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“Few will have the greatness to bend history, but each of us can work to change a small portion of events and in the total of all these acts will be written the history of this generation”
We gather here tonight to celebrate……. celebrate autism awareness month!  

Our fight, your fight to overcome autism…... to defeat autism……. will be just as competitive as anything you'll see during the final four.

To me basketball IS a religion, and I've noticed that your organization tends to have a basketball theme in scheduling your events.  First, you schedule your dinner during the month of April on final four weekend…… last year jump shooter extraordinaire Jason McElwain…… and this year you have an old basketball manager and coach as your speaker.
I am thrilled and deeply honored that I was asked to be here with you tonight to share some of my thoughts in raising our children with disabilities.

John Kennedy dreamed of landing a man on the moon! 
Martin Luther King envisioned a day when children from multicultural backgrounds would work, play, and go to school together. 

Pope John XXIII spoke of the day when the world’s religions would share respect for one another and work together for the betterment of man.
These were the 60’s…. a time when leaders had vision and challenged all of us to look at traditional and institutionalized ways of doing business. We were challenged to ask, “Is there a better way” in every aspect of our lives. I went to high school and college during this era.
My life - has been like a torch passed from one generation to the next. 

My parents had a vision. Before there were laws, they had the inspiration that anyone who has a vision of a way to make things better can make that vision a reality - if they have the courage and perseverance to see it through.

My parents wanted to create a better life, not only for their son, but also for other children with disabilities. They refused to accept what was and worked instead toward what could be. 

The result of the involvement of my parents-and others like them-is that I and children like me grew up at home and not in institutions. Our parents began the process of opening doors to educational opportunities for their children. They prepared us for a life of work and service to our community.
Within my lifetime, I have witnessed and been a part of civil rights movement as profound and far-reaching as the struggle to accord equal rights to people regardless of race or gender. That movement is the struggle to accord equal rights to all citizens regardless of their abilities or disabilities. 
Put another way, every person has the right to direct his or her own life and to participate fully in the life of his or her community.

When I was born 60 years ago, people with disabilities seldom had such rights. Parents were urged to put their children into institutions, to spend their lives as perpetual dependants, shut away from the rest of society. My parents and others like them said NO! They joined together as you have to form organizations like United Cerebral Palsy: Organizations to support them as they raised us at home and as a part of our communities; Organizations that assisted them in advocating for a share of the community’s resources and attention.

Our parents were the pioneers, and the children of my generation were the test cases. (Now, let me give you an example)  I was raised at home and was expected to share chores around the house with my brothers and sister. That didn’t always work out perfectly. Washing dishes for example, sometimes when I was washing the dishes, I would have a spasm and throw a plate. No one ever suggested that I shouldn’t do dishes any more, “especially my brothers and sister.”   My parents just kept buying more plates.
I attended a separate school for children with disabilities until my parents, during my sophomore year, threatened to sue the school district to allow me to attend my regular public high school so I could graduate with a Regents Diploma. I was the only student in a wheelchair on campus when I was admitted to Syracuse University, and a student who proved to the graduate school at Ohio University that I could negotiate their campus in my wheelchair and I could maintain the pace of academic instruction.  I just needed a bit of support and some planning ahead. 
For the past 40 years, I have witnessed a great Civil Rights movement in this country. A Civil Rights Movement that is equal to those of blacks and women in the late ‘50’s and ‘60’s. Disabled citizens across the country and around the world began actively pursuing their place in the sun. We were advocating for and demanding: demanding our Civil Rights, demanding our Human Rights, demanding equal opportunity. We have demanded equal opportunity in housing, in education, equal opportunity in employment and transportation. We have demanded that we have the ability to lead self directed lives in community based settings. 

 I always like to remind people that the disabled child becomes the disabled adult and Mom and Dad are going to die. As a government and as a society we have an obligation to assist all our citizens in reaching their fullest potential; to be as self-efficient as possible and to be productive contributing members of society. 
In my lifetime I have worked to convince people that children with disabilities should have a right to a free and public education. That we do this not because it is the law, but because we want to be able to cut the umbilical cord and allow our children to live in their community as adults.

I’ve worked with the employer and labor community to convince them that someone who is cerebral palsy spastic non-verbal, or someone who is blind or deaf wants to be a taxpayer and could be a valuable asset to your company.

I have worked in convincing operators of athletic complexes that people with disabilities want to sit with family and friends, husbands and wives, sons and daughters at sporting events and concerts rather than in segregated seating sections

My point is: expectations that we set for ourselves-expectations that others set for us- have everything to do with what we are able to accomplish in life. You are only limited by your imagination-your own will- your own desires.
If you have no expectations, then outcomes are forgone conclusions.

Now, I have had a wonderful life despite the fact that I have had 11 operations, thousands of hours of physical therapy, and have lived in institutional settings for over 6 months on three different occasions. 

I was fortunate that I was born into a family that set no limitations on my future or on my dreams. They always encourage me to try. When I speak to little children, they often ask what it is like not to walk. Now that is an interesting question. Since I have lived most of my life from a wheel chair, I do not know what it is like to walk. I can’t imagine what it would be like to spontaneously get up- walk across the room- pour myself a glass of water without thinking about it. 

I have always said the primary difference between a person with a disability and a non-disabled person is that everything we do we have to think about. Everything is creative problem solving.

So despite living and working from a wheelchair, I’ve been able to manage rock bands, coach a semi-professional basketball team to 136 wins, work in the television industry, run for political office, manage winning and losing political campaigns, served as senior executive assistant to a state legislator, and served in public policy positions in two state agencies under two governors. Which brings us to Dr. Burton Blatt.
Someone once said: “It’s not what you know but who you know that makes the difference.” And for those of you here today who do not know of Dr. Burton Blatt-let me introduce you-because anyone who is interested in the area of civil rights and diversity should know this man through his teachings and writings. 

Dr. Blatt was a preeminent scholar and researcher. A former Dean of the School of Education at Syracuse University, Burt rose to the status of a Centennial Professor at SU and founded the Center on Human Policy. Internationally renowned, Dr. Blatt is perhaps best known for bringing attention to the horrific treatment of institutionalized individual who are mentally retarded with his book Christmas in Purgatory. This groundbreaking work began a revolution and led directly to the closing of the infamous Willowbrook Institution in New York. I am now proud to serve as Executive Director of the Burton Blatt Institute: Centers of Innovation on Disability at Syracuse University-an institute established in Dr. Blatt’s honor and inspired by his lifetime devotion and work for people who up until then, had no voice. One man inspired many to join him and a movement was ignited. 
Nancy Cantor-our inspiring Chancellor and President of Syracuse University, and the mother of a child with Autism, challenges us to look beyond the Ivory Tower and invoke what she calls Scholarship in Action.
 Today I challenge you to look beyond what is comfortable, what is expected and what you know. 
Now the torch has been passed to a new generation-Erin and Jimmy Gwin’s. 

 For me and my parents, failure….-or going with the status quo-was not an option. 

Bobby Kennedy once said:


“There are those who look at things the way they are and ask why…I dream of things that never were and ask why not?” 

For the people in this room you must always ask yourself---why not!

Several years ago a friend told me that raising a child was analogous to building a kite: imagine for a moment that you are that-

You build that kite lovingly and slowly, with only the proper bits of paper, wood and string. You wait for a gentle breeze and run to see it lift haltingly to the sky. When, at first, it falls to the ground, you patch it carefully in all the torn and weakened corners, then race with the breeze again. Finally, that kite rises with the wind when suddenly, your string-your control-snaps. Then, you can only watch: the beauty of something you created as it soars with the clouds. 
Tonight our kites have been set off on a journey-their journey to adulthood. My father used to say that life was never meant to be a plain. The journey of life will continue to be a journey filled with peaks and valleys. It will be through your perseverance, hard work and drive you will be able to overcome the valleys and reach the peaks that you strive so hard to achieve. 
Friends and family-We have great hopes for our children as they set off on this journey.

So to everyone in this room I simply say-give these children all the string you can and watch them soar. 

