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earlier this year, 11 days 
before her death
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year after the Government 
published its first End of Life 
Strategy – a ten-year plan 
outlining how society should 
approach care for the terminally 
ill – death is suddenly in the 
headlines. Last week, The Times 
carried a picture of Debbie Purdy 
laughing in the arms of her 
husband, Omar Puente. The law 

lords had ruled that Puente would not be 
prosecuted if he were to assist in her suicide. 
The multiple sclerosis sufferer was smiling. 
She said, “I feel like I have my life back.”

Two weeks earlier, the 85-year-old 
conductor Sir Edward Downes, who had 
become virtually blind and was losing his 
hearing, and his wife, Lady Joan, 74, a former 
ballet dancer who was suffering from cancer, 
had made the headlines when they took 
their lives together at the Dignitas assisted-
suicide clinic in Switzerland. 

But while dying might be high on the 
political agenda, it is still largely a taboo 
subject in the UK. Aside from our mawkishly 
following the path of reality TV star Jade 
Goody and the public battles against cancer 
of Hollywood actors such as Farrah Fawcett 
and Patrick Swayze, death is airbrushed 
from daily life.

In a society that is constantly on the 
move and increasingly individualised, the 
fact that we are all at some point going to 
die is barely recognised. Only when we lose 
a loved one do we really wake up to the fate 
that awaits us all. We are, if you like, in a 
collective state of denial. 

Every year, some 500,000 people in 
England and Wales die, of whom two thirds 
are older than 75. What, though, is the 
reality of death? Hospice staff talk about 
“living with dying” because, unlike in the 
movies, we rarely just keel over. There may 
be months or years of scans, treatments, side 
effects and fears to deal with. 

In a poll of more than 1,000 people taken 
in April this year by the theology think-tank 
Theos, 20 per cent of respondents admitted 
fearing both the way they will die and death 
itself. Meanwhile, 30 per cent said they 
feared their manner of death, but not death 
itself. Only 25 per cent claimed neither to 
fear death nor the way they will die. 

Theos’s director, Paul Woolley, contends 
that if more of us talked about death, then 
maybe fewer of us would fear it. “Death 
today is handled very differently from the 
way it was in the past,” he says. 

“For example, in the Victorian period, it  
was common practice for people who had 
died to be kept in the home, in an open 
coffin. Relatives paid their respects and 
would see a body, so death in terms of its 
frequency and people’s day-to-day contact 
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MANDY PAINE, 46, Littlehampton
END-STAGE CHRONIC OBSTRUCTIVE 
PULMONARY DISEASE
Mandy’s body is bloated, her legs fattened  
by the steroids she has to take. She is house-
bound, hooked to an oxygen cylinder. Hanging 
above her wheezing form is a fading photo of 
a slim, smiling woman. She is beautiful. This is 
also Mandy. A framed poem is nearby, written 
for her children to read when she is gone.  
“I will be the wind in the trees…” it begins.

Today, Mandy is breathless, her voice 
husky. Her face and features are scarred by 
psoriasis and her immune system has broken 
down. She suffers from severe end-stage 
chronic obstructive pulmonary disease 
(COPD) and is slowly suffocating. Thanks  
to her flute training, she is able to survive  

on the smallest of breaths, but her lungs  
are dying and, with them, so is she.

She has lived with the condition since she 
was a girl. “I know I am dying,” she says. “My 
memory’s not brilliant any more. It’s the drugs 
and the oxygen. There’s the frustration of 
trying to find words. When I’m not coping,  
I put my mask on. I smile, ‘Yeah, I’m fine’, 
whereas inside I’m shouting, ‘No, I’m not fine, 
I’m not coping, no. I don’t want to do this any 

‘I smile, “Yeah, I’m fine”, but 
inside I’m shouting, “No, I’m 
not fine, I’m not coping, no’”
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PENNY DEACON, 33, Isle of Wight 
BREAST CANCER (pictured on previous page)
Penny looks well, but says she had a bad time 
the day before. It was the chemo. She had sat 
in bed with her new TV, but it only made her 
feel worse. “You feel the aches and pains and 
you know it’s the cancer travelling through 
your body… You feel quite depressed.”

Despite this, she is smiling. The cancer  
has done little to quell her energy. She knows, 
however, that even with chemotherapy she  
is unlikely to make two years. Without it, six 
months or less. She’s only been on it a week. 
“I’m aiming for five years, but it’s difficult to 
know how long I will last. All the statistics for 
someone in my situation say not long. But  
I try not to focus on that because I’d go mad.”

After a troubled childhood, she left home 
at 16, went on to study law and then became  

a sergeant in the police force. Then the cancer 
struck. She found her first lump in May 2006, 
and was told there was only a 10 per cent 
chance it would be terminal. But in February 
2008 she found a lump in the other breast. 
Last year she went to the Royal Marsden 
hospital and had a double mastectomy.

Then, in January this year while on a skiing 
holiday, she felt a twinge in her back. “I had 
the scan on February 2 and they phoned me 
on February 3 and told me unfortunately it 
had travelled to four areas of my spine. That 
was when I was told it was terminal.

“You never want to tell your mum and dad 
you’re going to die. You can tell they want to 
be strong for me. But at the same time they’re 
desperately upset. It’s brought up things from 
the past; apologies are made, people have 
regrets, and that pains me. I would hate to 
leave any guilt over silly family squabbles 
years ago. I don’t think it helps anyone really.

“Now I’ve found a career I love; I’m in  
a stable relationship; I love my house… It 
seems so unfair, when I’ve worked so hard  
to get all of that and to have remained 
positive, to be told I’m going to die.” 

She looks crestfallen for a moment. “There 
are days when you wake up and wish it could 
happen quicker, just to be over and done with. 
Other days I wake up and the grass seems 
greener, the sky seems bluer and I want to  
do as many things as I possibly can before  
my time is up.” She giggles and another smile 
lights up her face. “I suppose that’s natural.”

Penny died a month after this interview

more.’” Long-term drug treatment has eaten 
into her stomach and she has been vomiting 
blood. Her vision is going in one eye, while 
the steroids produce cramps.

Her husband is a saint, she says. Even  
with him, life has not been easy. Money is 
tight, her younger son is autistic and an older 
son has struggled with a drug addiction. She 
still teaches piano, though, her cats treading 
carefully around its wooden legs. “That will be 
the last thing I give up. It’s not for the money. 
It’s the thing I can still do.” That and her 
strong Christian faith keep her going.

She is opposed to assisted suicide. Life is 
too precious. “There are other ways around it.” 
She reaches behind her and pulls out a sheet 
in a clear folder. “An advanced directive. It’s 
telling people I don’t want to be resuscitated.  

I don’t want a machine breathing for me. Let 
me go quietly. I think it’s easier for my family, 
when we get to the point of no return. I don’t 
want them turning off the machine.”

There’s a teddy bear beside her. She smiles. 
“When I go, I want one of my bears to go with 
me. And a bell – because I’m terrified they’ll 
stick me in a box before it’s my time.”

Meanwhile, she makes the most of the time 
she has. “I’ve always tried to look ahead. I’ve 
organised my funeral, made a memory box for 
my kids and written my own liturgy. I don’t 
want a sad occasion; I want a celebration.  
I don’t want it to be a burden. The only  
thing I’ve left them to choose is my coffin.”

Since this interview Mandy has been referred to 
a neurological unit for loss of vision in one eye

LIVING WITH DYING

‘It’s unfair, when I’ve worked 
so hard and stayed positive, 
to be told I’m going to die’
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TINA FAY, 56, Lee-on-Solent
MOTOR NEURONE DISEASE 
Her words slur. Perhaps unkindly, you would 
think she was a drunk. Why not? Many have. 
In fact, Tina has motor neurone disease 
(MND). A former champion tennis instructor 
and fitness expert who, ironically, worked at 
times with the chronically ill and dying, Tina 
is rapidly losing the use of her body. Most 
MND sufferers don’t live beyond three years.

Sitting in a café in Portsmouth, she has to 
sip coffee and water as she struggles to speak. 
You can see she was beautiful in her younger 
days. “I was always mad; I just loved daring 
sports and fun,” she says. “I did a lot of diving, 
skiing. And parties. Just, just – oh.” She stops, 
the emotion getting the better of her.

“Stephen Hawking is the longest surviving 
MND sufferer,” she continues. “Sadly for me, 
my version is the one that goes the quickest. 
It’s called amyotrophic lateral sclerosis; ALS.” 

Tina was working as a trainer in a gym 
when she noticed she was tripping up a lot. It 
took her a few months to realise it wasn’t just 
clumsiness. “I thought I had MS, so I went to 
the doctor. I took a year to be diagnosed. With 
motor neurone, it’s a process of elimination.”

The disease is neurological. Simply put,  
the messages don’t get from your brain to the 
muscles, and the neurones in the brain start to 

die. As they die the muscles wither and stop 
working. “I’m still walking, albeit awkwardly,” 
she says. “I should really be in a wheelchair.

“I’m past my sell-by date!” she exclaims. 
“Statistically, you have 18 months from 
diagnosis. For some it’s less: nine months,  
two years tops. I’ve outlived that so far.”

Before the end comes, she won’t be able  
to move. She will be trapped inside her own 
body. “It’s a bummer, isn’t it? But my brain is 
getting sharper. I have to fight. I have to make 
myself not give in to downers. Which at times 
is tough, because I can’t do what I want to do.”

A divorcée, she has found it hard to talk to 
her two grown-up sons about her death. “I’m a 
bit too frank. I don’t beat about the bush. A lot 
of my friends don’t like that, but I am dealing 
with reality and don’t see why people should 
bury their heads in the sand. After all, I can’t.”

Tina’s mobility continues to decline and she has 
had a bad fall, but she says, “All is still OK.”

with it was higher and the experience 
therefore less removed.” 

In Mexico, El Día de los Muertos (“Day  
of the Dead”) sees families coming together 
to celebrate relatives who have passed away. 
They honour the deceased with sugar skulls, 
marigolds and the loved ones’ favourite food 
and drink. In more ancient cultures still, 
such as the tribal clans in Papua New 
Guinea, ancestors are venerated and spirits 
take a daily part in people’s lives. 

A life lived with death
While most of us run from death, there  
are others whose daily lives involve dealing 
with its reality. British hospices have 100,000 
voluntary workers helping to bring dignity 
and love to those facing the end of their 
days. Some 250,000 people are cared for  
by these organisations every year, either  
in the hospice itself or, under its auspices,  
in their own homes.

The End of Life Strategy included an 
extra £268 million for palliative care, but the 
work of hospices is often neglected. Few 
receive government funding, and most rely 
on donations. In the UK, £1.3 million is spent 
on hospice care every day, of which only 
£397,000 comes from government sources.

Here, five people with terminal illnesses 
talk about their experiences. Even though 
they are living in the shadow of death,  
they are just as uncertain of when they  
will die as the rest of us. Often there can  
be remissions. Some of the people we hoped 
to talk to died after the initial phone call; 
others shortly after the interview took place. 
However, there are others who entered 
remission and are very much alive today.

Ordinary yet inspirational
If there was a common trait among  
these individuals, it was that they were 
unremarkable and, paradoxically, most 
remarkable. They all shared a determination 
to do something for the future – even if they 
wouldn’t be around to enjoy it. Most of all, 
however, they were full of life. Humour and 
passion bubbled out of them, even when at 
their lowest ebb. They are, or were, very 
ordinary yet inspirational individuals.  
Their messages hopefully shine some light 
on the shadowy face of death. Just a little. 
After all, let’s face it, we’re all on the way 
there ourselves.

With thanks to: Help the Hospices; the Motor 
Neurone Disease Association; ACT; the Earl 
Mountbatten Hospice, Isle of Wight; Trinity 
Hospice, London; St Barnabas House, 
Worthing; Helen and Douglas House, Oxford; 
St Christopher’s Hospice, Sydenham; Grove 
House, St Albans, and Father Kieran Creagh 
of Leratong Hospice, South Africa

‘I can’t give in to downers, but 
at times it’s tough, because  
I can’t do what I want to do’
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DAVID HART, 69, Lambeth
THROAT, LIVER AND COLON CANCER 
David can hardly speak. The cancer in his 
throat has seen to that. But from within his 
sunken face, his humorous eyes sparkle. “I’m 
supposed to be terminally ill,” he slurs, his 
voice a whisper. “Dying of cancer. Colon, liver, 
throat… I’m not bothered with it. I’ve got good 
care… three carers… one of the poor buggers is 
in the kitchen right now.”

David is a journalist and lobbyist. He has a 
fierce, dry wit. His flat is small and hot. There 
are pictures of daughters, his deceased wives, 
friends and grandchildren. One photo shows  
a jovial, fleshy, round-faced man. It’s a shock  
to realise this is the same person.

David has cared for and buried two wives; 
he has seen close-up what terminal disease 
can do. “I was married twice; my first wife 
died of leukaemia. She was cared for in a 
hospice in Leeds. She was 38. I was left with 
three kids. That was 1981. My second wife died 
three years ago. Breast cancer.” David was too 
busy raising the seven kids his wives left 

behind to think of his own health. He was 
diagnosed with Crohn’s disease in 1995. “It 
progressed into bowel cancer, but I didn’t  
do anything about it. It’s my fault,” he says.

Things took a turn for the worse a year 
ago, when he started having throat problems. 
“They thought they’d cured it, but it seems to 
have come back.” When asked how many 
drugs he takes, he shuffles into his cramped 
bedroom. A huge array of pills sits on a 
dressing table. He picks up bottles one by one. 
“Anti-sickness, morphine, E45…” He reels off 
name after name. “These are to keep me 
awake: an experimental drug… These are 
patches: slow-input morphine.”

He gets annoyed when asked if he’s 
suffering. “I’m not suffering. It’s a bad term  
to use. Pain you can put up with. I hate being 
referred to as a patient, a service user. All 
these are rubbish terms, they don’t mean 
anything. Nobody worries about your mind.” 
He has lobbied against assisted suicide. “I 
wouldn’t kill myself. I want to live. I’ve had 12 
years to die. Death is terminal and you can’t 
reverse your decision once you’ve made it.”

How long does he think he’s got? “I’m not 
counting the days. I’m now in minus days. 
They gave me 12 months 18 months ago. We 
don’t know how to cope with death. I’m more 
concerned with living well than dying well.”

David is currently in Trinity Hospice, London

‘I hate being referred to  
as a patient, a service user.  
All these are rubbish terms’
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GREG WILFORD, 20, Tyne and Wear 
DUCHENNE MUSCULAR DYSTROPHY
Greg is studying screenwriting at university. 
He likes a beer, has lots of mates and hopes to 
make it as a film-maker. If he lives that long. 
“Most people would call it an affliction,” he 
says, speaking from the electric wheelchair 
that is now a constant companion. “I’m a fan 
of Leeds United. I play a lot of poker with my 
flatmates. I’m into film, music, reading and 
socialising.” He chuckles. “Drinking, I mean, 
and trying to live as normal a life as possible.”

Greg has had Duchenne muscular 
dystrophy (DMD) since birth. Over time,  
this degenerative genetic condition is erasing 
the protein in his muscles, steadily weakening 
them. It starts during infancy in the arms and 
legs (the motor muscles), then moves onwards 
into the rest of the body. “I was confined to  

a wheelchair at the age of 9,” he says. “As 
sufferers get older, the respiratory and cardiac 
muscles weaken, causing complications with 
breathing. Life expectancy ranges from early 
teens to mid twenties. It’s incurable.”

Three years ago, Greg spent four months in 
hospital recovering from respiratory failure. It 
left him with a scar across his throat. He has 
another scar on his back from an operation to 
anchor a metal rod to his spine. “My heart’s a 
bit knackered – I blame the drink! – but aside 
from that, I feel fine.” Daily physiotherapy is a 
necessity. He takes a raft of heart medications. 
A machine helps him breathe at night. “I have 
a 24-hour care assistant for almost everything: 
dressing, bathing, feeding and work.

“Whether it was right or wrong, my parents 
never tried to pretend that one day something 
magical would happen and I would be ‘better’, 
for want of a more suitable word. It was 
strange knowing at the back of my mind that  
I would – no matter what I do – continue to 
deteriorate. Quite a difficult concept to get 
your head around, especially for a teenager.

“In a way it motivated me and encouraged 
me to crack on. In the end, no matter whether 
I choose to lie back and wait or carry on as 
normal, it’s still going to happen. Morbid a 
subject as it is, death happens to us all and  
it’s something that we really can’t do anything 
about. Thus there is no point fretting about  
it – not when there’s cider to enjoy.” n

Greg’s condition is unchanged

‘It was strange knowing at 
the back of my mind that   
I would – no matter what I 
do – continue to deteriorate’


