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Refining Tools and Putting Them to Use


I am very happy to see you here in Whittier at another symposium.  This year the theme is about tools – tools necessary to type and typing as a tool to organize thoughts and movements.  I actually would not be here today if a lot of luck hadn’t entered into the equation too. My life changed when Jackie Leigh, my school psychologist, returned to Whittier after seeing Sean Lapin, a friend with autism, type using Facilitated Communication in 1991. Jackie had been asked to be present when a graduate student of Anne Donnellan’s introduced Sean to a keyboard.

 Jackie was amazed that Sean was able to answer questions the facilitator couldn’t have known.  I was then chosen as an experimental subject to see if Jackie and Darlene Hanson, my speech therapist, could have me replicate Sean’s successful communication.  The tools to facilitate were absent.  The only tool they had was the belief that success was a possibility.  The confidence that they displayed was contagious and I found a tool I needed as much as expertise in facilitation.  The confidence of the facilitator is terribly important and really predicts the success or failure of the trial.

I was not as successful as Sean, but I could type some correct letters of words with Jackie, Darlene, and Rita – my mom.  They contacted great Anne Donnellan in Madison, Wisconsin and great Doug Biklen in Syracuse, New York, who had both gone to Australia to learn about FC from great Rosemary Crossley.  The facilitators in Whittier needed to fill their toolbox and were learning as they taught us.  They made mistakes during the first couple of years and were awesome about admitting they were wrong.  They put aside assumptions about people with disabilities and put best practices into their toolboxes.  We all somehow got through those early years and now look back with amusement and horror.

When we started, the facilitator wasn’t working on fading from the start.  We believed the FC user really had to be competent before we faded support and fattened the comfort of the FC user to such a degree that the FC user suffered terrible anxiety every time fading was attempted. We now start fading immediately so the FC user doesn’t attach himself emotionally to the facilitator.  The ability to sally forth independently is extremely important to prove that we are intelligent.  The tools to achieve independence are worth the price of gold.

When we started, the facilitator let the user look away from the target when she was striking a key.  We now require all FC users to look at the keyboard.  I am able to see the board with peripheral vision but need to use central vision to strike the key I want.   FC was very instrumental in getting me to focus attention.  Looking at the board actually forces me to focus and enables me to block out all the stimuli around me.  The tools are a decidedly awesome help to overcoming autism.

When we started, we let FC users choose which size board and which position would be easiest for typing.  We should have always been offering different devices and positions so FC users wouldn’t get stuck with one method of communication.  As we sally forth around and find acceptance we are expected and assumed to be able to type like normals.  We have to assume we are able to learn a natural position when we type. We are awfully awesome when we type independently but we must also work on a normal acceptable position.

When we started we always wanted FC users to wipe away all wacky wasted autistic behaviors when they typed.  We actually let great later awesome FC users basically become great typers by always making them control autistic lousy behaviors.  This is one area where we were correct from the start.  I am convinced that quite a lot of my ability to inhibit autistic behaviors comes from that awesome very savvy demand that I not engage in nasty autistic behaviors when I type.  I really believe this is as important as being able to communicate.  We want to be accepted by the world and included in all areas as equals.  We also want to enjoy awesome friends.  We must learn to always be aware of how we are presenting ourselves.

  Facilitated communication lets appalling autistic behavior actually decrease.  I believe there are two reasons for this.  The ability to focus and participate in an academic program allows us to develop the decidedly under used thinking part of our brains.  We can then analyze our behavior, actually see how others see us, and formulate a plan to control behavior.  We also are able to pass a very awesome test of ability to understand human frailty among normals and become friends.  Having friends actually answers the prayers of people with severe disabilities.  That is the ultimate test of acceptance.

The second way FC works to decrease autistic behavior is the impact it has on the movement disorder part of autism.  When we focus and old lousy movements are lost while we are typing, we are training our bodies to move and look like normal people.  This affects how we are seen by others.  A movement difference should not appear as mental retardation but it does.  Actually, if we were in wheel chairs people would not assume retardation.

  When we started, lots of awful studies were done showing facilitator influence and we also had studies about awesome FC users who passed tests.  We should always challenge people who say FC doesn’t work.  When we find a person who says FC doesn’t work, we should invite them to meet us.  They are pleasing autism experts who are insecure and afraid to admit they were wrong.  If they refuse our invitation we appear right and they appear wrong.  When they refuse to meet us, they are showing the world that they don’t believe in reality.  We must continue act great and let them rebut reality.  We will prevail as more and more of us become independent and they can’t say our research is flawed.  Testing people who use support should be a way of proving FC works, but skeptics always find a way to cast doubt on the research.

As we increase our knowledge and the tools we use, we are liberating an entire population of people who not only were silent, but were slaves to their disability. We always are practicing greater degrees of independence. As we gain the ability to type more like normals they will see us as people who appear a little different but are equals.  We are lacking the ability to speak well but are very capable people.   The tools we have to teach best practices and the tools that communicating with FC gives us will continue to free us.
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