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Introduction
I am very pleased to be with you all today to make this presentation on deinstitutionalisation. This is a subject  which I have given great importance to over the last 30 years or more, because I too experienced the full impact and consequences of being isolated in an institution because of the lack of community-based services in the UK in the 1970s. Since then I have devoted my life and career in working towards alternatives to institutional living in independent living and community-based services. We cannot under estimate the significance of this work trying to achieve equal rights for our fellow disabled citizens. What you will hear from me will be based on my direct personal and professional experience. I cherish the personal freedom I gained from this change in my life and I want this freedom to be shared with others. We have to remember what we're talking about here are people's lives, the quality of their life and their human rights.
I suppose in some ways we could say we have come a long way since those barren days of the 1970s in the development of social policy and political changes which have improved the situation. However in other ways it can be said that not a lot has changed because we still have the spectre of institutionalisation present striking fear in most disabled people throughout Europe. This is why we have to build more community-based support and independent living to ensure long-term personal security and good quality of life and not abuse, exploitation, hate crime and the violation of disabled people's rights. This also requires breaking down the environmental and structural barriers of society which exclude people. Removing these barriers increases the opportunity for inclusion.
Work in Deinstitutionalisation 

I think it will be useful for me to give you some background information about myself which will be relevant regarding DI. My work in deinstitutionalisation started the moment I went into the institution I lived in from 1979 to 1983 until I thankfully found my own personal freedom. This was because a group of residents living together there formed a group called Project 81. The purpose of this project was to enable the five of us to move out of the institution and into homes of our own in the community and to live independently. This did not come easy as we had to change the mindset and the social and cultural beliefs and constraints of the time. There was a general opinion at the time that it was not possible for people like myself to be able to live independently because of our high support needs. Thankfully our persuasion skills and passion won the day and we were able to influence and convince the policymakers of the time that it was possible. Sadly even to this day this opinion and attitude still exists in the head of some policymakers and politicians.
Following this success I then helped found and setup local and national disability organisations and Centres for Independent Living. This then led me to be involved in setting up the ENIL (European Network of Independent Living) at the European Parliament in Strasbourg in 1989. One of the primary principles of ENIL is freeing disabled people from institutional living and giving them a life!  Its other principles are in providing options in the choices and control over one's life.
Current Perspective
If we look back at the historical perspective the conditions have changed considerably today and the environment for deinstitutionalisation is now much more welcoming and advantageous. The European Commission and Parliament are committed to the purpose of DI and the recent changes in the Structural Funds Regulations further emphasises this. The bad publicity in many countries some years ago about the negative and abusive conditions disabled people were living under in some institutions throughout Europe sent the alarm bells going and consequently a lot more interest has been shown and appropriate action taken. Most of this is about trying to address the violations of human rights and the unacceptable conditions and abuse in institutions. Many EU Member States have now started rewriting their policies on DI, which is very encouraging. 

However, we still have a long way to go and most countries could do much more to improve the transition to independent living and community-based services. The other positive aspect we have today is that the spirit of the UNCRP provides us with a refreshing approach to DI through Article 19, which not only encourages the development of community based services and Independent Living, but also choice in place of residence where a person lives. We need to proactively use this to progress the work. I know that Slovenia ratified the Convention in 2010 and now needs to concentrate on fully implementing the convention like many other European countries.
UNCRPD
I think it is worth reminding ourselves of the significance of Article 19 by hearing what it states.
Article 19 - Living independently and being included in the community
States Parties to this Convention recognize the equal right of all persons with disabilities to live in the community, with choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community, including by ensuring that:
a. Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

b. Persons with disabilities have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

c. Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.
The CRPD strongly raises the idea and importance of the protection of the human rights of disabled people and for it to be used to overcome violations and abuses of disabled people in institutions. This is the reason why the push for DI is now so fervent in trying to improve the quality of life of those who have been institutionalised in order to free them. Many studies and reports have categorically proved that living independently and in community based settings in an inclusive way within the fabric of everyday society are much more beneficial and satisfying for disabled people's well-being.

This has also been demonstrated in studies on the beneficial effects of those people receiving direct payments or personal budgets as they are called these days, as opposed to institutional living or direct services from local community authorities.

It is vital when considering the development of DI processes that it is essential to have community based structures and support in place before there is any transition of people. Many projects and plans have often failed badly when these community infrastructures have not been in place when redesigning services and reallocating institutional living.
Community Strategies and Policies

The important feature of any development in DI is establishing the right policies and mindset in order to carry out successfully the necessary changes required in developing the appropriate community based services. Some local areas and regions as well as countries have committed themselves to the DI approach. My own local authority in the UK have committed themselves to this long-term policy and supportive strategy to keep disabled and older people living in the community for as long as they wish. They have established some benchmarks in the policies not to offer places in nursing homes but to provide personal budgets and community support instead. They have also embarked upon a process of closing a number of their residential homes which they have done over the last few years.

It is this kind of political commitment with such policies that can help sustain further development and progress in the future. These kinds of authorities are like role models to others to follow the same pathways. What works in practise is good to share with other communities and countries. In the end it should create happier people who are more satisfied and at the same time being able to feel an intrinsic part of the community. This makes people develop their own self-worth and sense of community wellbeing. Ultimately, this should lead to healthier and more empowering communities. What could be better or makes more sense than this.
To move this forward there has to be that same commitment from national governments to embed this in national policies preferably supported by good legislation. We have seen some terrible cases over the years of very bad abuse happening in different institutions and homes in lots of different countries over the last five to ten years. Even in my own country which is supposed to be one of the more developed in social care policies we have had some violent and bad abuses on people with intellectual disabilities in a number of different homes. Following these notorious incidents work is now being done to try not only to improve the situation but avoid it happening again. A social care sector organisation called Think Local Act Personal (TLAP) in the UK has been working on this since the terrible incident at a home called Winterbourne View in Bristol was exposed on BBC TV. This resulted in a number of the staff working there being arrested and charged with crimes of physical assault. There are a number of blogs and writings making recommendations about this. 
When embarking upon the DI process one needs to be cautious. It is no good moving people out of an institution and setting them up in a small Group Home as this does not result in their inclusion. It is vital to involve people in making decisions about their own lives and providing options as individuals often have different preferences. I was appalled last year when I visited Sofia as I had an opportunity to meet some young disabled people who were living in a small group home. I was shocked to discover that they had to make a written submission to the manager of the home asking for permission to go out on a social visit. This is a vagrant violation of their freedom of movement and basic human rights and should not happen in this time. This is exclusion not inclusion. This is why it is essential to involve people in decisions about their life.

People have differences and some might want to live alone, others might want to share a flat with friends. What is important is that it is tailored to the individual. In many countries the use of direct payments or personal budgets, which is a payment the individual receives to pay for their support and care by employing their own personal assistants and support workers has worked well. This way of life has been highly successful and is often inexpensive compared the costs of institutional living. The beauty of this kind of scheme is that it gives control and choice to the individual to organise their own lives as they want. It encourages self responsibility and involvement.
Independent living is for everyone regardless of their impairments so this means that people with intellectual disabilities and mental health issues as well as older people have successfully been able to manage it. One cannot underestimate the importance of mainstream services being accessible to all people. This can mean fighting stigma and prejudice against disabled people at all levels.
Structural Funds

The recent changes in the structural funds regulations have potentially improved the situation. This is because EU Member States are now strongly encouraged to take into account the situation of disabled people and actively involve disabled people when planning services and the development of community facilities and housing. It is inherent in the structural funds to be able to address the issue of institutionalisation in order to come up with community based alternatives. The regulations strongly suggest that the European Regional Development Fund should not be used to renovate and improve existing institutional buildings or build new institutions, but to create more practical and inclusive dwellings in community settings.
Unfortunately, during the recent programming period, there have been some bad examples of EU Member States using funds to renovate buildings.
ENIL
My organisation the European Network for Independent Living has been engaged in trying to pioneer and develop Independent Living options throughout the whole of Europe since the 80s. Most EU countries now have some form of Independent Living or other. The effectiveness and differences of Independent Living in different Member States often depends on the level of funding and the political commitment of different countries. However there have been great advances in Independent Living over the last 30 years particularly in many Western and Northern European countries. Recently this has now been spreading to Central and Eastern European countries as it makes good practical sense and improves the quality of life and wellbeing of those involved. One could say that Independent Living has thrived but unfortunately over the last five or six years, due to the economic downturn progress has slowed slightly with the austerity measures imposed by many countries on the social services sector.
We have to build upon the good work and dedication which is needed to move the DI work forward. Now you have to fully commit yourself to this important work. The situation must improve but there is still a long way to go. Be sure to involve people in the planning of these changes. It does take time to restructure and change systems that have been in place for long periods of time. We are living in 2015 and this is now the right time to do this work so that all people can have chances and options which can enable them to have equality of opportunity like all people. I encourage and beg you to be resilient in this and do not be put off by the obstacles and challenges because in the end, the results will be a much better, healthier and fairer society for all of us.

I finish by asking each one of you to ask yourself, would you like to live in an institution or end up in one?
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