My name is Jamie Bolling and I am to talk to you on why we need new policy - just policy. We need policy allowing Independent Living (IL) or active citizenship! I usually present myself by saying I have 3 passports, 2 daughters and one passionate drive for Human Rights. To stay short I will just make a comment on my two daughters. Today they are 27 and 29, but when I had my accident they were 6 and 9. I remember as yesterday the day about a week after my accident when Maria came into the room where I laid with her hands on her hips and said loudly, ”Mamma get out of that bed right now and come home and take care of us, now!” I responded by saying I had to first wait for the body brace to be finished and then to train in sitting in the wheelchair. She stopped me there bursting out with, ”Wheelchair, never, you are not allowed to sit in a wheelchair!! She made me aware of how early we have prejudice in learned, how we battle shame. She was afraid of the shame she would feel of me being different. We all categorize and have prejudice that we need to be aware of as it has us having different expectations for people we consider as the other. We have low expectations for people with disability: not expecting them to work, to go to on to further education, to have children etc. 
I will now make a few comments on ENIL (www.enil.eu) - I have been the Director of ENIL for two years. ENIL is a European network with members from Iceland to Bulgaria and from Finland to Spain. Adolf Ratzka and his colleagues, when gathered in Strasbourg in 1989 started the network. Today ENIL is a formalized network, a cross disability organization promoting the rights of people with disability. One of the main events is the Strasbourg Freedom Drive happening every two years that gathers hundreds of members to meet with MEPs to make sure they know about Independent Living.
IL means Choice – choosing with whom, where and how to live. And doing this through access of services one being personal assistance. IL means having control –individual control over services. IL is having access to participation – full participation, active citizenship. IL means inclusion – not just being a reference group but being active in decision making from the beginning to the end. This means when forming policy and services. It means being politicians and not just voters (if we even have the right to vote). 
Why new policy and a new model of services? ENIL claims that in order to promote IL there needs to be new policy, just policy. Independent Living means having access to society and being able to choose to be active citizens. Today policy and services in general do not permit active citizenship. All countries need to have a discrimination legislation that classifies inaccessibility as discrimination as in Norway and the UK. There is a need for policy to speed up the process of closing the institutions, keeping people in institutions is a breech of human rights. And today we are still building them or rebuilding them. In order to close the institutions community services need to be offered allowing for a choice of living quarters, a choice of when and how to have the services and assistance one needs and policy which gives choice, control, participation and inclusion.  Every country should have a legislation making personal assistance a right for those in need. The Swedish legislation giving rights to certain people with disability allows choice and was revolutionary for many people with disabilities. 
We need new policy as:

•Old policy is based on assumed needs and not the real individual needs of people with disability
•Services are organized for and by the organizations and employees – we do not have 9 to 5 lives or 7 to 4 lives, we want to participate in the organization of our services to have services provided when we need them and want them. This allows for self-determination.  
•Today policy sees the needs of the collective of workers and not the individual need of the disabled person – when there is talk of closing institutions the questions arises of what the workers will do, not what the people living there will do. Services are not based on what we want done and when. Once institutions are closed there will still be a need of services but provided in a different way.
•We are the experts, we know what we want and should be included in the policy and legislation process. 
•Services are a human right! Article 19 of the CRPD guarantees the right to independent life.
•Full participation or active citizenship is a human right and is obtained through the right to choice and control.
José can be seen in this picture telling me that he now is free and has a life! He left the institution after being there for 14 years. He is unsure of where he will live, or how he will earn his money, but he wants to live. He wants to go to the pub, meet the ladies, find a flat and hang out with his mates.

Alex was the youngest freedom marcher last September being 15 years old. When asked what she wants for the future, she said to believe in the future. She wants a future where she would not be dependent on her mother as her personal assistant. 
