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Ending the Institutionalisation of Children with Disabilities in the EU

Transcript of Meeting

Welcome by Kathy Sinnott MEP
In the 1960s when my younger sister who had Down Syndrome was born, the doctor's advice to my mother was to leave her behind at the hospital and go home to us, her other children. Thankfully, she didn't but this was the thinking then in the USA. When my son Jamie became disabled in the late 70s, a child psychiatrist did everything he could to convince me to give him up, telling me that he would ruin my life. This was the thinking in Ireland then. I know how institutionalisation begins. A word to the vulnerable parents, dire predictions of the child's future, a promise of specialist care, a warning of inability to cope, maybe even a cultural prejudice against those who are disabled and of course lack of supporting services for families who would keep their child. Over the last decade, my own country of Ireland is trying to come to terms with the legacy of institutionalisation of children, some of the children, now adults, have found their voice to help us to understand the harsh experience of children who have been raised without the love and the protection of family. I have worked with people who have suffered various forms of abuse, physical, sexual, emotional, medical. I will never forget the emaciated mostly toothless old looking woman in her 40s who had only found out that her lifetime of illness and anger were the result of medical trials to which she and her young fellow inmates were subjected. I have a "nephew", an adult with a physical disability who was raised in an institution in Belarus. He has suffered and will never get over it. It is wonderful to see his joy at being part of my sister's family but it will never be able to fully repair his lost childhood. .

But aside from the overt abuse that many children experience in institutions, all children experience the deprivation that psychiatrists have named. Maternal deprivation syndrome, a pathology that undermines a person's emotional, intellectual and even physical development for life. The proper development of a baby is tied to the existence and quality of a primary attachment to one person, the mother or a person who takes her place. For a young child to live in an environment without being able to find and maintain this anchor is the inbuilt deprivation of institution. For a child with a disability, this need is, if anything, greater not less. The lack of attachment, as well as the lack of specific education, appropriate medical treatment and therapies only compounds the initial disability further.  What has opened the debate and has made real advances in the deinstitutionalisation of children in my country has been a book "Walls of Silence" by Annis Ryan and several documentary films that followed Annie's lead. It is a special honour to have Kate Blewett here today to show us an abridged version of her film. A picture is worth a thousand words. Though after the picture we will have words and we have a fine group of speakers today who I will introduce after the film. 

Why have we planned this event today? Because the EU budget supports and perpetuates institutionalisation of children with special needs. Last October, I and another MEP, Bas Belder who is in Bulgaria today, lodged an amendment to the Budget that would have diverted the funds presently being give to institutions for children with special needs to community based service, respite, family support and the transition of children with special needs from institutions to these services. This amendment was voted down in committee. I realised that my well intentioned colleagues could only have defeated such an amendment because they didn't understand institutionalisation. When we came across Kate's documentary, "Bulgaria's Abandoned Children", I felt that it would effectively educate the Parliament and Commission on the need to change the way we respond to children and especially to children with special needs both in financial allocation and in the standards we uphold or rather don't uphold. The requirements of membership in the EU includes the criteria of the Copenhagen Convention, that the candidate country has at least a minimum level of human rights. Yet country after country has entered the EU without any real requirement to protect the human rights of children with special needs. If the EU were serious about Copenhagen, candidate countries would be motivated to use preaccession money to make the life of their most vulnerable citizens better. Instead, the EU seems to be content to turn a blind eye, enlarge and just assume that these abuses will be sorted out some time in the future. However, once in the EU countries rarely spend structural funds on the vulnerable. We bear a great responsibility in the EU for the continuation of institutionalisation. For this reason, we in the Parliament and in the Commission must be part of the solution. This event is the start. Organising this has brought us in touch with real experts on this issue of institutionalisation of children and we commit ourselves to ensuring every child in the EU has a childhood. I will now pass over to Kate Blewett who will introduce the film and maybe say a few words after we have watched it.

Kate Blewett: Director
Thank-you Kathy, you will see a 28 minute film, it's a cut down of the original film Bulgaria's Abandoned Children. I felt that because there was so much to discuss it would be better to see extracts. This film came about as a direct result of research we carried out in the office. We found out that there were more children growing up in institutes in Bulgaria than in any other part of Europe. The numbers seemed to mount up to 1 in 50 spending their childhood in insit growing up. That was our starting point for the film, there was no other agenda- it was basically about the children. 

Selected Clips: Bulgaria's Abandoned Children
(For additional copies of the documentary please contact the office of Kathy Sinnott MEP)
Comments: Director Kate Blewett

This is a deeply depressing film to watch, it is also a deeply depressing film to have made. But for the children in BG in the institutes it is a deeply depressing life to live. I chose to use the skills that I have built up over 25 years as a film maker to bring this situation to the public. I have done this may times over in the past I have made films in china about children in orphanages called the dying rooms, children in prison, global slavery. Poverty in England, homelessness in England, eviction in England, I have recently made a film in china called china's stolen children. All of these films have a theme- to give the subjects in each film a voice- These are the voices of hidden people, generally held and kept away out of the public view. This is what I do for a living, when I found out that many children were growing up in insit in these conditions this became the focus of my film. I have been deeply affected by this film.
It is the only film I have ever made that I have gone back time and time again. All the other films I would go in and we would have to film quickly and leave, because generally speaking, these films were made without permission to avoid us filming a 'showcase' version. The reason I am here today is to say we need to do something. It is a total betrayal of childhood when you see images like this and it is very very important that we all gather together now to try and make a difference and I would like to be part of that. I know there I s a lot of publicity now about jersey, we are looking at a horrific situation where they are uncovering a lot of abuse from the past. Of course this is absolutely atrocious and I condemn this. If I would have known I would have been there too. These are negative things. We are all guilty is all of our countries of neglecting situations that should be prioritised. I would like to draw attention to a situation in Bulgaria that is very positive. I had the pleasure to film at Karin Dom and Ivan Stancioff is here today and he is the founder of the most fabulous day care centre in Bulgaria. It is a miracle centre with very wonderful staff, very highly trained with spectacular results; it is a place that Bulgaria should be proud of. And what would be wonderful, I am just editing this film at the moment, is if we used this film to publicise the good that can be done when there is good care and when there is the will, the will, to make a good future for these children. I won't warble on, there are a lot of us to speak today, but I would like to say that it is time now to change things in Bulgaria. Deinstitutionalisation would be the solution and I hope very much we can have an open discussion on the way forward today. Thank-you.

Debate: ‘Ensuring social inclusion for children with disabilities in the EU: the need for de-institutionalisation’
Panel Positions 

Slavka Kukova: Bulgarian-Helsinki Committee

Thank-you, I work for the last 7 years as a researcher of institutionalisation for children. It has been for years and years my everyday experience to monitor institutionalisation like Mogilino. So this made me participate in the plan of filming Mogilino and help Kate. I am here because I genuinely believe that human rights problems in countries like Bulgaria are international problems and because human rights cannot be a matter of charity, as it is now in Bulgaria after Mogilino was shown and all these campaigns were started. I also believe that human rights are not seriously concerned by Bulgarian politicians and decision makers. Most politicians I talk to about the condition in which children live in Bulgaria did not pay any serious attention. The fact is that all these children have equal rights to education, healthcare and family no matter whether they live in institutionalisation or not, but it's a fact that the Bulgarian government failed to comply with all the international obligations it took, signing and ratifying many international treaties but without transposing them into national legislation and the implementation of this legislation. So despite all these political documents, strategies, action plans and programmes with a certain right focus, to me it is still not clear that Bulgaria has the will to change the lives of these children and really to make the future possible for them. So I am here because I really think that we need much pressure and also help to solve this problem in Bulgaria.
Laura Parker: Absolute Return for Kids (ARK) 
Thank you very much and thank you for the opportunity to speak today. ARK - Absolute Return for Kids - is, in a sentence, a children's charity and it is our mission to transform the lives of children. With me here today are many, many colleagues who are engaged in similar work so I won’t talk too much about what we do because I don't think that what we do is really rocket science. And in a way, this is what upsets me most about this film. When we see this film we see the most appalling consequences of institutional care and yet the solutions to this problem are not beyond us, we all of us know what they are. 
When we see this film we see an extreme example of social inclusion. When you see this film what you also see is just the tip of the iceberg. This is not a problem unique to Mogilino. This is not a problem unique to Bulgaria. There are 1.2 million people, including children and young adults, living in institutional care in the EU. So this is, as Kate says, something which affects us all and for which we should all take responsibility. 
What are the solutions? I think at a Member State level the first is to dismantle the way we think about disability, to dismantle the medical model of care. The diagnosis of many of the children who end up in institutions like Mogilino has been incompetent in come cases, misguided in others. If you visit institutions for children with disabilities you find children with a cleft palette, a condition that we know is easily fixed; you find children who perhaps have a hearing impediment who have been labelled as ‘retarded’; you find staff who believe the children they are looking after are ‘uneducable’. So we need to first of all re-think the way that we think about disability. 

And we need to redress the balance of power between professionals and parents. Parents are often the very best, strongest, most faithful, resource that children have and it is criminal that we separate them. Parents should be given access to information, counselling, respite care, financial support, day care facilities. And across the EU, where we still have segregated education in many many countries, we need a drive for inclusive education. Many children are placed in institutions because it is thought they can't go to school. In 21st Century Europe this is completely unacceptable. 
At a Member State level we need every country where reliance upon institutional care remains a problem to commit to well defined de-institutionalisation plans. Not to fix the buildings, paint the toilets, put in new heating systems. Not to make the places look better - but to fundamentally dismantle the system by creating a network of comprehensive community based services for children. This means alternatives that are really alternatives and do not sit in parallel with the institutional system. 

How does the EU fit into this? Well first of all I think that at an EU level we need to  all acknowledge that success in this area is not an option, this is not an added extra that we can finally get to because we feel we have the money. Success in this area is absolutely fundamental to the mission of the European Union. Ten years ago the Amsterdam Treaty forbade discrimination on the grounds of disability. The ‘guardian of the Treaty’, the European Commission, I realise is not the worlds’ problem solver: I know as I worked for the Commission! But the truth is that Member States, the European Parliament and the European Commission as the guardian of the Treaty have to have a clearer sense of priority about what our real values are, what the real priorities are. 
It is an indictment of our priorities that this can happen in an EU Member State, in several EU Member States. My own personal experience of working for the Commission is that it is a sad truth that if these children had some market value, if this was an internal single market problem, if these children were going to be sold rather than just being hidden away then we would care much more about the standard of their care. We have Directives about the space in which chickens are bred; we have at the moment a European Commission Mission in Romania looking at the condition in which pigs are reared. Do we seriously as a European body politic - does anybody in this room - believe it is more important how many square inches a chicken has than the fate of the future of the continent? I am, as you will have gathered, pretty much beyond words when I think about this.
And, I think we are a very, very long way away from the noble cause of EU citizenship. The Lisbon Treaty talks about creating ‘EU citizenry’. How can we claim for children whose world is confined to the four dirty white walls of an institution, who are lucky if they ever go out, how can we claim that they are citizens of the European Union? 
Now the Parliament and the Commission are not directly responsible for what is happening in Member States and we cannot impose inclusion. But I think the Parliament and the Commission have a vital role in helping bridge the enormous gulf of misunderstanding that exists. Debates like this are invaluable in starting to explain why change is vital. There are unfortunately many people in Member States, and people in positions of authority, who have not understood why this is so important. There is one Member State Minister of Social Policy who saw this film and said "oh well, that's the best that you can do for these children". This is a Minister is an EU Member State! We need education, we need information. 

And the EU must act as a responsible donor. It should not be possible for European Structural Funds or any other European finances to be used to strengthen the institutional system. All EU monies must be channelled into the development of community based services. Personally I very much question the use of grant schemes as a mechanism for distributing EU funds. In my experience competitive bidding for pots of cash simply rewards those who are good at writing project proposals, does not necessarily meet the areas of greatest need and often means we are not consistent in the way we plan our services because the money is given in a very patchy, ad hoc fashion. These are all changes within the gift of the European Parliament and the European Commission and I think the Parliament's role as overseer of the budget is particularly crucial in this area. 
Finally, I think that in future Accession processes the issue of children’s rights must be a real priority - and if we are honest, it has not been. This does not mean we expect everything to be done tomorrow. This does not mean we expect perfect countries to join the EU because there is not a perfect Member State in all 27. But it does mean that the EU has to demand from all further Accession States clearly defined plans and it has to monitor their implementation. 
Our vision - our collective vision as members of civil society, Parliamentarians, European Commissioners, mothers, parents of children with disabilities - our collective vision should be to work towards an EU where it is illegal to place children in large scale institutions. This is beyond being a matter of technical competence within the limits of education or social policy:  this is fundamental to the values of the EU. We are not only letting ourselves down but we are letting down thousands of children and millions of EU citizens if we do not do this. I think we should be ambitious about what we want and looking at the panel and the people here today I am convinced that all of this is possible. So I very much hope today is a step in that direction. Thank you again for having given me the chance to speak.
Luk Zelderloo: European Association of Social Providers for persons with Disability
Thank-you and I hope that part of Laura's message did not get lost between coffee and tea because it was a very clear message I think. Distinguished guests, members of the European Parliament, friends from the disability sector and Bulgarian friends representing over 8,00 services for persons with disability and being active in Bulgaria since many years Mogilino is very important for us and for the network of service providers. The last few months the BBC documentary was shown in many EU countries and over 100 million people watched the documentary. Finally it is here in the European Parliament, the voice of the European people. Most citizens who watched the documentary were shocked, most MEP's authorities and politicians are as well. My organisation is involved in this, so today's question is not who to blame or who to fire. The only relevant question is how to develop feasible strategies and action plans leading towards high quality non-segregating services for persons with a disability. Feasible actions plans and strategies are needed. Why? Well the situation is simply not acceptable. Lets not try to ignore or to hide the situation is not acceptable. But, as said by Laura, Mogilino is not unique either. There are more of these institutions and looking at the situation of adults with disability there are many other places where the situation is not acceptable and this is not a problem for Bulgaria only, many European countries struggle with similar situations so blaming Bulgarians is unfair and counterproductive. All our countries are about to ratify the new UN convention on the rights of person with a disability. The situation in these segregating settings is a major human rights issue. On this continent all people whatever their abilities or disabilities might be should have access to high quality social services and should be seen as full citizens enjoying the same rights as everybody else. The challenge for the future is to bring the services for the people instead of the people to the services and the UN convention offers a unique opportunity to do this. 
How can we do this? What are the next steps? We propose 5 types of action:

-Firstly, political and legal work has to be done a legal ban on placements in these setting is need. We have to cut the supply line, no new children in these types of settings. Next, independent assessment of quality of these services in needed and reports should go directly to the parliaments and not to the ministries. In many countries local actors and municipalities are responsible, but we all know it only works with national quality standards and mechanisms and the local level only works when the local responsibility only works when the local level is also responsible for its own citizens with a disability.

-The second type of action is work with actors able to deliver, NGO's and committed local authorities. And there are new networks of service providers set up in Bulgaria, Macedonia, and Czech Republic, Romania, Hungary and many other European countries, work with them

-Thirdly, develop real stakeholder cooperation. None of the actors, beit local authorities or national, providers, persons with a disability, family groups, none of these actors can change a situation alone. Through cooperation and focused planning with clear values it is possible

-Fourthly do not close if no alternatives are available. Dumping people is not what we want. The development of alternatives is crucial and Laura already tackled this. We should not change these places into golden cages sponsored by World Bank European Commission or other EU bodies. We should aim at services close to society facilitating closer participation and maybe most important, invest in people. We have to invest in the thinking, the behaviour and the attitudes of people. Training and retraining is needed. Most are trained under the old model. We have to invest in families so they can keep children at home and invest in their relatives. And of course we have to invest in the empowerment of persons with a disability themselves by focussing much more on the abilities of person with disability rather than their disability. Awareness raising by media and authorities is need. A friend once said to me on quality of social services that 3 elements are important; attitude, attitude and attitude. We have to invest in people and we have to work on this. What is the role of the European Union in all this? The Parliament the Commission and the EU should stop allowing social fund money to go into large segregating settings and transforming these settings into golden cages. These issues include stronger guidance with regard to quality of social services in the structural funds and other funding streams. Moreover the monitoring mechanism should focus on the quality of services. Earmarked money is need from Europe to support member states willing to tackle deinstitutionalisation and promote deinstitutionalisation because indeed there is a socio-economic dimension. And last but not least the European Parliament and the Commission should provide service providers with the correct legal frameworks enabling providers to develop quality services and in this respect the debate on social services and the full recognition of the specificity of our sector is very important. In conclusion there is hope thanks to Kate and thanks to MEPs such as Kathy and many others there is hope. This unacceptable situation is very high on the political agenda lets together use this momentum and offer children and in general person with disability a chance to a decent and fulfilling life. Our message  from the European network of service providers to the EU in that the institution should support member states struggling with the deinstitutionalisation process and issues and put earmarked money on the table- walk the talk- money on the table please. The message to the Bulgarian authorities, this is not about you, there are more countries with this problem. This is not about blaming, this is about dignity for children and adult with disability. As a network of providers we are working very hard and we try to implement the UN Convention on the rights of person with a disability. I think we are able to mobilise expertise and know how. We could provide models of good practice and we could provide expertise from the field, we are available, I hope that you are too.

Els de Groen MEP

First of all, in spite of this horrible film, I would like to present my congratulations to Kathy and to Kate for managing to bring this in the open. I tried before myself with a film in Romania and I failed, the screen was taken away. Stating this I want to stress 2 things, that there is a lack of transparency here, and there are things going wrong elsewhere, that is a 2 direction issue. So I think the reaction of Minister Maslarova was a bit premature. The message of bad news is always a bit difficult to accept, but we should know the bad news in order to change. There is an old Albanian rule that goes back to the time long before Christ. 
"A disabled person is equal to a non disabled person because a disabled can be born from a healthy father and a nondisabled from a disabled one." 
Personally I am quite familiar with blind people as in the town where I lived there were 2 homes for blind children. In the context of an experiment they decided to start sending blind children to mainstream schools so we had children in our classroom, we became friends and went to the homes where these children went and we got used to the thick books and big glasses of the blind children and forgot about the handicap. There was no handicap anymore, just friendship. That was 44 years ago. Today in my own city disabled people are not hidden, you see them in shops or outside in wheelchairs, or without, as happens to most smaller units where disabled people live in dignity, and of course they are taken care of by medical experts. Hiding disabled people is not only a matter of ideological practice, like under communism. It might also be a case of a lack of maturity, solidarity and/or money. In 2004 Bulgaria adopted a law for the integration of people with disability that went into force Jan 1st 2005. I want to quote from a source of the Bulgaria Helsinki committee 2006, 42% of residents of homes were in houses for 50-100 people, 42% were in houses for 100 people and only 40.8% were in homes for less than 50 people. And now I go to 2008, and I quote from the delegation of Belgian experts who said 8,650 children are 145 homes. That means an average of 60 children per home. 2700 are younger than 3 years and only 1200 out of them have a light or heavier handicap. Most come from poor families who cannot raise the children themselves. Which means that 7450 or 85% of the total are there for reasons of poverty. As the Roma population of Bulgaria is dealing with unemployment from 70-100% it is clear why there are so many Roma children in the home. The money should be spent on education, employment, integration programmes on the basis of the Belgian report the situation in Mogilino and other houses is mainly due to racism. The second cause seems to be the poverty of the country; still Bulgaria spends 60% of its GNP which is more than for example Romania, Lithuania or Latvia do. Then why is the condition so poor, the food so poor, the care inefficient. Poverty does cover all the questions here. Studying the EU report several homes for children received more than 6,875 euro per month in 2004, an average salary of a doctor is 600 euro, for a technician 360, for a teacher less, for a cleaning woman far less than 150 euro. How much would cost the food of the 60 children per month, how much for water, electricity and clothes? And then another reason for what we see in the film becomes clear, corruption. None of the money goes straight to the homes: most of the money is sent to NGO's, municipalities. Some NGO's have strange names: Crime Prevention Group, this is meant for children. What about monitoring the result of investment, what about research on the background of NGO's - there are many imitation NGO's. I wrote a book about this and I mentioned several of them. This strategy is not restricted to Bulgaria. Somebody mentioned what we face in Jersey, the home is closed but the situation does not appear ok.  Shortly before Greece became a member of the EU an island was found where disabled people were sent to and hidden on the island. So it is mainly to my opinion a matter of majority, a civilization. I think that an EU that only focuses on economy, trade and power but not on civilization is not worth to be a Union. 

Jan Jarab: From the Cabinet of Commissioner Spidla (Employment, Social Affairs and Equal Opportunities)
It is difficult to stick to ones notes after having seen this film because you expect it will be shattering, but still it makes you throw away the notes when you see it. I don't know what is more painful, hearing the children themselves, or hearing the director say how convinced she is that this is all right or possible that someone else even higher up might think that this is alright, or that this is the best that can be done. In a way this brings me to my Commissioner motto that progress is nothing else but a relentless struggle against fatalism. That fatalism in this sense is simply cynical, saying it cannot be changed although it can be changed and if we look into British history we can start seeing that when John Snow removed the cholera epidemic in Broad Street whilst people said "people have always had cholera- why do that?". It can be better and has to be better. Perhaps that this is such an extreme case on the one hand be a signal for change, and I would like to thank the director because she may have done something that others have done in others areas of human rights in the 60's when they discovered other categories of people left out of the general narrative of human emancipation. Usually it was possible to give them a voice directly and then we gradually come as sensibilities grow to categories of people who cannot really be given a voice directly but still who are human beings and have to be recognised as such. And of course recognition of the problem is already 3 quarters of the issue, because if you don't recognise the problem and say this is the best that can be done then, to quote a radical from the 60's Elridge Cleaver who said "if you are not part of the solution then you are part of the problem" then you are part of the problem and a significant part of the problem if you say this is the best that can be done. So, having said this is obvious and extreme, I think it is extremely important not just to deal with this extreme but with a situation much less extreme than this one because even half way as bad is still too bad, because there is a systemic issue apart from here where the staff were not doing even what they could have done. But there is something that these institutions bring about even if they are led in a much much better way, and there is the systemic aspect which we shouldn't overlook. There is the need for a paradigm shift from large institution in remote places where disabled or otherwise vulnerable people are being moved outside the public eye. This reminds me of an American Marxist who came to the then Czechoslovakia in the 1980's wanting to believe that soviet socialism was great. We tried to talk him out of it, he said it is so cheerful here, people are very healthy here and happy- you never see disabled people. We said, this is because they are moved away over the hill. And we need to go through a process so that disabled people are seen and places are not superficially cheerful to ideologists. We need to move to client friendly and humane services which deal with the persons in care not just as objects  of care but as people who have human needs and not just providing for them in the material sense. I know that in this case the children were not even provided for in a material case, making it an extreme. But we need to emphasise human dignity and autonomy, the need for empathy, for stimulation for meaningful human relationship, true for all human beings and children in particular. Even in much better institutional care children suffer from emotional depravation and even if they are non-disabled children from institutional care, when turned out into the wide world, often turn up emotionally unprepared for the world they encounter.  So the debate should focus on the extremes and the material aspects, but it should go beyond that. I'll give you an example from my own previous life as the human rights Commissioner of the Czech government where I wrote a book called "The Maddeningly Slow Revolution", about institutional transformation; the title essay was about this. When the scandal came of the so called caged beds I sincerely hope that we would transform this into a real debate about what is really lacking here- the stimulation, the human touch, the activities for these children and I must say it was only very partially successful because the debate under the leading lights of our profession never really left the issue of what kind of bed is a caged beds and how many centimetres it should have - which is ultimately relatively irrelevant to the whole issue because the whole issue is not whether the children are being dumped in a caged bed of if they are being  medicated or put into an isolation room and whichever is better. The problem is what you don't do with them, that you don't have stimulating activities for them, play with them- the lack of meaningful activity. So staff training is vital, a lot of it is institutional culture, a lot of it is attitude as we heard and major differences between member states, and we shouldn't be too politically correct to hide those. And of course there are huge differences inside member states. The sad thing is that those who promote good practices often have less support from the hierarchies of their professions and of politics than those who do things in out dated ways simply because these outdated institutions happen to be key employers in remote places so there is public interest in keeping them as they are rather than supporting something experimental. And now I come to the European Commission. I must say that it seems to me, and I am not being defensive here, that the European Commission has had a very strong stand on deinstitutionalisation and promotion of community based client friendly services for quite a long time. It has commissioned 2 very important reports, both by independent people, both the University of Kent looking at financial aspects and Inclusion Europe. The Commission has been urging member states to put more money into the build up of community based services rather than prop up crumbling institutions of an outmoded type, it has been communicating this particularly of course to new member states who have their first touch of the structural fund. And yes new member states by and large have tried to have as much as possible to gain many funds from the European regional development fund, and as little as possible from the European social fund. Ireland was always promoted as the good example because they put an emphasis on the social fund and development of European capital. And we believe strongly that at fraction of the costs of infrastructural development one can train staff, send staff aboard, expose staff to good practice inside ones countries and it is an issue of political will. I invite you to come with suggestions of what the Commission can do more particularly with the legal base it has. It is very well and good to say how dreadful it is that we have a legal base for other areas but not for social policy, but we don't. it then becomes difficult for the Commission to legislate in an area where it doesn't have the legal base than in an area where it does have one this depends on member states allowing an increase in the community dimension of a policy. It is very difficult without that legal basis. And to answer to Luk's demand that we earmark the financing for structural funds, I am afraid that is very difficult because we do give guidance but ultimately it is up to member states to decide what they do with structural funds and they have to do it in ways not contrary to regulations but there are limited legal tools for tagging money to particular areas. So again I will be listening and writing down all proposals which will be useful for us to help those member states which are involved to implement change faster.

Richard Howitt MEP

Thank-you very much Kathy and can I say we were all shocked when we first saw this documentary in our different countries and when you first came up with the suggestion of showing it and having the debate today I thought it was an excellent idea. It is clear from the response you can see it was and I would like to personally thank you and your group for enabling this to happen. I would also like to thank you Kate, when I was first elected to this parliament the dying rooms was shown on British television and we had a debate like this and parliamentary action and I didn't meet you to thank you for your work. I would like to extend my thanks to you today. In my own constituency Brentwood there is an organisation called Frontline Bulgaria which gets European Social Funding and which takes social workers from Essex to Bulgaria to try and undertake training to stop these sort of conditions happening and when the people involved in that saw your documentary they felt so empowered and encouraged about what they were doing and it does show the importance that the media, film makers, and journalists and can have on public and political debate. I want to say in my words today that what we saw in that film was neglect. But what we should be talking about today is not simply neglect, but sexual abuse, physical abuse. We should be talking about disabled people in institutions being denied heating and food, we should be talking about children and people in institutions being caged, being shackled to their beds and being beaten. I want to say that this is not just about Bulgaria or about new member states. It happens in my country, Britain. I think if we are honest it happens in every country, it happens everywhere and although we have systems to try and stop it happening, it is never acceptable anywhere and I agree with those who say it is not just about Bulgaria. And it is not just about brave filmmakers; it is about NGO's, organisations of disabled people who campaign to end these injustices and who we seek to support. In the credits of your film you pay credit to the Mental Disability Advocacy Centre who have worked with us on the caged bed issue and have obviously helped you, and I pay tribute to work that they are doing. I also pay tribute, like Jan, to the work of Inclusion Europe who have been to many homes across Eastern Europe and exposed these conditions, and I thank the European Commission for the funding has enabled them to do that. And I would like to pay particular tribute to the European Network on Independent Living which is the organisation of disabled people, and a very old friend, a great colleague and champion of disabled people John Evans is in the audience. That European Network is about disabled people being themselves empowered to speak out on and stop conditions like this happening and 3 times now they have brought profoundly disabled people to Strasbourg in what they call 'Freedom Drives' in order to tell us that they want independent living, the right of disabled people to live independently in the Community, to be built into European Law. And if there is one travesty Jan, I would say, is that the European Commission as far as I know gives no money whatsoever to the ENIL- Is that right John?......
(John answers No)

Oh well can I take that back then but for too many years you didn't! But can I just say we will not end these conditions without disabled people being able to be able to organise, and I am really pleased and I want to say that with no embarrassment that that situation has been overcome. And I call one of you to ensure that at the European level disabled people are able to compound with these problems. Now others have said what we should do. The first thing: there are still people in this parliament and the EU institutions who do not regard disabled peoples rights as a human right. When we vote the annual human rights report of this parliament there are still members of this Parliament and groups of the parliament who want to say that disabled people can only enjoy social rights. I defy anyone seeing that film to say that is not the abuse of human rights. We must put behind us the arguments that say this is not a human rights issue. And we have to, Jan, get the people within the Commission who deal with human rights to be fully taking disabled peoples rights as part of their work and not just as part of social policy in the Commission and that is something that you can do. Secondly we can enact the UN convention on the human rights of disabled people, something Luk mentioned but it is very important to say that Article 7 on children with disabilities says I quote "state parties shall take all necessary measures to ensure the full enjoyment of children with disabilities of all human rights and fundamental freedoms on an equal basis with other children". All our member states are signing up to that, the EU is signing up to that as a Union. We want it to be ratified as soon as possible and then that obligation must be fulfilled, it legally must be fulfilled. And Jan another thing you can do is not shy away from the optional protocol, because at the moment your recommendation from the Commission is that we sign up to the convention but not to the complaints procedure, that would enable disabled people who are abused and those that represent them to have their voice heard in the UN, and you are worried about one or 2 countries that don't like that. But again, if that has changed and I am wrong, I will be one of the first to welcome it. Thirdly, on deinstitutionalisation; I am not unsympathetic from what we have heard from Jan about the Commission limitations, but collectively we have to say that research is not enough. How many fewer disabled people are trapped and imprisoned in institutions in the EU against their will because of the work that we have done at European level? It was because of one of the recommendations of your report that we can track deinstitutionalisation happening at length, and until we know these figures none of us can be complacent about being able to say that we are there. Freedom Drives has called on us to get the concept of independent living into European law, and I think that this is an extremely important demand in that aspect, and Luk I agree with you we should ban European Social Funding going into European Institutions. Jan, you ask what we could do, we would put that into a budget amendment in the Parliament this year, and you could accept it- if tell us you will accept it we will tell you we will put it forward. And finally, we failed on Enlargement to get this up the agenda. I can tell you on behalf of our Disability Intergroup, Kathy, myself and other vice-presidents, it wasn't for the work of trying and we made some progress. I myself personally went to Sofia and met with the organisations for disabled people in Bulgaria. And what they said is "raise our issue but don't stop the enlargement because it is our hope". This is what did. But being self critical we never got sufficient attention by the Commission in the progress report to say that you can only come in if you respect the fundamental rights of disabled people in institutions. We never did it and we never got enough money in the pre-accession funding to tackle these issues. We all take responsibility for that, including me, I accept we did our best but we didn't do enough. What you can do in the next round of enlargement, in Turkey and the Balkans, you can make sure that problem is overcome as well so that disabled in those countries, and I want them in and am for them as well, so that disabled people in those countries benefit as part of the enlargement process. Kathy, when disabled people, when disabled children are denied adequate health and care, in reality those staff are assisting in their death, they are killing them. They are saying that their lives are not worth living and that one life on this planet is worth less than another. That cannot be acceptable. And when Kate you filmed the director of the home and she said "what do you want do you want these children to live 100 years?" we should say "yes, we do want these children to live 100 years and to live in dignity and with their full human rights"

Kathy Sinnott MEP
I want to make a few comments before questions start. I just want to echo what Richard is saying and to put a word on institutionalisation. It is imprisonment for the crime of being disabled, there is nothing else. It is a sentence, a life sentence, and they have done nothing wrong. Also, there is a sense sometimes when you see children, there is almost a sense in that director, that actually "you can do nothing for them". I I just know from my own personal experience that I had to fight for 20 years for education for my son because yes Ireland did do a lot for the social but they had this cut off for severe and profound. They worked on mild and moderate, but severe and profound were out of the sight and out of the system. My son happened after medical intervention to go from being a healthy child to being profoundly disabled. It took 20 years, well actually 24 years, but finally he has gotten an education and gotten therapy. He has gone from a wheelchair to walking 2km, from nappies to at 28 being out of nappies, now he is 30. He weighed 65 pounds, he now weighs 110. He is healthy, he is happy, he not only can feed himself, he couldn't feed himself, now he can put his bowl in the sink and he is proud of that. But the government is trying to take that away. I am trying to fight that others will have the same thing, that no-one is too disabled, that not one child in there could not make the progress my child has made. And so it is never too late, it is never we will try harder with the next children- these children could be saved. The last thing that I want to say is we are doing a Written Declaration, it will be out there. I really hope that we will get at least half the MEP's to sign it. It will be there at the next plenary, talk to your colleagues and when the Daphne budget comes up let's make sure the money does not go to perpetuate institutions.

Questions: 1st Round
Mairead McGuinness MEP

Thank-you, it really is very difficult to know where to start but I thank Kathy for having this meeting because at the first step. I suppose with my agricultural background can I endorse what Laura said and I actually think the EU cares more about animals, and many parliamentarians spend more time worrying about animal welfare than we do about human welfare and I think this is a sad reflection of where we are at.  I do understand, as far as the Commission goes, the legal base. But try going into an institution and telling a child about a legal base. Sometimes somebody needs to break rank and let loose and I think that at Commission level and I think you need to take that to your boss. Somebody sometime needs to stand up and be counted even if they are fired for it. Because what we saw brought to us, and I didn't want to watch it again Kate I told you I wouldn't and I did, is truly shocking , worse the second time around. I cannot understand how adults could work in that environment and not see it- I mean that is actually much more shocking. And we talk about the need to deinstitutionalise adults because I think that's the problem, the adults, the European institutions themselves and I think they don't see what is before them. I go back to the point, you can make progress but you need a champion, in the Commission. I fought with a good friend of mine John Mullagan of 'Focus on Romania' over Romania, and I have been to Romania, over whether they should be allowed into the EU because of issues around rights of children with disabilities. I felt it was better to let them in and John said no we should get everything right before they come in. He believes that the Commission were not too concerned on this issue, and I am beginning to come around to his point of view, and if it was an internal market issue there would be concern, accepting that there is a legal basis for one and not the other. What I want to say is that until someone is brave enough at Commission level to say stop, unfortunately we will be back here again Kate and that saddens me hugely, that is a depressing point. The Irish people are voting on the Lisbon treaty and I am on the side of yes, Kathy is on the side of No- Some are worried that the Commission will take more power but frankly in this area I wish they had more power in this area actually rather than less, and I think that is a sobering thought

Geoffrey Van Orden
Congratulations to Kathy and Kate. I was the rapporteur for Bulgaria for many years. We did focus on child welfare issues and on many occasions I met people like Laura in Bulgaria and visited many Children's homes. It didn't become the salient issue that perhaps it should have done and of course we weren't looking at Mogilino, that was the other problem and it was really Kate that revealed the nature of that sort of institution. I think we have got to look at what we do now and I was interested in the remarks from the Commission, the problem is that there is a lot of money that is available and there is a lot of money that is going to Bulgaria, if you take the Operation for Regional Development something like1.36 billion euros available there- some of which can be targeted into some of these sorts of areas we are talking about- there is the European Social Fund. The problem is as we all know, and this applies to so much EU funding, it is so wrapped up in its own criteria and rules that trying to target this funding into the areas which people on the ground can see are of greatest need is extremely difficult. It is not enough for the Commission to say it is up to member states to say how the money is spent, because after all this is EU funding we are talking about, I have different views on that which I will leave to one side. it seems to me we need a more concerted effort to identify particular areas where this money should be going and the Commission should assist the Bulgarian authorities in targeting that funding into those areas because there is no point in everyone milling around not knowing what to do and caught up in rules and regulations. I do think there is a requirement for focussed effort here for the Commission in conjunction with the Bulgarian authorities but working closely with NGO's and those on the ground to get the money where it is most needed.  I know it is not just an issue of money but my goodness, resources in the right place would make a real difference. 
Iliana Iotova MEP

Thank-you Miss Sinnott, I am a member of the Bulgarian delegation and an MEP here in the European Parliament. I am not only speaking on behalf of the European Parliament but also as one of the people who signed a Written Declaration on the 'Common EU Policy for the Protection of Homeless Children and Children with Disabilities'. I am also a journalist, and was one of the first to make a film on this subject two years ago. The time has come to come up with a community policy in this, because I am convinced that there isn't a single member state that can state that all of its problems have been solved. Today's discussion has to become a sign that, for example with the resolution on internal market and energy among other things, the EU has to solve the problem of those who cannot take care of themselves and to make sure we wipe out situations that are mirrored in the film.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                            The condition of children with mental disabilities has improved, 5 years ago a reform on child protection was carried out in Bulgaria. Of course we have to target decentralisation and deinstitutionalisation but it is not easy to change the whole system overnight, a system where the care of orphans falls within the remit of the state. It is horrifying to see that we can change the system but not people's mindset. Children have to stay within their family circles but at this point the results are terrible, none of the families of the children in Mogilino wanted to take them back. More importantly, when it came to moving the home the neighbours of the building that were suggested were against this. The reactions were very strong, there are very few families that educate or bring up children with mental disability and the inhuman conditions are terrifying. Of course what is the best solution, to leave children in a home or in families where they are not taken care of and where families are only interested in getting social benefits? Unfortunately we cannot wave a magic wand and solve the situation in a few years. In most cases the families themselves find it impossible to take care of their children. Yes we all agree that children should go back to their families but what is going to happen if in their families their parents are alcoholics or into drugs, won't that lead to more problems? There is a lady here called Biliyana Androyova (Home) who has made an excellent film illustrating the cases that I refer to and we will hand out DVDs later on. We cannot say that we are going to close down institutions from one day to the next. Perhaps there should be sheltered homes but how long can kids stay there and what is going to happen after? According to what I know I think that strategy is very important. A few days ago I visited such a home not far from the Bulgarian capital Sofia, the home will be closed down and the staff is very concerned about the future of the children who have been living there. The truth is that the Mogilino campaign has caused uproar in Bulgaria, many feelings and emotions, but few specific and feasible proposals. The question is do we have the right to film these children without the permission of their parents? The files or records show that they shouldn't go back to their parents. Only one family wanted to take their kid back after this film and there was a case where the family took their kid back 3 times but then sent them back to the home. The home staff are also very concerned about the situation. We also talk about extra grants and European funds. Unfortunately many member states have received financial resources from EU funds but have failed to deliver. The Mogilino case is similar, funds were allocated to training staff but 2 years down the line there is not enough money and the training has not taken place. Perhaps we should suspect that external consultants are involved, and there is the issue of financial transparency of course. There should be closer monitoring of the way this money is spent. In this home I was told that some of the supervisors who come don't help in any way. In Bulgaria there will have to be an overhaul of the adoption system. This discussion will undoubtedly not be the last, we all need to hold discussions with experts, staff who care for the children and the professionals so that we can go about this in a professional way. It is easy to say that someone hasn't done their job and to point the finger at a minister but the children won't benefit from these accusations and it is even more frustrating when one does this. Charity is necessary but it is not enough because although we break the silence the reality doesn't change There are real campaigns and if we send SMS's to ask for donations we assuage our conscience but this is not enough. People and kids need a future not our pity that is why there has to be a community policy in order to offer these children a real future. We have to look at different practices in member states, exchange experience and unveil a policy where not only for the children for the whole of society. This debate can only be useful if we look forward and encourage the Commission to put forward legislative proposals on this in order to solve this problem. Please sign declaration 14 for a common European Community child policy, thank-you very much.

Panel Response

Jan Jarab

Several of the comments were directed at the European Commission, so I will try to answer them as best I can. 
On legislation: we are planning to propose in June legislation on non-discrimination that would include non-discrimination on the grounds of disability (among other grounds, outside the labour market because there is legislation already here. I of course do not know how successful we will be in battling this through the member states but I encourage you to all support us in doing so. I think it is an important initiative because if successful it will bring all discrimination grounds from Article 13 of the Treaty on equal level in secondary legislation. Having said that this is only tangentially related to children in institutions, it will be possible for a child to take a 'discriminatory' care home to court, but this is an indirect relation. There was a proposal for a more direct relationship, an amendment to the regulation on the European Structural Funds (ESF) to prevent money going into large institutions and make it go into 'alternative care'. Now, I don't know how feasible that is but it does not touch the core problem, I don't think there is a lot of money from the ESF for training staff in these institutions and if there was provided they cannot be abolished overnight some training could be useful. I don't think this is what is needed. The bigger problem is the relationship between member states. They have decided what percentage they want to put into human resources build up, the Commission argued with them and was only moderately successful because frankly in all these member states the builders lobby is stronger than the human resource lobby. That is a reality for the next programming period for the next 6 years to come. So what else, there is a general statement....

(Audience interrupt with: "Change the reality")

Change the reality - There is not inflexibility on the part of the Commission; I must defend it on that. I would prefer that the Commission had more power in deciding what the ESF were spent on but this would have to approved by the member states and if the member states approved this I would be the first to applaud it- but we do not have those powers and there is a division of powers between the Commission and member states and it is wishful thinking that we can change this overnight. If anything we are seeing a strong political movement in member states that the Commission has too much power. Anyway, on concreteness, to respond to this gentleman, we are not just saying vaguely that they should do something, we are getting results from member states- whether that is enough I cannot say- we are not the ones who order them around but example for Bulgaria there was a recent decision definitely stimulated by the Commission to allocate 10 billion euros as part of the ESF funds. If you are speaking about allocation we achieved a ESF funded Human Resources Development Operational Programme exactly to improving the quality of social care and services for children and young people with disability. Now how they will of it is something that is very difficult for the Commission to direct, I think we have had an impact and all suggestions are welcome on how to increase this impact, but in cooperation with the member states. In the case of the Czech Republic is it wishful thinking to think we can do it somehow against the will of the member states. 

Laura Parker
On that last point, I think it would be interesting to have comments from our colleagues in Bulgaria who I think have some concrete ideas about how the ESF money could be used. 
I have a brief, and perhaps slightly naive question. I have happily forgotten all the rubbish I learnt for my European Concours and I am not a great enthusiast about extending the competence of the Commission - I am not sure I want them to meddle in education, health or social services. However, for all my sympathies for your role as a Commission official (as I have been one myself): 
We banned the death penalty, we don't allow torture. We know that living in large scale institutions if not a sentence of death for all children is certainly torture for all children. Is it not therefore possible to establish that over the next five years – and let us be realistic about timings - that we would agree that as the European Union body politic -  Commission, Member States, Parliamentarians and Civil Society - we will work towards the point where it is simply illegal to place children in large scale institutional care? This is not about extra competence or reams of legislation; it is a very simple ban. I don't understand why that is not possible.

Luk Zelderloo

Very brief, 2 or 3 remarks. First, to answer the MEP from Bulgaria, it is correct a lot changed in Bulgaria but that does not mean we are there already. There are still major human rights issues in this for children and adult with disabilities. And there are models of good practice available as well, in Bulgaria and other Eastern European countries. Karin Dom was already mentioned, we have them here. That is a model of good practice that is an island of excellence. The challenge is how to make these islands or excellence, how to spread this message and disseminate this model. A remark, maybe a bit provocative to the MEPs, that maybe you should take this message to your national parliaments and allow them to have an impact on the quality of social services as well because there is a strong limitation of competence at the Commission level, although when using the article 13 of the Amsterdam treaty you could do a lot I think on anti discrimination. And then finally we talked about the agricultural sector with a lot of money invested. In the 70s and 80s Europe was confronted with a need for reform in the steel and coal industry, the sector was collapsing and the EU poured money into the sector. This is another sector which needs money, resources and earmarked money to be able to reform and to be able to develop other types of services and systems not available today. So yes we need earmark money.

Questions: 2nd Round
MEP Dimitar Stoyanov
Thank-you my name is Stoyanov and I am an MEP. I was shocked and disgusted, for 2 and half years in the EP I haven't witnessed such a thing as we are witnessing today, two countries, the UK and Ireland to express all their hatred, supported by the anger here, against a country because the issue here of Mogilino is an internal issue. I don't visit your backyard madam chair and please do not come to my backyard and if you deny that it is not against Bulgaria but in general why did you do it now on Bulgaria's National Day? And I would like to ask the film director did you pay a bribe to the director of the home in order to get her consent to film there. Another question to Madam Kukova, do you feel a true Bulgarian now that you are levering slanders at your own country? 

Marusya Lyubcheva, Bulgarian MEP 
Thank-you for giving me the opportunity to speak, I will speak Bulgarian too. I would very much like here to say that the Mogilino case should be regarded from a collective position of solidarity of care for the children, and there should be no defendant and accusers and if the film refers only to Bulgaria we must say emphatically that it is a problem facing many countries in and outside the EU and a problem that must be resolved irrespective of where it exists geographically or in terms of political power prevailing in the country. I would very much like that there's support without disrespect for any country and humiliation of rights or dignity or anyone or any country. I would like to believe that now we see the film two years after it was created it aims to raise awareness about the life of children in a vulnerable position and that we should not label this film because it is not a commercial product and I would like that the emphasis on Mogilino and Bulgaria should not oust the issue of the general condition of children throughout the world. Very often the emphasis is put on what not to do and not what they would like to do. Now I would like to read a poem by a Swedish child, it says the following

"I do not dream to leave my wheelchair because I know this will never happen. If you are in wheelchair you are with a disability, you have it, that's life. I do not dream of being a snow boardist or mounting trees because I know I cannot do this. My wildest dream is to be with someone, whom I like very much"
I would like here that we speak about politics, common politics that have to be forged now not only vis a vis Bulgaria and in Bulgaria, it is our common concern and should be our common concern and all of us must outline a strategy which should be aimed at children with disabled and a vulnerable position. We cannot close the homes overnight, which is why it would be much more fair to talk about limiting the scope of these institutions in terms of number and capacity. Second to talk about training the staff, people provide care to these children not only physical menial jobs but also the education, teachers, health workers, social workers. This is the staff that will have to dedicate themselves to these children., what is the difference between a sheltered home and a large home, it is a difference in volume but also in terms of the attitude to the children- they should be treated with love and care and the most important thing is to allocate funds and time for the training of the staff no matter where they will be employed, in a sheltered home or any home. We should not make the word institution four letter word, there will always be the need of such institutions in which children we have to be raised and cared for by society. And thirdly, it is important that society should be educated to accept the different people not to be so much impressed by the disability but to their positive qualities by what these young children want and can do. This means that from the school years children should be trained not to avoid a child, and parents must not object to having these children in their schools. That is why the word solidarity is a key word. We were very moved and shocked by this film but it is not a label for Bulgaria and perhaps it should not have been shown in such a way. We enjoyed the support from the EU and the Bulgarian government have concentrated a lot of effort in improving the situation. I have personally taken care of improving the situation in several such homes in my electoral region but most of the children say "this is my home, I want to live here". This is the crux of the matter. So again I repeat this is a matter of solidarity, the EU should set an example of an institutions based on solidarity

Ivanka Shalapatova
Thank-you my name is Ivanka Shalapatova and I am the director of the Bulgarian child rights organisation For Our Children Foundation. Mrs Sinnott, thank-you very much for organising this discussion. I and 7 other NGO's in Bulgaria are very happy that children are put in the focus of this discussion. Children of Bulgaria are not our backyard. Children of Bulgaria are as precious as all children around the world. And for us this debate is a very clear signal that we are all looking for a solution not only for the children of our country but for the children of all countries. The NGO's not only have expertise but also contacts with many NGO's in other countries, Slovakia, Slovenia, and Czech Republic. And they have very similar problems and similar challenges. So in my short presentation and I apologise and will try to be short, we have to focus on 3 things. 
First the children of Mogilino because this is the topic of our discussion; I think it will be useful to know several facts. First, since October last year there has been no death, no death, no child has died since our intervention. All the children receive adequate food and adequate healthcare, from 3 times feeding now each child is fed minimum 5 times not according to a schedule but according to their needs. 23 experts, the best experts in our country, have been taking part in our project financed by UNICEF and with the total collaboration of the ministry in Bulgaria. They have been working day and night to improve the condition of the children of Mogilino. I think it is important for all of you to know- all of them have put on weight, some of them who did not speak now pronounce their first words, they all have physiotherapy stimulated activities and some now go outside and play. Now they have a much better life than they used to have 2 years ago, and I think this is for good applause. The second focus in my presentation is what happens on national level because we all know that strong communities provide quality care for children. in Bulgaria after the pres of the film I have to say that the whole NGO sector was a concerned as all the expert, parents and groups watching the film. A tribute of the film is that we all united, more than 80 ngos last week presented a clear vision for the reform for the next 10 years because I would like to say several facts. The reform in Bulgaria did not start 20 years ago- when Miss Sinnott you were talking about your country and the 60's and 70's you were talking about a 20 year timeframe whereas in Bulgaria the reform started only 8 years ago. Of course when I say only I realise that for one child 8 years is a long time but for a society like Bulgaria with many changes, accession the eu, a lot of reforms maybe that is a good time for the first phase. They first phase for our reform has demonstrated 2042 successful preventions of Childrens abandonment, 1509 reintegregations of children from institutions to their birth families 1955 of kids from institutions into kinship care 88 placements in foster care. These are new achievements for our society and they take place with the same difficulties as took place in many other countries. We are working very hard to provide family or family like care to more than 8000 kids and this is why we have to say what happens in the next few years. We believe the next challenge for quality reform in the awareness and new perception of disability. My colleagues put a specific focus on this, so we believe any support from other countries in the EU is welcome- come and share your experience- how did you change the mentality and awareness towards disability and towards institutions. We are happy to learn from people who have already done it. The second challenge is finding alternative community base care, an extremely important focus and any legislative support and any legislative change within your remit will be supported by us and we are happy to see results of these measures. Capacity building: local authorities, not all of them are ready to manage a range of social services which are very new and related in many cases to redundancies and to letting people without job. We have more than 1000 people working in the institutions so there should be a powerful retraining and capacity building training programme in our country. Monitoring: we would welcome annual discussion here to say how the reform is progressing because we from the NGO sector would like to see that in 10 years there will be no child in Bulgaria in an institution. The last thing, we welcome the proposal for an EU long term strategy to alleviate institutional care. We will work together with you to see that no child grows up in an institution

Panel Response: 2nd Round
Kate Blewett
I would like to answer your questions. I don't know who you are, can you just tell me who you are?
Dimitar Stoyanov MEP
I introduced myself very clearly the fact that you didn't listen to me is not my problem, I am a MEP from Bulgaria

Kate Blewett 
I don't think it is necessary to be rude to me, I was asking you a straight question. I would like to say to you directly that we have gathered here today all of us to share skills knowledge, info, so that we can bring about change for the children in Bulgaria. Today is not about trying to destroy Bulgaria's National Day, today is about helping the children. 

Dimitar Stoyanov MEP
You should have chosen another day, why are you doing it a day after the national day. Why didn't you choose anther day, why was this day chosen? A year has passed since the film was made, why did you wait all this time if you wanted to raise awareness- you decided to show it the day after the national day?

Laura Parker 
You must understand that this is not a personal attack upon a country - it is a positive meeting for children, it is not against Bulgaria. All of us have said, and we have been absolutely open, that this is a problem faced by many if not all Member States. Kathy began the discussion with a description of the problems that she has faced; she is not living in Bulgaria. I could tell you problems my family faces, they are living in England. And a word on your national day: if we didn't have events in the European Parliament, Commission and other EU institutions so we could avoid national days and sensitivities I believe there are only about 34 days in the calendar which would be free for us to do any work! This is not a petty minded attack on Bulgaria - and please do not reduce the most serious and fundamental issue, to which a very large number of us commit every day of every week of every month of every year to working on to a question of your wounded pride. It does the children no service and it does your country no service. 

Dimitar Stoyanov MEP
When I see your family on TV I will be certain that you are not trying to blame Bulgaria but are trying to raise an issue

Kate Blewett
I would like to address another part of the gentleman's question about being paid. I received a lot of questions and the answer is no. No amount of money exchanged hands from me to the director or the staff. I was asked today by Bulgarian TV, there are rumours in Bulgaria that I am employing the director, that she now has a job in England with me and that was her payback for opening up Mogilino to me. So, I rest my case.

Kathy Sinnott

Can I say that personally that one of the things I have felt in putting on this event is a great hope for Bulgaria? Because it is the one country that has responded and I have had the Commissioner, politicians, NGO's and MEP's saying "we are committee to changing this". I have not heard that from my own country, from any other country in Europe, only Bulgaria so I think Bulgaria may lead us all in this. Just as this summer Bulgaria got 3 times their quota and Ireland only 1 and a half, the UK didn't even reach their quota in the petition campaign One Million for Disability. So I have great hope for Bulgaria, you know things are painful when you are doing things one way and have to change. But pain is worth it for the children. If any of you have done a 12 step what is the 1st step? Acknowledge you have a problem, and that is the hardest step- then it can be solved. And many countries have not yet acknowledged they have a problem.

Questions: 3rd Round

Correspondent from Capital (Bulgarian Media)
You have been talking about deinstitutionalisation but how do you define it. It seems to me there is none but rather a transfer from one type of institutionalisation to another, a foster family or protected home. If there is nothing in these better institutions that ensures the kids have a better life, with no violence and negligence, nothing that ensures that the children will be stimulated, and if Bulgaria could allow Mogilino to happen, how do we know that it will not happen even in these other, better institutions?
David Wandless: Real Life Options (UK NGO)
I would like to reflect on my experience working from 1975-1990 in services and eventually in that time we have nearly closed our institutions but not yet. We also work supporting a family group in Vidin, promoting family services. Some of the experiences I have found in developing alternative services and closing institutions some of the things you have to accept are that for a time you will be double funding your services- you have the accept this and you cannot do anything about it. Also, you have to accept that if an organisation moves an institution into an ordinary housing situation it would be good to close the beds physically and not move anybody back into them. If not, you perpetuate the problem and we never get to the end of the problem. We learnt this the hard way in the UK. The other thing is you need to understand that people have different support needs, different types of support needs. Rather than starting with the most able and giving them packs of money, like we did in the UK, you should start with the most marginalised because they are the ones who really need the resources if we are going to make it work. I think one of the issues I have felt in Bulgaria and England, I liken it to building a new housing developments, if you start by building houses first then think afterwards "we ought to sort out electricity, sewerage, water, roads etc" you have got a problem. And one of the things is the lack of community based infrastructure, such as nurses with real experience in learning disability, occupational therapy, social worker, speech and language therapists who understand about developing communication skills who can work in teams as local resources so that bringing people out of institutionalisation there is a package of health and social care that goes with them which is fundamental to getting it right. You have to commit to a policy to not admit more children or young adults into institutions. I have looked at institutions in Bulgaria which are in transition, where 15-18 yr olds as young adults are still living in child services which is not right and not appropriate- this has to stop. Finally, we have to have vibrant independent advocacy services that support individuals when they do move out of institutions particularly those with no family connections.

Ines Bulic: European Coalition for Community Living (NGO)
I want to say I wish we would spend more time talking about how to create alternatives to places like Mogilino rather than discussing how bad these places are and whether it is a human rights issue because it obviously is. Now we do have the international document, the UN Convention on the rights of persons with disabilities which I believe Bulgaria has signed but not ratified. We do have strategies, the EU disability strategy which supports deinstitutionalisation. But how long do we have to talk about this without putting alternatives in place. I do believe the commission, to return the earlier discussion, I mean using Structural Funds to build new institutions despite the disability strategy and the focus on deinstitutionalisation is unacceptable and don't think you need a new regulation because the current legislation does not allow funds to be used in a discriminatory way towards people with disability and I don't see how funding institutions does not discriminate against people with disability as EU citizens. The European Parliament must play a bigger role in pushing for the creation of alternatives to institutions like this which will respect people's fundamental rights and allow them to live independently in the community with all the rights we all have. It is a shame there is no-one from the Bulgarian government, and there are some Bulgarian MEPs here, but that does say something about the commitment of the Bulgarian government to the formal process so I think we all have to do more to make this change

Panel Response: Final Round

Kathy Sinnott
Kate has to leave we have copies of the film that Joanna can give people as you leave. To say on the Bulgarian government, they did want to come and the Minister at the last minute could not make it, but they would have been up here. There are 2 more to speak then Godfrey will wind up. The thing about deinstitutionalisation is it won't be easy, no one thinks it will. If we keep our focus on the children we can do it, but we know it won't be easy. I will ask Kate to say goodbye, then we have 2 more speakers, some comments and Godfrey will finish up.
Kate Blewett
I would like to say it has been a real pleasure to be her today, for me filming in Mogilino for 9 months was a deeply moving and difficult process and it's in my blood now so I am here to stay and do as much as I can on whatever level to help. I would like to say thank-you very much, Kathy, for organising today and making it possible for us to share our views, skills knowledge and work with those in Bulgaria. Thanks

Dushana Zdravkova, Bulgarian MEP 
Thank-you very much I regret for being so late in taking part in the discussion because it is a very important issue for me. I myself was ashamed of what I saw in this film and I think that all people who were moved by the film, especially my colleagues in Bulgaria, decided that things could change. I would like to thank you those who have dedicated so much time for children in Bulgaria and I come here having met for some time with parents of children with organs and it is their desire that this discussion continues in Bulgaria and perhaps then the government will be more active and send representatives. I come with a proposal from the Mayor of Sofia to initiate together with the media, and I entreat you to respond to this proposal, that this debate is transferred to Bulgaria. We have a saying in Bulgaria that will challenge the interpreters that "The wolf is strong because he does his job by his own resources". So we Bulgaria are called upon to do our jobs and I invite you to visit so we focus the issue in its proper place. This is the desire of Bulgaria mothers of children with disability, you are all welcome. Thank-you.

Mariela Baeva (?), Bulgarian MEP
Thank-you. In the context of Mr Zelderloo's suggestion that we elicit signals to the government the alliance of European Liberals and Democrats are organising a discussion of good practise in Bulgaria. Unfortunately Mr Howitt left earlier, otherwise he might have confirmed that I approached him asking him to advise us of MEP's who would be able to attend this initiative and intervene in the initiative. No-one from these 10 colleagues will come. I take advantage of attending this forum to ask Miss Sinnott to attend the initiative and follow the process in this. We are organising this because we believe the EU is an alliance of values and better perspectives for all. Thank-you.
Kathy Sinnott- I did check my diary, I wanted to do that. I have a referendum in Ireland on the treaty. I would be willing to come another time but we have a referendum.
Final Comments from Panel
Luk Zelderloo
As brief as possible, thank god I don't have to manage the agenda of MEPs; it is already wok to manage my own. You might invite a representative of the NGO's to take part, we are willing to contribute, and I have already. I am proud to have so many Bulgaria friend, fascinating cultural and society- excellent food which love too much I must say! The EU is about sharing and contributing to each others work, and that's what we are doing here today- we should continue doing that. One question with regard to what would services look like, well I tried to say it in my introduction- it is about brining the service to the people instead of the people to the services. I disagree with you- we don't need institutions and these types of settings, it is possible to provide support in another way, and there are models of good practice available- let's try to learn from each other and disseminate models of good practice. Its about integration, following the needs of the person which will change during the lifetime, it's about self determination and working together with different actors. It is possible we don't need these places I am sure

Laura Parker 
I completely agree. I was interested in the comments of one of the Bulgarian MEPs and the journalist. And I would like to recommend to all the results of the ‘Bucharest Early Intervention Project’. I am no scientist, social worker or psychologist but the results of this research into the impact of institutional care were absolutely clear: large scale institutional care is bad, no matter how nice the building looks or how well trained the staff are. 
I would recommend this study and can make it available to Kathy Sinnott and her office or email anyone who wants a copy. 
What this research finds is that for every 3 months a child spends in an institution they lose a month of their development. This means that by the time you are 6 you may look, and indeed behave, as if you are 3. This is why when you go to visit institutions you see beautiful young children who are not big enough for their age and not nearly as young as they look. It is well researched, it is documented and it has been since the 1960s. I completely endorse the comments of Luk: we do not need and should not have large scale institutionalisation. There are always going to be children and indeed adults for whom some level of residential care is needed: we are not Talibans nor are we naïve. We understand the needs of people, and we will always need some level of residential services. But the large scale institution is a relic of the past and that we rely on it so much in the present is a great, great shame. 
Finally, to any of our Bulgarian colleagues: all of us in the Bulgarian NGO sector are at your disposal. We are happy to share information, we would love to come on the 18th March to share information and we invite you to visit our programmes. And on behalf of the 80 NGOs who wrote the Vision for change in Bulgaria we would like to thank Kathy for organising this discussion: it means a great deal that we have had the opportunity to talk today about the work to which we really are so deeply committed.

Els de Groen MEP
I should like to say a few words to defend the parents who do not take back their children, it seems to be cruel persons who can't take care of or are not willing to care for their children. I try to make an analysis, I was a member of the Bulgaria delegation and started travelling there in 2002 and I mentioned 3 causes; discrimination, poverty and corruption. I think it is not that difficult as it seems to start solving the situation because there is money but there is no monitoring and not enough at least and there's not enough, or hardly any, transparency. If we don't use the money in the right way, it goes the wrong way. It is very simple to ask for transparency, to urge for it. Because who are the victims, the most vulnerable. I use the word racism, but I should use the word discrimination. These are disabled children, these are ethnically discriminated people and I think hat they are put together into these houses considered inferior and that is the real disease but the money is there and also the knowledge in the country, all of the counties, to do something. And from the side of the EU I think transparency, publishing the outcome of the result, publishing grants given to whom, when, what and for whom is the most important thing otherwise we don't know and give oursleves an excuse to look away

Jan Jarab
I am honoured to have the final word among the panellists. It was not easy for me being thrust in a role which usually I am not. Being a former human rights radical and former NGO activist I was put here in the role of a legalist to tell you that you cannot ban a certain thing without a law. The law you mentioned for the death penalty, well there is a council of Europe Convention for human rights and if that said institutional care was banned then surely member states would have to follow that but that is not the case. You might start thinking about changing the convention- I am not comfortable in the position of a dry legalist but to get progress you need a legal instrument or you need ways to get these legal instruments, political will to get these legal instruments. Aside from that, what can the Commission do? The Commission can work with stakeholders not just with Bulgarian authorities and NGO's but with European civil society. We are working with Luk and EASPD, a modern and progressive organisation, to find ways to address the other aspect of need- one is the political will the other is the capacity for the project on the ground and we are trying to find ways to get the information down to people on the ground to make them look at those encouraging developments as those which are to be followed rather than seen in a suspicious light. I wanted to comment on what was said by the gentleman who has left but as his comments were so isolated let me just say that it is, as our chair said, acknowledgement that is the key issue and the crux of progress and of course denial by definition is the opposite, those who acknowledge being ethical beings feel an ethical need to act and those who deny don't feel it. Of course ultimately those who feel the need to act improve the outside perception of their country while it is the ones stuck in denial who could possibly damage it.  To end on a political note the Commission apart from all these mechanisms has a political role and a political role I would like to say, as a member of a Cabinet of a Commission who is a political, we urge and encourage our Bulgaria friend to move ahead with their agenda, build up client friendly community based services for persons with disability and other vulnerable categories of clients. We will help, we are providing finance and guidance, and we will support you in this. The issue of how fast it can be done is one on which we may legitimately have different opinions- I will quote two. One is you look at Sweden and they took 30 years, you could also argue that where the situation is bad it creates an impulse for more radical change and jumping the brook with one big leap to go faster. It has been seen in new member states in various areas the fact that a need was identified as painful meant steps were taken much more radically and faster, thank-you for your attention

Closing: Godfrey Bloom MEP
It beholds me to wind up, I will be brief. I think most of the speakers agree big institutionalisation is not always the answer. Yet of course institutions always think institutions are the solution, and I don't think this place is any great exception. I am concerned also that there is a direct decline in philanthropy where the state increases its influence. Institutions are by their nature run by, if you will a professional bureaucratic class and like Kathy said I believe they are probably well meaning. Yet state money is never spent as wisely as informed philanthropy or family money. That is the point put to me earlier. I agree with Luk that there is not much to be gained by having a pop at Bulgaria; this seminar was certainly not the point of that. And let me now formally as the UK MEP wish Bulgaria a Happy National Day and believe us the logistics behind it led to it. Like Kathy with Ireland, I see strategic weakness in the UK system too. Children, although be it sounder in wind and limb than those in the film are sometimes condemned to a twilight world of poverty now up to a third generation. Much of what we see wrong in Europe is a breakdown of family values and dare I say it sometimes religious belief. Bulgaria has been a communist state for 2 generations, the terrible things we have seen today are the result of failed political system which promised the state will provide. The states cannot always provide. The greatest leap forward in public health and education paradoxically came about in my country in the 19th century, referred to by Jan earlier. The catalyst social reformers like Charles Dickens and Lord Shaftesbury. The sort of work you might argue Kate Blewett and Laura Parker are doing today. It was not a result of post war welfarism, as those with a serious knowledge of social history understand. Indeed, the massive failure of basic hygiene in hospital would have horrified even my grandfathers generation. Interestingly I have seen directors of hospitals in the UK adopt the same kind of fatalistic denial as we saw on this film. Bulgaria is the country in the autumn of a failed state and we all hope that it will have a brave new dawn. And let us be on our guard that we don't take the same statist path, all be it a path paved with good intention.  In social environment where the young old and vulnerable are deemed the responsibility of the state not the family the institutions will always end up as the answer. In the UK, which is my only social experience, money has failed in both health and education. Iotova has a valid point to say the closure of all institutions is not possible. Yet in the UK orphans found refuge in the famous Dr Barnados homes so that was nothing to do with the state yet a model institution of  its day and probably today,. So I think what we go away with is this; we know there is an awful lot of work to be done in this field, but I would certainly counsel you don't think it is all the work of the state or a state institution. We are an institution like any other and I have a theory often proved right sadly that state money is usually badly spent so let's change some of our values and views if we don't want to see more films like this in the future.
Kathy Sinnott

We have a saying in Ireland school out, thank-you very much for coming.

________________________________

(End)

