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I, Alastair Donald (Sandy) Macleod, of Fendalton, Christchurch, Consultant Psychiatrist
and Palliative Medicine Specialist, solemnly and sincerely affirm:
1.

I am a consultant psychiatrist and palliative medicine specialist at Christchurch
and Burwood Hospitals in Christchurch.

I have worked as a consultation-

liaison psychiatrist at Christchurch and Burwood Hospitals since 1984. During
this period, while my role included attending the seriously ill medical and
surgical cases in hospitals, I also pursued my professional interests in palliative
care, acquiring specialist status in this emerging specialry. I assumed medical
responsibiliry of Burwood Hospice unril the provision of palliative care in
Christchurch was assigoed to Nurse Maude Association and then for nearly 15
years between 1998 and 2012 I worked as the Medical Director at the Nurse
Maude Hospice.
2.

More recently I have moved into the area of care of dementia, another
common terminal disorder. However, throughout my career I have attended
those dying of neurodegenerative disorders such as Huntington Disease.

3.

I attained my medical degree from Otago Universiry in 1974.

In 1982 I

became a Member of the Royal Australian and New Zealand College of
Psychiatrists and in 1987 I became a Fellow of the Royal Australian and New
Zealand College of Psychiatrists.

In 2000 I became a Fellow of the

Australasian Chapter of Palliative Medicine (Royal Australasian College of
Physicians) .
4.

Over this period I have published and presented at local, Australasian and
international meetings predominantly on the interface between psychiatry and
palliative medicine, there are only a handful of such dual trained physicians
worldwide. My book on the subject The PJ)chiatry of Palliati,,, Medicine: the dying
mind is published in both English and German and has been well received.

5.

I attach a copy of my curriculum vitae as exhibit "SDM-l".

6.

In this affidavit I address:
6.1

The role of psychiatry and psychology in palliative care;
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6.2

The concepts of Dignity, Intolerable Suffering and Autonomy in end
of life care; and

6.3

Suicidal thoughts and tendencies of patients suffering terminal
illnesses;

6.4

The difficulties in assessing capacity and competence of patients who
might seek physician assisted death.

7.

I confirm I have read and understood the Code of Conduct for Expert
Witnesses and I agree to comply with it. Further, I confirm any opinions I
express in this affidavit are within my areas of expertise and experience.

The role of psychiatry and psychology in palliative care
8.

The relief of bodily, psychological and spiritual pain and discomfort is the
primary clinical goal of palliative care. Management needs to be holistic and
multidisciplinary involving nursing, medical, psychological, pastoral, social
work, and physiotherapy professionals.

In the practice of palliative medicine

the medical staff need to have knowledge of, and experience in, psychology
and psychiatry. Coping with iUne« and grief, and communication skills are all
issues requiring expert psychological management of both the patient and their
family.
9.

Attending to psychiatric disorders which complicate terminal illnesses is also a
crucial component of palliative care. These can include for example addressing
disease involvement of the central nervous system, depressive and anxiety
disorders, sleep disruption and delirium. Much of the pharmacology required
in palliative care - including antiemetic medications, major tranquillisers,
benzodiazepines and adjunctive analgesics - are medications predominantly
used in the practice of psychiatry.

Thus a considerable proportion of the

clinical tasks that can be required in palliative care are psychiatric. However,
this is, as yet, an under-developed component of many palliative care services.

How palliative care addresses patients concerns about loss of "dignity",
"intolerable suffering" and "autonomy"
10.

Palliative care attempts to preserve dignity, prevent "intolerable suffering" and
enhance "autonomy". Preserving dignity in the presence of the physical and

psychological ravages of terminal illness is challenging.

"Dignity therapy"
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championed by Dr Chochinov is a specific therapy designed to encourage
fostering dignity by reflecting upon and emphasising the achievements of one's
life rather than the difficulties of the current life circumstances. This is more
possible in the earlier stages of illness; physical and psychological weakness
limits this later in the course of illness. However, there are important strategies
that nursing staff in particular can invent to facilitate independence and selfsufficiency within the limitations of the disease during these final phases of the
illness. Assisting with, but not performing, teeth cleaning, lighting a cigarette
or eating a meal may be such examples. It is difficult for many previously fit
and healthy individuals to lose control over their destiny, and accept
dependency and reliance upon others as their health fades. This is an area in
which expert palliative nurses demonstrate their remarkable skills.
11.

"Intolerable suffering" has never been defined. Within a population there is a
huge variation of "illness behaviours)' - of how one copes with an illness, be it

influenza or cancer.

Until the disease is experienced it is difficult, if not

impossible, to predict what behaviours a patient will display. There are also
cultural and religious influences upon suffering.
12.

Whether suffering is determined to be 'unbearable' rests upon the impression
of the assessing doctor for there is no formal definition of this term.'

In

jurisdictions where physician assisted suicide and/or euthanasia is available,
whether or not a patient qualifies for these methods of hastened death
ultimately rests on the doctor's consideration of that patient's suffering. It is
merely a judgement of the attending doctor in Dutch and Belgium under
legislation. "Unbearable suffering" is a subjective concept with very wide and
individualistic clinical interpretations.
13.

"Autonomy" is a modern attitude exemplified in North American culture.
While many claim that physician assisted death and euthanasia facilitates a
patient's autonomy at the end of their life, the reality is that in current
jurisdictions where assisted dying is available it is still the doctor, or doctors,
who make the final decision about whether or not to allow assisted suicide or
euthanasia.

Dees M, Vemooij-Dassen M, Dekkers W"Unbearable suffering of patients with a request for euthanasia or
physloan assisted suicide: an lIlregtaove review" (2010) 19 Psycho-Oncology 339-52.
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14.

In palliative care autonomy is fostered by involving or co-opllng the patient in
decision-making about their medical and nursing care. This is usually very
helpful, though it is dependent upon a good level of communication and
understanding between the patient and palliative care staff.

Experience of suicidal thoughts or tendencies in patients diagnosed with a
terminal illness
15.

In patients diagnosed with severe medical illnesses, it is thought that between
40-50 percent experience some sort of suicidal thoughts during the course of
their illness. 2 They are more likely to occur in those patients in pain, nauseous,
tired or angry with their circumstances and care. However, such thoughts and

ideations tend to be fleeting in the vast majority of patients. They are most
often not accompanied by any seriously conceived plan or method of dying,
they are not associated with depressive disorder or hopelessness and most
often are just a mere expression of sadness and frustration. Such thoughts are
usually motivated by a wish or a hope of escaping from their current health
predicament.

It is most common for patients to experience such suicidal

thoughts in the months initially after their diagnosis. The suicide risk is highest
for tenninally ill patients during this period.'
16.

Suicide is surprisingly uncommon in those suffering cancer, with it being the
cause of death in less than one percent of individuals suffering from cancer.
The statistics are similar for dementia. Somewhat paradoxically, if the nervous
system becomes involved in disease the will to live - the animalistic drive to
life - is often enhanced. Most sufferers of dementia (in my unit and we are
conducting a research project on this) are appalled by the thought of dying
prematutely.

17.

In the early stages of Huntington disease the risk is more significant. This is
because Huntington disease

IS

a genetic disorder so all sufferers have

previously observed loved ones suffer the ordeals of this appalling
neurodegenerative disorder.

18.

It is common for sufferers of tenninal illness to adjust their outlook on life in

accordance with the natute and progression of their disease. This change in
Block SD "Assessing and managing depression in the terminally ill patient" (2000) 132 Ar111 Int Med 209-18.
Misono S, Weiss NS, Fann]R et al "Incidence of suicide in persons with cancer" (2008) 26 JClin One 4731-4738.
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mind-set can help tenninally ill patients relieve any SuiClda! thoughts they may
have. Most cancer sufferers focus adjusts, they decide to live for the moment
or the next day, hoping for an easier day or a visit from loved ones. The
philosophy of palliative care advocates the shrinking of one's horizon, a focus
on the here and now, and curtailing long-term plans. This is in line with the
natural occurrence of this psychological withdrawal from the living (Sigmund
Freud called it the detachment of old age). This existential philosophy is also a
component of mindfulness, a currently popular psychological therapy.
19.

I can only recall a few patients who committed suicide in the terminal phase of
disease. They were men of action who used violently fatal methods.

20.

There is a real risk that the liberalisation of physician assisted suicide or
euthanasia would have a major impact upon suicide prevention programs.
Most suicide victims are suffering from a mental illness and these are often
very treatable mental illnesses if they were able to be addressed. It would cause
considerable confusion for those in society suffering mental illnesses, who are
already vulnerable and often more susceptible to suicidal thoughts, if health
practitioners and others in society were seen to be advocating that suicide is

acceptable and can be facilitated in some circumstances. There is a risk that
sufferers of mental health issues may be dissuaded from seeking treatment for
their condition from health professionals that might otherwise be very
effective because of these mixed messages.
Assessing the capacity and competence of patients seeking physician assisted
death
21.

In overseas jurisdictions the reasons patients usually initiate requests for

hastened death are not usually related to physical complaints. Instead requests
for physician assisted suicide or euthanasia tend to be for psychological and

existential reasons.

The most common reasons for such requests include

concerns about loss of control, wishing to die at home, loss of dignity and
independence, fears about future pain, poor quality of life or self-care ability.
These reasons are discussed in more detail in the article: Ganzini L, Goy ER
and Dobscha SK "Oregonians' reasons for requesring physician aid in dying"
(2009) 169 Archives of Internal Medicine 489-92. A copy of this article is
attached as exhibit "SDM-2". It is fear of the future, not the present, which
encourages such requests. This suggests that improved community education
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and understanding about death and dying, and the services capable of adequate
caring for these fears (the multidisciplinary palliative care network), would
diminish the numbers of those requesting hastened death.
Hastened death requests are rare in palliative care (community and Hospice),

22.

but slighdy commoner in oncology services. GPs are the recipients of most
requests. Patients cared for at home are more inclined to request assistance in
dying than those in hospital, who are more likely to request non-treatment or
withdrawal of treatment. The closer to death the less frequent the requests.
Tbis is a variant of the "disability paradox", when we become disabled or

limited by illness our thoughts about disability tend to change.

In the

Netherlands seven percent of all people whose death Is expected request
euthanasia preceding their death." Having initiated the process, 13 percent
then withdraw.' About 17 percent of Oregonians are potentially interested in
aid in dying, though only 1-2 percent actually request it,6 and then 36 percent
of the patients provided a lethal prescription die naturally.'

In Canadian

palliative care patients 63 percent believed euthanasia should be legalised, yet
only 6 percent would wish to initiate the request.' The experience of physician
assisted suicide in legalised jurisdictions is discussed in the article:

Okie S

"Physician assisted suicide: Oregon and beyond" (2005) 26 New England
Joumal of Medicine 1627-30,

A copy of this article is attached as exhibit

"SDM-3" to this affidavit,

23,

A critical concern regarding requests for euthanasia is the stability of the
request, ie, over time (several days at least) does it remain fInn? The fragility of
such requests is well recognised,' This can be influenced by symptoms such as
physical

distress,

major

depression,

delirium,

fatigue,

an

unpleasant

environment, neglect or over-involvement of family.

Onwuteaka-Philipsen BD, Rump ML, Pasman HRW et al "The last phase of life: Who requests and who receives
euthanasia or physician-a~~i~1:ed ~.ucide? (2010) 48 Med:tcal Care 596-603.

Jansen-van der Weide Me, Onwuteaka-Philipsen BD and van der

wat

G "Granted, undectded, withdrawn and

refused reguests for euthanasia and physictan-assisted suicide" (2005) 165 Archives of Internal I\'ledicine 1698-

704.
Ga:nzin L. Goy ER and Dobscha SK «Prevalence of deprest::1on and anxiety in patients reque~ting phy~iciam' aid
in dying: cross sectional survey" (2008) 337 British Mediali Joumal1682.
Okie S "Physician a~sisted suidde: Oregon and beyond" (2005) 26 New England Journal of Medicine 1627-30.
(Exhibit "SDM-3").
Wilson KG, Choclllnov HM, McPherson C] et al "Desire for euthana~ia or physictan assisted micide in palliative
cancer care" (2007) 26 Health Psychology 314-23.

2984833_6.DOC
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24.

Assessing capacity is very difficult. The presence of a mental disorder does not
necessarily imply incompetence and there are no established criteria for
determining whether a patient is competent to choose death. One condition
that can affect the capacity of patients is delirium. It is usual when dying of
chronic illness to pass through delirium en route to coma and death. The rate of
delirium in hospice patients is perhaps as high as 80 percentlO

Severely

depressed or demoralised persons likewise can lack capacity.'! It is, however,
uncertain as to what capacity to decide to be assisted to die actually consists of.
When is a will to die rational?

The criteria used in patients who may be

declining potentially life-saving treatment are: whether they are in clear
consciousness, are displaying an appropriate level of sadness for the condition
they are in but not to the extent of depression, have an appropriate and
hopeless medical prognosis and are not under any undue external influence. I
have attended in my career upwards of a dozen such persons who have
declined such interventions (and subsequently died of the illness) and many
oncology patients who make reasoned decisions not to pursue offers of high
risk, futile treatments. But for such patients the option to re-enter treatment
remains available to them, thus their decision is never quite (at least in their
minds) fmal, even though the therapeutic opportunity may have been lost.
Assessing capacity is not impossible, but it is difficult and would require highly
skilled psychiatrist assessments. Psychologists would not be in a position to
make such assessments as they do not have the understanding of the associated
issues involved, including medication, mental and physical issues.
25.

The prevalence of psychological distress and psychiatric illness in those dying
of terminal illnesses is significant. 12

Affectations of the brain and mind

influence judgement and decision making. Most terminally ill people are at
times fearful and anxious. Serious emotional tunnoil is commonly associated

with incapacity.

At least 15 percent of terminally ill cancer patients are

Chochinov HM, Wilson KG, Enns M et al "Desire for death in the terminally ill" (1995) 152 American Joumal of
Psycbmtry 1185-9l.
10

11

12

cause~ and outcome in patients with advanced cancer"
(2000) 160 Archives of Imemal Medicine 786-94.
Kissane DW and Kelly BJ "Demoralisation, depression and desire for death: problems with the Dutch guidelines
for euthanasia of the mentally ill" (2000) 34 Australian and :\few Zealand Journal of Psychiatry 325-33.
Macleod AD (Sandy) The Ps),chiatTJ, of Palliative Medidne: The D),tng Mind (2nd ed, Radcliffe, Oxford, New York.
2011).1-4.

Lawler: PG, Gagnon B, Mancini IL et al "Occurrence,
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experiencmg major depression," though this prevalence falls as death
approaches." A similar number are dysthymic, dysphoric and demoralised."
Diagnosing depression in the medically ill is notoriously difficult. Many of the
physical symptoms suggestive of major depression may be caused clitectly by
the cancer, thus the diagnosis is reliant upon psychological symptoms alone.
Often in such patients therapeutic trials of antidepressant medications and
psychological treatments are the only method of (retrospectively) ensuring
accurate diagnosis - these trials take 4-6 weeks.

Clinical surprises are not

uncommon - some respond when one would not have thought they might and
Vlce versa.

After over three decades of assessing and managing mood

disorders in the physically ill I not infrequently remain diagnostically uncertain
when first assessing such patients.

Depression can influence the -wish to

hasten death and treating a depression can result in a change of mind and can
improve the desire for life-sustaining therapy, at least in some 16
26.

Regarding coercion, I have had the occasional experience of families (and
rarely patients) question as to whether such assertive treatment causing such

horrendous adverse effects is necessary or questioning whether their loved one
should be allowed to endure the ignominy of such an illness. Pre,urnably they
are questioning the value of the patient's ongoing survival. However, rarely in
my experience is such questioning persistent or determined; usually such
comments were made in a frustrating circumstance. There are, however,

concerns that if physician assisted suicide or euthanasia is to become available
coercion for patients to choose hastened death may become more prevalent.

This could even be for reasons such as where it might allow for the
convenience of arranging funeral dates ahead or time or organising work
commitments around the death of, for example, a parent. There are obvious
practical advantages of such scheduled deaths for the relatives. However, a
potential psychological cost may arise from the loss of that period, perhaps
several days, whilst a family hovers around the death bed awaiting finality.

B

14

15

16

Hotopf 1\.1, Chidgey], Add1ngton-Hall J et al "Depression in advanced disease: a systemanc review. Part 1.
Prevru.ence and case finding" (2002) 16 Palliative Medicine 81.
Macleod AD (Sandy) The Psychiatr:;, of Palliative Medicine: The Dying Mind (2nd ed, Radcliffe, Oxford, New York,
2011), 99.
Kissane DW and Kelly BJ "Demorali.~ation, depression and desire for death: problems with the Dutch guldclines
for euthanasia of the mentally ill" (2000) 34 Australian and New Zealand Journal of Psychiatry 325-33.
Ganzini L and Lee MA "Psychiatry and assisted ~uicide in the United States (editorial)" (1997) 336 New England

Journal of Medicine 1824-26.

2984833_6.DOC
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Whilst undoubtedly uncomfortable, and maybe inconvenient, it is a time and
an opportunity for families to re-connect, reunite, and perhaps repair their
differences.

In hospices one commonly observes the value of this vigil for

families.
27.

The vulnerability of the dying and their risk of being influenced to opt for
hastened death is an obvious concern, particularly if capacity is lost or family
members are impatient to access inheritance for example.

For many,

particularly adolescent children (often less so for younger children), observing
death for the first time can be distressing and disturbing.

Dame Ceclly

Saunders maintained that a crucial role of palliative care is to look after the
dying well so that the next generation would be less fearful of the process
when their turn came. Sanitising dying, however, may have risks for future
generations who may come to expect and demand physician assisted death or
euthanasia. This is perhaps just one area where the slippery slope argument
can be raised as a concern.

28.

Another area where the slippery slope may be seen to be of particular concern
is those suffering from chronic psychiatric illnesses. In the Netherlands a firm
line has been drawn in this regard, but not so in Belgium. I have recently
reviewed an article submitted to a European journal (not yet accepted for
publication) describing the first 100 psychiatric patients allowed physician
assisted suicide in Belgium. There are significant concerns about physician
assisted death being provided to such patients. In particular a major concern
in relation to these patients is whether or not adequate treatment of the
underlying condition has occurred prior to facilitating their hastened death and
whether the diagnoses established were robust - a significant proportion had
personality disorder diagnoses. The "slippage" is most likely to be diagnostic,
veering toward allowing requests from those who suffer the "burden of living"
rather than those who suffer intractable severe psychiatric illness.

29.

An additional area of concern is that of Advance Directives. For example if a
person writes up an Advanced Directive stating that they would wish for
physician assisted suicide or euthanasia if they were to develop dementia or
some other neurological disease, yet during the course of their terminal illness

and cognitive decline they change their mind, could that Advanced Directive
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still be relied upon? Such cases are apparent in the Benelux countries but the
directive is honoured. In a sample of 208 deaths under the euthanasia law,
representing 12 per cent of the deaths during 2007 in Flanders, 32 per cent
were administered life-ending drugs without their explicit request. 17

The

decisions to terminate the lives of these elderly, hospitalised patients in
comatosed or demented states, who had previously indicated a wish for life not
to be needlessly prolonged, were made by medical staff in agreement with the
family, usually following a sudden decline in the patient's health, leaving them
unable to communicate. Hastened death requests have the potential to be a
colossal issue in chronic neurological and psychiatric illnesses. I discuss these
issues in an article I have authored: Macleod AD "Assisted dying in liberalised
jurisdictions and the role of psychiatry: a clinician's view" (2012) 46 (10)
Australian and New Zealand Journal of Psychiatry 936. A copy of this

IS

attached as exhibit "SDM-4" to this affidavit.
30.

It is well recognised that for a period (perhaps up to a few days) after enacting

suicidal behaviour (or definitively deciding on making an attempt) the person's
mental state improves - both mood and anxiety are transiently eased by the
self-destructive

al:Uuu.

Every psychiatrist has been

phenomenon at some stage in their career.

'fooled' by this

This may account for the

observation that in Oregon 36 per cent died without consuming the lethal
drug 1B As Quill commented "Perhaps the knowledge that they could end their
life if they so desired makes them feel less trapped - therefore freer to keep
going,,19 To address these psychological aspects of patients at the end of their
life there needs to be greater emphasis on the provision of more honest and
accurate disease prognoses (doctors tend to over-estimate prognoses), as may
firmer emphasis on AND (Allow Natural Death) guidelines, more accurately
diagnosing dying, and support and encouragement for those withdrawing from
futile treatments. Uncertainty is psychologically stressful, certainty is easier to
manage.

J7

Chambae:re K, Bilsen

J,

Chaen

J et

al "'PhysIcian assisted deaths under the euthanasia law in Belgium: a

population based survey" (2010) 182 Canadian Medical Association Journal 895-901.
18

Okie S 'Thysician assisted suicide: Oregon and beyond" (2005) 352 ~ew England Joumal of Medicine 1627-30.

19

Quill TE «The million dolla:r questlon" (2005) 352 NEJM 1632.

(ExhIbit "SDM-3").
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AUDIOVISUAL RECORDINGS
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ACADEMIC AND PROFESSIONAL ADVICE AND SERVICES
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fudependent Medical Advisor - Medical Misadventure Unit, Accident Compensation Corporation. 2003 to
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Panelist: Ministerial Advisory Group on Veterans' Health (Expert Panel) 2009 - 20 II ,
Panelist: Veterans Health Expert Panel 2014 to present,
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i) Media Commentaries
"The evil shadow of war" - David Clarkson, The Press, April 24, 1999
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NZ Hospital Pharmacists Association Conference 1997. "Methylphenidate"
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National Consultation Liaison Psychiatry Meeting 1998 "Legless"
Roche Psychiatric Weekend, Queenstown I 999. "The psychiatry of W arId War! (1914-1918)"
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Fifth World Congress of Psycho-Oncology, Melbourne 2000. "Disgusting patients"

Neurologic Association ofNZ, Annual Scientific Meeting 2000. "Concussion Clinic"
Palliative Care Study Day, Nelson Marlborough Health Services (Invited Keynote), Blenheim 2000.
"Symptom control in palliative care"
Obesity Meeting for GPs (Abbott Labs.) 2000. "Psychological aspects of obesity". Chrtistchurch

RANZCP 36!h Congress, Canberra 2001. uConversion paraplegia"
Amputees Federation Conference (Invited Keynote) 2002. "Phantom pain'"
Hospice Palliative Care Seminar, South Canterbury Hospice 2002. "Depression and dying"
InternlRMO Tutorial, Royal Darwin Hospital 2003. "Deliriuml '
Sydney Institute of Palliative Medicine, !31h Annual Symposium (Invited Keynote) 2004. 'Management of
DeJirium'
ANZSPM Biennial Conference, Auckland 2004. Workshop "Delirium"
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Queenstown Course in Internal Medicine (Invited Keynote), 9-12 September 2004. 'C - L Psychiatry
Update'
Australasian College of Anaesthetist's Congress, Auckland 2005 (Invited Speaker). "Pain, Opioids and
Personality"
RANZCP 40th Congress, Sydney 2005. "Concussion"

Satellite Meeting (!ASP) Clinical-Legal Issues in Pain Special Interest Group (Invited Speaker), Melbourne
2005. "Functional Somatic Syndromes"
World Federation of Neurology Congress, Sydney 2005 (Invited Speaker). "Palliative Care of Dementia Huntingtonls and Alzheimer's"
Neurological Association of New Zealand, 50Lb. Annual Meeting, Dunedin 2005. "Cochrane's problem"
Indian Palliative Care Conference (Invited Speaker), Chennai, 2006. "The management of terminal
delirium"

ANZSPM Biennial Conference, Newcastle 2006. " Posttraumatic growth or PTSD?"
International Congress of Neuropsychiatry {6th). Sydney 2006 aHuntingtoD's disease and disgust"

Royal Australasian College of Surgeons, Annual Scientific Congress (Invited Speaker), Christchurch. 7-11
May, 2007. "Waddell and the deceiving patient", "Tenninal care - pain relief in advanced cancer"

NSW Society of Palliative Medicine (16" Annual Symposium 2007) (Invited Speaker). "The disgusting
patient", ''Personality, pain and pills"
Royal Australian and New Zealand College ofPsychiattists Couference, The Vintner's Art (Invited
Speaker), Napier, 2007 "World War II Veterans"
'Kochipallcon', Indian Palliative Care Association (Invited Speaker), Koehi, Keral., India. 8-10 February
2008. "CNS Adverse Effects of Opioids".
Australian and New Zealand Society of Occupational Medicine: Atmual Scientific Conference. Taupo.
24 August, 2008. Invited Speaker. "Managing RTW after TBI".

22~

The Press Christchurch Writers Festival: The Brain that Changes Itself; Norman Doidge in conversation
with Dr Sandy Macleod. 4-7 September, 2008
Huntington's Disease Association Annual Conference, Christchurch, 20-21 November, 2008. lnvited
Speaker. "Difficult Symptoms in HO".
Clinical Controversies: examining the evidence (Invited Speaker). <<Palliative Care and Psychiatry".
Melbourne, 25-26 October, 2008
ANZSPM Palliative Care Forum. Visiting Lecturer: "Confusion and Consciousness".
Peter McCallum, Melbourne; Hobart; RP AH, Sydney; Royal Brisbane Hospital, Brisbane. 4-7 May, 2009
NZ Hospital Pharmacist Association Psych Sig Conference (Invited Speaker) "Psychiatry and Palliative
Medicine", Christchurch, August 15, 2009
2nd World Congress of Cultural Psychiatry, Norcia, Italy, September 27-30. "Depression or Demoralization
in Refugees".

10

World Federation of Neurology Congress, Bangkok, October 25-30, 2009 Onvited Speaker), "The

management of late-stage Huntington' 5 disease"
ANZSPM Palliative Care Forum, Visiting Lecturer: "Anxiety and Depression at the End of Lite",
Adelaide, Perth and DalWin, May, 20] 0
Invited Speaker: ANZSPM Biennial Conference, Adelaide, September 20]0, Plenary presentation 'Famous
Literary Deaths', Workshop "Psychoanalytic Tbeory and Dying'
National Refugee Resettlement Forum: Future Voices - Future Choices, Wellington June 1-2, 2011.
'Refugee coping with the Christchurch earthquakes' M,Osman, A. Hornblow, A D Macleod, P Coope
(presented by M, Osman)
World Cultural Psychiatry Congress, London, UK. 8-10 March, 20]2, Mood disorder in refugee and
migrant popUlations, Symposium S63-Cross Cultural mental health challenges in New Zealand, WCPRR
2012; 7: Supplement 1:81-S149
PONS (Canterbury Psychooncology Branch) Confusion: another vital sign, Christchurch 24 September,
2012.
RANZCP Queensland Branch Dinner Meeting 8 November 2012, Fear and Anxiety: the psychological
aftermath ofthe Christchurch earthquakes,

Queensland Consultation Liaison Symposium, PAH. Brisbane 9 November 2012. Depression in the Dying.

ANZAAG Conference, Brisbane, March 16. Plenary Presentation: "Anapbylaxis. Awareness and PTSD"
Human Genetics Society of Australasia. Queenstown, August 5, 2013. Invited plenaty response - End of
Life Issues: the Dutch Experience (A. Tibben, Maryan Street, C, Gavagban). "'Huntington Disease for the
Genetic Counsel1or"- Concurrent session.

iii) Public lectures
jv) Provision of continuing education
Hospice Education Trust. Yearly seminar on psychiatry and palliative care.
St John of God Health and Disability Services, Staff education 2002, 2004, 2005, "Huntington's disease"
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OlUGINAL INV£STIGAlI0N

Oregonians' Reasons for Requesting
Physician Aid in Dying
Linda Gan.!ini, MD, MPH; Elizabeth R. Goy. PhD; Steven K. Dobscha, MD

Background: Oregon is the only US jurisdiction with

of independence; and concerns about future pain, poor
quality ofliEe, and inability to care. for one's self. All physical symptoms (eg. pain, dyspnea, and fatigue) at the time

a legal process, the Oregon Death with Dignity Act, that

allows terminally ill patients to obtain physician aid in
dying (PAD).

of the interview-were rared as unimportant (median score,
1), but concerns about physical symptoms in the fumre

were rated at a median score of3 or higher. lack of social support and depressed mood were rated as unimportant reasons for requesting PAD.

Methods: Fifty-six Oregonians who either requested PAD
or contacted a PAD advocacy organization completed a
survey indicating the importance of29 reasons for their
interest in PAD on a scale where 1 was not important and
5 was very important; 28% of people referred [rom the
PAD advocacy organization enrolled in the study.

Results: Forty-one patients died by the end of the study;
18 received a prescription for medication under the Oregon Death with Dignity Act, and 9 died by lethal dose

Condullions: At the time they express initial interest in
PAD. Oregonians are motiva ted by worries about future
physical discomfort and losses of autonomy and function. When confronted with a request for PAD, health
care providers should first work to bolster the patient's
sense of control and to educate and reassure the patient

of medication. The most important reasons for request-

regarding management of future symptoms.

ing PAD, all with median scores of 5, were wanting to

Arch Intern Med. 2009;169(5):489·492

control the circumstances of death and die at home; loss

O

NEINIODYINGPATIENTS

will, atsomepoint, wish
to hastcndeath. 1- 5 ln Oregon,such patienlS may
request physician aid in

dying (PAD) as ou tlined in the Oregon
Death with Dignity Act (ODDA), which
allows a competent, terminally ill patient

Author Affilialions: Portland
Center fur the Sludy of
Chronic, Comorbid Mental and
Physical Disomers, Health
Services Research and
Dewlopmem Service, Pordand
Veternns' Affairs Medical
Center, and the DepartmenL of
Psychiatry. Oregon f1ealth and
Science UniversiLY. Portland

to receive. a lethal dose. of a medication,
usually a barbiturate, under some conditions. 5 Smce enaclmenL of the annA in
1997, beLwe.en 1 and 2 persons out of every 1000 who have died in Oregon have
chosen PAD.6 To date, our understanding of the reasons Oregonians pursue PAD
is almost entirely derived from proxies, via
interviews with and surveys of patients'
family members and he.alth care providers. These proxies ranked depression, poor
social support, or uncontrolled physical
symptoms as less important reasons for patients'seekinginformationaboutPAD than
desire for contra] over the circumstances
of deaLh?-n The goal of the present study
was to directly survey Oregon patients actively interested in the ODnA regarding
their reasons for purSUing PAD.

...
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Patients were recruited for our srudy from 2
sources. The fiY'Srgroup included patients-who
comacted Compassion and Choices of Oregon (Ceo; an organization [hac informs indivIduals about end-of-life choices and ofrers
services to those who choose aid in dying) for
informalionaboutPAD, wbkh n!SUlted in CCO
opening a client file. During the past decade,
ceo Starr have given infonn~tion to or attended the deaths of three-quarters of Orego.
nians who chose legal PAD. (2 This organiza.
tion sent letters of invitation to every person
who contacted them and who had made an explicit request for a le[bal dose of medica don
under the Oregon Death with Dignity Act to II
physician, hospice employee, nurse, or ca.regiver; was considered mentally capable:; and ill
whom at least 1 physician predlcte.d death
withiI:! 6 months. The second group in.cluded
patien.ts who made an explicit request for PAD
as outline.d in the ODDA. These patients were
referred by ethics consultants and palliative
medicine and oncology spe.ciaiists at 4 large
medical centers in northwest Oregon.
In all cases, the referring agency or health
care provjdernorified requesting patients about
the opportunity to take partin the study, and
interested patients then contacted the re-
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scrip lion, and me investigators' experience in evaluating and
caring for such patients. 7_11.17,18 Participants ranked the imparlance of 29 possible reasons on a scale oI 1 to 5, where 1 was
"reason not at all important in decision to request a lethal prescription" and Swas "reason very iInportBnt in decision to request a lethal prescription."
Da[a are presented as frequencies and proportions for categorical data, means and standard deviations for normally dis.
tributed data, and medians with interquartile ranges for higbly
skewed data.. The Mann-Whime.y testwas used to compare continuous but skewed data. An Q.level was setat .01 to adjust for
the large number of anaIyses. and all tests were 2-sided.

,,$I~[lV ~~ic,j~nls

", .Charac.lerls,tlc
"". Age, mean{SD),y':~,',':' ". , ' .
Educlllioll3l reifel,' meal! (SO),_ y.
Sex
Male.
'-Female, .
RaceJelhnlclly .

. 65.B (11.B)
16.1 (a,,)
'7 (48)

29 (5')
55 (9B)
1 (')

White

Nonwh!te
Marital status
Singleldivo'rced/Widowed

'''(61)

Married orwilh partner
Living siluation
.

" (39)

53(95) •
3(5) ..

Indepaildei'11
DBplln~ent

Compassion and Choices of Oregon invitl"d 178 clients
to take part in this study. or these, 12 (7%) were ineligible because they had died, were morlbund, lived outside of Oregon, or were not terrn'mallyill. and 47 (28%)
contacted the research learn expressing interest in participating. The remaining 11 partiCipants were referred
from 1 of 4 adler medical centers (referring health c.are
prOVIders did nOI keep track of the number of persons
notified about the study). A total 01 58 agreed to participate; however, 2 did not complete the section of the study
measuring reasons for the request. Study participantswere
equally divided by sex and were predominantly white,
well educated. and lived indepc:ndently (mean age) 66
years) (Table 1). The most common tenninal diagnoses were cancer and amyotrophic lateral sclerosis. Only
1 in 3 participants were enrolled in hospice at the time
of the survey, and fewer than half were married. Fortyone participanLs (73%) died a median of 2 to 3 months
afta they participated in the sLUdy. At death, 18 (44%)
had received a prescription for medication under the
ODDA, and 9 (22%) died by lethal ingestion.
Study participants confirmed their strong interest in
PAD; 55 (98%) strongly suPPOrted legalization of PAD,
47 (84%) sought information on obtaining PAD from
ceo, and 46 (82%) indicated [hey explicitly requeste.d
PAD. Fifty-four parlicipants (96%) discussed their attitudes about PAD with family and friends, and 47 (86%)
indicated that the people closest to them would probably support their choice [0 pursue PAD. The desire to
die in [he 2 weeks before the interview was low (mean

",-

Terminal diagnosis

·Cancer
AmYolrophlc talDral sclerosis.
Cardiopulmonary di,se,aSs .
AJOS
Hepallfis C

Hospice enrollsd
EGqG Score

'" (n)
6(11)
"(9)

., (2)

"1 (')
'0(36)

o

10 (18)

1

24(43)

3~~

7 (12)
14 (25)

,
Mj~'si.ng' dala:

, (2)

Abbr8lJiations: AIDS, aCQuired immunodelfciency syndrome;
EGOG, Eastern Cooperalive Oncology Group.
aDam are given as number (patcentage) 01 participants uiliess otlmwiss
indicaled.
bA score of 0 indicates lully acti~e, no !l.Hlclionai restrictions; 1, restricted
in strenuous acUvily bul able to carry out ligh! work; 2, ambulatory and inlact
self care, unable to work, and up and ahout more than 50% of waking hours;

3-4, Ilrnlted sell-care or c:ompletefy disabled.

search t\!am cUrectly. Potential participanrs _were included in
the sllldy if they were adull Oregon residents, cogni~vely intact as measured by a tnetl[al statlls instrument (scores >23
on the fo]stein Mini-Mental State Examinalion or >7 on the
Short Po[[able Mental StatuS Questionnairet>-lS), and competent (0 consent [0 participate in [he research (determined by
the MacArthur Competence Assessment Tool).l~ Most surveys were administered by one of us (E.R.G,) in the participant's home. The study was approved by the institutional review boards of the Portland Vetefaos' Affairs Medical Center
and the participating medical centers. A1J participants gave written informed consent, includingpermissiori LO contact th.eirphysician or ceo regarding their OUlcome.
In addition to providing demographic information, particlpants cotnpletedseveral measures about their attitudes and overall position on legalization of PAD, confinned that theyhacl explored pAD through ceo andlor expliCitly requested a lethal
dose of medication, and indicated whether they had discussed
their '" iews on PAD with famlly members. They rated dleir overall position on tbe legalization of PAD on a 5-pOLnL scale rang.
ing from ~strongJy oppose" to "slrongly supporL," and their desire for deadlin the previous 2 weeks. with 0 being "I desire to
live as ]ong as possible" and 10 being "1 have a strong desire to
die soon,"
Surve.y items regarding reasons for requesting PAD were
drawn from qualitative studies of terminally ill patients. previous surveys of health care professionals and family members
in Oregon who cared for patients who obtained a lethal pre-

[5DJ,2.1 [3.3]).

The chief reasons participants pursued PAD, all with
median scores of 5, were 105s of independence, wanting
to control the time and manner of dc:aLh and die at home,
and. the prospect of worsening pain or quality of liCe and
the inabllity to care Cor themselves (Table 2). Other key
reasons, with median scores of at least 3.5, were having
witnessed intolemble dea(hs, perception oIself as a burden, loss of dignity, and fear of mental confusion in the
future. Physical symptoms experienced at the time of initial interest in PAD were much less important pain, shortness of breath, fatigue, confusion. and 1055 of bowel and
bladder control were all rated a median of 1. In contrast,
all phYSical symptoms that the patientamicipated in the
future were rated a median of 3 or higher. Most respondents did not endorse existential reasons, such as feelingready to die, that life tasks were complete, or that life
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was pOintless. Social issues were rated overall as not of
concern; lack o[ social support and perception of self as
a financial drain were both rated with a median score of
1. Participants did not acknowledge depression as an important reason for pursuing PAD. There were no statistically significant differences in reasons for the request
.in comparing those who received a lethal prescription and
those who did not (data not shown).
Of 56 subjects, 41 (73%) rated a single most important reason for asking for PAD. Eleven requested PAD
primarily to feel in control, 5 to avoid dependence on oLhers, 5 because of worries about pain in the future, 4 because of worries abouL poor quality ofUIe in the furure,
and3 because of worries of less oIsense of self. All other
most imponant reasons were chosen 2 times or less.

.-:':','"

,:'{I~a~'D~':' .

'-;:,:~e~ian Score' (lOR)'

·:-'W3i!un,O to· ~ontrol circumstaocBS of dealh:-'
'_f~,tti.re poor quality altife

.> Fijlure pain

·::':,F~!~rel][]abrtity.to care for self

i1tss of lr1d~perldence
<

WallUnn to die at home
PertepUorrof self as burden

.l~~s _of d,lgnity
Wltn~sed ~Q_deathts)

FUbJ.re., lI1entaJ ,~9nfusiorJ
~p.t.wa:nl~[lg o,the~ to c~rl! tar me
W<jrry about jOss of ,sense of self
FtilUre dyspnea ' .

Ready ,to "die' , ,

Fulllrli·t.I;t!,g~6:,':

Oregon is one of the few jurisdictions imernationally and
the only US territory that has a legal process allmving patients to obtain PAD. The ODDA allows a physician to
prescribe a lethal dose of medication to be selfadministered by a requesting patient whose life expectancy is less than 6 months. A second physician mllst confirm the limited life expectancy and that the patient is
capable of making the request. Between 1997 and 2007,
341 Oregonians died by legal PAD. One requirement of
the Jaw is that all prescriptions must be. reported to the
Oregon Health Division and aggregate data published annually. From this source, we know that, compared with
oLher Oregonians who die, those who choose PAD are
somewhat younger, predominantly white, better educated.less Hlcf':ly to be married, and more likely to die 01
cancer and amyotrophic lateral sclerosis; 86% are enrolled in a Medlcare-cert:ified hospice at the time of death. 6
Our data suggest that when patients first request PAD,
they do so not because 01 physical symptoms or quality
of life at the time of the reqUe5L but inanlicipation of fuLure suffering that they perceive as intolerable. Their desire to die is not strong, and they do not believe thal their
life is poor in quality, meaningless, or worthless. Rather,
they appear to be protecting against the risk of future e2(periences they do not believe they can endure. Although future physical symptoms are important considerations for these individuals, they are more strongly
motivated by the prospect of loss of autonomy-loss of
control, quality of life, and ability to remain at home, with
looming restrictions and dependence on others.
We are aware of only one other study that gathered
data directly from persons actively considering or pur5uingPAD. Pearlman eraIJ7 completedlongi.tudinal, qualitative interviews of 12 patients and family members of
23 additional patients from the Pacific NorthwesL who
were. aCLively pursuing PAD (including 17 who ultimately self-administered the medica[ions). They also
found that loss of sense of self, [ears about the future,
negativ~ experiences with dying, and desire for control
were promjnent reasons for pursuing PAD. Unlike our
sludy. Lhey found that experiences of weakness, discomfort, pain, and functional losses were more'prominent reasons. In addition to differences in study deSign, this may

. 5 (4'5)

51H)
5 (4-5)
5 ('-5)

513-5)
5 (,,26-5)· .
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'11.<;)
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,_ ,'.
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lile fs poJntress
Lilli -~$~:,'arl{complete
,-p~!iej~e ~ell as fJ[limclal drain
P(]o(qUaIIty of 6fe
:~:: p~,rr1int, pain
'_ U~,~ble La, care for self now
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1):3,15)
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111'1)
'IH)
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AbbrevIation: lOR, interquarnle range (25th percentile 10 75!h percentile).
aPartli::!panls marked Ihe importance of their reasons for reque~ing
physiciill1 aid in dying on a scale from 110 5: j was ~reaslln not al all
important in decision to requesl a lalhal pre sCrip lion" and 5 was "reason is
very important In decision [0 request a lethal prsscriptlon." Marks not on a[l
integer weill estimated! to -the qtl'drter rn!erv-..r.

reflect tbatour study participants were seen once, whereas
Pearlman et aP7 studi.ed participants longitudinally, perhaps closer to death. Furthermore, our study focused on
patients~ not family members, as primary sources of information.
There aTe severallimilalions in.our study. Our results focus on patients at the time they are first requesting PAD, yet 5 in 6 requests are ultimately not honored
by physictans. ll Furthermore, among those who are successful in obtaining a prescription, some may wait until
they are more ill and symptomatic to rake i[. For example, 20 of 56 of our study participants (36%) were enrolled in hospice. Similarly, physicians reported thaL 32%
of 141 Oregon patients were enrolled in hospice at the
time of the first PAD request. It In contrast, 86% of Oregonians who die by lethal ingestion are ultimately enrolled in hospice. 6 Although experienced physical symp[Oms were not a motivator for initially pursuing a lethal
dose of medication, they may be cogent in the choice to
ultimately die by a lethal prescription.
A second limitation Is that only 47 ofl66 clients (28%)
invited by ceo to participate enrolled in the study; those
who volunteered to participate in our study may not be
representative of other Oregonians at the time they firsL
reqUe5L PAD, For example, in our study, 1 in 4 patients
had limited seU care or complete disability. In conlfaSL,
Oregon physicians reported that 59% of patients were con-
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fined to bed or a chair for more than half their waking
hours when first requesting PAD.ll The very reasons that
individuals may noL have. been able to participate in our
study-lack of energy I poor motivation, disabling physical symptoms, or functional impainnent-may have contdbuted to interest in hastened death. Despite the potential for selection bias, there is substantial agreement
belween the results of the present study and Oregon physicians' and hospice workers' previous reports of patients in Oregon who choose PAD.
The results of [he present study may prOvide helpful
approaches for patients who request PAD. Patients who
actively pursue PAD appear, at least initially, to be motivated by worries abOUl future physkal discomfort and
impending losses in autonomy and function. Havingwitnessed intolerable deaths, these patients need to have their
sense oI control supported. Health care providers should
focus on reassuring patienrs that all efforts will be made
to ensure that they will be able to die where they wish
and that pain and other symptoms will be controlled.
If opposition to legalization of PAD is based on moral
and religious beliefs about the value of life and ethical
concerns about physicians' actions, then patients' reasons for hastening dearh may be irrelevant. 19 However,
for many policy makers and health care providers,judgment of Oregon's law is conditional and based on PAD
being used as an option of last resort. 10 Lethal prescriptions should not su bstirute for competent end-oI-life care?l
Our data support the assertion that initial pursuit of PAD
does not appear to stem from lack of access to symptom
management. Alternatively, for some l support of PAD legalization was based on the specter of patients with grave
sulfering from symptoms that could not be controlled even
with good care. This support may wane faced with evidence that expeIienced physical symptoms are not paramount reasons for requesting PAD_ However, as noted.
by Cassell,n it is not the absolute level of pain, but the
meaning of the pain, the prospect of its worsening, and
its effect on one's sense of self that are the true components of suffering_ Whether or not PAD can bejustified.
our findings clarify the source of these patients' sufIering. which may lead to more compassionate care_
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A Solicitor of the High Court of New Zealand

Physician-Assisted Suicide -

Oregon and Beyond

Susan Okie, M.D.

In February, the u.s. Supreme Court agreed to conIn the past, the high court has allowed each state
sider the legality of the Bush adminiscration's ef- to determine the legal status of suicide. In a pair of
fort to outlaw physician·assisted suicide jn Ore- 1997 decisions. the Supreme Court upheld laws in
gon, raising the possibility thai a ruling bytheCou[t two states prohibiting physician-assisted suicide.
during irs Dext term could effectively invalidate the but it left states free to legalize the practice. NODe
controversial Oregon law known as the Death with except Oregon have done so. Thirty--eightstates have
Dignity Act. With the events leading to the death laws that make it a crime to assist in a suicide, and
ofTerri Schiavo focusing national attention on end- several others treat such an act as a crime on the
of-life decisions, the Court's acceptance of the case basis of their common law (precedent created by
furmerlyknown as Orenon v.AshaqJtis likely to heat previously decided cases). Three states - North
up the public debate on assisted suicide. The jus- Carolina, Utah, and Wyoming - abolished the
tices will hear oral arguments in the case, now re- common law ofcrimes and have no statutes ccimnamed Ore,gon v. Gonza16, soon after srartinganew inalizing assisted suicide. Virginia imposes civil
term next October. A decision is expected by July but not criminal sanctions on anyone who assists
2006. Whatever the future of the Oregon law, the ina suicide. TheOhio SupremeCourrrl1ledin 1996
state's seven years of experience with physkian- that assisted suicide is not a crime, although the
assisted suicide have greatly influenced thinking state does not condone it
about end~of..life issues and the practice ofassistIn March, epidemiologists with Oregon's Deed suicide, both in the United States atd elsewhere. partment of Human Services issued their seventh
This year) lawmakers in California and Ve[mont annual report on state residents who have availed
and in Britian are considering bills modeled on themselves of the Death with Dignity Act to end
the Oregon law.
their lives. To use the law, a patient must be older
The case now headed for the Supreme COllrt than 17 yeats of age, capable ofmaking and combegan in 2001) when Oregon's attorney general, municating health care decisions, and terminally
along with a physician, a pharmacist, and several HI with a lire expectancy offess than 6 months. The
termioally ill state residents, sued to block the Jus- patient's reql.lestfor assisted suicide must be comtice Deparonent from punishing Oregon doctors municated to a doctor both orally and in writing,
and pharmacists for p[Qviding lethal medications and both the prescribing physician and a consult~
to terminally ill patients who wished to end their ingphysician must conflrm the diagnosis and proglives. In May 2004, the U.S. Comt of Appeals for nosis as well as agree that the patient is capable of
the Ninth Circuit in San Francisco ruled in favor making an informed decision and is not clinically
ofthe plaintiffs, stating thatdrug-enforeement of- depressed. Ifeither doctor is uncertain about the
ficiJl.ls could not use the fed""l Controlled Sub- patient's mental competence. the patient must be
stances Act to penalize Oregon health care pro- referred for a psycltiatric or psychological evaluafessionals, provided that they had followed the tion. People who are givens prescription for lethal
requirements specified in the assisted-suicide law. medications must be able to take them orally; famThis past November, on the day heannoWlced bis ilymembers, friends, doctors, and other health care
resignation as attorney general. John Ashcroftap- workers are furbidden to administer the drugs.
pealed that decision to the Supreme Court.
Oregon's seven years ofexperience with this law
have been, for the most part, reassuring: medical
and legal sareguaros established duting implemenDr. OkJe is a contributing editor oflheJournal.
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ing drug residue remaining on the empty capsules
and investigating other aspects of the case, such as
whether the laxative might have interfered with absorption ofthe barbiturate.
The law has nothad the dire social conseq nences that some opponents predicted. There is no evidence that it has been used CO coerce eLderly, poor,
or depressed patients to end thejr lives, nor has it
caused any significant migration ofterminaIly ill
people to Oregon. As compared with Oregonians
cause of 37 deaths in 2004, about one eighth of who died naturally from similar diseases in 2004,
1 percent ofaU deaths in the state. MostfrequentIy those who died by means of physician-assisted suiin such cases, the patient eitherddnks 10 g ofHq- cide tended to be younger (median age, 64 VS. 76
uid pentobarbital or swallows
years), more highly educated,
the powder from 9 to 10 g ofsecoand more likely to have been divorced or never to have married.
barbital capsules (dissolved in
water or applesauce). Patients are
Seventy-eight percent had cancer.
instructed to take an antinausea
However, in the period from 1998
medication about an hour before
to 2004, the rates ofassisted suiswallowing the barbiturate. Decide were higher among people
spite this precaution, there have
with amyotrophic lateral sclerobeen some cases of partial regursis (25 per 1000) and AIDS (23 per
gitation of the sedative, includ1000) than among people with
ing a few in which the patients
cancer (4 per 1000).
vomited one third to one half of
Only 2 ofthe 208 patients who
the dose. However, in ail cases
died by means oflethal medicabut one for which information is
tion were uninsured) and 86 per2Vai1able, the patients became uncentwere enrolledin hospice care.
conscious - usuaUy within a few minutes after Most died at home; only one died in an acute care
taking the medication - and remained so until hospital. The most frequent reasons for choosing
they died. The median time from ingestion to death assisted suicide, mentioned by more than 80 perwas 25 minutes, but some patients survived for cent of patients, were Joss of autonomy, loss of
hours, including at Jeast 17 who lived for more digniry, and loss ofthe ability to enjoy life. Thirty·
than 4 hours, 1 of them sUlvivjng for37 hours and six percentexpressed concern about being a burden
another for 48 hours. Once a patient swallows the to family or caregivers; 22 percent cited inadequate
prescribed dose, it is illegal to take any additional pain control. Only 3 percent mentioned financial
measure to hasten death. There have been no report- concerns. Researchers who have analyzed the pered C3-SeS in which emergency medical services were sonalities ofpatients choosing assisted suicide have
summoned after a patient took the medication.
found them In be exceptionally eager to control their
Earlier this year, in the first such case in Oregon own lives and remain independent "I don't want
since the lawwentimo effect, a terminally ill patient to die not knowing ifit's day or night, not knowing
apparently ingested the full prescribed dose ofmed- anybody in my family,)' Richard Holmes, one ofthe
ication but did not die; instead, he awoke from a original plaintiffS in Orf90n v. Ashcroft, told me in
coma almost three days later and lived for two more 2001. "lwanttoknowwhat's going on and do it myweeks before dying oflung cancer. DavidE. Prueitt, selfifI'm going to do it: say 'Adios.'" Holmes had
42, reportedly swallowed about 10 g of secobar- obtained a lethal dose ofbarbiOltates from a docbital powder mixed with water, applesauce, cinna- tnr, bl.ltlike about36 percent ofthe people who have
mOD, andasmall amountofa sweeHastinglaxative. done so Ilnder the Jaw, he never used itj he died of
His wife told a reporter that he woke 65 hours later cancer in September 2002.
and asked, "What the heil happened? Why am I not
Although relatively few terminally 1Jl patients in
dead?Jl1 The Oregon Board ofPharmacy is analyz- Oregon actually make use of the law, recent findtation appear to have prevented abuse) and most
patients have had the expected outcome. Between
1998 and 2004, Oregon physicians wrote 326 prescriptions for drugs to be used in assisted suicide)
and 208 people ended their lives by taking the drugs.
In the years since legalization, the number of Ore·
gonians ~tening death in this way has increased,
but it remains a tiny fraction ofa11 terminally ilJ patients. Accordingto the Oregon Department ofHuman Services, physician-assisted suicide was the
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ings indicate that many more consider doing so. ofthe Voluntary Euthanasia Society in England and
Wales. Cases in which seriously ill British patients

Medical ethicist Susan W. Tolle and colleagues interviewed the next ofkin of1384 Oregonians who
died ofnatum! causes. A rotal of236 respondenl5
(17 percent) reported that their sick relative had
mentioned considering assisted suicide. However,
only 25 said their relative had formaliyrequested a
prescription for lethal medication. In 17 cases, re-

spondents said the doctor refused the request or
disslladed the patient. 2 ~IItis on the minds ofmore

patients and families than physicians have any idea
of," Tolle said.
There is suggestive evidence that thewide1y pllbJicized debate about the assisted-suicide law and its
enactment contributed to overall improvements
in end-of-life care in Oregon. According to Toile,

Oregon has the lowest rate of in-hospital deaths
of any state. Hospice admissions increased during
the late 19905, and the state adopted a standardized physician's order form for recording patienrs~
wishes with regard to the use or limitation ofJjfesustaining treatment. Among Oregon physicians
surveyed in 1999, 76 percent of those who cared
for terminally iH patienl5 reported having worked
to improve their knowledge ofpain treatment 3
Yet some Oregon physicians remain adamantly
opposed to the law, maintaining that a patient's
wish to hasten death may reflect unrecognized,
treatable depression or a lack ofsupport for other
options. "When a panentsays, 'I don't want to be
a burden,' it may really be a question, 'Am I a burden?'" notedWilliamL Toffier, aprofessoroffamiIy medicine at Oregon Health and Sciences University and the national director of Physicians for
Compassionate Care, a group thatopposes assisted suicide.
Tomer made this comment in testimony before members of the House ofLords Select Committee on tile Assisted Dying for the Terminally DI
Bill, who traveled from the United KLogdom CO Oregon this past December to learn about how the law
has worked. The bill that the House ofLo[ds has
been considering, broadly modeled on the Oregon lawl would legalize assisted suicide and euthanasia under specific circumstancesJ for patients who
are terminally iII, mencaIly competent, and suffer~
ingunbearably. The committee was charged. with
jnvestigating whether current British laws outIaw~
ingsuch practices should be changed.
British opinion on assisted suicide has shifted
during the past decade, according to Mark Slattery
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traveled ro Switzerland to obtain lethal medication
in order to end their lives have been widely reported in the media. In a nationally representative poll
conducted last September, 82 percent ofrespon~
dents said terminally HI patients who are suffering
unbearably should be allowed to receive medical
help to die, ifthey want it The British Medical Association, the nation's largest physicians' organization, opposes the Assisted Dying for the Terminally III BiI~ but the Roval Coilege ofphysicians
and the Royal Coflege of General Practitioners recently dropped their opposition. The blll, which
lacks government backing, is considered unlikely
to pass this session. Earlier this month, the select
committee issued its rep~ including arecommen~
dation that .ra clear distinction should be drawn in
any future bill between assisted suicide and voluntary euthanasia in order to provide [Parliament]
with an opportunity to consider carefully these two
courses of action, and the different considerations
which apply to them/'4
Meanwhile, two California lawmakers held public hearings this past winter on another bill, closely
patterned on the Oregon law, that they introduced
in the state legislature in February. Democratic as~
semb1ymemhers Pa\1j'BergofSehastopo1 and Lloyd
Levine of Van Nuys brought witnesses from Oregon tD the hearings in california to address con~
cerns about how legalizing assisted suicide in this
state mightaffuctpeop1ewith disabilities and how
physicians evaluate the emotional state and mental
competence ofa terminally ill patient who requests
lethal medication. A 1992 initiative to legalize euthanasia in California was voted down, and an assisted-suicide bill introduced in 1999 failed to pass
the legislatureJ but Levine said he believes that the
generally reassuring experience with the Oregon
law has increased the chances of enacting a similar statute in California. leI would say this is not
suicide," he said. ((This is giving people dignIty and
control at the end of their Jives." The state has already taken a number ofmeasures to improve endof~life care, including reqlliring that medical students be trained in pain management and that
practicing physicians obtain continuing education
in pain treaonentand palliative care.
But Oregon's successful implementation ofits
assisted-suicide law might not be easily replicated
in other states with more socioeconomically di-
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verse populations and less inclusive health care pro- cide cases low. "Your safety net is your end-of-life
grams, cautioned Joanne Lynn, a senior research- care andyour hospice carel" she said. "It's not the
er with the RAND Corporation and director of the safeguards that YOIl build into the law. I!
Washington Home Center fur Palliative Care Stud1. Colburn D. why am I not dead? Tile Oregonian. March 4,
iesjn Washingtonl D.C. "Tbere isn'ta huge demand 200S:AOl.
for assisted suicide in good care systems, but there 2. TolieSW, Tilden VR, Dra~h LI., Fromme EK, PerMl NA. Hedberg
could be a huge demand in much less adequate care K. OIaracteristic5 and propcll1:ion ofdyingOregonian5who personallyoon5iderphysician'Clssisted suidde.J Clin EthiC5 2004;1.5:111-&,
systems,» Lynn said.
3. Gam:l.,i L. Nelson HD, Lee MA, Kra~mer DF, Schmidt TA,
Psychiatrist Linda Ganzini ofOregon Healthand Delotit MA. Oregon physician5' attitudes about and elCperiences
Sciences University agrees that her state's highquality system of palliative care is the factor most
responsible for keeping the number ofassisted-sui-

Terri Schiavo -

with end-of-life c:are sinc:e passage ofthe Oregon Death with Dig.
nity Ac:t.JAMA 2001;285:2363-9.
... House of Lords Select Committee on the A5sist~ Dying for
the Terminal!y III sill. Volume I: Report, HL Paper 81i,I.

A Tragedy Compounded

TImothy E. Quill, M.D.
Related article, page 1710

The story ofTerri Schiavo should be disturbing to
all cfus. How can itbe that medicine, ethics, law
and family colJld work so poorly together in meeting the needs of this woman who was leftin a persistent vegetative state after having a cardiac ar·
rest? Ms. Schiavo had been sustained by artificial
hydration and nutrition through a feeding tube
for 15years, andherhtlsband, Michad Schiavo, was
locked in a very public legal struggle with her parents and siblings about whether such treatment
should be continued or stopped. Distortion by interest groups, media hyperbole, and manipulative use
of videotape characterized this case and demonstrate what can happen when a patient becomes
more a precedent-setting symbol than a unique huJ

An Interview with
Dr. Quill can be
heard atWlll/III.
nejm.org.

man being.

Let us begin with SOme medical facts. On Februaty 25, 1990, Terri Schiavo had a cardiac arrest,
triggered by extreme hypokalemia broughton by an
eating disorder. As a result, severe hypox.ic-ische~
mic encephalopathy developed, and during the subsequent months, she exhibited no evidence ofhigher cortical function. Computed tomographic scans
of her brain eventuaHy showed severe atrophy of
Dr. Quill is a professor of medicine, psychiatry, and medi~
cal humanities and the director of the Center for Palliative
Care and Clinical Ethics at the University of Rochester
Medical Center, Rochester, N.V.
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ber cerebral hemispheres and her electroencephalograms were flat, indicating no functional activity of the cerebral cortex. Her neurologic examinations were indicative of a persistent vegetative state.
which includes periods ofwakefulness alternating
with sleep. some reflexive responses to light and
nOise, and some basic gag and swallowingresponses, but no signs ofemotion, willful activity, or cognition" 1. There is DO evidence that Ms. Schiavo was
suffering, since the usual definition ofthis term requires conscious :lWareness that is impossible in
the absenceofcorticalactivily. There have been only
afewreported cases in which minimal cognitive and
motor functions were restored three months or
more after the diagnosis of3 persistentveget3tive
state due to hypoxic-jschemic encephalopathy; in
none of these cases was there the sort ofobjective
evidence ofsevere cortical damage that was present
in this case, norwas the period ofdisabilitysolong.2
Havingviewed some ofthe highly edited video~
taped material of Terri Schiavo and having seen
other patients ina persistent vegetative state, ] am
notsurptised thatfamHymembers and others unfamiliar with this condition would interpret some
ofher apparent alertness and movement as meaningful. In 2002, the Florida trial court judge conducted six. days of evidentiary hearings on Ms.
Schiavo's condition, including evaluations by four
neurologists, one radiologist, and her attending
J
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Abstract

Objective: Assisted dying is a contentious and topi(ar issue. Mental disorder is a relevant Influence on requests of
hastened death. The psychiatry of dying is not a prominent component in the assessment of euthanasia and physicianassisted suicide (PAS) in jurisdictions with liberalised assisted dying laws.The literature on the assessment processes, with
particular reference to mental status, involved in euthanasia requests Is considered.
Methods: An experienced palliative medicine spedalist and psychiatrist selectively reviewed the recent literature published about the mental health issues Involved in euthanasia and PAS.
Results: Assessments of competency, sustained wish to die prematurely, depressive disorder, demoralisation and
suffering' in the terminally ill are clinically uncertain and difficult tasks. There is a growing psychiatric and
psychologicall'lteracure on the mental status of the terminally ill, As yet psychiatry does not have the expertIse to 4 select'
those whose wish for hastened death is rational, humane and 'healthy'. Rarely in those societies with liberalised assisted
dying laws are psychiatrists involved in the decision-making for individuals requesting early death. This role is fulfilled by
non-specialists.
~unbearable

Conclusions: There remain significant concerns about the accuracy of psychiatric assessment in the terminally ill.
Mental processes are more relevant influences on a hastened wish to die than are the physkal symptoms of terminal
malignant disease. Psychiatric review of persons requesting euthanasia is relevant. It is not obligatory or emphasised in
those legislations allOWIng assIsted dying. Psychiatry needs to playa greater role In the assessment processes of euthanasia and PAS.

Keyword.
Euthanasia. physician-assisted suicide, depression, competency, suffering

Introduction
Over recent decades in several jurisdictions, including for a jurisdictions. Psychiatry needs to playa greater role in the
brief period the NorthemTen:itory of Australia, there has ongoing debates about euthanasia and contribute from the
been legislation for assisted dying for severe tenninal med- clinical, scientific, and ethical points of view (Naudts et al.,
ical illness. Legalised euthanasia and/or physician-assisted 2006),
suicide (PAS) are currently practised in the Netherlands,
Euthanasia is the· deliberate ending of another person's
Belgium, Estonia, Luxembourg, Albania, Switzerland and life athis or her request. Physician-assisted suicide (PAS) is
the US states of Oregon, Montana and Washington (Field defined as 'a doctor intentionally helping a person to com~
and Curtice, 2009). Assuring mental competency and the mit suicide by providing drugs for se1f-administration, at
exclusion of current psychiatric illness are tasks expected
of medical assessors, who are rarely specialist psychiatrists. Health Sciences Centre. University of Canterbury. Chris[c.hurch. New
Ryan (J 995) advocated mandatory psychiatric review of Zealand
persons requesting euthanasia, a view supported by the
RANZCP Section of Consultation-Liaison Psychiatry'S
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the person's voluntary and competent request' (Materstvedt
et aI., 2003). Withholding and withdrawing futile treatments and palliative or teoninal sedation are not considered
euthanasia (Materstvedt et aI., 2003). There are philosophical, religious, medical, financial and political arguments
opposing and supporting killing on request. Reports about
those countries and states with liberalised assisted dying
legislations are becoming available and pcovide important
insights into this practice.
The author has attended an estimated 10,000 terminally
ill hospice patients over the last two decades. Clinical practice moulds professional opinion. It is impossible not to be
influenced and biased by clinical experience, This article is
not a comprehensive review of the literature on assisted
dying. It is a selective review of published literature from
jurisdictions with assisted dying legislations by a clinician
working within a legal system prohibiting euthaoasia and
PAS, and with an interest in the psychiatric state of the
terminally ill.
Over the last 50 years, medicirie became scientifically
capable of artificially sustaining life. For the ftrst time the
very sick have options of living or dying. Assertive oncological treatments, aimed only to prolong life for weeks to
months, are allowing cancer patients to live longer. Critical
care and emergency medicine are able to salvage persons
suffering horrendous injuries and illnesses_ The survivors,
however, may endure major disabilities including psychiatric disorders. Cancer and AIDS have been converted into
chronic illnesses, allowing the accumulation of disease in
multiple organs, including the brain. The process of dying
is becoming increasingly fraught and difficult. Euthanasia
debates do not occur in societies -without health services
sufficiently affluent to be able to keep persons artificially
living (Spence, 2003). The fear of dying 'badly' (dysthanasia), rather than a fear of death) is a dominant concern of
developed societies. This is a new dliver of euthanasia for
which modern medicine is responsible. The psychology
and psychiahy of dying is becoming increasingly relevant
io those individuals whose quality of remaining life is deteriorating and who are experiencing ideations about hasten.
ing death.

Legalised PAS and euthanasia
In 1996, for the first time in history, a democratically
elected government in the Northern Territory made barh

euthanasia and PAS legal. The followingyeartheAustcalian
government overtw-ned this territory law. In 9 months,
seven patients had made formal use of this law and four
died under it. In the Netherlands, euthanasia and PAS have
been sanctioned and practised openly since 1991. The
Dutch criteria for euthanasia include competency but not
the exclusion of mental illness as prerequisites (Table 1)
(Field and Curtice, 2009; KNMG, 2011). In 2001, 2.8% of
an Dutch deaths were by euthanasia and PAS (van dec
Heide et aI., 2007). This percentage had fallen to 1.8% in
2005 (van der Heide et aI., 2007). Of a yearly average of
8400 requests, approximately 2400 are actually carried out
(KNMG, 2011). In most cases the estimated shortening of
Hre was rarely more than 1 month (van der Heide et a!.,
2003). In 1994 the US state of Oregon legalised PAS but
not euthanasia. This law was enacted in 1997. Tenninally
ill persons suffering 'incurable' and 'in'eversible' disease
considered to be in the last 6 months of life. who are capable of making. voluntary decision about their health care,
understand the infonnation provided, communicate a
choice, and not have a mental health condition that impairs
judgement, may request PAS. The patient is prescribed a
supply oftethal medication (a barbiturate) to be consumed
orally. About 50--60 persons/year die of PAS (about 0_2% of
all deaths). Between 1998 and 2004 only 326 prescriptions
were written, and 208 ended their life this way (36% dying
naturally) (Olcie, 2005). In 2010, 96 patients were recipients oflethal medication prescriptions and 59 are known to
have died ingesting the medications (Oregon Public Health
DNision., 2010). Similar legislation was passed in
Washington in 2008. Since 2010 doctors in Montana are
protected from prosecution for helping the terminally ill
die, providing the patient is competent Belgium legalised
euthanasia in 2002, but not PAS or any other fonns of Iifeshortening action (Field and Curtice, 2009). Belgium is the
only country in which mental suffering from either somatic
or mental disorder is explioitly acknowledged in law as a

Table I. Dutch euthanasia crir.erla. 2002 (Field and Curtice, 2009; KNMG, 20 II).
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valid basis for euthanasia (Naudts et al., 2006). The men-

tally ill person must be competent, continuously suffering
unbearably, repeatedly express and record a wish to die.

and be experiencing a severe and incurable disorder.
Euthanasia represented 1.9% of all Flemish deaths in 2007
(Smets et aI., 2010). Since 1942 the penal code in
Switzer~d has not criminaIised assisted suicide provided
the person who assists is Cmotivated by "unselfish" reasons'
(Field and Curtice, 2009). The Swiss law, when created, did
not envisage assisted suicide from a medical perspective
(Guillod and Schmidt, 2005). Active euthanasia is illegal. A
medical practitioner must assess the patient's decisional

capacity and prescribe the lethal dose. The patient must
directly administer thelethal barbiturate to themselves. The

person seeking assistance does not have to be terminally ill.
They do need to be 'unbearably suffering' or 'unreasonably
disabled', and consistently wish to die. Since 1998 nearly
1000 deaths have occurred under this arrangement inclUding nearly 100 British citizens, for the patient does not need
to be a Swiss national (Field and Curtice, 2009; Joffe,
2009). Of 1800 Swiss requests fur PAS each year, twothirds are rejected after screening Bnd half of the remaining
die by natural causes. leaving about 300 assisted suicides
each year (or 0.45% of deaths in Switzerland) (Hurst and
Mauron, 2003). In the UK assisting suicide remains illegal,
however encouraging suicide may not necessarily be prosecuted if the assistance is 'minor, reluctant and wholly
motivated by compassion' (Director ofPublic Prosecutions,
2010). However tbe Director of Public Prosecutions (DPP)
gives no specific assurance as to h.ow it may respond,
emphasising the uncertainty still existing regarding assisted
suicide in the UK.

Requests for assisted dying
It is uncertain how frequent the occurrence of unsanctioned
doctor-assisted dying is in counlries in which euthanasia is
illegal. Even anonymously, few clinidans are prepared to
reveal an iIIega] act Many relatives (and some doctors)
presume an analgesic dose several hours before death
caused death~ rather than easing pain until the imminent
natural death occurred. The classical example of this phenomenon is Dr Schur's ~voluntary euthanasia' of the

83-year-old Sigmund Freud, dying of a jaw malignancy
(Schur, 1972).
Public opinion polls suggest over 80% support euthanasia legalisation in the UK (Branthwaite, 2005). In most
developed countries a majority of the general population
appear supportive.. There is however a trend that as an individual moves from the street, to oncology outpatients, and
to hospice CaJ."C} their attitude toward liberalising euthanasia
rnel1ows. In the Netherlands 7% of all people whose death
is expected request euthanasia preceding their death
(Onwuteaka-Philipsen et a!., 2010). Having initiated the
process, 13% then withdraw (Jansen-van der Weide et aI.,
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2005). About 17% of Oregonians are potentially interested
in aid in dying, though only 1-2% actually request it
(Ganzini et al., 2008) and 36"10 provided a lethal prescription die naturally (Okie, 2005). In Canadian palliative care
patients 63% believed euthanasia should be legalised, yet
only 6% would wish to initiate the request (Wilson et al.,
2007). The proximity to tbe death bed contaminates opinion. This may also apply to medical practitioners. Doctors
are less often in favour of actively shortening life than are
the general public and nurses (Gielen et al., 2008).
Specialities such as palliative care, geriatdcs and oncology
appear more strongly opposed than intensive care physicians and medical students (Gielen et al., 2008; Marini
et al., 2006). The UK House of Lords (2005) summarised
doctors'views as "The closer their experience of end-of-life
patients, the less sure professionals are about the prospect
of a change of the law in favour of euthanasia'.
Requests for euthanasia are not UDrommon in medical
practice. It is reported that 47% of Australian doctors have
received at least one request for euthanasia (Stevens and
Hassan, 1994). GPs BTe the recipients of most requests, palliative medicine physicians probably the least. Patients
cared for at home are more inclined to request assistance
dying than those in hospital, who are more likely to request
non-treatment (Coben et aI., 2007).

Acceptable criteria
It might be reasonable to presume that those requesting a
hastened death would be frail and suffering severe (cancer)
pain or other unpleasant symptoms. In the Netherlands cancer is the most common diagnosis (74%) of the requesters,
7% have cardiovascular disease, and 5% severe pulmonary
disease. However relatively more patients (20%) with
motor neurone disease (MND) die due to euthanasia or PAS
compared with patients with cancer (5%) or heart failure
(05%) (Maessen et al., 2010). In 2000/01, 2.9% of the
requests for PAS were for psychiatric disease and 4.5% for
'weary oflife' (Rump et aI., 2005). The major specific reasons for the requests were fear of pain (37%), deteriorating
pbysical status (31%), hopelessness (22%), and dyspnoea
(15%) (Marcoux et aI., 2005). The most important concerns
were non-physical (Marquet et a!., 2003). Usually the concerns were multimctorial and included fears of dependence,
loss of autonomy, loss of dignity, being a burden on others,
and social isolation (Marquet et al., 2003). Loss of control
appeared to be a core influencing factor. The personal and
social factors were more relevant in encoumgingthe request
than the physical and psychiatric ones (Rietjens et aL,
2009). The characteristics oftbe 'weary' patients were old
age (average 81 years), 'reasonable' health, aloneness,
social isolation., and 'through or tired of living and physically deteriorating' (Rllrnp et aI., 2005). These discontented
citizens request ·suicide-by-doctor'. In only 20---30% of
those who request euthanasia is it performed, though none

AlIStralian & New Zealand Journal of PsY'!JLqJCh.,lf.~UJ11!9'JfJub.com,,[ Univ.,..iIy,,1 Ofago Ubr~an Mil)' e, 201S

Macleod

939

in the psychiatric group and 1% in the 'weary' group (R:urup
et aI., 2005). Thirty-nine per cent had died before the
request could be granted and 38% did not meet the necessary criteria to allow euthanasia (Onwuteaka-Philipsen
et al., 2010).
The Oregonian data suggest that patients do not request

PAS because of unrelieved physical symptoms, or inadequacy of palliative care services (most are simultaneously
enrolled in hospice programmes), and neither are they
depressed or socially vulnerable (Ganzini and Back, 2003).

They request assisted suicide for psychological and existential reasons: they value control, dread dependence on

others, are ready to die, and assess current quality afHfe as
poor (Ganzini and Back, 2003). The most important rea5005 for

their requests concerned loss of control, wishing to

die at home, loss of dignity and independence, conoems
about future pain, poor quality of life and self· care ability
(Ganzini et aI., 2009). Significantly the requests did not
relate to distressing physical symptoms, financial concerns
or poor social support. The concerns were about future
worries of declining welfare. The majority who request
PAS are in their seventh decade, well educated, middleclass, white, married, with cancer diagnoses, and complaining of loss of enjoyment and quality of life. The poor, the
ill-educated, the uninsured and those without access to palliative care are not those who request PAS. In Oregon
approximately one in two PAS requests are declined, usually because the patient does not suffer cancer (Ganzini
et aI., 2000).
Contrary to what may have been predicted (and is perhaps assumed by the general public), people request
assisted dying, if they have the legal opportunity to do so,
because of psychosocial, and not physical, symptoms.

Psychiatry in PAS jurisdictions
A critical component of the legal requirements introduced
for assisted dying is that of the role of the medical profession. Doctors are asked to assess the patient and opine upon
prognosis and mental status. In the termmally ill these are
not simple and straightforward clinical determinations.
In the Northern Territory the patient under the law had to
be certified to be of sound mind and making the decision
freely, voluntarHy, and after due consideration (Field and
Curtice, 2009). A psychiatrist was required to examine the
patient and confirm that they weIe not suffering from a
'treatable' clinical depression. Four of the seVen patients
considered (two died before the law came into effect, one
after its repeal) had some symptoms of depression. One,
despite Cllrfent depressive symptoms and a probable subtherapeutic dose of antidepressant, was considered to be
'depressed consistent with her medical condition'. The
other three to die were considered competent and not
depressed. The psychiatric assessment was mandatory, raising concerns regarding cooperation, honesty and trust

issues (Kissane et aI., 1998). Indeed one patient assessed
withheld relevant history. No ongoing assessment or psychiatric treatment was offered or proposed.
In the Netherlands physicians ask for a psychiatric evaluation for patients requesting PAS in only 3% of cases
(Ganzini and Lee, 1997). However if a psychiatrist or psychologist has already been involved in a patient's terminal
care it was twice as likely that a request for euthanasia be
made (likewise for palliative medicine involvement)
(Onwuteaka-Philipsen et al., 2010). This may merely be an
indication of case complexity. Since the law change in 2002
the person does not need to be competent when 'euthanased'. An advance request can be made, which remains
valid despite altering health status. In 2005, 20% of cases of
euthanasia and PAS went unreported and 0.4% of all deaths
were the results of the ending of life without any explicit
request by the patient (van der Heide et aI., 2007). The
Dutch medical fraternity believe that a person can have a
death wish and not be clinically depressed (Maessen et al.,
2010). To date most requests for those suffering mood disorders have been declined as there were still psychiatric
treatment options remaining (Field and Curtice, 2009).
Objective criteria assessing suffering are neither available
nor indeed possible. How the suffering is determined to be
·unbearable' rests upon the impression of the assessing
doctor for there is no formal definition of this term (Dees
et aI., 2010). Ultimately the decision to enact PAS rests on
how the doctor considers the patient's suffering. It could be
argued that it is not patients exerting autonomy, but doctors
exercising power.
In Oregon if the pl'imary physician believes a psychiatric disorder is present, the patient must be referred to a psychiatrist or psychologist. The limited ability by primary
care physicians to detect psychiatric disorder is well recog~
nised. Only 6% of Oregon psychiatrists were confident that
on a single consultation they could determine if mental disorder was influencing the request (Ganzini and Lee, 1997).
In 2010 only one of the 65 persons who died of PAS had
been referred forfonnal psychiatric or psychological evaluation (Oregon Public Health Division, 2010). Depression
(in Oregon) mayor may not invalidate a voluntary request,
and treatment of depression only improves the desire for
life-sustaining therapy in a minority (Ganzini and Lee,
1997; G.nzini et aI., 1994). The key task for psychiatry in
Belgium is the assessment of capacity. Normally the treating doctor will assess competency, except in those whom
the doctor thinks will not die in the foreseeable future
(Naudts et aI., 2006). A mandatory psychiatric referral then
occurs. These are generally those patients with mental illness (and without a terminal iI1ness). Mental disorder does
not necessarily imply incompetence and there are no established criteria for detennining whether a patient is competent to choose death by suicide.
The current provision of psychiatric assessment, as legislated in these jurisdictions, would appear to be inadequate
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to perform the difficult tasks expected. Not only is psychiatry rarely consulted, the Ihnited knowledge of the psychiatry of tenninal illness raises the probability that the legal

expectation of psychiatry is not achievable.

The psychiatry of dying
The prevalence of psychological distress and psychiatric
illness in the dying is significant (Macleod, 2011).
,Affectations of the brain and mind influence judgement and
decision making. Most tenninally ill people are at times
fealfuI and anxious. Serious emotional turmoil is com·

manly associated with incapacity (David et aI., 2010). At
least 15% of terminally il1 cancer patients are experiencing
major depression (Hotopfet aI., 2002), though this prevalence falls as death approaches (Macleod, 2011). A similar
number are dysthymic, dysphoric and demorali:sed (Kissane
and Kelly, 2000). Depression in the tenninally ill is a complex and difficult diagnosis to make and depressed and

demorabsed patients are not necessarily competent (Kissane
and Kelly, 2000). Delirimu is a common, ifnot inevitable,
syndrome during the final phase of a malignant illness. ]n
the terminal phase of life up to 80% become delirious
(Lawler et aI., 2000).
Assessing capacity in those requesting PAS is difficult
as the cognitive capabilities required to decide on rational
suicide are contestable. In the Netherlands consent is not
invariably given prior to assisted death. Euthanasia without
an explicit request from the patient amounted to 0.7% of all
deaths in the Netherlands in 2001, aod 0.4% in 2005 (van
dec Heide et a!., 2007). There had been discussion about the
act, or a previous wish of the patient for the act, in 60% of
these patients, as compared to 26% in 2001. Discussions
with relatives had occurred in 80010 and with colleagues in
65% of these cases, 10% of whom were unconscious at the
time of the decision and 14% incompetent owing to young
age. Termination oftife without request is more common in
Belgium, with 1.8% dying without an explicit request (a
weighted prevalence) in 2007 (Chambaere et aI., 2010). In
a sample of 208 deaths under the euthanasia law, representing 12% of the deaths during 2007 in Flanders, 32% were
administered life-endmg drugs without their explicit
request (Chambaere et at, 2010). The decisions to tenninate the lives of these elderly, hospitaHsed patients in
comatosed or demented states, who had previously indicated a wish for life not to be needlessly prolonged, were
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to the patient, family and healthcare provjders. When there
is no other medical means of relieving an unendurable
symptom, sedation may be the hutnane clinical option.
Palliative sedation is not euthanasia; the intent is to relieve
suffering, not to kill. In Belgium since 200 I the rate of
using continuous and deep sedation until death increased
fi'om 8.2% of all deaths in 2001 to 14.5% in 2007 in one
study (Eilseo et al., 2009) and fen from 7% in 1999/2000 to
1-2% since 2001 in another (Broeckaert et aI., 2011). In the
study by Chambaere et aI. (2010), opioids were used for
sedation in 83% of the cases (ofieo as the sole agent). This
suggests a very broad definition of pa1liative sedation.
There is solid evidence that the dose of opioid and its rate
of increase do not influence swvival at the end ofIire (Good
et aI., 2005), and indeed indications are that the duration of
life is actually prolonged by palliative sedation. Appropriate

opioid. neuroleptic and benzodiazepine prescribing does
not constitute the use of jIife-ending drugs'. Barbiturate
administration, hO'Wever~ does. Palliative sedation and the
doctrine of double elIect are issues potentially able to be
manipulated by advocates andlor critics of assisted dying.
In the Netherlands in 2001, 5.6% of deaths involved the
practice of 'ccntinuous deep sedation', and iu 2005 this figure was 7.1 % (van der Heide et ai., 2007). In palliative care
settings worldwide about 25% of dying patients receive
palliative sedation (Macleod, 2011).
It is claimed that there is no evidence from the Netherlands

or Oregon to justify concerns about the negative impact of
assisted dying legislation on potentially vulnerable groups,

such as older, uninsured, ethnic minorities, minors and disabled people (Norwood et al., 2009). The only group identified to have a heightened risk were people with AIDS
(Battin et aI., 2007). While in the Netherlands it is more
likely to ta1k about euthanasia than to die a euthanasia death
(Norwood et aI., 2009), as yet there is no compelling information from countries allowing assisted death that competency and consent issues are rigorously adhered to.
High desire to die is present in up to 17% of the palliative care popUlation (Nissirn et ai., 2009). In severely ill
patients, the will to live fluctuates (Cochinov et aI., 1995).
The will to live is determined more strongly by psychological variables until the last few days, when it is supplanted

made by medical staff in agreement with the family, usually
following a sudden decline in the patient's health, leaving

by physical variables such as pain and dyspnoea (Cochinov
ot aI., 1999). In tconinally ill cancer patients, psychOlogical
distress rather than pain and functional status is the most
influential factor detel1nining the desire for hastened death
(Mystakidou et aI., 2005). The strongest factors are hopelessness, depression and anxiety (Mystakidou et al., 2005).

them unable to communicate.
The accuracy of the figures on euthanasia is complicated

The wish to die is not stable, especially if mental health
problems are evident (Ganzini et aI., 2000). Major depres-

by how palliative sedation is defined. Palliative sedation
refers to the intentional clinical practice of suppressing

sion was diagnosed in 59% of hospice patients who persistently desired a hastened death, but in only 8% oftbose who
did not (Cochinov et aI., 1995).
In Oregon it is estimated that about 20% of those
requesting aid for dying are depressed (Ganzini et aI., 2000,

consciousness to control refractory symptoms (delirium.,
pain, dyspnoea, nausea, acute haemorrhage) during the last
days or hours of life, ina manner that is ethically acceptable
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2008), an expected incidence. Concerned that the professionals and family members involved with Oregon patients
who pursued assisted dying did not believe depression had

influenced their choice, and that in 2007 none of those who
died of PAS had been seen by a psychiatrist or psychologist) investigators studied the prevalence of depression and
anxiety in terminally ill people requesting aid in dying
(Ganzini et al., 2008). Although the investigators struggled
to recruit subjects, of 58 Oregonians 15 met the criteria for
depression (HADS and Beck, SCID-I), six of whom being
of the opinion that their depression influenced their preference for PAS. By the end of the stody42 had died, of whom
18 had been prescribed a lethnl dose, and nine had died by
this method. Three (17%) of these 18 decedents had met the
criteria for depression, though one had been successfully
treated for depl~ssion before her death. It would appear that
some cases of depression are missed or overlooked in the
medical assessments. Elevated prevalence of depression
has been determined in Swiss people seeking assistance to
die. The largest right-to·die organisation in Switzerland
(Exit) found 27% of those requesting assisted suicide
were 'depressed' according to their volunteer assistants
(Bosshard et aI., 2008), and 36% of hospitalised palliative
care patients demanding death were depressed (MoynierVantieghem et aI., 2010). However in neither of these studies was depression diagnosed according to accepted
research criteria.
Those Oregonians who received substantive intervention such as control of pain, hospice referral, psychosocial
and antidepressant medication. were more likely to change
their mind about PAS. They also had less advanced disease.
Eleven per cent had a change of mind after an antidepressant trial. Those whose decision altered were more ambivalent and unstable with regard to the initiall'equest, not as
hopeless, and had a few treatment options still available
(Ganzini et aI., 2000). In Oregon, no PAS patient has contacted emergency services after consuming the lethal medication, though this would need to be done within 25 minutes
(Okle, 2005). In the Netherlands 13% had a change ofnlind
(Jansen-van der Weide et a1., 2005)_ This was less likely in
the terminal phase and more likely if there were mental
health probleolS. Instability of attitude concerning PAS,
generally toward rejection of an earlier supportive view,
occurred in 8-26% of non-terminally ill h05pitalised
elderly American patients, particularly if depression lifted
(Blank et al., 2001). A study of depressed geriatric patients'
preference for life-sustaining therapy found that 25%
showed an increased desire for such therapy after treatment
for their depression (Ganzini et al., 1994). mAIDS patients
with desire for hastened death, 27% of whom had major
depressive illness, those who responded well to antidepressant treatment after 2 months dwmatically reduced their
wish for an early death (Breitbartet al., 20iO). The 37% of
patients whose depression did not respond had no major
alteration in their desire to die early. Depression does not

inevitably account for desire for death but there is a possibility that treatment of depression may alter significantly
the incidence of PAS requests_ Existential variables may
have a stronger effect on the desire to die than psychological and psychiatric ones (Cochinov et aI., 2005). The desire
for death may be driven by the intoleIllble future rather
than the intolerable .present (Sullivan, 2005). Spiritual
well-being (a sense of meaning and peace) is an important
modifier of the desire to die, and even if depressed, it is
protective (McClain-Jacobson et aI., 2004). The percentages of patients changing their view about PAS, perhaps
10---15%, whilst small, would be considered to be an unacceptably high operating mortality in surgical practice. Of
additional concern is the clinical impression that by offering further treatment options (such as chemotherapy for the
cancer patient), the patient's view about euthanasia may
alter. This underlines the fickleness of hastened death
ideation.
Suicidal thoughts occur in as many as 45% oftenninally
ill patients, though these are usually fleeting and often associated with feelings of loss of control and anxiety about the
future (Bloch, 2000). The frequency of completed suicide
in the cancer population is about twice that in the general
population (Misono et aI., 2008), with the highest risk in
the months after diagnosis (Crocetti et at., 1998). Suicide is
the cause of death in less than [% of the cancer population
and the risk is very low in the terminal phase (Nissim et aI.,
2009; Ripamonti et at, 1999). 'Psychological autopsy'
studies suggest that 80% of persons with cancer who committed suicide were clinically depressed, about the same as
for those suicides without cancer (Henrikson et aI., 1995).
Relatively few terminally ill patients kill themselves, yet
some wish to be killed by their doctor. Finlay (2003) suggests that suicide and euthanasia are driven by fundamentally different needs, the fanner by depressive illness, the
latter by a desperate way to gain the last vestige of control
over a situation. Historically society has viewed suicide as
a mortal sin, a criminal offence, a mental il1ness, and since
the 1970s Western society has started to consider suicide as
a calculable category of risk (McManus, 2005). Identifying
and attending to these risk factors, thereby preventing suicide, has become a major public health issue_ To dissuade
the general community from committing suicide, and
yet allow it in specific instances, risks complicating suicide
prevention education_
Conversations about dying, death and suicide are important components of the practices of palliative medicine and
psychiatry. For some 'euthanasia talks' (the negotiations
around the request and the process) are in themselves
apparently therapeutic. Euthanasia practice in the Nether~
lands typically involves extensive deliberations with the
patient, the majority of which do not end in a euthanasia
death (Norwood et aI., 2009). Paradoxically, these discussions tend to affirm social bonds, social life and life. This is
consistent with the findings that advance care planning can

Dowi'iIOlldcdfrom.,n~.sage~tJb,""'mftlU~i""rWLyoro~q~i.PIIY'\'~t'lew Zealand Journal

of Psychiatry. 46(10)

I

I

942

positively enhance rather than diminish patients' hope
(Davison and Simpson, 2006). The provision of a 'lethal
bullet' may result psychologically in an enhancement ofthe

patient's control over their desperate predicament, an
improvement of their esteem and a reinvigorated wish to
live until natul'e determines otherwise. Referring to
Oregonians who decide not to ingest the prescribed barbinlrate, Quill (2005) connnented that: 'Perhaps the knowledge
that they could end their life ifthey so desired makes them
feel less trapped - therefore freer to keep going'. It may he
that a planned and orchestrated death, and the avoidance of

an uncomfortable death-bed vigil, may filciIitate less traumatic grief reactions for family and friends (Swarte et aI.,
2003). However most working in palliative care obseJ.ve
the heJping and healing dynamics offamiHes during those
final days, but there is no doubt that some individuals and
families may prefer o~dered and sanitised death.

Assisting dying
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onto their books and they are withdrlIWing from the process. For their own seifRprotection some doctors in the
Netherlands apparently attempt to avoid involvement in
euthanasia cases (Stevens, 2006).

Euthanasia and psychiatry
Relatively rarely do patients request assisted dying in
jurisdictions in which it is legal. If they do so the clinical
problems initiating the request are psychosocial and existential rather than medical. There are psychiatric concerns
about euthanasia and PAS, yet psychiatry is infrequently
consulted and involved in the decision-making processes.
Literature from C01.Ultries and states with Iiberalised
assisted dying laws and the palliative medicine literature
are indicative of some specific areas of concerns regarding
the mental status of those· requesting hastened dying. The
oscillations of the wish to die of the terminally ill, the difficulties of diagnosing major depression toward the end of
life, the effect of depression and demoralisation on eutha
nasia requests, and of what constitutes fitness to commit
on rational suicide are significant and as yet unresolved
clinical issues. Concerns of a 'slippery slope' remain, for
competency determinations appear not to be strictly
adhered to in some jurisdictions. Subjective medical
impressions of suffering need to be supplanted by solid
objective evidence-based literature and clinical guidelines.
Medical practitioners. of euthanasia and PAS appear reluctant and increasingly unenthusiastic participants in the
processes. 'Euthanasia talks' may be therapeutic but
medicinal killing, despite the informative experiences of
jurisdictions in which it has been legalised., remains a con
troversial practice.
Every doctor has attended patients whose quality of
life is poor and where no effective treatments are known
or available. Psychiatrists are faml1iarwith resistant affective disorders, chronic unremitting psychoses, and intractable anorexia nervosa. If legal liberalisation occurs the
obvious evolution of pro-euthanasia advocacy is towards
addressing those with intractable mental disorders and
those weary with life in general. Psychiatry should be
forewarned.
The euthanasia debate will not vanish from modem
society. Society and politics will ultimately determine the
legality of assisted dying in any connnunity. As yet psychiatry does not have the expertise or the will to 'select'
those whose wish for a premature death is rational, humane
and <healthy'. Whether the profession will ever achieve this
knowledge is uncertain. But until this is obtained doubts
and concerns about assisted dying within psychiatty (and
medicine) will persist.
R

Doctors may buckle with the psychological issues associated with their dying patient. The fatigued, hopeless and
despairing doctor confronted by a patient requesting
assisted suicide may more easily acquiesce or subtly
encourage the act. Clinicians burdened with the care of the
very sick, who are frustrated by therapeutic impotency,
struggling to communicate effectively, and seduced by the
apparent rationality ofthe request. may become. like their
patient, supportive and implicit in quickening death (Kelly
et aI., 2003).
KiHing patients is a role most doctors appear neither to
wish nor want. It may be, not surprisingly, distressing for
the practitioner. In the 1990s 75% of Dutch doctors
expressed feelings of discomfOlt following euthanasia,
58%, following assisted suicide, and 34% foHowing life
ending without an explicit consent (Haverkate et al.,
2001): 'Many physicians who had practiced euthanasia
(in the Netherlands) mentioned that they would be most
reluctant to do so again' (van der Maas et a1., 1991). In
Oregon doctors attending persons requesting PAS report
being intimidated by patients to assist, and of being powerless to influence the decision-making process (Stevens,
2006). In the USA 53% of physicians who reported participating in ellthanasia or PAS were comforted from having helped the patient, 24% regretted being involved and
16% reported that the emotional burden of performing
euthanasia or PAS had adversely affected their medical
practice (Emanuel et aI., 1998). Oregon doctors who had
participated, particularly those involved in the early years,
acknowledged the difficulties it aroused emotionally.
They consider themselves insufficiently prepared, fearful
of making errors, and being personally damaged by the
experience (Dobscha et aI., 2004). It appears that the personal and professional experience of therapeutically killR
ing is discouraging doctors from accepting these patients

R
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