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"DARING TO DREAM"

by Jaynie Mitchell

I would like to talk today about Partners in Policymaking and what effect it has had on changing my family's lives.

For those of you who have not heard of it, Partners in Policymaking is a leadership course that runs over 8 months on residential weekends. The idea for the course first came from America, where they realised before us, surprise, surprise, that parents of children with disabilities, and people with disabilities, should play a major part in how services are designed and delivered. And how we live our lives.

I was the person on the first day that stood up and said I was fed up with every one banging on about inclusion – it couldn't work for Ross.

I had tried not to think about Ross not going to school with his big brother Euan. It was just too painful. I had all those feelings of keeping him safe, protection, etc. I didn't realise it actually meant excluding him. I can tell you I was well and truly put in my place.

I phoned my husband that first night and told him I didn't want to be here. I had always thought I had a good attitude towards people with disabilities, but here I was in a room with 13 self advocates, and suddenly realised my attitude was not that good. I just didn't want to be part of that world. I now know this was because I was brought up in an exclusive society where the boy down the road wasn't allowed to play with us, and went to school in a blue mini bus. You will be relieved to hear I don't think or feel this way now. I very quickly didn't see their disabilities, only the people, and they taught me so much about how to do it right for Ross. For which I will be eternally grateful.

The very word "special" when used around people with disabilities gives us all comfort that best practice is in place. And that somehow some people are just so special that they need special units, special schools, special day centres.

I now know from the people with disabilities on the Partner's course that to them "special" meant devalued, segregated, ignored, low expectations, no friends, no money, no prospects, no life, and even sometimes abuse.

I personally felt responsible for this as I was part of a society that condones this, and I am just not prepared to let this continue to let this happen. As the months went on even I began to grasp the concept that our two sons didn't need to travel different paths from each other, just because one has labels and the other doesn't. Ross doesn't need to be bussed to a different area, he can know and play with the other children in our street, and one day he may even be invited to a birthday party. Before the Partners course I knew the services we were offered were not what we wanted, but couldn't imagine better. But as you all know, if we say no too many times you don't get anything. So you accept what's not ideal or you lose your place in the queue.

For the last few months I have been doing some freelance work around Scotland with SHS speaking to commissioners of advocacy trying to make sure some of the most vulnerable people in our society have a voice. And what strikes me again and again and again is that a lot of people don't need advocates, they only need friends. They needed to go to their local schools, be known and valued in their communities, and have friends that can speak up for them, and support them just the way our friends do for us. People's ordinary needs should be every bit as important as their special ones. Believing in inclusion is not always a comfortable place to be. I am often looked at as though I have landed from Mars, but I'm getting used to this and it gets easier all the time. I just keep remembering how amazing Ross is, and the wonderful gifts he has brought to our family.

This bit is for the parents in the audience, but the professionals are allowed to listen and learn too.

As parents I want you all to know this, and remember this any time you feel under pressure, or have doubts about your strengths.

... We have the authority – we know the child better than any one, we have more experience.

... We care more than any one else, and we have invested more in them.

... We have authority of witness – we're living it, every one else is only watching.

... Every one expects us to advocate for our child, so let's do it

... We have the legal authority – so let's use it, and use it wisely.

And I think this the most important:

... We think our children are wonderful and love them more than any one else – so let's tell every one how wonderful they are.

But the single most powerful thing I learnt on Partners was that it is okay to dream for Ross. I felt before that I couldn't do this for Ross, as we are conditioned to believe that the system has all the answers.

I would like to share some of these dreams with you now.

When I dare to dream, I have very clear picture of how I want the future to look for our family, and it no longer has anything to do with Ross meeting criteria, or making the grade. No other child has to pass a test to go to their local primary school, why should ours? Ross doesn't need to get better to go to mainstream, mainstream has to get better for Ross to go there. I think it is very cowardly to put the onus on children to fit into the existing system when we know that if we create truly inclusive schools that they are better places for all children to be.

When I dare to dream, I dream that the expertise that is currently only available in special schools, be available in all schools, so that we can all have real choices, we all have so much to share and learn for each other.

When I dare to dream, I dream that no more professionals will say that they are only considering Ross, and that he might be happiest at a special school.

Will they also be saying in 15 years that he would be happiest in a day centre?

And that it's okay if no one knows him in his community? Will they also be saying that he is happy because people can only think of him as disabled, because no one knows anything else about him?

When I dare to dream, I dream of a society that values peoples differences, and one that has the humility and grace to realise that it does not always do things in people's best interests, but it is our own shortcomings and lack of imagination or commitment that is keeping people segregated.

When I dare to dream, I dream that both of our sons to be appreciated for what they can do not what they can't, I want them both to grow up in a society that's fair and just, and I want them both to be valued for their gifts.

When I dare to dream, I dream that no other parent will get the reaction I did when I expressed our wish that Ross be fully included. I dream that children with disabilities will be truly welcomed. And no parent will ever feel as uncomfortable as I did. We now have a presumption of inclusion from the Scottish executive, so I am presuming inclusion, I am not presuming a split placement, I am not presuming a unit attached to a school, I am not presuming a school that is not our local one

I am simply presuming inclusion.

When I dare to dream, I dream of family support, that we start to think outside the boxes and ring fenced money; I often used to say that it was Euan that needed someone special, not Ross. Families know best what families need.

When I dare to dream, I dream that Euan and Ross will have school photographs taken in the same purple sweatshirts, and the school that Euan thinks is "the best school on the planet" is the one that welcomes Ross.

I want to tell you about a conversation I had with Euan when he was about 51/2. It went something like this:

Euan " I can't wait for Ross to come to my school"

I then asked "why"

Euan with an extremely condescending look on his face, the kind that only a five-year-old boy can have.

"Because he is my brother and I love him, and brothers should be able to see each other during the day".

Me: "Why else"

Euan "everyone else's brothers and sisters go to school with them, why shouldn't Ross?"

I explained to him that some people thought that Ross shouldn't go to school with him because he has autism.

And Euan said, "Well that's just stupid".

To me that says it all.

I believe that dreams create vision. Vision creates ambition. And ambition creates reality.

Good luck in following your dreams!!

