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TX:  19.08.10 - Personalisation of Care

PRESENTER:  WINIFRED ROBINSON


ROBINSON
We start with some headlines from this week's papers:

READING
Councils pay for prostitutes for the disabled

Councils pay for disabled to visit prostitutes and lap dancing clubs from £520 million taxpayer fund

ROBINSON
What they're talking about is local authority money given to some disabled and older people in England and Wales to spend on what's called "social care in personal budgets".  The approach, offering money rather than services, is new but it's already been decided that it's the best way to go.  So the aim is that by 2012 one in three people who are currently offered services - places in day centres and so on - will be offered money instead.

Most disabled people who've been given these personal budgets are already using the money to pay for essential things - help with washing and dressing and so on - but some have been spending it on sex, on going on holiday or buying football season tickets.  In a moment we'll hear from a man who's just used some of his personal budget for a holiday but first our disability reporter - Carolyn Atkinson - explains what these personal budgets are.

ATKINSON
Traditionally social care for disabled and older people meant having a bath, having a meal but not really having a life.  And those who did qualify on the grounds of need and passed a means test would then get a care package.  For many that involved being told what to do - what time to get up or go to bed - and a social life consisting merely of visits to a day care centre or residential respite care.  Now the buzz word is personalisation and people are getting personal budgets.  It's about disabled people having total choice over how they live their lives and how they spend the money.  There are rules:  It has to be legal and a social worker has to approve what you're doing - they measure your plans against an agreed list of aims, things like helping you get better or maintaining family relationships, getting back to work or being involved in the wider community.  Speaking to the charity In Control, which came up with the idea of personal budgets, it gives examples like a disabled man who used his budget to buy a season ticket because he wanted to go to the football on a Saturday instead of the day care centre in the week.

ROBINSON
Carolyn Atkinson.

Well to talk about this we've brought together Daisy Meyland-Smith, she's director of research at the Centre for Policy Studies and Liz Sayce, who's chief executive of the disability charity RADAR.

Daisy, personal budgets are to help disabled people have a good quality of life and social workers have to approve all of the spending, so should they approve spending on sex or on a trip to a lap dancing club?

MEYLAND-SMITH
I think it's a really interesting question, particularly when all budgets are getting tightened at the moment, about value for money and I know anecdotally that some councils ran out of money last year for these personal budgets and that meant that some vulnerable people weren't getting those essentials - the bathing, the helping with meals.  And if that is the cost of people being able to go to sex workers and being able to go on holidays then we really need to reassess whether those care budgets were appropriate, whether they were being given the right amount of money for their needs.  And that is the responsibility of local authorities.

ROBINSON
Liz Sayce, what do you think?

SAYCE
Well I think there's a real ethical dilemma.  I mean if you asked me personally about the sex industry I'd say it was exploitative of women, there are all sorts of concerns about it.  But from a disability rights  point of view if you sit down and talk with a disabled person, let's say, who's lived in an institution, as I have - I've talked to people who've been in that situation - who say for decades I haven't been able to have sex, I want to be able to have sex once before I die - that kind of comment.  What do you do?  Do you simply say this is not for disabled people or do you say look going to a lap dance club is legal, it's something that is agreed with the social worker in a very, very rare circumstance - this is not happening all over the country, it's very tiny amounts of money we're talking about - I think it's extremely tricky.  We used to tell people exactly what they could - what activities they could have, you know they could do basket weaving in a day centre or something, now we're giving people choice and control.  But some people's choice is to do something that many other people wouldn't agree with, maybe we just have to say yes it's your choice as long as it's within the rules, as long as it's legal.

ROBINSON
I suppose the point is though, Liz, that when you're making a choice to do something and you need assistance and you need taxpayers' money to do it you don't have that free choice just to do what you want, do you, for example if you want IVF treatment doctors will ask you questions about the stability of your relationship, they don't ask you that if you don't need help to have a baby do they?

SAYCE
I think that the thinking in disability is that what we want is independent living.  So rather than having to go to a day centre everyday you actually can have the same opportunities in life as anyone who's not disabled.  And actually the current government is absolutely saying that there should be that equality of opportunity.  So if a non-disabled person can go to a football match why can't a disabled person choose rather than go to a day centre and do basket weaving, which costs money, to spend that money on going to the football match which gives them time with their friends, it's social integration, it may help them with other things - networking, getting jobs and so on.  

ROBINSON
Okay, so we've talked about sex, perhaps football matches but what about the idea of using the budget to go on holiday?  Well Graham Ellis is 52, he's from Lancaster, he has severe diabetes, he's in a wheelchair, he's visually impaired and he has had mental health problems.  He has one of these personal budgets and he's just come back from a holiday in Spain.

ELLIS
This year I went to Barcelona, Madrid and Bilbao.  We sailed there and sailed back.  I like art and things like that, so I got to see lots of art galleries.  I used some money from my personal budget to pay the travel costs of my personal assistant carer.  I needed support from getting up in the morning, right through the day to going to bed at night.  His travel costs were 500, just over £500.  The alternatives to that were - would be if I needed a break would be to go into respite care which is in like a nursing home scenario, the respite costs would be about 2-3,000 for the same period of time.

ATKINSON
So what do you say to people who say you're going on holiday at taxpayers' expense?

ELLIS
I explain to them that my costs I'm paying for myself, just like anybody else, I'm just using taxpayers' money to support me, just the same as I need support when I'm at home.  I feel a full member of society again.  I don't feel as though I should be something that is locked away in the house and nobody sees.  It's given me a life back.

ROBINSON
Graham Ellis.

Daisy Meyland-Smith from the Centre for Policy Studies, what do you make of that one then?

MEYLAND-SMITH
Well I think that's a brilliant example of where these budgets can help provide greater lifestyle choices but also greater value for money for the taxpayer.

ROBINSON
But would you still let Graham Ellis go on holiday if someone else hasn't got enough money to get washed - the point you made earlier?

MEYLAND-SMITH
I think here the point is that actually it's not paying for him to go on holiday, it's paying for that support and care that he would be needing anyway if he were at home.  And in this case it is about enabling whereas if you come back to the lap dancing example what you're actually paying for there is for them to go to a lap dancing club - that's not supporting them in their everyday life, it's paying for them to do that activity.  And the problem there is that for instance most councils when asked said they didn't condone that kind of behaviour.  And yet they're giving out money for it.  So that says to me what else are they missing, they obviously aren't auditing that expenditure very well.

ROBINSON
That's an interesting point, I'm not sure they said that they didn't know they were - what they were spending their money on, you can only say what else were they missing because this information that people were using the money to pay for sex it came about as a result of a freedom of information request to local authorities but it was made by charities who campaigned for sexual rights for disabled people.  You wonder, don't you, if this approach can really succeed in a time of austerity.  Liz Sayce.

SAYCE
Well the evaluation of these personal budgets has actually shown that they can be very cost effective - that basically you get better outcomes for the same amount of money.  So you get that people with learning disabilities having more choice and control in their lives, you get people with mental health problems saying they've got - that their quality of life has improved.  And all sorts of examples like I was talking recently to somebody who uses a wheelchair and because she's got this personal budget she can have somebody come round, help her get up and get washed in the morning in time so that she can go to work.  Before that she had to sit and wait for whenever the service happened to turn up and she couldn't go to work.  You've got people with Alzheimer's deciding that they'll spend that money keeping up their social activities they love, something like going fishing with their friends, rather than being moved into a home where they're disorientated.  So actually overall it's a better use of money, you can pick on these individuals instances but the overall picture is it's a good use of public money.

ROBINSON
Daisy Meyland-Smith, when the councils responded I think what they said is that although they may not personally or in terms of policy approve people using prostitutes or lap dancing clubs, they accepted that in certain instances it had been approved for people to use the budgets in this way.

MEYLAND-SMITH
Well the response said that - I think it was 87% of councils said that they didn't condone the use of money on sex workers but these are the same people who are assessing the need and then assigning budgets to these people.  So you've got to say okay they must have assessed the need of a certain amount of money for particular tasks and that's them being used in a different manner.  And yes personalised budgets are great because as you say they allow much more flexibility and hopefully they'll allow greater providers and social community services to arrive on the market.  But if that money's then getting used for something completely different from what the council assessed it was needed for well then you have to ask questions about whether that money was entirely needed in the first place.

ROBINSON
Do you think people will wear it in the current climate?

MEYLAND-SMITH
I think that's one of the problems, that's why we've seen headlines this week, is that a lot of people say well I don't get the right to my holiday being paid for and though those headlines are misleading that's where the problems lie.

ROBINSON
What about the danger that by the time everyone has used these personal budgets to pay for other things the day centre, which some people really do value, will have gone?

SAYCE
There's all sorts of imaginative ways that you can meet the needs of people who want that kind of Britain.  So I mean I know, for example, a group of people who have pooled their personal budgets together to pay for the very activities they used to do in the day centre.  So the building of the day centre's not there but they're getting the same things they used to.  So I think we have to be quite creative and quite imaginative.  And I do think we don't want the state saying you can spend your money on this and not that and this and not that and you're going to have an incredible kind of inspection regime, whereas actually if we give people choice and control, we have to have accountability, but let's not make it over the top.

ROBINSON
Liz Sayce from the disability charity RADAR.  Daisy Meyland-Smith from the Centre for Policy Studies, thanks both for coming in, I'm sure that's one we're going to be coming back to in the future.




