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Good morning and welcome to my presentation.  When I was asked by Susan Schmidt-Lackner to report  about my challenges and how I've overcome them, I was thinking that I was the wrong person to do that because I was so lost in autism I was having a hard time functioning.  It was so bad I asked my parents to find a doctor who would prescribe medications to help me.  Actually we quite unexpectedly realized that we are better at problem solving than medications.  Here is what happened to cause my autism to devour me and what we did to fix it.


The downward spiral began when my mother accompanied my father on a business trip to Vienna.  I was mad so I was really being awful at school and at home.  When my parents returned the horrible behavior was impossible to stop.  I had opened up a door and was not able to close it.  The staff person who was supporting me at school and at home was really getting worn down.  I was refusing to do my school work and was not cooperating at home.  After a couple of months of this torture she quit with seven days notice.


While this was happening we knew I had lost control.  I asked for the meds and thought by some miracle of science my problems would be solved.    Not only were they not solved but got worse when the person hired to support me was not able to be a facilitator for school work.  Usually a new staff person shadows the old staff person and me for a few weeks.  This is especially important so the person can see how I  participate in class and do my homework.  With no preparation the new staff person was so nervous she was stopping me from being able to type.


The next disaster was when my parents went on a cruise.  When they returned they found I hadn't done any of the homework assignments and was not participating in class.  Since my mom is a master Facilitated Communication trainer she started working everyday to train the staff person and was my facilitator so I could do my work.  While this was happening I was on various medications all of which were useless.  As I began completing my assignments my behavior got better and better.  When I was awash in autism I was not able to stop head banging, yelling and biting.  When my mother saved me and I could think again we saw my behavior was noticeably better.  We are sure it was the communication support rather than the meds that made the difference.  I asked to be weaned off the meds in August and have since started a new semester without them and am actually doing much better.  I am  able to participant in class and do my homework. My anxiety level is much better and all of my skin rashes and boils are gone. 


I've told you this story to illustrate how complicated behavior could be.  Once a specific event occurred that caused the behavior, even though that situation no longer existed, the behavior was impossible to stop.  Also staff training is important.  Typing was and is my way to communicate.  Even though my new staff person and I could type socially, not being able to express myself in class or do my homework, completely messed me up so I was not able to get through the day without the awful behavior.





While I was going through this troubled time I was seeing a psychologist to talk about what was bothering me.   It was actually not helpful and just was a waste of time I should have spent working on school work.  I was also having Feldenkrais therapy which was also a waste of time because when I am basically so anxious I can't function, the Feldenkrais can't work because it requires mind and body to work together.  We also started with an agency that specializes in anxiety reduction in autistic people.  That too was a waste of time because  I found their staff condescending and wouldn't work with them.  They taught my staff  some techniques that they thought would be helpful such as using a pin wheel to help me with deep breathing, quickly pulling out a communication device when my echolalia started and asking what I wanted to say, and various sensory objects to squeeze when I was anxious.  My staff used them but we found that they were not helping. They really were a waste of time.


Quite lousy attempts to reduce anxiety were not working until my mom hired a wonderful capable former staff person who is also a friend of mine.  She has been working with my present staff person and is actually building her confidence so she is better able to work with me.  I too am accepting responsibility and controlling my behavior so she can be successful.  We are on an upward spiral and will soon be working like  a pair of old friends.


I realized when we were in a mess that I decidedly needed help from someone who would call on my intellect to pull me out of autism.  Assume with the help of  my friend  I was able to overcome my problems by taking control of the situation and was able when necessary to use training I've had in the past to help myself.  Over the years we have quite wonderfully been within driving distance and been able to afford such things as neuromusic therapy, communication therapy with Darlene Hanson, vision therapy,  and Feldenkrais.  All of these helped various challenges I've had with my motor system and inability to speak.  The basic belief that these therapies rest on is that non verbal people with autism are challenged in many ways but fortunately we are not mentally retarded.  From the time I started typing when I was thirteen I realized that I had to be an active participant in combating my autistic behaviors.  


The  lousy behavior management therapies most people use are based on the therapist working to change a behavior rather than enabling the autistic person to change his own behavior.  I have always called my overcoming autism  killing autism.  I visualize two different parts of my brain – the autistic part and the regular part.   I see the regular part of my brain getting bigger and bigger so the autistic part has to get smaller.   The wonderful scientists doing research on brain plasticity would agree with me.  The more we use a part of the brain, cells increase, actually increasing the size of that part.


Being able to control my behavior really is of absolute importance to me  and really is motivated by my wanting friends.  My friends are very tolerant of autistic behavior but I know that if my behavior is really bad they will not want to spend time with me.  The people who are my friends are people who met me in high school and college then became staff for me or people who were hired as staff and have remained friends after they have moved on with their lives.  My present staff are also friends in that when we go out together one person is being paid and the others are along as friends.


When I think about what enables me to control my behaviors I think a good part is that I've been accepted as a smart person in my classes and within the autistic community.  My self image is one of an intelligent woman who has the challenge of autism.  When I am overcome by behaviors I ask myself, “What are you doing?”.  When I'm actively involved in academics my autism fades away.  When I am with free time my autism returns.  When people say we don't need academics in our lives they are absolutely wrong.  The discipline of listening to a lecture, reading books and scholarly articles, and writing papers absolutely helps me.


Another area that influences behavior is physical health.  When I am sick with an infection, skin rashes and digestive reflux my behavior is worse.   Sadly I am not yet able to tell anyone when I'm sick.  When I am asked I can tell someone but for some reason I can't initiate that conversation.


When Susan asked me about this presentation and I was quite a mess I had no idea what I would say.  Now that we are here and we are available for questions  I am glad that I accepted the invitation  to speak.  

