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FOREWORD

 

Our felt sense of what is real seems not to include our own death. We doubt the one thing that is not open to any doubt at all.

Sam Harris, The End of Faith

 

‘It’s not curable. The usual outlook is one to eight years.’

We all know, at one level, that one day we will die; but at another level we don’t really, truly, believe it. Most of us, most of the time, don’t think about it much. This is probably a healthy thing. You would never enjoy your life if you thought constantly about your death. Yet nearly all of us, unless we die suddenly in a car accident or pass away peacefully in our sleep, will some day be forced to confront the reality of our death: not at some vague, indeterminate time in the future, but soon.

In September 2004 I was forced to confront the reality of my death when I was told I had multiple myeloma, a cancer of the bone marrow, which was, and remains, incurable. People are different: their reactions to this kind of news are different. I did not rail against God, or fate, or ask, ‘Why me?’ as others have told me they did. I considered it a matter of bad luck, nothing more. I did not even vow, as many do, to fight the cancer, to not ‘let this thing beat me’. I accepted, with sadness, that my life, for whatever was left of it, would never again be the same as the one I had known.

But while people react differently to the news that they have an incurable illness, there are also commonalities, as I have found from talking to others who have received a similar diagnosis. One is a wish that our dying will not be painful and protracted; more than dying, we fear what we might have to endure before we die. Another is a wish that we might die with dignity; none of us wants to think we will end our days sans speech, sans mobility, sans sense, being spoon-fed and toileted by our adult children, those same children we once spoon-fed and toileted.

Perhaps the most common reaction is the desire to take control. All but the most religious feel this. We are responsible adults. We have autonomy over every aspect of our lives. Why then should we not have autonomy in the matter of the ending of our lives?

We put our affairs in order as much as we can; we write our wills, if we have not already done so; we lie awake at night, planning our funerals. Yet we do these things with the fear that at the end, we will have neither autonomy nor control. The euphemism ‘Dying with Dignity’ is in fact an accurate description of what most people want.

I am a journalist. I knew Dr Rodney Syme before I became ill. I had interviewed him in the past for articles I had written about what is variously called voluntary euthanasia, medically assisted suicide, dying with dignity legislation. A short time after I received my diagnosis, I contacted Dr Syme. He agreed to meet and talk with me. We met, several times, and after being convinced I was not mentally impaired, was not suffering depression and was not about to take my life at the first opportunity, Dr Syme helped me; he gave me the knowledge I needed to end my life peacefully and painlessly if and when it became unbearable. In giving me that knowledge, Dr Syme gave me peace of mind. It is, as he said, good palliative care.

I am aware of my privileged position, that many other people desire what I have. Opinion polls in recent years have shown that the majority of the population—consistently, more than 70 per cent—want the laws changed to allow people to be helped to die. Even religious people want this. A Newspoll in 2007 showed 74 per cent of Australian Catholics would support a doctor ‘providing a lethal dose’ (not administering) to a person with intolerable and unrelievable suffering.

That is why A Good Death is a very necessary book. The proposals in it are not radical. Rodney Syme does not believe in ‘euthanasia on demand’. He does not believe that any person who would prefer to submit to God, or fate, in the matter of their dying, should ever feel pressured to do otherwise. His definition of voluntary euthanasia is: ‘An action taken by, or at the request of, a rational, fully informed individual, whose intention is to be relieved of intolerable and otherwise unrelievable suffering, that hastens death in a dignified manner’. This is also, despite the many case studies of distressing, painful and difficult end-of-life decisions, ultimately a hopeful book because it carries with it a sense of the inevitability of change: that those individuals who would impose on others—even those who do not share their religious convictions—the unwanted prolongation of life in futile and undignified circumstances will increasingly be seen to be acting invalidly.

The past two centuries have seen in Western societies an enormous expansion of human rights: the abolition of slavery, the ending of child labour, the emancipation of women, universal suffrage and, more recently, the growth of laws banning discrimination on the grounds of race, gender or age. It is an anomaly that, at the beginning of the twenty-first century, we still do not have the right to decide the timing and the manner of our dying.

This is surely a kindness this society, at this stage of its history, owes itself. For as Rodney Syme says, ‘A right to live does not include an obligation to do so, under any or every circumstance. It is surely true that we can waive such a right, and this is the basis of our autonomy in end-of-life decisions’.

 

Pamela Bone


PREFACE

Voluntary euthanasia, or physician-assisted dying as I prefer to call it, is an intriguing subject to most people. It intrigues because it is about very fundamental matters that many people realise may one day concern them, but which they are reluctant to look at too closely. It also fascinates simply from an intellectual and philosophical level. Most people have a view about it, but without any personal experience of it. When they consider physician-assisted dying, they do so in an abstract and perhaps fearful way. What may be difficult for a non-sufferer in the abstract may however be crystal clear for a sufferer in practice. It is like a person trying to express a view about the game of cricket or baseball, when they have never seen a game and have not read the rules. Moreover, many of the people who write about the subject do so from a theoretical perspective, quoting the views of other ‘authorities’ who are also quite likely never to have talked in detail with someone who has requested physician-assisted dying. It is also likely that these authorities have never been intimately involved in such assistance. It is a different story for the profound sufferer, who, being at the heart of the matter, can see the issue very clearly. All of the people whom I have helped to die, and discuss in this book, made unequivocal decisions about ending their own lives.

When Steve Guest, dying of oesophageal cancer, rang radio presenter Jon Faine to say that he wanted to end his life, Faine wondered why this could be so, as Steve sounded so rational, as though rational people could not consider ending their lives. Faine had not met Steve, and could not, on radio, visualise his wasting and his exhaustion. How could Faine, at that moment, understand Steve’s suffering? When they met, a week later, the absurdity of Faine’s earlier comment about rationality was revealed. His subsequent meeting with Steve would have done more than any reading of books or discussions with experts to bring an understanding of these issues. The people who take advantage of physician-assisted dying rarely leave accounts of the process, although fortunately Steve did. Moreover, since in most Western countries voluntary euthanasia is illegal, doctors are extremely loath to talk about their experiences.

And that is exactly why I have written this book—to reveal the context in which these experiences take place, to illuminate the ‘black hole’ of misunderstanding and ignorance by telling stories from my personal experience of assisting people with intolerable suffering to die with dignity. It is abundantly clear to me that voluntary euthanasia, or physician-assisted dying, is highly dependent on the context of the situation, and it is not easily thoroughly understood by those who have not faced or explored these situations. I believe this understanding of physician-assisted dying is severely hindered by a lack of knowledge in the community of the context in which these decisions are made. Over the past thirty years I have had significant experience of physician-assisted dying in many forms, requested, discussed, denied and assisted. This book is designed to fill a contextual gap in the physician-assisted-dying debate by describing a number of patient–doctor interactions in some depth.

Physician-assisted dying is illegal in all English speaking countries except the State of Oregon in the United States. I know of only one book written by a doctor about his experience, Dancing with Mister D, by the Dutch nursing-home physician Bert Keizer.1 There are occasional short articles in the medical press by doctors describing, usually anonymously, their involvement. Most notable are those by Dr Timothy Quill2 and Dr Walter Kade.3 These accounts leave one in no doubt of the profound emotion and difficulty experienced by the doctor, but also in no doubt about the clarity and certainty of their patients. It is this certainty that ultimately allows the doctor to participate. This mirrors my experience—that those not faced with the problem find it extremely confusing, but those dying with intolerable suffering, and who ask for help, can find it a clear, but never easy, decision.

There are a vast number of other books written on this intriguing subject by bystanders: by bioethicists, by legal experts, by theologians, by social researchers and by journalists, who gather opinions and empirical research to form the basis of often very erudite writing and analysis. Much is written by palliative care specialists, but even this output is affected by a mindset that denies the reality of the request, and thus these writers do not go to the heart of the matter, with a complete and open dialogue and final assistance. This lack of an extensive personal medical literature on physician-assisted dying is why it is easy for opponents of the practice to seriously suggest that frail and disabled people will be persuaded to request assistance in dying against their will, and even more bizarrely, that they will be given assistance, against their will. It just does not happen. People simply do not ask for help to die because someone else thinks it is a good idea. This book has been written to illuminate just what does happen. More specifically, it reveals what happens when assistance in dying must be covert, and the difficulties that accompany practice in such circumstances.

Because I am telling the stories of a number of my patients, whose names have been changed so as not to disclose their identities, this book is inevitably also about me. It is not my intention that it should be so, but it is unavoidable. I must be the voice who speaks on behalf of each of these people, because they can no longer speak for themselves. I have approached each person in an open fashion, willing to listen, learn and assess. I have never attempted to impose my position as may occur in palliative care, where the starting position does not include deliberate ending of life, even if this is requested by the patient. Each request has a context that is developed through a dialogue between the suffering individual and myself, and the story cannot be told without my contribution. This is my honest account of some of my experience. This has been an extremely difficult book to write because it exposes me to the possibility of heavy criticism, and the possibility of prosecution. Some of these particular stories have been chosen because these people have left significant statements of their views, which enhance the stories. Together, perhaps, the two voices that are missing in this debate (those who are suffering in dying and their doctors) will be better understood.

Because this is a personal story, it is appropriate to tell a little about myself. I was born in 1935 into a well-off medical family, part of the Melbourne establishment. I attended an Anglican (Protestant) private school, where the emphasis seemed to be on humanist enlightenment values, with an exposure to the life of Christ, rather than on biblical dogma. A subsequent exposure to scientific disciplines made it impossible to believe in a resurrection and an after-life, and a study of Darwin and genetics made the necessity for God irrelevant. In terms of my beliefs, I would call myself a Christian humanist. Some might see this as an oxymoron, but I do recognise that my values have been influenced by my education and life in the Western (Christian) tradition. However, this is more an influence of the teachings attributed to Jesus than by the Christian religion as practised by most of its churches. I do not accept the resurrection, but I am impressed by the values of compassion, tolerance and inclusivity exhibited by Jesus. The very same values may well have been derived without any knowledge of Christ, but I cannot deny that influence.

History has been a lifelong passion, and has confirmed the banal effects of organised religion. These effects are certainly evident in the opposition to physician-assisted dying, which seeks to impose a particular view on all. Gradually my experiences in medicine led me to a position where my conscience, formed by these influences, simply would not let me ignore the requests for assistance made by people with intense suffering.

Readers will note that I rarely use the word ‘patient’ to describe the people who have sought my advice. This is deliberate. The word ‘patient’ is commonly used to describe a person who seeks advice from a doctor, or who is ill and undergoing treatment. However, the application of this term to a person may subtly alter the way they see themselves, and the way they are treated by their doctors, nurses and carers. It categorises them as being in a dependent role, and, in a subtle way, they tend to lose their autonomy. The doctor is perceived as being superior and as dictating the relationship, and as a person who directs rather than advises. Thus, the use of this word to describe terminally or hopelessly ill people significantly affects the relationship between the doctor and that person. They become a patient with a disease who needs medical treatment, rather than an individual who is suffering and who has individual needs. As Eric Cassel wrote, in his classic essay on Diagnosing Suffering,4 ‘suffering is an affliction of the person, not the body’. The most important of those needs is to be understood as a whole person, and for consideration to be given to the totality of their suffering, not just their obvious medical symptoms. Palliative care understands this, and this is why it is usually very successful in caring for dying people.

I have also deliberately avoided discussing the role of religion in this matter. It has a very significant influence in why we are where we are, but no place in where we ought to go. Discussion of its general impact is not relevant to a discussion of the context of individual deaths. It is the subject of a book in its own right.

In my opinion, there is a conspiracy of a benevolent kind between medicine, the law, the prosecuting authorities and government to hide the reality that physician-assisted deaths do happen covertly in homes, in hospices and in hospitals. This conspiracy is, of course, not in any sense organised. That reality is simply quietly acknowledged and left undisturbed, and that is why doctors are not prosecuted for assisting people to die. In the past, I had hoped it would protect me, and it has. Covert practice, however, no matter how well intentioned, is not appropriate.

The law as it stands is not clear in relation to medical practice at the end of life. Yet the possibility of its application causes confusion and fear to govern most medical decisions at the end of life, and patients suffer as a result. There is an urgent need for this crucial issue to be referred to a law reform commission to advise government on legislative change with appropriate safeguards.

Recently in Australia, the debate on voluntary euthanasia was sidetracked by the suicide of an 80-year-old Perth woman, Lisette Nigot. The media reported that she was ‘well’ and that her suicide note stated, ‘I want to end it before it gets bad’. The impression was that she was ‘tired of life’ and did not have any particular suffering. She was a very mature individual who was not depressed in any way. On the face of it, this seemed to be a pre-emptive act to prevent problems in the future as much as a release from current boredom. These are not indications for physician-assisted dying in any current or proposed legislation. Whatever one may think of the philosophical argument that any person has the right to end their life when they determine, this has nothing to do with the argument for the legislation of medical assistance for the relief of intolerable and unrelievable suffering. It is simply not a part of any serious legislative proposal.

Most of this book was written before I met Steve Guest. That meeting was influential in changing the direction of the book from a focus on the context around end-of-life decisions to a more direct legal challenge to the status quo. Although I did not set out to do so, I believe this book also enunciates a challenge to palliative care. Through the analysis of the stories of these dying people, a picture of the deficiencies of palliative care emerges. Some in palliative care are aware of this. The challenge is to expand palliative care to truly respect autonomy and adequately relieve suffering. It can be done.

I hope this book leads to change. It reveals a lot about intention, and about suffering, about dignity, about control, about respect and about choice. These things matter to us all, and that is ultimately why I am telling this story.

 

Rodney Syme
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EPIPHANY

 

‘There are two or three pain syndromes that are particularly difficult for us to treat, nerve pain, bone pain, and pain that is largely comprised of suffering in the psychological sphere.’

Michael Ashby, Professor of Palliative Care, Monash University

It was a lovely autumn day in Melbourne. Those who know Melbourne will appreciate how peaceful this environment can be. The days are warm and mild, with blue skies and a gentle breeze. But I was not at peace. I was about to visit a woman suffering from secondary cancer in her spine. Despite every effort by me and my colleagues, Betty’s life was becoming a viciously painful nightmare. As I approached the stairs leading to her room, I heard her screams of anguish as the nurses tried to place her on a bed-pan.

This was uncharted territory for me. I was forty years old and well into a medical career as a specialist urologist. I had been a doctor for fifteen years, yet I had never had the responsibility for, and close contact with, a terminally ill person with very severe escalating pain and suffering. My experience had been entirely in hospitals, a passing parade of people, most of whom were treated and got better. A small number had died but usually in acute circumstances. I had not been responsible for slowly dying patients.

In those days, most people with terminal illness were dealt with by their general practitioner or by physicians specialising in terminal illness. For the first time in my career, I came face to face with intolerable and unrelievable suffering which I had the responsibility to manage. I was uneducated and ill-prepared to do so. I summoned all possible support from my colleagues but to no avail. A sense of helplessness, shame and guilt accompanied me on my daily visits. I was determined not to abandon Betty by not visiting, and I would sit in my car outside the hospital whilst I summoned up the courage to go into the ward, often to be met by her cries of pain. It is extremely difficult to face another human being whom you know has intolerable suffering for which you have no answer. No wonder many palliative care workers suffer ‘burn out’. My emotional distress was considerable, but nothing compared to Betty’s physical and emotional anguish, and that of her family. Her suffering was so severe, hastening her death was essentially the only way to relieve her suffering. She did not ask for this and I cannot remember whether this thought crossed my mind at that time. But it certainly did over the succeeding months as I thought deeply about this experience.

In 1972, I had removed Betty’s right kidney, which contained a large cancer. She was a 52-year-old, happily married woman with two children. I was pleased at the outcome of this difficult operation, as she remained well for two years and appeared to be cured. Unfortunately, unknown to me, the cancer had already spread to others parts of her body. Betty returned in 1974, complaining of severe pain in her lower back. Investigation showed that the cancer had spread into her upper lumbar vertebrae, causing collapse of the bone. Very soon, she was also experiencing very severe, at times excruciating pain radiating into her legs and difficulty with urination, due to pressure on her spinal cord and nerves. Betty was clearly incurably ill, with severe bone pain and nerve pain. After I explained the implications of the X-ray findings, she realised the gravity of her situation. She now fulfilled Professor Ashby’s three difficult pain conditions—bone pain, nerve pain and psychological pain. She realised that little could be done by way of relief, and that the pain would continue and probably increase until she died. She had an incurable illness, was arguably terminally ill, meaning that her death could be anticipated within say six months. She was not in the imminently dying phase of a terminal illness.

I tried desperately to relieve her pain, but there was then no effective chemotherapy for kidney cancer. I arranged for a neurosurgeon to operate on her spine in an attempt to relieve the pressure on the nerves, but the rich blood supply and extent of the cancer prevented any benefit. The pain from kidney cancer may sometimes be reduced, or palliated, by radiotherapy, but a course of this treatment provided no relief. Nerve pain can sometimes be relieved by blocking or dividing the affected nerves above the point of irritation. In Betty’s case, it would have involved a further operation to divide the pain-conducting fibres in the spinal cord on both sides in the upper chest region, above the point of involvement by the cancer, rendering her totally insensitive in the lower half of the body and destroying bladder and bowel function. This was not an acceptable procedure for a person with a relatively short life expectancy. Palliative care was not yet a reality in Melbourne in 1974, and there were, to my knowledge, only two doctors specialising in difficult pain management. A consultation between one of them and Betty unsurprisingly indicated that the only ‘effective’ therapy was narcotic drugs (usually morphine) to diminish both the constant bone pain and the more severe episodic nerve (neuropathic) pain.

Constant pain can be reasonably well relieved by narcotics, but severe episodic pain is another matter. Betty’s pain was continually present, but with any movement involving the spine, as in turning in bed, changing position or getting onto a bed-pan, excruciating ‘incident’ pain would occur. This pain was due to acute nerve pressure, exactly as when your dentist drills into an unanaesthetised nerve in your tooth. It was so sudden and severe that it could not be relieved even by regular injections of morphine. Such a pain essentially requires a deep anaesthetic for control. In 1974 the idea of delivering continuous high dose analgesics and sedatives to control such pain was unknown. In the climate of those times, doctors and nurses (and to a lesser extent still today) were fearful that if they delivered large doses of narcotics, which could hasten death through their side-effects, they might be hauled before the law. They did not understand that, in this situation, the dose required is the dose that works, not the dose that is safe. In such situations it needs only one person with a moral objection to hastening death in any circumstances to make an official complaint for a criminal or Medical Board investigation to become a reality. This principle of pain palliation in terminal situations is now more widely understood, but was barely appreciated then. The possibility of complaint was a finite reality, and while it is less so today, many doctors and nurses who lack experience are still inhibited by the law from delivering adequate pain relief. One eminent doctor has pointed out the difficulties for medical practitioners in what should be a commonsense treatment situation: ‘the optimal treatment of pain and adverse effects of analgesics requires aggressive use of controlled substances (opioids and barbiturates), potentially raising fears of regulatory scrutiny, or the disapproval of professional colleagues’.1 This fear and uncertainty exists, despite the Guidelines of the American Geriatrics Society that say ‘it is the responsibility of physicians to relieve pain, especially when the prognosis is poor; pain relief may be the most important thing physicians can offer their patients’.2

Betty’s suffering continued unabated over two months of absolute misery. Her agony was extreme and I was powerless to do anything about it, except to exhort the nurses to give larger and more frequent doses of morphine. Despite my orders, the nurses were reluctant to do so. Thinking about this over the next few months, I realised that a doctor in this situation may need to show leadership and not only prescribe the appropriate doses, but also personally administer them. But at that time, I didn’t know that.

Betty’s pain could be relieved only by massive—virtually anaesthetic—doses of morphine, rendering her insensitive to any feeling at all. The amount of morphine required to even partially relieve her pain would have caused respiratory depression and hastened her death. Her death was not imminent, but the measures necessary for the relief of her agony would make it so.

In 1974, medical assistance in dying (euthanasia) was not a common subject of media or even medical discussion. It had not been part of my undergraduate or postgraduate education. It only became a subject of serious medical and public debate in 1973 when a Dutch GP hastened the death of her mother. I knew little about this subject, and was therefore not ‘open’ to any signals that Betty or her family may have sent. She did not ever ask me to hasten her death. Her husband once asked me ‘if there was something more that I could do’; I did not recognise that as a signal to begin a dialogue about hastening death (if indeed it was), but today I would certainly do so. Patients, and their relatives on their behalf, do not often directly broach the question of a hastened death, as they realise that they are asking a highly charged question. Moreover, if the patient or her family raise the question in the presence of others (such as nurses), it only makes the doctor’s position more difficult. Doctors need to be alert to the subtle signals that indicate a particular person is ready to develop a dialogue about their future. In 1974, I would have almost certainly ‘taken refuge’ behind the law, which makes such dialogue difficult and often pointless unless circumstances are favourable, such as a home situation where privacy is secure. I was simply not prepared by experience, understanding or education to be open to such a signal, even though I was now acutely aware that a society that would not allow an animal to suffer such pain would allow a sentient human being to do so.

When Betty’s husband asked if she could be moved to another hospital closer to her home to allow easier visiting, I have to admit that I readily agreed and felt relieved of a huge burden as she passed out of my care.

Betty’s suffering caused me great anguish. As a urologist, I was accustomed to achieving a high degree of success in dealing with my patients’ problems. It had been rare for me to be exposed to the management of this stage of a terminal illness. I was not aware, from personal experience, of the reality of dying of cancer. This seminal experience started a singular journey as I gradually learnt more of this reality over the next thirty years, both from experience and from close study of the palliative care literature. There I found that physical symptoms in the person in the terminal phase of disease are associated with increasing distress, as well as major depression and anxiety; severe pain that is inadequately controlled and poorly tolerated has been associated with suicide in cancer patients. In addition the burden of illness is borne by family members who may also experience distress and poor health, financial problems, and disruption to their work lives.3

Michael Ashby, Professor of Palliative Care at Melbourne’s Monash University, specifically defined problematic pain as ‘nerve pain, bone pain, and pain that is largely comprised of suffering in the psychological sphere’ (my italics).4 Betty had all these phenomena, and I felt an enormous sense of failure as I had been unable to have any impact on her problem. My reaction was wrong but natural because there was almost nothing that anybody could have done in these circumstances at that time.

As I thought about this experience, my guilt and shame were replaced by anger and frustration. I realised that my inability to help Betty more effectively was not because of any lack of caring or compassion on my part. It was because the law inhibited a dialogue of any substance to develop between us about alternative ways of treatment to relieve her of this profound and intolerable suffering. It is cruel to commence a dialogue that raises the hope and spirits of a patient if one does not have any inclination, or more importantly, any ability to take that dialogue to a conclusion. Why did the law prevent such humane assistance? Was it the religion behind the origins of our Western law that was responsible? The Catholic Church was implacably opposed to hastening death in order to relieve suffering, and claimed salvific value in suffering while dying.5

I quickly realised that I would not have allowed myself to suffer as Betty had suffered. I am absolutely certain that in the same circumstances I would have taken the opportunity to end my own life. Of course, as a doctor, I could very easily do this. First, I had knowledge about pathology and disease that is essential to understanding just how my illness would progress. Second, I had knowledge about pharmacology and drugs that would allow me to choose a drug or combination of drugs that would reliably end my life with dignity and security. Third, I had access to drugs or to helpful colleagues for the prescription of the necessary drugs. Therefore, when my time came, I would be all right. I would have control. Additionally, on reflection, I would not have accepted such appalling unrelieved suffering for one of my family.

However, I could not help thinking how grossly unfair this was for others who did not have my advantages as a doctor. Many people with terminal illness do take their own lives in order to end their suffering, but, lacking knowledge and opportunity, do so in the most horrific circumstances. Shooting, hanging, cutting of wrists or throat, jumping from heights, or in front of trains, deliberate motor accidents or gassing and corrosive poisoning are the commonly employed methods and often occur without discussion with relatives, leaving an appalling and indelible memory. Such lonely deaths are rarely if ever discussed with the family and leave a savage legacy of psychological pain for those left behind.

I could have forgotten this incident—with any luck I would have been unlikely to meet such a circumstance again, and to date have not. But I could not dismiss it—why I do not know, except that I sensed that there was something seriously wrong with our law and society that could allow such suffering. Gradually, I came to the firm conclusion that people with hopeless and incurable illness should have the right to assistance to end their lives if their suffering is unrelievable and intolerable. I also realised that it was wrong to feel guilt and shame at being unable to help patients in this situation, for it was not I who was at fault but the law that created this situation. I also gradually realised, over the following years, however, that I would continue to feel diminished if I did not try to do something to help such people in the future. It would have weighed too heavily on my conscience to do otherwise.
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THE JOURNEY BEGINS

 

‘The Parliament recognizes that it is desirable to ensure that dying patients receive maximum relief from pain and suffering.’

Preamble to the Victorian Medical Treatment Act, 1988

 

The Australian Medical Association supports ‘doctors whose primary intent is to relieve the suffering and distress of terminally ill patients, in accordance with the patient’s wishes and interests, even though a foreseen consequence is the hastening of death’.

AMA Federal Assembly, May 2002

I often conduct workshops for Dying with Dignity Victoria, a law reform organisation, to explain how people can prepare to achieve a peaceful and dignified death. One important action is to appoint an agent (medical enduring power of attorney) to make medical decisions on your behalf if you become mentally incompetent to make your own decisions. Personal friendship and family relationship can make such decisions difficult and emotional, since neither friend nor family wants to lose their loved one. Thus such an agent must be someone you trust implicitly, but also someone with the understanding and courage to carry out your choices. That agent must also fully understand the life views and treatment choices of their appointer, and not act unless it is absolutely clear that they are fulfilling those wishes. They must be clearly acting in the expressed best interests of that person, and that means the best interests as explained and not as presumed. This requires excellent levels of communication.

I had known Ken, a member of my wife’s family, for a long time and we had discussed end-of-life matters on many occasions. I knew him and his views extremely well. I had no doubt about his attitude to prolonging a life of suffering, and that he agreed with the philosophy of hastening death to relieve intolerable suffering. He had suffered a number of health problems, and had battled on with them, but as he grew older, his heart began to fail. He became increasingly breathless and was treated in hospital on several occasions for crises due to severe heart failure—his heart problems were steadily becoming worse.

In 1975, Ken was again admitted to hospital with a further episode of very severe heart failure, and his heart was massively enlarged. His breathing distress was extreme and he had shown no improvement with treatment. His family was extremely concerned at his distress and asked me to see him. He was in a hospital where I treated some of my own patients, so I visited him that afternoon.

I was appalled by his situation. He was blue in the face due to lack of oxygen in his blood despite breathing pure oxygen through a mask, and his difficulty in breathing was as bad as anything I had ever seen. He was receiving maximal therapy but without any response.

Ken was in the last stage of dying of heart failure. Between heaving breaths, he quietly gasped, ‘Help me!’

It was impossible to have any conversation with him, because he could barely breathe, let alone speak. I could not discuss what exact form of help he wanted, or clarify his request in more explicit terms, and his family was not present to consult. Yet it was clear that he was dying of heart failure, and from our previous dialogue I knew that this was exactly the suffering he wanted to avoid. I had not come to visit him with the intention of helping him to die, but it was crystal clear that this was the only way his suffering would be relieved and was now the decision I had to make. I could not turn my back on his suffering and simply walk away.

I was not his treating doctor, but that doctor had written an order for a large dose of morphine for the relief of respiratory distress. This was exactly what he needed now but the nurses were not responding, either through fear or ignorance, to his need. Strict medical protocol meant that I should have rung his doctor to discuss the matter of urgent relief of his distress, but this was a medical emergency of no less importance than if he was dying but could be saved. Palliative care expert Declan Walsh said, ‘It is unacceptable to allow patients to die with unrelieved respiratory distress. Drug doses should be increased as required for this purpose, even at the risk of hastening death from CNS (central nervous system) depression’.1 There was no time for medical niceties. I could not waste time tracking down Ken’s doctor, and perhaps entering a protracted debate and ending up with an inadequate response.

My mind went back to Betty, my patient in this same hospital, and the reluctance of the nurses to give large doses of narcotic that might hasten death while relieving suffering. I determined to give the injection of morphine myself and asked the nurse to draw up the ordered dose. I gave it to Ken intravenously, for rapid and maximal effect, and recall his almost immediate relief and his mumbled thanks. He passed into a coma as the dose of morphine suppressed respiratory drive and slowed his respiration, the direct effect of the injection. His suffering relieved, he remained asleep until he died about two hours later.

His suffering had been palliated and his family was extremely grateful. I had provided assistance in hastening Ken’s death by a large intravenous dose of morphine. Without the injection, he still would have died, but only after some hours of the most appalling and prolonged breathlessness, and the extreme anxiety, bordering on terror, of not knowing whether his next gasp would be his last. I gave him that injection in order to provide maximal palliation of his terminal suffering from gross breathlessness due to cardiac failure. I could not only foresee that this action could hasten his death, but knew that it was extremely likely that it would do so. Was there an explicit detailed request to do so? Perhaps not, but he was in no condition to express more than the simplest request, which he did. In my opinion, he requested it in an oblique way, and I believed that it was in his best interests, as he had previously expressed them to me, to relieve his suffering. My primary intent was immediate palliation, but to be honest I had a secondary intention of bringing his suffering to a final end. That could occur only through his death. His suffering would simply continue until he died. He would not have wanted to wake again to return to the hell from which he had mercifully escaped.

Reflecting on this episode, I am comforted by the words of respiratory specialist Dr Martin Cohen who observed that ‘breathlessness however is probably an even more distressing symptom than severe pain’2 and of other experts who tell us that ‘existing methods to control dyspnoea [breathlessness]are ineffective’.3

Most discussion of suffering in terminal illness focuses on cancer patients. An editorial from the British Medical Journal in 1998 puts the suffering of chronic heart failure in perspective:

 

Quality of life in chronic heart failure is poor, and discomfort and distress often worse than in cancer … People who had died from heart disease, including heart failure, had experienced a wide range of symptoms, often distressing and often lasting more than six months. In addition to dyspnoea, pain, nausea, constipation and low mood were common and poorly controlled. At least one in six had symptoms as severe as those with cancer managed in hospices or by palliative care services.4

Other researchers investigating communication and choice in dying from heart disease found that 54 per cent died non-acute deaths in hospital. Forty per cent of patients and 43 per cent of carers felt they had not had enough choice in where they had died. Twenty-three per cent of the patients had expressed a wish to die sooner.5

I could have given Ken a smaller dose of morphine by a less rapidly absorbed route, with less risk of hastening death, but which would have been less effective in providing relief. That option would have prolonged Ken’s inevitable dying with the certainty of his once again finding himself in exactly the same distress from which he had temporarily escaped. To me, this is a cruel and futile approach, which would be done to protect the legal and perhaps moral interests of the doctor rather than the best interests of the suffering person.

What is the intention of a doctor who administers a large intravenous dose of morphine? This is a complex question, which may be difficult to answer accurately. It is certainly an action taken with the primary intention of relieving suffering. I did not want Ken to die. However, doctors, other carers and families, may also accept that death is not only a foreseen consequence of the injection, but regard it as a welcome consequence. Dr Marcia Angell, editor of one of America’s most prestigious medical journals, made this comment:

 

Just as family members often feel a sense of relief along with their grief when such patients finally die, so doctors often wish both to ease suffering and to hasten death. The balance of those desires may vary from hour to hour, depending on the patient’s condition … If all attempts at palliation fail, as they sometimes do, then the hope for an easier death may give way to the hope for a faster one. That is, the intent can shift.6

Because the suffering will be a recurring problem until death occurs, the doctor may agree that it is in his patient’s best interests to die quickly rather than slowly, and, thus, may intend to hasten death while also relieving suffering. The doctor’s decision is certainly made easier and more ethical by prior discussion as to the patient’s views. Clearly, any intention to hasten death is secondary to the intention to relieve suffering. The intention to hasten death does not exist at all without the concurrent need to aggressively relieve the suffering. For my own part I had hoped more than intended that the injection would hasten Ken’s death. This was another seminal moment when I first crossed the Rubicon, the fine line that divides traditional medical practice from the grey area of hastening death. The line is sometimes so fine as to be invisible. Marcia Angell again:

 

It is absurd to imagine that doctors could be innocent at one hour, but deserving 20 years in prison in the next, simply because the desired outcome of treatment changed. What is important is whether doctors are doing their utmost to ease suffering in accord with their patient’s wishes.7

The Council of Judicial and Ethical Affairs of the American Medical Association agrees, stating, ‘The ethical distinction between providing palliative care that may have fatal side effects and providing euthanasia is subtle because in both cases the action that caused death is performed with the purpose of relieving suffering’.8

The courts recognise this and, as a result, actions of this sort are not the subject of criminal charges. The Australian Medical Association (AMA) supports ‘doctors whose primary intent is to relieve the suffering and distress of terminally ill patients, in accordance with the patients’ wishes and interests, even though a foreseen secondary consequence is the hastening of death’.9

There will be an investigation only if a relative or a carer takes exception to the suddenness of the death. In this case, Ken accepted death as a consequence of relief of suffering, as did his family.

Does it occur to other doctors in this situation, as it did to me, that their injection might hasten death? Of course it does, and they have to decide what dose to give, how to give it, and what its effects will be. If a doctor knows that the necessary treatment will hasten death, then his decision to administer a large dose in a particular way because he knows it to be in the person’s best interest is a conscious decision to hasten death. It may also be his intention to honour this person’s request while relieving suffering. These two intentions are inextricably linked. I personally find it impossible not to consider both questions when confronted by such dilemmas, and find it extraordinary that some doctors can say they can contemplate these actions with no intention to hasten death. It may be helpful to their conscience but to me it seems a remarkable feat of rationalisation.

The use of morphine by doctors to ease the final anguish, or hasten their death as the case may be, has a long tradition, almost certainly dating to the discovery of the effects of this wonderful drug. I was reminded of this by the following passage from The Lunar Men, describing the death of the great English potter and porcelain maker Josiah Wedgwood, treated by his very great friend Dr Erasmus Darwin (grandfather of the celebrated Charles) more than 200 years ago.

 

Darwin had kept his friend well enough to say goodbye to his family, but he had given him a private supply of laudanum [extract of morphine]. On 2 January 1795 Wedgwood told Sally and Susannah not to come in as he was sure he would sleep soundly all night. Next morning, they found his room locked from the inside. The carpenter came running with a ladder, and climbed in through the window to find him lying dead.10

Morphine as a drug to hasten death is a crude and unreliable option. It does produce respiratory depression, but the dose required is unpredictable and depends very much on prior usage. It works well when there is already respiratory difficulty and is totally justifiable as palliation. It may also work well when a person is already very close to death. It is, of course, hard to justify when there is no pain, and it is a poor drug for confusion, delirium or terror. Despite this, it is widely used by doctors because it is ‘safe’ for them to prescribe it.

The use of morphine, often in increasingly large doses with cumulative effect, to relieve respiratory distress or very severe pain in a way that hastens death has been excised from the debate about physician-assisted dying. Because the death is gradual, it can be argued that the death was due to the disease and not the treatment, or that the treatment was necessary. One can also argue that the death was not explicitly hastened, and the intention of the doctor was not clear and cannot be determined. His intention is what he says it is.

Nevertheless, there is no doubt that treatment that hastens death with the primary intention of relieving suffering by large doses of narcotics is as old as medicine itself, and is certainly a common practice. In a survey of Australian surgeons, 36 per cent reported that they had ‘for the purpose of relieving a patient’s suffering, given drugs in doses greater than those required to relieve symptoms, with the intention of hastening death’.11 If it is an action, taken at the request of a person whose intention is to be relieved of suffering, that hastens death in a dignified manner, then I believe it can be described as an act of voluntary euthanasia in principle.

My assistance to Ken fell neatly into the AMA pronouncement expressed lucidly twenty-seven years later. Thus, such actions have been quarantined from the debate about euthanasia, and are not regarded as representing euthanasia by the AMA, prosecutorial authorities and opponents of physician-assisted dying. This is due to the application of the rule of ‘double effect’, which states that if an action may have two consequences, one good and the other bad, then it is morally acceptable to carry out that action, provided the bad action was not intended, but merely foreseen. This has religious origins, being first expressed by St Thomas Aquinas in the thirteenth century to resolve some difficult moral dilemmas. It achieved legal and medical significance when Justice Devlin (later Lord Devlin) in the UK in 1957 determined that a doctor could use narcotics to relieve his patient’s severe pain, even though the foreseen but unintended consequence was to cause or hasten death (R v. Adams). Apart from self-defence, it is only in a medical context that a person is protected from the foreseen consequences of an act that causes death. The problem is that it is extremely difficult, if not impossible, to determine the doctor’s intention. In these situations, there is always a prima facie case for the use of the medication. The doctor clearly has the primary intention to relieve suffering, but does he have a secondary intention to hasten death? It does not seem clear whether the law concerns itself with secondary intention.

From a medical point of view, such matters of intention are not so simple. Dr Timothy Quill, an experienced palliative care physician, says that ‘Multi-layered intentions are present in most, if not all, end-of-life decisions’, and also:

 

If we do not acknowledge the inescapable multiplicity of intentions in most double-effect situations, physicians may retreat from aggressive palliative treatment out of fear of crossing the allegedly bright line between allowing patients to die and causing their death. Our current ethical thinking and legal prohibitions reinforce self-deception, secrecy, isolation and abandonment when the exact opposite is needed.12

Dr Quill’s comment on aggressive palliative treatment is illuminating. Are there two forms of palliative care—one normal and one aggressive? If so, what is meant by ‘aggressive’ palliative care if it is not palliative care that hastens death while relieving suffering? There seems to be some hypocrisy in the approach taken by the medical profession and condoned by prosecutorial authorities. Although medical actions are commonly closely associated with the timing and manner of death, there is no specific legislation that deals with this difficult area. Doctors are left in uncertainty as to the boundaries of practice, and their patients are worse off as a result.

I have described Ken’s last major illness event, but he did have other life-threatening events from heart failure over a few years. He recovered from those events to live tolerably well until the next crisis. This is the typical trajectory of many non-cancer illnesses, particularly chronic cardiac and respiratory conditions. It is quite different from the more predictable, usually progressive, and usually shorter trajectory of cancer, such as we saw with Betty, although with some cancers, successful chemotherapy can produce long remissions after symptomatic relapses.

Although Ken’s death was medically and legally sanctioned, was it a ‘good death’? It could be described as a ‘wild death’, a term to denote an unprepared death without peace and in undesirable contexts, especially in the midst of futile attempts to prolong life.13 When I treated Ken he was dying, but he was dying badly. Would the term ‘dysthanasia’ be appropriate here (dys is the Greek root for bad and thanatos for death)? I think it would, and many people face similar circumstances at the end of their lives. Would compulsory or non-voluntary dysthanasia be an appropriate description for his situation? I think it would, because society imposed this dying on Ken against his express wish—the same society that denied his right to voluntary euthanasia.

Ken did not have the opportunity to say goodbye to his family, he could not make an explicit decision to hasten his death, and he may have wanted his death to come sooner rather than later when he was at an extreme of distress. Although this process clearly met a need, in my opinion, it was far from a satisfactory process.
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DEFINING THE PROBLEM

 

‘A peaceful death must be acknowledged as a legitimate goal of medicine, and as an integral part of the physician’s responsibilities.’

Dr Diane Meier (Editorial, Annals of Internal Medicine)1

Natural death—a declining phenomenon

In 2008, the idea of a natural death is becoming something of an oxymoron. The occurrence of a natural death, uninfluenced by medical intervention, is increasingly uncommon, at least since the 1960s.2 Such deaths are very sudden, or occur during sleep. The commonest causes of death are non-acute diseases such as cancer, cardio-respiratory disease and neurological conditions (strokes and other chronic disorders). Most people die in a way that is significantly influenced by medical decisions regarding the manner and timing of their death. The sociologist and philosopher Ivan Illich termed this invasiveness ‘the medicalisation of death’.3 He claimed that modern medicine had ‘brought the epoch of natural death to an end’.

One reputable study found that, for terminally ill cancer patients, ‘more than 90% of patients required medical management for a major symptom issue in the final week of life’.4 Another large government-funded study found ‘severe symptoms in the last three days of life in patients with heart failure; 65% were breathless and 42% had severe pain’.5 In intensive care units, ‘74% of patients had some form of treatment withheld or withdrawn before death’.6 New Zealand experts, writing about ‘The Last 48 Hours of Life’, found that ‘most dying patients are on an opioid (morphine)’ and yet ‘of our patients, 51% suffered pain in the last 48 hours’.7 Respiratory distress is particularly common in cardio-respiratory failure and also in terminal cancer. Declan Walsh from the prestigious Cleveland Clinic stated that ‘it is unacceptable to allow patients to die with unrelieved respiratory distress— drug doses should be increased as required for this purpose, even at the risk of hastening death from central nervous system depression’.8 Professor Erich Loewy confirmed this reality, stating that ‘most patients are, in fact, sedated and given analgesics at the end of life’.9 In summary, most deaths are medically managed, because of the over-riding and universally accepted necessity to relieve suffering.

It is quite clear that the suffering of some people will be relieved only by their death, or by being rendered unconscious by drugs until they die. Thus it is common to hear the comment from treating staff and relatives alike, when death finally occurs, ‘I’m glad that’s over’ or ‘What a merciful release’. It is also quite clear that a peaceful death cannot usually be achieved without significant medical intervention that has the potential to hasten death. Decisions that shorten life abound in medicine today, and are based on either the futility of further treatment or the necessity to relieve profound suffering. Such shortening of life is usually only a matter of hours, but may sometimes be days, even weeks and, very rarely, years. But who makes these decisions; who makes these choices?

The rise of patient autonomy

As managed death has developed, so too has a remarkable change in medical attitudes to patient autonomy. With the rise of human rights movements, there came a challenge to the patronising attitudes of the medical profession. Feminism played a significant role, the majority of nurses being women. Citizens demanded more information and the courts upheld their right to be fully informed. They also wanted to be involved in decisions about treatment, and whether they would have any treatment at all. By 2000 the principle of autonomy had become the dominant ethic of health care in North America and Western Europe,10 and it is true of Australia. Thus, in many jurisdictions the long-established, but little-used, common law right to refuse treatment was confirmed in statute law, even if such refusal of treatment would lead to a hastened death. In Victoria this took the form of the Medical Treatment Act (1988). This confirmation of the patient’s autonomy arose directly from a Parliamentary Committee of Inquiry into Dying with Dignity. This Act also stated in its preamble that the Parliament recognised that it was desirable ‘to ensure that dying patients receive maximum relief from pain and suffering’. It was this Act that established many of the guidelines for my practice. All the other states in Australia except New South Wales have developed similar legislation.

The language of a ‘peaceful death’

For centuries, it has been medicine’s aim to try to achieve a ‘peaceful death’, as Diane Meier calls it (see p. 19), or, as others might put it, a ‘good death’. A ‘good death’ is the translation of the Greek word euthanasia (or perhaps to be more realistic, ‘the least worst death’, as the American philosopher Margaret Pabst Battin put it),11 and this simple expression is clearly a desirable aim. But does a ‘peaceful death’ refer only to the moment of death, perhaps the last hour or so, or to the whole process that leads towards it? Most people are prepared to accept some pain and discomfort, but not the grosser forms of suffering that affect about 5 per cent of deaths.

Over the past forty years, there has been a vigorous debate as to how that ‘good death’ was to be achieved. This debate had been given real substance by medical practice in the Netherlands. There, in the 1960s and 1970s, hastening of death was practised covertly, often by anaesthetists. As a result, an anaesthetic method of an injected sedative (for deep sleep) and muscle relaxant (to stop breathing) became the usual practice. In 1973, the Dutch doctor mentioned earlier was charged with murder after she ended the life of her frail, elderly, suffering mother. She was found guilty, but not punished.12 This led to intense debate, and ultimately the development of a set of medical practice guidelines. Provided these guidelines were followed and the assistance in death was reported, doctors assisting death by a lethal injection or, less commonly, by physician-assisted suicide (where the individual swallows lethal prescription medication) were not prosecuted. It is the practice of a lethal injection to relieve unbearable suffering that has virtually become synonymous with the modern use of the term euthanasia. Euthanasia is voluntary when the doctor acts in response to a request by the suffering person, and is extremely unlikely to be other than voluntary when that person actively ends their own life (as by the oral self-administration of a fatal dose).
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