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_________________________________________________________________________ 

ALEXANDER: Tonight we speak to a mother about her 

heartbreaking decision to end the life of her severely brain damaged son 

 

WOMAN: I couldn’t watch him suffer any more and we agreed 

as a family that the life that he had was a life that he would have hated.  At that point we 

took the decision. It wasn’t easy. 

 

ALEXANDER: Up to five thousand people in the UK are believed to 

be in a similar condition -- known as a vegetative state - completely unaware of themselves 

and what's going on around them.  But File on 4 has discovered serious gaps in how they 

are assessed and managed and confusion on what should happen when families decide to 

withdraw treatment. 

 

ACTUALITY OF PETER’S MOTHER WITH PETER 

 

PETER’S MOTHER: Hello sweetheart.  I missed you, sweetheart. 
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ALEXANDER: And why was this patient almost allowed to die after 

being wrongly diagnosed? 

 

PETER’S MOTHER: They didn’t listen to us as parents. Our son can hear 

us.  He used to cry, just tears dribbled down his eyes. How wrong can a diagnosis be? 

 

SIGNATURE TUNE 

 

ACTUALITY – GABRIELLE WILSON AND IAIN 

 

WILSON: I’m going to do his mouth just now, you see, I put 

yogurt in his mouth just now, so I put the syringe in there with the yogurt.  Eat your yogurt, 

Iain, eat your yogurt.  It goes in there and pours out.  He can’t swallow it, he’d choke. 

 

ALEXANDER: At home in Inverness, Gabrielle Wilson is looking 

after her son Iain, who is in a vegetative state. He’s completely dependent upon her to do 

everything for him. 

 

WILSON: Then I will put some orange juice or pineapple juice.  

Now see it pouring out. 

 

ALEXANDER: So you’ll just wipe it away now where it’s dribbled 

out? 

 

WILSON: Yes.  I get up about half past seven and start his feed 

up, look and see he’s all right, and I do his mouth with toothpaste, do his eyes, shave him.  

On Mondays I put him in the bath.  I can see he likes it.  And then I take him out all 

dripping wet and helpless and put him onto the bed and dry him.  Last thing at night I put a 

mouthwash in and then I raise him up, move him about and cushions are all around him to 

prevent him getting bedsores.  I have a last look at him about quarter to one. 

 

ALEXANDER: Quarter to one in the morning? 



 3 

 

WILSON: Yes.  And if he’s sleeping, I’m fine then and I go to 

sleep myself. If he’s got a wee chest infection or anything wrong, I have a baby alarm and I 

can hear him. 

 

ALEXANDER: This has been the daily routine for Gabrielle for the 

last twenty-one years since Iain was knocked down by a car and suffered severe brain 

injuries.  The accident left him blind, unable to move or communicate and doubly 

incontinent.  He has to be artificially fed through a tube in his chest, and over the years his 

arms and legs have become stiff and contracted. His head has to be supported by pillows as 

he sits in a special chair with his hands clenched.  He looks as if he’s aware of what’s going 

on around him. 

.  

WILSON: Are you listening, Iain? Are you listening? 

 

ALEXANDER: Do you think he hears you? 

 

WILSON: Yes, he hears, I’m sure he hears, and he does smile. 

 

ALEXANDER: Do you think he is aware of what’s going on around 

him? 

 

WILSON: I don’t know.  He seems to listen to the radio, 

certainly when we’re getting him up in the morning and things and we’re laughing about 

something, he’ll smile, but that’s all I know.  And I used to spend a lot of time in the 

evening saying, ‘Iain, if you’re understanding what I’m saying, close your eyes for me.’  

Now I know he was listening because his breathing would change [makes breathing noise] 

I’m listening.  But he can’t obey the order to close them. 

 

ALEXANDER: Do you get anything back from him? 

 

WILSON: Yes, I know he’s comfortable. That’s all I want is 

Iain’s comfortable and as happy as he could be, and he smiles for me. 
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ALEXANDER: We’re now in a separate wing of the house, which 

was specially adapted for Iain? 

 

WILSON: Yes. 

 

ALEXANDER: So Iain has a bed and then there’s an electric hoist. 

 

WILSON: And I can put Iain on the hoist, along there he goes, 

straight into the bath. 

 

ALEXANDER: What’s remarkable about Gabrielle’s story is that 

she’s now 83. Fortunately she spent time looking after patients with brain injuries during 

her career as a nurse, so she knows what she’s doing. Gabrielle has some help with the 

housework and she can call on a nurse if she needs one, but she prefers to look after Iain 

herself.  He is believed to be the longest surviving person in a permanent vegetative state in 

the UK. 

How long did you think that he was likely to live for? 

 

WILSON: Doctors at Thomas’ said seven years.  I’ll just be 67, 

I thought, so I’ll be able to nurse him for seven years and keep him comfortable, you see.  

The point is he’s got a healthy body, a strong heart.  If he was nursed properly he could live 

to be a hundred. 

 

ALEXANDER: And you’ve been here with Iain now for twenty one 

years? 

 

WILSON: Twenty one years and five months, yes. 

  

ALEXANDER: And have you ever had a holiday during that time? 

 

WILSON: No, I don’t want a holiday. 

 

ALEXANDER: He’s obviously very well looked after. 
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WILSON: Yes, he’s very well looked after, but that’s my 

choice. I’m his mother and I know what I’m doing.  I’m glad I’m able to be there to look 

after him.  In fact if Iain was to die tomorrow, I’d be lost because he’s not there to nurse. 

  

ALEXANDER: You’ve got a cupboard here full of boxes. 

 

WILSON: That’s all for Iain.  Everything there is for Iain.  

Babywipes, Kleenex, these are for his eyes …. 

 

ALEXANDER: Iain, who’s now in his fifties, had served as a soldier. 

The wall above his bed is covered with framed photographs of him as a smart young man in 

uniform and mementos from his time in active service.  Gabrielle, who's only 5’1” tall, is fit 

and sprightly for her age, but she had a heart attack twelve years ago and is now facing the 

possibility that Iain will outlive her. Although she’s devoted to him, Gabrielle is sure it’s 

not a life Iain would have wanted. 

Do you think it’s right that patients who are in a similar condition to Iain should have to 

endure the future that Iain’s had? 

  

WILSON: No, they should not. That’s why there’s no solution.  

They shouldn’t be resuscitated in the first place when they see how badly brain injured they 

are on the scanner. If they can’t breathe on their own after about a week, I would turn it off.  

He would say, “Finish me off now,” that’s what Iain would say.  I know that’s what he 

would say, but I can’t do it.  

 

ALEXANDER: Have you given some thought what would happen to 

Iain if you were to die? 

 

WILSON: I think about it all the time, I think of it all the time.  I 

just have to turn my mind off, because it upsets me so much, because he will not be looked 

after properly.  I don’t like to say that but it’s true.  He’ll lie there and suffer, unable to 

moan or groan or call for help and they won’t notice.  I’m afraid it’s awful.  But picture 

yourself in the situation.  It’s awful. 
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ALEXANDER: Whilst Iain’s condition was caused by a traumatic 

injury, the vegetative state can also occur as a result of lack of oxygen to the brain after, for 

example, a heart attack or a major stroke. In all cases, patients have to be tube fed because 

they can't swallow, but they can usually breathe on their own. Professor Derick Wade is a 

Consultant in Neurological Rehabilitation at the Oxford Centre for Enablement, a specialist 

rehabilitation unit. He’s been working with patients in the vegetative state for over fifteen 

years. 

 

WADE: Vegetative state simply means that you have a 

sleep/wake cycle - ie your eyes open during the day and close during the night - but 

otherwise you’re still unaware. 

 

ALEXANDER: And a patient who’s in a vegetative state, what has 

actually happened within the brain to effect that? 

 

WADE: What has happened in the brain is that the part of the 

brain that is responsible for breathing and blood pressure and pulse is intact and working 

and that keeps them breathing and keeps their circulation going, and that’s down at the very 

back of the brain, down at the base of the brain. The rest of the brain, which is where 

consciousness is, as far as we know, certainly has quite widespread destruction. It’s not one 

part of that brain, it’s probably the extent of that destruction that causes them to be 

unaware. We don't really know and there probably is not a single place that causes it, it’s 

probably a whole network and if enough of that network is damaged they become 

unconscious and unaware. 

 

ALEXANDER: No-one knows how many people there are in a 

vegetative state, but Professor Wade believes the number is increasing as medical advances 

mean more people survive catastrophic brain injury. 

 

WADE: We don’t know from any factual evidence, we 

couldn’t actually say there are so many.  It may be as low as one thousand, it may be as 

high as five thousand, but that is probably the number that there are. 
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ALEXANDER: So these patients that are in a vegetative state, a very 

large proportion of them then will be in nursing homes.  What’s the future for those 

patients? 

 

WADE: I think the future isn’t very good in a sense, their 

prognosis for life expectancy - all other things being equal - varies according to how old 

they are, but can be for ten or twenty or thirty years. I think the oldest known survivor is at 

least forty-five years, so some of them will be in a nursing home for a very long time. Some 

of them, somebody will apply for permission to withdraw feeding, in which case they’ll 

remain in the nursing home until that happens and then they’ll die. 

 

WATSON: We knew that for every week Christopher stayed 

alive, he was vulnerable. If he had toothache, there was no way he could tell anybody.  If 

his lips were dry, he relied on somebody noticing and moistening them for him.  So he was 

completely unable to help himself.  It’s very hard to watch your youngest child in that 

position and be unable to help them. 

 

ALEXANDER: Helen Watson’s sixteen year old son Christopher was 

severely injured in a road accident in 2005.  He was on the way back to boarding school in 

the Cotswolds when the car in which he was travelling was involved in a serious collision.  

 

WATSON: He had been thrown from the car through the rear 

window and had landed on the road about twenty, twenty five feet away. He’d landed on 

his head and his shoulder, which meant that he had damaged his skull in three separate 

places. He was incredibly seriously injured, but the decision was taken to give him the best 

chance possible and perform every procedure that they could to keep him alive until he 

could be properly assessed. 

 

ALEXANDER: Christopher needed extensive brain surgery, but 

afterwards he was diagnosed as being in a vegetative state.  



 8 

 

WATSON: My first thought was that it couldn’t possibly be 

permanent and that with enough care, enough love, enough time, enough encouragement 

and if we explored every option that was available in the world, then we would be able to 

get some of the original Christopher back.  I was absolutely convinced that the miracle was 

going to happen for our family, and it took months, if not years for us all to finally accept 

the fact that it wasn’t. 

 

ALEXANDER: Christopher was moved to a nursing home where he 

was well cared for, but being in a vegetative state made him vulnerable. His family watched 

as he overcame chest and kidney infections, meningitis and peritonitis. He'd been a fit and 

healthy teenager and it was heartbreaking for the family to see him suffer so much. But it 

wasn’t until an expert was brought in to assess Christopher for his accident compensation 

claim that the family became aware they could apply to the court to end his life. 

 

WATSON: The very distinguished professor who examined him 

for this took me on one side and said, “There is no hope, Mrs Watson, you need to be aware 

of this and you need to start putting your energy into planning for the future.”  And 

somehow that struck a chord and I realised that probably the medical establishment knew 

that Christopher was not coming back.  We thought about it for nearly a year, the children 

thought that their brother would wish to die with dignity and with peace and with grace and 

not to be tormented anymore by very invasive medical procedures. I just couldn’t bear to 

give up on my son, but there came a point where I couldn’t watch him suffer any more and 

we agreed as a family that the life that he had was a life that he would have hated, and at 

that point we took the decision. It wasn’t easy. 

 

ALEXANDER: In a case like Christopher’s, the Court of Protection 

can give a health Trust permission to withdraw artificial nutrition and hydration. Medical 

experts are appointed for the Trust and for the patient, and after considering all the 

evidence, a judge decides what’s in the patient’s best interests.  In Christopher’s case, the 

Court agreed that he had no prospect of recovery and he was allowed to die last December. 

  

WATSON: Because these cases are so rare – thankfully - a lot of 

people misunderstand what is required. To say we’re going to withdraw feeding and 

hydration gives the indication that someone is going to be starved to death, which is a 
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WATSON cont: frightening term to use and conjures up a nightmare 

image. I was told by a senior nursing professional that if we proceeded with this, 

Christopher would suffer multiple organ failure and die a very painful death, and that sent 

me home to cry myself to sleep for weeks. When he did die ultimately, it was in a very 

loving and controlled environment, his drugs were being monitored to the finest possible 

degree. He had no pain, he had no distress and he slipped away very quietly, and it was an 

occasion of great peace and a huge amount of dignity and care. And that was the end I 

would have wished for anybody that I loved.  

 

ALEXANDER: You clearly had to make a very difficult decision 

about ending Christopher’s life.  How did you think you might be judged by others who 

knew about it? 

 

WATSON: This sounds a very hard thing to say, but do you 

know, I don’t care, I really don’t. If a family has the misfortune to have one of their 

members in this situation, then they need support from society and from the people who 

know them in dealing with it in the best way for them. It’s not a case for judgment. 

 

ALEXANDER: Families have been able to make an application to 

end life since 1992, when the House of Lords allowed the withdrawal of nutrition and 

hydration from Tony Bland, who was left in a permanent vegetative state following the 

Hillsborough disaster.  In nearly twenty years since the Bland judgment there have been 

only forty-three cases where the Court has reached a similar decision.  One reason for the 

relatively few cases might be that families are not always told this is an option. Professor 

Derick Wade says there’s a lack of training and doctors are often reluctant to discuss it. 

  

WADE: The Court will not accept an application until at least 

six months have passed after an insult where the person had a heart attack, for example, or 

twelve months after a traumatic brain injury.  My personal practice is that families should 

be made aware of all the options from an early stage when it’s clear that either they’re not 

going to wake up or become aware or at least that’s at least 50% likely. At that point I think 

a family should know and be counselled through it and be told what the options are, how 

long it takes, what decisions they might need to make, and I always emphasise to the family 

that at the end of the day it’s not their decision actually; the decision is made by the Court 
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WADE cont: on behalf of the person who is in the vegetative state, 

and that decision is made in the best interests of that patient. For some clinicians it is not 

morally acceptable to them for this to occur and so they actually do not raise the issue with 

the family or discuss it with the family. More commonly, clinicians feel very uncomfortable 

talking about things where there is such a big moral component and so choose not to talk 

about it at all. 

 

ALEXANDER: And have you come across any cases where that has 

actually impacted on a decision? 

 

WADE: I’ve come across one at least where the family were 

not told for about seven years from the time the person was injured through to when the 

clinician responsible retired.  Another clinician took over when the first clinician retired, 

discussed it with the family, and when I went to see the patient, they were still extremely 

angry.  They were blaming the system for letting this happen. 

 

ALEXANDER: And they would have taken a decision much earlier? 

 

WADE: They said if they had known they would have 

decided at one year. 

 

ALEXANDER: But even when a family is made aware of the options 

at an early stage, the Court process can sometimes take several years, especially if there are 

disagreements amongst the experts as to whether the patient is in a vegetative state or 

whether he has some degree of awareness. These delays can place a huge strain on the 

family.   

 

ACTUALITY WITH PHOTO 

 

ALEXANDER: This is a picture of your parents, Stephen? 

 

DAVID: Yes, taken at Christmas. 
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ALEXANDER: They look very happy together.  What were they like 

as a couple? 

 

DAVID: Inseparable really.  They pretty much relied on each 

other for everything in their lives. 

 

ALEXANDER: Stephen David’s parents had been married for forty-

four years when they were involved in a road accident in Spain in April 2006. Stephen’s 

mother Diane was very seriously injured, and after several months in an Intensive Care Unit 

in Spain, she was transferred to a hospital closer to home in Cardiff, where she was 

diagnosed as being in a vegetative state. 

 

DAVID: She was not going to make a recovery and had no 

quality of life.  She had no comfort.  It was as if she had no life at all, that she was just a 

shell. 

 

ALEXANDER: Was your father going to visit your mother very 

regularly? 

 

DAVID: He visited her every day from morning till evening, 

every single day. Extremely stressful for him and very hard on him because he both felt 

some responsibility for the situation and helpless in that he could do nothing about it now. 

 

ALEXANDER: The family say that they were told a year after the 

accident that they could apply to the Court to end her life, and that it would probably take 

about six months. They were all in agreement that there was no future for her and that this 

was the right thing to do. As is usual in these cases, the Official Solicitor was appointed to 

represent Diane's interests, because she had no mental capacity, but his expert thought that 

Diane had some degree of awareness, and eighteen months after the process began, he 

asked for further tests to be carried out.  

How did your father react towards that? 

 

DAVID: He was very frustrated and angry with the official 

solicitor’s witness report, because it just didn’t seem to make any sense.  What was clear to 
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DAVID cont: people who were directly involved in my mother’s 

care was that she was never going make a good recovery or any recovery at all.  And it was 

frustrating that it seemed impossible to be able to communicate this to the courts, so that 

they could have the opportunity to make the decision that we all knew was the right 

decision to make. 

 

ALEXANDER: And to make matters worse, the family then received 

a letter informing them that the Court hearing was to be delayed for another six months. 

This proved too much for Stephen’s father. 

 

DAVID: This time it seemed like a very long delay, an 

extraordinarily long delay, considering the sensitivity of the issue.  Somewhere around that 

point, my father decided that he wasn’t prepared to continue to see my mother suffering in 

this way and then decided to take things into his own hands. He took my mother out of the 

hospital in the hospital’s car which was available for carrying wheelchairs, and he took her 

back to the house and didn’t return to the hospital.  And later that evening they were both 

found dead inside the car. 

 

ALEXANDER: What do you think was the reason that your father 

did what he did? 

 

DAVID: I’m certain that he felt that my mother was suffering, 

he was certainly suffering.  He could see no end in sight to the apparent cycle of expert 

treatment and hearings in the courts being delayed and delayed.  I think he’d set a mark in 

his mind that he wouldn’t let this go on beyond a certain amount of time, and that amount 

of time had gone by, and the final, the letter we received at the end of November from the 

Trust solicitor advising us that that the court hearing would be delayed for another quite a 

number of months was, I think, a tipping point for him.  I believe that my father would still 

be with us today if the process had taken as long as we were told it would take, and if it had 

been effective and concise, I believe that he could have accepted that and could have rebuilt 

his life after my mother had gone. 

 

ALEXANDER: There are no definitive guidelines as to what 

assessments should be carried out when the withdrawal of nutrition and hydration is being 
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ALEXANDER cont: considered. The most recent guidance from the Royal 

College of Physicians on how to diagnose and manage patients in a vegetative state was 

produced in 2003, but experts believe it’s insufficiently robust and doesn’t set out a 

systematic way of making the diagnosis. Recently, the Royal College set up a Working 

Party under the chairmanship of Professor Lynne Turner Stokes, a Professor of 

Rehabilitation at Kings College Hospital. As part of its wholesale review of the diagnosis, 

care and management of vegetative patients, the Working Party will look at the whole 

process of withdrawal. Professor Turner Stokes believes it needs to be streamlined. 

 

STOKES: I think it’s very traumatic for the families, it’s quite a 

long drawn out process.  At the current time there’s not a great deal of clarity about what 

the process should be, so that for example there isn’t a clear protocol for what should have 

been done prior to approaching the court.  So that sometimes an approach is made and then 

the court dismisses it and asks for further information, which then has to be gone back, so 

the family psyche themselves up for a hearing and then has to psyche themselves up again.  

It is a real struggle. I think.  It’s a very distressing thing for the family and quite an 

expensive thing for the family.  

 

ALEXANDER: Do you think that the hurdles that there are at the 

moment and the length of time it can take is a barrier to them in actually making the 

application in the first place? 

 

STOKES: Yes, I think it is.  Personally, I’d like to see some 

clarity about what information is helpful for clinicians to have gathered prior to 

approaching the Court, for example, for a certain battery of tests, which tests the Court 

would rely on, making sure all of that’s in place.  I think it could help to streamline things, 

and then when it all comes to the Court, all of that information is there to put straight before 

them.  One could quite easily get to a situation where we had a checklist, if you like, of the 

things that should be in place.  At the moment it does seem to be slightly haphazard in 

terms of how people come to that process, and I’m sure that could be improved. 

 

ALEXANDER: The Working Party is also going to address concerns 

that there is variability across the country when it comes to assessing whether patients are 
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ALEXANDER cont: actually in a vegetative state. Professor Turner Stokes 

concedes that it’s a difficult diagnosis to make. 

 

STOKES: Unfortunately there isn’t a standard test that you can 

do, there’s no type of imaging that will give you the diagnosis, so it is a clinical diagnosis 

and that can only be done by staff who know what they’re looking for. 

 

ALEXANDER: Is there an issue about there being sufficient clinical 

experts who truly understand the vegetative state and are in a position to with confidence 

diagnose it? 

 

STOKES: Yes.  I’d like to see a much more consistent approach 

to making the diagnosis.  There is a lack of general guidance as to actually what level of 

training is required and, you know, what should be the standard, and that’s something we’re 

seeking to look at and really try and come up with some clear advice as to what would be 

appropriate.   

 

ALEXANDER: Professor Derick Wade agrees. He says doctors are 

given very little training and he has firsthand experience of patients being wrongly 

diagnosed.  

 

WADE: In some parts of the country you get a good service 

and in other parts you get a very bad service.  Where you have a neurologist or a 

neurological rehabilitationist such as me who are interested, you’ll get one sort of a service. 

In other parts of the country there isn’t anybody who knows anything about it and you’ll get 

very little. 

 

ALEXANDER: So is there a risk then that the diagnoses that are 

being made are insufficiently robust? 

 

WADE: I think that’s a very real risk. I would suspect that 

there are probably about half the people who have been labelled as vegetative state by non 

experts are probably minimally aware.  I certainly have seen patients who have been 
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WADE cont: diagnosed as being in the vegetative state who were 

not.  Two experts had said this person was not only in the vegetative state but that it was 

permanent.  When I went to see this particular patient, she was quite evidently awake and 

alert and responsive, and when I sat next to her and asked her to move her arm, she moved 

it.  She was quite clearly there.  She is now living in a bungalow with a 24 hour care 

package.  She has been seen and asked on at least two occasions about her views on life and 

she is quite clear that she enjoys life and that she is very glad that she is alive. 

 

ALEXANDER: But whilst misdiagnosis might result in some patients 

missing out on the prospect of rehabilitation and treatment, what about those patients where 

it results in an application to end their lives?  File on 4 has discovered a case where this 

happened after a catalogue of errors by the Trust.  Peter - not his real name for legal reasons 

- was 22 when he suffered a severe head injury in a road accident. For four years he was 

repeatedly assessed as being in a vegetative state, even though his mother says he was 

aware and able to recognise her. In June 2009, whilst Peter had a chest infection and was 

sedated, his consultant carried out a further assessment and told his mother Peter’s 

condition was hopeless. 

  

PETER’S MOTHER: After fifteen minutes examination, he came into the 

room and he said to us that my son’s best interest that he should withdraw his … sorry I’m 

getting a bit emotional here … was to withdraw his nutrition and basically give him a 

dignified death.  He didn’t seem to see that my son was going to improve.  We were bullied 

into this because at the meeting he said, “If you’re not going to do it, I am, and I don’t need 

your permission.” 

 

ALEXANDER: Peter’s mother, whose voice has been altered for 

legal reasons, says she reluctantly agreed, but was shocked at the pace of events. 

 

PETER’S MOTHER: We had the meeting on the Monday and on the 

Tuesday, when I went in in the morning, which I usually go at about 11 o’clock, they had 

already proceeded with the withdrawal of his food during the night. I mean, we didn’t even 

have like twelve hours to think about it, so it was quite a shock to walk in and see him 

started, and also, you know, my concerns were how they were giving him hydration. They 

were just using tap water from the kitchen and in a used water bottle. 
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ALEXANDER: Experts we’ve spoken to say the proper procedure is 

to withdraw both nutrition and hydration. Remarkably there are no guidelines on how to 

end a life in this way. But gradually Peter started to become more aware, and after two 

weeks without nutrition, his family began to question what was happening. 

 

PETER’S MOTHER: He wasn’t going into a peaceful demise, it was more 

a more of a, ooh, wake up and fight mode.  My son was doing the opposite, instead of sort 

of going slowly to sleep, he was coming awake. So much awake that his father specifically 

requested the doctor at the time to increase the dose of the sedative drugs, because it was 

distressing myself and his mother.  So basically, in the meantime, I’d obviously been 

speaking with the doctor there and the nurses and they just said, “We don’t know, this is the 

first time we’ve ever had to do this.” So it was sort of new to them as well. No one seemed 

to know what was happening. 

 

ALEXANDER: The Trust only later realised the consultant should 

have applied to the Court for permission to end Peter’s life.  Although it made an 

immediate application and accepted that the consultant had acted improperly, it still 

considered that it wasn’t in Peter’s best interests to resume feeding. The Official Solicitor 

obtained an urgent opinion from an expert on Peter’s behalf, who disagreed and said he 

believed Peter had some awareness. After an emergency Court hearing, nutrition was 

resumed, but by this time Peter had been without food for twenty-six days. His family were 

warned that he might still die. 

 

ACTUALITY WITH PETER 

 

PETER’S MOTHER: Hello!  Hello sweetheart.  Oh, I missed you, 

sweetheart …. 

 

ALEXANDER: Peter survived and is now being cared for in a 

rehabilitation unit.  His mother is delighted that he is making real progress. 
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PETER’S MOTHER: I know what makes you laugh … [sound of 

laughing].  I’m going to …. 

He’s doing very well.  His last case conference report suggests that they’re trying to 

vocalize him and he’s laughing, he’s chuckling, he’s joining groups, he’s interacting and 

he’s doing very very well. Slowly but surely.  He can recognise.  All I’ve got to do is knock 

on his door and he turns round and he looks for me and gives me the biggest smile.  They 

reckon he’s the top end of minimal conscious state, so how wrong can a diagnosis be?  

They didn’t listen to us, his parents, that our son can hear us.  He used to cry, just tears 

dribble down his eyes.  I feel I want to go into the NHS department that was involved and 

actually show pictures and tell them that next time they just can’t willy-nilly write someone 

off. 

 

ALEXANDER: How do you feel about the fact that you nearly lost 

him? 

 

PETER’S MOTHER: It was the worst nightmare.  I just couldn’t imagine 

losing my son.  His smile just lights my life.  His determination has just wowed me and 

everybody.  He could have just lost faith, but he didn’t.  He’s here, he’s alive, I can’t even 

imagine him dead. 

 

ALEXANDER: We’re not able to identify the Trust for legal reasons, 

but it admitted it hadn’t followed guidelines and that in any event Peter shouldn’t have been 

assessed whilst he was under any form of sedation. It says it’s now making sure proper 

procedures are in place.  File on 4 is aware of a number of applications to the Court where 

patients who had been labelled as being in a vegetative state were found by experts 

appointed by the Official Solicitor to have some level of awareness. But whether or not 

they’re in a vegetative state may become academic.  Next month, for the first time, the 

Court of Protection will hear an application to withdraw nutrition and hydration from a 

woman in her mid fifties who experts agree has some degree of awareness.  Yogi Amin 

from Irwin Mitchell is representing her family. 

 

AMIN: For the first time the Court will have to consider 

whether a declaration for withdrawal of nutrition and hydration can be made in a patient 
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who is in a minimally conscious state as opposed to a persistent vegetative state.  I believe 

there’s scope within the Court of Protection and Mental Capacity Act for the Court to be 

able to do that.  The Court will be looking at the quality of life of the patient and whether to 

continue providing food and hydration would be breaching the patient’s human rights. 

 

ALEXANDER: Professor Derick Wade has been involved in more 

than twenty cases where end of life decisions have been considered by the Court, and he 

think this is a worrying development. 

 

WADE: I would be cautious about going down that route, 

because I think as soon as you start saying that somebody who is aware, and you 

acknowledge and believe that they’re aware, however minimal that is, either in terms of 

level of awareness or time, nonetheless you’ve crossed a boundary, and once you’ve said, 

“Well, we’ll let it happen because it’s only two minutes a day and it’s only at a very low 

level,” then three minutes, four minutes, a little higher level.  As soon as you make this 

decision about somebody who is slightly aware, you’re going down a very dangerous slope. 

 

ALEXANDER: Whether or not the Court uses this opportunity to 

issue further guidance, it will be at least eighteen months before the Royal College Working 

Party reports. Until then, families and patients will continue to face inconsistencies in 

diagnosis, care and management. We wanted to ask the Department of Health why there is 

no national strategy, but they declined. They say these are decisions for individual Trusts 

and clinicians.  But Professor Lynn Turner Stokes, who’s chairing the Working Party and 

leading the review, says the enormous cost of looking after these patients – around 

£100,000 a year for each of them – means that there are wider issues to consider. 

  

STOKES: I think there is a major ethical issue to consider if end 

of life decisions are made on a financial basis.  But nevertheless, in a healthcare system that 

has a limited pool of money, it’s a debate that should be had and a resolution found, even if 

that then has to be revisited in the future.   It is hard to see how, in the face of the scale of 

the planned cuts, that sustaining people indefinitely at that high cost is something that the 

NHS is going to be able to continue to afford and balance with its other commitments, and I 

fear that under those circumstances, people will regard people who are in long term 
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STOKES cont: vegetative states as lower priority.  It certainly would 

seem to be to be an area of care that’s particularly at risk. 

 

SIGNATURE TUNE 

 

 

 

  

 

 

 


