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Hello everyone and thank you for coming.  I’d also like to thank Andrea for inviting me to speak here today.  My name is Susan Rubin.  I am a student at Whittier College in Whittier, California, a self advocate and a person with low-functioning autism.  I am here today to give you an idea of what it is like to be “disabled”, specifically what it is like to have autism.  As you can see from the title of my presentation, I’m really here to express that a diagnosis of autism does not have to be a life sentence for an awful existence.  I will show you how by given an appropriate method of communication and advocacy by my mother and myself, I am now able to live a life that I enjoy but most importantly that I have control over.  A life where I make decisions for myself rather than having all decisions made for me, an independent life.
At the age of four, I was diagnosed with autism and moderate mental retardation.  For most of my early years I was educated in Special Day classes with some integration into regular education classes for peer socialization.  So, I lived the average life of a mentally retarded child with little expectations or hope of a normal life.  At the age of thirteen I was introduced by my speech therapist and psychologist to Facilitated Communication.  My mother and I would practice constantly and to everyone’s surprise I was able to type and as it turned out, I was smart.

Although I was lucky enough to live and belong to a school district that was somewhat progressive, my participation in regular education classes with the support of a facilitator was still met with some hesitation.  This is where advocacy comes in.  My mother, speech therapist and school psychologist advocated for me, stressing that I had the ability to learn and should receive a regular education.  And so, I received the support I needed and participated in regular education classes throughout high school.  When it came time to take the SATs more advocacy was needed, as I would require a facilitator while taking the exams.  By now, I was an active participant in my advocacy needs not only in my education but in my entire life.  I even advocated for myself at home!  I took the SATs with the necessary support and receive a 1370.  I applied and was accepted to Whittier College where I am now a senior.  I take one or two classes a semester.  Again, advocacy was an important factor in my attending college.  


Although I am very proud of my educational success, perhaps what I am most proud of and what may come as a surprise to many is my living in my own home.    One of the big things that I advocated for was my ability to live on my own, in my own home.   I now live in a house close to school that I rent from my parents.  Although, I live by myself without a roommate, I do receive support from a local agency called WAPADH.  I am responsible for interviewing, selecting and training the people that work with me and I have also fired those who don’t meet my expectation.  I am quite happy.  

I strongly believe that living with autism should not be any different from living without autism.  All people actually have different strengths, weaknesses, and challenges.  Instead of looking at us as a group with identical needs we should be viewed as individuals who have needs in certain areas.


Each person with autism really is unique so when I describe what autism is for me, you should not assume all people with autism are experiencing what I am.  Also when I describe very pleasant educational opportunities I have had, I know that my experiences are not typical of the educational experiences of most people with autism.  I know this is also true for the support I receive as an adult.  I also know that not all families are as supportive as mine and that all autistic people are not surrounded by amazing professionals and friends like I am.  I do believe, however, that advocacy has played a very important role in my life.  

The fact that we autistic people share a diagnosis gets in the way of people looking at us as individuals.  When we are experiencing quite normal symptoms of physical illness unprofessional professionals interpret symptoms as autistic behaviors.  An example of this is when I was twelve years old and my IEP listed behaviors, it included “operant vomiting” which means I was doing it on purpose.  We now realize that what was described as a behavior was a symptom of acid reflux.


Having the label of autism often determines an educational program without regard to whom the individual is.  When a person is diagnosed as non-verbal the assumption is that the person is mentally retarded and inappropriate tests show this is true; however the tests are not measuring our intelligence at all.  They are measuring what our motor planning abilities are.  They may also be measuring our inability to focus or our inability to focus on the question when we are focusing on a favorite color or the light bouncing off the paper.  Standardized tests are a waste of time for people with autism.  They should not be used to deny us an education.  I believe we deserve to be educated the same way every other child is.  When people say an academic education is not appropriate or useful for us, they are wrong.


Education broadens the mind and enables students to develop critical thinking skills.  This is true for all people.  I have been fortunate to have been included in regular academic classes since the eighth grade and graduated from high school with a regular diploma.  As a student at Whittier College I thoroughly enjoy learning.  I firmly believe that students with autism should be educated just like other students.  


I also believe that people with autism rally when they are seen as intelligent people and are treated with the same respect as other people their age.  When autistic people are trained like animals and not taught how to communicate their own thoughts they are relegated to a lower place in society.

The diagnosis of autism prevents many people from enjoying supported living.  When an adult who is non verbal wants to move out of his/her parents’ home the people who provide funding assume the autistic person belongs in a group home.  That is actually a terrible placement decision.  People with autism are constantly trying to inhibit outbursts and quite awful behaviors.  When someone else with autism loses control it is difficult not to be drawn into the emotions of the other person.

I am fortunate that the agency that supports me understands what my needs are and will negotiate with the Regional Center to get the funding needed for supported living.  I live in a house near the college with support 24/7 from WAPADH, an adult agency.  I believe that being in supported living rather than living in my parents’ house or a group home has allowed me to establish real friendships.  


I admit that I need more help with grooming and other self-help skills than a person without a disability.   With practice and constant training I believe I will be better at these things, but for now I’ll use my personal attendant to help me.

Living as an autistic person is really difficult because of the constraints we are forced to endure because of the diagnosis.  I believe we really must be looked upon as individuals and be given the supports we need to be successful. 
