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It is as natural to die as to be born


Francis Bacon










Preface


It’s a risky business, writing about something you’ve never experienced. The problem with death is that there is no other way to do it – on the basis that once you’ve actually experienced it, that’s it. We don’t get a practice run. We can’t come back and talk about it and we don’t get a second crack at it if it went badly the first time. On the other hand, there are plenty of people with tons of second-hand experience – doctors, nurses, hospice staff – who see it happening all the time. That’s why the name of Dr Sarah Jarvis is on the cover of this book alongside my own. She has the knowledge that only a doctor who has practised as a GP for many years can have. Good doctors not only help keep people alive; they help them have a good death. But Sarah and I had a few differences to sort out before we could put pen to paper.


I have come to believe over the past few years – mostly because of the circumstances surrounding the death of my own father in 2003 – that there is a powerful case for some form of assisted suicide. Under certain, strictly regulated circumstances doctors should be allowed to help their patient die. By ‘help’, I mean more than just withholding treatment. That has always happened and the law allows it; I mean taking more active steps. Sarah was dubious. It flew in the face of everything she had been trained to do as a doctor and, more importantly, what she personally believed was ethically and morally acceptable.


In the years following my father’s death Sarah and I agreed that we had been arguing about the wrong thing. This is not about a cold, clinical procedure in which a doctor stands at the bedside of a sick person and calmly administers the injection that will stop the heart beating. This is about recognising that there is such a thing as a life force or, if you prefer, the will to live, and what should happen when that disappears. There should be a recognition that, just as we expect to have control over our own lives, so we should have control over our own deaths.


Ask doctors or nurses to define the life force and they cannot, any more than an astro-physicist can define the dark matter that makes up most of the universe. But they know it is there. They have seen it in the chaotic A and E department of a district hospital when the victims of an accident are being brought in; on a cancer ward for the terminally ill; in the hush of an intensive care unit where a patient fights for life. And they have heard it in the howling cacophony of a maternity hospital where new life is coming into being.


They know when it is present and they know when it begins to fade. And so do those of us who have no medical knowledge or experience but who have witnessed a life nearing its end. It may be the cancer sufferer who has finally surrendered to the inevitable, or it may even be the husband or wife who has died within weeks of their partner even though there was very little clinically wrong with them. They simply lost the will to live.


As every life is unique, so is every death. I have been with three people – each of whom was very close to me for many years – in the final hours of their lives, and each time it was very different. My brother died suddenly. It happened in a matter of weeks following a diagnosis of cancer. My former wife had many months to prepare for what she knew was inevitable. My father had wanted to die for many years. In his case the will to live disappeared with the death of my mother. And yet he was treated – if that’s the right word – as though he embraced life and treasured every extra day. That cannot be right. GPs like Sarah see this all the time. The policy of her professional organisation, the British Medical Association (BMA), is to oppose any form of assisted suicide. She now believes that is wrong. So do most other people in this country – at least according to the opinion polls. They want society to think again about how we deal with people for whom life has lost all meaning. That’s one of the reasons for writing this book.


When I first thought about doing so in 2003 Sarah and I gave very little thought to whether the laws should be changed to allow doctors to help people die. Since then the debate has taken off, not only in Britain but in other countries too and the pressure for change has acquired an unstoppable momentum. Within months of the first edition of this book being published, the Director of Public Prosecutions in Britain announced new rules which effectively allow doctors and nurses to decide for themselves when they should help their patients to commit suicide. And he lifted the fear of criminal prosecution from those who helped their loved ones to die – so long as they are clearly motivated by compassion and did not stand to benefit from the death.


 


But there is another, equally important reason for this book and that is to address the question of what we mean by a good death. Two thousand years ago the philosopher Seneca wrote, ‘He will live badly who does not know how to die well.’ But what do we mean today by ‘dying well’ and, even if we know what we want for ourselves, how can we apply that to a loved one who relies on us in the final stages of life? Ancient philosophers aren’t much help here, and nor is the modern medical profession. The extraordinary advances in palliative care over the past few decades and the armoury of drugs in every pharmacy mean few people should die in pain these days, but there is much more to a good death than freedom from pain at the end. And anyway, even with the best that modern palliative medicine has to offer, it is not possible to guarantee everyone a death without pain or severe discomfort. What is possible is to prepare ourselves, both philosophically and practically, for our own death and the deaths of our loved ones. There is a great deal that can be done, and this book offers both some observations and, we hope, some useful guidance.


We in the developed world have a problem that our ancestors did not face. We tend to live much longer. Death is now more often a gradual process rather than a sudden, cataclysmic event. Where our grandparents might have seen it as a candle being instantly snuffed out, we are much more likely to see it as the light slowly fading. In many ways that is a comforting thought, but the danger is that the extra years will prove more curse than blessing. The eternal wish is for a long life and a happy one. Sadly, the one does not necessarily follow from the other.


The biggest fear for most of us is dementia, the disease that has been most graphically described as dying from the inside out and which is so disgracefully neglected when research funds are handed out. The number of people with Alzheimer’s and other brain diseases is growing at a frightening rate quite simply because we are living for so much longer. They suffer more than we can know because we cannot enter what remains of their minds. But they are not the only victims. Their relatives and friends suffer too. Millions of lives in this country alone are touched – often destroyed – by the horror of watching someone descending into the depths of dementia, losing everything that made them the people we loved.


Many of those who sacrifice everything to care for them must do so alone. They have to face the greatest challenge imaginable without the emotional support of the person they once shared their lives with: the person who might have been their lover, their best friend, their helpmate, their confidante. In the relentlessly destructive world of Alzheimer’s, the once-loved husband, wife or parent often becomes a stranger – sometimes hostile and endlessly demanding, sometimes sunk into a misery so deep that it is impossible to penetrate it and make any contact.


We make light of our fading faculties when it is safe to do so: all those jokes that seem so inconsequential in our middle age when we can’t remember why we’ve gone upstairs or the name of the book we are enjoying so much or even the name of our partner as we try to introduce them at a party. It’s mildly embarrassing at the time but worth a chuckle later. The humour fades pretty quickly when we are faced with the reality of dementia.


My own sister was stricken with Alzheimer’s in her early sixties and for a while we all joined in her amusement at her silly little memory lapses. By the time we realised they weren’t so silly, she was no longer able to understand what was happening to her. She didn’t even remember that she had been diagnosed with cancer a year or so earlier. Maybe God does have a sense of humour after all.


Those who have to care for people with dementia cannot expect gratitude or even recognition for their efforts and many end up hoping and praying that death will come to the victim sooner rather than later. The guilt they feel for wishing their loved one dead can be at best corrosive and at worst destructive. I hope this book succeeds in helping those who experience that guilt to realise that they are not alone, and that it is the most natural thing in the world to want to see an end to their loved one’s suffering. If it helps persuade even a few movers and shakers to take Alzheimer’s much more seriously, that’s good too. When the begging bowl is extended it may not have the public appeal and high profile of cancer, but it is every bit as worthy.


 


So Sarah and I wrote this book for the same reasons but from two different perspectives. Incidentally, Sarah’s sections are marked with the symbol of a doctor’s bag to distinguish them from my own. Sarah has to deal on an almost daily basis with the consequences of her own professional achievements: helping people to live longer. I have nothing like her experience but, in common with so many others, I have seen the slow death from dementia of people close to me and wondered why they had to suffer as they did. The picture of a desperate daughter trying to cope with a demented mother at the same time as she is trying to raise her own family is something from which we would prefer to avert our gaze – partly because we simply do not know how to help, but mostly because we fear something similar may happen to us one day.


There is nothing glamorous or heroic about this battle, and there are no miracle cures on the horizon. Yet we can accept that death is inevitable without also meekly accepting that the closing years hold nothing but fear, despair and loss of dignity. What this book sets out to say is that it does not have to be like that.


At last society is beginning to accept that we should have some control over our own fate when our body or mind begins to fail. But that’s all it is: a beginning. Sarah and I will argue that society’s approach to death must change as we all live longer. We want to suggest ways in which things might be better. These are perhaps the most profound and troubling issues facing the Western world. By failing to confront them we condemn millions to unnecessary suffering.


If I had any doubts about the extent of public disquiet on this subject they were dispelled when my own programme, Today, broadcast a series of reports on it in the summer of 2008. We had a huge number of calls, letters and emails from people who said, in effect, that they were afraid of living too long and might end up having no control over how their lives ended.


Some years ago I heard one of the few survivors of the Auschwitz concentration camp talking about how he and his fellow victims had tried to cope in that terrible place. One of them had been a musician, who found some solace in composing small pieces of music on scraps of paper. He had no illusions as to his fate, and death held no fear for him given the horror of his life. The name he gave one of his pieces was the inspiration for the title of this book. I hope our book will do something to relieve the guilt of those who secretly regard death as a welcome visitor but are afraid to say so.


 


Death is not the greatest of evils; it is worse to want to die, and not be able to.


Sophocles










Chapter 1


A Sense of Guilt and Betrayal


The sun was just beginning to edge above the horizon as I drove across the Severn Bridge. At the legal speed limit it takes less than a minute to cross from Wales into England, but I drove slowly. I wanted that minute to stretch. That was partly because of the beauty of the dawn. The sun’s early rays flashed through the gaps between the cables supporting the roadway and glinted off the wide waters of the estuary. There is something special about crossing a suspension bridge – the sense of being almost airborne and the surprise that this seemingly delicate, spider-web structure can support such a massive weight. But it was also because I had left part of my life in Wales.


Ahead of me in London was a party to celebrate my sixtieth birthday. Of all our birthdays, the sixtieth is the least ambiguous. At forty we are still young. At fifty we are into comfortable middle age. By sixty we are beginning the final movement in the symphony of our lives. However long it may last, we can no longer pretend to youth.


For my father the symphony had reached its sombre climax a few hours earlier. He had died in the small hours of the morning. By a curious symmetry it happened in a modern unit built on the site of an old hospital in Cardiff where one of his grandchildren – my elder son Christopher – had been born thirty-seven years earlier. Death so often arrives in the small hours, that cold and cruel time when body and soul are at their weakest and, statistically, we are most likely to give up. Every nurse in every hospice and hospital in the land knows it.


I had dreaded the return to London – alone in the car for two or three hours, emotionally drained and physically exhausted. The penalty of presenting a programme like Today is that your sleep balance is permanently running an overdraft. When you need to draw on the account to help you through a sleepless night there is nothing there. As I left them, my family in Cardiff had worried that I might fall asleep at the wheel. They had no need to worry. It was a glorious dawn that held the promise of a perfect midsummer’s day. I lowered all the windows and, for a few miles, let the warm wind buffet me. Far from dozing off, I was invigorated – even exhilarated. But surely this was wrong? Surely I should have been consumed with sorrow and sad memories, struggling to see the motorway through tears of grief?


When I had set out from my home in London twenty-four hours earlier to see my father alive for the last time I had intended to cancel the party. Yet now I was looking forward to it. How could this be? How could I be so callous? Should I, at the very least, be feeling guilt instead of anticipating the company of friends?


Perhaps I should have felt all that, but that’s not how it was. Instead, when we stood in my garden a few hours later and drank a toast to the memory of my father, it felt like a moment of celebration rather than sorrow. The truth is – shocking as it may look in cold print – that I was glad he had died. So were my sister and brothers and his grandchildren and all those who knew and loved him. He had wanted to die for a very long time. For the first time in several years we were able to feel that he was truly at peace. Why should we feel guilt at the end of suffering? Why should death not be a welcome visitor? The blindingly obvious answer to that question is that it depends on the circumstances.


 


In my half-century as a journalist I have seen a great deal of death and disaster: floods and famines; earthquakes and wars. Nothing had made a more powerful impact on me than what happened at Aberfan in 1966, when a massive coal tip slid on to the primary school and crushed it like a boulder flattening a matchbox. It was a foul mix of mud and slurry, and it had raced down the hillside at terrible speed. The miners working on the surface at the village colliery heard its roar and delivered the awful news to the men deep below ground as they worked at the face. They raced to the surface and were there when I arrived in the village. Their faces were still black with coal dust, white streaks made by sweat and tears coursing down their cheeks as they dug for the bodies of their own children. One hundred and sixteen children died, and twenty-eight adults. I have been back to Aberfan many times since that awful day and the grief is still raw. It could hardly be otherwise. Those children had been cheated of life.


My sister died when I was a small boy. My mother’s hair went white almost literally overnight and she grieved for her lost baby until her own death nearly half a century later. A parent never fully recovers from the death of a child. It is not the natural order of things.


But why does our culture find it so difficult to accept that death in old age is a part of life and is often to be welcomed? Why must we rage against the dying of the light even when the light has long since vanished from the eyes of those we love?


 


There were many reasons to celebrate my father’s life. It was a long one – he was ninety-one – and often a hard one. He was once so poor he had to pawn my mother’s engagement ring. But it had been a good life.


He was born into a working-class family in what I suppose we would now call a slum: a tiny inner- city house with an outdoor lavatory and a tin bath in front of the fire. He got measles when he was twelve. On a bright winter’s day, when the sun glinted off the snow and his mother was out of the house, he ignored her warnings, left his darkened bedroom and slipped out into the glaringly white street. He paid for that act of childish disobedience with his eyesight.


His blindness lasted for a few years and that was the end of his education. Although his sight came back it never did so properly. But he was a tough character. He became a fine french polisher. He used my mother’s eyes to tell him if he had managed to achieve a perfect colour match. If she voiced the slightest doubt – a bit too red, perhaps? – he would return to his shelves of bottles and tins, each full of different dyes and stains, powders and liquids, until he found exactly the right mix. He was one of the last of the old school of french polishers. After sixty years doing it, he told me he was still learning his trade. He was once talked into buying a spray gun, which would have made his life a lot easier but it lasted only a few days and ended up in the bin.


He was a good athlete, too – inordinately proud of having run for his county. He could have been even better, but it’s not easy to race if you cannot see the man in front of you clearly. Once he ran off the course and into a barbed wire fence. He kept going. He always did.


Only when my mother died in 1990 did he give up. He turned to drink and downed at least a bottle of whisky a day until the inevitable happened and he collapsed. That was when he should have been allowed to die. He had, as he saw it, nothing left to live for.


He could no longer do any of the things he loved – not least his gardening and his long walks – and he missed my mother dreadfully. But far, far worse, he had stopped being the man he once was. His personality had changed.


Always difficult and argumentative, he had a deep distrust of all forms of authority. He once walked out of his crowded Conservative club rather than sit in the only vacant seat – which happened to be beneath a portrait of the Queen. You did not get many Tory republicans in working-class Cardiff. If a servant ever tried to send him to the tradesmen’s entrance when he arrived at the front door of a posh house to polish the grand piano, he would turn on his heel and walk away. As he saw it, he was a skilled craftsman running his own one-man business – not that he was very good at the business side of things. He tended to charge people what he thought they could afford. The only reason for his being self-employed was that he had punched his foreman on the nose for some real or (probably) imagined slight when he had only just finished his apprenticeship, and got the sack. In those days jobs were not easy to come by. Of one thing he was certain: he was the equal of any man, whatever his wealth, status or so-called breeding.


In the closing years of his life he became vindictive, even vicious. He would turn on his children, especially my sister, who showed him more love and care than a parent had any right to expect, and lacerate her with his tongue. He seemed to take pleasure from inflicting pain. Because he was a clever man he was very good at it and we were growing to hate him for it. Much too late we came to realise what was happening. He was ill. Dementia was setting in. It was no more his fault that his personality was changing than it is the fault of a child who gets leukaemia.


We tried to make allowances and to get him treatment. We secretly arranged for a psychiatrist to see him at his home so we could find out more about what was happening to him. But he did not want a psychiatrist, spotted the ruse almost immediately and, when she arrived under some pretext or other, sent her packing. He did not want help. In his own eyes he did not need it. He wanted no treatment that would compromise his powerful sense of his own dignity and independence. What he really wanted was to die. He said so endlessly and I believe he meant it. The whisky was his suicide pill.


Eventually, it almost worked. When he collapsed, he was taken into a general hospital and hovered on the brink of death. He was treated as though he had had an awful accident and everything must be done to save him. We talked to the doctor on his ward and did our best to explain things to him, but you cannot tell a doctor to let your father die. Or so I thought. The drips and the drugs and the care did their work and he recovered – after a fashion.


The next year was hell. It was clear he could never return to his own home nor come to live in ours, because he needed constant care. He stayed for months in hospital, occupying a bed needed by people who were acutely ill. Eventually we found a private nursing home prepared to take him – but not for long. He was too disturbed to benefit from the care they could offer and they could not cope with his erratic and occasionally violent behaviour.


He was transferred to what had been a Victorian mental hospital and still looked and felt like one. He was in a pitiful state. For hours on end he would shout, ‘Help! Help!’ until his voice grew hoarse. I have no doubt in the slightest that he was shouting for an end to his miserable existence. The medical staff struggled to find the right balance of drugs to ‘stabilise’ his condition, but never quite succeeded.


Then a new EMI hospital (elderly mentally infirm) was opened in Cardiff and he was taken there. It was light years from the wretched, tiled corridors of the old mental institution: bright and breezy and with a staff who could not have shown more love and care if he had been their own father. Unlike us, his children who had been so hurt by the man he had become, they were immediately able to see behind the illness to the man he had once been. But still – for all the hugs from the lovely Josie and other staff – his life was utterly meaningless. There was the odd lucid moment when his memory returned with fierce accuracy to his young days, but mostly he dozed in a chair, grew weaker and longed for death.


Inevitably the day came when he decided to give up altogether. He stopped eating and drinking and death seemed close. We had been here before and he had been brought back from the brink by the paraphernalia of modern medicine. But this time it was different.


I sat in the sunlit waiting room with the doctor in charge of him and we talked not of life, but of death. He took me aback by quoting from the Victorian poet Arthur Hugh Clough. They were words that, I believe, should be inscribed on the wall of every doctor in the land who might one day have to deal with someone like my father: ‘Thou shalt not kill; but need’st not strive officiously to keep alive.’


The consultant trotted out all the clinical jargon about the consequences of failing to treat him and withholding antibiotics; about the effects of severe dehydration and the various steps that could be taken to deal with it. But when I asked, ‘What would we be keeping him alive for?’ he paused and nodded, understanding perfectly what lay behind my question. He abandoned the language of science and used a phrase that you do not need to be a doctor to understand. He said simply and unemotionally, ‘He has turned his face to the wall.’


In the end it was tacitly agreed that nature should be allowed to take its course. If he were in pain or discomfort, then of course he would be treated accordingly. Otherwise he would be allowed to die. And so it happened.


 


His last few hours were, I think, relatively peaceful, with his family at his bedside and enough morphine to ease his restlessness and perhaps hasten the end. His last few years had been anything but peaceful. He should not have suffered as he did. There was never the slightest hope that he would recover and lead anything like a happy, fulfilling life. Dementia does not work like that.


In some ways, as I have suggested, my father’s death is the reason for this book. Or perhaps it would be more accurate to say that his life is the reason. He did nothing exceptional, nothing to earn him even the briefest mention in the history books. He was a decent, honest man who did the best he could with the talent and the opportunity that fate bequeathed him. He seldom complained; he just got on with it. In other words, he was no different from countless millions of others. But, like millions of others, he was betrayed at the end of his life.


He was entitled to spend his closing years in the dignity he so valued. He was stripped of that dignity when he lost his rational powers, because society simply does not know how to deal with the man he became. It’s true that there are many in the health service and in hospices around the country who do their best to care for people like him but, through no fault of their own, their best is seldom good enough. And he was one of the lucky ones. I shudder at the thought of him having to stay in that ghastly old mental hospital or – much worse – one of the few really bad homes where the inmates (I choose that word with precision) are treated with contempt by the people who are meant to care for them.


We are all shamed by the stories that occasionally emerge of old people kept in a permanent zombie-like state, strapped into chairs, sometimes slowly starving to death because the staff cannot be bothered to make sure they eat something. We would not allow it to happen to children – there would be a national uproar – but when it’s old people we make a few disapproving noises, shudder inwardly and get on with our lives. Perhaps we do not want to dwell on it too much because we fear that it may well happen to us one day. The awful truth is that we simply do not know how to deal with senility. It is a merciless enemy and we have no defence against it – nor even a strategy that might one day provide one.


My father’s last years cast a shadow over what had been a good life, and those of us who knew and loved him feel a mixture of resentment and guilt to this day. We also face a long list of questions prompted by that guilt. These are a few of them:


• Did we do everything we could to give him the help he needed when it became clear that he was suffering from some form of dementia?


• Could we, in those bleak hours when he shouted himself hoarse at the wretchedness of his existence, have done more to rescue him from it?


• Should we, in one way or another, have helped him end it?


• If so … how?


• And if it meant breaking the law, would we have been strong enough, determined enough, to face the consequences?


 


Many of us have shared the agony of those wretched defendants who appear from time to time in the docks of our criminal courts charged with putting an end to the life of the person they loved. I suspect most of us have silently applauded when a compassionate judge has allowed them to go free. What possible purpose could be served by adding to their punishment? They were, after all, acting out of love rather than hate, out of mercy rather than malice. And yet the law says they were guilty of a serious crime.


In the course of researching this book I have heard many people say: ‘If I’d had the needle I’d have stuck it in his arm – whatever the law may say.’ But would they? And can it be right that they should have even had to contemplate that awful deed?


Before we address those profoundly difficult questions, let’s look at how we got to where we are today. That, at least, is simple enough: it’s because we live so much longer than our forebears.


 


It seemed to him a cruel and unjust trick that fate had played upon him. He could have understood it if he had led a wild life, if he had drunk too much, played around with women or kept late hours. But he had done none of these things. It was monstrously unfair.


Mr Chester in Somerset Maugham’s Sanatorium










Chapter 2


The Monster of Old Age


My father’s life spanned two distinct periods in our social history. His own father could expect life to be nasty, brutish and short. We, his children, born in the mid-twentieth century, could expect the opposite. We were destined for an easy time of it – perhaps the easiest of any generation there has ever been and (assuming the scientists are right about global warming) the easiest there will ever be.


The blessings are easy to count: the continent of Europe more or less at peace; an end to the military conscription which sent so many of our young men off to die in vast numbers on foreign battlefields; an unimaginable growth in prosperity; the greatest improvements in education and physical wellbeing of any period in history.


No longer would under-nourished children, their thin bones weakened by rickets, be a common sight on the streets of our cities. Poverty would be defined in terms that would astonish an earlier generation. From now on children would be deemed poor if there were no foreign holidays or if bedrooms had to be shared after a certain age. In other words, luxuries that would have been unimaginable a few generations ago had become commonplace.


And as we grew richer, so we grew healthier. Vaccinations and antibiotics did for our generation what clean water and decent sanitation had done for the Victorians. When I was a timid four-year-old and my friends and I took our first nervous steps into the classroom of our infants’ school we expected to see at least a handful of other little tots clumping around in clumsy metal leg braces, crippled by polio. By the time I had made it to grammar school that hideous disease had been defeated by the tiny drop of vaccine on the sugar lump we were given to suck as we stood shivering in our vests in the under-heated school gym. The disease that had almost carried me off when I was a small baby was the ubiquitous whooping cough and that, too, was in its final murderous phase by the time I left infants’ school. So were the other big child-killers, especially diphtheria. Soon even tuberculosis and smallpox would become little more than the stuff of nightmares.


It’s not that life was easy in the immediate post-war years for the vast majority of the population who made up the working class. On the contrary: anyone who paints a rose-coloured view of the fifties could not have lived through those years of numbing austerity. But by the sixties things were getting better, and they kept getting better. Compared with my grandparents’ lives things were less nasty in almost every sense, less brutish, and we could expect to live much, much longer.


 


What this did not mean, of course, was that we became content with our lot. The world does not work like that. We found new things to worry about instead – the sort of things that would have baffled my parents and their generation. Hard-pressed mothers today may worry about being able to afford the latest trainers or designer gear to save their children from the ridicule of their peers, but my parents and their friends had no such worries: every scruffy little kid in the neighbourhood had one set of clothes, which we wore to school and everywhere else, and possibly a cheap suit for Sunday best. When the shoes (black leather lace-ups) wore out, they either went to the cobbler’s or were mended at home on iron lasts. When we grew out of them the money was somehow found to buy another pair. I never remember having more than one pair of shoes. In summer we wore what we called ‘daps’ – cheap white canvas shoes (plimsolls in the language of posh kids) which were daubed with Blanco when they got dirty. My parents did not have to worry about cars because nobody in the street had one – any more than they had indoor lavatories or any of the other little luxuries. As my mother often put it: what you’ve never had and never see, you never miss.
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