Statement of wishes – Jane Smith
Having my first child Henry was a breeze, and so with Carol. But as soon as Will was born I knew something was wrong. I held him close to me and welcomed him into the world. But the looks of the people with me confirmed my feelings.

I had Will checked out the next day by a paediatrician. They did a whole lot of tests and said that Will had an intellectual disability. I knew nothing about this and asked if treatment could cure what he had. They said they would do some more tests to confirm what the problem was and to see what could be done. I hoped that Will’s disability could be cured. The doctors were a big part of my life for the first couple of months of Will’s life but as soon as the diagnosis was confirmed they said they could do nothing more for Will. They gave me little advice as to what I should do next.
Will also had a club foot. While this was quite severe, doctors advised that with surgery and physio, over time it could be improved.
So started my journey of self learning. I talked to everyone about the problem and ended up contacting some support groups. These were of great help. However during the early period I was dealing with my own grief and doubts. Why wasn’t I able to give birth to a perfect baby like my first child? How was I going to care for Will? Why wasn’t there a cure for Will? And amongst all of this was Will – growing physically but most of the time not responding to me emotionally like my first two children. I found it hard to bond with Will and that made me feel guilty, then questioning why my baby wasn’t perfect, then determined to work my way through this thing, and round and round and round in my head.

Most of the time Will was full on, as well as the need to devote a good amount of time to my first other children. I found out that I could get some respite care, so was able to have small amounts of time off on a regular basis. However for the first while respite care was difficult because the providers wouldn’t listen to me and often Will came home from his respite care very upset – often it took a few days to get things back to normal. Often I felt guilty about leaving Will because I didn’t feel confident that he would be looked after as well as when he was with me. But mostly I was so tired I just knew I had to have a break.

When Will got to 6 years old I found out through my support group that he could be involved in mainstream education. So I enrolled him at the local school. They were sensitive but had little experience in working with children with disabilities. They made little effort to provide the additional support Will needed. I had to find out from the Ministry what was available and how the school could access it.

I found my support groups invaluable. The members all had a child with a disability so they could not provide much practical support. Meanwhile John’s work was making demands on his time and he found it very difficult to balance his work demands and the demands on him as a father, as well as being a father of a child with additional needs. So often our relationship was put on the back burner. Our circle of friends reduced partly because we didn’t have time for friends and partly because Will was rather difficult to take out socially. 

So we struggled on until Will hit puberty – he was about 13. His behaviours changed and on a regular basis did things that were not socially acceptable. We didn’t know how to deal with them. In desperation we contacted a new provider in town and they got us a referral to a psychologist working with them. That provider was a lifesaver – for Will, for John’s and my relationship, for Henry and Carol. For two years they gave us some pretty intense support. The result was not only that we were able to resolve Will’s problems but they gave us hope for the future that Will might, with support, be able to grow up a have a reasonably independent life. For the first time since Will was born I felt I might have the opportunity in a number in the future to have time to do some things I wanted to do. I had hope for the future and realized how hard things had been since Will was born.
The secondary school Will goes to has been supportive, but I regularly have arguments with them. Will’s club foot is an ongoing issue and I have regular arguments with the public hospital staff about treatment.

Things have got better and I have managed to start working again part time in the career I started before having children.
Yes, the struggle had been difficult but I had developed some things that other people didn’t have. I knew how strong I was – I had been pushed beyond what I thought I could deal with, and came out the other side. I had come to see Will as an individual – not an inferior being but different and of worth. I had moved past wishing this had never happened to me, to seeing the wonderful and positive things that Will had brought me and the love and support I had given him.

I tell you my story in the hope that you will become involved in Will’s life in the long term, especially when I can no longer be involved in support. Some things you will find challenging and difficult and sometimes you will question why you ever chose to become involved. But I guarantee that if you get involved in Will’s life you will grow as a human being in ways you never imagined.

As you will see from the Trust Deed, the Trust has been formed for Will’s support and benefit, so I want you to exercise your discretions for that purpose. After he dies, whatever is left in the Trust Fund is to be divided between Henry and Tracey.

To help you with exercising your discretions, I want to let you know what my wishes for Will are for his future. Also, before making any decisions I would like you to talk to Henry and Carol. Apart from John and I, they know Will the best.  My wishes are not binding on you because you will have to respond to Will’s changing needs, but I hope they will be of some guidance to you as these are the things I am working on:

· I want Will to experience similar things that other people of his age and stage experience

· I want Will to have a meaningful job like other people, with appropriate support. That job should include training/education so that he can grow in the job at his own pace

· I would like Will to have some real friends of his own age – so he can go to parties and other social occasions

· I would like Will to get involved in sport and recreation for health reasons, but also to enjoy the act of physical movement

· I would like Will to go to the pictures, to music shows and concerts and other social occasions. He has a great love of listening to classical guitar.

· I would like Will to live independently. I know that with support that this can happen. One of the main objectives of this Trust is to acquire a home for Will so that he will have the long term security of living in his own home, and if the Trust has not already achieved this, then I want you to make this a priority

· I would like Will to love a woman and enter into a long term relationship with her, and enjoy the relationship in the fullest way. I don’t know yet if Will can be a father, but I would like him experience the joy of being involved with children of all ages.

· As yet Will does not understand about the money and I doubt he ever will. So I would like this money affairs to be always handled by you

· I want Will to continue to be involved with his sisters and his cousins, and for him to always attend family occasions, especially birthdays, weddings and funerals

John and I have been involved in creating the above vision by involving ourselves in the disability sector. From that involvement we have also started to enlarge Will’s circle of friends. I want you to continue on with that process – the greater the number of people in Will’s life, the greater he will be protected and the greater the opportunities to realize his true potential.

If you have any money to invest on Will’s behalf I would ask that you spread investments between cash, property and shares. This may include you continuing with the kinds of investments that I have made in my lifetime. I encourage you to obtain investment advice, but in all cases please make your own decisions and don’t uncritically accept any investment advice.

In all things, I would like you to act with love and respect for Will, as you would for any other human.

Jane Smith (Jane Smith) 1 September 2007
