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ACTUALITY AT TEA PARTY 

 

BOLDERSON: In a lush, leafy garden in North London, a dozen or so 

people are having tea with scones and sponge cake and talking about their children. 

 

WOMAN: He’s going to tell you about his conference, isn’t he? 

 

MAN: [Laughing]  Yes. 

 

BOLDERSON: Their children are not really children – they’re adults. 

And the worry for these parents - some of them in their 70s and 80s - is what happens when 

they die?  Who will look out for their highly dependent children after they themselves have 

gone?  The solution these parents have come up with is to pay a monthly fee to fund three 

advocates.  These advocates visit the children regularly and get an understanding of their 

needs.  And when the parents die, they’ll continue to visit and to ensure the adult care system 

provides the support they need.   
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RALPH: They befriend them, they take them out.  They also are 

available to take a part in meetings with local authorities, with the medical profession so that 

they’re training themselves to be able to take over when we as parents are not available any 

longer. 

 

MAURICE: There’s nothing more wonderful than knowing that 

one’s son or daughter is being visited every seven or ten days or every month or whatever it 

is, seeing what’s going on and turning up without anybody knowing they’re going to turn up.  

It is a major factor in keeping my peace of mind, I can promise you.  

 

LESLIE: Our young people don’t have voices and we have to 

give them voices, because we’re able to employ great advocates who are their voice. 

  

SARA: When I first started in this job, I went round and I met 

all the families and there’s something one of the fathers said to me, and he said it’s one of the 

only scenarios where you’ll meet a family and the parents wished that their son or daughter 

was going to die before them.  And I found that so sad, because they are so scared about 

what’s going to happen in the future. 

 

BOLDERSON: Hearing that at a gathering of parents of profoundly 

learning disabled adults is as heartbreaking as it is damning of the lack of trust in the 

authorities responsible for looking after grown up, but still highly vulnerable children.  We 

find ourselves in this garden in North London because of a programme we made earlier this 

year about poor care for learning disabled adults.  We were struck by how many families 

were locked in conflict with local authorities commissioning care, and the companies 

providing it.  Others got in touch after the programme describing similar struggles.  

 

MUSIC 

 

BOLDERSON: At the root of those conflicts is fear of poor, unsafe or 

unsuitable care as council budgets are squeezed ever tighter.  A constant worry is that scarce 

resources mean decisions are increasingly based on costs and not on need.  Luke Clements is 

Professor of Law and Justice at the University of Leeds. 
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CLEMENTS: In the work that I do with disabled children and young 

adult disabled people, we have a phenomenon that we tend to refer to as warrior mothers, 

because the reality is that if you have a disabled child, the only way really to get them what 

the law says that they should have is to fight and challenge and complain and to become 

combative.  

 

BOLDERSON: There is a law that’s supposed to give family members 

a say in what’s best for their relatives.  It’s the Mental Capacity Act, in force for the past 

twelve years, and intended to protect and support vulnerable adults when decisions are being 

made for them.  It underlines the importance of families in that process.  But we’ve found the 

Act is often misunderstood, sometimes ignored or even willfully misused by authorities 

responsible for commissioning care.  

 

ACTUALITY IN KITCHEN 

 

HOPTON: Hi Ollie, how are you today?  How was college?  Was 

college fine?  

 

BOLDERSON: Caroline Hopton is watching her son Ollie, a tall, lanky 

twenty year old with a mop of thick dark hair, as he skips through the kitchen at their home, 

music blaring from the iPad clamped firmly to his ear.  

 

ACTUALITY MUSIC FROM IPAD 

 

BOLDERSON: A carer has just brought him home from college and 

follows as Ollie, who has autism, bounces up the stairs, pausing briefly to touch fists with 

anyone he passes on his way.  

 

HOPTON: Can I get another fist bump?  

 

OLLIE: Here you go. 
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HOPTON: Ollie is a real character.  He’s full of beans, has lots of 

energy, he’s got an amazing little personality and he makes people laugh, and his teachers say 

how he lights up the room when he goes in in the morning, and he’s got a great sense of 

humour.  

 

BOLDERSON: When Ollie was a young teenager, becoming very 

active and needing stimulation, Caroline arranged for him to go to a residential school for 

children with autism and learning disabilities.  

 

HOPTON: I was really excited about it for him because I thought 

it would give him a taste of independence and give him access to community activities that 

perhaps he hadn’t enjoyed before, but sadly, you know, it wasn’t what I’d hoped.  There was 

one major safeguarding incident.  I actually found Oliver with a very badly bruised face and 

there was no explanation as to how that had happened.  I knew that Ollie wasn’t happy a lot 

of the time.  He’s always had eating issues but sometimes, you know, when he’s really, really 

anxious and unhappy, his eating will completely shut down. 

 

BOLDERSON: Caroline moved Ollie to another residential placement, 

but that also turned out to be unsatisfactory.  After those experiences she was convinced that 

he’d be better off living at home with her, so that’s where he is now, attending a special 

college and supported by care workers during his waking hours. 

In terms of his understanding of the bigger issues, where he lives and what kind of care he 

gets does he have any means of understanding that or is that where he lacks capacity?  

 

HOPTON: Ollie does lack capacity to make any big decisions 

about his life, but it’s obvious to everybody who knows him that Ollie is happiest at home, 

where he’s loved and supported, and he goes to a day college in London, which he absolutely 

loves, and he’s really, really thriving there.  

 

ACTUALITY OF MUSIC FROM IPAD 
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BOLDERSON: Ollie has very limited communication skills; he’s likely 

to need a lot of support for the rest of his life.  But it won’t necessarily be Caroline who 

decides what kind of support will be best for Her son.  Ollie is legally an adult, which means 

his mum no longer has authority over decisions about his health or welfare.  

 

SERIES: It can come as a quite a shock to find that on the night 

of their son or daughter’s 18th birthday, they no longer have parental responsibility, and that 

means they no longer have that power to make those decisions. 

  

BOLDERSON: Dr Lucy Series of Cardiff University specialises in 

laws on adult social care, in particular the Mental Capacity Act and the code of practice that 

offers guidance on how the Act should be used to make decisions on behalf of people who 

can’t make them for themselves.  It was considered groundbreaking when passed in 2005, 

because it’s based on the idea that mental capacity should always be assumed.  People, 

whatever their cognitive abilities, should be supported to make decisions where they can. 

And when they can’t?  

 

SERIES: Although in places the Act and the code talk about the 

decision maker, more often than not, for care and treatment decisions, there isn’t a clearly 

designated decision maker.  In fact, the responsibility is smeared across anybody who might 

potentially be responsible for arranging or delivering care and treatment. 

 

BOLDERSON: So it can end up being a sort of power struggle? 

 

SERIES: Yes, yes absolutely.  Well it can end up two ways.  It 

could be a power struggle, where you have different people asserting that they are the 

decision maker and potentially overriding the wishes and the feelings of the person or their 

family, or conversely, you can have situations where nobody really wants to take 

responsibility for a decision that’s being made, and it becomes very, very murky who is 

making that decision and is responsible for it.  

 

BOLDERSON: What’s envisaged in the Act, for decisions like where a 

person should live and who should look after them, is a collaborative process.  The authority 

paying for the care - usually a council or an NHS Trust, arranges a Best Interest Meeting, to 
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BOLDERSON cont: which family members and any other relevant parties 

should be invited.  The best interests of the incapacitated person are discussed.  In theory, all 

views are listened to.  But someone still has to make a decision.  Alex Rook, of Irwin 

Mitchell solicitors, represents many relatives of individuals with limited mental capacity in 

disputes with health professionals or local authorities. 

 

ROOK: Our experience is, from families who contact us, is that 

very often they feel like that decision is kind of slightly railroaded and that the local authority 

appoint themselves effectively as the decision maker, and that families are not properly being 

consulted or their views being heard.  I can tell you of a case at the moment involving a 

London authority, where they have written to the young adult’s parents and explicitly said 

that this is a meeting about this person’s residence, please come along, we are the decision 

maker at this meeting.  The Mental Capacity Act, as a piece of legislation, is very good, but 

it’s a piece of legislation which is poorly understood.  Regularly, and I accept as a lawyer 

people come to us with problems, but nevertheless regularly we are contacted by families 

who say they aren’t being consulted about things, they’ve been told that this is a decision that 

the local authority take, rather than if there’s a dispute go to the Court of Protection etc. 

  

BOLDERSON: The Court of Protection, created under the Mental 

Capacity Act, isn’t a single building, but holds regular hearings in courts all over the country. 

It’s where disputes over decision making should be settled.  But lawyers tell us that councils 

are often reluctant to go to the court, sometimes because of the costs involved, sometimes 

because they know they’ll lose.  And families also hold back, intimidated by the very idea of 

court, and by the expense.  Very few are entitled to legal aid.  The Court of Protection rules 

on all matters related to the Mental Capacity Act and it can, in certain circumstances, appoint 

someone to make decisions on behalf of another individual.  That person becomes a Health 

and Welfare Deputy.  

 

ROOK: The concept of deputyship is itself not that new in 

relation to finances.  It’s kind of understood and fairly uncontroversial that if somebody lacks 

the ability to manage their own money, they’ll need a finance deputy to open bank accounts, 

to pay the bills etc. That seems pretty straightforward.  The concept of a welfare deputy,  

somebody who’s going to step into that person’s shoes and make decisions on their behalf, in 

their best interests in relation to their welfare, it’s a newer concept and somewhat more 
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ROOK cont: controversial, because it’s obviously giving that 

individual quite a lot of power over somebody else.  

 

BOLDERSON: And that means judges are very cautious about 

appointing Health and Welfare Deputies - something that Alex Rook is trying to change.  He 

represents three families of young adults with learning disabilities or autism who’ve asked 

the High Court to fix what they think is a big problem with the rules that accompany the 

Mental Capacity Act.  

 

ROOK: What the code of practice that goes with the Mental 

Capacity Act says is that a Welfare Deputy should only be appointed in the most difficult 

cases, and we have argued before the court that that is wrong.  The courts should simply look 

at that as what’s in this person’s best interests, not is this one of the most difficult cases, and 

we would say that better, best interest decisions very often are made by family than they are 

by the state. 

 

BOLDERSON: So that sounds a bit like having Power of Attorney. 

Except that under a Lasting Power of Attorney, someone nominates a representative in 

anticipation of losing mental capacity later in life.  Deputies are appointed where the 

individual doesn’t have the capacity to choose a representative themselves. 

 

ACTUALITY IN KITCHEN 

  

HOPTON: You want pizza?  Yeah?  Okay, Mummy will sort that 

out, okay.  You hungry? 

 

BOLDERSON: Ollie’s mum, Caroline Hopton, is one of the parents 

represented by Alex Rook in that effort to make it easier for parents to become deputies for 

their children when they turn eighteen.  

 

HOPTON: It’s not just about local authority funding, it’s about 

medical care, it’s about dental care.  Oliver needs some dental work done, and it’s been so 

difficult, and I know as his mum that the only way to get his dental work done is under 
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HOPTON cont: a general anaesthetic, and Oliver will not tolerate 

sitting in a chair with somebody poking around in his mouth.  He’d be absolutely terrified.  

You know, I wasn’t being listened to. 

 

BOLDERSON: Caroline’s having difficulty finding a dentist to make 

the decision to do the work under general anesthetic.  At the same time, because her son’s an 

adult, she doesn’t have that decision making authority herself.   

 

HOPTON: I understand the risks of general anaesthetic.  I’m 

totally aware of that, but sometimes it’s necessary, and what you don’t want to get into is 

your child having a mouthful of rotten teeth and it’s unacceptable.  Parents do need to be 

listened to.  He’s my child and it’s just unfathomable to me that once our children turn 

eighteen, that suddenly they are not our children anymore - and these are the most vulnerable 

people in society. 

 

BOLDERSON: And that would be different, you think, if you had 

deputyship - that you’d be able to make a decision about some of those things? 

 

HOPTON: I think there would be more power behind the decision, 

yes I do, I absolutely do believe that. 

 

BOLDERSON: It’s important to note that being a deputy doesn’t mean 

you can just demand a particular type or a specific amount of care.  There are other laws that 

govern how needs are assessed and budgets set. 

 

MUSIC 

 

BOLDERSON: But a deputy is supposed to be the voice of the person 

who can’t speak for themselves, arguing their best interests and choosing between any 

options presented.  That’s the theory anyway.  Because we’ve heard that even having court 

appointed deputyship doesn’t always mean a family member gets to decide.  One of the 

people who wrote to us after our last programme on social care was 90 year old Mrs Shaws, a 

mother in exactly the heartbreaking position so many parents dread - ageing, no longer able 
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BOLDERSON cont:  to care for her severely disabled adult son, Michael, 

and desperately worried about what’s going to happen to him. 

 

ACTUALITY, FOOTSTEPS CRUNCHING ON GRAVEL 

 

BOLDERSON: I’ve come to rural South Norfolk to meet other 

members of the family who’re trying to sort out Michael’s care.  

 

ACTUALITY KNOCKING AT THE DOOR 

 

BOLDERSON: Hello!  Hi, I’m Claire. 

 

ROWAN: I’m Rowan. 

 

BOLDERSON: Rowan, nice to meet you. 

 

ROWAN: This is Graham, the main man. 

 

BOLDERSON: Graham, lovely to meet you. 

 

GRAHAM: Hello Claire, pleased to meet you. 

 

BOLDERSON: Graham Shaws is Michael’s brother.  He and his wife 

Rowan lead me through their cheery, bright red kitchen to a conservatory with lovely views 

over open fields.  

 

GRAHAM:  Michael is a very friendly, very affable, very calm 

person.  He has epilepsy and autistic tendencies.  Michael is completely non-verbal, he has 

very, very limited understanding of simple requests, he has no comprehension, no 

understanding, he cannot cope with any complex or multiple instructions. 
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BOLDERSON: Michael is in a care home about an hour and a half’s 

drive from Graham and Rowan.  They visit regularly and take him on outings. Rowan gets 

out her phone to show me pictures of 60 year old Michael – grey-haired, a little hunched over 

as he tucks into his meal.  

 

ROWAN: We took him out for his birthday in November last 

year for a carvery meal, and this is him having a half a lager at a carvery. 

 

BOLDERSON: So he enjoys his food and drink? 

 

ROWAN: Oh, most definitely, yes. 

 

BOLDERSON: Michael was looked after by his mum until he was 

nearly fifty years old, and she was in her late seventies.  At that point, she just couldn’t 

manage anymore and he moved into a care home.  He didn’t react well to other residents and 

eventually the staff said they couldn’t cope with his agitation and sleepless nights.  Michael 

lives in neighbouring Suffolk, and the county council’s social care team suggested he’d be 

better off in Supported Living - renting a bungalow with carers coming in to look after him.  

Graham found a suitable property and started planning the move.  

 

GRAHAM: Just before Christmas, Social Services made the 

decision to move Michael to the bungalow, the reason being that the respite centre where he 

was living was closing for the Christmas period.  On the last working day before Christmas 

they moved him there.  There was no furniture in the property, there was no food in the 

fridge, there had been no transition whatsoever.  Despite our opposition, they were going to 

move him there on literally the Friday before Christmas.  

 

BOLDERSON: So they decided that and they told you that’s what was 

happening, but they didn’t consult you? 

  

GRAHAM: Once we knew exactly what they were intending, we 

wrote to them and said that the family deeply opposed this and I, as Michael’s deputy, said 

that my decision was that this is not in Michael’s best interests, and we felt that it would be 

much better for Michael to go into a temporary respite for a few days at Christmas, to allow 
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GRAHAM cont: the bungalow to be prepared correctly for Michael, for 

us to furnish it and to manage the whole process in a planned, agreed, thought-out way. 

  

BOLDERSON: So Graham is Michael’s Health and Welfare Deputy. 

He’s had that court authority to make best interest decisions for his brother for the past three 

years - but it doesn’t seem to have helped much.  

 

GRAHAM:  They’re saying that they had made the best interest 

decision.  They felt it was correct for Michael to move in there and so therefore that was what 

was happening.  On the Friday before the Christmas, we actually wrote to them, and a 

solicitor also wrote to them saying the same thing, and they basically ignored both of us. 

 

BOLDERSON: So they had made a best interest decision, but they had 

not included you in that, or they just disregarded your views in that? 

 

GRAHAM: They say that they had decided that that would happen 

and they also said that they had made the decision.  There was no formal, round the table, 

best interest decision undertaken.  

 

BOLDERSON: Michael moved into the bungalow and Graham says 

the carers tried their best, but from the start it just didn’t work.  For example, a care plan 

agreed in anticipation of the move said Michael, who loves car trips, would be taken in his 

own car for appointments and to visit his mum, about an hour away.  But Graham says the 

company providing the carers couldn’t guarantee they would be drivers, so the car was never 

bought.  

 

GRAHAM: Michael appeared, over the course of the first few 

months, to be becoming more and more withdrawn into himself.  He seemed unhappy.  

 

ROWAN: We asked what his weight was, because you could see 

visibly he’d lost weight - his clothes were all too big.  He was being described as not sleeping 

very well again and getting quite noisy.  So we would ask questions.  We would always go in 

- ‘Hello, how’s Mike?’ and we would be told, ‘Oh, he’s fine,’ and that was it.  So we would 

then say, ‘Well, how is he sleeping?  How is he eating?’ and all the normal questions that you 
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ROWAN cont: want to know about somebody – ‘Has he been doing 

anything other than going to his day centre?’ and when we kept asking questions like that, we 

were accused of being intimidatory, not really any of our business. 

 

BOLDERSON: We’ve seen evidence that staff were instructed to deny 

Graham and Rowan access to files about Michael.  They were told to contact management 

and to ask Graham and his wife to leave, or to call the police if staff felt intimidated.  There’s 

also a reference to Suffolk County Council’s intention to ask the Court of Protection to strip 

Graham of his deputyship.  So far, that’s not happened.  Graham says Michael became 

increasingly unhappy in the bungalow and that his psychiatrist thought the isolation might be 

causing depression.  Rowan, who’s a nurse, was concerned that Michael’s medication wasn’t 

being re-ordered before it ran out.  And there were even more serious concerns. 

  

GRAHAM: There were a number of safeguarding incidents that 

arose during the period Michael was there.  Things happen to everybody, especially if 

somebody’s autistic and epileptic or can be unsteady on their feet; there are always going to 

be odd trips and falls, but Michael seemed to experience a high number of incidents and 

every incident was apparently unwitnessed.  When we raised this with the council, the 

response seemed to be, well, this was an unwitnessed event, there’s not much we can do 

about it. 

 

ROWAN: We took him to the doctor to discuss this and some 

other issues.  His sleeve was rolled up and there was what appeared to be a grab mark, a set 

of four, what looked like finger marks on his arm, which we hadn’t been informed about and 

the team leader was present and he also checked the records and said, ‘We’ve got no record 

of this.’ 

 

BOLDERSON: There were complications also with the financial 

arrangements for the Supported Living and eventually, late last year, the whole arrangement 

broke down.  Michael was given three months’ notice to leave.  Graham says Suffolk County 

Council were slow to react and he’s still battling to get an up to date care and support plan so 

he can organise the next move.  And remember, all this with Graham acting with court- 

appointed authority as Michael’s deputy.  
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GRAHAM: We had a meeting with the council to try and clear the 

air and move things forward.  The first point on the agenda was discussion regarding the 

deputyship, and this was a meeting attended by myself and my wife and a table full of people 

from Suffolk County Council.  When I raised the role and responsibilities of a deputy, the 

very senior person from the council told me that, as Michael’s Health and Welfare Deputy, I 

could ask the care provider to, for example, give him either toast or cereals for breakfast or 

how I would like to see Michael dressed.  I then responded that those trivial issues are 

acknowledged, what we want to understand is the more significant aspects of the Health and 

Welfare Deputyship, which I believe I have the authority to act for Michael on, which you 

seem to fail or refuse to acknowledge. 

 

BOLDERSON: And what did they say? 

 

GRAHAM: They refused to discuss it any further.  

 

BOLDERSON: So we have here a copy of the Court of Protection 

deputyship, order appointing a deputy for personal welfare.  Could you just read for me what 

your authority as deputy is, as stipulated by the court? 

 

GRAHAM: Where he should live, with whom he should live, 

decisions on day to day care, including diet and dress, consenting to routine medical and 

dental examination and treatment on his behalf, making arrangements for the provision of 

care services, whether he should take part in particular leisure or social activities and, finally, 

complaints about his care and treatment.  

 

BOLDERSON: All of which are the things you were trying to do, but 

you’re saying that Suffolk County Council said really all you were supposed to be doing was 

point 3 - decisions on day to day care, including diet and dress? 

 

GRAHAM: That’s correct.  They refused to discuss or 

acknowledge any of the other points.  
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BOLDERSON: Michael has now left the supported living bungalow, 

but he’s still not settled in a permanent home.  Graham meanwhile has engaged a solicitor to 

help fight the case for Michael’s care.  

 

GRAHAM: It’s something that we find is very frustrating because, 

as deputies and as family members, we feel that there is nobody there to support us other than 

paid legal representation. 

 

BOLDERSON: So you’re on your own? 

 

GRAHAM: You’re on your own.  And the councils know you’re on 

your own and they know that a lot of people will give up. 

 

BOLDERSON: In a statement, a spokesman for Suffolk County 

Council told us the council refutes Graham Shaw’s allegations.  The statement said staff 

working with Michael have ensured that his eligible needs have been, and continue to be met 

- and added: 

 

READER IN STUDIO: The council needs to be sure decisions made on behalf 

of vulnerable adults are in the best interests of those adults.  Regrettably, sometimes that can 

create tension between statutory bodies and families. 

 

BOLDERSON: We asked the care company, Leading Lives, for their 

response to Graham’s allegations.  They said: 

 

READER 2 IN STUDIO: Due to the confidentiality and vulnerability of our 

customers, we have no comment to make. 

 

BOLDERSON: As Graham Shaws says, a lot of people give up.  We 

tend to hear from the ones still fighting, and that includes those who’ve contacted the Local 

Government and Social Care Ombudsman to complain about how they and their family 

members have been treated.  The number of complaints is rising - as is the proportion of them 

that, once investigated, are upheld.  Paul Conroy is Executive Director with the 

Ombudsman’s office.  
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CONROY: We uphold around 60% and that’s increasing year on 

year, so we’re finding more and more problems in this area. 

 

BOLDERSON: What kind of problems? 

 

CONROY: Mental capacity assessments not being completed 

when they should be, delays in carrying out assessments, poor best interest decision making, 

decisions that are made when a local authority decided that somebody lacks capacity to make 

a decision, either about where they live or some aspect of their future care, and some 

problems which involve family members and loved ones, where they weren’t being properly 

engaged and involved in decision-making.  

 

BOLDERSON: And in a report published in 2017, the Ombudsman 

concluded: ‘some councils and care providers do not properly understand the processes for 

making decisions on behalf of people who lack mental capacity.’  As a result, vulnerable 

adults are being let down by poor social work practice.  So how come some local authorities 

are still not adhering to a law that’s been in force for twelve years? 

  

CONROY: We know this is a very difficult area and we also know 

local authorities have been under considerable constraints in terms of public finances and 

their ability to resource this properly.  But the law is the law and it’s there to protect 

vulnerable people, and we’d expect local authorities to comply with it, irrespective of those 

constraints.  

 

MUSIC 

 

BOLDERSON: It’s not as if there haven’t been strong warnings before. 

Five years ago, a House of Lords Select Committee looked at how the Mental Capacity Act 

was being implemented and concluded that vulnerable adults were being failed by the Act 

designed to protect and empower them.  And their report identified all those problems the 

Local Government Ombudsman is dealing with in growing numbers, today.   
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READER IN STUDIO: For many who are expected to comply with the Act it 

appears to be an optional add-on, far from being central to their working lives.  The evidence 

presented to us … 

 

READER 2 IN STUDIO: The empowering ethos has not been delivered. The 

rights conferred by the Act have not been widely realised.  The duties imposed by the Act are 

not widely followed. 

 

BOLDERSON: We asked to speak to a Minister in the Department of 

Health and Social Care, but nobody was available.  In answer to our questions about whether 

the Government feels the 39 recommendations made by the Lords have been addressed, a 

spokesman said, ‘We have taken great strides in improving the way the Mental Capacity Act 

is enforced, including appointing a national chair to champion its principles, and provisions 

to ensure those at the centre of court proceedings are involved in decisions affecting them.’ 

That’s not the experience of Cate Serle.  She’s a solicitor specialising in Mental Capacity Act 

cases. 

 

SERLE: I have a number of clients who have felt intimidated, 

harassed, harangued and scared by the process, particularly when it has started going wrong 

and when they feel that they are being accused of not acting in their loved one’s best 

interests.  It can be particularly difficult for middle-aged parents of young adults with 

learning or cognitive disabilities, where the local authority may perceive the parent as being - 

inverted commas in the air – ‘expert’.  A professional parent they call them, and that’s a 

source of criticism and it’s … 

 

BOLDERSON: And that’s a bad thing, being a professional parent? 

 

SERLE: It is, yeah, it is regarded as a bad thing, it’s said with a 

degree of cynicism, I suppose.  The worst cases I’ve come across are ones where the family 

are actually told that the police will become involved if they do not follow the guidance that 

has been given.  I have one case where the Social Services and a police officer went to visit 

the family to tell them if they gave the person food that was considered unsafe, that they 

could potentially be prosecuted, and no best interest decision had been made in that case. 
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BOLDERSON: Law professor Luke Clements, who we heard from 

earlier, describing warrior mothers fighting for their children, says incidents like that mean 

relationships quickly break down.  

 

CLEMENTS: Many of these mothers would say that I wasn’t like 

this, I was a mild person.  I’ve become this very combative person, and the local authorities 

say, you know, you’re a very difficult person, you shouldn’t do this.  But this is learned 

behaviour and the reality is that that continues once the young person becomes an adult, and 

in fact it occurs throughout their lives, because the families know that unless they are 

eternally vigilant, that the person they most love is going to suffer, and that is taken the 

wrong way by many, many statutory bodies, who say this is just a very complaining, 

combative person.  

 

BOLDERSON: And are there then repercussions when families 

complain?  

 

CLEMENTS: Yes, there’s clear research about direct or innuendo 

threats, that if you go down this line there will be consequences.  And, you know, I know this 

and many families will know this, that when they complain, they are improperly excluded 

from a care home or the care home asks somebody to leave, because their family have 

complained or the family is listed as a troublemaker and that goes on the file, and so that 

every further interaction they have has this problem, because of course these aren’t one off 

things like with a shop, which you can go somewhere else.  If you’re caring for somebody, 

you know, a younger person with learning disabilities, say, you’re going to have to deal with 

that organisation for the next forty years, fifty years, and it’s always going to be on the file 

that this family, you know, is a problem. 

  

BOLDERSON: Adult social care - the kind we’re talking about for 

people with learning disabilities and autism - is commissioned and paid for by local 

authorities.  They’re supposed to be adhering to the Mental Capacity Act and including 

families in decision making.  Stephen Chandler is a senior policy official with the local 

government body that represents Social Services bosses - the Association of Directors of 

Adult Social Services.  How does he respond to those accusations that families often feel 

intimidated? 
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CHANDLER: That is terrible to hear and I cannot believe that any 

local authority would want its staff to be performing or experienced in such a way.  We 

fundamentally recognise and value the role of families in supporting individuals.  

 

BOLDERSON: Do you think that social work teams and adult Social 

Services generally across local authorities understand the Mental Capacity Act and their 

obligations, not just to families, but to a very clear process? 

 

CHANDLER: I believe they do, however, we do know that the 

demand on local authorities in the context of the Mental Capacity Act has increased 

significantly in recent years. 

 

BOLDERSON: And yet they do still need to stick to the law. 

 

CHANDLER: Oh, absolutely.  The law is absolute on this. 

 

BOLDERSON: The Local Government Ombudsman published a report 

in 2017, which said that vulnerable adults were being let down by social work practice, and  

although that was 2017, indicates now that the situation isn’t getting any better - not judging 

by the number of complaints that they get.  

 

CHANDLER: Again, I come back to there is absolutely no local 

authority up and down the country that wants to do anything that doesn’t ensure the 

appropriate inclusion of families of individuals where possible in such decision makings, and 

I am disappointed to hear that people have felt that that hasn’t been the case or that their 

opinions haven’t been valued. 

 

ACTUALITY OF END OF PHONE CALL 

 

BOLDERSON: Okay, good to talk to you again.  Yeah, thanks, bye. 

I’ve been catching up with some of the people we met making the last programme about adult 

social care and talking to some of the others who’ve been in touch with us since.  One mum 

tells me the local authority are trying to take away her right to administer her son’s benefits, 

because she’s disputing some of the bills for his accommodation, and since she complained 
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BOLDERSON cont: about his care, she says the care provider’s told her she 

can only visit three times a week.  And she says, it’s awful, we’re kept out of all the decision 

making.  Then there’s the father who’s battling for more care for his mentally ill son, and he 

says the council and the local health trust have imposed what they call an awkward behaviour 

policy that’s intended to stop him from complaining again. ‘They’re putting up the shutters,’ 

he said, ‘and freezing me out.’  And Graham Shaws, whose 90 year old mum got in touch 

with us, uses similar language when he describes his relationship with the council responsible 

for the care of his brother, Michael. 

 

GRAHAM: Everything seems to be conflict.  We feel that our 

views don’t really matter and if we try and have our views heard, what tends to happen is that 

it becomes a fight.  

 

BOLDERSON: And what happens when you formally complain? 

 

GRAHAM: As an individual it’s very, very difficult to complain. 

What we’ve found in the past is that the council immediately pulls the shutters down and has 

no communication with us.  

 

ROWAN: It is exhausting and extremely stressful.  We cannot 

imagine what the position of some people with learning difficulties is if they don’t have 

anybody saying, this isn’t right. 

 

ACTUALITY AT TEA PARTY 

 

BOLDERSON: And that’s why the families around this tea table in 

North London came together to form their group, Reserve Power.  [MUSIC]  They’re making 

sure there’ll be people who know their learning disabled children and will fight for them 

when their parents are no longer around.  Alex thinks his adult daughter - and the others - will 

be in very good hands.  

 

ALEX: The common denominator amongst all members of 

Reserve Power is that they wholeheartedly love their children.  It’s not an obligation or a 

duty, it’s what we do.  We’re around and we try and do the best for them.  And this love is 
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ALEX con: taken on board by the advocates as well.  Not only do 

they look after them as friends but look after them as advisors.  They know the system, they 

will be fundamentally important to the treatment that they might get in hospital.  So that is 

why Reserve Power exists, and as a result of that it will continue to exist, and we are in 

confidence that when we go, it will still thrive.  


