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MAINSTREAMING DISABILITY ISSUES IN LEGISLATION AND POLICY AND IN THE DECISION-MAKING PROCESS

  THE CHAIRMAN (Onor. Clyde Puli): Illum se jkollna diskussjoni dwar mainstreaming disability issues in legislation and policy, and in the decision-making process u minħabba l-fatt li xi guests li għandna huma barranin se jkollna nagħmlu din id-diskussjoni bl-Ingliż. 

First of all I would like to welcome our guests Ms Tanya Barron and Ms Annette Laidler who are two International Coordinators of the Leonard Cheshire International UK, and Mr Joe Camilleri, whom we all know, from KNPD, Kummissjoni Nazzjonali Persuni b’Diżabilita`. Let me first briefly introduce the subject to the members and then we’ll move on to the presentations.

The rights of disabled people in Malta are enshrined in national legislation thanks to the Equal Opportunities (Persons with Disability) Act 2000 which makes it illegal to discriminate against a disabled person in the areas of education, employment, accessibility (both physical and information accrssibility), the provision of goods and services, housing and accomodation, and insurance. The Act, therefore, covers all aspects of life because, after all, people who have a physical, sensory or mental impairments have to face disabling barriers in all areas of their life.  The Equal Opportunities Act is one of the most important tools that Maltese disabled people can use to fight to dismantle these barriers.  In fact, in these five years that it has been in operation, the Act has been used by many disabled people who have faced discrimination because of their disability.

Apart from being used as a powerful tool in individual cases of discrimination, the Equal Opportunities Act is also an important awareness-raising instrument since it can make also employers, educators, service-providers and members of the general public as well aware of the rights of disabled persons and how these are all too often ignored or not respected.

Legislators and decision and policy-makers also need to have awareness of these rights so that they can ensure that they can safeguard them in the work that they do.  Unfortunately, anti-discrimination legislation such as the Equal Opportunities Act on its own is not enough to stop all discrimination against disabled people, and its tenets and principles must be therefore reinforced by the mainstreaming of disability issues in all legislation and policy.  This means that the principle of equal rights and non-discrimination are applied through the whole decision-making process so that the final legislation or policy document takes into account ways in which disabling barriers can be removed. If the considerations form an integral part of legislation and policy, disabled people stand a better chance of not encountering discrimination when that legislation or policy is put into practice.

The importance of this mainstreaming is also recognized by the European Union which now we are members of.  In fact, in 2004, the European Commission issued a call for proposals for projects that are aimed at promoting the practice of mainstreaming in the area of disability.

One of the proposals that was chosen was the one being coordinated by the Leonard Cheshire International which is focused on the building of a mainstreaming assessment tool called EDAMAT.  So maybe we can start with Miss Tanya Barron and later we will invite Ms. Annette Laidler to tell us more about mainstreaming as a tool for social inclusion and of course about the EDAMAT tool itself.  You have the floor.

MS TANYA BARRON (International Coordinator - Leonard Cheshire International UK): Thank you Mr Chairman.  First of all I would like to say  how grateful we are as a group that we’ve been invited to meet the committee, it’s a great honour for us.  It’s also a privilege to have been able to come in this wonderful building. Although the building isn’t the most important part of our visit, it’s a very nice extract.  

We are also delighted to have our meeting in Malta this time.  It’s a country which has always had a long tradition in history of an interesting affair to do with the family, social justice and it has a community approach, I think, to all aspects of life which make mainstreaming something which probably is second nature to some extent in Malta.  We have a magazine, and I will leave some copies of it to you, in which Malta features in terms of the European Union projects on disability and mainstreaming. I think it gives a very good exposure of the good work that Malta is doing with regard to disability.  

Very briefly I just want to answer the question which some people put:  Why main streaming?  Why this interest in social inclusion?  Sometimes the answers might seem very obvious but I think there are some very specific answers which are worth reinforcing or highlighting.  It is two years in all of our very busy lives that we are paying attention to the topic. The first reason why we are all involved in this programme I think is that we have a very profound commitment to the ideal of the social model of disability, by which we mean that it is infinitely more important to concentrate on how to address what are the barriers in society, what are the difficulties that we put into our societies, than to look at the individual.  So the whole foundations of mainstreaming must be committed to looking at societies ills,  the barriers, the lack of inclusion that society produces and start to tackle those, and I thing that’s an essential core of the mainstream approach. 
That is a very interesting thing to do because we find that the social barriers that societies put up to disabled people have far more similarities across the boarders, especially in the European Union of which we are all members. So I think that is really our first point. Mainstreaming is a very important tool in the battle to insist that it’s the social model of disability as a personal medical model that looks at the individual as a problem that needs to be changed.  We believe that society needs to change, not the individual.

The second reason why we think that this project is important and needs the support of the government of Malta and of all the other countries -  Greece, Spain, Portugal, Ireland and the UK - is that you can achieve a really serious maintsreaming approach that would work for everybody, doesn’t just work for disabled people but it works clearly for all of us.  Small examples are that we don’t want just to have buses that disabled people can get on. 
We want to have buses that the elderly can get on, that a woman with two small children can get on, that a person who have broken a leg while skiing can get on.  Really disability is a very small but very important prism through which to see society as it effects many of us in many different parts of our lives, and as what one of our groups said today, we all may be disabled tomorrow by impairments that we acquire through ageing, through accidents and through all sorts of events.  So adopting a mainstreaming approach has to be good for all of us.  

I think there is a third reason which is that if you believe in human rights, as I am surely you all do in this room, you have to really see that social justice and inclusion society is actually not an option, it’s not something we should even need to discuss.  If we are gonig to have the social societies that we believe in, social inclusion has to be a sort of corner stone of the societies that we’re building.  We are not there yet, but we will be soon.  Malta is very involved in the new construction of the UN convention on rights and dignities of disabled people.  I’m not sure who in your government is taking the lead on it, but you’ve been very involved in the United Nations and this is a new treaty, the first ever treaty of human rights on disability. It is a very exciting step. 
What we hope is that we can be engaged with our Maltese colleagues and with our European Union colleagues in not just constructing this new convention on disability, but making sure that this is a living active document in the monitoring and compliance of it.  That means that we hope we are not just here for this two days meeting but we hope we will be coming back to work with our colleagues in the world of disability to see how we can make this new convention a reality of human rights for people with disabilities.  Thank you.

  THE CHAIRMAN:  Thank you very much, Miss Barron.  Now I would invite Miss Laidler to do the representation about EDAMAT, the project so far.

   MS ANNETTE LAIDLER (International Coordinator - Leonard Cheshire International UK):  I have just been asked to give a brief overview of EDAMAT.  EDAMAT is the synthetic sort of word we use for The European Disability Action for Mainstreaming Assessment Tool Project. The aim of ADAMAT, which is an EU funded project, is to develop a policy assessment tool to benchmark the mainstreaming disability issues; to create accompanying advocacy guidelines for disability stakeholders so that they can use this tool to influence policy development at various levels; and to disseminate the assessment tool and the advocacy guidelines throughout the 25 countries of the EU and amongst disbility organisations in candidate countries.

The project started in December 2004 and will be coming to a close at the end of this year. So we are approximately over half way into the project. We are seven partners represented here from eight countries, and to list them, there is Ireland, Portugal, Spain, the UK, Greece and of course Malta.  From Ireland we have representatives from Chesire,from Portugal we have Lares da Boa Vondate, from Spain we have Llars de l-Amistat, from the UK we’ve got Leonard Cheshire (Disabled People Forum) as well as RADAR (The Royal Association for Disability and Rehabilitation), and from Greece we have The Inistitute of Social Protection and Solidarity. So the Leonard Cheshire International provide an overall co-ordination for the partners and in each country there is one co-ordinator and one researcher and they are responsible for the research that takes place in their own country.  Within each country there is also a Project Advisory Group (PAG) which is made up of disability stakeholders, which we have to find as policy-makers, disabled people, disabled peoples’ organisations and disability experts. 
The advisory group in each country has met at least twice to input into the research strategy, finalise content of nationala gatheringof research data,a dvise on policy assessment and to draw lessons form research activities.The discussions held with the advisory groups at national levels hae fed into two trans-national project seminars held in Dublin and Barcelona this year, to ensure regular checks of rpoject progress, exchange of experience, co-ordination of activities and consistency of action for the overall research project. So to date the researchers have worked nationally in consultation with disabled people and representatives of organisations of disabled people to feed into an initial drafting of the EDAMAT which is what we are discussing here in Malta today and tomorrow. 

Very briefly the EDAMAT tool consists of three components.  The first one is a  sort of guidelines on how to create good policy formulation, the second is an impact assessment tool, and the third is a monitoring and compliance element, which may be the advocacy guidelines that the stakeholders will use.  

In our future activities, as we leave Malta we will be testing and finalising the tool to present it at a final interntional conference in Brussels in October, 2006. That will be bringing in representatives from around Europe - the European Commission, MEPs - to launch the tool and discuss how it will be disseminated and used throughout Europe for the benefit of disabled people.

  THE CHAIRMAN: Thank you very much.  Now I would like to invite Mr Joe Camilleri from KNPD to deliver his speech.

  MR JOE CAMILLERI (CHAIRMAN – KNDP):  Thank you Mr Chairman, just a very brief overview from Malta to show where the mainstreaming of disability issues has come from.  I think first of all it is very fortuitous that we are here at this particular time because perhaps it is important for us to remember that it was 30 years ago that a small group of disabled people actually flew the flag of the social model in the UK. The union physically impaired against sagregation, and it was there perhaps for the first time that we had one of the first statements of what we now call the social model of disability, i.e. that it isn’t so much impairment which causes the difficulties in our lives, but the social inequalities that we have to face every single day.  So 30 years down the line, where are we now?

I am very pleased and proud to say that even when the national commission was set up in 1987, which was long before I started working for it, it had espoused the social model before even many disabled people like myself had even heard of it. The social model sounds easy when you talk about it but it is very difficult to put into effect, as we have found over the past years since we have been trying to make it work.  Why is that?  One of the main reasons is that disabled people over the years have been so oppressed, either knowingly of unknowingly, by society that very few of us have been prepared to actually partecipate as decision-makers, to partecipate in the actual running of our own lives. We have been used to letting other people make the decisions for us.  So whereas is easy to say let us include disabled people in all levels of decision-making, it is not that easy when you actually come to put it into effect.  What did we do in Malta to try and make that happen?  It is beginning to happen now slowly, but what have we been doing to make it happen?

My own connection with the commission began in 1989 and it was very early on, round about 1990, that we started talking about the need for anti-discriminatory legislation if we wanted the changes that we had in mind to become permanent and deep as well as permanent.  It took us quite a long time to get the equal opportunities act passed into legislation - that happened in the year 2000 - but as we were moving towards the institutionalisation of disability anti-discrimination legislation we realised as well that legislation was not going to be enough. We also needed education, like a train on two rails.  With one rail we just were not making it happen, so we needed education.  
Very early on again, round about 1993 we began disability equality training for different people, specifically for healthcare professionals. But later on it was opened up to other students of the university, and quite soon after we began that, we realised that in fact we need a disability quality training for disabled people themselves because many of them did not realise where they were and where they were coming from, and therefore not understanding the past they couldn’t forge their own future.  

Again, what we did was that we setup a continuous education and research programme which like EDAMAT is a bit of a mouthful. This programme had, as part of its brief, to create courses for disabled people to make them aware of themselves in the way Paulo Freire talks about the process of conscientisation. We set out a course called “Speak Out”, in Maltese “Semma Leħnek”. The idea was to develop and to nurture disabled advocates, self advocates, and we started on the root of self advocacy, which again sounds easy but when it happens, it is difficult because you end up creating people who end up criticising you and end up telling you you are not doing a good job. So that wasn’t very easy, and we’ve been knocked back couple of times by very outspoken disabled people who we’ve trained ourselves, serves us right.  

So based on the social model we had the equal opportunities act on one side, and the “Speak Out” courses, which are ongoing even today, on the other side. In fact in two weeks time we’ll be having an intensive weekend course to train the trainers. Who are the trainers? These are disabled people themselves who form part of the training group who actually speak to non disabled people both about their experiences and how to put the social model into action. So we are trying not only to talk the talk but walk the walk, which again as I say it’s not always easy.  

There are other ways in which mainstreaming disability issues is taking place.  One of them for example we are glad to see representatives here from the  “Aġenzija Sapport” which is also putting this into practice, because on their assessment committee they actually have disabled people and it’s a disabled person who actually chairs that committee. What does the committee do?  It is actually speaking to disabled people and their family and actually helping them to decide and to arrive at a sort of support plan and the support levels that they need.  
The idea is not that non-disabled people decide for us, but that we not only are equal partners with non-disabled people in all those affairs which concern our lives, but we are actually the leaders in this, and this is why everything that we’ve been doing connected with for example “Speak Out” and the “disability issues” lectures we give is so important.  For example, it was the first time in living memory for any healthcare professional that as disabled person was actually correcting and marking their own assignments. So no longer was a disabled person their perpetual client, but now they had become the clients of disabled people, and this is what we want to do.  So we want to take the model that we are using now with Aġenzija Sapport, we want to open it up to other decision-making levels, and eventually what we want is co-decision-making.  

We are indeed, and I’ll end here, on a new adventure, an adventure that began about a year and a half ago, and this is actually to develop self advocacy within the most vulnerable of all the disability groups, the group of people with intellectual disability. And at the moment what we are doing is working with a group of people with intellectual disability and trying to help them to understand their own situation and trying to help them as well find the words to express themselves, to express their needs, to express their emotions and also to express their dreams, so that even together with them we will be able to, as Miss Barron has said earlier, design policies and practices which are in fact user driven, and this is where we want to go.  What we need to do is to involve disabled people at every level but it is a long process, it doesn’t just happen by talking about it, you’ll actually have to work at it.  Thank you.

  THE CHAIRMAN:  Thank you very much. Now I would like to invite the honourable members to put some questions. Honourable Coleiro.

  ONOR. MARIE LOUISE COLEIRO: How would the conclusions of EDAMAT, be taken up by the European institutions? Would they be taken up as recommandations, directives? What standing would they have within the member states? Would they be binding to a certain extent? Would they be just recommendations and than it’s up to the national governments to actually implement what you would be suggesting by the conclusions of this project?

  MS TANYA BARRON:  The first response is that we are expecting to put probably a quarter of the year into dissemination.  We will produce the results of the EDAMAT projects in various different formats and they will certainly be produced in accessible formats.  The audiences for whom they are really geared are policy-makers which of course we will also expect to be disabled peoples’ organisations involved in policy formulation. We’ll necessarily also involve governments, ministries, civil service administrations at national level and within countries at local regional level, but also within the European Union itself. So perhaps one of the practical things to mention is that we will be inviting partecipation in a dissemination day which is not of course the whole thing, but just one very small part. But we would certainly hope that members from Malta and from other member states participating in this, would accept the invitations from our end. We expect some representation from your government, certainly MEPs and anybody who you feel might be able to work in the commission, and those invitations will go out in various levels for each country participating. That’s just one small step.  

Ensuring that materials are accessible in all formats is another step. Perhaps a more interesting issue is to look at and mention the three different levels of the products that will come out of this piece of work.  The products that will come out will relate firstly to the policy planning phase. We will put this on the desk of all member states governments and ministries and we will arrange for dissemination meetings and invite disabled peoples’ organisations to speak on issues like transport, heatlh and education. We believe very deeply that this will only be useful if disabled peoples’ organisations will be fully engaged in that process.  

For the second part of products which is the impact assessment we should be able to assess the impact of different policies of mainstreaming.  That again will need to go to government’s civil servant administrations, disabled peoples’ organisations, activists, the media and so on.  The third part of the products will be the monitoring of compliance. That, I suppose we have envisaged that more has been geared to activists to save all peoples’ organisations. It’s the sort of tool kits by which we hope people will be able to hold governments to count on their aspirations. So this is technically where the audience is going to end up. On whose desk will it end up? How it will end up on people’s desk is a matter of dissemination that will meet through the countries and through the EU system. We have good networks throughout Europe and the commission itself is committed in principal - perhaps I should say in theory - to making sure that the money that they’ve spent on the mainstream project is well spent, meaning that the dissemination is genuine and  productive.  It’s not easy.  

We will also setup processes to check, not just  what we’ve said but what the other monitoring mainstreaming projects have actually put into the policy arena.  I’m not entirely optimistic. I’m a very optimistic person but I have to say that ensuring that these policy guidelines are used in any of our countries is a question of tenacious persistence. We have to keep working with the administrations and sometimes use the media to ensure that people are still listening and that this is a one-off event. But I think there’s a growing realisation and I hope that the new convention of the UN is going to give some more tools and some more funding opportunities to allow people to take monitoring and working on guarantors for compliance with human rights issues to make that more serious and more practically possible.  

  ONOR. MARIE LOUISE COLEIRO:  I don’t know if you have considered maybe tapping the political groups on the level of EU parliaments, besides obviously targeting individual MEP’s because I do believe that the issue of disability has a very much cultural tinge and mentality. So besides going to tangible steps and measures one has to reach out with awareness campaigns and these sort of things so as to establish the proper perception of this case with regards to this project. So maybe one could also consider targeting the actual political groups within the European Parliament so as to help out with disseminating the conclusions of the project on national level.  

  MS ANNETTE LAIDLER: I think we are also learning quite a lot from the children’s lobby. The children’s lobby has been very effective at all levels in Europe by using  parties on one hand but also using the joint cross party committees on certain topics, and I think that’s something which we should get much better at.  Thank you for your suggestion.

  THE CHAIRMAN:  Honourable Azzopardi.

  ONOR. FREDERICK AZZOPARDI:  First of all thank you for your presentation.  I just want to ask whether it’s too early to ask what are the aims of the projects in relation to mainstreaming in educational institutions.

  MS TANYA BARRON:  That’s a very interesting question. I’m not going to avoid answering it but I would like to say that in our project we’re been quite careful to keep working at the general level of the mainstreaming policy. The reason for this is that we could have become very absorbed in specific areas of policy and we spent some time in the early days of our meetings looking at whether it would be most useful for society including disabled people if we were  to look at education and transport.  There were very clear key areas that we could have consentrated on. But in fact it was felt by the group and by the commission that what we would be best doing will be to look up the overarching principles of how do you ensure that policy in general, whether it’s on transport, housing or employment, is formulated in a way that’s inclusive. Once you done that, how is the impact of that measured, whether it’s sports and leisure, culture, employment and so on, with monitoring compliance? How do we do that in general, regardless of the area?  I should say that we felt that it was a very positive principle that we were going to provide a tool kit for policy-makers and activists that would help them to get into policy and start to make policy work, regardless of which policy area it was.  We all have our own ideas about the importance of inclusion in education however and education for all, and we would love to spend a lot of time on that.

  THE CHAIRMAN: Honourable Azzopardi.

  ONOR. FREDERICK AZZOPARDI:  Now that you had the opportunity to meet the Maltese counterpart in the project, how do you compare the services given in Malta with other European countries?

  MS TANYA BARRON: That’s a very hard question.  I’m very lucky because I have been involved in social services aspects in Malta for a little while so I began to get a bit of a better understanding of how things work here.

First of all I say that comparing the European member states is a very bad idea. They are all so different.  The similarity and the differences you could talk about both for just as long. I do think as I said at the beginning, and I mean this very seriously, that you start with a great advantage, a really serious advantage, and that is that you have a reasonably cohesive community to begin with, you have a reasonably cohesive culture in your states. You have, I think, a very strong sense of the importance of family. You have your culture institutions of church within your society.  I think these are all very positive advantages, so I think that you are possibly ahead of the game in some senses. But you will be facing the same stresses and strains that the rest of us face, and that people will say to you in Malta as they do in the UK or Ireland of other countries. They would say that disability is just one of the many things that we have on our agenda. 
So I think that the key thing that has to happen in Malta, as it has to happen in Ireland, in Greece or Portugal, is that government, politicians and activists who are very strong have to insist that disability isn’t just another thing on the list. It isn’t like that. You know tomorrow anyone of us in the room may become impaired.  It’s not a special group in that sense. You know I’m afraid to say, probably it will come up to all of us at some point in our life, should we live long enough to expect some measure of impairment.  

  THE CHAIRMAN: Thank you very much for making this session such an interesting session.  Hope you enjoyed your stay in Malta and hope to have you back sometime in the future to report back about further progress.  Thank you all.

Fit-8.00 p.m. il-Kumitat aġġorna għal data oħra li kellha tiġi komunikata aktar tard.
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