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1


IS THIS THE BEST WE CAN DO?


Rudi Dobron was slowly dehydrating and starving to death, like someone with advanced dementia, but he was completely competent and aware of the fact, and fully conscious of its effects. He had initiated the process.


Rudi’s problem was not a lack of awareness of the significance of food and drink, as can occur with dementia, or a lack of hunger, but an inability to swallow. He had laryngeal cancer, which ultimately led to the removal of his larynx; an inability to speak; and, finally, the inability to swallow even his own saliva. He became determined to die by refusing food and fluids, hoping it would happen reasonably quickly and peacefully. However, he died forty-seven days later, having been in the hands of a Catholic palliative care unit.


Rudi was sixty-three when, in 2004, he first developed the symptoms of his vocal cord cancer, which was treated conservatively (conserving his ability to speak) by six weeks of radiotherapy. He was pronounced cured, but required some follow-up laser surgery, and, finally, when his cancer recurred three years after its initial discovery, he was told that removal of his larynx was the only option.


Many people might think that after two failed procedures, both termed ‘successful’ at the time, the outlook of further surgery was not bright, but Rudi was not a quitter—the life he shared with a devoted partner was precious to him—he wanted to live and he was prepared to take the chance, even though he would be unable to speak normally. So he underwent a complete removal of his larynx, and creation of a permanent tracheostomy (an opening of the breathing passage in the neck). He would have to learn to swallow air into his stomach, and attempt to make understandable sounds as he forced this air back up his oesophagus into his mouth.


But the cancer had affected Rudi’s oesophagus and he required a further major operation—removing the oesophagus, with a length of small intestine being used to bridge the gap between his pharynx and his stomach. These operations were ‘successful’ in that he survived them both, but he could no longer speak, and from early on had significant difficulty swallowing, which grew steadily worse.


Four months later, a lump was found growing in his neck, which proved to be a recurrence of the cancer in his lymph nodes. The lump was attached to his carotid artery and irremovable. Chemotherapy was the only option, although it, at best, might buy him some time.


Once again, Rudi’s desire to live kicked in, and he accepted the proposal of six cycles of in-patient chemotherapy, with its probable side effects. As would most of us, he still hoped that this further treatment would extend both his quality and quantity of life. He bravely entered a clinical trial to try to determine if this was likely. However, with Rudi suffering from mouth ulcers, constipation, diarrhoea, loss of appetite and pneumonia, his oncologist decided to cease treatment, as it was having no benefit.


In the ten months since the operation to remove his oesophagus, he had gone rapidly downhill. By early October 2008, while any pain was controlled by the oral liquid morphine used in home palliative care, he had extreme difficulty even swallowing liquids, and had occasional shortness of breath. He had sustained significant weight loss and was burdened by a corresponding loss of energy. He was beginning to starve to death.


While listing Rudi’s physical distresses, it is easy to overlook his loss of speech. I was reminded of this when visiting a woman with motor neurone disease (MND) and her husband. She had the bulbar type of the disease, which paralyses the ability to swallow and speak, and later to breathe, while usually leaving the mind quite intact. This highly intelligent and much-travelled woman sat on a couch, her daughter feeding her via a percutaneous endoscopic gastrostomy (PEG) (a tube that goes through the abdomen to the stomach), using a large syringe. Her husband sat and chatted with me about many things with which she was familiar, and about which she could have made an interesting contribution. But she lacked the ability to enter the conversation quickly, with humour or gravity, supplying knowledge or asking a question—for this, timing is all important. Sure, she could interrupt the talk and write a sentence on her board; but she could only be a small part of the conversation, not really in it. As I watched her, I slowly realised how frustrated she was, and when we were alone she confirmed her distress to me.


Christopher Hitchens, the renowned journalist and critic, developed cancer of the vocal cords, and died of it in late 2011. In one of his last published pieces (Vanity Fair, June 2011), he pondered the loss of speech, and his imminent loss of the ability to write, due to nerve damage from his medication. He wrote, ‘to lose this ability [communication] is to be deprived of an entire range of faculty: it is assuredly to die more than a little’. Further, ‘my chief consolation in this year of living dyingly has been the presence of friends. I can’t eat or drink for pleasure anymore, so when they offer to come it’s only for the blessed chance to talk’. Hitchens was writing from the perspective of a foremost exponent of the written and spoken word, but his final longing was for the joy of communication with friends.


It’s easy to forget the oppression of the soul that accompanies loss of the ability to communicate; it is a kind of suffering that does not register in the medical lexicon, but to a patient it is a fundamental loss. It is not likely to be considered something that needs palliation; indeed, and more to the point, it is almost impossible to palliate effectively.


It is all too easy to lose sight of the fact that Rudi had been unable to taste any food or drink for some time, and to take part in a meal with others. Let’s reflect for a moment on the social—human—significance of communal eating and drinking. It is an essential part of being, something we share with others from when our life begins. Author Jon Reiner, in his memoir The Man Who Couldn’t Eat, describes the ‘loss of sense of self’ and the ‘loss of social interaction’ involved in the loss of the ability to eat.


These two phenomena, the loss of speech and the loss of eating, highlight perfectly the nature of existential suffering. Neither causes physical pain, but cause greater psychic pain. Physical pain can be alleviated, but these losses cannot be altered and therein lies the profound nature of existential suffering. It goes to the essence of who we are, of why we are here, of what we can do and achieve. If you have a devout belief in an afterlife, you may perhaps be able to overcome such losses, but many people do not have such a belief and cannot make such a quantum leap to accept these losses in their dying days. Unfortunately, palliative care in day-to-day practice seems to have little understanding of existential and psychological suffering.


By this time, Rudi realised that there was no longer any hope—either of a significant further survival time, or of even minimal improvement in his already negligible quality of life. He felt that he was now a burden to his beloved partner, whose blood pressure had skyrocketed with the intense stress of coping with his illness. She did not complain, and wanted to care for him, but it was obvious to Rudi that she was having trouble coping, and imposing further demands on his partner was the last thing he wanted. His response was altruistic, not selfish; Rudi was ready to die. He sought my advice about managing the end of his life.


There was no longer a future, a purpose, a hope of better times. There would only be a progressive deterioration of his already awful circumstances, with intense and increasing suffering for himself and his partner.


Just as Rudi had been courageous about his treatment, he decided to face courageously his time to die and control it. He pondered how he could orally take medication to end his life with dignity and confidence, but his extreme swallowing difficulty left him doubtful that he could carry this out. His only other option was to stop eating and drinking. With good palliative care for his mouth and sufficient sedation, he could expect to die reasonably quickly (in about five to seven days) and with minimal physical suffering. (Palliative care journals frequently note the exquisite mouth care and impeccable symptom relief provided to patients who are no longer being given oral fluids, and the reassurance that there is no suffering due to thirst.)


Rudi already had home palliative care, and the visiting nurse had asked him if he was scared of death. He replied that he was not scared of death but of the way in which he would die. She reassured him by saying that in hospice he would be given ‘a few shots and out you go’—he thought that didn’t sound too bad. So, when it was suggested that he enter in-patient palliative care for ‘respite’, for both him and his partner, he readily accepted.


In preparation for his end of life, Rudi had appointed his partner his medical enduring power of attorney (MEPA)—someone with legal power to make medical decisions if he was unable to do so himself and as his supportive advocate. He also prepared an advance directive, setting out his wishes for no further life-prolonging treatment, and for the provision of maximum relief of pain and suffering. He provided copies of these documents to in-patient palliative care. These were not found in his file after his death.


Under Victorian law (the Medical Treatment Act 1988), Rudi had a legal right to refuse any medical treatment, such as tube feeding or intravenous or subcutaneous infusions, and, as a dying patient, to receive maximum relief of pain and suffering. The law is consistent that any competent person has a right to refuse to eat and drink, and cannot be force-fed. Justice Kourakis of the South Australian Supreme Court confirmed this (H Ltd v J [2010] SASC 176), stating that there was no common law duty to provide nourishment to rational, informed persons who voluntarily refuse oral food and fluids. Such refusal is not considered suicide. Further, Chief Justice Martin of the Supreme Court of Western Australia (Brightwater Care Group v Rossiter [2009] WASC 229) stated that treating doctors’ obligations are no different in this situation from the obligations that attend the treatment of any other patient who may be approaching death.


Decisions by senior justices in state Supreme Courts usually have a powerful effect in other state jurisdictions. Rudi should have been able to have confidence in his decision to refuse all food and fluid, and expect compassionate care. As it turned out, he was thwarted in both of these crucial matters.


Rudi entered the Caritas Christi palliative care unit on 15 October 2008. He died there on 1 December 2008, forty-seven days later. Throughout that time he insisted that he did not want to eat or drink, and requested that he be kept comfortable. This was a rational and persistent decision, supported by his partner, who was his MEPA, yet was not supported—and was, in many ways, obstructed—during palliative care.


The details of Rudi’s final seven weeks of life in palliative care are contained in his medical record, which was obtained through freedom of information. His admission note stated that he ‘is tolerating oral fluids’ and staff were advised to ‘encourage oral fluids as tolerated’. A nurse noted, on the same day, that ‘he takes fluids slowly through a straw’ and that ‘fluid can go up his nose’. Four days later, he was ‘not able to eat or drink—goes up his nose’. Meanwhile, despite his advance directive specifically rejecting tube feeding, his palliative care physician discussed introducing a PEG. This was initially fair enough, for Rudi might have changed his mind since completing the directive. However, despite his emphatic rejection of such a procedure, the clinical notes stated, ‘they would like some time to think about a PEG’. Nine days later, the record stated he is ‘presently unable to eat or drink’, and two days later that he ‘flatly refused oral fluids’. Three days later, the specialist care physician stated there was ‘complete obstruction’, and, despite his patient’s previous instructions, ‘spoke about subcutaneous fluids—not for now’. He clearly refused to accept Rudi’s persistent rational decision, and made no attempt to provide the palliation requested. One day later, ‘daggy mouth’ and a white-coated tongue, evidence of poor oral care, were recorded. It was not until 17 November, more than a month since Rudi’s admission, when he first requested sedation, that twenty-four-hour sedation was commenced in minute doses.


There is plenty of corroborative evidence of Rudi’s wishes. On 21 October, the pastoral care worker stated he had ‘no wish to engage’, while, three days later, a nurse found he was ‘tired and depressed’, and two days after that, that he was ‘happy to be dehydrated because then he will die earlier’. Three other entries, on 26 October, stated he was ‘happy to communicate feelings, now wanting sedation’, that ‘he said he has reached the stage when he wants to be sedated’, and that ‘he just wants to be unaware’. Remarkably, no sedation was given. On 27 October, the record showed ‘Rudi frustrated’. He had discussed nighttime sedation, which was available. Again, no nighttime sedation is recorded being given. Later that day, pastoral care visited and observed that he ‘expressed a desire to die, his feeling of being a burden, of having no quality of life’. On 30 October, the entry said that he ‘does not want life-prolonging measures’.


The above observations leave no doubt that Rudi was ready to die, that he wanted to stop eating and drinking and receive sedation to achieve this end, but he was given no support. His frustration and understandable depression at his circumstances are evident. His psychological suffering is clear in the entry of 30 October that ‘he has a scared look in his eyes today which I haven’t seen before’. Could it have been because ‘he feels he is choking’? This note was repeated on 31 October, together with one that he was suffering from ‘discomfort and shortness of breath’.


Eighteen days after Rudi’s admission (2 November), a new phase commenced—hallucinations, which are a clear sign of severe mental distress. He was encouraged to talk about his hallucinations and prescribed the anti-psychotic and sedative drug haloperidol. On 8 November, the entry noted ‘hallucinations, confused, illusions, disorientation’. On 10 November, an extraordinary entry says ‘Patient feeling well—hallucinations’. By 12 November, ‘hallucinations becoming more pervasive’ and a day later it was recorded he was hallucinating ‘insects’. Four days later the record stated that he had ‘generalized pain and restlessness and is not able to sleep’. Worse was to follow. Notes for the next day stated that he was agitated, experiencing ‘anguish’ and was ‘fed up’, and was having difficulty sleeping at night. Twenty-four-hour sedation commenced, nearly a month after he first requested it.


As well, for a large part of his seven-week stay in palliative care, Rudi suffered from incontinence. For the first eleven days he was constipated, and then lost control of his bowels and had to wear a nappy. There are ten separate references to incontinence of faeces, and he developed a pressure sore over his sacrum. On 10 November, he became incontinent of urine and on 18 November he saturated his bed. This continued intermittently until 30 November, when the entry states, astoundingly, ‘peaceful morning—bowels incontinent x 2’. The only reason Rudi was peaceful was that he was deeply comatose from the medication he was receiving; it was a small mercy that he was unaware of this indignity. He died the next day.


You would imagine that at least Rudi would have been free of pain, as would be expected of palliative care. From 23 October, he was prescribed opioids in small amounts by syringe driver: initially, 20 milligrams of morphine over twenty-four hours (post-operative pain relief can require more than 60 milligrams over the same amount of time). Nine days later this was increased to 25 milligrams, and then to 35 milligrams three days later. There it remained till 16 November, when it was increased to 45 milligrams, and then twenty-four-hour sedation started, with minimal doses of midazolam (10 milligrams over twenty-four hours), increasing to 25 milligrams on 30 November (a routine sedative dose to enable light sleep is 5 milligrams).


Rudi did not complain of pain from the enlarging cancer mass in his neck, but complained persistently of headache. There were fourteen records of nocturnal headaches waking him between 24 October and 20 November, but no evidence of any effective action to relieve this. Perhaps a headache is not considered real pain in palliative care—that an ache is rather minimal. For my part, the occasional headaches I have suffered have been the worst pain I have experienced. I would not regard Rudi as having been free of pain for much of his care. The doses of analgesia and sedation prescribed were minimal in strength, particularly considering the ethical imperative that patients should not die with unrelieved suffering.


Rudi made mention of his feeling of choking at times. Early in his admission to palliative care, his doctors made provision for a large bolus injection of morphine and sedative if he suffered a catastrophe (namely, choking due to airway obstruction, or acute carotid haemorrhage), but did not seem to regard his ongoing starvation, incontinence, severe headache, and emotional and existential trauma, as a catastrophe.


From the time Rudi’s twenty-four-hour sedation commenced on 17 November, there were few entries regarding complaints except that he was drowsy and weak (18 and 20 November), and over the following five days he remained ‘responsive’. Bear in mind that Rudi could not talk, and at this stage could not use his writing board—he was helpless. One day after the sedation began, he was drowsy; and two days later, unresponsive, as he remained until he died six days later.


Rudi had been the beneficiary of continuous sedation (with continuous pain relief) because his suffering was now of the type that palliative care practitioners considered to be refractory—the term they use to describe symptoms they can no longer relieve. Such refractory suffering requires continuous sedation for relief, but the level of sedation initially provided was such that Rudi remained aware of his circumstances for a further seven days before becoming comatose. No one could say that this was deep sedation, or that the amount of drugs had hastened his death; no sir, the palliative record was clean on that score. It had neither prolonged his life nor hastened his death, as the palliative care mantra goes. But, equally, neither could you say that Rudi had maximal relief of his pain and suffering, as the Medical Treatment Act 1988 allows.


In my view, Rudi experienced unremitting suffering from the time he entered palliative care. That was also the view of his partner, who spent a great deal of time with him and thought Rudi’s death was ‘horrible’. She had seen herself as Rudi’s advocate, as he could not speak, although he was initially quite lucid and could write his wishes and complaints. She said later, in an interview with The Age journalist Julia Medew, ‘the medics well knew where we stood and that was not to allow to happen what did’. They were given Rudi’s advance directive, but, strangely, it could not be found in his medical record after he died. Despite both Rudi and his partner asking for him to receive sedation and increased pain relief, they were told that ‘sedation would lose its efficacy if introduced too early’, and that increasing morphine can be ‘counter-productive as the body adjusts to doses’. The first quote is nonsense, and the second is only partially true—increasing doses does lead to tolerance, but relief is still provided by larger doses. There was no reason, in the circumstances, not to increase his dose to one that actually worked.


Before Rudi became confused and began to hallucinate, he wrote a note that was intended for the media, but he had second thoughts about making it public, as he did not want to cause harm to Caritas. He asked his partner to put it in the rubbish bin, but she kept it, and showed it to his doctor shortly after he had written it:


I am dying of cancer of the throat. I can no longer control my bowels nor eat or drink. If I was a pet I would have had a peaceful injection days ago. But I am human and so I will have to go through the barbaric religious ritual of dying without dignity from dehydration over weeks. Incidentally I am an organ donor. By the end of this type of death my kidneys and other now healthy organs will also be dead. Can’t eat or drink anything. Been still losing fluid for 5 days now. Getting increased dosage of morphine and other stuff.


His partner reflected while talking to to Julia Medew:


the above sounds like a note from an explorer who realizes he is lost, not an intelligent thinking person, not in the centre of a desert, but in Kew with all amenities at hand. His body was so strong it beat records for subsisting on nothing for seven weeks. It astounded the medicos, but he was not in the hospice to break records but to be shown enough empathy to assist him in reaching a peaceful end when he could no longer talk or write or even reach for the bell for the nurse if required.


Let’s not forget the effect this disaster is having on Rudi’s partner and family. On more than one occasion, she was told on visiting that he was ‘peaceful’, only to find him quite agitated—trying to get out of bed, or removing all his bedclothes or sometimes his clothes—one day, all he had left on was the nappy! It was only then that he was given minimal twenty-four-hour sedation. This experience added to the guilt his partner felt—she had the responsibility of being his advocate, frequently making representations on his behalf and getting no response, and watching him die miserably. She told Julia Medew:


I would come home from visiting him, cook some food, and then think why should I have the right to eat when he could not. The last day before he died I came home and thought I cannot keep on going in [he had been totally unresponsive for a week].


Dying with dignity? Give me a break. And all this occurred in one of Victoria’s supposedly best hospices.


Rudi was ready to die when he entered palliative care. His ‘natural’ death occurred seven weeks later. Could anyone doubt that in this time he underwent intolerable suffering, which would have been avoided by an earlier death? Does this not suggest that his palliative care, dedicated as it was to the relief of suffering, was seriously inadequate?


Rudi’s palliative care was flawed, and failed, because of palliative futility. He was suffering from circumstances that the very best of care could not alter; that is, further attempts at palliation were bound to be futile, unless sufficient sedation and pain relief made him unaware of his suffering. Let us look critically at these circumstances.


Rudi’s primary problem was his inability to swallow; it was practically a complete obstruction, although some fluid must have been absorbed for him to have survived so long. He did take fluids to keep his mouth moist, and spat them out, because they went up into his nose if he tried to swallow. He could no longer enjoy the taste of food, and had lost his appetite. Lack of food led inevitably to starvation, and gradual dehydration. Of course, this led to progressive loss of weight, and weakness. Are any of these problems alterable by palliation? No, unless a PEG is placed in the body, and Rudi wisely rejected this (as was his right); it would simply have prolonged his suffering, because it would not have affected his other problems.


Loss of control of your bodily functions is one of the most potent causes of loss of dignity known to humankind, and Rudi suffered from both urinary and faecal incontinence throughout his forty-seven days in hospice. Nurses, of course, are used to dealing with this, and an indication of their insensitivity due to familiarity was the entry the day before Rudi died: ‘peaceful morning—bowels incontinent x 2’. Was his loss of dignity diminished by his deep unconsciousness? Was this incontinence alterable? Possibly, but only by invasive treatments, perhaps disproportionate to the situation, which highlights a problem with much palliative care—each intervention to attempt palliation of a symptom risks inducing further complications. A recent article by Debra Rowett and David Currow in Australian Prescriber (December 2014) highlights that, after more than fifty years of specialist palliative care, much of the pharmaceutical care remains experimental in nature in regard to any individual patient.


Rudi suffered from constipation prior to his faecal incontinence. The constipation was probably due to the morphine, and the incontinence was probably a consequence of the constipation, an overflow phenomenon from his impacted rectum. One thing leads to another, which is one reason there is commonly an escalation (sometimes a crescendo) of suffering at the end of life, which makes for enormous difficulty with effective palliation. So, palliative care is not as effective as many, in palliative care, government and the Catholic Church in particular, would have us believe.


Relief of pain is palliative care’s trump card, so it is hard to understand why Rudi’s persistent headaches went unaddressed, even though they were reported. This failure of relief was appalling.


If there is one thing palliative care can do for dying patients, it is to keep them free of pain. Yet, I have observed on the few occasions I have been closely aware of palliative care practice that the doses of analgesics used are often quite small, and are increased with reluctance, and only in response to lack of control of the pain, rather than anticipating increasing pain and preventing it.


So much for Rudi’s physical suffering. What about his psychological and existential suffering? These central aspects of suffering, equally significant to dying people as is physical suffering, have been largely ignored by palliative care until ten years ago, when evidence emerged from Oregon that they were central to end-of-life suffering, and the principal reasons for requests for earlier deaths.


Rudi showed clear evidence of psychological suffering, with the references to his anxiety, frustration, fear, confusion, disorientation, and, ultimately, hallucinations. The response? Minimal doses of haloperidol (an antipsychotic and sedative drug), commenced after the hallucinations first occurred but were ineffective over the next two weeks, until twenty-four-hour sedation with midazolam began. To write a pres cription is not palliation—elimination of the symptom is palliation. Rudi sought sedation of his distress from the day he entered hospice—the record makes frequent reference to this—but effective sedation was not provided until five weeks later, two weeks before he died. Why?


Then there is the question of existential suffering. People who do not understand its meaning have criticised me for using this term, but there is no better word to explain one of the most significant aspects of suffering. Think about it—it relates to your existence, those things that give your life pleasure, or, perhaps, make it endurable. Consider Rudi’s existence. He had entered hospice willingly, believing his wishes would be respected, and that, with appropriate medication, he would die quickly and painlessly. The reality was that he found himself incarcerated in a hostile environment, where the people treating him were not listening to him, were ignoring and frustrating his wishes, and prolonging his suffering. He had lost control over his life, which had lost all purpose.


Rudi could not talk and could not eat; fundamental human needs, but seemingly of no account to his carers. He was aware of the burden, the stress, that his prolonged dying was causing his partner, and he wanted no part in increasing that burden. He had become completely dependent on other people who talked to him, not with him. This in itself is a loss of dignity, to have all the power lying in the hands of his ‘carers’. They had taken away any sense of having control over his life—he was trapped in a hostile place, in the hands of powerful people who did not hear him. He was unable to go home due to his total dependence. The only control he had was to decide to stop eating and drinking, with appropriate nursing and medical care to ensure that he did not suffer, but his ‘carers’ refused to engage with him. Why?


Medew interviewed Rudi’s palliative care physician some months after his death. He said that Rudi had enough medication to control his pain, and that when Rudi asked about sedation, it was discussed and he decided against it or agreed to particular levels. The palliative care physician and a colleague were quite convinced that Rudi had been given good palliative care and they had nothing to apologise for. ‘I think we did a very good job’; his care was ‘overwhelmingly around comfort and him feeling quite well’.


How could they have got it so wrong? Rudi’s letter and his partner’s distress indicate they were not listening, and completely misunderstood his needs, values and wishes.


To my mind, Rudi severely suffered in all three loosely connected domains of suffering—physical, psychological and existential—and they were not palliated, because they could not be effectively palliated. He was in a place of palliative futility. Does that mean his suffering should have been ignored? Surely his clearly expressed ‘time to die’ should have been respected?


Rudi entered palliative care ready to die; specifically, he had reached his time to die. Yet, he then endured another forty-seven days of terrible suffering and denial of his clearly expressed wishes, while in palliative care. Perhaps palliative control is a more accurate term.


My previous book, A Good Death, was predominantly concerned with people dying, as Rudi was, of cancer—in short, people with terminal illness, who had weeks or months to live. It was mainly about my involvement in their deaths. My concerns have expanded to consider the reality of palliative care, and the suffering of those people who are not actually dying—a group I call the advanced incurably ill. It is time we faced up to what is the effective care these people require from us as a caring society. Their suffering is fundamentally no different from that of a dying person, and their requests for relief of their suffering must be respected, even if it means providing assistance for them to control the end of their lives.




2


A GOOD DEATH AND THE LESSONS LEARNED


In 2008, Melbourne University Press published my book A Good Death. This came about in a vicarious way. In 1974, I was both in private practice and a consultant in urology at the Austin Hospital. In 1972, I had removed Betty’s kidney cancer, but it spread to her spine, causing unrelievable neuropathic (nerve) pain. This experience made me think about an aspect of medicine I had not previously considered—the possibility, ultimately the necessity, of assisted dying. I read a wide range of the medical and bioethical literature on this subject. From about 1987, I began to comment publicly on the matter, which led, particularly after 1992, to a steady increase in people with non-urological diseases seeking my advice.


In 1993, Alice, who had multiple sclerosis (MS), approached me; in 1993–94, Anna, who had ovarian cancer, rang me; and in 1995, Margaret, who had MND, got in touch. They all sent me very powerful letters, in answer to my request that they express their feelings, which I thought could help to clarify their thinking, and assist me in my response. Anna’s formed the backbone of a persuasive article in The Age by freelance London journalist Nick Davies, in support of the Northern Territory’s Rights of the Terminally Ill Act 1995. It featured the Melbourne Seven, a group of seven Melbourne doctors who publicly acknowledged having assisted patients to die, theoretically in breach of the law.


By the early 2000s, I had counselled hundreds of people, and assisted a number to die. I realised that I probably had experience in this area unique in Australia, and that it would be a loss not to document it. So, one weekend on Phillip Island, I audio-recorded Margaret’s story. This, coupled with the realisation the authorities did not seem to have an intent to prosecute me, was the genesis of A Good Death.


It starts with my epiphany in 1974, and ends in 2005, with my involvement in the death of Steve Guest. He was wasting away to skin and bone from oesophageal cancer, and publicly castigated those who denied him assistance to bring his suffering to an end. I provided him with medication that gave him control over the end of his life.


That 30-year experience involved a steep learning curve, as each encounter broke new ground, and taught me something new. Each human death has its own special qualities and level of unpredictability, because we are all individuals with different values, beliefs and life experiences, and, especially, different circumstances as we approach death. I believe that the lessons I learned from the stories in A Good Death are worth repeating because they are now relevant to a wider group of people.


Of Betty, who suffered from kidney cancer that had spread to her spine, with consequent spinal collapse and dreadful neuropathic pain, I wrote, ‘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 level of pain could only be relieved by anaesthesia, by terminal sedation (not developed by palliative care until 1988) or by death. This was my first fundamental lesson—that some suffering will only end with death. Betty’s pain could have been minimised by repeated large doses of morphine, but the nurses were frightened to administer them. I should have taken the lead and given them myself; this was a mistake I would not make again.


In 1975, Ken was in hospital, in the last stages of heart failure, when his family asked me to visit him. I knew him very well (he was my wife’s uncle), and had discussed his end-of-life views with him many times. It was another instance where the nurses were frightened to administer the dose of morphine that had been ordered. I asked them to draw up the injection, and administered it myself, intravenously. Minutes earlier, he had gasped, between strangled breaths, ‘Help me.’ As his breathing eased, his last words were ‘Thank you.’ He died two hours later without regaining consciousness. I was not aware then of the statement that Doctor Louise Gibbs and colleagues (British Medical Journal, 1998) had made that such persons could have ‘symptoms as severe as those with cancer managed … by palliative care services’. Ken taught me that it could be a necessity to hasten death in order to relieve intolerable and unrelievable suffering.


In 1976, Len had incurable bladder cancer (radiotherapy having failed) with intractable urinary frequency and urgency, painful urination, incontinence, bleeding and intermittent blockage by clots. He was the epitome of the surgeon’s long-held aphorism ‘Please, God, do not take me through my bladder.’ Facing another futile admission to hospital, he asked me, ‘Isn’t there anything else you can do?’ Non-specific though this question was, I knew exactly what it meant. Naively, I prescribed him the maximum prescribable quantity of sleeping tablets, which he took, but he did not die until a week later, of complications rather than from the medication, although he remained unconscious. Len taught me the need for careful dialogue and considered decision-making. When, a month later, the police phoned me on behalf of the coroner, with a warning to be more careful with my prescribing, I realised the potential risk of providing such assistance.


Nearly twenty years later, in 1993, Alice, who was suffering from MS, and having been thwarted in a suicide attempt, wrote seeking my help. She was not dying, but, almost totally paralysed and without bladder control, had no quality of life, felt she was a profound burden to her ageing husband and her daughter, and was close to incarceration in an institution. Overcoming my fear of possible criminal prosecution, I visited her, and tried to find a solution that would take me off the hook by avoiding any direct involvement in her death, but to no avail. Her subsequent letter stated, ‘I am literally trapped in a situation, where my life would be unbearable if my absolutely total disabilities to which I am now very close, were to disable my right hand and my mind to a no hope of rescue situation for the rest of my intolerable life’. This shamed me into finding a way for her to take control of her death. This way was, however, far from ideal, because I still had inadequate knowledge of the appropriate medication. Alice taught me that intolerable and unrelievable suffering was not confined to the dying, or the terminally ill. She also taught me that if I were going to provide control of death to people in her situation, there needed to be certainty of outcome, and peace and dignity in the process.


In 1993–94, Anna went rapidly from apparent good health to a diagnosis of incurable ovarian cancer, leading to bowel obstruction and a rectovaginal fistula, and, via three major operations, to a permanent colostomy—and, inevitably, to depression and a wish to die. Dialogue about her situation, promises of support from her GP and me, and treatment of her depression allowed her to live for another eighteen months, despite severe deafness and a sick husband. Her letters to me during this time provided me with a deep understanding of how it felt to be suffering without any hope of improvement, and to be having no one listen. She wrote: ‘It was a huge relief to talk to someone who didn’t reject my belief in voluntary euthanasia’; and ‘What the doctor sees as a good quality of life can be quite different from how the patient feels, doctors don’t see the daily miseries, and the struggle with weakness that many people face every day. Our bodies belong to us, and the law should not deprive us of the assistance of our doctors if living becomes intolerable; we have needed their help to live, and now we need their help to die’. Despite my and her GP’s promise of support, her extreme anxiety did not abate—not until she obtained the barbiturate from her family doctor that eventually allowed her to die at home, surrounded by her family. Anna taught me about the value of dialogue, support, recognition and treatment of depression, and the reality of psychological suffering associated with a lack of control.
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‘It’s a rare man who breaks
the law in full public view,
risking his liberty, in order
to help those the law leaves

to suffer. Rodney Syme
is that man.

Andrew Denton
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