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Optua 
and 
The Suffolk Physical and Sensory Disabilities 
Partnership Board 

“Is Anyone Really Listening?”
Report of a one day Conference 

held on the 1st November, 2007 

at the Holiday Inn Hotel, Ipswich, Suffolk
This was the twenty-first in a series of Conferences organised by Optua, aiming to continue to heighten the awareness and raise the profile of the needs, interests and concerns of disabled people in the County of Suffolk.

The overall Chairman of the Conference was Mrs Linda Hoggarth who is Chairman of Optua and the Suffolk Physical and Sensory Disabilities Partnership Board.  The morning session was chaired by Mrs Hoggarth.  The afternoon session was chaired by Mr Colin Poole, Chief Executive of Optua.

Conference Aim

This aim of this Conference was to better understand how disabled people are influencing the Government’s Independence, Well-being and Choice agenda and to consider how disabled people can make the most of the opportunity promised by these initiatives.

 Statements Drawn from the Conference
The Government is listening to disabled people at a national level but this requires much persistence on the part of disabled people from national disability organisations to make sure the government understands what they are saying and keeps on listening.  

It is less clear whether local authorities are really listening to disabled people and taking note of their local issues.  However, it is important that disabled people and their organisations ensure that they take up the opportunities to make their voices heard by attending meetings and taking part in consultations.  If disabled people do not speak out, then no one has anything to listen to.
Everyone needs to stop assuming that they know what disabled people want and need.  They do not.  They must listen to all disabled people because it is only by listening to the voices of disabled people that they will understand their lives.

People need to look at the abilities of disabled people and not simply at their disabilities.  It means changing the way that people think about disability.  
Disabled people need access to accurate information in order to exercise choice and control and sometimes they need assistance to exercise that choice.  There should be emphasis on establishing a Centre for Independent Living in Suffolk that is run by a local user-led organisation and in setting up more advocacy services for disabled people to help them speak up for themselves.

Our workshops identified many of the barriers still faced by disabled people in their ordinary everyday lives.  More should be done to remove these barriers to disabled people’s independence, choice and control.  Simply having access to an individual budget will not remove all those barriers to independence, well-being and choice and which prevent disabled people playing a full and active part in their communities.
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Introduction
Mrs Linda Hoggarth


Chairman, Optua, and Chairman, Suffolk Physical and Sensory 
Disabilities Partnership Board

I am very pleased to welcome you here today.  Each year Optua organises a conference such as this to focus on disability issues in partnership with specific organisations.  This is our 21st annual conference and this year we have the support of the multi-agency Suffolk Physical and Sensory Disabilities Partnership Board.  This is always an important day in our calendar and provides an opportunity to concentrate on some of the issues facing disabled people.   Each year, we try to select a topic for this conference where we can influence and inform service provision for disabled people in this county.  

This is a follow on from last year’s conference which focussed on the ‘Independence, Well-being and Choice’ agenda and which left a number of unanswered questions for disabled people and family carers, most particularly ‘where will the services be when we need them and what about the funding when all we hear about is how much money must be saved?’  New ways of delivering services through individual budgets are on their way and for some people it seems that such initiatives are being thrust upon them.  We want to explore who is influencing those decisions to bring in ‘new ways of working’ and whether there is real consultation with disabled people. Over the years, many of us have listened to those with influence and power saying ‘I hear what you say but…;’  ‘We must be cost effective’; ‘We have to save millions of pounds’; ‘We can only meet the needs of those most in need’; and so on.  There are policies in Suffolk concerning public participation and entitled ‘Nothing about us without us’.  Are such policies just empty words?  Should they really say ‘Nothing about us without us as long as you do what we say’?  Does anyone really listen to disabled people? 

This quote from Anne McGuire, the Minister for disabled people, sums up our belief but does this happen in Suffolk, in the UK, and for individuals?

“Disabled people have rightly said that policymakers should do 
‘nothing about us without us’.  None of us can improve opportunities 
for disabled people effectively – whether in employment or in the 
services we offer – unless we talk to disabled people and involve 
them in our decision-making.”

The intention of this conference is that, together, we will be able to send some key messages to those who are in influential positions, who perhaps should be described as ‘those who decide what is good for us’.  To set our scene we have a range of excellent speakers to give us some national views, and some real experiences of disabled people.  
Ms Sue Bott


Director, National Centre for Independent Living

Thank you very much for inviting me to your conference.  It is a great pleasure to come up to Suffolk and interact with real people.

I am the Director of a National Centre for Independent Living, which is led by disabled people.  What that means is that all of our Management Board are disabled people, all twelve of them.  We are a national organisation, based in London.
We promote independent living, so we are very much involved in Direct Payments and that is one of the reasons why the National Centre for Independent Living was set up in the first place, and now we are very much involved in promoting and explaining Individual Budgets.  We do a lot of policy development and responding to government initiatives.  For example, in the last week we have just been responding to the Comprehensive Spending Review and the fact that there will only be 1% increase for Social Care, so we have plenty to say about that.  We do a lot of campaigning. At the moment the main focus of our campaigning has been in support of Lord Ashley’s Disabled People’s Independent Living Bill, which would give disabled people a right to independent living for the first time.  We have formed a campaign around that called ‘Our Lives, Our Choices’.  Lastly, and probably most importantly, we support our member organisations, Centres for Independent Living and other disabled people’s organisations that make up our membership. It was supporting the membership that brought me into contact with some of you in Suffolk when Choices, which was the company running the Direct Payments Support Service here, collapsed.

I want to talk to you about disabled people’s organisations because there is a lot happening nationally.  I do not accept the kind of labels that are usually put upon us by the statutory agencies who divide us up into physical and sensory impairments and other impairments and older people and goodness knows what.  I just prefer to talk about disabled people, which, for me, just covers any disabled person with any impairment of any age.  However, we need to take note of the kind of terminology that government departments use, so that we all understand each other, and they tend to talk about user led organisations. What they mean by that is organisations that are run and led by people who use Social Care Services or people who, potentially, could use Social Care Services if resources were in a much better state than they are currently.  

In 2005 the Prime Minister’s Strategy Unit published a report called ‘Improving the Life Chances of Disabled People’, and for once disabled people had a lot of input into this report.  In fact, most of it was written by a disabled person who is a consultant, Dr Jenny Morris.  This report has several important recommendations.  It is available on the website of the Prime Minister or the website of the Office of Disability Issues.  Recommendation 4.3 in this report states that by 2010 each Local Authority Area with Social Care responsibilities should have a user-led organisation modelled on existing Centres for Independent Living.  That is really quite a far-reaching recommendation and it is one that has been accepted by the Government.

So what has happened about this recommendation?  Well I am pleased to say that it has not just been left within a report and nothing has been done about it.  The Department of Health has set up a User-Led Organisations Project and this project has been going for just over a year now. It has a Project Board, of which I am a member and Dr Jenny Morris is also a member.   It is a small Board, there are only five of us, and so we have some influence.  What the project has done so far is a mapping exercise to identify what user led organisations there are in England; Wales and Scotland do their own thing.  Nobody really had any idea of what organisations there were out there.  Some of us had our databases, but the aim of the research really was to bring all these kind of disparate databases together and find out what organisations there are.  
The project has also been consulting people on what they think a user led organisation should look like.  It is all very well saying, “Let’s have user led organisations”, but what are they, what should they be, what should they do?  Earlier this year a number of ‘Conversation Events’ were held in each region of England.  These events brought people who use services and families and carers together to have this discussion and then from that the project has been designing what a user led organisation should look like.  It is now engaged in the process of developing user led organisations.  

So, what is a local user led organisation?  A user led organisation should be local.  It should be inclusive of the local community, an organisation that will involve all users of Social Care Services, including older people, people with learning difficulties, mental health service users, people with physical and sensory impairments, and that user led organisation should seek to make sure that their organisation mirrors their local community.  
These are really important points because we are not talking about some kind of national organisation coming in and setting up shop in Suffolk saying, “Well, here we are, we’re going to run a user led organisation”, that certainly would not be in the spirit of it at all.  
The organisation would need to be based in Suffolk to qualify as a local user led organisation.  And the design is that 75% of the Management Board of a user led organisation should be disabled people, or people who use Social Care Services or potentially could use Social Care Services.  That does not mean that if you are setting up a user led organisation that instantly you have to achieve 75% on the Management Board, but it does mean that to be said to be a user led organisation then you would need to be taking strong steps to lead to at least 75% control and this is important really to ensure that we achieve, as Linda said, ‘Nothing About Us Without Us’.  
Such organisations should be based on the philosophy of the Social Model and Independent Living.  If people are not familiar with those terms, the Social Model is about an acceptance that disabled people are disabled by the environmental barriers around us and the attitudinal barriers.   The traditional way of looking at disability in terms of what particular medical impairment that you have is not the way and does not get us anywhere.  Independent Living is about three things: having choice about how our assistance needs are met, having control over how our assistance needs are met and being able to participate in society on the basis of equality.  The idea of user led organisations is that they should provide peer support with disabled people advising other disabled people from the benefit of their experience with things like Direct Payments and Individual Budgets.  

So, what is happening about the development of user led organisations?  These are really quite exciting times.  We can get bogged down, and I know that things are not particularly easy with constant cutbacks happening every day, but there are some good things on the horizon and I think that this is one of them.  The Department of Health have set up a User Led Organisations Development Fund.  You will find more details about the User Led Organisations Development Fund on the Department of Health website, so I would urge you to have a look at that.   The Development Fund is to set up what the Department of Health are calling ‘Action Learning Sets’.  What that means is that whoever gets the funding will develop themselves into user led organisations.  The knowledge that is gained can be used elsewhere in the country and to help other groups in the longer term.  The Development Fund is looking for applications from all sorts of groups, and we need a full range, so we need applications from groups that are just getting started, to groups that may have been going a long time but think they would like to develop what they are doing so that they become truly a user led organisation that is inclusive of all impairments, to well established, and there are some well established user led organisations already who are doing a very effective job, but just want to go that little bit further to make sure that they are truly inclusive of their local community.  That is what the project is looking for really.

Going back to the Prime Minister’s Strategy Report, the recommendation said, “By 2010 a local user led organisation in every Local Authority area in accordance with existing models of Centres for Independent Living”.  This is very interesting because there is not one particular model of a Centre for Independent Living.  I know, because they make up our membership, there are a whole variety of Centres for Independent Living out there, so it is very important that in this project everyone recognises that we are not saying, “This is exactly how you should build a user led organisation”.  
I do not think anybody wants to do that because it very much depends on what happens locally, historically what has happened locally, and what organisations there are.  I can think of one example in Barking and Dagenham, where there is a Centre for Independent Living and it acts like a hub, and they have all sorts of disabled people’s organisations and older people’s organisations and those sort of things, who still maintain their own separate organisations, but come together in the hub as the Centre for Independent Living.  So you can have a model like that, or you could have a model like there is in Southampton.  
The Southampton Centre for Independent Living, since the beginning of its existence has always sought to include all disability groups, and so it is very much the major organisation in the Southampton area.  There you are talking about one unified organisation.  In Barking and Dagenham you are talking about a network of organisations that come together to form a user led organisation.  So those are just two examples of the kind of models that you could have, and I am sure we will find through the Development Fund there are all sorts of other models that are possible.  
What we want to do is to build the long term sustainability of our organisations because funding is a problem for everyone, and has always been a particular problem for user led organisations with our reliance in the main on statutory sector funding.   We need, if possible, to try and think of other ways that we might increase our income.  The development of user led organisations is a logical extension of what Ivan Lewis, Minister for Social Care, calls the ‘Personalisation Agenda’.  The personalisation is about things like Individual Budgets and Direct Payments, where people have choice and control over how their personal assistance needs are met.  But in order for us to be able to exercise true choice and control, then what we need to do is to be able to support each other and I am sure that many of you will relate to this, but I know from personal experience as a disabled person with a visual impairment, that if I want to know about the latest magnification devices, and whether they are any good or not, I am more likely to go and ask another visually impaired person, because I know what it is like, I do not have to explain to them the age old question, “How much can you see?”  I do not know.  If I could see properly one day and then the next day I could not, I could probably tell you.  It is a very difficult question to answer.  So, the over-riding message is the importance of us being in control of our own affairs and being able to support each other.

Questions and Comments
Question:  

I was interested in the specifications for a user led organisation.  When you were drawing those up, how did you struggle with a concept of setting out what a user led organisation is supposed to look like? Is there quite a large degree of flexibility so that the users who lead those organisations can actually make those decisions for themselves?

Sue Bott:  

What I showed you was just the main points of what a user led organisation should look like.  There are a whole number of other points as well.  For example, one is that service users should have the opportunity to be involved in training so that they can be members of Management Boards, because often that is an issue with organisations where there needs to be a kind of mentoring process so that people can be members of Boards as sometimes it takes a bit longer to get involved in, and be able to make your mark in, running a Management Board. We did agonise for hours and hours and hours, as you can imagine, over the design criteria for a user led organisation.  It was useful that the project began with the ‘Conversations’ events earlier in the year, because this provided the evidence for what people wanted to see as a user led organisation, and it was from that evidence that the design criteria were drawn up.

Question:  

One of your criteria is Social Care users.  I, and the majority of my Board, are all Health Service users; we are not Social Care users.  Does this exclude us from being a user led organisation?
Sue Bott:  

No, most certainly it does not.  I think there is quite a lot of problem over ‘user led’ and what does that really mean.  I think it is really important not to exclude people.  Personally, I prefer the term, ‘led by disabled people’ and I know this is what came up a lot in the ‘Conversations’, because I think that covers everything.  But when it comes to the Department of Health, they are still so worried that if we just talk about disabled people, then people will assume it is just about people with physical and sensory impairment, which is why they prefer the term ‘user led’, but it is a debate that will run and run.
Linda Hoggarth:    Some groups that you might describe as user led have actually folded up through lack of funding, not particularly here in Suffolk but in other parts of the country, so have you got any tips for us as to how are we going to survive all the funding difficulties that there are and retain our user led ethos and therefore the voice of the people?
Sue Bott:  

What a good question, Linda!  I did expect you to ask that one, and it is very important.  I am not going to sit here and pretend that I have a magic solution, because I do not.  I think that the Department of Health are rather naive in their assumption that somehow user led organisations can always be sustainable, and interestingly enough, one of the arguments that I am having with them at the moment, because we do not always get on with each other, is why they are not speaking to Local Authorities more about Recommendation 4.3, because I think most organisations will have an expectation that Local Authorities will be involved in, to some extent, the funding of a local user led organisation, and I suspect that is going to be news to Local Authorities who maybe do not see that is what they should do.  I think it is about a mixture of funding.  
One of the things that I have learnt over the years is, if you possibly can, avoid putting all your funding eggs in one basket, but I am sure you are aware of that anyway, and I think it is about having a mixture of funding streams, and also income generated from the provision of services will also be important.  Linda is right to say that our organisations have had a dreadful time over the last few years, and several of them have completely folded and gone to the wall, which is very sad, but I think that we have to keep on about how beneficial user led organisations are, how beneficial we are to Local Authorities, because we do help them out on fulfilling their legal responsibilities, to consult and involve disabled people.  What I would say to Local Authorities is: “You see yourselves as Community Leaders; if you are going to be Community Leaders, then you need to make sure that you are involving all the local community, and that you are genuinely supporting your local community and so you should support that important element of the local community which is disabled people.”  
But I have no illusions that there is a magic solution round the corner.  A lot of disabled people’s organisations have folded because they have had their Direct Payment Services taken away from them.  That had been a major income stream for them and they have not been able to survive that decision.  It is interesting really.  One of the things about Individual Budgets is that people get their Individual Budget and they then have choice about who the support organisation is.  So I think that we will see, in the future, less Local Authority contracting for support schemes and saying you must use that support scheme.  That is a bit of a scary prospect in a way because, for organisations that have got the contract funding, that is great because they know they have got that funding for three years.  But on the other hand it is also an opportunity, and it is an opportunity for local user led organisations to say, we can deliver that support, and, given the choice, I think that most disabled people will want to approach their local disabled people’s organisation for support because that is where they are going to feel the most comfortable, and they know they are going to get the best support.  So there is everything to play for really and it is up to us, I think, to not get bogged down by the threats but to seize the opportunities.
Ms Anne Pridmore 


UK Disabled People’s Council

Thank you very much for inviting me.  Obviously there will be some overlap between what I am going to say and what Sue has said but it is the type of overlap that cannot  be repeated enough times.  
I live in a market town called Market Harborough, which is a wonderful town for disabled people who use wheelchairs because it is very accessible and it is also very safe.  I employ six Personal Assistants, or what some people might call Support Workers, who support me to come to conferences like this.  Without them I would not be able to get out of my own home. 

In the last three years I have chaired the UK Disabled People’s Council, and my term of office came to an end just three weeks ago.  I have a seat on the Board of the National Council of Voluntary Organisations, Skills for Care, The Alliance for Inclusive Education which is an ‘of’ organisation and looks at inclusive education for disabled children.

I want to talk a bit about who it is important to speak to.  First of all I want to talk about Ministers and Civil Servants.  Organisations of disabled people have regular meetings with the Minister for disability, Anne McGuire, and tell her what disabled people want and have proved very useful in getting the message across.  We have spoken on many things, but recently a lot has been said about the Welfare Reform Bill.  
The Minister also has meetings with organisations for disabled people.  The difference between the two is that organisations of disabled people are fully controlled and run by disabled people, whilst organisations for disabled people are not.  In the UK Disabled People’s Council we think it is important that we keep the two meetings with the Minister separate, because often we have different things to say and different views. 

Voluntary organisations, for example like Community Voluntary Services, usually take a more local view of things which may concern disabled people.  In this way disabled people can influence what goes on in their own home town.  If there is a Centre for Independent Living in your area it is good to join the Management Board.  This gives disabled people a way to direct and control the work they do.  

A contentious issue is whether or not you should work with organisations for disabled people.  Many disabled people disagree with this, but I feel that the only way that we are going to make change is to sit around the table with all organisations, who are often controlled by non-disabled people.  It is, however, very important to make sure you are not the only disabled person there.  This can feel very isolating and also disempowering.  In an ideal world disabled people who found themselves in this position would take or have a mentor with them.  The kind of mentor I am thinking about is someone who understands the organisation but is completely separate from it.  Having a mentor would have made a great difference to my work with Skills for Care and the National Council of Voluntary Organisations.  Being a good mentor is not something that just happens, but the person must have training and fully understand their role.  By this I mean that they are not there to do the work of the disabled person, but are there to support them in the background, and to settle any disputes between the disabled person as the consultant and a paid member of the staff of the Board that you are on.

My understanding of a mentor is someone who, because they understand the organisation, can guide you through the paperwork, often a minefield for many disabled people.  This is quite a different role than being a Personal Assistant or a Support Worker.  Whilst at the same time it allows you to have an opinion but she or he stays in the background.  A mentor can be very useful when things go wrong.  This is why the mentor, whilst knowing the organisation, must not be part of it.  After a difficult meeting it gives the volunteer someone to sound off to in a safe environment.  This is rather like the type of thing that paid members of staff have during supervision.

Being a voluntary or an unpaid worker can sometimes feel a very lonely place to be.  When you decide to speak on behalf of other disabled people, it is important that you have a mandate to do this.  By this I mean that you are representing other disabled people through a user led organisation.  You must be part of a wider network.  If this is not in place, it is far easier to be seen as the ‘crip with the chip on the shoulder’.  It is also easier to be dragged into looking at the very personal issues around disability instead of looking at it from a macro perspective.  This means that far too much emphasis is placed on personal experiences rather than how we might challenge government to change things, like self-definition of what constitutes a disabled person within the Disability Discrimination Act. 

I want to talk about why it is important to keep talking.  It is because others think they know what is best for disabled people, because we as disabled people are the experts around our own impairments, and how else can we change things?  Unfortunately disabled people have been put into a dependency mode.  We need to change the culture from one of people doing things to us, to one of us telling people what we want to happen.  Disabled people have numerous experts involved in their lives.  I can count at least nine so-called experts that have interfered with my life.  If we do not continue to keep talking how can we change things?

Because of the title of the conference, I think it is important that we relate things about how, when we have spoken, that people have listened to us.  In 1984 my partner left me and I notified Social Services.  Three days before he went they told me they did not know what to do with me.  Having received statutory services for seven years afterwards, I then wrote to the Director of Social Services, told him the services I was having gave me no control over my life, no choice, and certainly no social life.  Two years down the line I managed to persuade my Local Authority that I would be a pilot for an Indirect Third Party Payment, and after one year thirty-five disabled people received cash to buy in their own services.  This is a good example of how talking to people can really change services for disabled people.  

In 2001, I joined the European Disability Forum’s Women’s Committee based in Brussels.  Together twelve disabled women from twelve different European countries came together, sat round a table and, despite language difficulties, and in Europe the non-understanding of the social model of disability, we drew up a manifesto for disabled women.  Bearing in mind that there were many language difficulties, and that we all had different levels of understanding in our journey to anti-discrimination and empowerment, we learned a lot from each other.

In 2004 I joined the National Council for Voluntary Organisations Board, whilst at the same time joining the Board of Skills for Care.  As a member of the National Council of Voluntary Organisations, I have not found it a positive experience.  Now into my third year, they still do not have a clue about disabled people and how to meet their access needs.  An example of which happened to me three weeks ago was when I looked at the tickets they had sent me to travel on the train from my home to London, to find that I had only got one ticket, so therefore I was expected to jump up, have a miracle, and go to London on a train without my Personal Assistant.  I do not think so.  When I arrived there and asked them if they could give me a cheque for the amount that I had paid out, they informed me that it would be six weeks before it went through their accounts system.  When I complained about the non-payment of the railway ticket for my Personal Assistant, the Chair, to my great embarrassment, opened his wallet up and gave me the cash in front of about thirty other people.  I hope you can imagine how that makes you feel.  

However, on the Skills for Care Board, it has been a slow transition but I think the culture is gradually changing.  I started on the Board in 2005 as the person who uses services, but now I have the position as the ‘person representing people who directly employ their own staff’.  It is rather a long title but they would not let me call it the ‘person who represents people on Direct Payments’ because it has to encompass the whole gambit of people who might receive compensation awards, Independent Living funding, or private means.

As Skills for Care is the regulatory force behind employment, then it should be an essential part of the Board make-up having a disabled person who represents people who employ their own staff, which is an ever-increasing number.  Considering I am their only representative on the Board, which is made up of different employers from different backgrounds, the majority of whom are paid to be an employer, it is a considerable task, especially when I tell you that there are some 55,000 disabled people on Direct Payments apart from all the others I have mentioned.  Disabled people fought hard and long to get money to buy in their own support.  It even took a change in the Social Security Act to allow disabled people to have money transferred into their own bank account from the Local Authority in order to hire and fire their own staff.  It was by campaigning with the National Centre for Independent Living and what was then called the British Council of Disabled People that we managed to make this happen.  
Therefore I feel strongly that Skills for Care as the regulatory force behind Social Care, should be consulting with disabled employers.  It is important that disabled people who employ their own support staff make sure they are part of any regulation, registration and training processes that Skills for Care set in place.  Personally I do not hold a lot of stance with National Vocational Qualifications and I certainly do not want an organisation like Skills for Care insisting that my Personal Assistants take an NVQ that is regulated by them and is also devised by them, because I do not think that you could have an NVQ that fits every Personal Assistant.  If anybody trains Personal Assistants then it should be the person that is employing them, in my opinion.  After all, we are the experts about what we want our Personal Assistants to do.
I am hoping that my input to the position on Skills for Care will influence the thinking behind the future of Social Care.  This is about whether disabled people who are employers, want their Personal Assistants to be regulated, trained in NVQs, and if they do, then they should have a direct influence in setting up and taking part in that training and regulation.  Here again I ask you to consider who are the experts.  It is our role to encourage young disabled people to start speaking up because, after all, they are the future of the user led organisations.

Having spent twenty years engaging with stakeholders, politicians, voluntary organisations, and travelling hundreds of miles in the UK and Europe, I sincerely hope I have made some difference to disabled people’s lives.  Unlike paid workers, being a volunteer can be isolating and unrewarding.  Be prepared for this.  There will be no big pay cheque at the end of the month.  When the wheelchair goes wrong through obnoxious taxi drivers who will not get their ramps out in London, it will be you that pays the bill.

I read an article in Community Care about consultation from a disabled guy.  He spoke about whether consultation was meaningful and whether it could be achieved just as well through a questionnaire.  I wondered if this was because he felt his views had been ignored, or that trying to be the one person to speak on behalf of over ten million disabled people in the UK had been a real negative experience.  My experience has shown me that actually being present at meetings where non-disabled people have had the responsibility to book your travel tickets on a train, where there is only one wheelchair space, find a hotel with a connecting room for your Personal Assistant, and a level shower for yourself, or getting expenses to you on time, can be a learning experience in itself for the people doing the consultation.  This not only applies for wheelchair users but most impairment groups.  
Yes I do think that people are listening, but do not expect it to be an easy ride. 

Question:  

I am a Support Worker.  I was interested about the mentors that you spoke about.  Are there organisations that provide them?
Anne Pridmore:  Well, I do not know any organisation that provides mentors, but I do know that Skills for Care are writing papers on this at the moment and are hoping to do it.  The problem that I find with them is that Skills for Care are expecting their paid workers to be the mentors and I do not think that that is a good idea because you need somebody outside of the organisation.  
I can give you an example of that.  I have been on their Advisory Group looking at a piece of Direct Payment research, and a lot of what I have told them has been completely ignored and yet they have found that what I have said has been quite correct, so I made a complaint because there is absolutely no point in being an advisor on an advisory group when people do not listen to what you have to say.  One of the main contentions was that, instead of doing this research by using user led organisations through the National Centre for Independent Living, they decided to utilise Local Authorities, and even though I told them that they would be very slow to return any information even if they wanted to, in the first place, they would pick out the type of service user that they would send it to because, in my Local Authority, Leicestershire, they certainly would not be sending me a questionnaire because they might be frightened of what I might be telling them, so that is an example.  I am afraid there is no money out there.  I think there should be.  It is the same thing with advocacy; disabled people really need advocates but there is very little money being put into it.
Comment:  

You were talking about mentors earlier.  I do not really like the word ‘mentors’.  I like the word ‘friends’, and when a person brings me to meetings they become my friend first, and then while I am at a meeting, they become supporters, and supporters are much better than mentors.  I have also got supporters at home as well.

Anne Pridmore:  I am not sure how to respond to that except to say that as disabled people we are all individuals and if that works for you, that is fine, but I personally do not want my friends to be my Personal Assistants, to be involved in my work, I want to keep the two things separate, but that is just my choice.
David Parker

Hello everyone. I work for Mencap.  I do graphics and illustrations, and I do presentations.  I am going to take you through my life and about ‘In Control’ but first I am going to tell you about my life out of control.

I always felt my life was out of control.  The social workers, the teachers and tutors did not understand me because I was interested in Manga and animation and they thought I was very childish.  My family at home, my Mum always controlled my life, but my Nan has always been there for me and supported me.  I lived with my family for twenty years and my Nan wanted me to move on in my life.  When my Nan heard about a Supported Living Area she wanted me to move on, so I went to the Supported Living Area and took it up.  
So I lived in a Supported Living Area and it was run by support staff, all female, which I was not very happy about.  I did not really get on with the staff there or the people there.  I was very unhappy with the situation.

The staff told me off about personal issues, about my hygiene and they made me embarrassed.  I wanted a man-to-man staff member who could come and help me with my personal issues.  How would you feel if the opposite sex came in and said to you, you need a shower, or you need this?  How would you feel about that? 

I had a social worker come and assess me.  He said, “Oh, I know what’s best for you, David.  You need this, you need that, and so forth”, and I did not have the confidence to speak up for myself.  I was sitting there cowering as this person in a suit was telling me what was best for my life.

Then I heard about ‘In Control’.  It was very exciting, it was very new and I wanted to be part of this ‘In Control’ project, so I took it up.  So, I did a self assessment.  I got a circle of support together and there were questions that I could answer with help with spellings and stuff like that, because I am not a very good speller, so they helped me.  It was fantastic to fill the questions in about myself, and that felt really good.

I do not understand money.  There was a lot of money around me, and they said to me, “Here’s like a quota of money we’re going to give you for your support,” so my circle of support got together.  They said, “Ok, this is the money and this is where it’s going to go”.  So I was very happy with the circle of support helping me, showing me exactly where the money was going and showing me what sort of support I was going to get.

The money, where I lived in the Supported Living Area, was going in but I never really saw that sort of support.  The money was going in but I never really saw any of it, it was not for me and I was not very happy with that.  So, with my self assessment agreed, and my Individual Budget there, I devised a Support Plan showing exactly how I was going to use that Individual Budget, saying that person was going to help me in the morning with ironing, cooking and so forth.  It was really good to see that.  So my circle of support got together and it was all written and agreed, but I was still living in a Supported Living Area.  I was not entitled to have my Individual Budget because I lived in a Supported Living Area, and they said I had to move on and live on my own to have it.  

So life carried on.  I met a lovely girl in a library one day and we got to know each other really well, and we fell in love.  So, I went to China with her and met her family, and then we had a giant ceremony.  Meantime I wanted to move on and have my own independence.  I told my circle of support before I went to China that they needed to find me a place, so they tried to find me a place.  I was away in China for two weeks.  Meanwhile I came back and I got married, and my wife got pregnant but I still lived in a Supported Living Area and I broke my contract; it said in it that I could not be married, could not have a child, and could not be with my wife.  It was terrible.  How would you feel being a married man, with people coming up to you saying, “You can’t live with that person, you can’t get married, you can’t have a child.  You’re breaking your contract.  I’m afraid we have to kick you out?”  
So eventually, my plan stopped.  It got stuck in a tar-pit.  My life went forward but my plan did not.  It was all set in stone.  It was carved in stone and my circle of support broke up; no-one took a lead.  They just did not really care.  They said, “Oh, sorry Mr Parker, your plan is set in stone and now you want to change it.  We’re sorry, you can’t do that.”  And it felt horrible.  I wanted my plan to change, because my life changed.  So, eventually, I got a new circle of support and I got someone better to take a lead.  Then with my circle of support helping me to find someone to take a lead, I was introduced to Tony Phillips who was a broker.  A broker is someone who looks over your plan and helps you with it and shows you exactly where the money is going to go, and he knows the system really well and knows the support network and he knows all about that sort of stuff.

So, the future: my future now is that I have got a broker, who is going to help me with my plan, and now I have a new budget which I am very happy about and excited about.  Now I am going to write my plan out and show exactly what support I need.  The journey might be long, it might be hard, but at least no-one will take the lead any more, at least someone will be there side by side alongside me, walking along with me and helping me.  No longer will I be treated like some animal or some human hamster.  I will now be a normal human being and treated like a human being.  Thank you so much for listening to my presentation.  

Question: 

Do you now live with your wife?  

David Parker:  
Yes, I live with my wife in a house now.  It is not my own house, it is a Housing Association where I live.  We live on the bottom floor and now I have got a lovely baby.  Her name is Rose and she is about three weeks old now.  So I am a very proud father, and I am putting things into my plan saying what I need as a father, because now I have got to think about her and my wife and work it around those two important people in my life.  
Question: 

What do you do in the day time?
David Parker:  
I am very occupied in the day time.  I do what I can really.  I do the normal things that anyone else does really; change my daughter’s nappy and feed, and wind her when she needs burping and hold her, and I enjoy it. I speak to my wife, about what we are going to do in the day time, like shopping.  I live a normal life.  It took me a long time to get that normal life but I still have that title of ‘learning difficulty’.
Question: 

What job do you do in the day time?
David Parker:  
In my job I do graphics and record stuff.  I go to meetings sometimes and record stuff with my boss and we record it in an accessible way by using big text, we capture key points of the meeting.  Sometimes I do presentations like this one, or sometimes I do talks about my life, about the past, present, future, which is something we devised out of Listening to Us.

Question: 

What is the biggest barrier to you having your normal life now?
David Parker:
The biggest barrier for me is that the government still give me that title, ‘Learning Difficulty’.  They still say things like, “Oh, sorry, you’ve got learning difficulties”.  They try and shove themselves onto you and try to help you, and I am trying to say to the government, “Look, I’ve done so much in my life, I choose so much.  All I want to be is a general human being, I don’t want this barrier, like back in the days when there was that barrier between, let me see, a group of people.”  Now there is another barrier saying, “Oh, you’ve got a learning difficulty”.  So it is trying to break that barrier and say “Look, I can live a normal life, I’m a proud father, and I might have a hard time reading and writing but doesn’t everyone?”  Everyone has a hard time reading and writing.  So what is the difference between me and you?
Mr Brian Alldis 


Elite Disabled Athlete

Thank you for inviting me here to this conference.  I am a disabled athlete and have travelled all over the world taking part in wheelchair racing.  I train six times a week just in my chair, going out on the road and I just enjoy going out for a push.  If it is raining, snow, thunderstorms, it is a challenge for me but I am up for the challenge.  

I work for my local Council in Bury St Edmunds in the Bus Station; I am an Information Assistant handing out timetables.  They sponsor me, which is fantastic.  I also work to fund my sport, because although I am a GB athlete, I am not yet a podium athlete, I am not full-on funding, so I have to work for it, but if I did not work I would be bored and I would be training too much and I would not be at the standard I am at.  I absolutely love going to watch any sport, so when I got the chance to race at the World Championships in Osaka this year, I was over the moon.  I was on stand-by when a fellow athlete pulled out so I got to race in front of 25,000 people, which was just amazing.  The atmosphere was buzzing and it was the night of the 100 metre finals, and I was there to watch it, so I was over the moon, and I finished seventh which was the best I could have planned for.  
I did not expect to actually finish seventh, I expected to come last.  With positive thinking, that never works for me, but I actually did my race plan, which is the first.  I raced in Crystal Palace and I actually went to the front and completely blew my chances of any hope, but you learn from these good and bad bits but it is quite scary when you are going down a hill and you see a car or a bus coming out in front of you and you are thinking, “Is he going to accelerate or am I going to hit him?”  Ah well, it is all fun and games.

I am coached by Tanni Grey-Thompson now.  It all grew from the Disability Show Days and she is an amazing person.  Now she is just a friend as well, but I have travelled the world with her; I have actually travelled with her to France to watch the Rugby World Cup, so it was not with athletics for that one, and I was mistaken for her husband, which would be a bit odd, seeing that I am twenty-one and she is a lot older!  

I make my decisions about what is best for me with my racing career through discussions with my Performance Director, from UK Athletics, and with Tanni Grey-Thompson, and also my family are a great part, which helps me.  They also plan where I am going to race, how I am getting there, if I am going to get enough sleep on the flight.  
I have to think about all that in advance and when, out of racing season, I have my two or three weeks off, like I have had this year, I get to go out and just do what twenty-one year olds do, go out and have fun and party, which I enjoy but I really miss my racing chair when I am out of it.   So now I am back in my racing chair I feel like I am really in shape, but I know I am not because I have just come back, but I really enjoy it.  This year I have actually travelled loads.  I have competed in fifteen competitions and broken six personal bests, but that is in all distances. I compete from 100 metres up to marathons and the worst thing is that I am no good at 100 metres in my mind, but I am ranked eighth in the world in the 100 metres, whereas in the marathon I am ranked twenty-sixth. I have made finals and semi-finals in 1,500 metres and in world championships, so I am over the moon to be competing for Great Britain.  It is a pride to wear the actual GB flag on you, and hopefully I will qualify for Beijing next year.  

One competition I enjoyed most this year was going to America, to Cedar Town in Atlanta.  I have heard so many good stories, they actually give you your own host family, which sounds really weird.  It is a really Christian place and is a fantastic little town. There is this lake, where you have got to be careful or you will crash into it, which someone has done and why it is now called the Adams Lake. There is a boat in it ready for you to go in, so, I love it.  It was a really good race for me this year and it was the best race I have done in America because it was just the right temperature, but then it did not rain so that is a bonus because it is not the UK, so it does not rain normally.  I love going and the families really helped me, they helped me find my own food that I liked and they took us out for meals, so it saves you a lot of time with going around the places and finding things, and it also takes your mind off the racing, which helps a little bit really.

The bad points:  I am barely at home in the summer time so, when there is sun in the UK sometimes, I am not here for it.  It is normally that I am at home for a few weeks and then I have to go away again, so I tend to live out of a suitcase even if I am at home sometimes.  It feels more comfortable for most of the year.  When your glove comes off your hand, like when I was racing in the Great North Run, and when I was racing in America in the heat, and I had to push for 200 metres with no glove on my hand, but that did not work out right because I actually got a personal best in that race.  We could not work out how I still got a personal best, but in the Great North Run I had to actually physically stop, push down the hill, grab my glove, and then actually start again, so in that race I lost the chance of finishing fourth, but I actually finished sixth.  It is all a learning experience.  
I love just learning.  I learn something new every day about my racing chair and I learn something new from all the races.  It is just such a great atmosphere and it is amazing to come to these sorts of conferences and hear everyone else’s perspectives on things.  The reason why I had to push back for my glove in the Great North Run was because I had only done a mile, and it is a 13.1 mile race, so I actually needed to save my knuckles because that race is not the end of the world.  If it was maybe the Paralympic 1,500 metres I would have continued, because my aim is to win the gold medal, so bring on 2012, it is going to be a fantastic games, and I cannot actually wait.  Hopefully I will be picked for Beijing but 2012 is going to be the one for me.  I might be at the right age hopefully.
As an athlete who competes in the full range of distances from 100 metres to marathons, the one thing which really gets on my nerves is when I go to an airport and, if I am travelling with an able bodied person, they will actually approach my parents instead of me, when I am the person travelling.  That just really annoys me, and when I travel from a certain airport with a certain airline, they just really drive me mad, because they want my day chair, which are my legs, and I do not want them to have it, and then when I returned on the same return flight in the same month, my luggage was left in Tai Pei.  
Well, it was not just my luggage, it was for the whole wheelchair racing team of thirty athletes, so that included thirty racing wheelchairs, thirty spare carbon discs which are the most expensive wheels you can get for wheelchair racing.  It was not the cheapest flight but we had to sit in Heathrow Airport for four hours waiting for our luggage to come through, and all we got was a £5 voucher, so we were like, “Can we have some more food?”  We were not allowed to leave so I did not get to see my parents or my family for another four hours.  After a thirteen hour flight that was not good for me, and it just drove me mad, but I am lucky because I can walk a little bit, whereas the guys in the electric chairs were actually confined to their little hospital wheelchairs, as we call them, and risking getting a pressure sore, so it was risking another injury for them, not to be able to race.

So in the future, my aim is to qualify for London 2012, and hopefully win gold because it would be like the home of my racing.  It would be fantastic to actually win gold there, and then next on is the Paralympics in 2016.  No-one knows where they are yet, it is going to be somewhere exotic, maybe a little bit hotter than London. 
I would also like to promote disability sport, like Tanni Grey-Thompson has done, try and improve it even better, get more coverage on television, and also just to try and get more people aware that we are actually athletes and what we go through, because some able bodied athletes do think that we do not train as hard as them, whereas sometimes we are training harder than them, but they do not know it, so it would be interesting just to see how they react when they see us training together.  
I am part of the four-by-one relay squad.  When we have training sessions it is fantastic apart from when it is raining and miserable. When we raced in Tai Wan just before a typhoon hit, there was a fantastic tail wind for the last hundred metres.  But it was also a horrible head wind for the first hundred metres, so it made it quite interesting.  We actually finished third but there were only three teams, so unfortunately we did not get a medal, though I could not work out why.  We still came third.  But it is just fantastic to learn from the world record holders and meet all the athletes who are around.  It is just amazing.  
Question: 

How do you qualify for the Olympics?  What do you have to do to actually get into the Olympics yourself?

Brian Alldis:
I have to actually hit qualifying standards, which are only at selected meets, so next year I have got to qualify in Switzerland, which is the only chance I have got.  You have a year-long period to hit the UK Athletic Standard, which is a certain per cent away from world record.  This gives you a place, then it all goes into discussion on who goes where, so you have got to push your hardest and just go for it.  If you are a world record holder they will take you.  They are also working on the top eight in the world.  If you are just below the world record, you are on the border line, so hopefully I have got a chance because I qualified seventh, but it is really hard to tell what they are going to do because it is all discussed in one meeting, which lasts just one hour for thirty-seven athletes.  That is not really long enough but who knows what will happen.
Question:  

How much do the wheelchairs that you race in cost and how do you finance that?
Brian Alldis:  
My racing wheelchair cost me £3,000.  I am actually funded by Get Kids Going, which is a charity like Optua, and they get athletes going and stuff like that.  But that does not include a set of carbon fibre wheels, which cost £2,500, so the wheels I am pushing on are more expensive than the racing chair, and when you travel the insurance only covers you up to £250, so that is another slight problem when you worry about it, so hopefully bubble wrap works.  I have got plenty of it.  They are custom made so they fit me like a glove, but I am racing in Tanni Grey-Thompson’s chair at the moment, so it shows either that she is slightly bigger than me or I am slightly smaller but I am in her chair and it is amazing.

Question:  

How do you deal with the nerves prior to the race and how do you take on board fluids?
Brian Alldis:  With the nerves, I do not actually have any way of controlling them.  I am nervous before every race, even if it is my race, like Disability Sport Events.  In the World Championships in Osaka, with a 25,000 crowd cheering and we are watching the female start and then it is us, it is like, “Oh my God, what’s going to happen?” But as the gun goes, my nerves settle.  It is like auto-pilot on an aeroplane I think, you just press a button and I am off.

Afterwards is my hydration period and I have got to drink.  I think it is four litres in an hour, so it is a hell of a lot but it does not seem to come back to me at all, and it is just like to keep myself awake because I want to keep myself in the same sleeping pattern.  I love Red Bull.  Red Bull gives me wings I believe, but I have never seen wings growing.

Question:  

What could we learn from other cultures and other places where you have travelled with regard to actually respecting and facilitating people’s independence with regard to sport and other activities?
Brian Alldis:  
When I have travelled the world, I have been to Australia and they treat you with so much respect.  In the airports they are actually talking to me as a person, not as a disabled person, just as a person.  The way to learn is to try and get more awareness out there and just have people, not disabled and able bodied people. 

The accommodation we have stayed in has been superb.  There have been a few occasions where electric wheelchairs have had to be on the top floor in a hotel when there is no lift, so we have changed rooms, but it is interesting to see that other cultures do not have any problems.  I have travelled to Spain and this was completely different.  Here the roads were not fantastic but I had so much room on the roads.  There were these articulated lorries stopping other cars from coming while I was pushing along, so I had my own freeway, it was fantastic. It is just people’s awareness.  I think it will come gradually, it will just take some time to come, but it will.

Question: 

With this pushing along you do and marathons, what training do you do?
Brian Alldis:  
Well, I do a lot of gym work.  I am a member of a gym in Bury St Edmunds.  I do swimming, which relaxes me.  In the chair it varies.  I do endurance stuff twice a week, which will be separate, say one on the Monday, then one on the Sunday, so it slightly separates them.  I have one day off a week, which is a Thursday.  It is just the day which came into my mind when I first started racing.  In my chair I do intervals, which is like bike trainers, wheelchair racers and runners do, it is where you slow down then you speed up, so it is picking up the speed and your heart rate and then slowing it down so you get some recovery, but not slowing yourself down too much, or you get too much of a recovery.  You have got to be pushing yourself even harder all the time.  That is why I just love training.
Question:  

Do you fall out much?
Brian Alldis:  
Yes, I have.  I fell out in a 3,000 metre race in Blackpool.  It was my fault, I will admit that.  It is just the funniest moment I have ever had.  I hit my compensator which takes you round the bend, and I saw this front wheel going underneath me and I am leading the race after 200 metres.  After that they will not stop the race, and I flipped out the chair, my foot got run over by the leader and it was my last chance of actually being able to win and get the course record of that race, and I completely blew it.  
I did not check the nuts or bolts so I was disappointed, but yes, you fall out but you have got to get yourself back up and just get on with it and prove to yourself that, yes it might happen but most of the time it will not.
Nikki Young 

Services Equality Manager, Suffolk County Council
Thank you very much for inviting me to speak at this Conference amongst what is a truly august panel of fellow disabled people who are campaigners, athletes, and spokespersons.  
I thought I might work out how much you have been listening by measuring your performance.  I am going to do an exercise with you that we, within the Diversity Team within Suffolk County Council, have been undertaking with solicitors, lawyers, apprentices, officers, managers, and I have been delivering to social work practice teachers, and will be delivering to social work students later next month.  So, with a bit of luck they will start learning to listen to disabled people, but it is about luck there, I think, at the moment.

Nikki went on to tell delegates a story.  The story was carefully worded not to give key information about the characters within the story, but left those details up to the imagination of the delegates.  After the story had been told, Nikki asked the delegates questions about the characters and the story, which demonstrated that people do not really listen even, although they would say that they are listening.  Most delegates got the majority of answers wrong.
Although the exercise was quite amusing, it illustrated how people naturally believe their own pre-confirmed perceptions of a situation or another person as being correct.  If people want to really listen, they have to work hard at it.  On a day-to-day basis we do need to work harder at listening and we need to stop assuming we know things about people and that we know about disabled people.  We do not.  Listen to each story; listen to the voice of disabled people, because it is only the voice of disabled people that will tell you anything about our lives.  
Comment:  

I am a member of the deaf community, and I think it is very difficult for deaf people to listen to the spoken word, obviously because we are being relayed information through sign language, and because it does not follow the English grammatical structure, we do not know exactly what was said.  As a user of British Sign Language, then being translated into English, the grammar, the format and the presentation would be different.   So we would not glean the same precise information that hearing people do.

Nikki Young:  
I agree with your comments entirely, and I was concerned about that before I came along, and I took a risk, and I knew that it would leave out some of my colleagues from the deaf community.  I apologise for that.  I think the exercise is possibly designed for non-disabled people to make them think, rather than disabled people.
Feedback from the Workshops
Mr Pete Stone, Vice Chairman, Optua, chaired the feeding back of key points from each of the five workshops held in the afternoon.

Workshop 1:  The discussion point for Workshop 1 was “I Want To Work”.  We identified there were four main barriers to moving or getting into employment.  The first one is probably the most important: lack of self-esteem or confidence.  
The second barrier is the fear of losing money or benefits.  There is a big fear that if someone goes into work they may lose their benefits, the package they are currently on, so they may be worse off or may need to move.  

The third barrier is the lack of information.  There are actually a lot of services and a lot of possible support to get past many of these barriers.  However, it is not always easy to understand where they are or how to find out about them.  

And the fourth big barrier is employers’ perception.  Sometimes employers are quite limited in either their understanding or their views on how to employ someone with a disability.

Workshop 2: The discussion point for workshop 2 was “I Need The Skills”; how to use your choice, your independence and your Individual Budget to help gain new skills.   The first point that was raised was the development of lots of skills by being able to access training, but then finding that people were unable to progress further into work due to barriers, and those barriers could be that, for example, Housing Benefit and other benefits like that would then be reduced, so there was no incentive really to learn new skills and move on. 

The second point was communication support.  We had a number of deaf and hard of hearing people in our group and they were finding that there was not enough funding for sign language interpreters and that obviously is a huge barrier.

Point three was also again around the language barriers.  Many deaf people use English as a second language, so could there be another way of assessing people?  Also trying to balance the academic level of the subject that the student was taking with the level of the BSL interpreter, because often it has been found that there was a mismatch there and that could be a barrier and hold people back from learning to their capability.

And point four was an imbalance of the Disability Living Allowance needs and the costs of equipment needed to be able to work.
Workshop 3: The topic for this workshop was “What Will It Cost Me?”; the different benefits available to disabled people, and what they can be used for. Primarily the four key points were a robust brokerage advocacy system to ensure people get what they need, and to understand what is available to them.  

Point two was to check, control and review mechanisms to ensure everybody is getting what they should be getting.  However, if their needs and circumstances should change during the care package then that should be dealt with easily.  There should also be some balances and checks whilst this was all in place to ensure that they were getting what was appropriate.

We were concerned about the vulnerability of the individual.  Again there are concerns about appropriate checks being in place for so-called carers to ensure that they met the rigorous standards that were needed.  Again we were very keen to ensure that there are appropriate controls in place to ensure that the monies were managed correctly, and to hopefully to remove any irresponsibility from the system; there were a couple of examples given where monies have been given and spent inappropriately.

The final point is concern about people’s expectations.  Several examples were given where people are currently in supported living, so quite often their Disability Living Allowance is nothing more than pocket money and they are having probably quite a good time on that.  However, when they are living as individuals in the community, there might be demands made on those monies, so they might actually end up being far worse off and not able to undertake what they had previously done.  It is also important to ensure that people are able to fully understand what they are buying and to be supported in understanding what buying care or services means.
Workshop 4:  This workshop discussed “What Gets In My Way?”; considering the barriers to independence and how disabled people have overcome them. 

The first point, and it was interesting that both groups came via different routes to get there with exactly the same things, was that awareness, information and advice needs to be widespread and accessible to everyone.

The second point was the need for full choice and control by individuals, but on the flip side of the coin was the recognition that for some people there would be the great fear and worry of how they were going to handle that choice and that money.

The third point identified was the need for skilled, trained brokers and advocates, and the question was posed here, who was going to fund these people?  Was it the individual or was it coming from elsewhere?

The fourth point was the need for involvement at all stages for the user.  And the fifth point was the flexibility to meet individuals’ changing and ongoing needs, and not to fall into the trap of setting something in stone and it never being moved.

Workshop 5:  The discussion point for this workshop was “I Would If I Could”; considering what is possible to achieve as a result of having the choice and control associated with an Individual Budget.  

The positive points were: better inclusion, positive attitude and perseverance, and the negative points that get in the way are: attitude and perception, and poor access to buildings and information.

Pete Stone:  
Thank you very much especially to all those who have reported back.  Of the approximately twenty points that were raised, is there anybody here who wants any other points recorded that have not been given in feedback from the groups, or other subjects that they wish to share?
Comment:  

I went round to several of the workshops and I noticed that one issue that seemed to be coming out all the way round was the need for accessible information.  People need information and it is something that is not always easily available.  

Comment:  

One thing that came out quite strongly from the two groups I was in was also the benefits trap of money.  This seemed to be something that was holding a lot of people back.

Concluding Remarks

Colin Poole:
The question we posed for this conference was, “Is Anyone Really Listening?”  This morning we heard from Sue Bott and Anne Pridmore that the government is listening, but it is hard work on the part of the disabled people who represent us, such as Sue and Anne, to make sure the government really understands and keeps listening.
We heard that the very influential document, ‘The Life Chances of Disabled People,’ was written in no small part by a disabled person, Dr Jenny Morris, who lives in Suffolk.  So are people listening to us?  Well, perhaps that Suffolk voice is getting to the right place.

We have heard from David Parker that having control is an all-or-nothing thing.  We still live in a world where getting married and having a baby is grounds for eviction if you are disabled.
Nikki’s fairytale reminded us that we have all grown up to be pre-conditioned to think inside the box.  All princesses are beautiful, all ugly witches are evil.  But, disabled people are not all incapable.  Look at the ability, not the disability.  This means thinking outside the box.  That is not going to be an easy for everyone, the disabled person themselves or the people who are handing over that power.

Disabled people need access to accurate information in order to exercise choice.  Disabled people need someone on their side in order to exercise choice, and whether you call that peer support, mentoring, advocacy, support, or friendship; disabled people need to know how to find that support.  A Centre for Independent Living being the place that needs to exist in Suffolk to facilitate that happening.

Brian Alldis is an example of someone who has been able to demonstrate exceptional ability, because the opportunity was there, and he took it.  How many other disabled people could achieve their own personal goal if they could be listened to as well?
The principle of Individual Budgets and choice hinges on there being enough money to enable choice to be exercised in the first place.

Is anyone really listening?  There is a project in the county council called the ‘People In Control’ Project.  It is introducing Individual Budgets and choice and the whole principle of ‘In Control’ into the workings.  We invited them along as our guests and unfortunately no-one has come to listen, but before we all get on our high horse, on 21st September, the ‘People In Control’ Project invited the voluntary sector to a meeting to hear about what was going on.  Only two care provider organisations went.  They cannot listen unless somebody speaks up, and if we rely on the national voices, we will not have the influence that we necessarily want here, so it is a two-way process.

So, is anyone listening?  It depends on whether anyone is speaking.  

Thank you to all those delegates who fed back the outcomes from workshops, all the workshop facilitators for this afternoon’s work, and all the scribes who have taken all the notes.  All of that work will be collected up and turned into a report, which will be sent to the ‘People In Control’ Project and people in the higher echelons of authorities, and you will all get a copy yourselves.  Thank you to all the speakers from this morning session.  
Thank you to the members of the committee who have put this conference together, and all the staff of Optua who have worked hard to ensure that it runs smoothly.  I think you have done a great job.  It has been a really fascinating conference that has made people really stop and think.  
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