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ABRAMS: For years families have been complaining about the 

way loved ones with learning disabilities are treated by the health service. 

 

CHRISTINE: I feel deeply that if you took an animal to a vet, they 

would have been treated better than what my daughter was in hospital. And I mean that from 

the bottom of my heart. 

 

ABRAMS: Successive Westminster governments have promised 

things will get better.  But now File on 4 can reveal early findings from an official review 

which suggest they haven’t. It says many people with learning disabilities are dying 

prematurely. The minister responsible tells us now things really need to change. 

Are you shocked that 50% of people with learning disabilities appear to be dying 

unexpectedly or unnecessarily? 

 

LAMB: Obviously, this is a very real concern and needs to be 

tackled as a matter of absolute urgency, and I am determined to tackle this effectively, not 

just in terms of the rhetoric, but in terms of solid actions that change the way the system 

works. 
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SIGNATURE TUNE 

 

ACTUALITY AT HOSPITAL 

 

BLAIR: Well, we’re in St George’s Hospital in South West 

London. It’s a hospital with about 1,100 beds.  We are in the accident and emergency 

department.  Normally this is a very busy, frenetic environment and can be very frightening 

and very scary for people coming in with a learning disability, it is a scary environment. But 

the staff here call me as soon as they get somebody with a learning disability in and we come 

and assist, and therefore I’ll direct the care from there for that person. 

 

ABRAMS: Jim Blair’s unique. He’s the only nurse consultant for 

people with learning disabilities in an acute hospital in the UK. Today he’s with Peter 

Cranham, one of his former patients. When he was previously admitted here, he felt people 

weren’t communicating with him about how he was feeling and about his treatment.  

 

CRANHAM: About two years ago I come in with a chest infection 

and casualty took me for x-ray and they didn’t tell me what was going on. I felt nervous.  No 

one was telling me anything. 

 

ABRAMS: By the time he was transferred to a bed, Peter was 

feeling lost and uncertain. 

And then what happened?  After you got up to the ward, what happened then? 

 

CRANHAM: I was still refusing treatment. 

 

ABRAMS: You were refusing treatment?  Why was that? 

 

CRANHAM: No one was explaining what was happening until I saw 

Jim the next morning. Jim explained what was going on with me, then I had my treatment. 

 

ABRAMS: So you were happy to be treated once Jim had told 

you? 
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CRANHAM: Yes, I was, yes. 

 

ABRAMS: So that made quite a big difference for you? 

 

CRANHAM: It did, yes.  

 

ABRAMS: Jim Blair says his role matters for people like Peter.  It 

puts Jim on a par with doctors, and he works in partnership with them. He says when people 

with learning disabilities come into hospital, they need more support, more communication 

than other people – not less. 

 

BLAIR: The experience of people with a learning disability in 

hospital is very different from other people. 24% of people with a learning disability visit 

hospital each year as opposed to 14% of the general population, so it’s almost double the 

amount. And the complexities of issues that they face are largely around how people 

understand them, communicate with them and interact with them. 

 

ABRAMS: There are more people with learning disabilities 

coming into hospitals than ever. Medical advances mean more are living into adulthood, with 

more complicated conditions. And there’s growing concern that in many hospitals, as well as 

in other healthcare settings, they’re not being looked after well. Health bodies are supposed to 

make provision for people with disabilities.  And four years ago, the Government in England 

commissioned a report into the issue from Sir Jonathan Michael.  He says he found serious 

gaps in care. 

 

MICHAEL: There was a clear framework of legislation which 

made it clear what should happen, but the healthcare system didn’t really understand how to 

put that into practice. There was then the issue of understanding the obligations to make the 

adjustments to processes and care that are required by people with a learning disability. 

People are very used to the fact if you have a physical disability or were blind or deaf, all 

hospitals and systems have processes for dealing with that, but learning disability is often 

invisible.  It’s invisible often to individuals, but it’s also invisible to the system, and so the 

system did not know how many people with learning disability were being treated and 
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MICHAEL cont: therefore it was impossible to track whether or not they 

were being treated appropriately and whether or not the reasonable adjustments that the law 

requires us to make were being made in these cases. 

 

ABRAMS: One of the recommendations was that all health care 

organisations should collect better information. Another was that a centre should be set up to 

research the health care of people with learning disabilities. Chris Hatton’s a Professor of 

psychology, health and social care at Lancaster University - he’s a key member of this new 

research team. He’s surveyed all the NHS trusts in England to find out whether they’re 

making what disability law calls ‘reasonable adjustments’ for these vulnerable patients. 

 

HATTON: We found that fewer than 10% of hospitals – and 

that’s, of course, those who responded - have some kind of individualised process for 

diagnosing people’s health conditions in terms of people with learning difficulties.  That is 

obviously a very low figure and the potential for misdiagnosis is very high. Of those who 

responded, only 20% of trusts could give us clear information on the numbers of people with 

learning difficulties admitted to their hospitals or their trusts. 

 

ABRAMS: So that’s one-fifth of hospitals are actually properly 

informed about who is coming in, who is being admitted with learning difficulties? 

 

HATTON: Yes. 

 

ABRAMS: And did that surprise you? 

 

HATTON: I think hospitals are very complicated systems. What 

we are talking here is a general systemic change in how everyone in that hospital works, so 

it’s not kind of neatly fitting within a particular clinical area.  It’s not heart surgery or cancer 

treatment, so it spreads across the whole hospital, which makes it sometimes I think difficult 

to identify someone who is responsible and someone to really lead it and drive it. 

 

ABRAMS: Professor Hatton’s survey was two years ago and we 

wanted to know whether things might have improved since then. So we asked all the hospital 

trusts in England how many people with learning disabilities they admitted last year. Less 
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ABRAMS cont: than a quarter were able to give us the information.  

Out of 161 trusts, 122 either couldn’t provide figures or simply didn’t respond. But those 

figures will come as no surprise to many families. 

 

RAWLINSON: Her learning disabilities were all to do with 

understanding.  She didn't understand what doctors were saying to her, she didn't understand 

what hardly anybody was saying to her, she used to get very confused with things, like she 

would be watching the TV and she would think they were talking to her, they were talking 

about her.  On several occasions she would get upset even to think that people on the TV 

were talking about her. 

 

ABRAMS: Sue Rawlinson’s daughter Nicki was 26. Her learning 

disabilities were caused by the onset of epilepsy when she was fourteen. But despite them, 

she worked in a local garden centre and for a while she’d been engaged to be married. On 

Christmas Day last year she was taken ill.  Her family feared complications after a recent 

bowel operation. She was taken to Barnet Hospital in North London, where Sue became 

increasingly concerned about her treatment.   

 

RAWLINSON: They were just taking Nicki’s food in, because she had 

a side table, obviously she couldn’t get out of bed, she couldn’t walk, she couldn’t move.  

The hospital orderlies were just taking Nicki’s food in and putting it on the table, which Nicki 

couldn’t reach.  Her water was there all the time as well, but Nicki couldn’t get out of bed to 

get it, so because they were just leaving it on the side, she couldn't get to her food at all. 

 

ABRAMS: And as time went on, what effect was that having on 

Nicki? 

 

RAWLINSON: Nicki was very, very weak, very sleepy, she couldn’t 

take her medication, she couldn’t drink anything, she wouldn’t speak, she was just laying in a 

bed. 

 

ABRAMS: Did you try to talk to the staff about Nicki’s needs? 

Obviously she had different needs because of her learning disabilities.  Did you think that 

they were trying to adapt for her? 
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RAWLINSON: No, not at all. They had no understanding of a person 

with learning disabilities, so she was sort of shoved in the corner.  Several of the staff said 

that they don’t really deal with people with learning disabilities. 

 

ABRAMS: Sue doesn’t think enough was done to find out what 

was wrong with Nicki. She thinks medical staff should have worked harder to communicate 

with her – for instance, she sometimes used sign language to encourage Nicki to eat. As the 

days and weeks went by, her condition continued to deteriorate. 

 

RAWLINSON: Her eyes were completely black, she couldn’t move 

any of her body at all, she just didn’t have the strength to do anything.  It was as much as you 

could do to get her eyelids to move, because she had had no food, she had had no fluids, so 

she just couldn’t do anything for herself at all.  I think when they weighed her she was just 

under three stone and all her organs just started to collapse on her, because there was no food 

in her.  I mean obviously with anybody, if you don’t eat, you don’t drink you just go right 

downhill, which is what happened with Nicki, and all her organs just started packing up one 

by one. 

 

ABRAMS: Eventually, about eight weeks after Nicki went into 

hospital, she was given an operation to put a feeding tube into her stomach and one to put a 

fluid line into her neck. But shortly afterwards she suffered a heart attack. She died in the 

early hours of the next morning. Her death certificate lists a baffling array of causes -

aspiration pneumonia, gastroparesis, mitochondrial disease. But Nicki’s family are convinced 

her deterioration was made worse by poor care and they’ve lodged a formal complaint with 

the hospital. We asked to speak to Barnet Hospital, but they wouldn’t agree to be 

interviewed. In a statement, they said: 

 

READER IN STUDIO: The Trust takes the quality of patient care very 

seriously and continuously works to ensure that high standards of care are met. On this 

occasion it is clear we did not meet the needs of this patient and we would like to apologise 

unreservedly. The Trust has conducted an investigation into the care Nicki received and 

immediate actions were taken. We are in the process of meeting with the family to discuss 

our findings. 
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ABRAMS: And it isn’t just poor care families are complaining 

about. For years, campaigners have been saying people with learning disabilities are actually 

dying too young. Until now, the evidence has been anecdotal. But four years ago, the 

Government set up a confidential review into the issue. It did a detailed inquiry, looking into 

every death of someone with a learning disability in five Primary Care Trust areas over a two 

year period.  It’s now coming to an end, and we’ve seen its interim report.  It contains some 

disturbing findings. Dr Pauline Heslop is the inquiry team manager. 

 

HESLOP: We’ve done a preliminary analysis of the data, which 

was based on a small number of cases.  It’s 93 deaths that we reported on.  And of those, 

approximately half were felt to be premature.  The proportion of deaths that we’ve been 

reviewing is approximately three times greater than we expected to review based on general 

population data. 

 

ABRAMS: So three times higher than the death in the general 

population? 

 

HESLOP: Absolutely, yes, that’s right. 

 

ABRAMS: And I guess you also want to know whether the death 

was avoidable, unexpected? 

 

HESLOP: Yes, so our definition of an expected death would be 

using a 24 hour clock really, so if 24 hours before the death the expectation was that death 

was a significantly likely event, we would say that that death was expected.  About half were 

expected and half were unexpected. 

 

ABRAMS: So half of the people with learning disabilities whose 

deaths you looked at were not expected to die 24 hours before they did die? 

 

HESLOP: That’s right, yes. 
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ABRAMS: That’s a very striking finding, isn’t it?  Surely, you 

know, the findings – and I appreciate they’re interim – raise huge questions about the 

experience of people with learning disabilities about the way that our healthcare services deal 

with them? 

 

HESLOP: I think it’s been a huge gap in our knowledge really.  

We haven’t known enough about why people with learning disabilities die, so we need to 

make sure that this is going to make a difference. 

 

ABRAMS: These are interim findings. But the inquiry team’s 

already asked the Department of Health to set up a national review body to monitor the 

deaths of people with learning disabilities. The charity Mencap agrees – it’s been 

campaigning on the issue of premature death for years. Beverley Dawkins, its policy 

manager, says the Government must act.  

 

DAWKINS: I think that what the confidential inquiry will validate 

are all the experiences that we as an organisation have had in telling the stories of now I think 

what totals about 85 deaths of people with a learning disability since we began our campaign. 

And it tells a story of failing to provide good primary care, so that conditions worsen and go 

undiagnosed for far too long, and it tells the story of hospitals who seem unable to respond to 

the needs of patients with a learning disability, but the sum total of all those failures is a 

continued pattern of avoidable suffering and death across the NHS, and this absolutely must 

change. 

 

ABRAMS: Everyone agrees about the problem and about what 

needs to be done.  It’s four years since the introduction of a raft of reforms which were 

supposed to improve the life chances of people with learning disabilities. The minister 

responsible is Norman Lamb. 

Are you shocked that 50% of people with learning disabilities appear to be dying 

unexpectedly or unnecessarily, according to the confidential review? 

 

LAMB: Well, obviously, this is a very real concern.  We 

haven’t yet got the results of the comparison that’s been done between the deaths that were 

looked at amongst people with learning disabilities and other people to make a real 
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LAMB cont:  comparison, and we need to await the final outcome of 

that.  But any suggestion that people are dying earlier than they should do obviously is 

shocking and needs to be tackled as a matter of absolute urgency, and I am determined in this 

job to tackle this effectively, not just in terms of the rhetoric, but in terms of solid actions that 

change the way the system works. 

 

ABRAMS: The confidential inquiry, of course, is telling you that 

we need a national body to review deaths of people with learning disabilities.  Are you going 

to set one up? 

 

LAMB: Well, look, I haven’t reached conclusions on any of 

this yet, but I take all of these points extremely seriously.  I will give them all absolutely full 

consideration before reaching my final view. 

 

ABRAMS: That would be one solid action, wouldn't it? 

 

LAMB: Yes it would be, but the most important thing of all is 

ensuring that every person with learning disabilities is treated like any other patient and gets 

the care that they need, that is right for them, and that involves not action only at the national 

level, it involves action at every level, and every professional taking the view that someone 

with learning disabilities has exactly the same rights as everybody else. 

 

ABRAMS: One major issue is how good the NHS is at learning 

from its past failures. One mother in Essex believes her daughter would still be alive if 

lessons had been heeded. 

 

CHRISTINE: All we can say about Tina is she was a little angel.  She 

never cried from the day she was born. She had profound learning disabilities; she couldn’t 

function for herself at all.  She couldn’t talk, she couldn’t walk, she was incontinent, she had 

severe fits, she had a real spinal problem, which she’d been operated on.  You know, she 

needed 24 hour care. 
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ABRAMS: Tina Papalabropoulos was well looked after by 

Basildon Hospital while she was growing up. But when she became an adult, her mother 

Christine was worried.  

  

CHRISTINE: I was very concerned because she’d had good care in 

the paediatrics and they wanted Tina to go over to the adult section.  And to be quite honest, I 

was very apprehensive, and they promised me in 2006 they would put this transition in place. 

 

ABRAMS: What would that have meant for Tina? 

 

CHRISTINE: That if she needed to enter the hospital, they told me 

that she would be under a certain doctor or two doctors - automatically they would be 

made aware that Tina was present in hospital.  And then, if they needed to liaise with any 

other doctors and any other facilities that she needed in that hospital, then that would be put 

in place as soon as it was needed.  And I kept asking – ‘Yes, yes, we will do this, we will do 

this,’ but it never happened. 

 

ABRAMS: One reason for Christine’s concern was a history of 

premature deaths of people with learning disabilities at Basildon Hospital. The families of  

17 year old Kirsty Pearce, who died in 2003, 21 year old Lisa Sharpe, who died in 2004, and 

20 year old Kyle Flack, who died in 2006, had all complained of what they saw as 

discrimination against them. Then, in January 2009, Tina became ill. She had aspiration 

pneumonia, which meant food had got into her lungs. And despite her mother’s repeated 

requests, it took several days before she was admitted to the hospital. It was clear the 

promised transition plan still wasn’t in place. Eventually Tina was placed on a ward. But she 

wasn’t given the intravenous antibiotics she needed, and she continued to be fed.  

 

CHRISTINE: We was actually killing our daughter because all her 

food or drink was partly going down into her lungs.  And the doctors should have been aware 

of this, because the GP knew.  And I felt horrified, as if they were just signing her death 

warrant, there was no care, compassion for the patient and no respect for her parents. 

 

ABRAMS: On January 30
th

, 2009, Tina died.  Her mother 

Christine believes that if proper action had been taken earlier, she could have been saved. 
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CHRISTINE: The impression that I got was, ‘Well, people with 

disabilities can wait,’ so where actually do disabled people fit when they go into hospital?  I 

hope to God that nobody else enters that hospital and is treated the way the parents and our 

daughter was treated, which cost her her life, because that is a memory that will never leave 

my mind. 

 

ABRAMS: In two previous cases, inquests had been critical of the 

care the youngsters received at Basildon. In one case there’d been a prosecution by the Health 

and Safety Executive. And the Health and Parliamentary Ombudsman’s currently completing 

a report into Tina’s death.  We’ve seen a draft copy and it’s damning about the care Tina 

received.  

 

READER IN STUDIO: The Trust was not customer-focused because it did not 

keep to its commitment.  The care fell so far below the applicable standard that this was 

service failure.  Tina’s doctors missed any opportunity there might have been, no matter how 

small, to save her life by providing earlier and more intensive treatment. 

 

ABRAMS: Even as the Ombudsman was writing, the promised 

transition policy still wasn’t in place.  Basildon Hospital declined to be interviewed, but it did 

issue a statement, which confirmed it had now finally put the service into place, six years on. 

 

READER IN STUDIO: We strive to provide the best level of care and 

treatment we can to all patients and have made significant improvements in recent years to 

the care we provide to those with learning disabilities.  In addition, we offer a tailor-made 

transitional service, designed to each patient’s highly specific needs, to provide support as 

they move from paediatric to adult care. 

 

ABRAMS: The Ombudsman’s report is the third into the death of 

someone with learning disabilities at Basildon.  But what’s extraordinary is that not one of 

them refers to any of the others.  In fact, every such report stands alone. The Ombudsman, 

Dame Julie Mellor, says it isn’t her job to make links between cases, nor does she routinely 

publish her reports. 
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MELLOR: We haven't published any cases involving Basildon 

and learning disabilities, and we conduct our investigations in private, because I’m sure you 

understand that we receive incredibly confidential personal medical information, and so 

where we haven’t published, we are not at liberty to share information about investigations. 

 

ABRAMS: The families are wanting to talk about it, they want 

lessons to be learned. 

 

MELLOR: And that is why, as part of our new strategy, I took 

over at Ombudsman earlier this year, and as part of our new strategy in future we will be 

publishing summaries of all cases so that the lessons can be learned more widely. 

 

ABRAMS: Do you think you will be able to do it in time to stop 

people dying in future, because some of these reports have been taking five or six years to 

produce, haven’t they? 

 

MELLOR: I think we need to be careful here about shooting the 

messenger.  Because we might find that there are problems doesn’t mean that we are 

responsible for fixing them.  We do get 100% acceptance of our recommendations.  If an 

organisation doesn't have the management capability to follow through on those 

recommendations, then that is something that the sector regulators are responsible for.  That’s 

Monitor and the Care Quality Commission. 

 

ABRAMS: But is there a reason why you can’t pick up on past 

failings in the same institution in your inquiries? 

 

MELLOR: Erm, we do have a compliance team who will check 

whether recommendations have been followed up.  I think one of the issues where we might 

not be happy about what an organisation has done in terms of delivering on any action that 

we had recommended is that the hospital may have wider management problems and that is 

not something we can fix from where we sit. That is again where the regulators are 

responsible for judging whether patients are safe and whether the organisation is robust 

enough to be licensed to operate. 
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ABRAMS: The Ombudsman says it’s up to the regulator, the Care 

Quality Commission, to ensure change happens. In fact, it has visited Basildon Hospital on a 

number of occasions this year. When it visited in June and July, it had a long list of concerns.  

But the CQC’s report didn’t specifically mention learning disabilities or the lack of a 

transition plan. Its new Chief Executive is David Behan.  

One of the key issues for some of the families who have lost loved ones in Basildon Hospital 

and who say their care wasn’t adequate was that they needed transition plans to be in place 

when they moved from paediatric services into adult services, and this is something that the 

Ombudsman has in fact been very critical of, but she can’t do anything about it.  She says it’s 

you that’s got to act.  Why haven’t you picked up on that issue? 

 

BEHAN: Well, erm, our job is make sure that we are clear that 

the services are meeting national standards.  The services are there to make sure there is a 

transition plan and the evidence from our work and other people’s work is that that transition 

planning is not good enough and needs to improve, and what our job is to do is highlight 

where it doesn’t exist and begin to identify what action needs to take place at a local level. 

Buts it’s for providers to ensure that adequate plans are in place to meet the needs of people 

at a local level. 

 

ABRAMS: Yes, because of course there are families all over the 

country wondering how can they be confident about their own local hospital? 

 

BEHAN: And these are important questions and it’s our job to 

inspect those services and publish reports and publish them in a way that is transparent, that 

people can look at and read, that set out what the quality of those services are, and so that 

those hospitals and indeed those specialist services for people with learning disabilities can 

act on those lessons that we flag up in our reports and begin to make improvements. And if 

improvements have not been made, then we will take action appropriately. So we will 

continue to work with hospitals to ensure that they are improving and delivering the quality 

and standards of care that people have a right to expect. 

 

ABRAMS: Campaigners say if there’s one thing which highlights 

the problem of discrimination, it’s the use of DNRs, or Do Not Resuscitate orders. Before an 

order’s made, the patient should be consulted. And if he or she can’t make a decision, 
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ABRAMS cont: relatives should be involved. But now a number of 

families are bringing legal action, saying that hasn’t happened.  

 

ROB: He was in the hospital for two and a half weeks before 

he was able to be discharged.  When they decided to discharge him, this is when the DNR 

was discovered by one of the carers who was unpacking his belongings in his bag.  And it 

wasn’t until the care manager actually rang me and said, ‘Was you aware of a DNR being in 

place?’ and that’s when I first found out. 

  

ABRAMS: Rob’s talking about a relative – we can’t use their real 

names for legal reasons and his words are being read by an actor. Rob’s relative has Downs 

Syndrome.  He lives in a residential home and he’s recently developed dementia and 

swallowing problems. He’d been in hospital to have a feeding tube called a peg fitted.  It was 

there the DNR was placed on his notes.   

 

ROB: The justification of the DNR was quite horrific really.  

The reason was basically because he had Downs Syndrome, learning difficulties, he was peg 

fed and he was bed bound.  

 

ABRAMS: What was your reaction? 

 

ROB: Well, horrified.  For someone to make that decision 

and no one was consulted about, you know, the actions the doctor had done. 

 

ABRAMS: What do you think having that order on his notes said 

to the medical staff?  What was the message there? 

 

ROB: Basically that people with Downs Syndrome should be 

left to die without giving any consideration or care to that person or that person’s family.  

Stopping someone from living is obviously a breach of their human rights, and the reasons 

they stated for it, it’s complete discrimination. 
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ABRAMS: Even though the notice was removed, Rob and his 

family want to ensure the same thing doesn’t happen to any other vulnerable people. They’re 

being represented by Merry Varney of Leigh Day solicitors. 

 

VARNEY: In theory DNRs are only related to whether or not you 

perform cardiopulmonary resuscitation in the event of an arrest, however I think there is wide 

concern that it sends out a message about the level of treatment, the level of active treatment 

someone should receive, and a lot of the complaints that we’ve heard about do seem to be 

linked in with wider care issues, and if staff see a DNR order on somebody’s records, they 

may well think it goes wider and that somebody doesn’t want full active care, which is not 

what they are supposed to do. 

 

ABRAMS: That’s exactly what happened to Monica’s sister, 

Anne. 

 

MONICA:  One word I think we would all use about her is Anne 

was feisty.  She was very severely Downs Syndrome and had no verbal communication, but 

despite that she was very, very capable of making her wishes and her needs known. 

 

ABRAMS: Anne was 53 and she hadn’t suffered from any major 

health problems until she caught a cold which led to breathing difficulties. She was taken to 

hospital by ambulance, and almost as soon as she was admitted, her family started to have 

concerns.  

 

MONICA:  I received a phone call at three in the morning to say 

that one of the consultants in A&E wanted to talk to me.  And I spoke to him and he said that 

she had pneumonia, and I quote, ‘What would you like me to do for her?’ I knew exactly 

what the doctor was implying, but I just said I would want you to treat her in exactly the same 

way as you would treat me. 

 

ABRAMS: When you say you knew exactly what he was 

implying, what did you think he was implying? 
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MONICA: The implication which you could take from it is that 

they reconsider the treatment they are going to employ in the light of the fact that she was a 

Downs Syndrome patient.  It is very difficult to consider any other interpretation. 

 

ABRAMS: At Monica’s insistence, Anne was treated.  She was 

placed on a high dependency unit, or HDU, and a tube was put into her lungs to help her 

breathe.  She made good progress and in due course she was returned to a general ward. 

Monica, who lives some distance away, phoned every day. When she was told Anne’s 

condition had again deteriorated, she asked if she was being moved back to the unit.  

 

MONICA: I was told that no, she wouldn’t be returned to 

intubation and back to the high dependency unit, because there was a Do Not Resuscitate 

notice on her notes. The great concern was if she needs to go back, you are saying to me she 

cannot go back, that, you know, whether the need is there anymore, the door has been closed. 

Really, what it was saying was, she is not to be returned to intensive care because there is no 

further treatment other than the treatment we have outlined. 

 

ABRAMS: Which, of course, is quite different from what a DNR 

is meant to do. Despite the strenuous efforts of Anne’s family and a formal meeting with the 

doctors, Anne wasn’t returned to the high dependency unit and she died a week later. Merry 

Varney of Leigh Day solicitors says this isn’t an isolated case.   

 

VARNEY:  There is very confused guidance out there in relation 

to how Do Not Resuscitation decisions are made, the weight of people’s views, whether it’s 

purely a decision for doctors or not. We’d like to see both hospitals and, at a national level, 

clearer guidance being issued that is directed at patients and their families, so that people 

know in advance what to expect in relation to resuscitation decisions that focuses on the 

correct process, which sets out when you should be informed, when you should talk about it, 

the weight that your views will have and, for example, what to do if you disagree with a 

decision, whether or not you’re entitled to a second opinion, that sort of thing. 

 

ACTUALITY WITH COMPUTER 
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ABRAMS: I’m looking at the guidance now, and I have to say it’s 

quite hard to follow.  It says, ‘When the patient has not expressed a wish to discuss CPR, it is 

not necessary or appropriate to initiate discussion.’  Then it says, ‘Careful consideration 

should be given as to whether or not to inform the patient.’  And then it says, ‘Overall clinical 

responsibility rests with the most senior clinician in charge of the patient’s care.’ So not with 

the patient or with his or her family. 

The guidelines are drawn up jointly by the British Medical Association, the Resuscitation 

Council and the Royal College of Nursing. Its Chief Executive is Dr Peter Carter.  

 

CARTER: It is just reprehensible that people would make a 

decision on not attempting to resuscitate on someone simply because they’ve got a learning 

disability.  And we know that the best services are those that involve the family, the carers in 

any decision about what is happening to a patient irrespective of whether they’ve got a 

learning disability or not. 

 

ABRAMS: The RCN is joint author, as you know, of the 

guidelines on resuscitation.  I mean, I have to say, there is certainly a lot of confusion about 

them though, isn’t there?  We are hearing from quite large numbers of families and people 

representing families that this isn’t just about restarting somebody’s heart, it’s about whether 

they are provided with care. 

 

CARTER: And that is something which gives us huge cause for 

concern, and I think that needs to be therefore relooked at, and I mean certainly that needs to 

be unscrambled, because if you’re getting reports that people are confused, we have to do 

something about it.  

 

ABRAMS: But, I mean, this is the actual guidelines, I mean, 

you’re the joint author.  Why haven’t you already been looking at them? 

 

CARTER: Yeah, I understand.  Look, I’ll be quite clear that I 

didn’t realise there was that confusion, and I will have to relook at them, because if - and I’ve 

no reason to doubt you at all - if you’re saying that they’re contradictory, that has to be 

looked at as a matter of some urgency.  
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ABRAMS: But despite the calls for legally binding rules, and the 

apparent confusion, the Department of Health says it’s happy to leave the guidelines to the 

professionals. On the wider issue of why so many people with learning disabilities seem to be 

dying too soon, everyone agrees real change has to come. Sir Jonathan Michael, who now 

runs a health service trust in Oxford, says progress has been made since his landmark report 

in 2008 – but it’s slow. 

 

MICHAEL: I absolutely understand the frustrations of those who 

feel we’re not making fast enough progress.  I look at what we’ve been doing here in Oxford.  

Even my own organisation has not yet to my satisfaction fulfilled all the requirements of my 

report, my recommendations of four years ago, but we’re very much further on than we were 

at that point. 

 

ABRAMS: I guess though that, you know, if you’re finding, you 

know, even in your own organisation there’s still a lot of work to be done, there must be 

organisations out there that are a very long way behind where you are, given your history 

with the subject. 

 

MICHAEL: Do I think we’ve made sufficient progress? No, I don’t 

think I do, I think it’s been slow. I would like it to be faster, but I’m realistic about the 

complexity and the difficulty of making not only system and procedural change, but also - 

more importantly – the change in understanding and culture and behaviours.  That does take 

time. 

 

ABRAMS: Four years on, a whole raft of new systems and 

structures are in place to ensure that people with learning disabilities get the care they need. 

But the confidential inquiry findings give weight to the claims of those who say on the 

ground things aren’t changing fast enough. The care services minister, Norman Lamb, says 

this time he’s determined to get it right. 
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LAMB: Well, I think some progress has been made but I 

actually believe there is a long way to go still, and yet this has gone on for years now, and I 

have described it as a national scandal.  Care of people with learning disabilities is exactly the 

same as any other type of care, there should be no difference in the way in which we treat 

those people. 

 

ABRAMS: Sir Jonathan Michael made a whole number of 

recommendations for change, and even he says it’s hard to change the culture in his own 

health trust that he runs.  It’s just likely that other people aren’t going to make it a priority, 

isn’t it, unless somebody makes them. 

 

LAMB: Well, it’s very honest of him to say that.  It is a sort of 

recognition of how difficult it is to turn this around and to get the whole of society 

recognising that someone with learning disabilities has exactly the same rights as anyone 

else.  All I can do at this stage is to give you my absolute assurance that I take this incredibly 

seriously, I regard this as a national imperative to change the way things operate.  I realise 

there has been a lot of talk for a lot of years, but we now have to make substantial progress to 

change the way the system works and to change the culture in health and care services. 
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