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Foreword

This Report represents the response of a wide range of disabled people and other social care service users to the Government's Green Paper on Adult Social Care. The Green Paper offers a 10-15 years vision for social care.  As such, service user take it very seriously and have been keen to contribute to this discussion. They have a unique and crucial perspective to offer, since ultimately social care policy and services are meant to serve them. 

The Report has been compiled by Shaping Our Lives and The National Centre for Independent Living, two leading organizations controlled by people who use social care services, with the support of the Social Care Institute for Excellence. We have drawn in the views of a large and diverse range of service users, from many different places, in a wide range of circumstances, using many kinds of services.

 

Overall, we welcome the values and principles contained in the Green Paper, 'Well-Being, Choice and Independence'.  We particularly welcome the recognition that social care has a key role to play in enabling disabled people's full equality and citizenship.  We welcome the opening of the debate over risk and vulnerability, and hope that the duty to promote independence will come to carry equal if not more weight than the duty to protect 'vulnerable people' and allow people to live their live and take risks as much as everyone else.

Service users raise many questions about how the positive principles contained in the Green Paper can be made practical policy. They feel that more funding will be needed to make this possible. They highlight the need for a properly resourced network of local and national user controlled organizations to help people get the support they need. They want to see eligibility criteria widened so more people can get the support they need and move away from charging. They value the idea of moving to more proactive or preventive services which stop things going wrong and getting worse. They value the chance for people to be in control of their own support, so long as this is made accessible for all. They emphasise the need for a properly valued and resourced workforce, which benefits from more training by service users. They highlight the need for a benefits system that supports people to gain skills and confidence and develop their contribution, whether that will be through paid work, public involvement or in other ways. And people with learning difficulties again demand that something is done about the bullying they still experience in the service system.

 

We hope that what service users say in this Report will be listened to by government and policy makers. We hope that it will result in a recognition that disabled people and other service users have a right to participate in their communities and in family life as equal members and be able, with support, to play their part in society as brothers, sisters, parents partners and relatives on an equal basis without the additional and sometimes destructive burden of reliance on family support.

 

The right to live in the home of one's choice is a basic human right and it is now time that all our citizens had that right, including disabled people and other social care service users.

 

This consultation exercise over the Green Paper has provided valuable opportunities to hear what service users have to say. Now there are real chances to act on it, in implementing a new vision for adult social care for the future.

Peter Beresford and Nick Danagher
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Summary

This Report by Shaping Our Lives brings together service users’ views on the government’s Green Paper on adult social care, Independence, Well-being and Choice.

The consultation was developed, undertaken and written by service users and is based solely on what service users say. A diverse range of service users took part in this project from different geographical areas of the country, including Cornwall, Wiltshire, Shropshire, Norfolk, Sheffield, Cumbria, Manchester, Yorkshire, Northumberland,  and London.  We specifically included people from black and ethnic minority communities, people using palliative care services and people with learning difficulties. We also included older people, people with experience of using/surviving mental health services and people with physical and/or sensory impairments. We undertook five regional consultation days and invited individual service users from our own network to participate. The consultation was carried out using a semi-structured schedule, drafted by service users. A total of 61 service users contributed to this consultation.

The Report is organised in three parts: the first setting out how the consultation was undertaken, the second containing the views of service users generally and the third reporting the views of a specific group of people with learning difficulties to ensure that their contribution has equal visibility.

The Report is based solely on what service users told us. 

Key issues for service users’ responding to the Green Paper on adult social care: Independence, Well-being and Choice
Service users identify many strengths in the Government’s vision for adult social care as proposed in the Green Paper. Very few negative comments are made about the proposals contained in it. This is, however in some contrast with service users’ concerns over how the proposals within the Green Paper are to be implemented.  Service users say that for the successful delivery of the proposals the Government needs to ensure:

· change is properly financed. More money will be needed to meet growing future needs and to provide the support to enable people to live more independently;

· better funding and resourcing of social care and social care workers, to ensure good quality and reliable support;

· a commitment to a human rights based approach. This needs to include the following:

· risk is negotiated, with service users so that they are able to take positive risks like anyone else, with the support they need to do that and have services which do not put them at negative risk;

· services framed in terms of support rather than care

· choice and real alternatives available for all service users to secure their shared rights and different needs

· less charging for service users for the support they need and the widening of eligibility criteria;

· bullying of service users within the service system is fully acknowledged and addressed;

· reliably resource local, regional and national service user organisations to provide:

· support to service users in accessing appropriate services including direct payments and personalised budgets

· diverse participation in the training, evaluation and assessment of social care workers

· independent advocacy  to enable service users to make informed choices

Introduction

It’s all good intentions… but we know what the road to hell was paved with…

We have seen it all before, new language, new management structures, new everything. But the things that remain the same are the service users and the services we get, which quite frankly are not good. 

(Service users who took part in this consultation)

This Report is divided into three sections: the first section briefly outlines the background to the consultation and explains how we carried it out; the second sections reports, in their own words, what service users say and the third section is from a group of people with learning difficulties and their response to the Green paper. People with learning difficulties are all too often marginalized and excluded from participation. We feel it is very important that their voices are heard and given equal value to other service users. Because of this we have reported what people with learning difficulties say in a separate section in an attempt to ensure that their voices are heard. 

1. Background
In the autumn of 2004 Shaping Our Lives was commissioned to produce a report on service users’ views on adult social care.  This formed part of a wider consultation for developing a New Vision for Adult Social care initiated by the Department of Health. The report: Start from Our Experience: service users vision for adult social care, is in the process of being published, jointly with the Social Care Institute for Excellence and helped inform the government’s drafting of the Green Paper on adult social care: Independence, Well-being and Choice.

The adult social care Green Paper proposes big changes in the way social care services are organised and delivered. The Government says that Independence, Well-being and Choice will shape services over the next 10 to 15 years. So it is seen as being very important that as many people as possible were given the opportunity to say what they think about the proposals, which will affect their lives. 

Shaping Our Lives was commissioned to produce a second Report in which we provide evidence of what service users think of the Green Paper Independence, Well-being and Choice. Shaping Our Lives is an independent user controlled organisation. We are made up of a wide range of health and social care service users. We were asked by the Department of Health to organise consultations with a wide range of social care service users so that they can say what they think of the Green Paper which the government has produced on the future of social care. Our aim is to ensure that the voice of service users is effectively included in the development of future government policy.

It is important to acknowledge that service users have direct experience, often on a daily basis and over many years, of social care. This personal knowledge gained through experience of the strengths and weaknesses of care provision provides an insight and a perspective that historically has been ignored. During the past 50 years this knowledge has steadily grown and developed, borrowing from other civil rights struggles and emancipatory movements, to become much more of a united and forceful voice. The service user movement, which includes people with physical and/or sensory impairments, mental health user/survivors, people with leaning difficulties, older people, people living with life threatening conditions and many more, have been developing ideas and practices for better care provision that works more effectively and economically for both service users and service providers. As Shaping Our Lives reported in previous consultations the new directions that social care has taken during the last decade can all be traced back to the service user and disability movements. Included in this is the idea of independent living, direct payments, social models of disability and distress, user controlled services, peer and self advocacy, user controlled services and so on. These developments have already had a fundamental impact on some peoples lives and are recognised as positive and important developments in social care work more generally. This is why it is so important and valuable to ensure that service users perspectives are at the heart of any future developments. In the words of the service user movement: 

Nothing about us without us.

The people we talked to

Shaping Our Lives organised a series of discussion groups in different parts of the country to find out what service users thought about the Green Paper. While we are paid by the Department of Health to do this work, we as service users have worked out what questions to ask and we wrote this report based entirely on what service users say. We hope this will be a real chance for service users to express their views so that these can be properly heard, listened to and we hope acted on. 

This report is based on the views of a very diverse range of social care service users gathered from many different parts of the country. More than a quarter of participants in this project were black or from minority ethnic communities. The study was entirely undertaken by service users and their organisations
, drawing on considerable networks and experience at local and national levels in undertaking user led research, evaluation and consultation. There was a remarkable degree of consistency and agreement in what different service users and service users from different parts of the country say. 

This consultation was designed and carried out by people who have experience of using long term health and social care services. A semi structured interview schedule, written by service users was used. Service users took part in five regional consultation events during late June and early July 2005. Fifty two service users took part in five regional consultations and a further nine people participated in this project via E mail and snail mail, thus bringing the total number of service users who contributed to this report to sixty-one.  Thirty six woman contributed and twenty-five men, 17 people identified as belonging to the black and ethnic minority community and the ages ranged from twenty to four people identifying themselves as being ‘above sixty-five’. Participants had experience of using different services including day, residential, respite, palliative care and experience of social workers, community psychiatric nurses, key workers and support staff. Participants had wide ranging experience of disabling barriers and included people with physical and/or sensory impairments,  mental health service users/survivors, people with life limiting conditions and people with learning difficulties. Four of the regional groups had between eight and fourteen people in them and the fifth group had five service users participating. This was a smaller group of people with learning difficulties and it was decided to limit the number of participants in order to adequately meet access needs.

Two regional consultations took place in London, one in Manchester, one in Sheffield and one in Surrey. Individual responses came from Cornwall, Northumberland, Norfolk, Wiltshire, Liverpool, London, Shropshire and Yorkshire. 

2. Report Findings

This section is divided into two sections. The first section looks at service users ideas, thoughts and perceptions, based on their lived experience, about the feasibility of the proposals laid out for adult social care in the Green Paper. The second explores service user’s ideas around implementing the proposals and looks at what service users think will be needed to ensure their successful delivery. 

The Green Paper on Adult Social Care: Independence, Well-being and Choice – 

1. Will it make a difference?

Fine words

The majority of service users said that they thought the Green Paper on adult social care was very positive:

I think the government finally has a good long term strategy. I think the use of direct payments gives a good framework and with some clarification that will be good for user involvement.

It is very good and this summary is quite plain speaking. I am glad they are consulting with service users. I trust Shaping Our Lives.

The vision is excellent, the aims are good, generous and user friendly.

However, most people went on to express varying degrees of doubt and uncertainty about how the ideas in the Green Paper would actually be put into practice:

Vision seems a very good title. It’s got some good ideas, it seems very generous. Perhaps I was just born cynical but it seems to be just fine words. I will be very interested to see if they put it into practice and make it a reality’

It sounds good but my cynicism and my personal experience of the difficulties we have, as service users, makes me doubt. It talks about increasing flexibility but my experience is that there is no flexibility - the system has to work the way it has to.

It sounds great but it’s like a dream. You end up going to all the meetings and five years later everything’s the same.

My first response is suspicion; is it cost cutting? I am not sure the government is keen to improve people’s lives.

They probably have already decided what will be in the white paper

Funding

The fact that the Green Paper does not say that additional funds are going to be made available worries many service users:

I think it’s a mechanism to cut down on money. You’re giving service users a choice about where they spend their money but will you be giving them more money?

The number of disabled and elderly rises every year. If funding stays the same and numbers grow it will mean less money and support for the population that needs it. But what’s new.

There is going to be more and more people wanting services for a variety of reasons. And there is just not going to be the money to provide them.

The Green Paper calls for fundamental shifts whilst maintaining existing provision. This means money will be needed to set up the initiatives and staff to develop it whilst maintaining existing resources. Resources are needed to develop care pathways.

The government claims that it wants ‘to put service users in the driving seat’. This is a fundamental change. If they are serious and want services to be led by what service users want, rather than by what service providers want then many many things will need to change. You can’t just decide to change people’s minds. How are they going to re educate service providers if there is no money? I seriously feel that unless they decide to properly fund changes then the whole exercise is a waste of time. 

It just isn’t enough money and demand is going to increase

Change of this magnitude cannot be achieved with the same funding required to maintain an existing system. In addition to this the destruction of Social Services and the removal of Children’s services from the budget is bound to have an impact and I believe that close inspection of Social Services Adult Services budget will reveal a great lack of funding compared to children etc.

It should go up for this Green Paper to work; more will have to be done and more money will be needed. More workers will be needed; more people should be helped.”

Some funding may be cut as services are removed, but the transition is likely to be a costly exercise.”

To bring this in will cost a lot of money. There is a genuine shortage of people who work in health and social care and they are underpaid. I would like to pay my Personal Assistants (PAs) more; I am constrained by the amount of direct payments. It needs proper money to make it work; it will also need training and incentives.

I think these proposals depend on forthcoming changes in incapacity benefit and the mental health Act reform. They may have to ‘rob Peter to pay Paul’.”

Every year taxes go up. The cost of living goes up. Wages need to go up. I see how much work is needed to be a PA.

Better services

When people were asked if they thought that the government’s recommendations in the Green Paper Independence well-being and choice would improve social care for service users not one person who took part in this consultation felt able to say that they thought it would. This is the most positive comment:

It could improve things for some service users and make them worse for others. […] Some people who get help now may find they don’t in the future.

Others said that 

…in principle it might look as if things would get better, but that in practice it was bound to be a very different story, particularly as there is not going to be extra money available.

Or as this person put it:

If they did it in practice and not just on paper things might improve.

Service users expressed views that were clearly borne from experience. We repeatedly heard similar comments:

It will mean a profound change if it is managed properly. – but how is it going to happen. We have to make sure it works this time.

I feel very negative about social services. Everything and all the dealings I have had with them in the last couple of years has been a complete shambles.

This paper is weak on costs and on implementation. It seems like ‘sound bite’ statements rather than a planned direction for affordable policy development

Charging
The Green Paper makes no mention of charging for services. Yet this was obviously an area of concern for most service users. Whilst a small minority of respondents felt that some form of charging could be justified

Charging could be linked to means.

At my bank they were amazed that I had to contribute to my care costs. There needs to be a system where you are assessed on your needs. I don’t think the charge should be abolished. Charging at a reduced level would mean that more people would be happy to use services.”

If the service is supplementary then charging is OK. If it is a basic service charging is wrong.

Others were less sure:

I think charging is wrong. It is OK for people on big salaries, but other people are really struggling with it.

I think the Green Paper does not say anything about charging because the Government has not done the sums. They might have to use increased charging to balance the books.

If the government does not mention charging, it is because they don’t want us to know what they have planned for us or how and when the best time and way of introducing it. I expect it will be in the “White Paper”.

However most people who contributed to this Report felt that the concept of charging people who need basic care was wrong:

We pay taxes and a lot of it is spent on invading other countries. I do not think we should be charged for social care services. It is especially bad for older people.

People who need and use social care should not be penalised further by being charged. If we claim to be a civilized society we should not charge people for needing help.

I do not agree that charging is a good way forward. It means that more and more people will find it harder and harder to have their basic human rights met.

I think this is about human rights, I don’t believe it can be charged for.

‘It’s discrimination. People without impairments can do these without having to pay anything, where people with impairments are penalised because they need assistance.’

‘Why should people be penalised because they need some help with their lives?’

I think it is a real problem. It stops people getting the support they need. It is disablist

It would run contrary to the spirit of the Green Paper if local authorities were to retain control of funding in this way.  The decision making process is taken away from the service user yet again if charges are imposed  Theoretically at least no supermarket tells its customers what to buy and yet nobody starves! 

It is clearly evident from what service users say that many people have serious concerns about the implementation of the governments Green Paper on adult social care. 

2. How it could make a difference

Who knows better when you need help, you or them?

In the previous section we reported service users’ views and perceptions over how the changes to adult social care, as outlined in the Green Paper, would be implemented. The concerns and uncertainties that service users identify offer important indicators for those responsible for delivering the changes.

In this next section we look at what service users say are needed if the outlined proposals are to be successfully implemented.

Support for user controlled organisations

Everyone agreed that service user controlled national, regional and local organisations needed support so that they, in turn could support individual service users.
It is vitally important that the government support user controlled organisations. It is the most important thing I can think of

Yes, it will make things better.

It is very important. How else will the government get to hear what we have to say?

It gives us a user voice.

These organisations help us to speak out on the subjects that Governments are really afraid of .They give support and advice in friendly surroundings. It allows all people to be treated equally and help each other. 

Local user controlled organisations are the organisations that really understand the issues, the power imbalances, the fears and concerns of other local users. They need to be stronger and one way of achieving this is to make sure they are financially secure.

In my mind this is the only way forward. As with any oppressed group we have learnt over and over again the only way to become empowered and to be equal is when we are making the decisions that affect us. We do not need others to take control of our lives.

I have very grave concerns about the management of national charities who claim user involvement.  Where user groups are said to be “Run as a Business”, they are very vulnerable to exploitation by career charity managers.  i.e. managers who have good business and commercial experience but no knowledge of the needs of their users. So it has to be run by service users and not for service users.  

The people we talked to were very clear that supporting service user organisations, to enable them to build capacity, would be cost effective in the long term. People were clear that properly resourced user controlled organisations that promote independence were cost effective because they encouraged wider participation.

It is only through [local organisation] that I have found out things. Things that all disabled people should know about. What you are entitled to and how to get it. And how to be on panels and advise giving to your local community. If they don’t speak with us how will they know what we need?

If they increase the amount of money spent on helping people to be independent they would end up saving money because they would not need so many of the more expensive interventions. And the best people to help are people who are further down the road that you are, who have gone through it themselves.

If you haven't got the funding in the first place the other won't improve. 

We need to articulate why we [service user controlled organisations] need more funding.

More money is needed but training and education are also important. 

Local user controlled organisations know what is going on in their community. They can tell Government what needs to be done.
It is important to have user controlled organisations. They will know the service users better. For local authorities or Government a little knowledge is a dangerous thing. They cannot give support and then pull it away when the groups become influential.
The user/carer knows what would improve the lives of other user/carers. Local organisation would know about flexibility, they take into account the area, accessibility, gender, race and ethnicity

All the service users who took part in this consultation were agreed with each other that service user controlled support was the only way forward. However, some service users also stressed the need for independent organisations:

If Government support means interference, then no.

It depends who controls the agenda; it should be no strings attached support.
User controlled organisations need support to be able to function properly.  Government support should have no strings attached so that user-led organisations can challenge authority when this is required.

Direct payments

Everyone recognised that direct payments were a good thing for some service users.  To improve the uptake of direct benefits service users highlighted the problem that faced many disabled people and bars some service users from receiving them.
There needs to be more accessible information about direct payments made available to potential claimants. It is an enormous step for some people who have never been allowed to make any decisions for themselves, not even about what time and when they go to bed, go to the toilet…so it has to be that other service user organizations have the capacity to support, to educate, to help in whatever way is needed and to encourage other people to take this up. If it is not offered by other service users but by charities and service providers then all the work we did to get direct payments is undermined and nothing has changed.

Speaking as a former manager of a Direct Payments Team I feel that the clarification of guidelines is certainly needed particularly where one off payments for equipment is concerned.   I also feel that the complex system involved in running Direct Payments dissuades the vast majority of potential service users.   I believe that the Green Paper suggests advisors to get around this problem but there is a question about who manages or controls these advisors. If not social services or some commercial agent then whom?  I guess that somebody like the continental ‘ Fixer ‘ is required although they would have to be rigidly controlled by legislation to avoid the  problems always associated by the financial  sector.   

There should be less paper work and more trust.

[The Green Paper] may mean more people get direct payment. But only as long as the mechanism to gain the support needed is easy to access. People needing support are unwell and vulnerable. This is often a time when their own resources to sort out things are severely compromised.

At the moment the process to get direct payments is a nightmare.

Professionals don’t know enough about them [direct payments] and it seems to differ from area to area.

‘Direct payments work really well but they need to be much more widespread.’

‘It’s sometimes very difficult getting personal assistants. The supply of people interested in being personal assistants is small and erratic that it can be very difficult getting people.’ 

For some people [the Green Paper proposals] may increase the number of people able to access direct benefits, for others it may be complicated.
It was clearly recognised that direct payments would not suit all service users. One group were concerned about:

What would happen if the money ran out before the end of the financial year? What did people do for services then?   

Again, we need to see the price tags with the proposals.

I never had direct payments. I know some people can cope with it, some cannot. It should not affect benefit income. Direct payment should reflect people’s actual needs.

I couldn’t deal with that [direct payments]

No nor could I
And another group discussed the role of support agencies for direct payments:

I think the Government will push local authorities to get people on direct payments.  Many older people do not want it. I like direct payments. Direct payment support agencies need to be independent. Direct payments need to be sufficient so that care workers can be properly paid. It should go along with more training for new care workers.

Many people say similar things:

If the people who help you organise your direct payments are the same people who were providing your care before then there is not any change really.

It can be difficult. If you need someone to sort it all out and that someone wants to be your carer then you have to have them really, otherwise they might not help you. What is needed is independent advisors helping you to get it sorted. I think it works best when it is a user themselves because they know all the pitfalls and things that are difficult and how they got round them

Social services tend to want to use agencies as the work is then done for them. A few charitable organisations now want to access direct payments to fund their services. They should go to service user controlled organisations to get help not charities who work for themselves.

Whilst everyone thought direct payments was a good scheme, it did not work for everyone and the service users who participated in this consultation said:

The provision is already there but that is what needs improving before looking at new ideas.

I doubt government intentions regarding widening the range of people who qualify for direct payments.

They need to be putting in the money for social care and for the support which crucially comes from local user controlled organisations

Support from Family and Friends

The Green Paper highlights the value of people being ‘cared for’ by family and friends. When we asked people what they thought about this we were told:
I think most people probably prefer to be ‘cared for’ by family and friends. But authorities have always seen this as a cheap option.  There should be adequate remuneration for carers and opportunity readily available for respite.

Long may this continue. There is nothing better than having family and friends around. It is time the family and friends were valued by this government and not used on the cheap so that they and others can have these large immoral pay increases. This should be encouraged where possible but with payment at a reasonable level with support when needed.

There has to be choice for both groups and this comes from providing adequate and good quality support services

I think that in principle family and friends should be your family and friends and your P.A. your P.A. or carer. The two should not be viewed as the same thing. However I am aware that for many people the two are the same and that is the way they want it. But perhaps if the quality of the care were such that it was very good people might be more ready to distinguish between family and carers.

This is a very difficult question as it must be down to personal choice and people are likely to be exploited.  The systems have to be based on the cultures in witch they are operating.  I believe that some financial recognition of carers has to be made but I don’t believe that this should be at a level where profit replaces care as the bottom line 

Support from family members and friends is clearly an important and valuable matter to all participants. Some are cynical given the history of support for informal carers in this country:

They are the ones who know you, the ones you see every day. They can check on you if they haven’t seen you. They know your needs. You are pleased to see them. You know they are not doing it just for the money.

This applies a bit to me. I was having to work when my partner was threatening to take their own life. If you need the money what can you do? Family members must be paid if they are to help. It is very hard for families at the moment.

I think it is important for people to be able to choose their carers. At the moment, carers’ allowance is very inflexible. It must be more flexible and the money should go to the user first, not the carer.

I think it’s a get out for the Government. Lots of people have jobs and they try to be carers. Without good employers they could not do this.

Families should be the main care providers. Families are the basis for everything for me. It is important to highlight the problem of people who are abandoned by families.

I had a very good friend who acted as my carer - I relied on her very heavily, so much so that her health suffered. So I think it’s a dangerous area to say that families and friends can support people.

People on sections of the (Mental Health Act) have been refused direct payments, but Section 117 patients need to have them in some cases. There needs to be clarity.

Fine however careers and friends need to be valued, trained and supported. They should be clear that the support is a shared responsibility not their problem to manage until they break down! People living longer means that people with their own health issues in their 60’s could be trying to manage supporting grandchildren and elderly parents in their 80’s. True partnership costs often not vast amounts but crucial bits which make the difference between caring and break down.

I do think it is a good idea, but I don’t see how it can be done without the money.   Twelve months ago I became the mother of a disabled son, he was 17, he is now 18 and classed as an adult but when we were asking for support now because he is paralysed and in a wheelchair we were told there is no support for us at all.  We had nothing, and neither has he.   He has been sent home and the fact is that he tried to commit suicide so we do need some support in having him back and the social worker at the hospital said, no there isn’t anything so to me any improvement is a good thing.   For us to have support will need money and that person will need paying.

Yes if that is possible that is the best case scenario but if not people should have other options and be supplied with all the equipment that makes life easier.

One group of service users discussed how difficult it can be if you employ a family member as your ‘carer’:

If you employ a family member who are you going to complain to about a family member?

And what would you do if you did not think your care worker was treating you right? You can’t sack your worker if it is your family.

Some people don’t get on with their families.

The people we spoke to generally felt that it was positive that the Green Paper highlights the value of people being ‘cared for’ by family and friends. But people were also very clear that this is not viewed as a ‘cheap option’ for social services. It was equally clear that if service users did rely on family and friends for their service provision then there should be available good support, including respite services for the family and friends. However it was equally clear that not all service users wanted or could rely on family and friends to provide the support they needed. People felt that it should always be a matter of informed and supported choice.

Residential Care

Service users are concerned that although the Green Paper talks about service users having the right to refuse residential care, there are no safeguards to ensure that this right is guaranteed

There should be an absolute right to refuse residential care.  Though it may be difficult to prevent – or even identify – family and other pressures.

Request, this can be turned down by the authorities when ever they think fit. Why not the right not to live in residential care, once again this shows we are not equal.

That isn’t real choice. People will be overruled

Many people thought financial factors influenced the type of service people received:

These decisions are currently resource based so we have to get away from that.   I firmly believe that provision for another and higher level of care in the home should be implemented.  I would want the normal practice to be for people to be cared for in their own home, which in my experience is what the vast majority of people want.  Admission to Residential Homes should be discouraged in every way and I would suggest that unless a service user requested admission to a home or the care package was over a thousand pounds a week Residential Care should not even be considered. 

No, because institutional care could be a way to cut costs.

No, it is just about cutting costs. People should have an absolute right not to live in an institution.

Should have the right but there must be viable alternative provision. This is a massive cost implication. It costs £300 for residential care a week. Risks and costs must be managed. At present people who refuse to go into a home are too often left at high risk in that alternative packages of care do not meet that user’s need. This places huge risk on families and communities.

It is a step in the right direction albeit a rather naive one.  There is certain scope to grow but no encouragement to grow within the arrangements.   Care Is still seen as a static arrangement rather than a horticultural environment to encourage growth.   Employment of all types and benefits need to be turned around to be seen in a positive light rather than something to be avoided and frightened of. 

I don’t how a polite refusal will provide any form safety net. I think social services would find it all too easy to say we do not have the funding to support somebody in the community. There would have to be some form of appeal. Without an appeal system I would be very, very nervous of this.

Other people pointed out that other pressures were also key to the type of service a person receives:

It is all very well saying that you have a right not to be placed in a residential home. But how is it going to work in practise. Particularly for elderly people who might see themselves as a burden. Who might even be told that they are a burden. If the family wants them to go into a home who is going to speak up for the rights of the service user. 

It is never a simple thing. It is not just about having the right to choose what kind of care you want. It is also about having the support so that you can make a proper informed decision without pressure from family and society. 

It should be people’s choice and people should have the chance to change their minds too.

Advocacy should be available to support people make these decisions and carry them out.

A request is not enough to prevent someone from going into institutions and I think legislation is needed to back the request up. 

There should be choice and human rights.

I don’t think people should be forced into institutions, the local authorities should facilitate people to be cared for in their own homes, if they so wish.

The Green Paper talks about choice and that’s what we should have.

The people we talked to recognise that the type of service a person receives should be a matter of informed choice. It is not enough for there to be a guideline which states a person should have choice. The service users we spoke to identify many factors which impact on decisions being made over a person’s life. Family, friends and financial pressures all pay a role as do the lack of suitable alternatives. What people acknowledge as being best practise is that service users have an independent advocate who can enable the service user to make a truly informed choice. For many people this role should be performed by user controlled organisations.

Quality of Care Workers

For some people we talked to the standard of care they received was viewed very negatively:

You hear too many horror stories about people that work in social care.

There are people working in care that shouldn’t be there

You’ve got these companies that are employing staff and they have not had the right training and haven’t got the correct qualifications.

Sometimes the selection criteria only proves you can write well

In a previous Report carried out by Shaping Our Lives “Start from our Experience: Service users’ vision for adult social care”, many concerns were reported about the quality of social care workers, particularly agency staff. When we asked in this consultation what was needed, if anything, in the Green Paper to improve the situation we heard many suggestions. Continued training, evaluation and assessment of the social care workforce was high on peoples agendas: 

The workers need to be assessed and evaluated on an ongoing basis. Because I don’t think people get these jobs with the idea of bullying and not working well, but I think they are made to act in these ways by a whole set of pressures that we as the end user are not aware of but experience the result of all the time. By monitoring and assessing we could see what other service users think of them but also they might get the support they need to be better, not just more efficient but  better to the service user.

I think there needs to be a national registration and accreditation scheme. It should be run and monitored by service users. There needs to be user led training and more money made available.

I think that social care workers and social workers should have a code of conduct that they have to adhere to ensure quality. Employers, whether service users or the local authorities should be aware of this code of conduct and there should be an easy procedure for complaints, which should be confidential. They should be vetted like people who look after children and they should not investigate themselves. The training and qualifying of social care workers should be supportive of the worker and there should be some way to weed out the wrong types. 

Care agencies need to advertise for staff more carefully. Lots of care workers just go for the money; they should be good carers; there should be a probationary period; they should be assessed. Advocates should be available to assess users’ views of the care workers.

Do away with commercial agencies, where profit is the bottom line instead of care, replace this with local authority Home Help service where adequate training and carer security can be found and the bottom line for its managers is care not profit.

There should be greater monitoring. Some service users go through their care workers ‘like a dose of salts

The participants argued that training of social care workers needs to be done by service users:

More real training from experienced Users for all care workers and agency workers on how to treat their clients with respect and understanding.

The involvement of service-users in the training and qualifying of social care workers.  Service-users should be empowered to reject any social care worker without repercussion on the service-user or the service required.

Care staff at all levels need basic equality training that is developed by and delivered by service users. I can see no other way forward.

Disability Equality training is needed. By experts and the experts are disabled people.

Service users are aware of the pressure that their workers can be under and also aware of the low status they have in this society:

It’s got to improve the quality of their conditions of work and stop encouraging agency staff to work who don’t have commitment

The government needs to look seriously at why the services have to rely on agency staff. Is the pay too low,  are the working conditions not good, do they feel undermined and criticised by their bosses – lots of questions should be addressed and then do something about it. Look at the training of staff – are service users involved in that. Is it taught from an equalities perspective? This is an important issue.

It’s got to improve the quality of their conditions of work and stop encouraging agency staff to work who don’t have commitment

To have good quality staff needs organisations to train and support their staff to carry out their roles. Care staff have been subjected to unrealistic procedures for managing provision. The difference between want and need has created seemingly impossible responsive services. Whilst ever these workers are struggling to make sense of the care programming and blamed individually for organisation and legislative flaws, few people will want to remain within assessing organisations. Organisations need to treat staff with respect, dignity and realistic operational guidelines. Confused and ambiguous legislation creates uncertainty and defensive organisations. 

There is a shortage of social care workers; they are paid at minimum wage levels. It is difficult, stressful work. Increasing numbers of care workers may require much better monitoring systems.

Who’d want to be a care worker? It is pretty horrible work and very low paid.

They do not pay people enough – you are not going to get the quality of people in the job – you are not going to get the people if you do not pay them - they do not pay nurses enough

Individual or personalised budgets.

There was concern about the implications of personalised or individual budgets:

It is a back door way of people paying for day centres.

I think this is open to exploitation. I worry about services employing lots of immigrant workers on poor wages.

Day centres may become commercial enterprises. Non profit making companies could be a good way of running this.

The money will just be moved from one area to another and that the money from personalised budgets will not be the same as the amount local authorities presently get to run services so we will loose out.

It sounds like they’re going to slash jobs.

You need the mind and ability to handle a personalised budget

With the individual budget, you’ll be working for yourself

Equally it is incredibly stressful for people with disabilities or who are ill - the stress to work out care is far too much.   You have to be very smart about how you support people to take this responsibility on.

But when service users talked about how personalised budgets could work, with the support of user controlled organisations people were far more positive:

You would need help to sort it all out and like direct payment the help should come from others like us who have made this journey earlier.
We want to run our own care agencies.

The problem is always that you are at your weakest and very ill usually when you have to get this help. It would be best if you could go to other users who knew where you were at.

They never seem to want to make things easier for us. I suppose it is because we are seen as scroungers and all that. But with the right help it could work so much better. I think they need to work with us not against us.

Whose Risk

Service users were very clear that risk taking was a normal part of everyday life for everybody.
Just being born carries risks, Everything can be seen in terms of being a risk. But just because we are disabled doesn’t mean that we have to be wrapped in cotton wool.

I think individuals should make their own decisions as to how much or little risk they are prepared to take and how much protection they think they need.

Risk is living from the time we get up until we go to bed. If fit and able people are allowed why not all. There will always be fore and against so as long as we are aware of the possibilities of what may happen if we go against the establishment risk should be allowed for all who wish it with some possible exceptions.

Its got to provide adequate support to reduce negative risk and listen to and act on what service users say so they can take risks like anyone else. Nothing ventured, nothing gained

All people should have equal right to take risks. But what is needed is an understanding that if someone wants to do something that is deemed by others to be too risky then they need together to look at ways in which the risk can be managed in such a way as to make all more comfortable.

The right to manage risk should reflect the similar rights experienced by other people living in our community and society.   Provided that access to help and advice is easily available I see no problems with this.   Institutions with the caring sector continually struggle with this in our blame culture and this is the main factor that has parallelised service providers to the point where they have become so ineffective that radical change is required.   Society punishes rather than learn from mistakes and this is very destructive.   The balance for deciding on risk to individuals must swing drastically back to the individual user.

It is clear that service users think that they should be able to work with care providers to negotiate what is a positive risk and be able to take these risks.

Assessment. 

People spoke with a unified voice on the matter of assessment. Clearly self assessment, with the right, independent support is what service users see as the best practise:

Self-assessment.  With advice available if required.

To have support for people – independent user led support – for people to work out what they really want

Most people don’t fit neatly into boxes and ticking forms is usually unhelpful for all concerned

The best assessment form is a blank bit of paper.  Tick box assessments denies individuality.

I feel that service-users are best able to assess their own needs

All of us have different reasons of what we need. If this allows a better way to improve our Quality of Life this should be encouraged and not become a Post Code Gamble.

As far as self assessment goes, this will be a post Code Lottery

and very costly as after the assessment is returned it will be checked then double checked and then checked again and then through lack of trust to the User rejected. Jobs for the Boys and Girls and a very long drawn out situation for the User.

Great – with the right independent support .

Self assessments can be very good but access requirements need to be taken into account.  For example they need to be completed with an advocacy worker, or someone who is trusted.

Self assessments are fine if the individual is aware of what is on offer.

3. What people with learning difficulties say. Report of group discussion.
Summary

This part of the Report sets out what people with learning difficulties say in response to the Governments consultation on the Green Paper: Independence, Well-being and Choice.
Central to what people with learning difficulties say is the principle of more equal and respectful working with service users and their more effective involvement in policy, practice, service and training. In people’s responses to the questions they were asked there is a strong similarity with the responses of the other participants from other groups of service users. People with learning difficulties do talk about their experiences of being bullied and witnessing other people with learning difficulties being bullied as being a regular and distressing  part of their everyday lives. They identify what needs to be in the green Paper if this is going to change. 

Report Findings
Initial response to the Green Paper

Accessible copy is still not easy to understand – I found some of the words difficult
Some jargon words in the green paper
Too small for people who can’t read – you still need someone to help you understand it
Now I have read this lots of people are not getting what the green paper promises now – the paper will not give people a better service because the government are not giving extra money to make things better.

Funding
If people need a new bus we need someone to help us get them

Funding should be increased.  They waste a lot of money on things that are not important i.e. conferences.

We should go and train people not have them train us.  Instead of social services telling us what to do we should tell them what to do.

This will not work!  It is a load of rubbish.  They aren’t gonna find money for nothing

The spend a lot of money on promoting negative images. Putting us in institutions and giving us drugs without telling us what they are for.

3. Charging
I think people on benefits shouldn’t have to pay for services – they should get services for free.

Some people don’t have a lot of money anyway to pay for services

It is disgusting for [a day centre] to ask for people to pay money for their services

Service users should get paid to do work at the centre. I had to go to [one day centre] and I got paid

Service users should be paid above the minimum wage.

If people are doing catering, gardening and woodwork they should be paid.

Service users are sometimes asked to pay to go to work at a centre.  The Green Paper should say something about not charging people

People who use Day Centres should not be charged for day services they use.

People with learning difficulties should stop paying   

Family and Friends
You must choose where you want to live you don’t have to live with your family all of the time

I don’t want to move [far] away from my mother.  Just across the road would like to move.

If my Mum and Dad was not here no more what happens then?

My Mum doesn’t go out much so we never go on holiday together.

When my mum had a stroke I had to look after her

Looking forward to the big thing – my parents will get rid of the care soon and that will make it difficult for me to get about.

It should be the ones who are paid to look after us who look after us 

Residential Care
This is not right – you are hiding something in the back without no one to know

We should have choices to move into our own place

Quality of staff
People can bully us and push us around.  They don’t include us in decisions and are moody.  They can make people’s lives a misery.

We need to investigate places and staff.  The investigation of places and staff should be done by people with learning difficulties.

Staff should be trained up properly

We should be able to complain about staff – if they try to touch me up

People with learning difficulties need to be paid to train staff – organisations are sometimes short of staff

Write a book about what it means to be a skilled worker

Social care work should be treated as a profession and be paid a decent wage for it 

We should mark their performance – people with learning difficulties should do this – this has to be proper and accessible to us – sometimes people get left on their own, people should be paid to do this

They are marking us and we should mark them – we should be involved in checking how good staff are – boss should meet with service users to ask how good the workers are.

People with learning difficulties who use the day centre should interview for jobs

Bullies work on fear.  Take away the fear and it doesn’t work – train people with learning difficulties to stand up for themselves.

Bullying from staff is a big problem – I was hit on the head.

Making a difference

We need more places because government places are closing down.

Not enough support 

Not enough information

More minibuses to take people somewhere

More holidays

Go to car racing

We are fearful and in danger when we go out – people running off with people’s money from their handbags

Kids call me stupid and spit at me

My brother calls me fool and idiot

People with learning difficulties don’t go out cos nobody don’t take us out – no support if it gets too dark – people are frightened to go out when it’s dark

Women get nervous

People should get more support to go out to the pub and that

There should be clubs for people – meet with friends with support – people need support to go out

Organise things specifically for people with learning difficulties – beautiful octopus club – and organise support to get there

Make it better for people – better understanding

Make services better to understand

We could have a campaign with services and police – have a meeting – plan what we are going to put in the campaing – there is racism in the day centre – get manager together with service users to ask them how they feel about bullying

We need someone to help us to speak up about what is wrong.

Train the police – they could come to talk to us about it

We need cultural diversity groups

The Government should come to talk to us directly

Social care could be better by making it easier for people to do work – meetings work about making things better for people with learning difficulties

Involve us more with making decisions

Make things easier to understand – pictures, tape, video etc 

Some people talk outside the room – keep things private

People’s care workers organise things and talk about things behind your back rather than to your face – people should talk in front of you and not behind you.

We need loads more paid work

We want to go out more – nightclubs and pubs

I want a big house – and to be a tenant because you can do what you want to do – it’s your place – difficult to get a tenancy needs to quicker – we are grown up and it’s about time we lived our own lives with more independence

More people should get a tenancy more easier

We need more dough to make the green paper work

More money man

Can we please please have more money

We are short of staff can you help us please

Government always say we can’t help you

We need money to help our group keep going

It takes years to move into our own place – we want money to fund it and to be done quicker

Risks

There should be training about what is dangerous and what isn’t.  
There  should be training about the risks and whether it is good to take a risk – the person with a learning difficulty should tell social workers what they want to do and have the final say.  Social services should help people with good risks.

Having control over our own lives

They should give us a chance to do the job because they are the bloody idiots

They said I had cerebral palsy which is rubbish

We shouldn’t be listening to them they should be listening to us.

We should put them in their place not them put us in our place

A social worker is a social worker it doesn’t matter about the name it is still the same job.

They should be doing more for us

They should be listening to us

It aint gonna work.  I thank god I aint got not bleedin social work they are a pain in the arse – they are not thinking in their brain

I wouldn’t trust social services to give me what I want without a supporter

Social services should pay for advocates because they will help us to live the lives we want

Advocacy groups should be paid for and organise more groups and stuff

Money should go towards lots more advocacy groups

Advocacy groups and self advocates should get more money because to give people with learning difficulties a chance to live the lives we want and take more control of our lives.

People with learning difficulties should be trained to be advocates so they can go and help other people 

Social services should work with the advocates – social services have told me lots of bad things – they don’t have the same views as me about what I need

One thing is to give social services money to us people with learning difficulties.
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Schedule used for discussions

The Green Paper on Adult Social Care: 

Independence, Well-being and Choice. 

A Service User Consultation

Introduction

The Government says it wants there to be a new vision for adult social care. It asked Shaping Our Lives to find out what service users thought about this. Some of you might have been involved in that consultation. 

In March 2005 the Department of Health published a Green Paper called Independence well-being and choice: our vision for the future of social care for adults in England. Green papers are produced by the government to give organisations and individuals a chance to comment on and shape policies before they are introduced. Following a consultation period, a White Paper will be produced which is a much more legalistic version of the Green Paper. The White Paper then needs the approval of the House of Commons and the House of Lords before it becomes law. 

The adult social care Green Paper proposes big changes in the way social care services are organised and delivered. The Government says that Independence, well-being and choice will shape services over the next 10 to 15 years. So it is very important that as many people as possible have their say about the proposals. 

Shaping Our Lives has already talked to a lot of service users to find out what they think their services should look like. We produced a report called Start From Our Experience: Service users’ vision for adult social care. We showed this report to the government before they wrote the Green Paper. It will soon be published for everyone to see. 

We now want to tell the government what you think of the Green Paper.

Shaping Our Lives would greatly value your involvement, views and ideas as a basis for trying to make real change in government social care policy and practice. We are an independent user controlled organisation. We are made up of a wide range of health and social care service users. We have been asked by the Department of Health to organise consultations with a wide range of social care service users so that they can say what they think of the Green Paper which the government has produced on the future of social care. We want to make sure that the voice of service users is effectively included in the development of future government policy.

Shaping Our Lives is now organising a series of discussion groups in different parts of the country to find out what service users think about the Green Paper. While we are being paid by the Department of Health to do this, we as service users have worked out what questions to ask and we will be writing the report on what service users say. We hope this will be a real chance for service users to express their views so that these can be properly heard, listened to and we hope acted on. 

Social Care

Social care includes a wide range of social services provided by local authority social services, voluntary organisations, and for profit organisations. It includes residential and domiciliary services, day care and time services, social workers and social care workers. It does not include medical services, nursing homes or services generally provided by hospitals and health organisations.

The main aim of today is to explore with other service users their views, ideas, experience and reactions to the government’s proposals for the future of adult social care as outlined in the Green Paper.  We are seeking to keep the definition of ‘service user’ flexible to be inclusive. We will also seek to reflect diversity in terms of race and ethnicity, gender, sexuality and class. 

Before we begin the main discussion we would be very grateful if you could all fill in the attached equal opportunities monitoring form. You do not have to fill it in if you do not want to but the information will be extremely useful to Shaping Our Lives in order for us to monitor our policy of inclusion. Thank you.

The consultation is independent and is based at Shaping Our Lives. Shaping Our Lives is a service user controlled organisation that has a track record of undertaking independent user led and user controlled research, consultation and evaluation.

This project will rigorously seek to abide by principles of total anonymity and strict confidence. By this it is meant that whatever you may say to us will not be attributed to you personally in any way. Everything you say will be treated in complete confidence. Absolutely no names will be used and we will seek to ensure that nothing anybody says could ever be traced to them. We will not mention to anyone what you have individually said. If there are any questions you would like to raise about this we will be happy to discuss them. If you would be happy for your name to be used we would be happy to discuss this too.

If you would like any further information about this, please get in touch. We will feed back to you the results from this work and we will also be working hard to make sure that it is heard by politicians and policy makers and can make a difference.

You might want to talk about all of the following questions, others you might not know much about or they might not be relevant to you.  Please move on to the next question if you don’t want to talk about each question. There is no right or wrong answer we just want to report what your ideas and thoughts on the government’s green paper are.

Interview Schedule

1.
Could I ask you first what you think generally about the government Green Paper, Independence, Well-being and Choice
2.
Do you feel that the recommendations of the government Green Paper, Independence, Well-being and Choice will improve social care for service users?

YES/NO/DON’T KNOW

If NO or DON’T KNOW, why do you think this?

DETAIL

3.
The Green Paper says that the funding available for social care will stay the same for the foreseeable future. Do you agree with this?

YES/NO/DON’T KNOW

If NO, why not?

4.
 Many people who use social care currently have to pay for it (charging). The Green Paper does not say anything about changing this. What do you think about it?

5.
Another government report, Improving The Life Chances of Disabled People talks about the need for government to support local user controlled organisations. Do you think this is important?

YES/NO/DON’T KNOW

If YES, why do you think this?

6.
The Green Paper talks a lot about direct payments. Do you 
think its proposals will make it possible for a much wider range of people to get direct payments and to be able to live independently using them?

YES/NO/DON’T KNOW

a) If NO, why not, and
b) what do you think would make it easier for a wider range of people to use direct payments?

7.
The Green Paper highlights the value of people being ‘cared for’ by family and friends. What do you think about this?

DETAIL

8
The Green Paper says service users, should have the ‘the right to request’ not to live in residential care. Do you think that this is an adequate safeguard to prevent people being under pressure to go into institutions?

YES/NO/DON’T KNOW

If NO, why not?

9.
When Shaping Our Lives consulted service users before the publication of the Green Paper, they expressed many concerns about the quality of social care workers, particularly agency staff. What do you think the Green Paper needs to say to improve this situation?

DETAIL

10.
The Green Paper supports the idea of ‘individual’ or ‘personalised budgets’  This means that individual service users will know how much money is allocated to them for their social care needs and will have some control over how the money is spent. The difference between individual budgets and direct payments is that individual budgets can be used to purchase services directly provided by the local authority whereas direct payments cannot be used in this way. What do you think is needed for this to work well for as wide a range of service users as possible?
DETAIL

11.
The Green paper says it wants service users to be able to have choice, independence (to live as they want to) and well-being. Does it provide an adequate basis for this to happen?

YES/NO/DON’T KNOW

If NO, why not?

12.
The Green Paper says it wants to prevent problems for service users. What do you think is needed for that to be possible?

DETAIL

13.
The Green Paper wants there to be clear and good outcomes for service users from social care. How do you think these could be achieved by it?

DETAIL

14.
What do you think the Green Paper needs to say to get the right balance between individual service users being protected and being able to manage their own risks?

DETAIL

15. a) How can the Green Paper make it possible in the process of assessment for service users to make it more possible for them to get what they need? 

          b) What do you feel about ‘self assessment’?

DETAIL

16.
Do you think that it is possible for the Green Paper goals of enabling service users to have more control and independence to be achieved with current benefits policy and practice?

YES/NO/DON’T KNOW

If NO, why not?

17.
Do you think that the Green Paper’s goals of enabling independence, well-being and choice may be undermined by proposed mental health legislation?

YES/NO/DON’T KNOW

If NO, why not?

18.
The Green Paper talks about a new role for social workers as navigators, helping people to take control over their own life. What do you think will be needed for this to work?

DETAIL

19.     Is there anything that you would like to say about the Government’s Green Paper on the future of adult social care that we have not talked about yet?

Thank you very much for contributing to this green paper consultation. We will do our very best to make sure that service users voices, experiences and expertise are heard and bring about changes that will mean we have, as service users, more control, choices and rights in our lives. We will also try and keep in touch with you about what happens. Thank you.
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Briefing paper for consultations on Green Paper: 

Independence, Well-being and Choice 

A Green Paper sets out policy proposals on which the Government wants feedback.  “Independence, Wellbeing and Choice” is the Government’s Green Paper on the future of Adult Social Care.

A Green Paper has to be developed through consultation and discussion to become a practical basis for policy and provision. That means that the steps needed to make the vision real have yet to be set out clearly. This is one of the purposes of the consultation.

THE VISION

The Green Paper starts with a vision of how support for working-age adults and older people could develop:

· making sure adults are treated as adults, and not made more dependent by the way services operate

· making sure people and their families are central to assessing their own needs and choosing solutions

· getting people better access to mainstream public services

· putting support in early, before problems get too great

· giving relatives and carers more support and recognition

· letting staff work more creatively, so they can support people to make their own choices and take risks

THE OUTCOMES

The proposals in the Green Paper are aimed at making life better for people who use care services in a number of ways:

· Better health 

· Better quality of life 

· Help to make a positive contribution 

· Exercising more choice and control 

· Being free from discrimination or harassment 

· Greater economic well-being

· Respect for personal dignity

Some other outcomes are implied in the Green Paper. It aims to make people less dependent on professionals and services, and more able to take responsibility for themselves and their families. It has links to the “Strategy for Improved Life-chances for Disabled People”, produced by the Prime Minister’s Strategy Unit, which sets out ways to support independent living (including more direct payments), ease the transition for disabled young people into adult services, and remove barriers to employment for disabled people. Both Papers also see a need to strengthen local communities so that they provide more access and better support for older people and others with disabilities or mental health problems.  

THE IMPLICATIONS

The Green Paper spells out some of the implications of its vision:

· Social care priorities need to shift towards earlier intervention and more emphasis on services to prevent problems arising 

· Services need to be geared to deliver the outcomes of independence, well-being, choice and control for people

· Staff and agencies need to work with people to design the solutions that suit them best, using resources flexibly to combine with people’s own abilities and networks

· The numbers of people using support, especially very old people, are set to rise sharply, and new ways are needed to use existing resources as well as accessing new ones

· Local authorities must look across the whole range of services they provide, not just social care, and work with the NHS, private and voluntary sectors, to meet these needs   

PUTTING IT INTO PRACTICE

The Green Paper endorses some current and new mechanisms:

· Wider use of direct payments, and scope for people to use agents if they lack capacity to take them on themselves

· Use of “personal budgets”, so that people know how much funding they are entitled to, and can decide how to use it

· New types of workers, called “navigators” or “brokers”, to help people find their way round services and get the best deal from their budget 

· A new top manager, the Director of Adult Social Services, in each local authority, to match needs, plans and services

· Removing barriers to the use of mainstream public services, so people don’t have to rely so much on segregated support

· Increasing flexibility by helping staff to work differently, and using different ways of making contracts with agencies

· Tackling discrimination and building the ability of local neighbourhoods and networks to create opportunities and provide support for people who need it

CONSULTATION

The Green Paper was published in March, and the Department of Health wants responses by the end of July. The proposals affect all sorts of groups, including providers, staff, employers, the NHS and other interests. It is very important that people who use services, and their families, make their views known.   

SOME GAPS

Discussions about the Green Paper so far have highlighted some gaps which it hasn’t really addressed. These include:

· It does not say anything about more money being available for social care for the future although many people argue it needs more money.

· It doesn’t say anything about the issue of charging for social care and whether this may be changed.

· It isn’t always clear how social care will move from how it has been to the new vision which puts service users in control. The steps to achieve this are not clearly set out yet.

· It doesn’t say much about how it will ensure that more people are able to get direct payments to live independently.

· It doesn’t say if ‘carers’ will have a real choice about taking responsibility to provide support for service users.

� The group of people with learning difficulties worked with a non service user experienced support worker





