Today, I want to start by letting you into a secret.  

DOCTORS HELP THEIR PATIENTS TO DIE.

How many of you knew that or have had some experience suggesting that happens?

So it is not such a secret after all – it is what one might call an OPEN SECRET. 
 Everyone knows about it, but no one talks about it.    Certainly not doctors.  

You know about it.     The medical and nursing professions are well aware of it.   

 The police, the coroner, the DPP, the Attorney-general, and the government all know about it. 
 All those involved in the administration of the law know about it, but none of them speak about it. 
So much so that I have called this situation a ‘benign conspiracy’, because a conspiracy involves a secret.  There appears to be an unspoken collusion by all these parties to ignore the situation – not for malign reasons, but for good reasons.  It is to allow doctors to go about their business of helping their patients to die peacefully.  That is why I call it a benign conspiracy.
We pride ourselves on our Australian democracy, and underpinning it are our Parliaments, the rule of law, and the freedom of the press. 
 The press talk about it –on this issue they are predominantly on the side of the 80% of democratic Australians who want it to no longer be a secret.  
Our Parliaments refuse to address it, at least until courageous politicians like Nick McKim raise it, and then people worry that the power-brokers immediately try to bury it.  

The rule of law?  Forget it. 
 The law is honored more in the breach than the observance.  Prosecutions only occur when they are impossible to avoid, when some one with a certain moral scruple ‘blows a whistle’. 
 In the case of lay mercy killings, where an unfortunate relative has acted in heart-rending circumstances, and prosecution cannot be avoided, no penalty is inflicted for this ‘very serious crime’. Stuart Godfrey in 2004, and Catherine Pryor in 2005 are recent Tasmanian examples. 
And almost always, these lay ‘mercy killings, so-called crimes, only occur because the relative could not obtain advice or assistance from a doctor, and turned in great distress to ‘do-it-yourself’.  
We know from many anecdotal stories over the centuries, and from much modern medical research, that doctors help their patients to die. 
 Why, then, are doctors loath to talk about it openly?

  It is because the law says it is a very serious crime for anyone to intentionally, or with foresight, cause or hasten another person’s death.  That means everyone, including doctors – the law is supposed to apply equally to everyone.

But doctors cause or assist death all the time – a ‘natural death’ uninfluenced by medical intervention is now uncommon -       and their patients want and expect that their doctor will be there for them at the end.

For example,

· Doctors withdraw treatment, without the consent of incompetent patients, although usually with the consent of the family

· Doctors withdraw treatment with the consent of their patient, and give palliative therapy which may hasten death

· Doctors have traditionally given increasingly large doses of morphine with the intention of both relieving suffering and hastening death

· Doctors give palliative treatment with analgesics and sedatives resulting in coma, without hydration, hastening death by what is called terminal sedation or deep continuous sedation.

· Doctors advise their patients about medications, and prescribe them, for their patients to take to end their own lives. 

Are these doctors charged with a capital crime?     Virtually never.  
To my knowledge only two doctors in Australia in the last 60 years have been so charged. 
Andrew Hollo in 2004 in Sydney was charged with assisting suicide and found not guilty.  Daryl Stephens in 2004 in Perth was charged with both murder and assisting suicide (now there’s an oxymoron).  The jury took less than 10 minutes to find my fellow urologist and friend Stephens not guilty.

Why is this so? 
 Firstly, because the compassionate and ethical acts of doctors have altered the application of the law, so that acts which were once described as passive euthanasia and arguably criminal have become accepted medical practice, and are now legally unchallenged. 
 Second, because of an English precedent by Justice Devlin in 1957.  He stated that, provided a doctor’s intention was to relieve pain and suffering, the doctor could incidentally hasten death without this being considered criminal.  This was a sort of legal adoption of the contested ethical principle of ‘double effect’, which allowed doctors to hasten death while providing palliation.  
A third possible factor could be the phrase ‘not in the public interest’ to which I shall return.
To some extent as a result of these changes, laws have been passed that have helped citizens to protect themselves from unwanted life prolonging treatment.  The Tasmanian Guardianship and Administration Act is an example of this, as it allows citizens to appoint a ‘medical guardian’ and to issue directions as to the treatment that guardian is to request or refuse (a type of advance directive).  The similar Victorian Medical Treatment Act actually says in its preamble that “dying persons should receive maximum relief of pain and suffering”.  
Thus citizens can ensure that their lives are not prolonged against their wishes, but only
· IF they have life preserving treatment to refuse, 
and they will not suffer

· IF their doctor is prepared to provide maximum relief of pain and suffering

They are more likely to receive the occult unspoken assistance I referred to earlier 

     *     IF they have a terminal illness, and are at death’s door, and
     *     IF they are dying in the privacy of their home.  However, although most want to die at home, only a minority achieve it.

A lot of IFS.     These IFS are present because the law is opaque, and most doctors do not understand or trust it.  It is more likely they fear it.  Understandably they are not prepared to risk their practice and their freedom on its uncertain interpretation.  

Consequently it is their patients who suffer because of their fear.     The result is that modern end of life practice is entirely arbitrary. 
*  It depends on the attitudes, training, experience and courage of your doctor. 
*  It depends on where you are dying, at home or in an institution, and
· it depends on your disease and its stage – whether it is a chronic incurable illness or a terminal illness. 
End of life care is like a game, a game of innuendo, nods and winks, half truths and half lies, unstated but often unfulfilled perceptions. 
*  It depends on using the right words and on good communication, it depends on persistence, and it depends on having good advocates to support you. 
· It can depend on who you are and who you know, and what you know.
·  Currently it is on these factors that your outcome depends, on whether you have a good death, merely a hastened death, or a bad death. 
·  All are possible, but only one should occur, the good death.  To find that, you need open honest communication.  But you are more likely today to find a climate that fosters self-deception, secrecy, isolation and abandonment  

But there is an inherent difficulty with the concept of a good death, because what is a good death for me might not be a good death for you.      

So we need to be able to choose what we consider is a good death, and for most people that involves 
*freedom from intolerable suffering, 
*the right to dignity in dying,
*and to have control over our death.  
Two further subjective matters arise here, intolerable suffering and dignity.  These concepts again will vary in their interpretation from person to person.  The law loves to define everything, but these concepts cannot be adequately defined and must be left for the individual to establish with his or her doctor.

How have I come to these opinions?  It is through a 35 year journey in dialogue with dying patients which I describe in my book A Good Death, which details some of these conversations and their outcomes.  

Let me tell you the story of Susan, whom I met in 2003, a young woman dying slowly of an inoperable brain tumour.  Susan taught me a great lesson – she clarified for me the fact that although I wrote her a prescription for barbiturates, I did not at that time intend for her to end her life.  My intention was to give her control over her life, and to palliate her crushing psychological and existential suffering.  Her consultations with her GP, neuro-oncologist and palliative care physician had done nothing to relieve her distress.  Her subsequent letters clearly described the benefit that having control gave her.  To the extent that she was able to survive tolerably well for two and a half years, and die via terminal sedation in palliative care without using my barbiturates indicated this was so.  Her mode and time of dying depended on her intention, not mine.

Thus when I met Steve Guest with oesophageal cancer in 2005, I was fully aware of the great importance of control as a palliative treatment.  Steve faced the prospect of death by wasting and inanition, with increasing dependence, and the possibility of terminal sedation if he was lucky.  Steve categorically rejected such a death in palliative care. So I gave him advice about barbiturates, and medication which lifted him to a new level of energy and advocacy until his flame dimmed, and he ended his suffering by ending his life, peacefully and with dignity, in the company of his brothers.
The much admired journalist Pamela Bone has written in Bad Hair Days of how she sought my advice after she had undergone crippling but beneficial chemotherapy for multiple myeloma (a form of bone marrow cancer).  In remission, she wrote “Rodney Syme helped me.  He gave me what I will call hereafter ‘the knowledge’.  The knowledge is at the time of writing illegal, not withstanding the wishes of 80% of the population.  But in giving me this he gave me back the beginnings of my courage”.  Pamela did not use that ‘knowledge’ – I helped her to die a ‘natural death’, but that ‘knowledge’ had immense palliative value for her.  

In 2007 I met Peter Hammond, suffering from motor neurone disease.  Surely it is hard to imagine a worse disease than this, a relentless progressive paralyzing disease, which affects mobility, swallowing, speech and ultimately breathing while leaving the mind intact, except for the grinding psychological and existential suffering of such a future.  I had no hesitation in giving him the knowledge, which supported him in living for eighteen months, until his sudden demise.

Tasmania’s own Rob Cordover had the same disease.  Like Steve Guest, he used his remaining life to courageously advocate on behalf of his fellow Tasmanians for human rights and law reform.  Rob, like these other brave people I have mentioned, needed control over the end of his life, in order to free him from the toxic anxiety and depression of a bleak future.  He had received no comfort from his GP or neurologist, and a palliative care physician had ‘reassured’ him the he would grow from the experience of suffering and death.  
I immediately acceded to Rob’s request for advice and medication that gave him control over the end of his life, and helped to free him to be positive and productive in the interests of others in what remained of his life.  He died very recently, with my help, in the bosom of his family, by his own decision and his own hand, peacefully and with dignity.  His only regret was that since he had to die by his own hand, he had to act while he still had the ability to move one hand, and to swallow, and thus he had to die before he might otherwise have wished, if only a doctor could have given him an injection instead.

So there we have it.  All of these deaths have had my documented involvement, but I am still able to address you here today.  Some years ago, I prescribed morphine and sedatives for a terminally ill prostate cancer patient of mine.  He promptly took the lot and died, leaving a suicide note.  When I told the investigating police sergeant that I was not surprised that he had used my prescription in that way, the sergeant replied “Poor bugger, I would have done the same thing myself”.  I have twice been interviewed by the Victorian Police over the death of Steve Guest.  After admitting that I had given him advice about barbiturates, and given him medication, a senior policeman told me that there was no way I would be charged.  He said “there would have to be twelve Margaret Tighe’s on the jury for you to be convicted”.
And this goes to the heart of the matter.  It shows that the law is dysfunctional – it confirms my contention that there is a ‘benign conspiracy’ to ignore such matters.  Even when doctors do talk about such matters, nothing happens. 
 I would imagine that, if the Director of Public Prosecutions were to comment on these matters - no journalist seems yet to have been able to extract a comment – that the DPP would say “it is not in the public interest to prosecute”. 
 Why?  First because the damage done to palliative medicine by prosecuting a compassionate doctor for hastening his suffering patient’s death would be immense.  Doctors would retreat into their shells and the situation for patients would become far worse.  Secondly, it would be a waste of public monies as the prospect of obtaining a conviction would be negligible.  Perhaps the DPP would be aware of the statement of Abraham Lincoln that “no law is stronger than the public sentiment where it is to be enforced”. 
So this is one reason why the law needs to be changed.  It is totally dysfunctional, it is ignored and abused, it is treated with a ‘wink and a nod’.  And this in relation to what one would have considered a very serious crime. 
 Tasmania’s own world recognized legal expert on physician assisted dying, Professor Margaret Otlowski has written of this matter that “because the administration of the law depends to such a large extent on intangible considerations of sympathy, there is no guaranteed consistency of application, thus raising serious questions regarding justice and equality before the law.  The second problem is that the enormous discrepancies between the law in theory and the law in practice threaten to undermine public confidence in the law and bring it into disrepute.  Further, there is the problem that the present ad hoc approach fails to establish any legal precedent by which medical decisions in the context of terminal patients can be made and evaluated.  A related concern is that there is a very real risk that the illegality and secrecy associated with the practice of active voluntary euthanasia tends to undermine the rights of patients”.  
Very true, very understated, and very brave from a legal academic in criticizing her own environment.

The fact that the law is dysfunctional is a strong argument for changing it, but there are stronger and more profound arguments.     Simply put, it is a matter of human right that rational persons be able to choose how, when and where they will die.  It is simply not moral for someone else, because of their beliefs, to tell you that you must continue suffering, and continue living when your life is not dignified and is overwhelmed by intolerable suffering.

Even if palliative care were 100% effective, it would still not be moral for them to force you to continue living in circumstances you found unacceptable.  As Justice Brennan of the US Supreme Court stated in 1990,
 “Dying is personal, and it is profound.  For many, the thought of an ignoble end, steeped in decay is abhorrent.  A quiet, proud death, bodily integrity intact, is a matter of extreme consequence”. 
But of course Palliative Care is not 100% effective – its own statements indicate, honestly, that they cannot relieve all the pain and suffering of the dying.  And the refereed palliative care literature bears ample testament to the level of this unrelieved suffering.  It ranges from incontrollable pain, to extreme breathlessness and choking, uncontrollable incontinence of bowel and bladder, extreme exhaustion and dependence, unrelieved anxiety and depression, and existential distress.  How far they fall short is a matter of argument, but studies would put it at 2-5%, and some much higher, of those receiving palliative care, not just of those who are dying.
  I have great admiration for the work of those in palliative care – it is very good and it is usually effective, and it is essential.  It is very hard, and very demanding work. 
 Let me state categorically that I do not wish to harm palliative care, I only want to make it better.

  Palliative Care Australia acknowledges, however, that it cannot relieve all pain and suffering, and that some patients do rationally and persistently request assistance in dying.  Palliative care workers are caring and compassionate – imagine being regularly confronted with this situation, intolerable suffering which you cannot relieve, being asked to help, and having to say no.  No wonder there is a significant level of ‘burnout’. 
 I recall a large Melbourne University symposium on euthanasia where a very caring palliative care doctor was asked by the chairperson whether she had ever been faced with the situation where she had considered voluntary euthanasia to be appropriate – after a long pause, she replied in a soft voice, framed to me with anguish,  ‘yes’. 
  Yet they have to say no because palliative care philosophy states that palliative care practice does not include deliberate ending of life, even if requested by the patient. 
 Is this because of the law?  No!  It is ideological.  It is derived from the Christian philosophy underpinning the origins of palliative care.  Palliative Care professional, and critic, Fiona Randall notes that the origins of palliative care are religious, but “the practitioners wish their special type of care to be widely available so they do not make explicit the metaphysical beliefs on which the philosophy is based”.  As Australia’s first Palliative Care Professor Ian Maddocks said recently about palliative care “there’s a fairly strong Catholic move against any question of having the opportunity to perform euthanasia in any sense at all”.  
The core element of Palliative Care, according to its founder Dame Cicely Saunders, is primacy of the personal, of the needs and wishes of the individual patient; in other words, respect for the autonomy of individuals.  It promotes advance health care directives through which people can make their wishes known. 
 But when it comes to the most important decision, for assistance to die when suffering is intolerable and treatment is not effective, it denies this.  Palliative Care says it respects such requests but it ignores or deflects them.  It does not seriously consider such requests; it suppresses them on ideological grounds.  This is not respect.  It ignores the fact that in Belgium palliative care and physician assisted dying are integrated and mutually accepted, while in Oregon, as a result of experience, hospice accepts the need and the reality of physician assisted dying.     
At a time when 80% of Australians showed support for physician assisted dying (Roy Morgan, 2000), only 22% felt that palliative care alone was sufficient.  They knew it meant being forced to go on to the bitter end, and they knew it was because of what others believed.  They were expressing in simple terms what Professor Ronald Dworkin stated more profoundly – “Making someone die in a way others approve, but he believes a horrifying contradiction of his life, is a devastating, odious form of tyranny”.  I believe this low level of acceptance of palliative care will persist until palliative care acknowledges the true needs of patients.  

In acknowledgement of their inability to relieve all terminal suffering, compassionate palliative care physicians introduced terminal sedation (deep continuous sedation) in the late 1980s.  By putting people to sleep without hydration they both relieved their suffering and did not prolong their dying – in fact they often hastened their death. 
 And it uses this approach in exactly the same circumstances of unrelievable suffering where other doctors would accede to physician assisted dying. 
 This euthanasia-like process (often called ‘slow euthanasia’) is used liberally by some but hardly at all by others, confirming that the moral attitude of the physician dictates the treatment, not the best interests of the patient.  Doctor Janet Hardy, in a Lancet editorial in 2000 wrote this – 
“The concept of sedation causes considerable unease in many palliative care workers, most of whom are ardently opposed to any form of euthanasia or patient-assisted suicide. …  There is concern that sedation as the best means of symptom control in the dying patient may be underused because of the fear of employing ‘ terminal sedation’.  In other words, the ideological concerns of the palliative care worker overrode the best interests of the patient. 
  Yet despite Palliative Care’s failure to meet the needs of Australians, it insists that there can be no informed debate on physician assisted dying until quality palliative care is available for all who require it.  Note that it states ‘all who require it’ not “all who request it”.  Who is to judge who requires it?    Palliative Care is saying ‘shut up until I tell you to speak!’  And this from a self-appointed expert body, of whom, in 1999, one of its leaders said “ that a metaphorical halo shines over specialist palliative care and its practitioners with the result that some of its claims and assumptions have gone unchallenged by all but a few”.   It still seems to hold the view that it should not be challenged. 
 In a recent ABC Rear Windows program, Professor David Clark from the International Observatory of End of Life Care at Lancaster University said

 “I think it is time for more dialogue between the worlds of palliative care and the protagonists of euthanasia, because the loggerheads they’ve been at over a number of years now don’t really help to advance the debate, and I don’t think resonate very well with the feelings and the beliefs and attitudes that exist within the community.”  
 I agree wholeheartedly, and would point out that Dying With Dignity Victoria (DWDV) has invited Professors of Palliative Care David Kissane in 1996, and Allan Kellehear in 2003 to speak at our meetings.  I proffered a paper to the Palliative Care Victoria (PCV) annual conference which was accepted by Professor Kellehear, and have attended several PCV meetings.  DWDV has written to PCVictoria and PCAustralia on a number of occasions and sought meetings, but we have only met on one occasion.  Our Bill before the Victorian Parliament in 2008, and Nick McKim’s Bill specifically acknowledge a role for palliative care.  However we have never been spontaneously approached by Palliative Care to engage in mutual discussions. 
 Since physician assisted dying is antithetical to palliative care’s current philosophy, it has a vested interest in suppressing such debate.     Palliative care is not anathema to physician assisted dying proponents – we support palliative care, but we do argue for a reasonable alternative when it fails.  Indeed physician assisted dying is only appropriate for those whom palliative care does not satisfy, or for those who do not desire palliative care as a structured discipline.  Physician assisted dying seeks engagement and integration with palliative care, but the reverse is not true. Undoubtedly Palliative Care would be more widely embraced if it openly acknowledged its limits and accepted the views of the community.      Undoubtedly the best place for physician assisted dying would be within the framework of a liberal palliative care philosophy, but this idea, and any discussion of this idea, is met with fierce intransigence. 
The danger of a slippery slope in relation to physician assisted dying is a standard argument raised against reform, despite there being no evidence to sustain it.  It is an argument based on predicted consequences and fear.  You will read opponents of Nick McKim’s bill quoting figures from the Netherlands about unrequested assistance – they do not tell you that this information is 20 years old, and has been explained and updated. 
  It can be rebutted by facts, and there is no better source of information than Oregon.  There has now been eleven analysed years of practice of legal physician assisted dying by oral medication only in Oregon, and none of the fears and predicted consequences have occurred.  During that time, about 0.2% of all deaths have been with physician assistance.  Ninety-eight per cent of those persons were enrolled in hospice care, 97% have had some form of health insurance, and 60% have had at least college education.  The use of opioid drugs for pain relief has risen to the highest in the US, and 50% of Oregonians die at home or in hospice compared to 20% in the rest of the country.  And no malpractice or abuse has been detected.  It was not the poor, the uneducated, the uninsured, or those lacking health care who were seeking assistance.  Of significance is that 30% of those obtaining medication did not use it (as with Susan and Pamela Bone) – the fact of having control allowed those persons to go on with peace of mind to a natural death. 
The results in Oregon have been so outstanding that the American Catholic bio-ethicist Daniel Lee, an opponent of the legislation, stated in 2005 
“it is significant that the Oregon experience to date in no way suggests that a slide down a slippery slope is imminent. …When all things are considered, the arguments in favor of continued prohibition of physician-assisted suicide are not particularly compelling. …Those of us opposed to physician-assisted suicide would do well to focus our efforts on helping others discover the meaning and hope that are possible in life, even in the midst of suffering”.  The analysis of the 5 subsequent years has only confirmed his comments. The legislation is working so well that the neighbouring State of Washington has passed similar legislation at a recent citizens initiated referendum.
There are other consequences of inadequate law. 
 Desperate people do desperate things.  Some Australians have gone to Switzerland for assistance, which means they have had to end their lives while they could still travel, perhaps before they were really ready.  Many have gone to Mexico to acquire barbiturates, and at least one such person has died in tragic circumstances and without dignity due to inadequate advice.  
A ‘black market’ in barbiturates is developing in Australia, with drugs being sold over the internet, and drugs obtained in Mexico being on sold in Australia, at exorbitant cost in both cases.  The extent of occult euthanasia in the HIV/Aids community has been vividly described by Professor Roger Magnussen in his book Angels of Death.   The scene is not too dissimilar to that of back-yard abortion in the 1960s.  
So there you have it.  The law is dysfunctional and unenforced.  Bad things happen when there is no law or ineffective law.  People suffer.  It has been shown that there is a better way.
Yet it appears that some Tasmanian politicians want to deny the community a resolution of this problem.  The community must make it clear to them that they will not be supported when the time for election comes.  The community needs to make it clear that it will support those politicians who listen and act.  Your politicians are supposed to represent you.  Let them know what you think.  And it is essential that the medical and legal professions are heard in condemning the current inadequate state of affairs. 
 Do not let this opportunity for recognition of justice and human rights be lost.
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