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TX:  14.06.11 - Call You and Yours

PRESENTER:  JULIAN WORRICKER


Worricker
Hello, good afternoon.  Today:  At home or in care - where's best for children and adults with disabilities to lead a safe and happy life and how much of a choice do you realistically have if you're the main carer?  The future of care is featuring a great deal in the headlines just now.  Next month Andrew Dillnot, the man appointed by the government to review the funding system for care and support in England, will publish his findings.  That's against a backdrop of the financial problems facing Southern Cross, the country's biggest private care home operator, and the recent Panorama programme which depicted a regime of casual, physical and verbal abuse of some of society's most vulnerable members at a private hospital near Bristol.

So today we'd like to hear your experiences in this area.  Is there someone in your family whose care you either have to provide yourself or arrange via other means?  What choices have been open to you?  The system varies in different parts of the UK as far as funding is concerned but what's your experience of the way the needs of your loved one have been appraised?  And contact us too if you work in the care sector, in whatever capacity.

03700 100 444 is the phone number, a call will cost you the same as dialling an 01 or an 02 number.  You can e-mail via bbc.co.uk/radio4/youandyours or you can text to 84844, if you do that we may call you back and you'll be charged at your standard operator rate.  

Now usually I'd go straight to the phones at this point but I have with me in the studio Mark Neary whose son Steven's care was the subject of a high court judgement last week.  It was decided that Hillingdon Council in West London had unlawfully detained Steven by keeping him in a care unit for nearly a year.  Mark, welcome to the programme.

Neary
Thanks Julian.

Worricker
For those who haven't followed Steven's case tell us a little bit about him.

Neary
Steven's 21, he's autistic, he's a great lad to be with - he's got a great sense of humour.  Loves his music, loves his computer, loves going swimming - here's there now.  And yeah I'm a proud dad of him.

Worricker
Take us back to December 2009, this was when he went briefly, you hoped, into what was described as a positive behaviour unit.

Neary
Well initially he didn't go to that unit.  I was unwell just before New Year's Eve on 2009 and I arranged for Steven to go to the normal respite place that he'd been going to for a couple of years for three days.  And he'd been there one night and then I was visited by his social worker who said they wanted to move him to this positive behaviour unit.  And they kind of presented to me at the time as this is a chance to recharge your batteries Mark, so I did go along with that for - agreed that he could go there for a fortnight.  And well it took then a year to get him back.

Worricker
And you clearly at that point had no idea that that year was about to unfold, you were clear in your mind that was two weeks maximum?

Neary
Oh absolutely, absolutely.  I met with the manager of the unit and the social worker after he'd been there about a week and my intention then was that he would be home at the end of the fortnight.  And one thing that came out of the court hearing was that they started to make plans quite early on to move Steven on but decided to keep that information from me.  So very soon we started to get into a transition back home plan, that was how it was presented to me and Steven, but as the judge said in his judgement that wasn't the plan all along.

Worricker
Tell us about the way you tried to change their minds.

Neary
Well initially they were recording lots and lots of examples of Steven being very challenging in the unit and my position at the time - well it was the same for the whole year really was that being in the actual unit is causing a lot of these behaviours with Steven - he's very anxious, he's very distressed - so therefore the data they were collecting didn't kind of really add up to me.  So I kept repeatedly putting proposals to them - let Steven come back home for a two month, three month assessment period, look at this behaviour at home - and then we'll take it from there.  Unfortunately that idea - that proposal was dismissed every time I brought it up.

Worricker
Because he was living there alongside other people with autism and I know when you and I spoke once before, as we did last summer, that was one of the factors in your mind, wasn't it, when he was at home around people without autism he was much more settled than he was alongside somebody else with the same condition?

Neary
Yes, Steven, even as a young kid, has always kind of found mixing with his peers quite difficult.  We've got videos of Steven at school where the other kids could be just as unpredictable as Steven.  So I knew that that particular unit with the other residents there would be a daily source of anxiety for him.

Worricker
I posed this question right at the start of the programme:  How much of a choice, I said, do you realistically have if you're the main carer?  And I'm sure that's one of the threads that will come through today's programme.  How much of a choice do you think you had when that was all going on?

Neary
Well I had no choice at all.  The judgement says that there were a number of times when I was invited along to meetings to discuss whatever plan was going on at the time; I think the judge at one point refers to it as window dressing, really it was just a chance for me to go along and air my views.  But to be honest they weren't really taken on board.

Worricker
And that's despite the fact that in your mind you were clear and you had said to them home was the best place for Steven, your home I mean?

Neary
Yes, yeah, well we hadn't - Steven always finds Christmas really, really difficult, so the two weeks prior to Christmas is always a difficult time, we know that, that's happened year after year.  But prior to those two weeks we hadn't really had any problems at all beyond the normal day to day stuff of dealing with somebody with autism. 

Worricker
So the high court judgement last week, many people will have seen you on the television looking cook-a-hoop when they found what they did.

Neary
Cook-a-hoop and a bit emotional at the same time.  Yeah it was brilliant.  The hearing itself, the week long hearing, was very, very stressful but I kind of got the idea from the hearing which way the outcome would go but to actually sit there last week and hear the judge being so supportive, so kind of recognising the truth of what happened last year was just absolutely brilliant.

Worricker
So what lies ahead for Steven now because I was reading this morning that there is a care plan being finalised, so what does that involve?

Neary
Well we have a meeting in a couple of weeks' time, I think the court's calling it a round table meeting where that'll be myself, people from Hillingdon and the lawyers present, when basically we'll be looking at the amount of support Steven needs on a daily basis, things like on-going respite - because that's a bit of an issue at the moment, you can probably imagine, Steven doesn't want to go back to that place again - so we need to discuss where and what form Steven's on-going respite's going to take.  And I think - I'm not too sure about this but I think that once that care plan's been agreed then that will then be subject to a court order, so if anything needs to change in the future we have to go back to court to get that looked at.

Worricker
Have you had any reservations in your mind about the fact that clearly for this future care plan to work you're having to deal with the people who you effectively have been up against in court for the last little while?

Neary
It makes me really nervous but there's no choice.  I can't manage on my own, I do need the support from social services and Steven's support workers, who are fantastic but the council fund that, so we've got to have some sort of relationship.

Worricker
And you talk about those support workers - I mean how many people do you need, how many hours are they having to help you for?

Neary
At the moment we have somebody come in at 7 o'clock in the morning to help me with Steven's bathing.  When Steven goes out and about on his community activities there''ll be two support workers with him.  And that's seven days a week.

Worricker
I know Mark you want to stay put and hear one or two other experiences from people calling, thank you very much for the time being.  03700 100 444, the phone number, I mention that, it's the same as dialling an 01 or an 02 number in cost terms; 84844 to text, e-mail via the Radio 4 website.  Ian Chamberlain's on the line from Warrington, Ian good afternoon.

Chamberlain
Hello there.

Worricker
What's your experience Ian?

Chamberlain
Well I've got a son who's 37, sounds similar to the gentleman that you've got in the studio there, that when he's out and about he requires two to one care but we've now, in the last two years, he's 37, in the last two years he's, with our help, arranged a house of his own with his own staff and instead of taking a care package from social services we've taken the cash and he employs his staff himself.

Worricker
Tell us about - tell us about the process that enabled you to do that, who were you having to deal with, how difficult was it to arrive where you are now?

Chamberlain
Well we arrived through a circuitous route.  He went into some shared accommodation originally and that worked well for some while and then due to a change in personnel things broke down there and just like the gentleman in the studio was saying his social worker was getting four and five, what they call, incident reports a week from him and he obviously had to move on from the premises he was in.  So from our point of view because of that happening the care package sort of fell into place.

Worricker
And tell us about the financial arrangement - not figures because that's intrusive on my part - but how have you arrived at a situation where you've negotiated the deal that you have on the financial front?

Chamberlain
Well it was worked out what his care requirements were in supporting from staff and you just at the end of that you just add up the total number of hours of care that he needs and you get an hourly rate.  And that works really well.

Worricker
And you're pleased with what you've ended up with now?

Chamberlain
Well we've ended up with people that we've employed, people who are directly responsible to Andrew.  When the name on the bottom of your pay check is the name of the person that you're looking after you know to whom you're responsible.  Where people who are working for agencies have a split loyalty - there might be issues in the agency, whoever the agency is, that don't fit in with what my son would want.

Worricker
So you feel more in control is the bottom line?

Chamberlain
Absolutely and the turnover in staff has been almost nil.

Worricker
Yes, well that's always quite revealing as well isn't it.  Ian, thank you very much.  Sue's in Worcestershire, Sue good afternoon.

Sue
Hello.

Worricker
Your experience here.

Sue
Well we're older family carers and we have a son and daughter who both have very high support needs and are wheelchair users and have a condition that is gradually deteriorating - they're forty and a half and nearly 38.  And they've lived very happily in a small residential care purpose built bungalow.  They actively sought their independence from the time they left school.  They'd experienced good further education in bungalows, it was specialist education, but they got the taste for independence and although we love them dearly and see a lot of them they didn't want to be with us all the time.  But - and also our family home was getting more and more difficult to manage because it wasn't accessible for their wheelchairs.  Anyway it is residential care which is these days given a very bad press but it's a small - as I said - bungalow for four people, they chose to live together because there's a bungalow next door so they could have been separated when they first there 14 years ago.  But the sort of arrangement that they're living with now is not being developed because of changes in policy and practice.  But I want to say that if people are going to have real choice - I keep meeting family carers who have people with similar needs to our son and daughter who would dearly love a very similar arrangement and who perhaps don't have the energy.  I applaud those families who can manage all the employment but very often the individual budgets or the supported living placement it puts a huge burden on family carers, I mean we're 65 and 72 and we still see our son and daughter, they come home for weekends and for longer periods, but they actively like being separate from us and having their own life.  And we're very involved - we visit them often.  Talking to other carers, I mean it's run by a voluntary organisation where they are.  But it works for them.  But these days, as I say, younger people coming through education and hitting adulthood don't really have that choice and I think this model, if we're going to have real choices for people and personalised support and enabling, we have to have lots of different ways and forms of supporting them.

Worricker
Sue I appreciate the call, thank you very much for coming on the programme.  03700 100 444.  To the phone-in room where more of your calls and comments are coming in, Kate Williams is there, Kate.

Williams
Yes Julian the calls coming through seem to be almost all describing individual experiences and also highlighting the complex system of funding available.  On the e-mail Laurie Honing-Jones says:  "As a parent of a young person who is shortly to be 18 the choices are stark - to remain at home and attend our local college, which my child wants and so do I.  It's been agreed in principle but a lot of support needs to be put in place.  To access that support we need a firm budget and care package, unfortunately over the last year missed statutory reviews - social workers not attending - funding streams from different bodies - health and social care - and no clear pathway have resulted in confusion and still no clear options about what is available or possible.  Add to this the stress placed on families and carers by reassessments of the Disability Living Allowance and the only options which have been offered by Children's Services is post-18 residential care, without consulting my child, the situation," she says, "is depressing and bleak."

And Derek Ford says:  "My daughter has severe learning disabilities, has leveraged care budgets and DS payments to buy her own home, with support workers helping her to access the wider community.  It's a textbook example of integration into the community."  So he sounds quite happy with his daughter's care.

Worricker
Kate, thank you very much.  I'm just reading this text message, Meg in Chepstow, an adult with disability, she describes herself, says:  "Care homes are the best option in that they're the most economical but inspections," she says, "must be unannounced and complaints taken seriously."  A reference, I suspect, in part to what happened at the Winterbourne View, of which we will discuss more in the second half of the programme.  I'll speak to Beverley Dawkins in a moment as well, she's from Mencap, the learning disability charity, she is here and listening, welcome Beverley.  I'm going to take one more call before I do that.  Amy's in Devon, Amy good afternoon.

Amy
Hello.

Worricker
I'm reading here that you have a dilemma.

Amy
I have a huge dilemma actually, yes.  I have a six year old little girl, only six, who due to her rare genetic abnormality called Angelman's Syndrome is quite violent.  And we are all coping at the moment but we are actually currently going round and looking at residential schools.

Worricker
Who are you talking to in terms of getting advice for what might lie ahead?

Amy
It's very hard to find anybody who wants to talk about it.  It's not seen as a very positive thing to send your child to residential school, you are supposed to cope with what you are given in the home but because of missing out on a council house and our care package not being sustainable every time something like that happens there's a tick in the direction of sending her away which is heart-breaking.

Worricker
What sort of help are you getting in the home at the moment?

Amy
We have quite a good package at the moment because things became quite difficult 18 months ago.  So we have four nights a month respite at an Action for Children home, so - in a family home.  We have two weekends a month, alternate weekends a month, for an activity scheme at school and we have an enabler four afternoons a week for two hours.  So it's a really good package at the moment.  But we know that that's going to be potentially halved.

Worricker
For financial reasons?

Amy
A bit of financial reasons, quite a large chunk of that is financial but also because they think that they've put enough support in place to help us cope with her at home.  However, school are still dealing with her, two T.As or a teacher and a T.A to one, and at home we can't deal with her on our own without two people being here.

Worricker
Which goes back to that point I made at the start of the programme about choice.  I mean clearly somebody looking in from outside, who doesn't know the circumstances you've just outlined, would say you have a choice but actually in reality, given what you've just described, your choice is minimised isn't it.

Amy
At every turn we have very little choice and any choice that we do have we have to fight for, and I know that's a really negative word and I know people don't like hearing it but we have to - I have fought for everything that we have for Jemima, everything, absolutely everything and for six years I've been fighting and that fight is being reduced each time we get somewhere and have to fight again.

Worricker
Amy stay there.  Beverley Dawkins I mentioned is here, she's been listening to you, I wonder how typical this sort of dilemma we've just heard is?

Dawkins
I'm afraid I think that dilemma is really pretty typical actually.  I think that - beginning to sense, as this family have, that they've got quite a stark choice between struggling to cope with support, which may end up not simply being enough to sustain their family life, and feeling then that the only choice is the choice of a residential school, is unfortunately a choice that many people feel that they have to make.  

Worricker
And a choice that - judging by what Amy was saying - there is still that fear of being stigmatised for having made that choice.

Dawkins
Well you can imagine this is probably one of the hardest decisions a parent should ever have to make and to think of sending a child away from home is counter to what any parent anticipates.  And what this family need actually is the reassurance that that package will not be cut and that actually their needs will be regularly reviewed to ensure that as the needs change or the family needs change that actually that support will be there locally for them to continue to care.  

Worricker
We posed right at the top a deliberately simplistic question in a way - at home or in care - which we knew would - we hoped would prompt some of the experiences that we're now already hearing because as that last caller, Amy, just illustrated, Beverley, it is a constant weighing up exercise isn't it - no two days are the same, circumstances change all the time, there has to be a flexibility within the system to enable people to make informed choices?

Dawkins
Of course there does and the answer - there can't possibly be an answer that one situation is better than another.  What we should be concentrating on is enabling families to care for as long as they can in their circumstances.  But then creating really good support alternatives and models of service which also enable them sometimes to make that very difficult choice that actually the child or young adult needs to live in an alternative setting but in the knowledge that actually that will be local, it will be small, it will be well run, it will have great experienced staff who are going to make them feel that child or young adult is absolutely safe in their hands.

Worricker
Amy, is there anything else you wanted to add?

Amy
Yes I've been talking to my - sounds awful but - Angelman Facebook community about care and obviously the programme that came out recently and things like that and one of the suggestions that one of the mum's had is that it becomes law that there are cameras in the home.  And we reckon that the only reason people wouldn't want a camera in a home is if there's a problem.  So that perhaps be one way to combat that issue.  But from my point of view I just wish that - David Cameron had a disabled son and I know we have to have cuts somewhere and I understand it's very difficult but can he not cut anymore please in this direction because it's getting very difficult?

Worricker
Amy, we appreciate you coming on the programme.  I just wanted to ask you Mark Neary about the point raised a moment ago about the independence of those being cared for and how you - how you gauge that when you're in the sort of position that you are with regards to Steven?

Neary
In his own home or...?

Worricker
Well wherever, I mean it's about how much you cut the leash I suppose isn't it under the circumstances you're in.

Neary
Yeah, no absolutely.  So we look at that all the time and make sure that - for example recently Steven has started to learn how to make cheese on toast.

Worricker
Good cheese on toast?

Neary
Pretty good cheese on toast.  But for somebody like Steven that takes quite a few weeks for him to get the hang of that so it's one tiny little thing about independence but it takes a long time for him to get there.  Bringing his own washing down in the morning from his bedroom and put it in the washing machine.  All those kind of little tasks that you and I would take for granted will take somebody like Steven a month, two months to learn.  So we're encouraging his independence all the time but it is a slow process.

Worricker
And just on that point Beverley, just explain as well the different issues that arise as the person you are caring for turns from teenager into young adult because there is all sorts of different issues then start to occur don't they.

Dawkins
Yes they do because there are a number I think of probably crucial moments in trying to decide what is the best care and support that your son and daughter will have.  Some parents quite rightly think gosh this person's about 18, other 18 year olds start to move away from home and I want my son or daughter to have as much independence as possible with the support they need to be able to make that sort of lifestyle choice like other young people might be able to make.  But of course there are also things that happen along the pathway of people becoming ill, people becoming older, perhaps the situation becoming more challenging for a number of reasons and then they really need the support to think about the planning, the transition plan they'll have to think about the future and of course not least when they sense they're not going to be around for ever.

Worricker
Well I was going to say it's not only the person being cared for who might offer new challenges but the carers are going to get older and may be less able to do the caring.

Dawkins
Absolutely and the more the needs of the young person, perhaps the more complex and challenging those needs are, probably the sooner that dilemma is going to arrive for them.  Some people with very multiple disabilities who need a lot of care and physical care that is actually going to need to be something that's planned for much sooner.  So - but it's a big fear for families, that fear - what's going to happen when I die - is something which confronts people incredibly soon as they realise the complexities of the care system and their sense that these choices are more limited than they would wish.

Worricker
Back to Kate Williams in our phone room,  Kate.

Williams
We're getting some response to Mark Neary, who we heard from at the start of the programme and again just now.  This anonymous e-mail said:  "This case has given hope to all of us who are battling with social services over similar issues.  It's so hard to get anyone to listen."  And Pauline on e-mail is mentioning the fear factor that we've just mentioned:  "My daughter's 21, she has cerebral palsy.  An after school care package was set up with social service funding matched by the Independent Living Fund money.  This fund will finish in 2015, its management from now until then is very unsure, it's very worrying for us."  For Pauline it's worth £340 a week but she says it's a wider problem because this Independent Living Fund money is going to run out for everyone in 2015 not just her.

Worricker
Kate, thank you very much.  It's 12.30, you're listening to Call You and Yours on BBC Radio 4 with me Julian Worricker, so more of your calls to come addressing this question at home or in care - where's best for children and adults with disabilities to lead a safe and happy life.  03700 100 444 is the phone number.

We're debating care provision on today's programme.  We've heard the story of Mark and Steven Neary, Mark is here with me.  Beverley Dawkins is here as well from the learning disability charity Mencap.  Just a quick word Mark on what we heard from Kate.  How much correspondence have you had from people on the strength of what's happened to you?

Neary
Oh loads.  I started up the Facebook campaign group last year, when I got back from court on Thursday there was five messages from people in very, very similar situations where they had a relative under a deprivation of liberty order being kept in a home somewhere. So just on that score...

Worricker
Beverley, do you think Mark's experience in court, Steven's case, is going to change things significantly?

Dawkins
Absolutely, I think that this is another important piece of case law which will really benefit from families.  Mencap's been really pleased by the nature of recent court of protection decisions and I think families should be assured that when things go wrong that this is a path that they shouldn't be concerned to pursue because we very much welcome that judgement and Mark's really to be congratulated for seeing it through because not all families have the energy and time to see these things through.

Worricker
As the judge acknowledged.

Dawkins
Absolutely, so you know it's a very important decision and very reassuring actually - this shouldn't have happened of course in the first place but the fact that actually the system through to the court of protection did work in this case and come to the right decisions is something that will benefit others.  So well done Mark, it's really good work.

Worricker
I mentioned Winterbourne View a moment ago, Ann is on the line, her son Simon was seen being abused by staff at Winterbourne View near Bristol during the Panorama programme, I referred to earlier.  Ann, good afternoon.

Ann
Hello.

Worricker
Tell us about Simon first and his care needs.

Ann
Simon has some quite challenging behaviour so it's difficult to keep him at home, he needs constantly amusing, he needs a lot of things going on in his life to keep him busy.  He's always wanting to move on to the next thing.  So he does require quite a bit of help.  He can do a lot of things for himself - he can manage a lot of his own care - but he needs supervision.

Worricker
Prior to Winterbourne View, as I understand it, he was living in care homes where he was content.

Ann
He was, he was living in a very small care home a couple of villages away from us, which is a private care home but he'd lived there for 15 years and been very happy.

Worricker
So why did he go to Winterbourne View in the end?

Ann
Simon had displayed some increasingly difficult behaviour and the home had put on an additional staff member.  They had requested extra funding and we were told that to get that extra funding we would need to put Simon into an assessment unit locally.  I say locally - it's about half an hour away.  And we were told that if we didn't do that he would in fact be sectioned.  So we went along with that.  It was supposed to be a temporary thing, he ended up a year there, moved on to another assessment unit for a year, was then sectioned and sent to Winterbourne.

Worricker
I'm getting the strong sense from that that your - the choice element of this, which keeps cropping up in this conversation, was evaporating rapidly during this process.

Ann
Very rapidly, it was - it was so hard to fight against the system.  We were told that we didn't have any options, we had to go along with this.  The decisions were taken from our hands and it was like wading through sticky treacle, to fight the system is exhausting.  And we just - we were told there was no way we could object, we just had to go along with it.

Worricker
When did you first know of the abuse that was going on?

Ann
I first knew about three weeks before the programme aired...

Worricker
Because they contacted you?

Ann
They did indeed, yes, yes.  The team have been amazing and huge admiration for Terry Bryan who blew the whistle and also Joe Casey who went undercover.  It was just amazing because without that we would have nothing, we would not have known.  And that's the saddest part of it all.

Worricker
Because how much access was there to Simon for you and others while he was in Winterbourne View?

Ann
Access was fine, we just could not - we could take Simon in or - sorry take Simon in - we could go in and take Simon out but we were not allowed up on to the ward at all...

Worricker
Which is the key.

Ann
We were told it was the health and safety aspect.

Worricker
What's happened to him now, where is he now?

Ann
He's moved back to his original care home where he's amazingly happy.  He's settled back in, they've been incredibly welcoming, they've just taken care of him, they know him so well, he knows all the staff.  Within an hour of our moving him they had him all sorted out, they brought in a behavioural nurse, extra staff and his bed was made up ready.  And they just stood at the door and said welcome home Simon.

Worricker
Mark is there anything you want to say to Ann?

Neary
Oh dear where to start.  Really pleased that Simon's doing so well.

Ann
Thank you, thank you.

Neary
What a nightmare.

Ann
Yeah absolutely, complete shock, complete shock.  And just looking back there were pointers and now things are emerging that Simon is happy to tell us now that he's away but he clearly felt so intimidated that he wasn't able to tell us when he was in there.

Neary
The judge said in our judgement that when there is a dispute over residence it's not the local authority's place or the PCT for that matter to make that decision, that decision has to go before the courts.

Ann
You've done something truly amazing and I take my hat off to you because what you have achieved is something that we so desperately wanted and were unable to do and you have changed people's perception of how they look at local authorities with the care over our children with learning disabilities.

Worricker
Ann, thank you very much for coming on the programme.  I mean this lack of control, Beverley Dawkins, is coming through again isn't it in this instance.

Dawkins
Absolutely and it sounds in Ann's situation as if they just lost control and actually were not given the information to which they had a right.  They should have been told, they had an absolute right to involvement of an independent mental capacity advocate in those circumstances and it was not at all appropriate for the local authority or PCT to have forced those decisions upon them without following that process fully.

Worricker
I wanted to ask you about funding because Kate Williams, just before half past 12, mentioned one particular aspect of funding that she was quoting as ending in 2015.  Of course the government will say that they've put an extra £2 billion into social care in England - £1 billion from the NHS, £1 billion from a grant - yet we then hear those in charge of social services around England saying actually we're going to have to spend less on social care because of the wider amount of money coming in from central government.  What is the picture as far as you understand it?

Dawkins
The picture's very challenging indeed and Mencap's been doing a great deal of work, not only on the Independent Living Fund but Disability Living Allowance and cuts across the piece.  We've been running cuts road shows across the country to enable families to get access to a really good lawyer to give them advice about how to fight these cuts.  But we are getting a continuous stream of very concerned families who are trying to challenge cuts.  Our advice is very much that if your son or daughter has been assessed - this is a statutory assessment - and the needs clearly set down in a care plan that the authority can't simply say sorry we've got 10% cuts across the piece and therefore we're slicing a bit off your care plan, so that's challengeable.

Worricker
But those - yeah - I mean those needs they have four different criteria don't they - low, moderate, substantial, critical and increasingly we're seeing a trend for only substantial and critical to be looked after in financial terms?

Dawkins
Absolutely, yes.  And this is another issue that we're having to campaign on very strongly.  We've indeed had some authorities try to move only to critical and so far they've been challenged and told that actually that's not a lawful position for them to be in.  But we are in a situation where individuals and organisations are having to mount considerable challenge.  So this is another part of a very worrying picture for families.

Worricker
Yet of course you know the government will turn round and say well a. they would cite that £2 billion that I mentioned initially and they would also say well look the cupboard is bare.

Dawkins
They will but that - one of the difficulties with the money that it is - that it's not ring fenced, so local authorities now have a lot more autonomy to decide exactly how they'll spend their money.  That creates a real difficulty.  But simply saying the cupboard is bare is not good enough.  Actually if your child's needs have been assessed and set out, if they try to do that you need to challenge it.

Worricker
Geraldine in Bury, good afternoon Geraldine, you've been waiting for a while, apologies for that.

Geraldine
Not at all.  I'm the grandmother of a wonderful 14 year old boy who has autism, a severe learning difficulty, and a host of complexities that go along with that.  And our nightmare as a family is what happens to him when we're not here.  I wouldn't suggest for one moment that there's a one size fits all solution but our beautiful boy has only ever known love, tenderness, kindness, he's the light of our life and when we hear stories like Winterbourne and Ann must be the most amazing woman to have come through that, it is - is it any wonder that when we lie awake at night we think sometimes would we be better to take him with us when we're no longer able to look after him and that is an absolutely awful thought for any parent to have to have.  Now we've always been of the view that if you don't plan you get planned for and other people's planning isn't always a good thing.  Our ideal, subject to any changes in the child's needs as he goes through adolescence and into adulthood, would be that through the current - and I stress current - benefit system it would actually be possible for him to obtain a mortgage and to have a home in joint ownership with a housing association and through a personalised budget for us to employ PAs to support him.

Worricker
Let me just bring Beverley in on that Geraldine because you're nodding Beverley, which suggests that you think that is a viable option in these circumstances.

Dawkins
I do, I think you've obviously done a lot of - a lot of planning and you're very right to do so but all of your aspirations there are achievable and despite - we've had a very bad few weeks haven't we and we've got frightened by all the stories we've heard but actually there are very many families who've achieved exactly that and so having an individual budget, finding accommodation that your grandson can part own, having a support team that work around him - there are many families across the country who have achieved exactly that and who can share their stories with great success.  So I think we should hang on to that.  And all of government policy has been going in that direction, that is the aim - a personalised support service for your grandson.

Worricker
And just one final observation because I don't want us to get sort of side-tracked too much by Winterbourne View, which in no way I'm diminishing what was going on there, but Geraldine made the point she saw that and inevitably reacted the way she did.  But it shouldn't take away from the fact that there are plenty of places around the country that are running very well and very caringly and will carry on doing that.

Dawkins
Absolutely, you know these scandals shock and horrify us and absolutely they should but we do need to hang on to the fact that the majority of care is much, much, much better than that and we - you know the thought that you expressed about is it better to take my grandson with us, I can understand that and I know that other families have said that but there are lots of opportunities to get the sort of support that you describe and your services should be supporting you in that endeavour.  So I hope that is what happens.

Worricker
And if the inspection process - because we had that text message I read out about it a moment ago - if the inspection process is sharpened up, as a result of what's happened there, so it is more unannounced and unexpected that might be a positive that comes out of it.

Dawkins
Well it would definitely would be one thing that was positive.  I think what we all know and believe - and there's a lot of evidence in the sector to support this - is actually we also need to invest in the models of care, we shouldn't actually have to rely on cameras on the wall or Panorama cameras or non-announced - unannounced visits to be quite sure our care services are safe.  And we do know that the further away people are from their families and friends, the larger the establishment, the more likely these sorts of problems are to occur.  So we want models of care which are small and local and expert, as well as making sure they're very well regulated too.

Worricker
Geraldine, a quick final comment from you perhaps?

Geraldine
Yeah, I wonder if the inspection set up could be improved by the participation of parents and carers, not necessarily in the establishments where their own folk are but just as a general because I truly believe that nobody has the passion or the interest that folk like us have who have that very direct interest could bring to those inspections.

Worricker
Geraldine, thanks very much for calling.  Jane's in Cambridgeshire, Jane good afternoon.

Jane
Good afternoon.

Worricker
What did you want to say here?

Jane
I wanted to say that obviously hearing about the problems of - that people like my son have when they get older really frightens us as a family.  We've had great problems with our son since he was about two, he has...

Worricker
Tell us a bit about him.

Jane
He has autism, he has very challenging behaviour, severe learning difficulties, very little speech.  But he is a very able boy in lots of ways.  But I feel that assessments aren't done young enough and help isn't available young enough and the needs of the family, as a whole, are not taken into account.

Worricker
How young do you think that assessment process should begin?

Jane
I think it needs to start - he was actually diagnosed at two years old and his behaviour was very challenging even then.  He slept very little.  He has progressed but I had to do that pretty much by myself - I had to give up work to care for him full-time and to try and teach him how to communicate on my own, there's been very little intervention from psychological services or from - we've asked constantly for assessments to be done to assess his real needs, because he has a lot of sensory needs as well, which are often ignored.  It came to the point where it was too dangerous to take him out because as he gets older and bigger he becomes more difficult to manage and taking him out has become impossible to do on my own.  He came now where he was actually hurting his younger brother, who is three, and becomes very dangerous because he needs constant supervision because he has no sense of danger at all.  So he can hurt himself and he can hurt other people.  He doesn't mean to, he just doesn't know what he's doing but he expressed himself in that way when he was anxious.  He requires a high level of engagement - he needs to be focused on tasks and has lots of things to do in order to stop him doing things that are dangerous if you like.

Worricker
Yeah Mark I'm wondering how much that resonates with your experience with Steven.

Neary
Yeah, quite a bit actually.  But I firmly believe there's a common theory amongst the autistic field that challenged behaviour is a sign of great anxiety, a sign of great distress...

Jane
He was in great distress, yes.

Neary
So the focus should be on dealing with the anxiety rather than on the behaviour.  If you deal with the anxiety then the behaviour will deal with itself.

Worricker
Anxiety's there for a reason.

Jane
Well the behaviour got really out of control I believe because his world had shrunk to such a level that he wasn't able - we were not able to access activities suitable for him, we can't - it's very difficult to take him out safely into a place where he can do activities safely and so it came to the point where we were basically - in the winter is very, very difficult, because if it's raining you can't take him really outdoors - it came to the point where we were kind of trapped in the house which has an impact on our younger son because we're unable to take him either.  So as a family we'd end up where sort of dad would have to take one out and I'd have to stay home with Dan and it just became very, very difficult for him and his behaviour became more and more out of control because he's very active, very boisterous.  He needs - he loves to be outdoors but it's very difficult to access a safe place for him to go and take part in activities and mix with other children, he was just isolated alone at home when he wasn't in school.

Worricker
Jane, thank you very much for calling.  I just wanted to pick up a point actually that arose a moment ago, Beverley Dawkins, it's this difference between care and support - we're tending to use these two terms and bunch them together but there's an important difference here isn't there?

Dawkins
Well I guess support to me means being able to provide the support that enables families to live the sorts of lives that the rest of us take for granted.

Worricker
And to encourage people to do things rather than being entirely dependent on you.

Dawkins
Yeah, you know this is about - yeah absolutely, encouraging people to be able to take control of their own situation and make the choices and decisions that are very much right for their child, rather than simply providing I guess very basic care.  So yes I think there is that distinction.

Worricker
I mean in your situation Mark the support is to enable Steven to make his cheese on toast...

Neary
Yeah.

Worricker
... more successfully I'm guessing.

Neary
Or to be at the swimming pool... go to the gym.

Worricker
Kate Williams, back in the phone-in room, Kate.

Williams
Yes we're getting a few e-mails through now from care workers.  This anonymous e-mail says:  "Having worked in a care home as a carer for a short time a couple of years ago I can tell you that there are several areas of concern within this industry.  It is grossly understaffed to the point that the carers can barely manage to maintain human dignity for the residents.  Carers were having to work 12 hour shifts for minimum rate wages which left them physically and mentally exhausted.  They have practically no time to interact with the residents to try and stimulate or enhance their lives."

And Jane from the Forest of Dean says: "I'm a healthcare worker for a charitable trust.  Although training is very good and mandatory not all carers see their job as something to take pride in and many do not have any empathy with the vulnerable people in their care.  A carer only has to have a bad day and it can seriously affect the health and welfare - physical and mental - of the person in their care."

Worricker
Kate, thank you.  I want to go to Trisha who's in Mould.  Trisha, I think you wanted to make a point about charities in this sphere.

Trisha
Yes hello I did.  In a lot of the conversations that I've heard around this topic since the Winterbourne issue it's always been will it be better to have local authority delivering the care as opposed to profit making companies and I wanted to make the point that there is a third way of doing it and a charitable company, not-for-profit making, is in my experience one way of safeguarding my son.  My son is 31, he's been living in supported living accommodation with two other gentlemen with profound disabilities for over 10 years now and the organisation in charge of his care is a not-for-profit making company.  We - I am chair of the trustees of that company, there are also two other family members who are also trustees and I feel that this is an excellent way of sort of scrutinises the level of care given.  The company looks after 30 people with learning disabilities, nobody lives in a home with more than two other people with them.  So it's a small set up and so care is very personalised.  And certainly our company does not pay minimum wages - I hear an awful lot of excuses about if you pay low wages you get poor care.  That's not the case in the entire sector.  I think our lowest paid worker is paid something around £7.40 an hour and that's our lowest paid worker.  And our - our rotas and so forth are very good.  Very often my son is on two to one care.  So I just wanted to put the point that it can work very successfully and it doesn't always need a parent to be totally involved themselves in the sense of hiring the staff, running the mortgage for their son or daughter.  I didn't want that level of onerous commitment but I did want to make sure that my son was being well cared for.

Worricker
I appreciate the call Trisha and it's a point that I was keen to bring out.  As you say we've got the for profit model, we've still got the state model to some extent but there is another way Beverley.

Dawkins
Absolutely, that sounds like a fantastic model and really good that families are so involved as trustees in running that model.  So absolutely there is.  And I think there isn't a one size fits all, what families want is real choice that responds to their particular circumstances.  And whether it's run by the local authority or whether it's run by the voluntary sector what we need are lots of flexible choices, small models of support, one to two people sharing supported living accommodation like that is a really good model too.

Worricker
Beverley, thank you very much for coming in.  The programme in time terms has whistled by.  Mark, thank you, good to see you.  Has Steven finished swimming now - what time is he with you again?

Neary
Yeah he's back home now.

Worricker
Okay, well we'd better not detain you in that case.  Thank you very much for coming in as well.  And thank you to everybody who got in touch with the programme via phone, e-mail or by other methods.


