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    Foreword




    by The Hon. Justice Michael Kirby AC CMG




    This IS A TROUBLING BOOK, with an upsetting title about a disturbing topic. Yet problems do not go away because we choose not to face them. Scholars have an obligation to explore topics that many in polite society would prefer to go unmentioned. Homosexuality, for example, was a topic kept in the shadows for too long. Until the wall of ‘Don’t ask, don’t tell’ was breached, society and many people had to live with falsehoods which the law reinforced.




    The special value of this book is that it contributes usefully to the debate about the response of our society and its laws to assisted death. It does so by going beyond verbal analysis, by which clever people express their opinions. It surveys real life experiences of people involved in the ‘euthanasia underground’. It is one thing to talk about great principles, whether found in holy texts or in modern statements of fundamental human rights. It is quite another to explore, in dialogue with doctors, nurses, patients, lovers and families, the largely hidden world in which patients in extremis are sometimes helped to die with dignity.




    It is natural that the law should be concerned about the death of human beings. Death is the antithesis to life, which is the precondition to consciousness, essential to the enjoyment of liberty and the pursuit of happiness. Even the most primitive legal systems provide rules, supported by sanctions, against terminating human life. Many societies still punish attempted suicide. Although this is no longer an offence in Australia, assisting or encouraging another to attempt to commit suicide is an offence in five jurisdictions. Yet if the information contained in this book is, even in part, a true reflection of what is happening, we are facing another instance where the law is apparently being honoured in the breach as well as in the observance.




    Some will draw the inference that the answer to this disclosure is a more vigorous enforcement of the law against anyone who assists, or attempts to assist, to end the life of a patient, even one with an incurable condition who wants to die. Others will read this book and infer that the present lack of ‘quality control’ demands that we face reality, introduce strict legal protections, impose proper procedures and expel amateurs and ‘cowboys’ from the assisted suicide business. Still others will find the whole topic so complex, puzzling and painful that they will prefer to ignore it. But the point that Dr Magnusson makes is that to ignore the issue is, effectively, to accept the realities that were long suspected, but which this book now documents.




    In a sense, it was the advent of HIV/AIDS that demanded a book of this kind. Hospital practices in relation to terminating life support, hospice practices of inducing coma and death by palliative injections, and terminal decisions by mostly elderly patients could earlier usually pass unnoticed. But it was the arrival of AIDS, with its profound impact on a large cohort of young people (mostly homosexual men) that presented the new dimension to the euthanasia debate that is a chief focus of this book. These were people, often already alienated from the law, their families and society, who wanted to take control of their last moments of life. There are powerful passages in this book that illustrate the awful circumstances of the close of life of many such people, rejected by their genetic family but loved for whom they are by others, determined to support them on their last journey. There is a tragic irony in the fact that some of those who oppose assisted death most vehemently are amongst the most intolerant of the rights of such patients to live with dignity according to their nature. HIV/AIDS has thus presented a new dimension to the euthanasia debate. If for no other reason, this book is to be welcomed because it explores that issue.




    The most valuable aspect of Dr Magnusson’s analysis is that he avoids dogmatic adherence to the camp of absolute opposition to, or of uncompromising support for, legislation to permit and regulate the rights of terminally ill patients who choose to die. He does not disguise the powerful points made by each side of the debate. He does not pretend that the issue can be simply handed over to opinion polls which regularly show a majority of respondents in favour of a facilitating law of some kind. He does not disguise his anxiety about instances of ‘botched’ ‘mercy killings’. He acknowledges the importance of the symbolism of the law and of health care ethics that remain committed to the defence of human life.




    To some extent, modern medication and palliative care, as described in the book, bypass the need, for many people, of physician-assisted suicide. The ‘break-through-dose’ of morphine, administered to ease intolerable pain, will hasten death, as those who administer it well know. Yet the debate addressed in these pages will not go away. Relief of pain is not the only consideration. Many readers will agree with the opinion of Justice Brennan of the Supreme Court of the United States in the Cruzan Case, quoted in the closing chapter: ‘Dying is personal. And it is profound. For many the thought of an ignoble end, steeped in decay, is abhorrent’.




    People of this persuasion will see the effective power to control the end of one’s life as the ultimate expression of personal autonomy, inherent in human dignity. Opponents will view it as defiance of God’s will or as a bad signal that enhances the power of doctors and families over vulnerable patients. All of the main arguments are laid before the reader. Whilst Dr Magnusson offers his own opinion, he acknowledges that it is ‘tinged with some uncertainty’. I suspect that that will be the conclusion of many who reflect, without dogma, upon the puzzles and dilemmas uncovered here.




    What is to be done? Like Dr Magnusson, I will leave to the reader the privilege of finding the correct conclusion. But after this book, the debate will never be quite the same.




    High Court of Australia, Canberra, 2001
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    Introduction




    It WAS A COLD WINTER AFTERNOON, and I was sitting in an interview room in John’s shopfront premises, drinking coffee from an exquisite china cup. John is a funeral director. He is a warm and charming middle-aged man who has lived through well over a decade of AIDS, yet still retains a sharp, dry wit, and a sense of the absurd. We had been talking for nearly an hour, and my dictaphone was running.




    ‘Would you say that there is an informal network out there?’ I asked, ‘a euthanasia underground?’




    ‘I would certainly say that’, he said. ‘In fact at one stage the group was given the nickname the “Angels of Death” ’.




    ‘Angels of Death’, I repeated.




    ‘Yes’, he said, ‘an informal network of people who co-operate together in order to facilitate euthanasia’.




    ‘And it has no formal existence apart from the fact that those people who are involved know of one another?’




    ‘That’s right’, he said; ‘it’s just that simple’.




    This is a book about the ‘euthanasia underground’. It reports on the experiences of health care workers in Australia and the United States who have been intimately involved in caring for people with AIDS. It presents and analyses first-person accounts of involvement in assisted suicide and euthanasia, and seeks to contextualise interviewees’ involvement in assisted death within the broader context of palliative care. These are the stories of the ‘angels of death’. In telling them, my intention is to explore that secret part of the medical and nursing professions that few will ever talk about, and about which the public knows very little.




    The findings presented in this book are derived from 49 detailed, face-to-face interviews which I carried out over a three-year period with a wide variety of health professionals, principally in Sydney, Melbourne and San Francisco. A small number of interviews were also carried out in Canberra and Brisbane. Each interview was conducted on a pseudonymous basis, and interviewees were also invited to respond to a substantial questionnaire. The aim of the study was to investigate the attitudes and practices of Australian and American health care workers towards assisted suicide and euthanasia, especially within HIV/AIDS health care contexts. How is assisted death actually practised within health care settings? What are the issues that surround the making of such a momentous decision? How do health carers justify their attitudes and actions in this area?




    The issues that emerge from these interviews have important implications for the debate about assisted dying. The euthanasia debate will not go away. In 1995 and 1994 respectively, legislatures in the Northern Territory, and in Oregon, enacted legislation legalising assisted death. These experiments faced resistance. In Australia, Commonwealth legislation repealed the Rights of the Terminally Ill Act in 1996. As this book goes to press, Oregon’s initiative, the Death with Dignity Act, faces ongoing attacks in Congress, and possibly from the Bush administration. But despite the desire by some groups to declare victory in the ‘war against euthanasia’, the moral, legal, and policy challenges are far from over.




    The legalisation of assisted death illustrates a marked trend in liberal, western democracies towards the ‘privatisation’ of the body. The body has moved ‘from being a public object, the focus of a broader vision of human dignity, to being an object of purely individual expression and concern’.1 Some groups, pre-eminently the Catholic Church, argue that the trend towards greater autonomy and private rights, as reflected in a so-called ‘right to die’, will lead to the progressive dismantling of the community, which can only cheapen the value of human life. Others see in the right to die a long-awaited advance in the struggle for freedom and dignity.




    No one has the right to foreclose debate on issues of such importance and complexity. At the same time, it is important for debate to be fuelled by knowledge rather than conjecture. Extravagant claims, and ‘rhetorical bogeymen’2—the usual suspects in this debate—flourish in a knowledge vacuum. It is important, therefore, to penetrate the wall of silence to discover the reality of assisted suicide and euthanasia in our society, and to face up to the social costs of the current policy of prohibition. This book provides a window into illicit euthanasia practice, thanks to the frankness of health carers who shared their feelings and attitudes, and gave detailed, self-incriminating accounts of their involvement.




    A summary of the methodology and recruitment strategy used in this study can be found in the Appendix. All interviews were conducted on a pseudonymous basis, in accordance with a written protocol approved by the Human Research Ethics Committee of the University of Melbourne. In most cases, interviewees either volunteered to be interviewed after hearing of the study during public presentations which I gave, or were recommended by their colleagues to be involved. These twin strategies facilitated contact with a broad range of health carers, at a variety of levels of seniority, from shift-worker nurses, to physicians with international reputations. No ‘master list5 of interviewees was retained, thus preserving anonymity and encouraging frankness during the interview. Table 0-1 sets out the occupational categories of the interviewees.
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    While the legalisation of assisted death has become a matter of widespread community debate, there is a surprising lack of interview-based research into current euthanasia practices.3 While survey-based studies can monitor trends in attitudes and actions, they do not facilitate a detailed exploration of the processes that operate at the bedside, and the social and emotional milieu within which assisted suicide and euthanasia are practised. Similar criticisms have been made of survey studies in their failure to capture the ‘contextualised’ nature of nurses’ attitudes towards euthanasia, and the fact that those attitudes are ‘grey’, rather than ‘black and white’.4




    Testimony that cuts both ways




    The interview findings presented in this book cut both ways. Advocates of euthanasia law reform should not be fooled into thinking that the debate is only about the issue of self-determination, which can be appropriately resolved by a law authorising medically-supervised killing under controlled conditions. The interview data demonstrate nothing if not the complexity of end-of-life issues, the subtle conflicts of interest that arise at the bedside, the cry for death as a mis-expression of other unresolved needs, and the fundamental ambivalence toward assisted death expressed both by patients, as well as many of those who participate in it.




    If euthanasia is to be legalised, then this study supports a muscular, pro-regulatory model for achieving this. A law which merely decriminalised physician-assisted death would simply perpetuate the laissez-faire environment which the policy of prohibitionism has already helped to create. Politicians should not jump on the bandwagon of perceived public approval (an unlikely prospect in face of the effective alliance between churches and medical bodies), but should recognise the challenge involved in creating guidelines that will ensure that assisted death remains Voluntary, regulated, and . . . an option of last resort’.5




    Conversely, opponents of euthanasia law reform should be disabused of the notion that the law’s prohibition of compassionate killing is effective in protecting vulnerable patients. Prohibition drives assisted death underground. At present, health care workers who perform euthanasia determine the conditions for their own involvement. Secret euthanasia, without appropriate regulation, raises many disturbing issues (see Chapters 10 and 11). Some of the experiences recounted in this book either cry out for those prosecutions which the policy of prohibition has failed to deliver, or for the safety valve of a protocol permitting assisted death in carefully defined circumstances, thereby educating the medical profession and protecting patients from incompetence and recklessness.




    The purpose of this book is therefore to expose the social practices, relationships, and networks that constitute ‘underground’ euthanasia. I hope also to demonstrate the complexity of the euthanasia issue, and in the process to capture some of the passion, pathos and bitter-sweetness of those bedside moments, as health professionals care for patients in the midst of pain, bodily decay and existential anguish.




    Testimony that speaks for itself




    This book presents the results of an independent study that was carried out without funding or collaboration from either right to die or right to life societies. Ethics approval was first obtained from The University of Melbourne Human Research Ethics Committee and, subsequently, from The University of Sydney Research Ethics Committee. I began the study with no fixed views either for or against euthanasia. The experience, together with Harry Ballis, of analysing and discussing the interview data led me initially to conclude that there was an overwhelming case for the legalisation of euthanasia, albeit within a statutory framework containing appropriate safeguards.




    Continuing reflection, however, has tempered this sense of confidence with concern about the potential, barely tangible risks of legalisation: the spectre of quiet demises, of people—disappointed with their lives—trying to leave early so as not to be a burden. Sydney Morning Herald columnist Richard Glover may be right to suggest that a legalised euthanasia regime would encourage self-effacing people—eager to conserve the family silver, and to spare their loved ones the agony of waiting—to consider killing themselves as one of the options for their medical care.6 It is possible that this happens anyway, even in the absence of legislation. Any responsible euthanasia law must ensure that great care is taken to assess and protect those who lose their sense of identity and personal value at the end of life. Opponents of legislation, for various reasons, will argue that no such law can be framed.




    This study largely adopts a harm minimisation approach to euthanasia policy. An important policy question raised by the data is whether the prospect of those quiet, outwardly-autonomous yet disempowered deaths outweighs the indignities of the current, unregulated euthanasia market. Much of the policy debate has been built on the fear of a future gone horribly wrong. Politicians and the medical profession are reluctant to face up to the here-and-now of illicit euthanasia, and there has been little research into the processes involved. Many participants in the public debate hold deeply entrenched positions which render evidence and research superfluous.




    Although my own support for legalisation is tinged with some uncertainty, I am confident that the interview findings will tell their own story, and that readers will form their own conclusions. The intention behind this book is not to produce a manifesto but to inject new perspectives into the euthanasia debate. Ultimately, there is only one place to start constructing a humane and responsible social policy: with those who are dying, those who care for them, and those who for whatever reason, choose to become ‘angels of death’.


  




  

    
1 Who would do such a thing?





    

      We don’t. . . know what the unspoken ethics are, the unspoken rules, the guidelines the doctors or people are using at present to make those decisions.




      Associate Professor Elaine Thompson, 24 August 19951


    




    Who performs illegal euthanasia? Who would do such a thing? This chapter introduces five ‘euthanisers’: three doctors, a nurse and a psychologist—real men and women who live in cities along Australia’s east coast, or in the San Francisco bay area. My aim is to present some of the anecdotes, personalities and personal philosophies that emerged from the interviews, and so to communicate a sense of the material which makes up the present study.




    One advantage of an interview-based approach is that it provides the opportunity to explore issues in depth, and to clarify attitudes and specifics of involvement. Importantly, interviewees raised issues one would not have thought to include in any questionnaire. But most of all, the interview created a space for interviewees to tell their stories. Under assurances of anonymity, these stories give us unprecedented access to the world of illicit euthanasia.




    Introducing Gary




    Standing in stark contrast to media stereotypes of euthanasia advocates as obsessed, marginal zealots, Gary displays the cool confidence of a successful, middle-class doctor. Cosmopolitan and cappuccino-drinking, Gary is an articulate crusader whose bravado is tinged with cynicism for the medical establishment. What motivates him, I wondered?




    ‘I’m not [a] hit-man’, he said, as we sat talking during his lunch-time in a small, windowless treatment room in a busy, inner city surgery. ‘Once I’ve got the needle in their arm, they can still change their mind at any time, till they’re unconscious. I always give them ample opportunity to take it out, but every single one who’s got so far as to set a date [has gone through with it].’




    ‘It’s almost a sense of relief for [the patient], once they’ve made the decision . . . a huge weight is lifted—they know that their suffering is going to be finished soon.’ ‘It’s not an unpleasant procedure if it’s done well, it’s quick, they just float out of it, and they stop.’




    In Gary’s experience it is usually the patient who raises the topic of euthanasia, although Gary was one of several doctors who admitted to raising the issue themselves early on in the relationship in order to discover the patient’s views.




    ‘This guy . . . had Kaposi’s Sarcoma’, said Gary, describing one of half a dozen euthanasia episodes we discussed during the interview. ‘He’d [had] several courses of chemotherapy and they were just not effective anymore . . . his face had swollen up, he was in a lot of pain . . . and so we’d sort of agreed on the time, [although] when I went around there he was already unconscious.’




    ‘His lover, his mother, his sister, three or four friends . . . were all looking after him’, said Gary, ‘taking it in turns. [He’d] told me, and he told his lover and his mother that if he did slip into unconsciousness . . . he wanted to be finished quickly, he didn’t want to hang around, and so with his family around, we—we did it’.




    Gary explained that the presence of the family at the bedside caused some difficulties, ‘the least of which was actually getting into the guy because there were all these people sort of clambering over him’.




    ‘You might inject the wrong arm?’ I asked.




    ‘Yes’, he said, with a laugh. ‘I still had to find a bit of him that wasn’t being grabbed by someone.’




    ‘He would have died within the next four or five days’, said Gary. ‘This took a minute or two; to me that does not seem to be a huge problem [he pauses] since it’s hastening things up only a little in the scheme of things.’




    In many ways, this candid observation sums up Gary’s personal philosophy of euthanasia.




    At a number of points during the interview, Gary digressed and began to reflect more generally about the nature of his clientele. ‘Most of the ones I’ve done, the people haven’t had any real religious beliefs, and most of them seemed to regard it as a bit of an adventure, I suppose; they haven’t done death yet! [he laughs]. They’ve done everything else, they’ve got nothing to look forward to, here’s their death coming, they don’t seem particularly afraid of it, it’s quite surprising, I think I would be’




    ‘I did one a couple of weeks ago’, said Gary, ‘with a nurse. I picked her up at her house, [and we] drove to the [patient’s home]’. ‘He’d just had his 28th birthday. We were alone in the room together, but his mother, father, brother, priest, were all there, sort of outside, and as we finished him off, there must have been three or four carloads of people arrived: friends and relatives and family.’




    While Gary and the nurse were preparing the lethal injection, another community nurse arrived. ‘We didn’t want her to know about it so we had to sort of hide and wait . . . and then the priest arrived and he didn’t seem to want to leave, I think he’d settled in for the day, he was having cups of tea and a bit of a chat to the nurse’ [laughter].




    Did the priest suspect something, I asked?




    ‘I don’t think he was a real clever priest’, said Gary. ‘I think he might have suspected something.’




    ‘[So] while the mother and the father distracted the priest, the nurse and I sort of went into the bedroom and had a chat [to the patient]’, Gary explains. ‘The nurse asked him to—she’d sent a request up with someone six months earlier about Tattslotto numbers and nothing had happened yet—so she asked him to (when he got up to heaven) to ask the big guy about the numbers that she’d been waiting on. He said he’d relay that message for her . . . he [said he] was going to take control of things [up there]’.




    ‘It was all done in a fairly . . . light-hearted manner’, said Gary. ‘He was well aware of what was going to happen, so we injected him, and it only took a few minutes, he died, we left the room, the father went in . . . the brother . . . then the priest went in and gave him the last rites.’




    Despite the humour and the crisp, effective intervention on this occasion, Gary had also been involved in a number of highly distressing ‘botched jobs’ (see Chapter 10).




    ‘I get sad’, said Gary, ‘I get depressed; it’s not nice to kill someone, it’s not an easy thing to do [although] it does get easier with time—after doing several, that’s easier than the first couple.’




    Gary is a ‘revisionist’ doctor (see Chapter 6), who challenges traditional perceptions of the doctor’s professional role and argues that euthanasia should be seen as an act of medical care. ‘The Medical Board would probably not take a great view of the fact that I’ve killed quite a few patients’, he says, ‘but they’re all frumps, and they’re not operating in the real world’.




    Introducing Jane




    Of all the doctors interviewed in this study, none outshines Jane as an unconventional and uncompromising patient’s advocate. An early advocate of combination therapy, Jane spoke with enthusiasm about protease inhibitors, and how she believes they have turned HIV into a manageable condition for many patients. Behind the enthusiasm lies a history of relentlessly pursuing drug companies for compassionate access to new drugs. Jane freely admitted to stealing substantial quantities of drugs from hospital fridges, and attributes the good health of her patients to their early and sustained access to new drugs. When morphine, Tegretol (carbamazepine) and other pain-relieving drugs were not effective in controlling intractable nerve pain in one patient with lymphatic cancer, Jane turned to amphetamines. ‘We were actually buying street speed and . . . putting his speed doses in his dosette box every day’, she says.




    Jane admitted to subverting a number of drug trials involving her patients in an effort to assist them. For example, she had occasionally used blood serum to infect a patient with an opportunistic infection if this was a requirement for accessing a promising new drug and if her patient had been placed on the placebo arm of the trial. She also gave diuretics to her patients and sent them to the tropics for a few weeks to lose weight so that they could come within the weight loss criteria for accessing new treatments.




    Although protease inhibitors had slowed down Jane’s involvement in euthanasia in the period preceding interview, Jane estimated she had been involved in 50–60 deaths: ‘probably one a month’ for ‘three years’, and before that at a lesser rate. Like Gary, Jane had a policy of initiating discussion of euthanasia early on in her relationship with the patient. Jane didn’t feel comfortable if the patient decided upon euthanasia ‘at a point in their life when they had a whole lot of other issues going on’. She preferred to know that the patient had had ‘that view the entire way through, including when they were really well’.




    As with some of the other gay interviewees, Jane felt a unique sense of kinship with gay men and women with the virus. Unusually, though, she made no attempt to cordon off her private life from her professional one: ‘I treat most of my closest friends’. Jane ridiculed the ‘cute’ idea that ‘there is a line that you actually cross’ between professional and personal involvement: ‘I just reject the whole notion of professionalism, I think’.




    After a ‘botched attempt’ early in her career, when a patient awoke 14 hours after taking ‘at least five times the lethal dose of at least four drugs’, Jane has followed a policy of remaining with the patient throughout the euthanasia process. Unfortunately, this is far from standard practice.




    For Jane, euthanasia is a ‘professional procedure’, ‘the final part of taking care of a patient’. ‘You’ve got to give certainty . . . it has to be something . . . you can guarantee. The last part of someone’s life for me [is] the most critical part of their life; making that perfect is the most critical thing that you can do for them.’




    Jane gave several examples of the bedside dynamics of euthanasia, admitting that there had been some ‘very twisted episodes’. She had one patient with ‘nightmare veins’, ‘virtually every vein in his body was stuffed’. The boy had previously taken home a ‘kit’ of needles and medications from Jane’s surgery, because ‘he wasn’t sure when he would decide that he wanted to go’. ‘He had everything at his house, [but] then he couldn’t find them when he decided that this was actually going to be the end.’




    Having driven out to the patient’s home (he was ‘one of the few boys I knew who lived outside of the inner city’), Jane then had to drive back through the rain to her surgery for more butterfly needles. She arrived back at the patient’s house to find him outfitted ‘in this white wedding dress’. It was ‘one of his award-winning designs and he [had] decided that this [was] what he was going to be buried in’. He was saying that ‘everything else [had] just been a dress rehearsal’, and now he was ‘Aunt Always’, and ‘don’t get any blood on the lace’. ‘It was a very twisted night’, Jane recalls.




    There would be few people better placed than Jane to observe the impact of AIDS, and euthanasia, upon the gay community. At the last euthanasia death she attended, Jane estimated that everyone else present had personally been involved in ‘five, maybe ten deaths themselves. ‘Partly it’s the [gay] community taking care of its own, and partly it’s what you see when you’ve got one disease that hits into one community . . . within one geographic area.’




    Jane concedes that the comments and reactions to death within the gay community may well be unique. The last time she was involved in euthanasia was with a boy who had ‘designed his whole funeral . . . he wanted a whole lot of candles all over the church’. After the death, Jane rang one of his friends who was aware of the funeral arrangements. The friend joked that ‘his sense of timing was always bad’. The previous week had been the AIDS candlelight vigil and ‘if he’d done it last week . . . there would have been candles all over the park . . . we could have just gone down [to] the park and [taken] them’.




    Comments like that would be considered obscene, in another context, I suggested.




    ‘Yeah, but not in this community’, said Jane, ‘it’s the way they deal with it. . . we thought it was hysterical . . . if you talk to intensive care staff, they do exactly the same thing . . . anyone who is dealing with [death] on a constant basis . . .’




    During the interview, I explored how Jane copes with the stresses of HIV practice, and her extensive involvement in euthanasia. Initially, the stress of participating in euthanasia would ‘really wipe me out. . . I would . . . finish with them and just cry for hours’. For Jane, the loss of friends, loss of patients, and the loss to her community are inextricably linked.




    Jane considers herself ‘lucky’ to have several friends who also ‘have a high community profile’. ‘We have this sort of unwritten agreement that we all fall apart together’, she says. ‘We never do it in public . . . it would always be . . . at one of our places . . . it tends to be an all night affair . . . it tends to involve, you know, lots of different sorts of substances and lots of music . . . It can often go for an entire weekend.’




    ‘I don’t make sense of it anymore’, says Jane. ‘I used to sort of, you know, try and understand it, [but] I don’t anymore: it just happens. For me the important stuff is to try and make sure that this is a real decision for the [patient]; that it’s a valid decision for them.’




    Introducing Kyle




    Kyle is one of the quiet achievers of this study, a general practitioner who has built euthanasia into an aspect of professional practice, and developed a philosophy around it. ‘[My] approach to management of any disease is [that] the patient is a co-manager’, he says. ‘I’m here to advise, to educate and to offer options, but all decisions have to be made by the patient themselves.’




    As a medic in Vietnam, Kyle practised assisted death ‘out of necessity’. ‘We got hit one night and had four major burns. It was obvious that two would not survive even in the best of conditions and our chances of getting more than two out in the middle of the monsoons was very questionable, so we opted to send two out by helicopter, barely got them out, and then I euthanised the other two with large doses of morphine.’




    Was the compassionate killing of dying troops on the battlefield considered a legitimate part of emergency medicine, I asked?




    ‘It was a practice that was not discussed’, says Kyle. ‘You had to make the decision, you had to triage . . . if somebody was un-salvageable, then they were no longer expected to spend days of suffering . . .’




    Kyle emphasises that it wasn’t as if ‘all of a sudden I sneak up on somebody, pounce on a vein if I can find one on a 95% burned body, and say ‘Goodbye!’ These [were] patients that were screaming for relief and there was absolutely no way that we could get them to any kind of advanced care and even if we could, they would not have survived’.




    Faced with this decision, Kyle placed himself in the position of the patient. ‘What would I want done to me? How would I want to be treated?’ ‘It’s pretty straightforward for me’, he says. ‘It’s not a big issue that causes a lot of internal debate.’




    Having been ‘open about assisted death’ as a result of his experiences in Vietnam, Kyle found that when AIDS came along, he was naturally sympathetic to patients who wanted to choose assisted suicide. ‘There is a similarity between the battlefield and HIV . . . you’re at the end of the line and you can’t move the patient to a higher level of care [or offer them] a different approach.’ ‘I’ve always believed [that] quality of life is an issue that only the individual can really measure. I cannot measure pain . . . I cannot measure loss of vanity . . . suffering . . . depression . . . End-of-life issues are more than just taking a breath and a heartbeat . . . I think people should always be able to make their own decisions and I think it makes a stronger society when people have to assume that responsibility.’




    During the interview, Kyle outlined the three-step approach he has developed for screening patients who want an assisted death. First, he explores with the patient their own personal philosophy of death, what death will mean for them, and what impact it will have on their partner, family and friends. Kyle needs to make sure that the patient is ‘at peace with death’, and doesn’t see it as ‘something awesome or frightening or spooky’. ‘AIDS has taught us that many people have been able to accept death in a very quiet, serene way.’




    Secondly, Kyle likes to explore the philosophy and feelings of the patient’s immediate support group: those who are likely to be involved in the euthanatic procedure. Kyle likes the death to be discussed openly so that when the procedure is performed it will not be perceived as ‘clandestine or secretive or . . . negative’. ‘I have to be convinced that everybody is in agreement [and that this] is what they want.’




    Health workers are divided in the extent to which they involve others in planning the euthanasia event. Many prefer to limit the procedure to the patient and a partner, or perhaps one or two close family members. The more who are aware of it, the higher the risks for the doctor. A number of interviewees reported withdrawing from a planned procedure because the patient had advertised it widely and injudiciously.




    The third part of Kyle’s pre-death counselling process focuses on how the procedure itself will be accomplished. ‘If you’re offering assisted death to someone you have to have the methodology’, says Kyle. ‘Early on I let it be known that I myself will only provide the tools and that I will not be involved in doing the actual procedure.’




    Later on in the interview, Kyle explained this position. ‘I’m an adviser’, he said. ‘I’m an educator, I’m a person that gives options. In my population, we do not depend on . . . professional care givers to . . . perpetrate the assisted death. In Vietnam, I had no choice, I had to push the syringe.’ With AIDS, however, Kyle limits his involvement to writing prescriptions, advising on preparations, and educating the patient how the drugs might best be ingested, whether rectally, through the bloodstream, or mixed in yoghurt.




    Kyle points out that the community of HIV care givers is ‘fairly tight’. ‘It reminds me again of wartime medicine’, he says, ‘where the hours are long, the responsibilities are immense, the stresses are unbelievable, and as such we’ve come together because we’ve often been isolated by our colleagues’.




    In contrast to some of the doctors interviewed in this study, Kyle’s style is particularly low key. He is well integrated into his community, and it provides full camouflage. ‘I have trouble with the Kevorkian approach to things’, says Kyle, who believes that people suffer from the sensationalism that accompanies Kevorkian’s methods. Assisted suicide is a ‘planned treatment’ and ‘a matter of trust’, rather than ‘a rubout, or a wipeout or a knockout. I see this not as a means of snuffing out life but of making life more comfortable . . . I’m very much at peace with this, it’s not an issue that I go home and struggle with afterwards.’




    Introducing Erin




    

      You know, I worked in an ICU [intensive care unit] and the advanced medical technology that we [used on] some of these people was harmful, you know . . . We kept them alive, [the] respirator was blowing air into them, you know, sixteen breaths a minute but the alarm was going off every three minutes and they were . . . uncomfortable and being suctioned and tormented . . . I was doing harm, you know. And for the first time I took those [ethics] principles back out and really looked at them, as a care giver . . . but also trying to understand what the patient was going through.


    




    The active involvement of nurses in euthanasia is one of the neglected aspects of the euthanasia debate. The seeds of Erin’s involvement, like that of other nurses who participated in this study, lies in witnessing suffering patients.




    Erin crossed the boundary for the first time while nursing in a Catholic hospital in another State. ‘We had a patient that came in a number of times’, recalls Erin, ‘a revolving-door pulmonary patient [who] . . . just didn’t have good lungs and would catch a pneumonia at the drop of a hat . . . He asked me to help him die . . . He said “Do you know what it’s like to be on a respirator?” He’d been on [one], intubated a number of times. He said “Do you know what it’s like, do you know the terror I have when I try to go to sleep at night . . .?”’




    ‘They found he had TB’, says Erin, ‘so everybody was wearing masks and . . . he said “Is this quality of life?” ’




    Although traumatic, this case was a turning-point. After a long period of soul-searching, Erin came to the conclusion that medical ethics are all ‘very nice in theory’, but—as he put it—‘it’s not the stuff that’s dealing with the folks in bed, you know’.




    ‘As it turned out I helped him’, says Erin, explaining how he killed the patient by placing the cardiac monitor on standby and then turning off the oxygen. ‘I didn’t sleep for a week’, he reports.




    Erin’s interview was unusually long, conducted over cans of soda from the bar fridge of my hotel room. It provided a fascinating insight, however, into the world of deception that permeates the euthanasia underground, and the central role that nurses play within it. Erin detailed the ways in which nurses co-operate to subvert hospital procedures when assisting bedridden inpatients to die, and how doctors are manipulated into creating a ‘paper chain’ which justifies the prescription of drugs which patients can stockpile and later take as an overdose (see Chapter 9).




    Erin self-identifies as a gay man, a spiritual person and a Catholic, but one who is confused and contemptuous of his church’s approach to issues of life and death. He recalls an occasion when the ethics committee of a Catholic hospital created a task force to look into the issue of pain control. Erin, who was a Catholic brother at the time, was a member of the task force, which was directed to report back to the ethics committee. The task force moved too far, however, by including the book Final Exit, by euthanasia advocate Derek Humphry, within the scope of its research, and by creating a package of materials for committee members to read and discuss. The plan was for the members of the ethics committee to meet to discuss the materials the task force had collated. At the time this was to occur, however, the chair of the ethics committee abruptly intervened and dissolved the meeting, thanking the members of the task force and ‘patt[ing] us on the head’, but saying that these things could not be discussed.




    At various points during the interview, discussion turned back to the Catholic church. If the church believes condoms are wrong in the ‘straight community’ because they will be used as contraceptives, then why does it frown on condoms in the gay community, where no issue of contraception is involved, and where they save lives? ‘I’m sorry’, said Erin, loudly and aggressively, in interview, ‘but I’m a person on the street and that fucking doesn’t make sense!’




    He went on to explain that while working in a Catholic hospital clinic, although unable to hand out condoms he ‘sure as hell’ clipped out the addresses from the backs of AIDS brochures and gave directions to his clients.




    I found this admission intriguing. It illustrates the little rebellions that individuals wage from within the system, motivated by compassion, and ‘dissident’ values. Within clinics and hospitals, from recent graduates to the internationally renowned, health carers are quietly subverting the taboos of the old moral order, including the taboo on assisted death. As Erin’s interview illustrates, religious institutions are not exempt.




    At the time of interview, Erin had been living for less than twelve months in the city where I met him. Despite this, he had already managed to participate in euthanasia on four occasions: procuring medication, counselling the euthanatic procedure, and administering medication.




    ‘I believe in life’, says Erin, explaining that he didn’t like to be thought of as ‘an angel of death’. It’s just that ‘death is one of the options’, albeit an option Erin likes to discuss early on during clients’ illness, while they are ‘alert and orientated and running pretty stable’. Erin warns that western medicine, in trying to heal the patient, actually causes harm. In contrast, ‘the native American style is that the healer will first consider [whether] the patient need[s] to be healed before they act . . .’




    Introducing Mark




    

      He had gotten kind of deaf, and clearly had trouble walking up and down the stairs, it was pain[ful] but he liked to follow me around the house so if I went upstairs he liked to follow me and sometimes I would look back and he’d be halfway up the stairs kind of standing there and I could see that he was trying to regain himself and make it the rest of the way up. So I finally took him to the [doctor] and I said £I think maybe he is really in too much pain’, I mean if’s not him anymore . . . he should really be put out of his suffering, and that’s what we did.


    




    In the passage above, Mark, a clinical psychologist, is talking about his 14-year-old poodle, that was put down by a vet. He uses the story of his poodle, however, to illustrate his attitude towards euthanasia. ‘Killing someone who is suffering . . . is in the service of decency and respect’, he said as we sipped coffee in his spacious living room.




    Do you have any deep moral objections to euthanasia if you feel it is appropriate within the patient’s own value system, I ask him?




    ‘I don’t . . . have any deep ones, I don’t even have any shallow ones’, he replied.




    The interview with Mark ended as it had begun: with a discussion of Mark’s role as a therapist for patients with AIDS. When a patient reaches the end and wishes to discontinue treatment, this causes ‘a lot of anxiety in the physician, and his [sic] inclination is to abandon a patient who makes him feel like that’. An issue which ‘always comes up’ in psychotherapy is the ‘patient’s experience of [their] physician withdrawing from them’. ‘If a psychologist did that it would be illegal, it’s called abandonment, you can’t abandon someone when they’re hopeless’, but physicians are not, as a group, ‘particularly psychologically insightful’.




    Ultimately, Mark justifies his involvement in euthanasia on the basis that he is filling the role that doctors shouldn’t have vacated in the first place. ‘A physician should follow a patient out to the end in a supportive way . . . that ought to be a physician’s role; I end up there by default’, he says.




    The sheer drama of Mark’s middle-of-the-range euthanasia career (at the date of interview he had been involved on five or six occasions), makes his interview one of the most colourful of the study. A typical example was his account of ‘Carlos’ and ‘Danny’. Both men had AIDS. Danny and Carlos were lovers, and Danny was also Mark’s patient.




    Carlos had intractable abdominal pain: ‘they couldn’t treat it, he was using narcotics for months and months [and] was confined to bed’ in ‘absolute misery’. Carlos talked with Danny about the possibility of suicide, and they agreed that if this was what Carlos wanted, then Danny would support him. Not long after, Carlos ingested 7500 milligrams of Seconal (secobarbital), and drank a third of a bottle of vodka.




    Twenty-four hours later Carlos was still alive, although comatose, and Danny called me up in a panic, Mark recalls. Danny dragged the telephone over closer to Carlos’ bed. ‘I could hear [that] he sounded very brain damaged just from the sound of the breathing’, said Mark. Danny was frightened and wanted to call ‘000’, until Mark reminded him that if an ambulance arrived, Carlos would end up in hospital on life-support.




    ‘Well I’m going to put a plastic bag over his head and tie it around his neck’, said Carlos, and that’s what he did.




    Later in the day, Mark came around to their home, and called Carlos’ doctor to report the death.




    ‘Does it look like natural causes, no monkey business or anything?’ asked the doctor.




    ‘No’, Mark replied.




    ‘That’s what I thought’, said the doctor.




    The Coroner’s office was informed, and not long after the police ‘literally burst into the house, knocked down the front door, spent the whole day there fingerprinting things in the house’.




    Over the next 12 months, Danny’s own health deteriorated, and Danny’s parents came to live with him to assist in his care. Danny reached the point where he had set a date for his own death. Mark rang Danny’s doctor—the same man who had been Carlos’ doctor—to request a prescription of insulin to assist in Danny’s death. The doctor refused. ‘ “There’s nothing in the medical chart that justifies [insulin]”, he said and I could tell that it was very painful for the doctor to say this’, Mark recalls.




    Danny had become ‘kind of demented’ by this time, drifting in and out, and Danny’s mother implored Mark for help. Mark had another conversation with Danny (‘I just wanted the confidence again’), reassuring himself that euthanasia really was Danny’s wish. ‘He said he was very grateful that I would help because his mother was upset and he was concerned about how upset she was.’




    Mark found a bottle of potassium chloride ‘in a linen closet in the hall’, and explained to Danny that ‘a sufficient quantity would cause a heart attack’. He asked Danny whether he preferred to be awake or sedated when he took his overdose.




    Mark sedated Danny with Valium and then injected him in the leg. ‘He had a very severe arrhythmic episode which I later realised was the effect of the potassium chloride which [was] probably suppressed by the Vaiium’, said Mark. ‘There is not a whole lot of literature on this stuff.’




    A second injection under the arm worked instantaneously.




    At this point in the interview, Mark interjected that ‘this is actually a strange story’, and explained that by then it was 8 o’clock at night and that he had left his car outside Danny’s home, with the parking lights on. ‘While I’m upstairs giving him the first injection the doorbell rings, and it’s a policeman, and he says: “I’m just stopping because someone’s left their lights on in the car out the front”, and the mother said: “Oh, that’s alright, my son’s doctor is here, he’s just left his car out there” ’.




    After Danny had died, Mark called a cremation service, which sent two men over, at ‘about midnight’. Both men wore green sportscoats.




    The sportscoats were ‘forest green’ and each looked like he was wearing the other one’s blazer, Mark recalls. One very tall, heavy guy was wearing a blazer with the sleeves well above the wrist, and the other ‘tiny little guy’ was wearing a coat with the sleeves almost covering his fingers. They arrived in an unmarked Japanese pick-up truck, completely unmarked, showed their credentials and then they began to wrap the body in linen ‘in a very respectful, elegant kind of way’.




    The two men helped Danny’s mother dress the body. ‘It was one of the most painful things I’ve ever seen’, said Mark. ‘She wanted to change his clothes and dress him in a T-shirt and some clean clothes, and when we rolled [the body over] all the blood had settled in his posterior so it looked like a huge bruise and she said: “Oh my God, now what’s wrong with him?” I said: “well, he’s dead, this is what happens when the blood settles, it’s not circulating”, and then she started laughing, and she said: “you know, just to see one more thing wrong with my son, it’s unbearable to me” ’.




    While the two men from the cremation service were wheeling the body away, two police cars came screeching up to the house. ‘One guy gets out of each car, and they’re sort of running towards us . . . with their hands on their guns’, Mark recalls. And here were ‘these two guys with their blazers on, with this body, and the cop who’s out in front says: “so what’s going on here?” And the little guy says: “well, this is a man who is an AIDS patient who died at home”, and he sort of gestured over his shoulder at me and said: “that’s his doctor” ’.




    ‘So the cop says to me: “What’s going on here, doc?” I said, “well just as the guy told you, ‘Mr Jones’ was an AIDS patient who died at home, these people are from [a cremation service] and are removing the body”, and the cops said: “OK doc, thanks a lot”, and they got back in their cars and left.’




    I have no idea what it was about’, Mark admitted to me in interview. ‘There was something about the car out the front . . . that bothered them . . . I have a Mercedes, so my speculation at the time was that they [thought]: well either this is a doctor or a drug dealer and it’s probably a drug dealer.’




    An interesting feature of this account, and of others that Mark told, is that he was represented, and indeed represented himself, as a doctor. Under any criteria for eligibility to participate in euthanasia within a legalised, statutory framework, Mark—a clinical psychologist with no medical qualifications—would be ineligible. Nevertheless, in an environment where doctors ‘abandon’ their patients, Mark becomes the doctor, fulfilling the role that doctors have abdicated. It is interesting to note that this even extended to signing Danny’s death certificate. Mark’s interview provides a timely reminder that illicit euthanasia is not only performed by doctors, but by lovers and family members of the deceased, assisted by a variety of health professionals, as well as therapists, community workers, and even funeral directors.




    Despite their differences, Gary, Jane, Kyle, Erin and Mark have one thing in common. In different ways—some quietly, some loudly—they are dismantling old taboos and struggling to create new notions of decency. Some kill with unease and guilt, others with a clear conscience. Some carry it out with polished professionalism, within an integrated philosophy of care; others don’t even try anymore to make sense of it all. These actions do not take place in a social vacuum, but against the background of the euthanasia debate, and the subtle erosion of the sanctity of life ethic. Chapters 2–4 will examine the social and legal context of the debate about assisted death, before returning to the interviewees in Chapter 5.


  




  

    
2 Doctors who kill





    

      I have no problem with it morally or ethically and quite frankly I couldn’t give a damn what the law says.




      Dr Dave Moor, who claims to have helped four to five people die per year for the past thirty years.1


    




    

      He would have died within the next four or five days . . . instead of it taking a day or two . . . this took a minute or two; to me that does not seem to be a huge problem since it’s hastening things up only a little in the scheme of things.




      Gary, General Practitioner


    




    In March 1995 seven Melbourne doctors went public on the front page of the Age newspaper in an open letter to the Premier of Victoria, admitting to having performed euthanasia, and calling for the introduction into Parliament of the assisted suicide legislation advocated by the Voluntary Euthanasia Society.2 Referring to the legal prohibition upon euthanasia, the doctors wrote:




    

      It cannot be right to tolerate this totally unsatisfactory situation, where it is a matter of chance whether patients will receive the treatment which they so desperately seek and where it must be only a matter of time before some doctor is prosecuted by the state for following the dictates of his [sic] conscience.3


    




    Despite calls tor their prosecution,4 and accusations of ‘making heroes of themselves’,5 investigations by the Victoria Police and the Medical Practitioners’ Board of Victoria were abandoned for lack of evidence.6 The ‘Melbourne 7’ went on to win the Victorian Voluntary Euthanasia Society’s 1995 community service award.




    The action by the ‘Melbourne 7’ is but one of many examples which illustrate an increasing resistance among sections of the medical profession to ‘play dumb’ about their involvement in euthanasia. Doctors such as Jack Kevorkian and Timothy Quill in the United States, Nigel Cox in England, and Philip Nitschke and Rodney Syme in Australia have come to embody the growing protest against the laws that criminalise assisted suicide and euthanasia.




    Euthanasia is the debate that won’t go away. It flares intermittently, dies down, but always returns. This chapter traces some recent episodes in the ongoing history of open defiance by doctors of the law. Although there is no one terminology for talking about assisted death, there is nevertheless wide consensus about the terms used below. In the United States the debate has tended to focus on physician-assisted suicide (PAS). Assisted suicide encompasses such actions as intentionally prescribing or making available a lethal quantity of drugs, assisting a patient to take a lethal overdose by preparing a cocktail of drugs, or accessing a vein. In Australia the debate has focused more broadly on active voluntary euthanasia (AVE). In contrast to assisted suicide, the primary actor in a case of voluntary euthanasia is the doctor or health carer, who intentionally causes the death of the terminally ill person by direct action, such as a lethal injection, at the patient’s request. Although euthanasia involves killing, the term tends to be used to refer specifically to killing that is motivated by an intention to relieve the burden of disease of injury.




    England: Adams and Cox




    Despite the imprisonment of Jack Kevorkian in 1999, doctors are rarely punished for their involvement in assisted death. Back in 1956 an English general practitioner, Dr John Adams, was tried for murder at the Old Bailey. Adams had injected 2.6 grams of heroin and 2.6 grams of morphine into Mrs Morrell, an 81-year-old stroke patient. Adams’ case was not helped by massive publicity revealing that, at his encouragement, elderly patients had frequently left him gifts, instead of paying his fees (which attracted heavy rates of tax). Mrs Morrell had, in fact, signed a will leaving Dr Adams a chest containing silver, and Adams had falsified cremation certificates by claiming he was not a beneficiary under her will.7




    The Adams case is notable for the principle of ‘double effect’ which emerged from Justice Devlin’s summing-up to the jury. This principle, now widely accepted in common law countries’8 provides that if the doctor’s purpose in administering potentially lethal drugs to a terminally ill patient is to relieve pain and distress, such treatment will be lawful, even if it has the incidental or secondary effect of shortening life.9 Such a principle is vital for the provision of adequate, compassionate palliative care. The jury acquitted Dr Adams of murder, although he was fined heavily for a variety of lesser offences and barred from practising for three years.10




    While morphine has therapeutic properties which relieve pain and distress, no argument based on ‘double effect’ was available to Dr Nigel Cox, an English rheumatologist who was convicted of attempted murder on 19 September 1992. Cox’s patient was 70-year-old Lillian Boyes, who had suffered acute rheumatoid arthritis for 20 years. Mrs Boyes had ‘developed ulcers and abscesses on her arms and legs, a rectal sore penetrating to the bone, fractured vertebrae, deformed hands and feet, swollen joints, and gangrene from steroid treatment’. She ‘howled and screamed like a dog’ when anyone touched her.11 Five days before her death, Mrs Boyes pleaded for an injection to end her life. Three days later, Dr Cox wrote in her notes: ‘She still wants out and I don’t think we can reasonably disagree’. Eventually he injected Mrs Boyes with two ampoules of potassium chloride, and recorded this in the notes. Mrs Boyes died peacefully within minutes; the cause of her death was recorded as bronchopneumonia, and her body was cremated.12




    The case came to light when a Roman Catholic relief nurse read the notes and reported the matter to hospital authorities, who informed the police. In the absence of a body, and the risk in asking a jury to convict for murder (which carries a mandatory life sentence in Britain), Cox was charged with attempted murder. As Sir Harry Ognall, the presiding judge, later remarked, the principal strength of an English jury is that it will frequently say To hell with the law—to convict this person would not be fair’.13 Nevertheless, Justice Ognall rejected the argument that Cox’s intention in injecting lethal quantities of a drug which lacked any analgesic properties was to relieve pain, rather than to kilk A distressed and crying jury found Cox guilty, and Justice Ognall, declaring that Cox had ‘betrayed his unequivocal duty as a physician’,14 imposed a 12 months suspended prison sentence.




    The United States: Quill and Kevorkian




    In 1988 the Journal of the American Medical Association (JAMA) published a first-person account of euthanasia by a gynaecology resident rotating through a large private hospital. The doctor was called out in the middle of the night to attend a 20-year-old patient who was dying from ovarian cancer. She had unrelenting vomiting caused by a sedating alcohol drip, her breathing was laboured, and she had not eaten or slept in two days. ‘It was a gallows scene’, the doctor wrote, ‘a cruel mockery of her youth and unfulfilled potential. Her only words to me were “Let’s get this over with” ’.15




    The doctor retreated to the nurses station, reflecting that The patient was tired and needed rest. I could not give her health, but I could give her rest’.16 He instructed a nurse to draw up 20 mg of morphine sulfate, which he injected into the patient. He watched as the woman relaxed, her breathing rate slowed, then stopped. He concluded the article: ‘It’s over, Debbie’.




    Publication of this account caused a thunderstorm of protest.17 Four medical ethicists wrote: This is, by his own account, an impulsive yet cold technician, arrogantly masquerading as a knight of compassion and humanity’.18 The JAMA editor, defending the charge that ‘he knowingly publicises a felony and shields the felon’,19 argued that:




    

      I believed it was time for the euthanasia debate to be held on the pages of a peer-reviewed medical journal. Such discussions should not be confined to whispers in doctors’ dressing rooms and hallways and such actions covered up easily because the autopsy has become a vanishingly rare procedure in many hospitals, hospices, and nursing homes . . .20


    




    The JAMA editor’s hopes for more open and frank debate in the medical literature are slowly being realised. An important contributor to that debate is Timothy Quill. In 1991, as a 41-year-old intern from Rochester, New York, Quill published an article about his leukemia patient, Diane, in the New England Journal of Medicine. Diane had refused aggressive treatment, and asked Quill for a prescription of barbiturates to help her to commit suicide. Quill writes:




    

      I wrote the prescription with an uneasy feeling about the boundaries I was exploring—spiritual, legal, professional and personal. Yet I also felt strongly that I was setting her free to get the most out of the time she had left, and to maintain dignity and control on her own terms until her death.21


    




    As agreed, Diane met with Quill one last time before she took her life. ‘When we met’, he writes,




    

      it was clear that she knew what she was doing, that she was sad and frightened to be leaving, but that she would be even more terrified to stay and suffer. In our tearful goodbye, she promised a reunion in the future at her favorite spot on the edge of Lake Geneva, with dragons swimming in the sunset.22


    




    Two days later, Diane said her final goodbyes to her husband and son, and asked them to leave her alone for an hour. When they returned, they found her dead on the couch, covered in her favourite shawl. Quill certified the cause of death as acute leukemia ‘to protect all of us, to protect Diane from an invasion into her past and her body, and to continue to shield society from the knowledge of the degree of suffering that people often undergo in the process of dying’.23




    Following publication of his article on ‘Diane’, the Rochester District Attorney declined to prosecute Quill on the basis that without a body, no crime could be proved. However, an anonymous tip later revealed the true identity of ‘Diane’, and investigators traced her body to a community college, where it had been stored for dissection.24 Quill appeared before a Grand Jury, which refused to indict him.25 Assisted by the Seattle-based organisation, ‘Compassion in Dying’, Quill has since been involved in litigation before the Supreme Court seeking (unsuccessfully) to overturn a New York State law prohibiting assisted suicide.26 Elsewhere, Quill and others have also proposed criteria for physician-assisted suicide within the wider context of compassionate palliative care.27




    Quill’s account of Diane’s experience was published in order to present an alternative to Kevorkian-style suicides.28 Quill has emerged as a critic of Kevorkian, observing of the latter that ‘suicide is the sole basis for the relationship he has with his patients, and that is frightening’.29 Quill has critics of his own, including the Catholic ethicist Edmund Pellegrino, who argues that if assisted suicide is legalised, there will be a subtle shift from ‘awaiting the patient’s decision and readiness, to subtle elicitation of a request for death’.30




    While Quill continues his practice as a physician in Rochester, Jack Kevorkian is serving a 10–25-year sentence for second-degree murder in a Michigan State prison. Few can be unaware of the cat-and-mouse game that Kevorkian, a retired, Detroit-based pathologist, played with the criminal justice system throughout the 1990s.




    Although no stranger to controversy in bioethics debates, Kevorkian’s notoriety took a new turn when on 4 June 1990 he drove Janet Adkins, a 54-year-old mother of three with recently diagnosed Alzheimer’s disease, to a suburban campsite where she committed suicide in the back of Kevorkian’s rusty Volkswagen van.31 Janet’s husband, meanwhile, waited at a nearby hotel. Before this, Kevorkian had scouted south-eastern Michigan in vain for a clinic, church or funeral home which would allow him to supervise suicides on its premises.32 Adkins had read about Kevorkian in Newsweek, and had seen him on television six weeks earlier, discussing his ‘suicide machine’. Her suicide troubled Hemlock Society founder Derek Humphry, who said ‘It’s not death with dignity to have to travel 2,000 miles from home and die in the back of a camper’.33




    The principle behind Kevorkian’s suicide machine was simple. Kevorkian inserted an intravenous line into the patient, connecting this to a saline solution. It was then up to the patient to turn a switch which allowed thiopentone sodium to enter the bloodstream, producing unconsciousness, and, after a short period of time, a lethal solution of potassium chloride.




    Kevorkian was charged with first degree murder after Adkins’ death,34 although the charge was dismissed because Michigan did not have, at that time, any law prohibiting assisted suicide.35 Temporary legislation was enacted in February 1993, but was ignored by Kevorkian, who attended his seventeenth assisted suicide on 4 August 1993, after the new law took effect. On this occasion, Kevorkian picked up Thomas Hyde, a 30-year-old landscaper with Lou Gehrig’s disease, drove him into a parking space behind Kevorkian’s apartment, and fixed a mask over Hyde’s face. Although Lou Gehrig’s disease causes the eventual loss of all motor function, Hyde could still move his left hand, which he used to remove a clip, thus starting the flow of carbon monoxide gas.36 Kevorkian began using carbon monoxide poisoning as a method of achieving suicide after his licence to practise medicine in Michigan was revoked in 1991, thus making it impossible to buy or prescribe the drugs needed for his ‘suicide machine’.




    When he was charged under the new law for assisting Hyde’s suicide, Kevorkian told reporters ‘I welcome going to trial. It isn’t Kevorkian on trial . . . It’s your civilisation and society’.37




    Kevorkian violated the terms of his bail by assisting in further suicides, vowing to go on a hunger strike if jailed. Patient number 19 was Merian Frederick, a 72-year-old woman with Lou Gehrig’s disease. With his Volkswagen van impounded, this suicide took place, for the first time, in Kevorkian’s own home. Kevorkian’s modest apartment, above a shop selling plaster gargoyles, in a building scheduled for demolition, was less than a block from police headquarters. On the morning of Frederick’s death, in a highly publicised episode, Kevorkian ate breakfast at a local pancake house (a single scrambled egg, ham, toast and coffee) while Kevorkian’s lawyer, Geoffrey Fieger, told the press ‘You may well be looking at his last meal. Jack’s going to jail. He will not post bond’.38




    Kevorkian was charged following Frederick’s death, and jailed after refusing to post the $50 000 bond. Acting on his previous threats, Kevorkian began a hunger strike, taking only water, fruit juice and vitamins. ‘The gauntlet is down’, said Fieger. ‘It is ending now. Either this immoral law ends or Dr Kevorkian’s life does.’39




    Nearly three weeks later, Kevorkian walked free after a judge reduced his bail and it was paid by a supporter. While Kevorkian was in jail, Michigan’s law banning assisted suicide had been declared unconstitutional, but another judge ruled that Kevorkian must still face trial for his role in Thomas Hyde’s suicide.




    At the Hyde trial, Kevorkian admitted that he knew about the Michigan statute that made assisted suicide a felony, but added, ‘laws like that have been passed throughout history, mainly in the dark ages’.40 Nevertheless, he relied on an exception in the statute, which exempted procedures which hasten or increase the risk of death, where the intent is to relieve pain and discomfort. Evidence was given that without Kevorkian’s intervention, Hyde would have eventually choked to death on his own saliva. Fieger railed at the jury: ‘What kind of people would we be that we would treat Thomas Hyde worse than our pets, worse than a dog or cat, lying there begging for mercy with no hope of survival?’41 Kevorkian, meanwhile, sat in court studying Japanese verbs and mirror writing.42




    After nine hours of deliberations, the Detroit jury acquitted Kevorkian, citing as their reasons uncertainties over his motive, the wisdom of the Michigan law, and the place of death.43 Kevorkian opponents claimed that the verdict ‘unleashed the floodgates’,44 a Detroit senator claiming that ‘Dr Kevorkian will continue his spree, and that makes me nauseous.’45 Wayne County prosecutor O’Hair said ‘I think he’s been absolutely lawless, but I credit him with bringing to the forefront this very profound issue that faces society’.46




    By late 1994, state appeals over the constitutionality of the (now expired) Michigan statute prohibiting assisted suicide had reached the Michigan Supreme Court. The court held that the statute did not infringe the Constitution, and that in addition, assisted suicide could be prosecuted in the absence of a statute, as a common law felony.47 Kevorkian responded at a news conference: ‘This is a perfect, clear manifestation of the existence of the Inquisition in this state, no different from the medieval one. That may sound melodramatic, but it is true’.48




    Charges that Kevorkian had committed a common law felony by assisting suicides reached trial in May 1996. It was Kevorkian’s third trial. Donning a white wig, tricorner hat, blue britches, gold brocade coat and buckle shoes, Kevorkian declared, ‘It’s silly to have modern dress when you’re dealing with ancient jurisprudence’.49 He was acquitted of the charges, having assisted in his 28th suicide between sessions in the witness stand.50




    By late 1998 Kevorkian had admitted to presiding over 130 suicides. He had been acquitted of criminal charges by a jury on three occasions. In another case the jury was discharged after failing to reach a verdict.




    Things took a different turn, however, on 22 November 1998, when ‘60 Minutes’ broadcast a videotape of Kevorkian injecting 52-year-old Thomas Youk, a patient with Lou Gehrig’s disease, at Youk’s home in a suburb of Detroit. Kevorkian had chosen to intensify the debate by video-taping himself administering a lethal injection, in contrast to his usual practice of assisting the patient to suicide in private. ‘They must charge me’, Kevorkian told ‘60 Minutes’. ‘Because if they do not, that means they don’t think it was a crime’.51




    Three days later, Kevorkian was charged with first degree murder. At the trial in March 1999 he ignored advice and acted as his own lawyer. When cautioned by Judge Jessica Cooper that he could face a prison term for the rest of his life, Kevorkian replied, ‘There’s not that much of it left, Your Honor’.52 ‘He seems to yearn for martyrdom’, commented the New York Times,53 as Kevorkian’s legal advisers, stranded at the bar table, tried desperately to attract his attention, and Judge Cooper repeatedly disallowed his questions and arguments.




    ‘Jack Kevorkian murdered Thomas Youk’, the prosecutor, John Skrzynski told the jury. He came ‘like a medical hit man in the night with his bag of poison’.54 That was not the way Thomas Youk’s brother saw things, commenting, after the trial had ended, that Thomas was ‘caught in hell’, with spasms of choking on his own saliva.55




    ‘Do you see a murderer?’ Kevorkian asked the jury, in a theatrical closing argument. ‘If you do then you must convict. And then take the harsh judgment of history or the harsher judgment of your children and grandchildren if they ever come to need that precious choice’.56




    On 26 March 1999 the jury returned a verdict of second degree murder, which carries a recommended minimum sentence of 10 to 25 years in prison.57 Judge Jessica Cooper’s remarks in sentencing Kevorkian were broadcast around the world. ‘This trial was not about the political or moral correctness of euthanasia’, she said. ‘It was about you, sir. It was about lawlessness. You had the audacity to go on national television, show the world what you did and dare the legal system to stop you. Well, sir, consider yourself stopped.’58
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Table 0-1: Occupational categories of interviewees (n=49)
Doctor (includes psychiatrists) 19
Nurse 17
Therapist (Psychologist/Counsellor) 7
Community Worker S
Other (Funeral Director) 1





