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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
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