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TX:  12.11.10 - Personalised Care

PRESENTER:  PETER WHITE

WHITE
Now for people with disabilities, leisure activities - despite concessionary pricing and fares - can still end up a lot more expensive. One obvious and significant expense is paying for personal assistants or carers to support you in your hobby. The launch of personalised care budgets in 2008 was designed to bring a new flexibility - individuals are means-tested and money is paid directly into their bank account by the local authority to spend as they wish or indeed on their care. As part of our series on Care in the UK, the charity In Control put us in touch with people who are enjoying the freedom of the new system. We spoke to Angela Higham from Hereford and Sally Percival from Kendal, whose son Alexander is using his budget to enrich his leisure time.  

PERCIVAL
Well Alexander is 19 years old, he has a diagnosis of autism, learning difficulties and associated mental health problems.  He's a fantastic young man, very funny and really enjoys life and he's great to be with.  But he does need a lot of additional support - he's not allowed - or he's not able to go out of the house on his own, he needs support and he needs a lot of support within the home as well. 

WHITE
So just explain to me how the personal budget that he has - how that's now being used.

PERCIVAL
He is using it to go to re-enactments - he's a fanatical World War 2 re-enactor.  So it goes towards a personal assistant for him to take him along.  These re-enactments are often overnight, so it pays for hotel bills for the personal assistant, Alexander pays for his own accommodation.  But the money goes towards paying all of the expenses that his personal assistant has.  And without it he wouldn't be able to access these re-enactments.

WHITE
Just explain what happens at these kind of re-enactments and how Alexander is involved.

PERCIVAL
Well there's lots of chatting about the different uniforms that are used, there's battling that goes on.  So a group of re-enactors will work out a World War 2 battle and that will be re-enacted with lots of gun firing, of course blank gun firing, and running around the field and shooting and people being dead and it's all very - it's actually really, really stimulating to watch and great fun.

HIGHAM
Unfortunately I've been using a wheelchair now for the last seven years.  It's a physical disability that restricts my ability to live a normal life.

WHITE
Now you had, a long while ago, done horse-riding and I think it was actually the original cause of your problems, wasn't it?

HIGHAM
It was, I had a riding accident when I was 14, quite a serious one and ruptured my spleen and my mum banned me from ever going on horseback ever again.

WHITE
So why have you broken the ban?

HIGHAM
Well I think once you're already in a wheelchair there's not much more damage you can do to yourself.  Two years ago I was left at home, sat in the corner, not doing anything at all and I begged my social worker please to take me out, let me do something.  And a place was found for me at a day centre locally.  But as my confidence grew I wanted to go back out into the community.  And I was fortunate that my personal budget, they recognised by my riding, was actually cheaper than paying for a place for me to go to a day centre.

WHITE
Which is interesting because people would tend to assume doing a leisure activity, the costs associated with that - equipment, all that sort of thing - would work out more expensively?

HIGHAM
Well I guess there might be that misconception but no, certainly in my case, it hasn't, it's sort of about a third, a quarter of the price from going to a day centre. 

WHITE
So you are now - this is operating more cheaply in terms of care costs than you were before?

HIGHAM
Yes it's better for the council, certainly and it's certainly better for me as well.

PERCIVAL
Prior to direct payments and personal budgets he was given a service, a one fits all service, and often it meant that I would have maybe three or four different people turning up to my house every week and the condition of autism needs routine.  And generally what would happen is Alexander would go into his bedroom and the people who'd turned up to support him would have to leave.  And that just didn't work for him.  It's no different - Alexander had an assessment of his needs and he was allocated a certain amount of money, now that money could have been spent within the local authority as a service or been given to Alexander for him and I to organise his support.  So there is no difference in cost but there is a difference in quality of life and outcomes for Alexander.

HIGHAM
The dressage competitions are much more skilled than normal horse-riding, I would say.  As a child when I was riding it was just kick the horse and off you go as fast as you can but now it's very detailed, very precise, what we have to do.

WHITE
It's almost artistic isn't it really?

HIGHAM
It is very artistic, if you do it properly, I'm not saying I do but yes.

WHITE
Presumably you more or less had to start from scratch?

HIGHAM
I did, when I started riding again five years ago, it was five minutes on horseback and that was it, it was all I could manage.  But for the last two years I've been competing with Herefordshire RDA in dressage competitions and successfully competed at the nationals for the last two years.  I'm not sure I'm going to make it to the Paralympics but one bridge at a time.

WHITE
Is that an aim?

HIGHAM
No, not a serious aim, not for me anyway.

WHITE
But you've dreamt about it?

HIGHAM
Oh yes, yes I did.

WHITE
Did you ever thing, when you started this out that you'd actually be in county competition?

HIGHAM
No never.

PERCIVAL
Before he started re-enacting he didn't have a particular focus in life.  He then really got interested and it's actually - his interest in World War 2 has encouraged him in so many ways, even the desire to learn to read and write.  So it spurred him on academically.  It's also given him so much more confidence.  And I'm so proud of the way that he now goes along with his personal assistant and often his personal assistant is actually in the background while Alexander is the one that takes over and that would never have happened previously.

HIGHAM
Physically I have improved a lot as well through doing this.  Horse-riding is just such good exercise, just to sit on a horseback and just walk round with it.  It's made a huge positive impact on my family life as well because I'm out there, I'm doing things, you know they come home from work or school and I've got something to talk to them about.  I was just sat quietly in the corner at home most of the time with carers coming in sort of two or three times during the day and that was it.  But with my personal budget I now pay for my own carers, I run my own care package and it just means I'm back out sort of living somewhere near a normal life.

WHITE
And what effect does this have on you and you as a family?

PERCIVAL
Well for me it means I don't have to go to World War 2 re-enactments anymore which I hate to say it but actually is a little bit of a relief.  And while Alexander's away with his personal assistant it gives me the opportunity to have a bit of a life and that, for me, charges my batteries and when he comes home on a Sunday night I'm ready to listen to all the intricate details about what's happened to him during the weekend and that gives me strength to go on during the week as well.  And it just is - it makes life liveable.

WHITE
And what's it like to see this blossoming in a way that you describe Alexander?

PERCIVAL
I am so proud of Alexander for what he's done.  And so are a lot of other people.  I mean the whole of his family look on at Alexander in awe at the courage that he has.  It's not easy for him doing a lot of the things that he does and he perseveres and we are so proud of him, he's such a great guy.

WHITE
Sally Percival ending that report.  There are more reports on care coming up next week, listen out for why some people are having to take showers in the garden - problems with the system for getting adaptations done to the home.  And we'll be looking at the problems faced by people who pay for their own care.


