 
people: namely good will, fellowship, sympathy, and social intercourse among the 
individuals and families who make up a social unit." 

In a basic way, this notion of social capital is critical to all of us. Stop and think about it -
your life is a complex web of people who you relate to on various levels for various things. 
Those people you are closest to are your covenant relationships. These are the people you 
love and spend the most amount of time with. Next all those people that you freely exchange 
with make up yom friendship relationships. You spend a fair amount of time with these 
people and rely on them for things you need as your situation becomes more complex. Last 
are all those people that you know and see in yow-daily or weekly activities. You exchange 
pleasantries with these folks and might even discuss or debate events around you, but you do 
not go much beyond these dimensions. 

Robert Putnam (2000) defined the concept of social capital as: "refen-ing to c01mections 
among individuals - social networks and the norms of reciprocity and trustworthiness that 
arise from them ... (It) is closely related to ... civic virtue ... A society of many virtuous but 
isolated individuals is not necessarily rich in social capital." 

Social Capital and Health 
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Over the past 25 years researchers have been looking closely at the potency of social capital 
on health and happiness. Study after study have been conclusive that the more social capital 
an individual has, the less sick days and sad days they experience. A study done in Alan1eda 
County California (Berkman and Syme, 1979) fow1d that healthy adults who were more 
socially integrated with deeper forms of social capital such as wives/husbands/partners as 
well as with close friends and associates were more likely to still be living nine years post 
sh1dy that others who were less connected. Twenty years later Berkman and Glass (2000) 
found that the more social capital the greater the smvival from heart attacks, less risk for 
cancer recurrence, less depression/anxiety, and less severe cognitive decline with aging. 
Similar studies over the same timeframes found that social capital predicts who is resistant to 
illness and, that social isolation (the lack of social capital) - listen to this - achially causes 
disease. 

Summarizing all of this research, Robert Putnam (2000) contended that social capital is not 
only essential to individuals, but is critical to communities overall because it: 

• 
• 
• 
• 
• 
• 

allows citizens to resolve collective problems more easily 
greases the wheels that allow communities to advance smoothly 
widens our awareness of the many ways we are linked 
lessens pugnaciousness, or the tendency to fight or be aggressive 
increases tolerance 
enhances the psychological and biological processes 

The fact that social capital keeps us safe, sane and secure cannot be understated. Most of us 
tend to think that institutions or organizations are keys to safety. Places like hospitals or 
systems like law enforcement are thought to keep us safe, but the bold truth is that these 
systems have never really succeeded in keeping us safe or health. Rather, it is the 
opportunity for relationships that community offers us as well as the building of social 
capital. Simply stated, your circles of support and the reciprocity they create are the most 
important element in your safety. In fact, Putnam reports that social isolation is responsible 
for as many deaths per years as is attributed to smoking. 

Drilling deeper on this critical nahire of social capital, Sheldon Cohen (2004) contends that 
there are two major aspects responsible for these positive effects - the "main social effect" 
and "stress buffering." The "main social effect" is the obvious nature of having your social 
capital available to support you, and reciprocate when you are in need. This "main social 
effect" promotes positive psychological aspects of identity, purpose, self-wmth and other 
pro-social aspects that induce health-promoting physiological responses. It also provides 
information and is a source of motivation and social pressure to care for oneself. 

"Stress buffering" asserts that social capital promotes health by providing psychological and 
material resources needed to cope with less stress. Quite simply this concept suggests that 
stress has an adverse affect on health and that social capital buffers the ill effects of stress. 
The more friends you have the more you can get assistance in dealing with your stressful 
situation. When someone faces stress alone, the interpretation of the stressful event has ill 
effects. But, if you can talk with friends about this stressful situation often the interpretation 
is softened and you can face the stress with less negative impact. 
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Without a doubt, the potency of social capital is a concept to be reckoned with. The research, 
studies and reviews are overwhelmingly consistent that the more relationships people have, 
and especially in key, close relationships, the better they are able to deal with the stresses of 
life and the better their lives become. Tom Rath (2006) suggests that the literature also 
indicates that one need not have a lot of relationships. Studies seem to show that the positive 
effects of social capital kick in when people have at least 4 close relationships. Curiously, 
more than 4 do not necessarily make your life better, but less than 4 lead to serious ill effects. 
This study was done at Duke University Medical Center in 2001 with patients having heai1 
disease. Over a 4 year span they found that people in the "isolated" group (those with fewer 
than 4 friends) were more than twice as likely to die from heart disease. 

Social Capital and Life Success 

Beyond the health and safety benefits of social capital there is mounting evidence that social 
capital have a positive effect on the more tangible outcomes associated with life success. 
That is, when one examines key life success outcomes some simple areas can be isolated for 
review. These are: 

• Jobs and meaningful things to do 
• Housing and living choices 
• Transportation to engage in community 

Certainly there are other outcomes important to people, but when you look at any human 
service systems anywhere in North America supporting people who are disadvantaged, these 
three measures - jobs, housing and transportation - are often the key activities that services 
offer. Be they poor, elderly, disabled, addicted, homeless or any other social ill, systems and 
services are trying to help people get established in these three domains. I know in our own 
area of expertise - supports to people with disabilities- these areas are critical and funding 
sources are looking to measure our success here. 

Yet when these three areas are closely examined, success in each one is linked to social 
capital. Quite simply, the more social capital people have, the more options people have in 
each of these critical life support areas. Consider your typical experiences here: 

Jobs and meaningful things to do - Regardless of your age, if you look closely at your job 
history, you can probably trace job success to your social capital. That is, when you think 
about your jobs and how you obtained these jobs, probably a friend, family member or 
associate was directly involved. Then, when you applied or interviewed for that job, you 
listed more of your social capital as job references. More, when the interviewer called your 
references, these people (your social capital) vouched for your integrity, diligence, and 
competence even if they had to stretch. 

In our experience there are some clear coincidences in this area of jobs. One is that people 
with disabilities we support are overwhelmingly unemployed or underemployed. In fact, 
national statistics (NOD- 2001) suggest that close to 76% of people with disabilities (16 to 
60 in age) are unemployed or underemployed ai1d our experiences bare this out. Similarly, 
our experiences also reveal that the folks we support who are unemployed are equally 
socially isolated with limited social capital. 
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Housing and living choices - Most disadvantaged people are extremely limited in housing 
options. Often housing that is affordable and safe is off-limits to people of limited means. 
Consequently, many of these people are in sub-standard housing, in the most vulnerable 
areas, with the worst school systems, resomces and the like. In the most severe situations, 
disadvantaged people end up homeless or on the streets. Much as we see with jobs, people 
with limited social capital are also limited in housing options. 

In our work in disability this housing disparity is overwhelming. Along with the limited 
social capital to assist with housing, many people with disabilities have the added challenge 
of needing accessible housing. The net result is that the best that the human service system 
can do here is to build segregated or congregated housing specifically for people with 
disabilities. This isolation not only adds to the social stigma, but further limits the 
opportunity to build new social capital. The spiral continues. 

One interesting example here is that of home ownership. The National Council on 
Disabilities (2001) reports that the overall home ownership data suggests that close to 71 % of 
adults in community either own their own home or live with someone they love who owns 
the home. Yet when they isolate the disability adult population, home ownership drops to 
6.2%. Of course, when you factor in the unemployment rate of people with disabilities 
(76%) then this cohmi becomes the poorest in the country so who can afford a home or what 
bank will lend to someone who doesn't have a job. 

Again, when we factor in social capital, the impact is clear. People with more social capital 
have greater options in housing and in whom they might choose to live with. If you needed 
to change your living airnngement quickly, for whatever reason, your social capital would be 
there to bail you out. You might have someone who could take you in temporarily, then help 
you find a new place to live or perhaps have you move in with them on a more permanent 
basis. The net result is that social capital is a key mitigating factor in preventing 
homelessness. 

Transportation to engage the community - There is no doubt that the ability to get around 
the conununity is critical to a person's life success. Getting to work, meetings, appointments 
or to recreate are key to keeping a person (or family) moving forward. Quite simply the 
more limited you are in getting around the more limiting life becomes. 

People who are disadvantaged are usually limited in transportation options. If you don't 
have a job, often you can not afford a private vehicle. This leaves either public transit or 
finding friends to transport you. If public transit is not available, and you have limited social 
capital you are stuck. Then, if you need some special features in transit, such as accessibility, 
you are even further isolated. 

Ironically, if you can not get into community, then your chances of building social capital are 
further affected. Yet we know that social capital is key to assisting in transportation if you 
do not have or can operate a vehicle. This is a cruel double bind. 

Disadvantaged People and Social Capital 

It is safe to suggest that people who are disadvantaged anywhere in North America are 
equally limited in social capital. There is very little literature to back this statement up 
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which, in and of itself is revealing. No one has cared to even measure the social capital 
network of disadvantaged people. Still, if you have any exposure or contact with groups of 
people that are often at a disadvantage - the old, poor, disabled, homeless, and addicted 
know that these cohorts are disc01mected from social capital. 

Similarly, disadvantaged people are limited in all the aspects that social capital affects. That 
is, jobs, housing, and transportation are all challenging areas for devalued people. Equally, 
we know that disadvantaged people have more sick days, more depressed days and, in some 
cases, have a higher mortality rate. This is ce11ainly true with homeless, addicted, poor, and 
disabled populations. 

Without any detailed studies, conventional wisdom tells us that all of these populations are 
more socially isolated than other groups. Without the resources, energy, accessibility, or 
general conmrnnity acceptance members of these disadvantaged groups languish in the area 
of social capital. 

To this end, it seems that human services for these groups of people are missing the boat. 
Each year, millions of public and private charitable dollars are directed to "helping" 
disadvantaged groups, but when efforts to help fail to identify and then utilize strategies to 
help build social capital, it appears that these efforts will be doomed to failure. 

Conclusion 

We are convinced that the route to success in conununity, no matter the group or agenda, 
rests in understanding the concept of social capital, and then developing strategies and 
supports that will facilitate disadvantaged groups in building, maintaining, or sustaining 
social capital. When we move in this direction we are convinced that we will finally make 
progress in helping people find value and relevance in conmrnnity. 
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Our Worlds: Commonalities Across the Lives of Augmented 
Communicators 

Robert O'Gurek, A.A. 
Schnecksville, Pennsylvania 

Hi Everybody, I am Bobby O'Gurek. I am here to talk about my daily life with Cerebral 
Palsy. Ever since I was born, my parents treated me like any other kid when they raise me 
which made me who I am. I don't let my disability stop my life or get in the way of what I 
want to do. I live my life the way I want it to be.that is, to be independent as I can. one way 
that keeps me independent is having personal assistants come help me throughout the day. 

Having them assist me with my personal needs takes a lot of pressure and stress off of my 
parents. My assistants comes 4 times a day for breakfast, lunch, supper, and snack. my 
electric wheelchair is another asset that helps me be independent as I am. My wheelchair is 
my legs when I look at it. my wheelchair allows me to go anywhere that I want. During the 
evenings I take a ride around town to see my family, and friends. I love that I can go 
anywhere I want to Go. however, sometime I can't ride my wheelchair anywhere I want to 
go, for instance, there is a bar called the sports zoo that my friends go to all of the time. This 
bar is about 2 miles from my house. I can not drive my wheelchair there because I would 
have to drive on the highway down mountain. I am sure it can be done but it would be 
dangerous. so I get my brother and my Dad to take me down to the bar and picks me up. 

Even though I am very grateful to my Dad and brother for taking me down and picking me 
up at 2:30 in the morning or even later, it sucks having to rely on peoples to take me places 
that I want to go. and people go out of their way to take me. Don't get me wrong, I know my 
Dad, Mom, my brothers and sister do not mind taking me places but they have their own life 
too. do you know what I mean? when I go out, I do not drink much at all. I don't like beer. 
Sometimes my friends give me a mix drinks, but I don't drink much. I don't need to drink to 
have fun. When I am out, I love to dance with my friends and my brothers and sister in my 
wheelchair. Even other people who know rrie come over and dance.with me, its cool. it 
makes me feel like any other person. However, there is a disappointing and depressing 
feeling when I am out because I see my friends hitting on women or women hitting on them. 
When I am out, no women hit on me or I don't talk to them unless they are friends with me. I 
don't know if women think I am just there to go out or they don't want to bother with me. I 
don't know the answer but it is weird when it is no problem for my friends to pick up a 
woman. I am sorry but I have wants and needs like my friends. I am sure everybody in this 
conference hall feel this way about this. I do get jealous when my friends tells me about 
women they met the night before and they go in deep detail. I am like Thinking to myself 
why are you telling me this. Because I know I won't experience that. It is depressing. 
However, I will not give up looking. On ACOLUG, when the topic of this year's pee topic 
was a big because people do not think it was a good topic for the conference and I respect 
their opinion. However depression and loneliness is real in the disability community. even 
though I have a smile on my face everyday, does not mean I don't get depress and lonely, 
because I do. it is a part of life. 
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Our Worlds: Commonalities Across the Lives of Augmented 
Communicators 

Emily Smith 
York, Pennsylvania 

THANK YOU WAYNE. WHEN I TOLD BRUCE BAKER MY IDEA FOR NEXT 
CONFERENCE. I DIDN'T THINK HE WOULD TAKE ME UP ON THIS. I AM GLAD 
THAT HE DID. BECAUSE IT rs MY WORLD AND so MANY PEOPLE HA VE 
WALKED THROUGH IT. 
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I HA VE SPENT MY WHOLE LIFE STRIVING FOR INDEPENDENCE AND THE 
ABILITY TO LIVE A RICH AND FULL LIFE. THANKS TO WONDERFUL PEOPLE I 
HA VE MET ALONG THEW A Y AND INCREDIBLE ADVANCES IN TECHNOLOGY, 
MANY OF MY DREAMS HA VE BEEN REALIZED. WAYNE AND I WOULD LIKE TO 
SHARE A BIT OF OUR JOURNEY WITH YOU. I HOPE OUR EXPERIENCES INSPIRE 
EACH OF YOU TO STRIVE FOR MORE INDEPENDENCE AND NEVER GIVE UP. 

MY CHILDHOOD WAS PHYSICALLY DIFFICULT, BUT OTHERWISE LOVELY. MY 
PARENTS DID A GOOD JOB OF TREATING ME LIKE THEY WOULD HAVE ANY 
CHILD. MY PARENTS MADE SURE I WAS OUT AND ABOUT IN THE WORLD. I 
SOCIALIZED WITH OTHER NEIGHBORHOOD CHILDREN AND MADE GOOD AND 
LASTING FRIENDSHIPS. MY DREAMS WERE TAKING FORM WHEN I WAS 
YOUNG. 

AS A YOUNG ADULT THINGS WERE CHANGING. MY FRIENDS WERE MOVING 
ON TO COLLEGE AND BUILDING THEIR LIVES AND I WAS LIMITED IN SO 
MANY WAYS. THERE WASA TUGGINGINMYHEARTTHATCAUSEDMETO 
THINK ABOUT WHAT LIFE WOULD BE LIKE ON MY OWN. WHILE MY PARENTS 
WERE WONDERFUL, I WAS SUDDENLY NOTICING THAT THEY WERE MAKING 
MOST OF MY LIFE DECISIONS FOR ME. THERE WERE SO MANY THINGS I 
WANTED TO DO THAT WORRIED OR SCARED MY PARENTS. I REMEMBER 
THINKING BACK TO A WONDERFUL TEACHER I HAD, NAMED MISS DIETZ, 
WHO ALWAYS TAUGHT US NEVER TO LET ANYTHING HOLD US BACK FROM 
THE THINGS WE REALLY WANTED TO DO. SO I STARTED TO DREAM AND 
THEM PLAN ON HOW I WOULD BUILD A LIFE OF MY OWN. MY FIRST STEP 
WAS TO TELL MY PARENTS. BUT HOW? I KNEW MY PARENTS WOULD NEVER 
AGREE TO ME STRIKING OUT ON MY OWN ... SO FOR A LONG TIME, I KEPT 
THESE THOUGHTS TO MYSELF, LIMITING MYSELF TO DREAMS OF WHAT 
COULD BE AND PRAYING THAT THE RIGHT TIME WOULD COME. 

I HAD A CHILDHOOD FRIEND WHO HELPED ME RESEARCH PLACES I COULD 
LIVE. REALISTICALLY, I COULD NOT LIVE IN THE COMMUNITY WITHOUT 
SOME FORM OF PERSONAL CARE. BACK IN THOSE DAYS GROUP HOMES OR 
PLACES LIKE THAT RARELY EXISTED FOR PEOPLE LIKE ME WHO REQUIRED 
SO MUCH CARE IN MY DAILY LIVING SKILLS. SO WE LOOKED FOR FACILITIES 
THAT HOUSED PEOPLE LIKE ME WHO WERE PHYSICALLY HANDICAPPED. MY 
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FRIEND ALSO HELPED ME INTRODUCE THE IDEA TO MY PARENTS. IT WAS 
HARD FOR THEM AT FIRST, BUT THEY DID REALIZE THAT THEIR AGE WAS 
BEGINNING TO PREVENT THEM FROM OFFERING ME THE CARE I REQUIRED 
PHYSICALLY AND THE STIMULATION I NEEDED INTALLECTUALL Y. SO WE 
FOUND A FACILITY IN PHILADELPIA AND MY NAME WAS BUT ON A WAITING 
LIST. IT TOOK A FEW YEARS, BUT I FINALLY MOVED OUT OF MY PARENTS 
HOME AND INTO A HOLE NEW WORLD FOR ME. 

I DISCOVERED THAT LIVING IN SUCH A FACILITY REQUIRED A GREAT DEAL 
OF ADJUSTMENT. THERE WERE TIMES THAT I FELT QUITE ALONE IN A 
CROWD. PART OF THE PROBLEM WAS MY SPEECH. I CANNOT FORM WORDS 
QUICKLY OF CORRECTLY, SO IF YOU WANT TO UNDERSTAND MY THOUGHTS, 
YOU HA VE TO BE PATIENT AND WORK WITH ME. IT WAS HARD TO FIND 
THOSE PEOPLE WHO WOULD TAKE THE TIME TO GET TO KNOW ME. THAT 
WAS HARD, BUT EVENTUALLY, I MADE A FEW GREAT FRIENDS. HOWEVER, 
THIS PLACE WAS NOT A VERY GOOD FIT FOR ME AND I BEGAN SEARCHING 
FOR JUST THE RIGHT PLACE TO CALL HOME. 

I FOUND SUCH A PLACE IN THE MARGARET E. MOUL HOME. IN YORK 
PENNSYLVANIA. THE HOME WAS BUILT ABOUT 27 YEARS AGO AND I WAS 
LUCKY ENOUGH TO BE STA YING TEMPORARILY AT THE NURSING HOME 
RIGHT BESIDE THE SITE OF MY NEW HOME. WHEN I MOVED INTO THE MOUL 
HOME, WHERE I STILL LIVE TODAY, I WAS ONE OF THE FIRST TO ARRIVE. I 
WAS ABLE TO MEET THE STAFF IN A CONFERENCE SETTING AND TELL THEM 
MY WISHES AND CARE REQUIREMENTS. IT WAS LIBERA TING TO BE ABLE TO 
ORCHESTRA TE MY CARE AS MUCH AS POSSIBLE. 

THROUGH THE YEARS, SO MUCH HAS HAPPENED IN MY LIFE. I KNOW WHAT 
IT IS LIKE TO BE DEPRESSED AND TO FEEL HELPLESS AND ALL ALONE I HA VE . 
SURVIVED BREAST CANCER WHILE I LIVE BEEN IN RESIDENCE HERE. I HAD 
UNRELATED BUT JUST AS TRAUMATIC SURGERIES AS MY BREAST SURGERY. 
MY PARENT'S AND BROTHER HA VE PASSED AW A Y IN THE LAST 15 YEARS. A 

NUMBER OF FRIENDS WHOM I HA VE LIVED WITH HA VE ALSO DIED ... I MISS 
THEM TERRIBLY. .. ESPECIALLY MY OLDEST AND BEST FRIEND, DENNY. 
THERE WERE TIMES I JUST FELT SO BAD, BUT FORTUNATELY FOR ME, I LIVED 
IN A PLACE THAT WAS PERHAPS NOT PERFECT, BUT HAD CARING PEOPLE 
WHO TOOK THE TIME TO HELP ME WORK MY WAY THROUGH MY SORROWS. 
THEY POINTED ME IN A VERY HEALING DIRECTION. I GOT BUSY. I LEARNED 
FROM MY SITUATIONS AND BEGAN TO LOOK FOR WAYS TO HELP OTHERS. I 
CONTINUE TO BE INVOLVED IN VERY MEANINGFUL WAYS TO THIS DAY. OF 
COURSE I LOVE PEOPLE AND IT MAKES ME FEEL GOOD WHEN I HELP 
SOMEONE ELSE. I SERVE ON A RESIDENTS COUNCIL AND ASSIST OTHER 
RESIDENTS WHEN THEY NEED HELP. I AM A RESIDENT LIAISON WHO HELPS 
ORIENT NEW STAFF MEMBERS. I AM INVOLVED IN HOSPICE AND ASSIST IN 
THE HOME WHEN A RESIDENT IS DYING. THANKS TO MODERN TECHNOLOGY 
AND THE HOMES ABILITY TO PROVIDE TECH ASSISTANCE, EVEN NEW 
WORLDS HA VE OPENED UP FOR ME. I NOW HA VE THIS WONDERFUL 
COMMUNICATION DEVICE THAT I AM ABLE TO OPERA TE EVEN THOUGH I 
HA VE NEVER BEEN ABLE TO READ. I HA VE ATTENDED TEMPEL UNIVERSITY 
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TO LEARN ABOUT MY COMMUNICATION DEVICE ... AND THEN I BECAME A 
MENTOR MYSELF HELPTNG PEOPLE TO LEARN TO USE THEIR 
COMMUNICATION DEVICES. I HAVE ALSO MENTORED CHILDREN IN OUR 
LOCAL SCHOOLS WHO ARE DISABLED. I HELP THEM LEARN TO 
COMMUNICATE. I HA VE MY POWER CHAIR THAT LETS ME GET AROUND 
FASTER AND EASIER. MY ROOM IS TECHNICALLY WIRED SO I CAN OPERA TE 
MY TV, VCR, STEREO, COMPUTER, AND PHONE INDEPENDENTLY. I MAKE MY 
OWN APPOINTMENTS AND TRAVEL ON OUR PUBLIC TRANSPORT BUS BY 
MYSELF. I HA VE COME A LONG WAY! I JUST WISH MY MOTHER HAD LIVED 
LONG ENOUGH TO SEE ME COMMUNICATE AND GET AROUND TOWN. WHEN I 
WAS VERY LITTLE, HER STRONGEST HOPES FOR ME WERE THAT I WOULD BE 
ABLE TO USE MY HANDS AND ALSO BE ABLE TO SPEAK. LOOK AT ME NOW! 
SHE WOULD BE SO HAPPY TO SEE ALL I CAN DO. I MENTIONED MY TEACHER, 

MISS DIETZ, EARLIER. SHE ACTUALITY DIED THIS YEAR. I CAN 
ONLY IMAGINE HOW PROUD SHE WOULD BE OF ME. NOT ONLY MY 
ACCOMPLISHMENTS, BUT THOSE OF HER OTHER STUDENTS AS WELL. SHE 
NEVER GOT THE CREDIT SHE DESERVED WHILE SHE LIVED, BUT I WANT TO 
TELL YOU NOW. SHEW AS AMAZING. AND RESPONSIBLE, IN A BIG WAY, FOR 
WHO I AM TODAY. 

FINALLY, THOUGH LIFE MAY STILL THROW TROUBLES MY WAY AT TIMES 
AND I MAY FEEL LIKE EVERY ROAD I TRAVEL IS UPHILL, I AM CONFIDENT 
THAT ALL THINGS WILL WORK OUT IF I FOCUS ON BEING THE BEST PERSON I 
CAN BE. THE SECRET IS TO KEEP TRYING NEVER GIVE UP. I AM GRATEFUL 
TO THE MOUL HOME AND MY FRIENDS LIKE WAYNE, WHO HELP ME ON LIFE'S 
JOURNEY. 

BEST OF LUCK TO ALL YOU AND MAY YOU NEVER GIVE UP. 
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Hello , My name is Wayne Roupp . This is my friend , Emily Smith . We are speaking to you 
guys because Bruce Baker asked Emily and me to give a presentation at Pee 2 years ago . For 
years we came here to Pee and we never told about ourselves . Now we finally going to tell 
you about ourselves and where we live. When I was 17 years old , I asked my dad , could I 
have some friends , because I saw my sisters going out with their friend and I wanted friends 
of my own , so dad checked around for places for me to live . But not homes with only old 
people . Dad found a facility in York, Pennsylvania which I lived there for 27 years . I am 
from Williamsport, Pennsylvania, 3 hours away from the home . We live in a home called 
the Margaret E. Moul Home in York, Pennsylvania. There are 82 residents living at the home 
. But it is not a regular nursing home with old people . We live an active lives at the home . 
We go out as often as we can . We have a rec department who takes us out on trips . We also 
have pt, occupation therapy and speech therapy . 

We have our own rooms . It is like our apartments . We are planning to live there for the rest 
of our lives. These are our choices . 

I have a job but I only work a couple of times a year because I might lose my social security 
and health benefits or I have to pay for my room and board . And I don't have my g e d 
because when I went to school , I went to special Ed classes . I took the g e d test couple of 
time . I failed it every time . 

The reason I don't want to Move out of the home because I have many friends at the home . 
We been there for 27 years and we are satisfied there at the home . Yes we know what out 
there but we chose to stay there for the rest of our lives. 

My friend Brian and I used to share a room together for 12 years . When I got my own room , 
a couple of days I wanted to go back to my room with Brian but he didn't want me back 
because he wanted his own room too . 
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From my perspective, an AAC device is simply a tool used for expressing oneself and 
making requests. The device itself doesn't determine how a person lives their daily life. The 
conm1onalities amongst most people who use AAC devices are the reliance on personal care 
assistants. While some of us have different needs that are met by our personal care assistants; 
our daily routines, basic needs, and the ability to manage our day we all equally rely on om 
assistants. 

The school district I work for requires that I start my day at 8:30 and work until 4:30. About 
6:30 in the morning, the foremost impo1tant thought which goes through my mind is whether 
or not my assistant will make it in that morning to help me that particular day. My assistants 
are usually very reliable and understand the importance of them to show up for work, but, I 
never know when they might be sick or have something unexpected come up. The reality is, 
if they don't come to help me, I can't get my job done. Once I see their car pulling up in front 
of my house, I make a faint sigh of relief. 

The day begins with getting me ready for work, which involves: showering, grooming, 
dressing, and oh yes, we can't forget about the hair and make-up. If all goes as plan, we 
leave the house by 8:00 to make the 30 minute commute to my office. On an average work 
day, I start by responding to and writing emails. I don't sit at my computer all day, so I try to 
plan my days ahead of tome to be in the classrooms with the students and supporting them on 
their AAC device. To cut down on the driving and save on gas, I schedule my school visits 
to be in the same part of town. 

My assistants are with me in 11 hour shifts because I need them to drive me in my van to can 
get to the different schools where I work with the students and faculty. These long shifts are 
necessary for me to perform my job and meet my physical needs, but I truthfully get tired of 
people being around me all day. Yes, this is coming from the lady that said seclusion was 
like a death sentences. It is one thing to desire face to face interactions and meaningful 
conversation, but it is something completely different to never have time alone to enjoy the 
peace and quite. 

Thankfully, I get some time alone a couple of nights a week when my husband goes to class. 
On these days I get home from work about 5:30. I eat dinner and then my assistant helps me 
change into my workout clothes so I can ride my exercise bike. In January of this year, I 
found out that my cholesterol is high; which I have my dad to thank for. As most of you 
can probably relate to, I find it hard to get proper cardiovascular exercise. By riding an 
exercise bike, I hope to decrease my cholesterol levels and prevent futme health problems. 

Once I'm settled, my assistant leaves me and I'm finally alone for a few hours until my 
husband gets home. During this time, I send emails, post comments on facebook, research 
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stuff on the internet, and work on things for my nonprofit. I value this time that I have to 
myself. 

Another side of having personal care assistants is that every six to ten months, I have to go 
tlu·ough the process of hiring a new assistant. This is usually due to personal goals that my 
assistants are pursuing such as going to school full-time or getting a "real job" after 
graduating for college. People ask me, how do you cope with your staff changing all the 
time? Doesn't it drive you crazy? Honestly, I am okay with the ever revolving door of 
assistants. Personally, I would rather have outstanding assistants that only stay with me for 
short period of time. I relate more to people who have the mindset that being a personal 
assistant is not really a long term career. Sure, I miss them immensely, how could I not when 
we have spent so much time together. It would be very selfish of me not to encourage and 
support them in new endeavors and future achievements. 

Throughout my day, I'm also faced with the misconception by people in the community that 
I don't understand what's going on. They will talk to my assistants even when I'm the one 
asking the questions or giving them the information. I guess people think my assistants can 
read my mind and know what I want to say. What is fmmy about this is that most of the 
time, my assistants are clueless about the topics I'm talking about, especially when it comes 
to matters of my own body during doctor's visits. 

The commonalities that people who use AAC shared are essential to their well being and 
lively hood. Without the support of my personal care assistants, I couldn't carry out the 
functions of my job and provide to support and encourage to others. If people were paid by 
need of necessity and importance, personal care assistants would be as wealth as Donald 
Trump! 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2009 ©SHOUT2009 



Striving for Full-Time Employment 

Tracy Rackensperger, MA 
Outreach and Community Education Coordinator 

University of Georgia 
Institute on Human Development and Disability 

850 College Station Road 
Athens, GA 30602 

65 

The quest of achieving full-time employment has been a very difficult journey. I enjoyed 
part-time work (From 1999-2005, I worked part-time doing various tasks), but it was not 
going to get me out of my parents' house, buy my own house, pay the bills, and be an equal 
partner in a long-term relationship. I did not want every aspect of my life dictated by 
anybody - from where I lived, to how I spent my day, to where I was allowed to go and see. 
My parents were very supportive of my needs, but they were getting older and it was a great 
difficulty for them to keep assisting me. Plus, I needed to work full-time. I did not desire to 
live in fear of losing benefits when I saved to maintain my house and received a good salary. 

I was a person who uses augmentative communication who went to college and graduate 
school and had work experience. However, I took me 2+ years to find full-time employment. 
I am an employee at the Institute on Human Development and Disability at the University of 
Georgia. My role as Outreach and Community Education Coordinator is to oversee the 
coordination of the Institutes outreach activities. In this role, I promote IHDD programs and 
principles through publications and materials that speak to our many audiences, consumers 
and funding sources. I have ten years professional experience in research and information 
dissemination; most of it is in the augmentative communication and assistive technology 
fields. 

When I was in school, I had opportunities to interact with individuals on a daily basis. 
Although I loved my telework part-time jobs, I really missed the in-person interaction. Plus, 
living where I was at the time, using transit was not a great option for me to get out and 
about. My parents assisted me, but I spent the bulk of time with them. After college and 
graduate school, I really did not have much of a life outside my family and my computer. I 
was pretty lonely. 

It is difficult and depressing when you do not have somewhere to go outside your house. 
However, I would not say I was extremely depressed. Back then, I was not happy, but not 
majorly down in the dumps with my life. I knew it had to change though. Being in the 
situation I am in now, I am very glad my circumstances changed. Most importantly, my full
time job forced me to relocate to a better town, where transit service is better, housing more 
affordable for me, and pretty safe hangout spots abound throughout Athens. 

Being fully employed has allowed me oppo1tunities to do many things I want to do. It also 
allows me to showcase my talents and abilities. Plus, I have the ability to do things because I 
have the money and freedom to do things I want. It was difficult to not be able to do things 
without being able to control where you reside and how to get around. 
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It's pretty lonely when you don't have a job you go to every day and interact with 
individuals. I tried joining a church group. That helped somewhat. However, being home 
almost all the time was not wonderful. In conclusion, it was a struggle for me to be at home 
almost all the time. Although I loved my telework part-time jobs, they were not sufficient 
enough income-wise for me to reach the level of independence I wanted to achieve. 
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In the 1980's and 1990's rate enhancement in spontaneous word by word communication 
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was a major consideration in augmentative commw1ication. As the field grew, rate 
enhancement in spontaneous utterances began to take a backseat to literacy, social networks, 
pre-stored utterances, and field expansion - AAC for autism, AAC for people with profound 
cognitive issues, etc. This paper suggests that the study of rate enhancement in spontaneous 
word by word language generation is still an imp01iant consideration for system development 
and implementation. 

In the 1970s, 80s, early 90s rate enhancement was "The Ball Game" in AAC. Competing 
language approaches were viewed in terms of rate enhancement and cognitive ease. 
Abbreviation systems, word prediction systems, frequency-based letter-grouped systems, 
pictorial systems, and Semantic Compaction™ vied for leadership. In the 1990s, other 
clinical issues -- literacy, autism, early intervention, social networks, inclusion and academic 
integration replaced discussions of rate enhancement. 

Twelve years ago in a conversation with Richard Creech, M.S., augmented communicator 
and educational specialist with PaTTAN (Pe1msylvania Training and Teclmical Assistance 
Network), I asked what was the single most imp01iant aspect of AAC. He replied: 
"Basically, rate and being able to say anything you want." I said, "I don't think most AAC 
theorists would agree that rate is a central issue." He replied: "Most AAC theorists aren't 
AAC users." 

Focus has moved away from communication rate, to the disadvantage of AAC users. 
Literacy, autism, early intervention, social networks, inclusion and academic integration are 
important but should not flood out AAC's concern with the quality (interpretability) and 
quantity (MLU, ML Um) of the language used in the conununicative act. 

Spontaneous communication rate studies have been replaced by an interest in pre-stored 
sentences. 

AAC users tell us that rate is important to them. Language Activity Monitor (LAM) 
clinically shows that the more rapidly an AAC user generates language, the more likely 
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he/she is to be understood. LAM files show an increase in MLU and MLUm with an 
increase in communication rate. 

LAM observations indicate that slowing communication rate in clients with 
neurodegenerative conditions results in truncated utterances. Studies from Applied Behavior 
Analysis (ABA) closely link commmlication rate with increased fluency and increased 
satisfaction for the conversational partner. A foundational study (Blau, A., 1985) in AAC 
showed that slow commwlication rates raised anxiety on the part of listeners and that faster 
communication rates lowered anxiety. 

Slower communication rates are often interpreted as cognitive deficits. Conversational 
partners don't know how to react to slow communication rates -- they end conversations or 
jump in with erroneous fill-ins. Conversational dynamics with 3 or more people generate 
interactions that move forward rapidly and a comment being prepared slowly by the AAC 
user grows less and less appropriate with every passing second. 

Other issues have come to the fore and have needed discussion. Because of the intractability 
of rate issues in general, researchers have begun to study other aspects of communication. 
Perhaps nothing has been more influential in de-foci1sing on rate than the popular mindset 
from the oft repeated idea that the actual message isn't as important as how it's delivered -
the Mehrabian rule. 

Albert Mehrabian is credited with the rule that 7% of communication is the actual words we 
say, 38% is the tonality, and 55% is the body language. 

His work correctly stated is as follows: 
7% of the feelings conveyed is the actual word. 
3 8% of the feelings conveyed is the tonality of the words. 
55% of the feelings conveyed is the facial expression. 
The widespread influence of Melu·abian's research has led to serious oversimplifications and 
distortions. Melu·abian himself decries the distortions of his research on his own website. 

Total Liking= 7% Verbal Liking+ 38% Vocal Liking+ 55% Facial Liking. Please note that 
this and other equations regarding relative impo1tance of verbal and nonverbal messages 
were derived from experiments dealing with communications of feelings and attitudes (i.e., 
like-dislike). Unless a communicator is talking about their feelings or attih1des, these 
equations are not applicable. (BRB' s underlining) 

Two female speakers were employed to read each of the nine selected words in positive, 
neutral and negative vocal tonalities. Three different groups of subjects listen to these 
recorded messages and judge the degree of liking conveyed by each utterance. The 
Melu·abian "rule" was based on the "degree of the liking" and the consistency between the 
meaning of the word spoken and the tonality of the speech and the facial expression of the 
speaker. 

The Melu·abian data has been extrapolated to sales training situations, but is not a general 
theory of discourse. The results of the study showed that the voice tonality in the various 
messages primarily determined the subjects' judgments of affect and that the content 
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component of inconsistent message versus tonality had a negligible contribution to the affect 
inferred from such statements. 

Tonality and body language communicate emotional states of the speaker vis a vis the 
message and the receiver. Tonality and body language are not themselves the content of the 
message and in and of themselves communicate little content without language. 

The "rule" is based on two studies. Both studies explored the conmrnnication of positive or 
negative emotions by nine, single, spoken words (e.g. "dear," "don't," or "terrible"). 
Melu·abian, Albert & Wiener, Morton (1967): Decoding of inconsistent conummications. 
Journal of personality and social psychology 6( 1 ): 109-114. 
Mehrabian, Albert & Ferris, Susan R. (1967): Inference of attitudes from nonverbal 
conmrnnication in two channels. Journal of consulting psychology 31 (3): 248-252. 

The opening part of the presentation has been theoretical. It came from the experience of an 
SGD designer - Bruce Baker. It dealt with certain issues that are current among AAC 
professionals at this time. The remainder is a personal account by an augmented 
communicator - Clu-is Klein - describing his own experiences. It is a discussion of 
communicative life lived by one person, but it may have broader implications across AAC. 

***** 

Communicating with real words became an important need of my life at a very young age. It 
was frustrating for me trying to play charades with my family. Every time I wanted or 
needed something, the guessing game began. I became so frustrated that I would curl up in a 
ball and cry. Nobody could understand me, even after I tried to point and gesture. It was 
even more frustrating for my communication partner. This is where my speech language 
pathologist gave us a picture board. It had pictures of the batlu-oom, a mom, a dad, a way to 
say I love you; I want a drink, and those types of things. I had other things that I wanted to 
say and I couldn't do it with that picture board. 

I remember one time going to school on a snowy day. Mom put boots on me and put my gym 
shoes in a different bag. The teacher asked me where my shoes were. I nodded my head to 
the back of my wheelchair. She couldn't understand; she brought out my picture board. 
There was no picture for the bag in the back of my wheelchair; I kept trying to gesture. She 
got mad with me because I wouldn't use the board. I started to cry and was put in the corner 
until I could settle down. 

Communication with a picture board and gestures wasn't enough for me. How would they 
ever know that? I couldn't exactly tell them what was happening in my mind, so I tried to 
conmrnnicate with what I had and what I knew. It was at six years old that I received my 
first augmentative communication device. It was a word based system, which had four 
levels. It had tlu·ee rows of phonetic letters so you could say any words you wanted. This 
system here allowed me to say anything that I wanted to say. 

This device had a reputation of not being a good device to start children on. I was sent home 
with that device on a Friday. By Friday night, J was talking in complete sentences. Do you 
think if she sent me home with a bunch of preprogranuned stored phrases, I would have 
wanted to use it? I wouldn't have wanted to use it! My speech language pathologist gave me 
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words for the first time in my life. I could say what I wanted to say for the first time in my 
life. That is why I used it quickly. 

During those years I was introduced to several devices. Every time that I was shown a new 
device, I would stick my nose up at it. I was very quick on the device that I had. I could say 
anything I want and my social interactions were good. I had the ability to communicate with 
people. Because of that I was very comfo1table being social. 

In high school, I received my first word prediction device. It had a much better voice and 
people could understand it better. I did notice it was slower for me to use. I couldn't answer 
a question fully I felt, which frustrated me. There were the lot of times where I would type a 
response or a question about something the teacher would say, but we would be already past 
the topic. I didn't feel right to stop the class and go back to something we were discussing 
five minutes ago. 

It's frustrating enough not being able to talk orally, but it is just as frush·ating not being able 
to keep up with the conversation that is happening right then and now. People begin to think 
that you don't have an opinion on the subject, and even when you know you want to express 
that opinion. You know you are going slow and stopping the conversation or the meeting 
that is happening right then. You feel like everyone is watching you h·y to type as fast as you 
can, so you take short cuts and are still unable to express your full thoughts. 

By the time I was going to college, I was pretty fast on the word prediction device, yet I still 
used my old word based system when I was in my dorm and home with family. I would have 
used it for classes as well, but decided I had to use my new device sometime, so I forced 
myself to use it. I was told by a speech language pathologist that I wasn't using the device 
correctly. I needed to preprogram more phrases and sentences, so that I could communicate 
faster. I have always wondered if speech language pathologists are able to read minds 
because I would like to know how they would know how to preprogram every conversation 
they are going to have in one day. It's impossible to do. It's even more frustrating to me 
when someone else is trying to tell me how to use my device, when they don't even know the 
context of my full day. 

We are living in a culture that doesn't like silence. We like to hear a person talking when we 
are communicating with them. Someone that has AAC can have a difficult time engaging 
someone in a conversation. It is going to be difficult to hold their attention. 

When we meet someone or anyone for that matter, we greet them with a hi, how are you, and 
usually go on our merry way. Most people really don't want to know how I really am so we 
give them a quick response and that's it. I watched that happen at a church on Sunday. A 
lady said hi, how are you to my friend that was with me, but walked away before he could 
say anything. I laughed and said, oh that happens to you too. 

I worry when people don't focus on language and communication rate. We shouldn't limit a 
person's communication to pre-stored sentences. It has the effect of making conversations 
unrewarding. I have twenty-eight people willing to come to my home to help. Most of them 
don't get money. Would they come ifl could only say a limited amount? We have built that 
relationship together because we have gone deeper than hello, how are you, I'm fine stuff. I 
don't get that deep with everybody, but even with the people who stop me downtown, our 
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I believe in order to establish that deep co1mection you need language, you need to be able to 
talk to each other and share things with each other, so that you develop a bond. It isn't going 
to happen without language. Programming plu·ases and pre-stored sentences into a device 
isn't giving the person language. It isn't giving them a way to really communicate. 

When I am using the icon sequence device, I am keeping people's attention better and I'm 
right with the conversation that is happening right then. When I use the word prediction 
device I notice they look away and sometimes forget what they have asked. Now I can 
answer them in a quicker matter, and our conversations go deeper and longer. I believe that 
is a huge difference when you are developing any type of a relationship. 

Dawn and I met in November on the internet. We emailed and communicated on the 
computer for the first month. It was time to take the next step and talk on the phone. 
You have to understand I hated talking on the phone with Word Prediction. It was slow, and 
I felt like I was taking too much time typing. Even though I had been only using the icon 
sequence device for about a month, I decided I would use it to call her. I did that, and our 
first phone conversation lasted for two hours. We found out we had a lot in conm1011 that 
night. I don't believe our conversation would have lasted that long ifl would have talked 
with just spelling and Word Prediction. Both of us would have been ready to hang up long 
before that because our conversation would have been slower, and it wouldn't have been as 
deep. 

I have had the opportunity to use both the word prediction device and the icon sequence 
device at the same time because I had to do it. We decided not to put the icon sequence 
device on my older wheelchair because I am getting a newer wheelchair soon. It made more 
sense to put it on a new wheelchair. Seeing I haven't gotten the new wheelchair, I have to 
use the word prediction device when I'm in my wheelchair. I can tell I'm much more slower 
and I know I don't say as many things. I know when I'm stopped on the street; people 
usually don't have the time to wait for me to type a long drawn out answer like I like to do 
sometimes. I know my conversations I have with people with that device are shallower than 
I would like sometimes. I enjoy giving my thoughts to people, and sometimes challenging 
their thinking at times. I can't always do that with my other device. 

I think the biggest difference I have seen is when I get new people to work with. I know my 
friends see I am quicker and they love the difference, but I like to see the faces of people that 
I don't know very well. I was speaking one weekend down in South Bend. I was staying 
with a family and I knew the daughter well, but this was the first time the parents had met 
me. Brian, the father, and I decided not to watch the movie, but the hockey game. This was 
the first time we ever conmrnnicated together. After about a half hour of communicating, he 
stops me and says, "You know, I get it, you are smarter than me!" Right then and there, we 
made a c01mection and now he is helping me develop my organization. 

Do I think that would have happened using the other device? I don't think so because I know 
my answers to his questions would have been sho11er. This communication rate task needs to 
become a priority again, so that people with AAC can develop more social connections. 
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communicating with people. A person that is using AAC it's hard to have those deeper 
conversations because people don't like waiting. I believe that is causing more people that 
use AAC to feel isolated. They don't have the opportunity to express themselves fully and 
quickly because we aren't working on speed and vocabulary. We are more concerned with 
the other bells and whistles that a communication device doesn't need. 
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I wasn't introduced to an icon sequence device until last July. I have to say, at first, I was 
very hesitant to buy into this idea. My word prediction device had been working well for me 
for a long, long time. I thought I was pretty fast on it, and I knew my social life was active. I 
wasn't so eager to change to a different device again and learn a new language. Yet, as I 
learned the philosophy of the icon sequence device, I started to understand it. Now my 
curiosity started to wonder, and I wanted to learn this device because I wanted to know if I 
could communicate quicker with it. 

I began my training in the middle of August on my own. We had gone through all the icons 
at the introductory stage in July. I was familiar with the icons, so I started to teach myself 
the personal pronoun patterns. I felt that once I had a good understanding of this matrix I 
would have a better grasp of associating other meanings with those icons. It did work that 
way. I was able to start associating some words with some icons, and I could tell my 
conununication rate was getting quicker the more I used the device. I was beginning to learn 
the motor plan as well. 

I had to spell some words yet, and after I would spell them, I would notice the device would 
tell what sequence that word was under. This is called the icon sequence tutor. Once I 
figured out what it was telling me, I used it a lot as I learned the device. If I didn't know a 
word was in this device, I would spell it, look to the device to tell me the sequence, and then 
I would do that sequence. The icon tutor was a key component to my learning process. It 
did help me learn the sequences, but most impmiantly it helped me develop and remember 
the motor plan. 

In all my years of using AAC, I have had very limited support. I have learned every AAC 
device on my own and that isn't what I would suggest doing. Bob Stump came out to my 
home in Holland, Michigan, at the end of August to support me and assisted the learning 
process. I believe progress even faster. 

Bob and I started going through individual icons. He would say the word, and he was 
surprised with what I had already learned on my own. His support helped me it out, he 
would tell me the sequence, and I would do it. We would go tlu·ough a few icons at a time, 
and then we would do practice sentences. Bob would give me a sentence, and I would do it. 
When I didn't know where a word was, I would still use the icon tutor as my guide. I would 
have my friends give me practice sentences when they were over. I had vocabulary lists on 
my wall, so I could practice the words I had problems learning. 

As I was still learning this new icon system, I completely switched over to it to conununicate 
with. I don't think many people do that when they are learning a new communication device, 
but I believe it sped up my learning process even more. If I would have worked, practiced, 
and studied the Pathfinder, but then switched to the word prediction device to communicate 
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with, I wouldn't have learned it this quickly. I believe if you are going to learn a new 
communication device, or anything, you have to use it. I believe that because I used the 
device as I was learning it, it made it easier to learn. Yes, there were times that I would get 
frustrated with myself because I didn't remember where a word was, but knowing I could use 
the icon tutor helped relieve that frustration. Pretty soon, I was spelling less and less, and I 
could tell my communication rate doubled or tripled in a short period of time. 
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Sources of Stress: I Like My Job But They Won't Pay Me 

William Adams, B.A. 
Portsmouth, Ohio 

Good afternoon ladies and gentlemen, my name is Bill Adams, and I'm from Lucasville, 
Ohio, which is the southern part of the state. When I wrote to Bruce Baker, I had no idea 
that he was going to give me a solo gig, I guess one of these days, I will keep quiet, no, 
just kidding, I don't mind. Talking about my life, I can do that with a drop off of a hat. 
What I am wantjng to talk on today, life after college, and I don't want to scare any college 
kids in the audience today, because hopefully my story will not be their's, but when I e
mailed Bruce about my situation, he informed me that this was common with augmentative 
user, which no one told me about it when I was getting my degree. 

I obtained my bachelor's in the field in social sciences in 2004 from Shawnee State 
University, which is near from my home,' a community college. Like everybody else who 
attends college, I was like, ok, I am going to work to get this degree, and at the end of the, 
so called rainbow, there will be my pot of gold, a job. I guess I was thinking like somebody 

out of the blue would offer me a job, foolish thinking, but in a way, I thought something 
would eventually would come up. Nothing did, except when I took an internship class in my 
last quarter of my senior year. I wanted to take an internship class, because I really never had 
worked before in my life, but I wanted to, and since I was getting ready to graduate, I 
wanted to get my feet wet, to get me prepared. The county's developmental disabilities had 
helped me to get into Shawnee, so that was my choice to work for them, but I didn't want to 
work at the workshop, because they knew me there, and I really wanted to prove myself. 
The school was an option, and I would probably would have done that, if it wasn't for their 
preschool wasn't a block away from my campus dorm, which I could drive my electric 
wheelchair there. If you would told me that I would work at a preschool some ten years ago, 
I would probably would laugh in yom-face. Plus it helped that my ex's mother was like a big 

wig at that facility, I believe she is the director of a program there. When I first arrived, they 
really didn't know what they would have me do, so they broke my time up in two, 
observation of their preschool classes, and attending different kinds of meetings. But my 

calling to do what I am cunently doing came probably within the first hour that I was there, 
the director was giving me a tom of the facility, which we stopped in to take a look inside of 

a classroom. She was introducing me to the teacher, and her aide, and while she was doing 
that, this little boy just crawled up to my electric wheelchair with wonderment, pulled 
himself on his feet, and walked around the wheelchair, checking me out. I soon to find out 
that I have that curiosity among kids, don't know why, but this little boy, who is not so 
little now, he's nine, was the first. And when he done that, the faculty was amazed by that, 
because, I guess that he didn't show any interest in anything, and all that day, he stuck 

with me, which that was cool, and for the last five years, I watched him grow up, still 
remaining buddies. But he wasn't the only one during my internship who had bonded with 
me, thus made me want to continue helping out with these kids. There was this one little girl, 
and she required more assistance than the rest of the students, she was non-verbel, was 
shaky, couldn't control her body, and my heart went out for her, because she was basically 
was infantile, and she was five years old. But somehow, we bonded also, whenever she was 
fussy, I came around, she stopped crying, and begun to laugh. I started to do some work 
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with her to keep her busy, work, such as rolling a ball to her, and when she got the ball, 
instead of rolling it back to me, she flung it back over her head, which gave me some 

exercise, chasing the ball around in a big room. But I knew that what I had done during my 
internship was productive, stimulating her by seeing the joy on her face, you just can't beat 
that, knowing that you are helping someone who is hard to reach. 

After my internship, nothing was happening in the job department, and fall was 
approaching, so the kids would be retmning to the Carousel Center again to begin the school 
year again, so I decided to volunteer there for two days a week, while hoping to land a job. 
Hoping was right, having success at it was another thing, I ended up helping out at the 
preschool throughout that year, two days a week. 

Then that spring came around again, and another turning point came my way, well, I made 
the decision myself, the little girl was moving on to our developmental disability's school, 
and I was at that point after working fourteen months there, there were a handful of kids, 

namely the two that I spoke of, that I call, my kids, I know, I'm bias. And I'm like, she's 
not going, I'm not going to give her up, so I went with her, going to the school Mondays, 
Wednesdays, Fridays, and still at the preschool on Tuesdays and Thursdays, volunteering 

all week that following school year. That was the best move at that time, and for the next 
three years, but when I first made the move, I thought, well, I can continue working with 
my so called daughter, and that little boy was still at the Carousel, and in the back of my 
head I thought, the powers that be will see me coming in everyday, helping out, knowing 
how dedicated I am in assisting with the kids, helping out the faculty, they will offer me 
something, and I didn't want that much, because I didn't want to mess up my benefits, 
mostly my medicaid. But like I said, that was the best move, I didn't get paid for helping 
out, but opportunities did in fact come my way. The school's speech therapist and I became 
good friends. She had a couple of students using communication devices, none with PRC 
devices, but she was wanting to learn like minspeak, so I helped her out by learning the 
language, and I was like a slave driver, giving her tests every week, that she would learn 
how to type the word in the minspeak mode. One day she had went to a seminar that PRC 
held, and I don't how it came about but she was talking to the instructor about me becoming 
an ambassador for PRC around my area, so that's how I got my ambassadorship for this 
company. Later on that year, Special Olympics had came back to om county, and there was 
a job opening for somebody to write newspaper's articles about their activities, so I did that 
for a while, all of this, still volunteering at both places. I like to stay busy. The school was 
different than the Carousel Center, besides of going around to different classes, somehow I 
stayed in only one room, I'm not really that sure how that came to be, well, Kelsey was in 
one room, and they, the teacher, and her aide wanted me there always, I sometimes made a 
joke out of it, stating that they was holding me hostage there, because I thought that I was 
going to do the same things up there, switch classes. But like I said, I was up at the school 
for three years, and I fully enjoyed my time there. But at that time, and still now, in the 
back of my mind, I am like, what are you doing? You have a college bachelor's degree, 
and you are only volunteering? I know that my job coach and I was working on getting 
something for me to get paid, but sometimes in the back of my mind, even though I never 
had heard anyone say it, but sort of imagine that people was thinking to themselves, he 
should be working, not volunteering, of course nobody said that, but probably the reason 
why I was thinking that, was that I was saying that myself. And as I already had mentioned, 
I thought that something would pop up for me job wise, after college, yes, I was helping 

out, but I wasn't making any money, and that was frustrating. During those three years, it 

Pi11sburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2009 ©SHOUT 2009 



76 

was a good relationship between the teacher, her assistant, and myself in the beginning, 
well, I worked with both of them before, at the Carousel Center, and at the beginning, it 

was good. Working with the kids was no problem, definitely more work, since I was 
helping there for three days a week, and dealing with behavior issues. I made a point not to 
work with higher levels, because the kids were bigger and stronger in other classes, which I 
could still handle a hit from a six or seven year old, a hit from a teenager, not so much. 
Even though I enjoyed volunteering at both places, that void of not getting paid was still 
gnawing at me. And with developing a relationship with my co-workers, I thought that I 
could express my feelings about the situation. But when I was expressing those personal 
feelings about getting a paycheck, I was told that my s s I check was just about equal to their 
work check. I kind of slu-ugged it off, because that was the first time that I was talked to like 
that, and I still consider them as friends of mine, as crazy as that may sound. But over time, 
I started to see other things that I talked about that was kind of personal and sensitive, they 
were making light of, such as dating. And saying this, I don't mean anything against dating 
disabled women, because after I make this statement, there might be _some women out in the 
crowd that I don't want to date disabled women, I'm definitely not saying that. But one day, 
after listening to them talking about the teacher's dating woes, which she and I was single 

out of the three, I also spake up, saying that I wanted get back into the dating game again, 
and since I ah-eady had tlu·ee relationships with disabled women, I wouldn't mind trying my 

hand at finding someone who wasn't disabled. Very the wrong thing to say, because I was 
told by the aide, that it would be harder to find a non-disabled woman to go out with me, 
which I thought that it would, but to be honest, I never try to ask someone out a lot of times, 
me and dating don't mix, I lack confidence. Even that I knew that it would be hard, the way 

that she put it, being harder to find someone that would go out with me, and also I was 
being discriminating against the disabled women in our area, which I wasn't, it felt like a 
knife twisting inside of me, like someone was telling me the obvious, I was disabled, and 
there was nothing that I could do about it, she didn't say that, but it was like pointing out the 
obvious. This, and other things that was happening to me, in my mind just wasn't right, it 
was just like a frog in a boiling pot, when he first gets in, the water is ok, but slowly the 
heat is turned up, but the frog isn't aware of the heat, because he adjust to it. And that is just 
like me, we were friends, then little jokes that at first was, yes, at first was funny, a little 
adult humor, but after it happening over and over again, me being the butt of that joke, it 
stopped being that funny, which I'm not going to go into it, because its embarrassing, can't 
believe I went along with it, but I am a joker at heart. The final draw was the Carousel had a 
field trip scheduled down, and I really don't know where it was, so instead of telling my 
assistant who comes to feed me everyday, don't know where to tell her where to meet us, 
could have been 25 miles, or when to meet us, I asked an aide to help me, and I told her 

that I would wait till the preschool kids was done eating, and she said that she would assist 
me, no problem. Well, on Monday, the day before the trip, I was told by the teacher, who 
is a good friend of that aide, that I couldn't go, and the reason was that she couldn't focus 
her time on me, what if one of the kids tries to run away, which they would have a lot of 
faculty and parents going anyway, and nobody told me at the Carousel not to go, and that 
was confusing to me. So I snuck out to the office to call the Carousel just to find out what I 
should do, the only problem was, was that I forgot to tell the secretary to tell me what they 
said privately, cause I didn't want them to know that I so called went behind their backs to 
find what I needed to know. That day wasn't a problem, but to keep the peace, I was stupid 
to go to work at the school the next day, when the Carousel told our secretary to do what I 
want, I was welcome to go along ifl wanted to, which I should. I don't know what 
happened, everything was fine in the morning, but at lunch time, I guess I made a comment 
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to the aide about missing the trip, I honestly don't recall, all I can remember was them 
nagging at me for about a half a hour, not getting a single word in edge wise. Then a student 
came to our door, and they were joking with her, saying that, Bill is making us mad again, 
well, at that time I was seeing red, I stormed out with my aide, hoping to calm down. It 

helped a little, but at that time, I was in tears, not about the trip, but with everything, so I 
finally informed my job coach, because I was a wreck, and she called two more people that 
I trusted to calmed me down. Well to make a long story short, and I am running out of time, 
they found out that I told on them, and they said that I was making them look bad. We had a 
meeting a week later to try to solve everything, but they lied on me, saying that I can't take 
a joke, and the principal took their side. So I went to the Carousel, and help them out for 
four days a week now, and the only regret I have, is that I hated to leave the kids that I 
worked up at the school, but it had got to me that finally enough was enough. I am happy 
there, I feel like a part of the staff, nobody talks to me that I was talked to at the school, 
and I can joke around with them, and speak my mind about getting paid. Still volunteering, 
but hoping that a grant comes my way that I can indeed get paid for what I do, but at the 

mean time, I'm not holding my breath. I wish that I have a happy ending, but I'm still 
working on it. Do you have any questions? 
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Today's world wide economy is affecting millions of people. Unemployment in the United 
States has reach heights not seen in twenty years. So how does one find a job when jobs are 
scarce? Unfortunately there is no magic pill or trick to secure employment. What we must 
do is work harder using the tools that are available. Being prepared is crucial; you need to be 
ready anytime an opportunity arises. The skills needed go beyond any formal training you 
have received at school. You need to be able to sell yourself and your credentials at anytime. 
Your resume and interview may not be the first time you meet someone. 
You need to get out there and interact with as many people as possible. Volunteer; you not 
only meet people but it looks good on your resume. Volunteer at organizations not related to 
disabilities. Join professional organizations that deal with the area of employment you seek. 
Networking is building relationships with people who share a common interest. For most 
people. networking will consist of developing relationships with other people who work in 
the same field as they do. Attend every job fair that you can, not just those that are specific to 
people with disabilities. Cast your net wide. 
Do research on various companies' corporate hiring policy. Companies that make diversity a 
part of their corporate hiring practice are more likely to hire people with a disability. Many 
Federal agencies have mandates to hire a certain percentages of people with disabilities. 
When applying for jobs do as much research on the company as possible. You need to know 
what the company does to write an effective cover and resume geared to that specific 
company. Naturally your resume and cover letter must be professional and convey the 
reasons for them to hire you. 
Practice your interviewing skills. The more you do something the better you will become. 
At the interview be clean and neat. That goes for your equipment as well as yourself. 
Finding a job in these times is difficult but preparation and persistence will enhance you 
chances greatly .. 
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Executive Director, Chordoma Foundation 

Greensboro, N011h Carolina 
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The reason I am speaking at this conference is because there is a disease that is almost 
unknown that regularly results in people with this disease being unable to speak or use their 
hands. The name of this condition is chordoma.. I am here to explore any ways by which 
augmentative and alternative communication can enhance the lives of people with chordoma. 
who experience complex communication needs. 

In early 2006 I was enjoying life as a freslunan at Duke 
University studying Civil and Envirom11ental Engineering, 
when I received news that changed my life forever. The day 
after having an MRI for severe, umelenting headaches my 
mother came to campus to share the results: I had a tumor in 
my head that was pressing on to my brainstem and wrapped 
around several major arteries. 

Like anyone who hears the dreaded words "you have a tumor" I 
was scared and had no idea what to do next. Fortunately, I was 
able to rely on my mothers experience as a physician to navigate the complicated and 
overwhelming medical system. After searching the country for specialists, I had extensive 
surgery to remove the tumor which turned out to be chordoma - a malignant bone cancer that 
can occur in the skull and anywhere along the spine. 

While recovering from surgery I began searching the internet for information a.bout 
chordoma, and together my mother and I poured over dozens of scientific journal a.tticles. It 
was discouraging to learn that there were no effective drugs to treat chordoma., and that the 
average survival for chordoma. patients was just 5 yea.rs (new data shows survival is closer to 
7 yea.rs). Unwilling to accept these grim statistics, we resolved to do everything in our power 
to bring a.bout a cure for chordoma. For me, this is a high-stakes race to outrun my disease. 

As I continued to comb the medical literature, I discovered that one of the world's lea.ding 
chordoma. researchers - Micha.el Kelley, MD - was right in my backyard at Duke. Shortly 
after returning to school, my mother and I met with Dr. Kelley to lay out our vision to rapidly 
advance chordoma. research and to see what we could do to support his projects. The next 
week I began working in Dr. Kelley's lab. Since then I have been conducting research using a 
number of different techniques to search for genes that might play a role in causing 
chordoma. 

Working in the lab, I quickly realized the enormity of the challenge to cure chordoma, and 
that to have a real shot at success would require a massive, coordinated team effort involving 
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scientists and doctors working hand-in-hand with patients towards this common goal. To 
build the team necessary to cure chordoma, my mother, Dr. Simone Sommer, and I contacted 
the leading chordoma researchers throughout the world and experts in related areas of cancer 
research. We found that overwhelmingly researchers were eager to study chordoma, but were 
hindered by three key factors: 1) limited access to tissue and cell lines, 2) scarce funding, and 
3) little communication and collaboration among and between physicians and scientists. 

To overcome these barriers and accelerate chordoma research in a coordinated manner, we 
incorporated the Chordoma Foundation on February 9th, 2007. Our mission is to rapidly 
develop effective treatments and ultimately a cure for chordoma, while improving the 
diagnosis, treatment, and quality of life for people affected by this devastating bone cancer. 
With the input of a diverse group of experts from around the world, the Foundation has 
created a roadmap for developing new effective treatments for chordoma, and serves as the 
engine to drive this plan forward. 

The Chordoma Foundation gives me hope that new treatment's will be developed in time to 
save my life, and the lives of the many chordoma patients I have come to call friends. To 
succeed, the Foundation needs your support and the support of anyone whose life has been 
touched by cancer. I welcome you to join our efforts in any way you can. Working together, 
we can turn our dreams for a cure into reality! 
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CHORDOMA 

FOUNDATION 

Chordoma is a slow growing, relentless bone cancer that occurs in the head and spine in 
people of all ages. Chordoma is typically resistant to chemotherapy and radiation, and is 
prone to multiple recurrences. The average survival after diagnosis is 7 years; a statistic we 
are determined to improve. 

Our Mission is to improve the lives of chordoma patients by rapidly developing effective 
treatments and ultimately a cure for this devastating disease. We lead a coordinated 
international research effort to accelerate a cure, while improving the diagnosis, treatment, 
and quality of life for people affected by chordoma. We serve as a bridge between patients, 
doctors, researchers, drug companies, government and funding agencies, representing the 
interests of those with chordoma, and instilling a sense of urgency in the treatment 
development process. 

Who we are 
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The Chordoma Foundation is a 501(c)(3) nonprofit organization dedicated to curing 
chordoma. It was incorporated in February, 2007 by Dr. Simone Sommer, and her son Josh, 
after he was diagnosed with a chordoma in 2006, during his freshman year at Duke 
University. Since his diagnosis, Josh has worked in an oncology lab at Duke to find his own 
cure. Currently, we operate with seven volunteer board members, numerous scientific and 
medical advisors, and two part time staffers. Our dedicated board members have extensive 
experience in medicine, public health, nonprofit management, venture capital, technology 
transfer, and law. 

Our approach 
We take a big-pictme approach to the problem of curing chordoma, ensuring that time and 
resources are focused to achieve maximum results as quickly as possible. With the input of a 
diverse group of experts from around the world, we have created a roadmap for developing 
new effective treatments for chordoma, and serve as the engine to drive this plan forward. 
Beyond awarding grants, we take an active role in every aspect of the research process by 
formulating research priorities, recruiting the best researchers, initiating new projects, 
brokering collaborations, and breaking down baITiers to progress. We are working to 
overcome major research obstacles by 1) fostering communication and collaboration among 
and between physicians and scientists 2) providing access to chordoma tissue and cell lines, 
and 3) proactively funding research. 
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Designing Beyond Limits: Accessible Outdoor Recreation, Part 2 

Dianne Goodwin, BlueSky Designs 
Minneapolis, Minnesota 

Contact information: 

Abstract: 

Dianne Goodwin 
BlueSky Designs 
2637 2i 11 Ave S, Suite 209 
Minneapolis, MN 55406 
612-724-7002 or Toll-free 1-888-724-7002 
www.blueskydesigns.us 
d ianne@blueskydesigns.us 

Outdoor recreation provides psychological, social, and physical benefits to participants. 
Camping, hiking, boating, fishing, birding and photography offer lifelong affordable 
recreation alternatives. Access to the outdoors has improved significantly with more 
accessible public facilities, trails, inclusive outdoor adventure programs and new products. 
The presentation reviews the psychological benefits and provides information on outdoor 
recreation activities, accessible technologies, inclusive programs and resources. Newly 
available accessible products and developing technologies will be shown. 

Introduction 
Outdoor recreation is one of the best, most cost-effective antidotes to depression there is. 
The combination of fresh air, natural beauty, sunshine, rain, inspiration and exercise lift 
one's spirits. No matter a person's financial situation, there is no price extracted for 
watching a beautiful sunset, or listening to the birds. Not only does outdoor recreation 
improve a person's health and psychological well-being, it fosters a connection with nature, 
provides a healthy social outlet, increasing a person's sense of belonging. The experience 
can bring solace, or it can be exhilarating. It can be a solo or social activity. With the right 
information, advance planning and appropriate technology, outdoor recreation is more 
accessible than ever. 

Outdoor exercise: positive impact on mood and self-esteem 
According to research which looked at the effect of "green exercise" on mental health issues, 
getting exercise outdoors in a green environment may be beneficial to depression. Other 
research shows there is a positive impact on self-esteem of those who participate in outdoor 
activities. In one sh1dy, those who took a walk in a country park showed much better results 
compared to those walking in an indoor shopping center. Over 71 % showed a marked 
improvement in mood, self-esteem, and a reduced level of tension. Those who walked 
indoors had mixed results and, in some cases, depressive symptoms worsened. 

A range of experiences 
The outdoor experience can be one in which you 

• sit quietly, watching for wildlife to appear or the sun to rise or set 
• pursue creative activities, including painting, photography, drawing, and writing 
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• c01mect with others in a group activity such as camping, boating or fishing 
• engage in physical activities such as hiking, biking, or kayaking; or 
• it can involve sharing stories with others, tlu·ough conversation, writing or 

storytelling. 

Equipment makes it easier 
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There are many products available which make activities more accessible to people with 
physical disabilities, including accessible tents, camera holders, transfer devices, hand cycles 
or tricycles, adaptive fishing gear, and special wheelchairs for uneven terrain or beaches. 
Mainstream products can also make it easier to participate, with products such as hands-free 
binoculars, drink reservoirs, sleds, headlamps, and solar chargers. The options are endless 
and opportunities are varied. Everyone can find a way to enjoy themselves in the great 
outdoors. 

Organizations and information resources 

National Center on Accessibility 
Products 
www.ncaonline.org 

Trail access information 
http://www.trailexplorer.org/tew/home.cfm 

Buckmaster's site for hunter with disabilities 
http://www. badf. org/D isab ledHunters. html 

National Center on Physical Activity and Disability 
http://ncpad.org/fun/ 

Northeast Passage 
Camping, biking, scuba, paddling, hiking, water skiing, 
W\;vw.nepassage.org 
http://www.nepassage.org/resources.htrnl 

Wilderness Inquiry (Minnesota, but trips are worldwide) 
Accessible adventure trips ( canoe, kayak, dogsled) 
W\;vw.wildernessinquiry.org 

Breckemidge Outdoor Education Center (Colorado) 
Kayak, canoe, rafting, camping, climbing 
www.boec.org 

SPLORE (Utah) 
Rafting, camping, climbing 
www.splore.org 

BlueSky Designs 
Accessible tent, Mount'n Mover, boat transfer device (under development), garden stool 
www. bl ueskydesi gns. us 
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I don't have clinical depression but everybody gets depressed from time to time. I think it is 
a normal human experience whoever you are. Bill Gates is a billionaire and I am sure he gets 
depressed. Obama is the leader of the greatest nation in the world and he has a lot to be 
depressed about. I complain about my jobs sometime but I think Obama has a more stressful 
job. Finally everybody who is waiting for funding for a communication device, a 
wheelchair, or any other assistive technology gets stressed about receiving that dreaded 
denial letter. 

My personal reasons for my depression are very conm1on. In fact many of you mentioned 
some of the same reasons over these three days. First of all, this concerns everybody whether 
you have a disability or not. I have been worried about the economy because it involves my 
health care, attendant care, and purchasing of new equipment. However, in a minute I am 
going to focus on how the poor economy affected my job because I was really stressed and 
depressed about that. At the last Pittsburgh Employment Conference I spoke about how my 
parents' health was failing. This is still a stressful situation and I will give an update. 

My job was threatened as a Remote Troubleshooter for the Prentke Romich Company 
because they needed to make cutbacks. But unfortunately this wasn't the first time I lost a 
job because of the economy and downsizing. In the late 1990's I worked as a Software 
Engineer for a very small company and if you remember the economy was rocky then also. I 
was feeling the same way I did back then as I did a year ago. However, fortunately things 
worked out with PRC and I moved to the Research and Development Department where I 
test new devices. I thank God things worked out, but it was a very stressful and depressing 
time for me. 

Most of my attendant care is paid through the Ohio Medicaid Waiver program. But a large 
pmiion is paid by Ohio Rehabilitation Services Commission, more commonly known as 
Office of Vocational Rehabilitation. This is how my roommate, Mike, gets paid when he has 
his attendant hat on. Earlier this year I learned they were thinking about phasing out the 
program over a year or two. It should go without saying both Mike and I were depressed and 
worried about what will happen in a year. Although Mike is my friend and he does do a lot 
for me he doesn't get paid, he does deserve what he can get monetarily. However, 
fortunately enough people complained and the proposed eliminations were delayed. 
Everything is the same for now but this still hovering over our heads. 

As I mentioned earlier my last presentation at PEC was how my mother's and father's health 
is failing. Unfortunately that is still very much a source of stress and depression, although I 
do still have them around so that is a good thing. Back in 2007 my dad was diagnosed with 
prostrate cancer and that on quite overcoming at the time. However, since then he has had a 
treatment that totally eliminated the cancer and I am so thankful to God for that. 

Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2009 ©SHOUT 2009 



85 

On the other hand, if I had a dollar for as many times my mom has been in the hospital these 
past years I could go on my dream European vacation. She has had total kidney failure for 
the past six years and she has been on dialysis ever since. Like this isn't enough, she also has 
heart failure and diabetes. Over the recent years I have been seeking support from my family 
and friends to get me tlu·ough these hard times with my mom as well as my employment and 
attendant care. 

First I want to acknowledge my family because they made me make many mistakes but knew 
I they did this because they knew I needed to learn. It might be a shock to you but I have had 
some significant failures and disappointments in my lifetime. I have already talked about my 
employment stressful times, but I have had difficult times with personal relationships and my 
living situation. I know I can always count on my family to be there to listen to me and to be 
with me when I need them. I remember I was going tlu·ough a rough time and my sister 
talked to me on the telephone over two hours. The first thing I thought about was, thank God 
I have unlimited long distance. But honestly, the second thing was I felt so much better after 
I talked to her and having that support. Of course I have had similar conversations with my 
parents and without their support I wouldn't be where I am now. 

Besides my family I am fortunate to have quite a few friends I can talk to when things aren't 
going right. My aide Becky has been working with me for six years so it is hard not to 
become friends. Also, she works eight hours a day so she has no choice not to listen to me 
complain and vent. But seriously she is a good friend and I am thankful to have her there 
emotionally. 

I think everybody who knows me here also knows my friend and roonunate of twenty years 
Mike Moats. Over the years we have helped each other tlu·ough many difficult times and I 
have to say I can depend on him being there when I need him. When my mom was first 
getting sick about ten years ago it was devastating to me. I had never felt so depress and so 
helpless. Just knowing that he is there makes me feel secure and confidant, and for that I 
would like to take a moment to applaud him for everything he does. 

Last but certainly not least I want to mention that I met a special woman named Jennifer 
Lowe. I think perhaps you might have heard of her. Although we only have been a couple 
for a little less then a year now, we are sole mates and we are always there for each other. 

I didn't mean to leave this for the end because I think it is the most important part of my 
mental wellbeing. As I already said a little over a year ago my job was jeopardized and my 
mom's ongoing health problems were getting the best of me emotionally. I really felt like I 
needed to change something in my life to get out of my funk. So after about twenty years I 
decided to go back to church, and it was the best decision I made in a long time. My church 
family has been very supportive to me and I finally feel like I am a part of the community. It 
is like how the theme song from the television show goes: "It's Nice to Go Where Everybody 
Knows Your Name". 
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Richard Oevylder 
Special Advisor to the Secrete!}' 
Office for Access and Functional Needs 

California Emergency Management Ag.ency 
916-845-828B mreci line 

916-845-838<1 Fax 

richard doyyldor@caiema ca gov 
WYI\Y oes ca gov 

The Office for Acoess and 
functional Needs identifies needs 
of people with disabllfties before, 
during and after a disaster, and 

integrates disability elements and 
resources into all aspects of 

emergency management 
systems. 

Guidance on Planning and 
Responding to the Needs of 
People with Disabilities and • 
Older Adults 
www.oes.ca. ov click on 
Office for Access and 
Functional Needs link 
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Why 
Prepare 

• Unlearn helpless syndrome 
• You do have some control 

• Can be prepared 
• Lots you can do besides 

waiting fo.r help to come .... 

Preparedness is not the goal; 
it is a means to an end .... 

• Protecting your: 
•Life 

•Independence 

•Health 

•Family/ Pets 

•Property 
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Quick Poll: 

• Do you have plans? 
•Supplies? 
• Contact list? 

Your task today r 

? 
• Make a specific priority Jist. 

• What will you do in: ~~ // 

-1 month? \' - 2 months? " ~ 
- 6 months? -' ,. 

-Ongoing? / 

.,, ....... ·,-. ._ ...... 

Establish 
Support 

Teams 
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Rethink & Update Buddy Systems 
Tn,lnlng one per5on Co .i,11-5l5! In an omergimcy 

Major woaknossos: PERSON & 
LOCATION DEPEN0EITTI 

• Person may be absont 

• You may be In aroa different 
from usual location 

• You may boat slto aftor regular 
hours whon buddy not available 

•L•"' •PQ..: ",=.!'.., -...-- I) 

Trash 
the 
Buddy 
System! 

Support Teams 
• People who will assist in 
an emergency as 
needed. 

• Shou Id be people who 
are regularly in same 
area. 

" 
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Establish Support Teams 

• Conduct practlco sessions to 
onsuro Individuals chosen aro 
capablo of offering assistance: 
-1.o.: strong onough, 
-can communlcato clearly, 
-can guldo you safely. 

Master Skill of Giving Quick 
Information on How to Best Assist 

Clear, concise: 
• Take my CC,.)'getn!l!tlk. 

-AdcM"'""''"~ffn••cl•#) 
~ R pt J..tO fl '11"" .CMO 

I CMI b..U, M'.IO'...t C .. I~~ 

• I need my communie8li0n ce'llce. 'lee<l to 
deternme row can you com,nun~ thi~? 

• Take my bell!!')' d'tl!r~rs tor com,nlll'lie81i011 
dovico, ,,.t,oofct ..1lr, B1c. 

• Tho :radr.10nal °t:rn figh:or':; Cill'fY" I& 
t\ilnlrQOUS foe mo boc.lUIIG of my rosplr.11:X)ry 
C01\dili0n. Certy me by ... 

Master Skill of Giving Quick 
Information on How to Best Assist 

Clear, concise: 
• I can manage steps independently, 

c;,;..., carry my other crutch & walk in rront of 
me. 

I haw poor balal\G8, but I J .. , 
• I need lo hang on lo you. ~ 

• can walk steps. y 
,.cw.r,_._.. __ .. , __ -------

.. 

.. 
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Communicating without 
Technology 

• Translator Boards (piduras. words, 
symbols) available at al limes 

• Information aboot your needs in a Grab 
and Go-Kit backpack and handbags 

• Informing neighbors. co-wor""ers. 
classmates. etc .. on how to assisi prior 
to disast.er 

Multiple Ways to Get Information 

• TV 
• Radio 

•Pagers 
•Internet 

• E-mail •Text messaging 
• CeH phone • Low cost two -
• Standard phone way radi,os 

-no oloctrlclty noodod 

tr 
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Emerge,ncy 
Plans 

Plan for all events: 

•Evacuate 
-Need to remain in 
immediate area 

-Need to leave area 

•Shelter in Place 

• If you r>Hd to ~t;,y In ono P,aeo ◄homo, 1ehool, 
work, e~c) for several dllya w'hat medle11llons, 
diet, & other emergency supplies would you 
nood? 

• \Vh;tt WQ111d you do 11 you WOlll wlthollt powor & 
w~ter? 

• What 1>v:1.euslion assls:bsnc;,i might you no;id & 
where could y0-u get II? 

,.,, ... , _____ ., ---· 

.. 

" 

,, 
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Be 
Realistic 

... 

Determine & Priorlliz,e All Evacuation Options 

• Being Carried l•tl 
• Use of Evacuation 
Chairs 

• Area of Refuge/Rescue 
Assistance 

• Use of Elevators 
.•l"•I.F'-...:~ •-a a 
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Are people with 
disabilities and older 
adults included in 
decisions (at work, 
school, etc.) regarding 
plans & which equipment 
& procedures will work? 

Is plan distributed in usable formats? 

•Bralllo 

• Largo prlnl 
·Toxt 
•ofoctronlc 

•Audio 
·Approprtato for Non-Bigllsh 
spoakors & pooplo who havo 
difficulty roadlng. 

• 

It 
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DRILLS 
To know it, is to do it 

Emergency Plan Coordinators 

• Practice plans: 
- through regular driHs 
- use of aJI exits 

- using evacuation 
devices with intended 
users 

Practice & drills consist of: 

• walk through procedures, 
•announced 
•surprise 

• 
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In Case of Emergency 

SUP·PLIES 

KIWY 
• essential items you need to 

keep with you at all times 
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OR 

·Grab and go kit 
• easy-to-carry 

• can grab if you have to leave 
home (or school, workplace, 
etc.) in a hurry. 

• have things you cannot do 
without but-are not so large 
cannot manage them. .. 
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