Sheet 2 --- Creating a Vision
My Story

I have three daughters and two sons, my youngest son is Andrew.  He is a young man who has now reached the age of adulthood.  His life has not been easy.  He was born healthy but when he was 19 months old we became aware that something was not right.  

It took 4 years for us to get a diagnosis that Andrew had Autism – this was the most difficult time of our lives.  We were informed that he would need special education and might never be able to communicate with us. 

We went from Billy to Jack in pursuit of an appropriate education for Andrew.  All the professionals did was to focus on what he could not do rather that what he could do. 

We did eventually find a school for Andrew to attend – a special school for children with Emotional & Behavioural Difficulties.  However, it was re-designated as a school for children on the Autism Spectrum in 1998. 

After many attempts to have Andrew included in mainstream education when he was 12 years of age we gave up.  We got tired of fighting and the schools did not really want him anyway 

When I look back on this time in our lives it was not Andrew’s Autism that caused us much pain and sorrow.  It was the negative, dismissive attitudes and the total lack of understanding of Andrew’s worth by a lot of the professionals we encountered that gave us the most heartache.
Our Discovery

· We began to realise that no state system was capable of giving our son a life or a chance of creating a life that would be inclusive 

· We began to realise also that no system was perfect 

· We knew in our hearts what we wanted for Andrew and that was a life not a service 

· We also knew in our hearts that this vision for Andrew would not be shared by others 

· We also know that if Andrew was to have any chance of a life we were the only ones who were going to drive this vision 

A Vision - what does this really mean?

· Visions are creations of the heart as well as the head 

· Visionaries make the truth visible 

· Visions are about embracing the unknown, your nightmares as well as your aspirations 

The enemy of vision is denial: 
· Denial means we see things only as we, or others, want to see them rather than accepting them as they really are 

· Denial means avoiding issues, people, or circumstances 

· Denial means hoping not to disturb the status quo or trying to maintain harmony 

· For us - a vision was our description of a desired future for Andrew 

· This vision was about our passion for his future safety, security and well being 

· This vision helped us to address the dreams we had for him as well as the nightmares we had about his future 

How did we start this process?
Two questions started this process for us 
– What will happen to Andrew when we die? 

– What is best for Andrew? 

This led us to asking another question - what is a good life for Andrew? 

Thinking in a new way
We are all products of the limited view that has gained momentum world-wide since the Second World War – that professional intervention through services and advocacy is the most effective way to deliver support and caring.

This perception changes radically when we ask what is a good life for your son or daughter with a disability or indeed for ourselves? 
Changing the context enabled us to look at things in a different way and I believe this was a far better place to start from than asking “What services and programmes will our son or daughter need?” 
The meaning of these questions will manifest themselves differently for each person. 

As a parent I quickly learned my job was not to dictate what they will mean, but simply to provide a nurturing framework for a unique and individualised process of development.


“Just because a thing is inconceivable doesn’t mean it’s impossible”
Lewis Carroll

Guarantees for a Good Life
There are no guarantees of a good life, but there are pre-requisites. 
There are basic building blocks to creating a safe, secure and enriched life not only for your son or daughter with a disability but for yourselves – 

The Elements of these Basic Building Blocks are 
· Caring and loving relationships (Fellowship) 
· A place of one’s own (A home) 
· Making a contribution (Belonging) 
· Directing your own life (Choices) 
· Basic financial security (Means/Wealth) 
Our challenges were

· To confront our fears 
· To be accommodating to change - any change shakes our world up. It disturbs the status quo - it can also be threatening 
· Our encounters with change require us to be open-hearted and clear-sighted, to trust or to compete 
· To understand that the future is ours to direct, not control 
This means Opening Up 
· Sharing your dreams and future plan means discussing intensely personal and private matters with others 
· Sharing your vision is sharing something very sacred and this can be quite scary 
· This is unfamiliar territory for many of us 
· Opening up also means courting rejection 
· Sharing one’s private and intensely personal hopes and fears is a very risky business 
· It is possible we may be ignored or worse - rejected and ridiculed 
· If we are going to achieve our dreams we need to engage in future planning to move forward 
The way forward for us now is - engaging in future planning and sharing our hopes, our dreams, our fears and anxieties with others 
We have : 
· To ask others to help us with our planning 
· To ask others to carry out our wishes after we are gone 
· To trust others to believe in the possibilities for the future of our children 
Our willingness to confront our fears is important to creating a vision.  If we accept that fear is a basic ingredient of passion, then confronting our fears is a way to tap into our passion.  Ignoring fear can paralysis us.  On the other hand fear acknowledged and confronted opens the door to other possibilities 
Andrew, the youngest of five children, is a 20 year old, bright, happy young man who is interested in music, sports and travel.  He especially loves football and cricket 
He has achieved many milestones – has good social/personal skills, his communication skills are improving all the time, he has good life skills and good literacy & numeric skills.  However he did not have access to a second level curriculum or accreditation because he attended a special school.  While the education professionals had a vision for Andrew’s future that matched our vision, the support services professionals did not. 
Our Dream for Andrew
· To be accepted for who he is, by everyone 
· To be happy and fulfilled 
· To be included in our community 
· To have a job - a real job 
· To have a home of his own if that’s what he wants 
· To be safe and secure 
· To be what he wants to be 
· To have many, many friends and a relationship and a good life. 
What was really on offer for Andrew
The only services on offer for Andrew were through traditionally supported programmes that have been designed for the sole purpose of providing disabled citizens with a set of particular services offered in particular ways through funded agencies or residential facilities

Our Choices as we saw them
· A day-wasting service if and when funding is available - not further education, training and a job.  Residential care if and when funding is available - not a home 
 or 
· Go it alone with no help or support so Andrew could realise his dream. 
We choose to go it alone so we disengaged from the HSE and went down the mainstream route.  Andrew got a place on an ECDL course for adults in our local VEC and will receive his certificate in November and was student of the year.  He has just started a two year Applied Leaving Course 
We are engaged in a future planning process and we are developing a Personal Network for Andrew.  This is going to take some time to do 
Creating a vision of a good life for Andrew
Means just that – a vision of Andrew’s life.  It is not our life, it is for his life.  We must always check that our views are his views.  Andrew must be included in that process.  We must share our wishes with family and friends and Andrew’s network who will “steer” the vision when we are gone.  We must be prepared for a few surprises on the way.  It takes time for anyone’s dreams to evolve so you have to be patient.  As they evolve, we need to update and revise our plans – we cannot predict the future nor can we anticipate all eventualities. 

Place yourself twenty years in the past
· Who would have predicted the break up of the Soviet Union? 
· The destruction of the Berlin Wall? 
· The release of Nelson Mandela? 
· The death of Princess Diana? 
· The careers of our children? 
We often have to proceed as best we can without all the answers – hindsight is the only guarantee of perfect vision - hindsight is wonderful but I would rather have insight to create a vision. 
I invite you to enter into the spirit of developing a vision and creating a future plan for your son or daughter. 
A clear vision becomes a beacon, a light to head towards, however it is not the roadmap.  You also need to develop a plan that will be your road map.  The path to implementation will be cluttered with dead ends and detours as well as the discovery of new lands. 
I believe that dreams do create vision, 
Vision creates ambition and ambition creates reality 
So let’s create a shared vision for our sons or daughters 
Geraldine Graydon, Autism LifeCare Trust, graydon@esatclear.ie
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