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Convention for Persons with Disabilities
Ladies and Gentlemen
I am a person with an intellectual disability who knows what it is like when you are not recognised as a person before the law. 
As a baby I was placed in an institution.  I remember crying for my parents and my sister.  They did not come; no one really came to the institution to see me.  Many of my friends throughout the world are still locked away in institutions; they are not regarded as a person before the law.  It is also unfortunately true that many of us with an intellectual disability are seen as unable to make decisions. Everyone can make decisions with assistance or support.  
This makes the article on equal recognition as a person before the law very important for us.  It is essential that both our legal capacity and the capacity to act is secured. Let me first explain why the capacity to act is so important.  
I have already told you about many of my friends who are locked away in institutions. They do not have the capacity to change their situation, the capacity to act.  What is more we never asked or agreed to be placed in an institution.  Others placed us there because they had the legal power over our life to do this.  
We are then kept there by outdated guardianship laws against our will because we have no power to change our situation.  I was one of the lucky ones who managed to get out.  Sadly this has not been true for many of my friends.  

I want to talk for a moment about how it really feels when no one listens to you. When others make your decisions for you.  For many years I was ignored.  I was in the room but it was like I was not really there.  No-one bothered to ask me what I wanted.  Really important decisions were made about things like where I would live, what school I would go to and who I would live with in the other room.  The other room that I was never part of.

This often made me very angry and I hit out.  I became a challenging behaviour – what a lovely term to describe me as a person.  I still see so many of my friends being absolutely frustrated because other people ignore their wishes.  
We also have the situation where people are given medication, often to control their behaviour and not told of the side effects that will occur.  I was given medication in the institution that almost killed me.  I have seen many of my friends medicated so they walk around like zombies. 

This is both dangerous and very unfair.  It takes years for people to fully recover from this abuse 

When I was 14 years old I went home to live for a short time.  My mother was very unwell and had a nervous breakdown.  However it was me that was sent to the psychiatric hospital, not my mother.  I had no say in this; my most basic human rights were taken from me.

I will now talk about what support means for me and my friends with an intellectual disability.  My understanding of support is that the person supporting me will listen to what I say.  They will take time to understand my issue and help me to understand my choices.  They will then help me to achieve the things I want for myself.

It is not about what they think is in my best interests, it is about what is important to me.  Let me give you a couple of examples.  When I was old enough to vote I voted in our general election.  At the next general election a person supporting me decided that I could not understand the election and I was not allowed to vote.  Also I always wanted to have a cat.  Staff said I was not responsible enough to own a cat.  My last cat has lived with me for over 15 years.  I think he feels I am responsible enough.

The point I am trying to make is that no one should have their right to make decisions taken away from them.  This is what legal capacity is really about.  
I want to now discuss the situation of many of my friends who are seen as having high support needs.  What this term really means is that others do not believe they can make decisions for themselves.  I don’t believe that this is true.  I have been recently working with a number of people in my home town who fit this category.  
For years, even people who knew them well believed they were not able to make any decisions for themselves.  We started to talk to them as real people in a safe environment and the results have been amazing.  People who were in the institution with and I know have never made their own decisions are now talking about the things they like.  They are also talking about the things that they don’t like.  They have found their voice even though many do not use the spoken word to communicate.

However I do accept that there are some persons with disabilities who without a lot of support will be unable to make even the most basic decisions in their lives.  For some this is a temporary situation while for others it may be long term.  When this happens it is essential that the person’s legal capacity is not taken from them.  Otherwise their lives will be taken over by others.  We can not continue to have guardians or parents deciding that the person can be sterilised without any legal protection.  
Think for one minute about what would happen if a parent decided to have their 14 year old son or daughter who has no disability sterilised. Why is it then all right if the child has a disability? 

What is needed is the development of a network of family and friends around the person.  People who will really get to know the person’s likes and dislikes.  The things that are really important to the person.  If there is no family or the family refuses to be part of the network then a group of friends that the person trusts can fill this role.  They can then be part of a decision making process that respects the personhood or the person.  We call this supported decision making.
For this to happen, the person needs to be part of the community.  It will never happen when people are locked away in institutions.  For those of us with an intellectual disability our families usually play a major role in this.  It is our families who we turn to for support and help.  For most people their support from their family comes from their partner or spouse.  But for most of us with an intellectual disability, our family support comes only from the family we are born into.  
This relationship with our families is often not understood even by those with other disabilities.  

They need to understand that good or bad, controlling or empowering the family we are born into is usually the only family we have.  They are an essential part of our support network. This is why we want the importance of our families recognised in this Convention.

What I also know is that if we continue to separate people from their community and their family and friends then we will only see what they cannot do.  Segregation has never worked and it never will.  Old fashioned guardianship laws, which are an essential part of substituted decision making – where someone else expresses their own opinion about what is right for the person - will always fail the very person they are trying to protect.

We must never lose our legal capacity or the capacity to act.  It has been the loss of these two things that has imprisoned so many of my friends in institutions or resulted in them being treated very badly by others.  With the support of family and friends even those of us with the highest of support needs can live a full life.  
They deserve the opportunity and our support to achieve this.
