IN THE HIGH COURT OF NEW ZEALAND
WELLINGTON REGISTRY

CIV-2015-485-235

UNDER The Declaratory Judgments Act 1908 and the
New Zealand Bill of Rights Act 1990
BETWEEN LECRETIA SEALES
Plaintiff
AND ATTORNEY-GENERAL
Defendant

AFFIDAVIT OF UDO SCHUKLENK
AFFIRMED / S~ APRIL 2015

RUSSELL MCVEAGH A S Butler | C J Curran | C M Marks
Phone +64 4 499 9555
Fax +64 4 499 9556
PO Box 10-214
DX SX11189
Wellington

2876662



I, Udo Schuklenk, of Kingston, Ontario, Canada, Professor, affirm:
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Introduction
| have been asked to give evidence concerning:
(a) The background and scope of the Report of the Royal Society of

Canada Expert Panel: End-of-Life Decision Making (2011)
("Report") (annexed hereto as "US-1");

(b) The methodology of the Report;

() The main conclusions of the Report;

(d) Peer reaction to the Report; and

&) ggﬁ information gathered following publication of the Report in

I consider myself to be qualified to give evidence on the issues | have
been asked to consider. Ta the extent in this affidavit | express opinians,
I confirm that such matters are within my areas of expertise and
experience.

| confirm that | have read the High Court Code of Conduct for Expert
Witnesses as set out in schedule 4 of the High Court Rules. | agree to
comply with that Code.

Personal profile
In respect of my credentials:

(a) | am a Professor of Philosophy in the Department of Philosophy
at Queens University in Canada. Prior to taking on this role, |
was a professor at Glasgow Caledonian University in Scotland
and, before that Head of the Bioethics Division in the School of
Clinical Medicine at the University of the Witwatersrand in South

Africa.
(b) [ currently hold the Ontario Research Chair in Bioethics.
(c) | have alsa taught at the Monash University’s Centre for Human

Bioethics in Australia and the University of Central Lancashire in
the United Kingdom.

(d) I am a joint editor-in-chief of the journal Bioethics, the official
journal of the International Association of Bicethics. | am the
founding editor of the journal Developing World Bioethics. | have
previously been the editor of the Monash Bioethics Review.

(e) I have a PhD in Bioethics from Monash University in Australia.

A copy of my curriculum vitae as annexed as exhibit "US-2" to this
affidavit.
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The Report of the Royal Society of Canada Expert Panel: End-of-Life
Decision Making (2011)

In 2009, the Royal Society of Canada ("RSC") commissioned a panel of
six international experts ("Panel") to conduct a Report on End-of-Life
Decision Making.

The RSC convenes expert panels to provide independent,
comprehensive and evidence-based expert advice on key issues of public
policy within Canada.

The reports of the expert panels are peer reviewed. The peer review
process involved:

(a) The appointment of a Peer Review Monitor (in this instance Dr
Conrad Brunk, Professor of Philosophy and former Director of
the Centre for Studies in Religion and Society at the University
of Victoria, Canada) to oversee the peer review process, name
the peer review panel, and monitor the responses of the Panel
to the peer review comments.

(b) The peer review panel is tasked with addressing whether:

(i) The panel satisfactorily addressed the study
requirements as contained in the terms of reference.

(i) The draft final report cites, and relies upon, the up-to-
date academic literature, as published in peer-reviewed
journals and books in all of the relevant subject areas.

(iif) The arguments advanced by the panel, in response to
the terms of reference, display the requisite range,
balance, appeal to evidence, and consideration of
diverse perspectives in its response to the relevant
literature.

(iv) The arguments advanced by the panel display the
requisite degree of conceptual and analytical rigour
and any policy recommendations are well-supported by
evidence and argument.

The Panel was appointed on the recommendation of the Scientific
Advisory Committee on Expert Panels. The Committee provides a list of
the areas of expertise needed in the panel, the individuals recommended,
and the other candidates considered to the President of the RSC. The
overriding criterion for appointment is the specific academic and
professional expertise required in light of the terms of reference for the
project. The Committee will also consider the size of the panel, the
appropriate distribution with regard to gender, geographical region,
seniority and the university where a faculty appointment is held, as well
as representation of those working in both official languages.

The Scientific Advisory Committee appointed me to chair the Panel. The
other 56 members of the Panel were:

(a) Professor Jocelyn Downie, Professor in the Faculties of Law and

Medicine, former Director of the Health Law Institute at
Dalhousie University, Halifax, Nova Scotia, Canada;
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(b) Professor Sheila McLean, Chair of Law and Ethics in Medicine
at Glasgow University and Director of the Institute of Law and
Ethics in Medicine at Glasgow University, Scotland;

(c) Professor Ross Upshur, Canada Research Chair in Primary
Care Research and Professor of the Dalla Lana School of Public
Health at the University of Toronto, Canada.

(d) Professor Johannes J M van Delden, Professor of Medical
Ethics at Utrecht University, the Netherlands and President,
Council for International Organizations of Medical Sciences; and

(e) Professor Daniel Weinstock, Professor of Law at McGill
University, Montréal, Quebec, Canada and Director of the McGill
Institute for Health and Social Policy.

Together, our areas of expertise covered bioethics, clinical medicine,
epidemiology, health law and policy, and philosophy.

Prior to my appointment as Chair of the Panel, | had not taken a position
on the subject matter we were to consider, although | had been critical of
religious opposition to assisted dying both in respect to its consistency
with belief about the afterlife and because of the substantial human
suffering that could result from adopting that position. However, during
the Panel process, and especially at the first meeting of the Panel, | made
it very clear that | would not support a Report that recommended
decriminalisation of assisted dying unless | was completely satisfied that
concerns associated with decriminalisation, particularly relating to the
assertion of a slippery slope in jurisdictions that had decriminalised
assisted dying at the time, were not warranted.

At the outset, therefore, there was no expectation that the final report
would be unanimous. Panel members discussed the possibility of drafting
dissenting or concurring opinions. [t was agreed that a majority opinion
was not to be presented as a unanimous opinion and that dissenting
opinions would be included in the report. There was no desire to achieve
consensus at all costs. However, the Panel did reach a unanimous
position. The unanimous Final Report of the Panel, published in
November 2011, is annexed to this Affidavit.

The purpose of the Report was to trigger and contribute to a process of
public reflection on important public policy issues surrounding assisted
death. The Report was intended to engage with new evidence and
arguments in a balanced, thorough and informed way to provide a base
for Canadians and policy makers to participate in an informed debate.
Specifically, the Panel was tasked with summarising and critically
evaluating the weight of evidence on the questions posed to it, based on
published, peer-reviewed literature. The objectives of the Report are set
out at pages 5 and 6 of the Report.

The methodology of the Report

The Panel was announced on 27 October 2009 and released its report on
15 November 2011. Each member contributed their own expertise and
experience. Additional research was conducted as required, primarily by
way of literature review. Drafts were edited in a collaborative and
iterative manner.
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The enquiry was thorough and comprehensive. The Panel reviewed
empirical evidence including empirical evidence on the experiences of
other jurisdictions, literature on moral and ethical analysis, and literature
on legal arguments. Where there were contesting viewpoints or
evidence, the Panel reviewed the validity and reliability of all viewpoints
expressed and evidence presented in the literature.

The main conclusions of the Report

The Report consists of five sections, the conclusions of which are set out
in the following pages of the Report:

(a) Canadian social attitudes and practices towards end-of-life care:
pages 27-28.
(b) An overview of what we understood to be the legal status of the

various forms of assisted death in Canada: page 36.

(¢ The ethics of assisted death: pages 68-69.

(d) Intermational experience with laws on assisted dying: pages 89-
90.
(&) Recommendations for reform: the recommendations are

discussed at pages 91-102.

For the purposes of my evidence, | will focus on the aspects of the Report
relevant to the ethics of assisted death, the international experience with
laws on assisted dying, and the limitations of palliative care.

The ethics of assisted death

In respect of the ethics of assisted death, the Panel sought to identify
core values on which Canadians broadly agree, and to investigate the
implications of those values for the ethics of end-of-life care. These
values were identified as the core values underlying the Canadian
constitutional framework and the Canadian Charter of Rights and
Freedoms. In particular, the core value of respect for individual autonomy
and self-determination is identified. The Panel also recognised the
importance of protecting vulnerable people in Canada's constitutional
tradition.

The core propositions advanced in the Report relating to ethics are:

(a) The value of individual autonomy and self-determination shouild
be seen as paramount but not exclusive. It can be conditioned
and limited by considerations to do with safety and security of
the person as well as equality.

(b) A conception of autonomy takes shape in the doctrine of
informed choice. This requires that competent patients are not
subject to medical treatment unless they have given voluntary
and informed consent.

(© There is a moral right, grounded in autonomy, for competent and
informed individuals who have decided after careful
consideration of the relevant facts, that their continuing life is not
worth living, to non-interference with requests for assisted death.
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(bb) there are moral costs associated with the
prohibition, including needless suffering and
thwarting of autonomy;

(cc) there are paradigm cases of competence and
incompetence; it is not inherently vague.

iii) The causal slippery slope argument is supported or
undermined by empirical evidence. Evidence from
other jurisdictions does not support the causal slippery
slope argument. The factors that proponents of this
argument identify point towards safeguards that could
be implemented rather than towards total prohibition.

| emphasise here the point made earlier at paragraph 14, namely that
there was no expectation or requirement of unanimity of the Panel. The
conclusions we reached on the ethics of assisted dying emerged from
rigorous debate, detailed consideration of the various viewpoints, and an
attempt to see past our own perceptions (and these were diverse) in
order to bring nuance to the issues.

International experience with laws on assisted dying

The Panel described the regulation of assisted dying in The Netherlands,
Belgium, Luxembourg, Switzerland, Oregon, Washington State and
Montana. The focus of this description was two-fold:

(a) the nature of the legal mechanisms and regulatory regimes used
in each of thase jurisdictions; and

(b) what happened following the introduction of each system.

To obtain this information, the Panel conducted thorough literature
reviews of empirical, legal, and ethical research.

The nature of the legal mechanisms used in each permissive system is
described at pages 70-84 of the Report.

The empirical research into the practical experience in The Netherlands,
Belgium, Switzerland, Oregon and Washington is discussed at pages 84-
89 of the Report. The Panel noted:

(a) The incidences of euthanasia and assisted suicide within those
jurisdictions prior to, and after, the introduction of a permissive
system.

(b) The circumstances of the patients that made use of the assisted

dying services.

The Panel carefully considered the empirical evidence relating to the
question of whether a slippery slope has developed in jurisdictions
permitting assisted dying. The Panel found no evidence of this.

In regards to the jurisdictions for which evidence was available, the Panel
found:

(a) the incidence of non-voluntary cases of assisted death did not
increase after assisted death was legalised;
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(b) an open and liberal policy may lead to a reduction in non-
voluntary assisted dying;

(c) there was no evidence from The Netherlands that society's
vulnerable would be at an increased risk of abuse in a more
permissive regime;

(d) there was no evidence that pemmitting doctors to provide
assisted death in appropriate cases has damaged the
relationship between doctor and patient; and

(e) there was no evidentiary basis for the fear that decriminalisation
of assisted dying would relax the inhibitions that medical
professionals presently feel for resorting to assisted dying in all
but the most extreme contexts.

The limitations of palliative care

The Panel strongly endorsed all efforts to increase the quality of, and
access to, palliative care. It recognised the important role that palliative
care can play with assisting many people to have a good end-ofife
experience.

However, the Panel formed the view that palliative care should not be
considered to negate the need to recognise the right to assisted dying in
appropriate circumstances:

@) Not all patients want palliative care and palliative care cannot
help all patients.

(b) Even if palliative care could be improved, society should not be
required to wait until that improvement has occurred before it
recognises the autonomy grounded right to assisted dying.

Publication of, and reaction to, the report

The Report was published in the English language both as an Open
Access special supplement in the journal Bioethics as well as an Open
Access document produced by the Royal Society of Canada. It was also
published as a French language Open Access document produced by the
RSC. Combined, these documents have been cited in the academic
literature as well as in court decisions at least 48 times.

The Report was discussed in the Canadian Medical Association Journal
(sent to all Canadian doctors who are members of the Canadian Medical
Association), as well as the Brtish Medical Journal and other such
medical outlets.

The Report achieved its goal of raising public awareness and debate on
the issue of physician assisted dying. The Report received a massive
media response:

(a) our press conference was carried live on national TV news
networks;
(b) the Globe and Mail, Canada's national quality broadsheet,

editorialised in support of our findings;

i U



(c) the CBC, our national broadcaster, produced a series of
documentaries on assisted dying; and

(d) our findings were reported extensively in the international press.

33. In my view, the Report contributed to or initiated an intensive national
debate on assisted dying.

34. For completeness, | note that one newspaper blog cited a Montreal-
based law professor who claimed that a particular survey shows that
Canadians are in favour of improving palliative care rather than
decriminalising assisted dying. The Panel was blamed for not having
taken this survey into account in our report. However, the survey
referenced is not at variance with the polls we cited in our Report. The
survey was also methodologically suspect as it offered those surveyed
the choice between either palliative care or the decriminalisation of
assisted dying. Evidently, there is no reason why one could not have
both.

35. in addition, | note that in a National Post article, Alex Schadenberg (head
of Canada's Euthanasia Prevention Coalition) critiqued the Panel for lack
of balance among members. | do not accept that criticism. | had no
decision-making powers with regard to the Panel's final composition, but i
am satisfied that the composition of the Panel was selected to achieve
balance across areas of relevant expertise. In addition, as noted earlier,
there was no expectation of unanimity among the Panel at the outset; that
emerged as we worked our way through the issues in a considered,
scientific way. In fact, when our work began, | stressed that | would only
be able to support conclusions supporting the decriminalisation of
assisted dying after | was satisfied that slippery slope concerns did not
withstand scrutiny. The evidence that persuaded me on this can now be
found in the Report.

New information gathered and developments following publication
of the Report in 2011

36. One of the central concerns raised by opponents of assisted dying has
traditionally been the worry that decriminalisation would invariably lead
society down a slippery slope from reasonably uncontroversial cases to
abuse of the vulnerable. The Panel went to great lengths to evaluate the
available empirical evidence from jurisdictions that have decriminalised.
Since our report was published a number of surveys have been published
that confirm our main conclusion, namely that there is no evidence that
the decriminalisation of assisted dying leads societies down slippery
slopes toward the abuse of vulnerable people." One survey of European
jurisdictions notes that the average person asking for assisted dying is an
elderly, middle-class, well-educated male, late stage cancer patient.

37. Since our Report was published, the province of Quebec has enacted
legislation that permits assisted dying in the province. lts rationale was
that assisted dying is part and parcel of health care, and health care is a
provincial matter. Quebec did this prior to the Supreme Court of Canada's

B Onwuteaka-Philipsen et al "Trends In end-of-life practices before and after the enactment
of the euthanasia law in the Netherlands from 1990 to 2010: a repeated cross-sectional
survey" (2012) 380(9845) The Lancet 908.

2 N Steck, M Egger, M Maessen, T Reisch and M Zwahlen "Euthanasia and Assisted Suicide in
Selected European Countries and US States: Systematic Literature Review" (2013) 51
Medical Care 938.

1







i
‘;;13-‘?'9
3¥1

Nicles

1
i1

uk

Tocelvn Dow

i3




Acknowledgments

This Report would not have been possible without the support of many people. First and
foremost we thank both the staff and elected representatives of the Royal Society of Canada for
their support throughout this project. William Leiss (RSC/Ottawa) in particular has been
wonderfully supportive from the inception to close to the end of this project. At different times
Andrew Ross (Queen’s), Kelley Ross (Toronto) and Ricardo Smalling (Queen’s) assisted us
capably as Research Assistants. Heather Cyr (Queen’s) and Andy Visser (Queen’s) undertook
copy-editing responsibilities with superb professionalism. A number of colleagues read earlier
drafts of this document or parts of this document, and provided us with critical, constructive
feed-back, including Dan Brock (Harvard), Helga Kuhse (Monash), Oliver Sensen (Tulane),
Peter Singer (Princeton), and Robert Young (LaTrobe). Helpful advice was rendered by Carlos
G. Prado (Queen’s). We thank the significant number of anonymous peer reviewers appointed by
the Royal Society of Canada as well as its Peer Review Monitor. Their diligent and detailed
criticism of our first draft led to significant improvements.

170 Waller Street, Ottawa, ON KIN 9B9 « Tel: 613-991-5642 « www.rsc-sreca | 1



Table of Contents

Acknowledgments

Introduction
1. Introductory Remarks and Objectives
2. Terminology
3. Qutline

Chapter One: End-of-Life Care in Canada
1. Introduction
2. Canadian Experience at the End of Life
a. Mortality and Life Expectancy Trends in Canada
b. Lacation of Death
c. Quality of and Access to Palliative Care
3. Expanding the Range of Palliative Care
a. Dementia
b. Chronic Kidney Disease
¢. Congestive Hear! Failure
d. Chronic Obstructive Pulmonary Disease
e. Disability
4. Demographic Transition in Canada
a. Aging '
b. Diversity
c. First Nations
5. Advance Directives and Substitute Decision Making
6. Sedation Practices
7. Paediatric End of Life Care
8. Attitudes of Canadians Toward Voluntary Euthanasia and Assisted Suicide
a. General public
b. Health Care Professionals
c. Patients
9. Internmational Comparisons
10. Conclusions

Chapter Two: The Legal Landseape

1. Introduction

2. Withholding and Withdrawal of Potentially Life-sustaining Treatment
a. Relatively Clear and Uncontroversial
b. Less Clear and More Controversial
c. Very Unclear and Very Controversial

3. Potentially Life-shortening Symptom Relief
a. Somewhat Clear and Relatively Uncontroversial

170 Waller Street, Ottawa, ON K1N 9B9 « Tel: 613-991-5642 » www.rsc-ste.ca | 2

0 O\ th th

10
11
1
11
12
12
13
13
14
14
15
16
o)
17
17
18
21
22
23
23
24
25
26
27

29
29
29
29
31
32
33
33




4.

Terminal Sedation
a. Very Unclear and Potentially Very Controversial

5. Assisted Suicide

6.

7.

a. Very Clear and Very Controversial
Voluntary Euthanasia

a. Very Clear and Very Controversial
Conclusions

Chapter Three: The Ethics of End of Life Care

1.
2.

h

N th At

7.

8.

Introduction
Core Values
Autonomy
Moral and Legal Rights
Autonomy and Assisted Death
Limits to the Right to Medically Assisted Death
a. No inference from the right to refse treatment to the right to asssted death
b. A priori arguments: Suicide is not choice-worthy
c. A Priori arguments: Suicide offends against human dignity
Arguments Against the Legal Right to Assisted Death
a. Medical Professionals
b. Slippery Slopes and the Protection of the Vulnerable
Conclusions

Chapter Four: Interaational Experience with Laws on Assisted Dying

1.
2.

3.
4.

S.

Introduction
Mechanisms for Change to Law and/or Practice
a. Judicial Decisions
b. Prosecutorial Charging Guidelines
¢. New or Revised Laws
i. The Netherlands

ii. Belgium
iii. Luxembourg
iv. Oregon

v. Washington State
d. Evolution of Practice Without Legal Chang
Elements of Regulated Permissive Regimes
Practical Experience
a. Data on Voluntary Euthanasia and Assisted Suicide
i. The Netherlands
ii. Belgium
~ iil. Switzerland
iv. Oregon
v. Washington State
b. Stippery Slopes?
Conclusions

170 Waller Street, Ottawa, ON KIN 9B9 - Tel: 613-991-5642 « www.rse-sreca | 3

34
34
35
35
35
35
36

-

37
40
42
44
45
46
46
50
51
59
60
63
68

76
70
70
70
72
76
76
78
79
80
80
81
83
84
&84
84
86
86
86
87
88
89




Chapter Five: Proposals for Reform
1. Introduction
2. Withholding and Withdrawal of Potentially Life-sustaining Treatment

91
91
91

a. Valid refusals by competent adults (or legally authorized substitute decision-makers) 91

b. Mature Minors
¢. Unilateral Withholding and Withdrawal
Advance Directives
Palliative Care
Potentially Life-shortening Symptom Relief
Terminal Sedation
Assisted Suicide and Voluntary Euthanasia
a. Legal Mechanisms
i. Criminal Code Reform
ii. Prosecutorial Charging Guidelines
ii1. Diversion Programs
b. Core Elements
i. Assisted Suicide and/or Voluntary Euthanasia
ti. Features of the Person
iil. Features of the Decision
iv. Features of the Person’s Condition
v. Features of the Request for Assistance
vi. Features of the Provider
vii. Oversight and Control
Endnotes

NSk W

170 Waller Street, Ottawa, ON K1N 9B9 » Tel: 613-991-5642 « www.rse-stc.ca | 4

92
92

93

9
95
95
95
96
96
97
97
100
100
100
100
100
101
101
101
102




INTRODUCTION
1. Introductory Remarks and Objectives

The last comprehensive federal public policy report on assisted death in Canada was published
15 years ago.! Since then much has taken place in this area. Advance directives legislation has
been introduced and reformed in a number of provinces and territories.Z A substantial number of
court cases have involved various aspects of assisted death. A number of these high-profile cases
have captured public attention and been reported extensively in the national press; the names of
Nancy Morrison, Samuel Golubchuk, Robert Latimer and Evelyn Martens are but a few
examples known to many Canadians because of their connections to these widely -reported,
high-profile end-of-life cases.” Beyond our borders, assisted suicide or voluntary euthanasia is
now legal in at least seven jurisdictions. They are the Netherlands, Belgium, Luxembourg,
Switzerland, Oregon, Washington State, and Montana.* In addition, prosecution policy in
England and Wales has been clarified to make 1t clear that not all instances of assisted suicide
will result in prosecution.®

Despite all of this activity, three very important features of the landscape have not changed. First,
public support for the decriminalization of assisted suicide and voluntary euthanasia remains
high (a substantial majority of Canadians support the decriminalization of assisted dying).
Second, the issue of decriminalization remains very contentious and polarized. Third, regardless
of this support and no doubt in part because of this contentiousness, assisted suicide and
cuthanasia remain prohibited activities under the Criminal Code of Canada.®

It is, therefore, an apt time to revisit the public policy questions surrounding assisted death in
light of new evidence and arguments. In 1995 a majority of the Special Senate Committee on
Euthanasia and Assisted Suicide recommended continuing to treat euthanasia as murder (albeit
with a lesser penalty), and keeping the assisted suicide provision in the Criminal Code.” Will a
careful consideration of these issues come to the same conclusions in 2010?

In order to address this question, and to both catalyze and contribute to a process of public
reflection on these critically important public policy issues, the Royal Society of Canada
established this Expert Panel on End-of-Life Decision Making (RSC EOL Panel) with the
following objectives:

There is a large body of medical science evidence that, if summarized for the pubhc would be
helpful to their consideration of the issue.

1. The public could also benefit from a presentation of evidence about actual experience
from the various jurisdictions that permit physician-assisted death.

2. The public would also benefit greatly from having a careful, balanced review of various
pros and cons of decriminalization of physician-assisted death from well-reasoned ethical
and legal standpoints. '

3. Many medical personnel would also benefit from having all the issues laid out in a
comprehensive and sensitive way.

4. The Panel should consider proposing policy recommendations for public consideration

170 Waller Street, Ottawa, ON KIN 9B9 » Tel: 613-991-5642 « www.rsc-sre.ca| 3




that are the results of its review.

5. The members of the RSC EOL Panel are experts in the following areas relevant to the
issues the Panel was tasked to address: bioethics, clinical medicine, health law and
policy, and philosophy.

The members of the Panel met in person and conducted business via e-mail and phone. Panel
members brought their own expertise and experience to the project and additional research was
conducted as required. Drafts were circulated and edited through a collaborative and iterative
process.

This document presents the unanimous Final Report of the RSC End-of-Life Panel. The Panel
trusts that it will serve as a marker for the beginning of a new conversation about end-of-life law,
policy, and practice in Canada. The Panel notes that the conversation will require mutual
attention and respect and acknowledges the many important interests at stake and values in play.
Passions run deep in discussions about end-of-life matters. However, even in the face of
profound disagreements (about, for example, the values of autonomy and life), it is possible—
and indeed necessary—for those involved in the conversation to listen carefully to all positions
presented and to work together to find a policy position consistent with the core features of
Canada’s parliamentary democracy and our Charter of Rights and Freedoms® The Panel hopes
that, through this conversation, all stakeholders will find common ground to better respond to the
wishes and needs of Canadians at the end of their lives.

2. Terminology‘9

It is particularly important to define the terms employed in discussions about assisted death.
Frequently people discuss these issues at cross-purposes, using the same term to describe
different practices or using different terms to describe the same practice. This leads oftentimes to
unnecessary and unproductive confusion and conflict. As there are, by necessity, no objectively
true definitions of the terms needed to discuss assisted death, the Panel stipulates the following
definitions for the purposes of this Report:

o “Withholding of potentially life-sustaining treatment” is the failure to start treatment that
has the potential to sustain a person's life. An example is not providing cardiopulmonary
resuscitation to a person having a cardiac arrest.

o “Withdrawal of potentially life-sustaining treatment” is stopping treatment that has the
potential to sustain a person's life. An example is the removal of a ventilator from a
patient with a devastatingly severe head injury after a motorcycle accident with no
prospect of improvement.

s “Advance directives” are directions given by a competent individual concerning what
and/or how and/or by whom decisions should be made in the event that, at some time in
the future, the individual becomes incompetent to make health care decisions. An
example is a woman who has signed a document that states that, should she fall into a
persistent vegetative state, she does not wish to receive artificial hydration or nutrition,

170 Waller Street, Ottawa, ON KIN 9B9 » Tel: 613-991-5642 « www.rse-sre.ca | 6




Or, as another example, a man who has signed a document that states that, when he is
incompetent, he wishes his wife to make all health care decisions on his behalf. There are
two kinds of advance directives: instruction directives, which establish what and/or how
health care decisions are to be made; and proxy directives, which establish who is to
make health care decisions.

“Potentially life-shortening symptom relief” is suffering control medication given in
amounts that may—but are not certain to—shorten a person’s life. An example is giving
ever-increasing levels of morphine necessary to control an individual’s suffering from
terminal cancer when the morphine is known to potentially depress respiration even to
the point of causing death (but it is not known precisely how much is too much as the
levels are slowly increased).

“Palliative sedation™ is an umbrella term used to explain intermittent and continuous as
well as superficial and deep sedation. The most contested subtype of palliative sedation
is known as “terminal sedation.”

“Terminal sedation” is potentially life-shortening deep and continuous sedation
intentionally combined with the cessation of nutrition and hydration.

“Assisted suicide ” 1s the act of intentionally killing oneself with the assistance of another.
An example 15 a woman with advanced ALS who gets a prescription from her physician
for barbiturates and uses the drugs to kill herself.

“Voluntary Euthanasia™ is an act undertaken by one person to kill another person whose
life is no longer worth living to them in accordance with the wishes of that person. An
example is a man bedridden with many of the consequences of a massive stroke whose
physician, at his request, gives him a lethal injection of barbiturates and muscle relaxants.

“Unilateral” means without the knowledge of or—less commonly—against the wishes
of the patient or patient's substitute decision-maker. An example is a physician who
writes a Do Not Resuscitate order on a patient’s chart without consulting the patient or
the patient’s substitute decision-maker,

“Competent” means capable of understanding and appreciating the relevant information
and the nature and consequences of the decision to be made. It is important to note that
competence is decision-, time-, and place-specific and that individuals may be competent
for one decision (such as what to eat and drink) and not another (such as whether to
refuse surgery) and may be competent one day and not the next.

“Voluntary” means in accordance with the wishes expressed by a competent person or
through a valid advance directive.

“Non-voluntary” means without the knowledge of the wishes expressed by a competent
person or through a valid advance directive.

170 Waller Street, Ottawa, ON K1IN 9B9 ¢ Tel: 613-991-5642 « www.rsc-stc.ca | 7



“Involuntary” means against the wishes expressed by a competent person or through a
valid advance directive.

“Assisted dying” is an umbrella term used to describe the full spectrum of conduct
defined above that contributes to the death of an individual.

3. Outline

This Report proceeds as follows:

First, the Panel describes what is known about social attitudes and practices with respect
to the full spectrum of end-of-life care in Canada. The Panel considers: the Canadian
experience at the end of life with respect to mortality and life expectancy, location of
death, and quality and access to palliative care; expanding the range of palliative care
beyond cancer; demographic transition in Canada with respect to aging and cultural and
ethnic diversity; sedation practices; and paediatric end-of-life care. The Panel also
considers practices with respect to substitute decision making for those who have never
been or are no longer capable of making their own health care decisions. This section
ends with a review of survey results of the attitudes to end-of-life issues among health
professionals and the public in Canada and abroad.

Second, the Panel presents an overview of the legal status of all of the various forms of
assisted death in Canada. The law is relatively clear and uncontroversial with respect to
the withholding and withdrawal of potentially life-sustaining treatment in some
circumstances (for example, competent adults), but unclear and controversial in others
(such as withholding or withdrawal from mature minors and unilateral withholding and
withdrawal). The law is insufficiently clear, but relatively uncontroversial, with respect to
potentially life-shortening symptom relief. It is unclear and controversial with respect to
terminal sedation. And, finally, the law is clear and very controversial with respect to
agsisted suicide and euthanasia.

Third, the Panel turns its attention to the ethics of assisted death. It grounds the
subsequent analysis in core values central to Canada’s constitutional order, explores ways
in which legal rights can be argued for, and shows how autonomy (the principal core
value) can best be protected through legal rights. Applying this to the issues of assisted
suicide and euthanasia, it concludes that there is a strong argument for a moral right to
choose euthanasia and assisted suicide and that the arguments others have proposed to
support limiting these rights are flawed. The Panel considers arguments concerning
autonomy and dignity. The Panel also engages with a number of arguments that have
been particularly enduring in this area: for example, the distinction between deliberately
killing and letting die; the doctrine of double-effect (also known as the intention-foresight
distinction); and arguments about slippery slopes. A number of myths and logical errors
commonly found in the literature and public debate on these topics are exposed in this
chapter. - '
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¢ Fourth, having concluded that, on ethical grounds, Canada should have a permissive yet
carefully regulated and monitored system with respect to assisted death, the Panel turns
its attention to the question of how to achieve such a system. To assist with answering
that question, the Panel describes the regulation of assisted death in those jurisdictions in
the world where assisted suicide and/or voluntary euthanasia have, to some extent and by
various means, become more permissible (whether by legislative changes such as in
Oregon, or changes in prosecution policy such as in England and Wales). The
experiences in the Netherlands, Belgium, Luxembourg, Switzerland, Oregon, Washington
State, and Montana, are reviewed with a particular focus on how permissive systems have
been designed—what legal mechanisms have been used and what positions have been
taken on key decision points within permissive regimes—and what has happened
following the introduction of a permissive system.

e Fifth and finally, the Panel provides recommendations with regard to the provision of
palliative care in Canada, as well as recommendations for reform with respect to the
various forms of assisted death canvassed in the Report. These recommendations are
based on the crtical foundation laid m the preceding four chapters. The
recommendations, of necessity, are directed at a range of agents, since the jurisdiction
over these activities is dispersed among different levels of government and sectors.

A review of the national press over the past eighteen months reveals how topical the issue of
assisted death is in Canadian culture. In the Spring of 2011, three cases were filed in British
Columbia each, in effect albeit via different paths, challenging the Criminal Code prohibitions
against assisted suicide and euthanasia.1® On June 8, 2010, a major report was issued by Senator
Sharon Carstairs revealing ongoing problems with access to quality palliative care for
Canadians.’ On April 21, 2010, the latest in a long string of private members’ bills to
decriminalize assisted suicide and euthanasia was defeated in the House of Commons,'? despite a -
2010 poll indicating that a majority of Canadians support the legalization of euthanasia.”® In the
Spring of 2010, a non-partisan Committee of the Quebec National Assembly studied the issues
and launched a public consultation process.'* Theése are strong indications that Canadians are,
and should be, engaged in a process of deliberation over the legal status of assisted death in
Canada. The Panel offers this Report as its contribution to this important public policy debate.
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CHAPTER ONE: END-OF-LIFE CARE IN CANADA
1. Introduction

The spectrum of issues associated with end of life—such as advance-care planning, assisted
suicide and euthanasia—are matters of great public interest and concern. Determining the
relative merits of various policy and legislative options depends as much upon a detailed
understanding of current social attitudes and contemporary realities of death and dying in Canada
as it depends upon legal and philosophical analysis. For an informed discussion of assisted
suicide and euthanasia as last-resort interventions, it is important to understand current
epidemiological, clinical and policy forces that can influence the need or desire to access these
modalities at the end of life.

End of life can be understood as a continuum of events starting with the diagnosis of one or more
serious illnesses or injury. Each of these conditions has a trajectory, some more predictable than
others. The range of illnesses relevant to end-of-life decision making is broad; this range
encompasses the leading causes of death in the population such as cardiovascular disease,
pulmonary disease and cancer. There are many transitions in health status on the path from
diagnosis to treatment and, finally, death. Understanding how this process works and how well it
is managed in Canada will help to set the context for the consideration of the legal and ethical
issues that attend decisions at the end of life. Facts inform the law and ethics, but they do not
determine them. ' ' ‘

There is good reason to be concemned with the state of end-of-life care in Canada. Canada ranked
in the top ten in a recent report from the Economist Intelligence Unit comparing the quality of
death in 40 countries. Canada scored well for quality of end-of-life care and access to opiates for
pain control. However, it was in the middle of the pack in terms of public awareness of end-of-
life care and scored poorly in terms of costs. The report states that the “medicalization of death in
Canada has engendered a culture where many people are afraid to raise the topic of death.”"’

This chapter comprises several sections, including an examination of how and where Canadians
are dying, as well as the changing demographic landscape (specifically an aging and increasingly
diverse population and exponential growth in chronic diseases relevant to end-oflife
discussions). This chapter includes a survey of research and policy literature to identify
important considerations in the provision of quality end-of-life care. Several elements of quality
end-of-life care are important here, including both access to palliative care services to mitigate/
manage symptoms and provide comfort to the dying, and the use of advance directives to ensure
that treatment wishes at the end of life are respected when an individual is no longer competent
to make decisions, or is incapable of expressing wishes. In this chapter, Canadian attitudes
towards assisted suicide and euthanasia are examined and compared with other nations.

The research in this section is drawn from the academic literature and relevant non-academic
sources such as government reports. Preference is given to Canadian reports, data sources and
published studies. Systematic reviews of both relevant literature and recently published
international studies are also included.

170 Waller Street, Ottawa, ON K1N 9B9 « Tel: 613-991-5642 « www.rsc-sre.ca | 10




2. Canadian Experience at the End of Life
a. Mortality and Life Expectancy Trends in Canada

The latest data for deaths in Canada is from the Statistics Canada report Deaths 2007 released on
23 February 2010. This report highlights significant changes in life expectancy in Canada.
Essentially, the most important gain in the decade from 1995-97 to 2005-07 is an increase of 2.3
years in life expectancy at birth. This gain was higher among men; male life expectancy at birth
rose by 2.9 years in this time frame; for women it increased by only 1.8 years. Most significantly,
life expectancy at age 65 is 19.8 years — meaning that a person at the age of 65 in 2007 has a life
expectancy of about age 85. This is an indication that Canadians are living longer, as increased
life expectancy of those at age 65 accounts for 70% of the total increase in life expectancy at
birth.

In 2007 there were 235,217 deaths, representing a 3.1% increase from the previous year.
However the age-standardized death rate of seven deaths per 1,000 members of the population
remained stable. In general, the mortality rate is higher in men than women. The mortality rate
per 1,000 members of the population has a J-shaped curve. The death rate per 1,000 members of
the population is 5.1 per 1,000 people under one year of age. However, for those aged between
one to four, and 35 to 39, the death rate per 1,000 members of the population is under one per
1,000. The death rate generally tends to increase dramatically after age 60. The mortality rates
per 1,000 members of the population in 2007 were: 8.2 per 1,000 of those aged 60-64; 13.3 for
those aged 65-69; 21.4 for those aged 70-74; 34.9 for those aged 75-79; 58.4 for those aged 80-
84; 100.6 for those aged 85-89; and 196.5 for those 90 years and over. This indicates clearly that
the vast majority of deaths occur in advanced age groups.

Among the top ten leading causes of death in 2007, chronic diseases predominate. Cancer,
cardio/cerebro-vascular diseases, and chronic lower respiratory diseases account for 62% of
deaths in Canada. Alzheimer’s disease and kidney disease are also important causes of death.

b. Location of Death

Research suggests that most Canadians desire to die at home. Studies conducted on locations of
death over the past decade have shown some trends in that direction; however, the vast
proportion of deaths—particularly those associated with chronic diseases—occur in institutional
settings. Statistics Canada data indicate that 68.6% of Canadians die in a hospital and 31.4% die
elsewhere. There is, however, considerable variance across Canada. Quebec and Manitoba have
the highest rates of death in hospital at 86% and British Columbia has the lowest at 49.5%.

Wilson and colleagues studied 1,800,318 deaths from 1994-2004 across Canada (excluding
Quebecl®). A decline in hospitalized deaths was found (77.7% dropped to 60.6%). These authors
~ noted that this decline did not vary by age, gender, marital status, or whether the deceased lived
in an urban or rural locale. Hyland and colleagues note that the majority of deaths in Canada
occur in hospitals with a substantial proportion occurring in special care units. They argue that
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this phenomenon raises questions about the appropriateness and quality of current end-of-life
care practices in Canada.'? . :

¢ Quality of and Access to Palliative Care

The Panel’s review of the literature indicates that most Canadians die principally of old age and
progressive ill health. It is estimated that 95% of deaths would benefit from palliative care, yet as
many as 70% of Canadians lack access because hospice and palliative care programmes are
unevenly distributed across Canada. Thus, concerns are expressed about uncoordinated and poor
quality end-of-life care, a point that recurs in the literature over the past decade.28

As Chochinov and Kristjanson note, there will be an approximate doubling in the number of
seniors in the next 20 years, largely driven by the baby boom, which exacerbates the need for
discussion of end-of-life issues.2? They conclude that costs at the end of life are considerable and
that costs of care are highest the greater the distance from the home setting, It should be noted
that family costs at the end of life are substantial and are often not factored into cost analyses.
Also, some treatments given to dying patients are costly while yielding little benefit. There are
few financial supports for families to take leave from work to assist in end-of-life care. Indeed
the Carstairs report identified several mechanisms to reduce the financial burden of end-of-life
care and facilitate family involvement in that care. Teno and colleagues, in a study published in
the Journal of the American Medicine Association in 2004, indicate that there are considerable
unmet needs for symptom amelioration, physician communication, and psychosocial support for
dying 'individuals and their family members.20 Those who receive palliative care services at
home are more likely to report a favourable dying experience.

In 2000, the Quality End-of-Life Care Coalition of Canada released an action blueprint to ensure
access to high-quality palliative care for all Canadians. However, in a ten-year report on the
progress towards reaching their goals, they note that, despite some success, most Canadians still
do not have access to palliative care services. They state:

In 2007, the federal government disbanded the End-of-Life Care Secretariat and stopped work on the
national palliative and end-of-life care strategy. Although palliative and end-of-life care have been
included in other national strategies, such as the cancer, heart health and HIV/AIDS strategies, few
specific steps have been taken to enhance services for people who are dying or to support their
caregivers.

3. Expanding the Range of Palliative Care

Historically, end-of-life decision making and considerations of palliative care centred on the
management of end-stage cancer and the treatment of associated pain. An aging population and
the increase of chronic diseases have expanded the need for end-of-life planning and palliative
care for a broader range of conditions. Four chronic diseases pose particular challenges for end-
of-life care. They are dementia, kidney disease, heart disease (particularly chronic congestive
heart failure), and chronic ebstructive pulmonary disease. Recent Canadian studies have noted
significant unmet needs in patients with these diseases and identified opportunities for improving
care, as well as noting the need for further research.

170 Waller Street, Ottawa, ON KIN 9B9 « Tel: 613-991-3642 » www.rsc-sre.ca | 12




a. Dementia

Dementia and cognitive impairment raise particular challenges for end-of-life care. Canadians
are developing dementia at such a rapid rate that dealing with the problem will cost a total of
more than C$870 billion ($835 billion) over the next 30 years. The Alzheimer Society of Canada
states that more than 103,700 people developed dementia in 2008 in Canada, a country of around
33 million.22 By 2038, 257,800 new cases per year are expected.

Dementia poses unique ethical challenges at the end of life, as cognitive impairment often
negates the capacity of individuals to make and express autonomous choices. Preferences
expressed when competent may change as cognition declines, giving rise to complexities with
regards to ascertaining what the true preference for care may be. The UK based Nuffield Council
on Bioethics produced a comprehensive report on ethical issues surrounding dementia. 23 The
report, based on extensive public consultation, provides a comprehensive overview of the many
ethical issues raised by the provision of dementia care including a comprehensive discussion of
palliative care and end-of-life decision making. The Council notes that patients with dementia
are less likely to be offered palliative care services compared to those without dementia.

In comparison to the UK, there is a relative lack of research on the perspectives of Canadian
patients with dementia toward end-of-life care. This is a concern, given the rapid rise of this
disease in the aging population and the corresponding need to equip health care practitioners to
manage these patients’ unique and complex needs as the disease progresses to terminal status. A
lack of adequate training and education in palliative care (in general and specifically related to
patients with dementia) across various health care disciplines is a constant theme in the palliative
carc literature.?* Research on caregivers of dementia patients is more widely available, and
focuses especially on the burdens—emotional, physical, psychological, and financial—
associated with caring for these patients. In a recent survey of Canadian caregivers of patients
with Alzheimer’s disease and other dementia-related diseases, respondents reported negative
effects on emotional health including: increased depression; stress and fatigue; stress on
finances; and stress on their work situation, including being forced to retire early or reduce work
hours.25 This survey also reports that the greatest burden is placed on live-in caregivers versus
those who do not live with the patients.26 Canadian nurses in a long-term care setting have
reported other factors in caring for dying patients with dementia that complicate care
management. For example, the patient’s inability to recognize his or her own terminal decline,
the difficulty in predicting the disease trajectory, and dealing with the “responsive, self-
protective behaviour” of the patients while trying to comfort them?’. These findings suggest the
need for interventions to help address the pressures on caregivers of patients with dementia and
challenges in managing their care.

b. Chronic Kidney Disease

Chronic kidney disease is another key cause of mortality in Canada. Davison evaluated the
preferences of patients with chronic kidney disease (CKD) related to end-of-life care.28 She
notes that little research has been conducted to assess patients’ preferences, in spite of the high
mortality rate in this patient population. Her survey of 584 CKD cases shows that participants
rely on the nephrology staff for extensive end-of-life care needs not currently systematically
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integrated into their renal care, such as pain and symptom management, advanced-care planning,
and psychosocial and spiritual support. Additionally, patients report poor knowledge of their
options with respect to palliative care as well as their illness trajectory. Only a small minority of
patients (10%) said they had had a discussion about end-of-life care with their nephrologist
during the past 12 months. Significantly, 61% of patients say they regretted their decision to start
dialysis. Davison concludes that the needs of patients with CKD are not met by existing end-of-
life practices.

¢. Congestive Heart Failure

A substantial number of deaths occur each year from cardiovascular disease (CVD). In their
recent study, Howlett et al note that the current model of care focuses on acute exacerbations; a
comprehensive approach to managing the inevitable death that ensues from cardiovascular
disease does not exist.2? They advocate the need for a comprehensive strategy which would
incorporate end-of-life planning and care; this would foster earlier and more integrated
comprehensive care. The key elements of this strategy involve the provision of advance-care
planning, palliative care, hospice care and advance directives, with a focus on decision making
and planning. Howlett and colleagues argue that end-of-life planning and care should be a
routine part of the assessment of any patient with CVD, and should be reassessed whenever
important clinical changes occur. They note the need for further research into effective end-of-
life planning and care and recommend that heart failure be considered an ideal condition for
implementing and testing of interventions to improve end-of-life planning and care.

Strachan and colleagues surveyed 106 patients with advanced heart failure in five Canadian
tertiary care centres to elicit their perspectives about end-of-life care, including their preferences
and level of satisfaction with different aspects of end-of-life care.3? The goal was to identify key
opportunities from the patients” perspectives for improving end-of-life care for patients with
advanced heart failure. A significant opportunity for improvement is indicated by feedback on
“patient fears about burdening their family with their increasing physical or emotional needs”31.
Another significant opportunity for improvement arises from patient feedback about “the lack of
a clear plan of care and health services available at the time of hospital discharge™32. Here, the
opportunity is to develop an adequate, individualized plan of care following hospital discharge.
Further opportunities for improvement pointed out by the study are to provide effective pain and
symptom relief as well as to promote open and honest communication among patients, families,
and care providers (for example, regarding the trajectory of the disease, risks and benefits of
treatment options, etc.). The three aspects ranked most important by patients are: to avoid life
support when there is no hope of a meaningful recovery; to have doctors communicate
information; and to avoid being a burden on their family. '

d. Chronic Obstructive Pulmonary Disease

Rocker and colleagues surveyed 118 Canadian patients with advanced chronic obstructive
pulmonary disease (COPD) to elicit their perspectives about end-of-life care.33 They point out
that little is known about what quality end-of-life care entails from the perspectives of patients

with COPD. ' ‘ '
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The results show that patients with COPD consider these elements most important:

¢ To not be kept on life support when there is little hope for a meaningful recovery
(54.9%).

* To have relief of symptoms (46.6%).

¢ To have an adequate plan of care and health services available upon discharge from the
hospital (40.0%). '

¢ To have trust and confidence in physicians (39.7%).

¢ Not to be a physical or emotional burden on their family (39.6%).

With respect to patients’ current care, an important finding is that less than one-third of patients
were completely satisfied with: the adequacy of information they received about their disease
(including the risks and benefits of treatment options); confidence in their physicians; and
knowledge of which physician was in charge of their care. This finding strongly indicates areas
for improvement.

A qualitative study of Saskatchewan intensive care unit (ICU) clinicians involved in end-stage
COPD management sought perspectives on obstacles to providing quality care for individuals
with COPD who die within the critical-care environment.34 Difficulties in palliating dyspnea
(breathlessness) and anxiety were associated with caregiver feelings of helplessness, empathy
and fears about “killing the patient”. A sense of futility, concerns about “torturing the patient”
and questions about the patient/family's understanding of treatment pervade much of the
discourse about caring for people with advanced COPD in the ICU. The need to prioritize care to
the most unstable ICU patients meant that patients with COPD discussed in the study did not
always receive the attention clinicians thought they should ideally have.

e. Disability

There is a dearth of empirical literature describing end-of-life care, palliative care and attitudes
towards assisted suicide and euthanasia concerning disabled populations in Canada. It is fair to
say that there is no consensus among this group. Some disability activists have raised cencerns
that more permissive legislation will have a negative impact on such groups, many of whom
have suffered from stigma, bias and marginalization. Furthermore, prevailing attitudes towards
disability engrain beliefs that censider such lives as undesirable and erode sufficient resistance to
public policies that could hasten death.35 Others, however, argue that persons living with
disabilities should have their autonomy respected (historically, there have been significant
violations 'of their autonomy) and that such respect includes respecting their wishes in regard to
assisted suicide and euthanasia. Arguments against a permissive regime, they argue, disrespect
their capacity for self-determination.

Stienstra and Chochinov note the comparative neglect of the special considerations raised by

disability in the field of palliative care and propose a vulnerability model of palliative care to
incorporate the unique features of disability in palliative care.36
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4. Demographic Transition in Canada
a. Aging

With the current demographic transition and increasingly effective medical therapy, individuals
are living longer, but are also accumulating more chronic diseases. This is particularly true for
people over the age of 65. This group constitutes the fastest growing segment of the Canadian
_ population, and consumes the largest amount of health care resources, specifically in terms of
physician visits, home care resources, and pharmacotherapy. Chronic disease management itself
has been identified as an important emerging issue in health care37; 81 per cent of community-
dwelling seniors report having a chronic health condition.38

Policy documents project that the peak of the so-called Baby Boom generation will surpass age
65 sometime between 2015 and 2033, and this population-aging effect—resulting from increases
in life expectancy and past cycles in fertility—will place pressure on the Canadian health care
system. The pressure on the health care system stems from the substantial increase in health care
needs and expenditures once individuals reach age 65.39 Seniors (people aged 65 and older)
represent 12.7% of the population and account for roughly 30% ($36.3 billion) of the total
economic health care burden. This population has the highest hospital care expenditures at $10.2
billion. Seniors account for 22.8% ($2.7 billion) of physician care expenditures, 20.2% ($2.5
billion) of drug expenditures, and 33% ($11.0 billion) of mortality costs.

Greater reporting of long-term disability costs and the greater number of elderly people with
chronic conditions account for the large difference between long-term and short-term disability
costs. Leading factors responsible for long-term disability are musculoskeletal conditions,
followed by cardiovascular conditions, nervous system conditions, and injuries. Seniors alone
account for over 33% of the long-term disability for cardiovascular diseases. With respect to
prescription drug expenditures, seniors account for 54.3% ($963 million) of expenditures for
cardiovascular diseases, followed by endocrine and related diseases (34.8%), musculoskeletal
diseases (25.8%), digestive diseases (25.4%), respiratory diseases (15.4%), and mental disorders
(13.4%). Seniors account for almost 50% ($413 million) of Canadian prescription drug
expenditures for hypertension and arthritis ($129 million), and for nearly 66% for ischemic heart
disease ($331 million).*0

These dramatic trends have also exposed limitations in informal care and community care
models and—with attendant wait times in the health care system and the decreasing availability
of primary care physicians—have led some to question who will care for the oldest Canadiansl,
There are substantial issues regarding a profound lack of understanding of the death and dying
experiences of older individuals. However, health status becomes more heterogeneous in late-
life. As Hallberg notes in a critical literature review, empirical studies on the perspectives of
older people—particularly the oldest age groups—are few.*2 A wide range of common themes
emerged in this review including readiness to talk about death and dying, conceptions of death,
after-death and dying, and the impact on (and of) those close by. The latter topic had both
negative and positive connotations for respondents, especially related to balancing closeness
with being a burden and with dependency. Other topics included death anxiety and its possible
antecedents, the fine line between natural sadness and suffering from depression, and worry
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about the end-of-life phase.
b. Diversity

As well as an aging population, Canada is becoming a more culturally diverse nation with
increasing heterogeneity with respect to ethnic origin, languages, health practices, and core
beliefs. A March 2010 Statistics Canada report indicated that by 203 1, between 25% and 28% of
the population could be foreign-born; 55% of this population is expected to be born in Asia; and
between 29% and 32% of the population could belong to a visible minority group.* Such
diversity reinforces the need for culturally sensitive end-of-life care and, ultimately, a deeper
understanding of the underlying values and preferences of minority groups related to death and
dying. For example, research has shown that some Chinese Canadians—a large and diverse
minority group whose perspectives on health are often influenced by Confucianism, Buddhism
and Taoism—hold negative feelings toward advance directives, believing that it is unrealistic or
even unwise to make predictions about one’s future health when not currently facing health
issues.#* [t is commonly assumed that in Chinese culture the topic of death and dying is largely
avoided, or that Chinese families prefer to conceal the prognosis from a dying relative to avoid
causing him or her harm (or vice versa).*> By contrast, Feser and Bon Bernard studied-a group of
Chinese elders in Calgary and found that, contrary to cultural stereotypes, many Chinese
respondents who were educated about palliative care want to be informed about illness.6

The Canadian South Asian population is another large and growing minority group whose beliefs
about death and dying—as well as preferences about end-of-life care—stem from different
religious faiths including Islam, Hinduism and Sikhism. In a Health Canada-sponsored study on
advance-care planning led by Con, respondents from South Asia viewed terminal illness as
“God’s wish™, and so they did not want to discuss or plan for their death.4” They aiso believed
that attempting to predict one’s future and end of life would ultimately draw it nearer, which Con
suggests points to the need to ask culturally sensitive questions about end of life without
explicitly revealing that their purpose is that of advance-care planning.#® Further research is
needed on cross-cultural perspectives to gain a clearer and more in-depth understanding of how
health practitioners can provide end-of-life care that is culturally appropriate and does not
inadvertently impose dominant Western values regarding death and dying.4?

c. First Nations

First Nations® perspectives on end-of-life care and related policies require special consideration
in light of historical disadvantage and injustice. Kelly and Minty conducted a literature review of
end-of-life issues in the care of Aboriginal people.50 They highlighted the sparseness of rigorous
studies in this field and noted that many traditional Aboriginal perspectives differ from the
viewpoints of other Canadians. Some elderly Aboriginals, for example, believe that truth-telling
about diagnosis may be dangerous to one’s health, which contrasts with mainstream Canadian
values, and further creates a challenging communication barrier at the end of life.”’ There is also
a diversity of beliefs between and within Aboriginal communities, owing to differences of

"traditional, acculturated or religious perspectiv;es”.52

Currently, many Aboriginal people living in remote communities are transported to large urban
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centres to die, despite a study showing that the majority of Aboriginals interviewed would prefer
to die at home, in the company of friends, family and their culture.” It is crucial that non-
Aboriginal Canadians seek to better understand the unique and diverse preferences and values of
Aboriginal people toward the end of life so that their interests are better served. Ellerby and
others outlined important guidelines for caring for Aboriginal people, including: respecting the
individual; practicing conscious communication; using interpreters; involving the family;
recognizir;g alternatives to truth-telling; practicing non-interference; and allowing for Aboriginal
medicine. : :

5. Advance Directives and Substitute Decision Making

Advance directives are one form of advance care planning. They permit competent individuals to
state their preferences for end-of-life care at a time in the future when they are no longer
competent or able to speak for themselves. Advance directives take many forms. They can be
instruction directives or proxy directives. Instruction directives contain information about what
decisions should be made or how (e.g., about values, goals of therapy and preferences for care in
a variety of clinical scenarios), whereas proxy directives indicate the individual(s) who will make
decisions on behalf of the patient should the patient lose competence. Advance directives statutes
are found in almost all jurisdictions in Canada, though there are variations between provinces
and territories with respect to the processes to be followed. Details on the legal status of advance
directives and substitute decision making are presented in Chapter Two.

Studies consistently show that, although competent adults wish to be involved in making
decisions about their health care, so that their preferences can be respected, and although they
trust family members and others to be substitute decision-makers, they fail to complete advance
directives or communicate their preferences for end-of-life care to family members or significant
others.

In its 2010 draft framework for advance care planning,5® the Canadian Hospice and Palliative
Care Association noted that the Canadian public supports advance care planning but a relatively
small number of Canadians actually engage in it. A poll conducted by the Association in 2004
found:

+ Eight in ten Canadians agree that people should start planning for end of life when they
are healthy. '
70% of Canadians surveyed have not prepared a living will.

s  47% of Canadians have not designated a substitute decision-maker to make healthcare
decisions for them ifthey are unable.
Fewer than 44% Canadians have discussed end-of-life care with a family member.
Although Canadians feel that end-of life care is an important discussion to have with a
physician, only 9% have done so. '

Martin, Emanuel, and Singer, in the November 2000 volume of the medical journal The Lancet,

describe a patient-centred approach to advance-care planning.5¢ This includes specification of
the goal of advance-care planning and the role of advance directives as an assisting tool (and not
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the central defining feature of advance-care planning). The best form of advance directive
contains both instruction and proxy directives and ensures that the people who should be
involved in care planning should include not only loved ones but health care professionals who
are involved in the care the patient. Successful advance-care planning should be evaluated not
simply in terms of completion of the paper form, but also in terms of the extent to which patients
feel in control of their destinies and family members feel relief from the burdens of decision
making at the end of life.

Research also indicates that advance directives, even if completed, are often not followed. For
example, a study examining nurses by Levoix, Blondeau, and Godin shows that the knowledge
of the patient’s wishes has a significant effect on nurses’ choice of level of care in the absence of
a living will.?7 Fifty-nine percent of nurses would choose the more intensive level of care that
would result in potentially over-aggressive therapy, whereas, in the presence of a living will,
only 31% would choose this level of aggressive care. However, it is important to note that 31%

would still choose the more aggressive course even in the presence of an advance directive .

instructing a contrary course.

Many studies have been .done to improve the implementation and uptake of advance directives,
Two systematic reviews have been completed. Bravo, Dubois and Wagneur reviewed evidence
regarding the effectiveness of interventions in promoting advance directives for health care as
well as research.58 This review of 55 studies was conducted because of the uncertainty around
what works best and in what patient populations. Most groups of subjects were educated in a
single session led by one health care professional. The largest set of single-arm studies revealed
an overall advance directive completion rate of 45.6%. Multi-variable analyses identified that
providing oral information over multiple sessions is the most successful intervention; this
indicates the importance of educational interventions in increasing the use of advance directives,

Patel, Sinuff and Cook conducted a systematic review of educational advance—care planning
interventions directed at patients without terminal illness to determine their influence on the
completion rate of advance directives.>® The review was based on nine randomized controlled
trials, involving 3026 patients, and tested a variety of interventions delivered by health care
professionals, designed 1o educate patients about advance directives. The effectiveness of these
interventions is both clinically important and statistically significant, as reflected by the 3.71
(1.46; 9.40) overall odds ratio for the completion of an advance directive. The authors of the
study conclude that advance directive completion rates—documenting patient preferences for
end-of-life care—may be increased by simple patient-directed educational interventions.

Molloy and colleagues, in a randomized controlled frial on implementing an advance directive,
demonstrated an increase in completed advance directives by participants when they are
educated about them.8° They also demonstrated statistically significant reductions in health costs
with fewer hospitalizations per resident and less resource-use per patient in the intervention than
in the control group. They also documented that completion of an advance directive is not
associated with increased mortality.

Health care providers in Canada are generally supportive of the use of advance directives. Kelner
and colleagues interviewed 20 physicians and 20 nurses at a major Canadian teaching hospital to
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elicit their views and experiences related to the use of advance directives in clinical care.61 All
but one of the physicians and all of the nurses supported the use of advance directives—both
instruction and proxy directives. The participants said that advance directives are helpful for:
resolving disagreements between patients and their families about treatment options; making
patients more physically and psychologically comfortable during the process of dying; and
opening up communication and trust among patients, their families and health care professionals.
The participants, however, raised the following concerns about the use of advance directives: the
lack of clarity in some patients' instructions (such as when the advance directive is not clearly
worded or is too vague); the possible interference with a practitioner's clinical judgement (such
as when there is a conflict between a patient’s instructions and the practitioner’s clinical
judgement); the adequacy and appropriateness of patients' information about their circumstances
{such as when it appears that the patient did not have sufficient information about the clinical
situation and options to make an informed decision about future freatment); and the type of
intervention requested by patients (for example, if the patient indicates that active measures be
taken to end his/her life, the participants felt that such a request could not be honoured).

Hughes and colleagues explored Ontario family physicians’ attitudes, experience, and knowledge
related to advance directives in a 1992 study.6? The results show that 86% of the physicians
surveyed support the use of advance directives, but only 19% had ever discussed them with more
than ten patients. 80% of physicians surveyed had never used advance directives in managing an
incompetent patient, and of the physicians who had done so, more than half report that they had
not always followed the directions contained in the directive.

Blondeau and colleagues assessed the beliefs that influence nurses’ intention to respect or not
respect an advance directive document.53 306 nurses who work either in a long-term care centre
or in a hospital centre offering general and specialized care completed a multi-statement
questionnaire. The results show that nurses have a strong intention to comply with advance
directives written by patients. Blondean and colleagues also studied the concordance between
health care providers and patients with respect to advance directives.®* In a survey of 921
participants (123 patients, 167 physicians, 340 nurses and 291 administrators of health care
institutions) they noted that the general attitude of each population is favourable to the use of
advance directives. However, physicians’ attitudes towards advance directives are shown to be
less positive than patients' attitudes.

A recent US American study examined the prevalence of advance directives and assessed the
concordance between patient preferences as stated in the directive and the actual care the patient
received.®5 Patients who had advance directives were more likely to want limited health care
intervention (92.7%) or palliative care (96.2%). The study found that 83.2% of subjects who
requested limited care and 97.1% of subjects who requested comfort care received care
consistent with their preferences. As noted above, such data is not available for Canada, but this
study does suggest, contrary to recent scepticism, that the use of advance directives may be an
effective means of assuring that patient preferences are met.

170 Waller Street, Ottawa, ON K 1N 9B9 « Tel: 613-991-5642 » www.rse-sre.cg | 20




6. Sedation Practices

The use of sedation at the end of life has recently come under considerable scrutiny. A number of
terms are used in the literature—palliative sedation, terminal sedation, deep continuous
sedation—to describe the varied practices. While this report provides precise definitions for
palliative and terminal sedation in the terminology section above, there is inconsistent use of
descriptors of sedation practices in the literature. Therefore, in this section they are referred to
generically as sedation practices.

There is scant empirical research on sedation practices in Canada. In one study, Blondeau and
colleagues cvaluated the influence of prognosis and suffering on clinicians’ attitudes to the use of
sedation.66 The results of this survey—124 clinicians working in palliative care environments in
Quebec were included—demonstrate that “the type of suffering influences a subject's attitude to
end-of-life sedation.” Physical suffering was associated with respondents being in favour of the
use of sedation. However, clinicians were not in favour of the use of sedation for existential
suffering. The authors note “that health professionals are uncomfortable when confronted with
their patients' existential suffering.” 67

Blondeau and colleagues, in another study, assessed the attitudes of a small cohort of Quebec
palliative care physicians.6® The authors noted that there are few guidelines in Quebec on end-of-
life sedation. Furthermore, the normative justification for using sedation is not explicit. They
found that Quebec physicians undertand sedation as a measure to relieve the patient’s suffering;
not to hasten death. Most physicians viewed cuthanasia and sedation as distinctly different
practices. The motivation to proceed with sedation was strongest when treating refractory
physical symptoms. Physicians were divided on whether emotional or existential suffering were
adequate reasens to proceed with sedation, and some were strongly opposed to proceeding on
such a basis. The authors suggest the need for research aimed at developing a clear definition of
existential suffering and the ethical basis of using sedation to treat it.

A small study of Manitoba palliative care nurses uses the metaphor of a quagmire to describe the
decision making landscape; it indicates that sedation raises complex and difficult moral
challenges.®® Hawyrluk and colleagues offer a set of guidelines for the use of analgesia and
sedation on dying ICU patients.”? The guidelines were developed to help distinguish palliative
care from ecuthanasia as well as to reduce the risks of under-treatment, such as: pain and
suffering; the risk of over-treatment; and prosecution for euthanasia. Their guidelines indicate a
general consensus among those surveyed with regards to:

o The role of palliative care in the ICU (for example, to relieve pain and suffering of each
patient, not just dying patients).

o The management of pain and suffering (for example, when to use pharmacological versus
non-pharmacological methods).

o Ways to improve palliative care in the ICU (for example, a major problem is the
difficulty in assessing the patient’s pain and suffering, so open discussions with all
members of the health care team and family, improvements in education and training, and
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research are needed).

Berger has recently shown that there is a lack of consensus in published guidelines on the use of
sedation at the end of life.”? While all guidelines agree that sedation is permitted in the context of
a terminal condition with refractory and intolerable symptoms, they differ with respect to the
length of life-expectancy and the acceptability of existential suffering as a basis for provision of
sedation. He argues for greater clarity and consistency in guidance documents on the use of
sedation.

7. Paediatric End-of-Life Care

Paediatric palliative care needs remain relatively understudied i a Canadian context. Widger and
colleagues conducted a multi-centre study to obtain knowledge about Canadian children who
received care from the eight dedicated paediatric palliative care programs in Canada during
2002.72 The results showed: '

s 48.6% of the patients were younger than five years old, and about half of these were
younger than one year old.

e Diagnoses were wide-ranging, but the most common included disorders of the nervous
system (39.1%), malignancies (22.1%), and conditions arising in the peri-natal period just
before and after birth or congenital anomalies (22.1%).

o In terms of the location of death, a large number of children (43.9%) died at home.
Centres with more comprehensive home care services reported higher percentages of
home deaths.

e The most significant finding was the small percentage of children who receive care from
a paediatric palliative care program in Canada. Using various methods, the authors
estimated that between only 5% and 12% of the children who might benefit from the
services of a paediatric palliative care program actually received these services.

The authors conclude that their study “reveals that most Canadian children who may benefit are
not referred to existing paediatric palliative care services or do not have access to services
because of geographic availability.” They rightly note that the need for further research in this
area is a high priority.

Steel and colleagues, in a Canadian study, identified research priorities considered highly
important for advancing knowledge in paediatric end-of-life care among researchers and
frontline palliative care clinicians.” The four most significant research questions identified were
the following:

What matters most for patients and parents receiving paediatric palliative services?
What are the best practice standards in pain and symptom management?

What bereavement needs do the families in paediatric palliative care have?

What are effective strategies to alleviate suffering at the end of life?

A recent US American study surveying 141 parents of children who died of cancer estimates the
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frequency of discussions about hastening death.”¢ The authors sought data both to describe the
level of parental support of hastening death and intensive symptom management, and to
determine whether such discussions and support were influenced by the level of children’s pain.
The results showed that:

e 13% of parents considered requesting hastened death for their child at his or her end of
life and 9% actually discussed hastening death.

e Consideration of hastening death generally increased as the child's suffering increased.
34% of parents reported that they would have considered hastening their child's death if
the child had been in uncontrollable pain, while 15% or less would consider hastening
death for non-physical suffering.

e The results also showed that, in response to vignettes portraying children with end-stage
cancer, 50% of parents supported hastening death, while 94% supported intensive pain
management. :

The study concludes that a child’s level of pain is a major factor in parents’ consideration of
hastening death. The authors suggest that to ease parents’ consideration of hastening death, it is
important to point out the sources of suffering, and to explain the effectiveness of intensive
symptom management as an alternative approach.

8. Attitudes of Canadians Toward Voluntary Euthanasia and Assisted Suicide
«. General public

Recent surveys show significant public support for both voluntary euthanasia and assisted
suicide. In a 2010 Angus Reid survey of a national sample of 1,003 Canadians, a large
percentage (67%) of respondents was in favour of legalizing voluntary euthanasia.’ In this
survey, more than 85% of Canadians said they believe legalizing voluntary euthanasia can
provide people who are suffering with a chance to ease their pain, and 76% said they believe
doing so would establish clearer guidelines for physicians dealing with end-of-life decisions.
Additionally, about two-thirds (66%) of Canadians thought legalizing voluntary euthanasia
would not send the message that the lives of sick or disabled people are less valuable. Overall,
roughly half (41%) of respondents said they believe that people who assist a person to commit
suicide should be free from prosecution.

Strong support for legalizing voluntary euthanasia was also found in a 2009 Angus Reid national
survey of 1,006 Canadians; nearly three-quarters (71%) of respondents favoured such
legalization.”¢ Similar results were obtained by a 2007 national survey by Ipsos Reid of 1,005
Canadians; this survey found that 76% of respondents support the right to die for patients
suffering from an incurable disease.”” People in Quebec showed the strongest support (87%),
while people in Alberta showed the least support (66%).

The high level of public support for legalizing voluntary euthanasia and assisted suicide under

certain circumstances has scarcely changed over the past decade and a half. In a 1995 cross-
sectional survey of 2,019 Canadians, Singer and colleagues found that a majority of respondents
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support legalizing voluntary euthanasia (66%) and assisted suicide (58%) if the person is
competent and unlikely to recover from his or her illness.”® Support is only slightly less (58%)
for legalizing voluntary euthanasia if the family of an incompetent person who is unlikely to
recover (but whose wishes about end of life are unknown) request euthanasia for that person. By
contrast, most respondents disapprove of a law allowing voluntary euthanasia (78%) or assisted
suicide (79%) if the person is incompetent but likely to recover.

These results can be compared to those of a 1994 survey by Genuis et al of 356 people in
Edmonton, which revealed a high degree of public support (65%) for voluntary euthanasia for
elderly, terminally ill people in severe pain, but significant opposition to this practice for people
in other circumstances.” That is, 65% oppose voluntary euthanasia for elderly disabled people
who say they feel like a burden on their family, 83% oppose voluntary euthanasia for elderly
disabled people who say they feel lonely and have only minor physical ailments, and 75%
oppose voluntary euthanasia for people with chronic depression resistant to treatment. In this
survey, although the public was generally supportive of voluntary euthanasia for terminally ill
patients, a roughly equal number of respondents (63%) said they believe that legalizing this
practice for such patients would lead to euthanasia for several other, unsupported reasons.

It can be inferred, based on the different surveys described above, that the majority of the
Canadian public would support legislation permitting voluntary euthanasia and assisted suicide
for people suffering from an incurable physical illness.

b. Health Care Professionals

Recent data on the attitudes of Canadian health care professionals toward euthanasia and assisted
suicide are lacking, but opinion surveys published in the 1990s, of which there were only a few,
are nonetheless informative. In a 1996 survey of more than 1700 physicians from across Canada,
roughly a quarter of respondents indicated their willingness to practice voluntary euthanasia
(24%) or assisted suicide (23%) if it were legal to do so, while the majority (55%) said they
would not practice either.8¢ Owverall, these physicians were more willing to refer patients to a
colleague for voluntary euthanasia (44%) and assisted suicide (41%) than to carry out such acts
personally.

Suarez-Almazor and colleagues obtained similar results in a 1997 survey in which, of 179
physicians surveyed in Edmonton, only a small minority of respondents stated that they would be
willing to perform voluntary euthanasia or assisted suicide (14% to 27% depending on the end-
of-life circumstances) if such practices were allowed by law, while most indicated that they
would be unwilling to do so (68% to 75% depending on the end-of life circumstances).8? In this
survey, roughly 60 percent to 80 percent of all physicians were opposed to legalizing voluntary
euthanasia or assisted suicide.

In contrast to physicians, nurses and social workers are significantly more supportive of
voluntary euthanasia and assisted suicide, according to two surveys. In 1998, Young and Ogden
surveyed 160 nurses and found that nearly three-quarters (73%) of respondents said they believe
the law should be amended to permit physicians to practice voluntary euthanasia and assisted
suicide.B2 As well, more than half (53%) thought that nurses, too, should be allowed to practice
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such acts. In the same year, these authors surveyed 527 social workers in British Columbia and
found that most respondents believed voluntary euthanasia (75.9%) and assisted suicide (78.2%)
should be legal under certain conditions.8 21% of the social workers had been consulted by a
patient about these acts; six social workers reported assisting in the death of a patient through
voluntary euthanasia.

A 2009 poll of 2,025 medical specialists in the Quebec found that 75 per cent said they were
"certainly” or "probably" in favour of legalizing euthanasia, as long as the practice were
regulated.84

In October 2009, the College of Physicians in Quebec released a report entitled Physicians,
Appropriate Care and the Debate on Euthanasia, calling for an open discussion on the question
of euthanasia in the context of end-of-life care. The report states that if euthanasia is to be
permitted it should be conducted in the context of care and considered a medical act.®

c. Patients

Patients are those most directly affected by laws governing voluntary euthanasia and assisted
suicide, so their attitudes toward these practices warrant careful consideration. In 2007, Wilson
and others conducted a study of 238 terminally ill cancer patients in palliative care and found
that a majority (62.8%) of such patients support legalizing voluntary euthanasia and assisted

~ suicide 86 Further, about 40% of patients could foresee possibly making a request for physician-
assisted suicide in the future. Physical and psychological suffering, extreme loss of functions,
dependence on others, hopelessness, or being a burden on family members were cited by patients
as factors that might motivate them to make such a request. As well, about 6% of patients
reported that they would actually request physician-assisted suicide in their present
circumstances if it were legally accessible. The study’s authors determined that these patients
based their desire to end their lives on a combination of factors ranging from a feeling of futility
about their deteriorating and functionally-limited state of health, to physical and psychological
suffering, to feeling like a burden on others or a drain on health care resources.

This study’s findings match those of an earlier study, conducted by Wilson and colleagues in
2000, of 70 terminally ill cancer patients in which almost two-thirds (64%) of respondents said
they thought both voluntary euthanasia and physician-assisted suicide are acceptable and should
be legalized.8” Whereas these patients cited pain (43%) and a person’s right to choose (43%) as
the principal reasons for legalizing such practices, those patients who were against legalization
(21%) cited religious beliefs (50%) and moral objections (38%) as their chief concerns. In this
study, over half of respondents (58%) indicated that, if legally available, they might request
euthanasia or assisted suicide in the future, citing possible uncontrollable pain (47%) and other
physical symptoms (34%) as the main motivating factors. Overall, eight of the 70 patients said
they would actually have requested a physician-hastened death at the time the study was done
had it been legal. Perhaps unexpectedly, Wilson and others found that pain was cited by only one
of these eight patients as a contributing reason; instead, half or more of these patients based their
desire to end their lives on factors such as their recognition and acceptance of their terminal
illness, having a diminished quality of life, their right to exercise control over their deaths, or
their belief that voluntary euthanasia or assisted suicide would be an easier way to die than what
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they were currently facing.

The findings of the two studies described above are similar to those obtained in Achille and
Ogloff’s 2003 study of 44 terminally ill patients with Amyotrophic Lateral Sclerosis (ALS).88
70% of such patients thought that assisted suicide was morally acceptable and 60% favoured its
legalization. Those who supported its legalization emphasized a person’s right to self-
determination, the preservation of one’s dignity, and freedom from dependence or being a burden
on others. Those who opposed its legalization feared it might lead to involuntary euthanasia, said
they believed that death should occur naturally, and were also more likely to be heavily involved
in religious practice. Additionally, the majority (60%) of patients could foresee circumstances
that would make them consider assisted suicide in the future if it were legally available, and
three of the 44 patients indicated that since their diagnosis, they would already have asked for
assisted suicide if it had been legal.

Finally, Lavery and colleagues conducted a study in 2001 of 32 patients with HIV or AIDS and,
using a more interpretive approach to analysis, determined that three main factors led to many of
the respondents’ desire for voluntary euthanasia or assisted suicide8® The first was
disintegration, a process during which the patients experience a loss of functions and increased
symptoms associated with their disease. The second was loss of community, a process by which
the patients’ loss of mobility and exclusion or alienation by others results in difficulty
maintaining, or the erosion of, close personal relationships. These two factors together led to the
third factor, the patients’ loss of self, that is, the feeling that their fundamental nature had been or
is at risk of being completely worn away.

9. Imternational Comparisons

In Canada, the level of public support for legalizing voluntary euthanasia and assisted suicide is
comparable to that in the United Kingdom, but markedly higher than that in the United States,
according to a 2009 Angus Reid survey of national samples.%0 In this survey, Canadians
demonstrated slightly less support (71%) than that of Britons (77%) and nearly twice that of US
Americans (45%). By a measure of public support, Canada appears to be roughly equal to The
Netherlands,?* where both voluntary euthanasia and physician-assisted suicide are carried out
legally. Further, in a 2006 study, Rietjens and others found a clear link between the Dutch
public’s support for voluntary euthanasia and a number of features it considers important for a
“good death”.92 These include an influence on the dying process through personal decisions
about treatment and the time of death, avoiding being a burden on relatives, and preventing
severe suffering and loss of dignity.

When compared with the general public, physicians not only in Canada (as indicated above), but
also in the United States%® and the United Kingdom®95, are significantly less supportive of
legalizing voluntary euthanasia or assisted suicide, and many are opposed. Although the reasons
for such opposition have not been sufficiently explored among Canadian physicians, studies of
American physicians®® and British physicians®”8 suggest a strong association between
opposition to legalizing physician-assisted suicide and voluntary euthanasia and religious belief.
Further, in surveys of physicians in the United Kingdom, opponents were also more likely to be
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palliative care specialists,® or those caring for the dying.100 The views of physicians in The
Netherlands contrast with those of physicians in Canada, the United States, and the United
Kingdom, in that a large majority—84%—of Dutch physmans support physician-assisted
suicide and/or voluntary euthanasia.101

The attitudes of patients in Canada toward voluntary euthanasia and assisted suicide (as
described above) are comparable to those in the United States, the United Kingdom, and The
Netherlands. Most notable is that patients in all of these countries cite similar reasons for
considering or asking for physician-assisted suicide and voluntary euthanasia. In 2009, Ganzani
and colleagues studied 56 patients from the state of Oregon (where eligible patients receive help
legally from physicians to commit suicide), who had requested physician-assisted suicide or had
contacted a physician-assisted suicide advocacy organization.102 The authors found that the main
reasons for such requests were the patients’ desire to influence the circumstances of their death,
loss of independence, worries about future pain, poor quality of life, and inability to care for
themselves. Similarly, in 2006, Chapple and others interviewed 18 terminally ill patients in the
United Kingdom, and found that those who support legalizing voluntary euthanasia or assisted
suicide emphasized concerns about future pain, fear of indignity, loss of control, and cognitive
impairment.1% Finally, in a 2009 study by Pasman and colleagues, Dutch patients who had
formally requested aid in dying said that their “unbearable suffering” (which is one of several
conditions for receiving euthanasia in The Netherlands) consisted of physical elements, including
pain, but, more often, non-physical elements, including dependence, an inability to lead a normal
daily life, and mental suffering over steady deterioration.104

The results of these studies suggest that these patients, generally, like Canadian patients, are
nterested in or request euthanasia or assisted suicide not because of any singular reason; instead,
their motivation arises from a complex combination of physical, psychosocial, and existential
suffering— importantly, this is a type of suffering that has objective as well as subjective
elements.

10. Conclusions

In this review of the literature, the Panel identifies the following key features:

1. The vast majority of Canadians die in institutions in their old age.

2. The Canadian population is rapidly changing—it is becoming increasingly aged, but also
more diverse.

3. Literature suggests that the attitudes and perspectives of the very old toward assisted
suicide and euthanasia have not been ascertained, nor is the literature well-attuned to
First Nations and the ethnically and culturally diverse populations now found in Canada.
Hearing these voices is integral to an informed debate on end-of-life care.

4. Advance-care planning still remains a topic not sufficiently discussed by individuals,
their families and their health care providers, with the vast majority of Canadians having
neither proxy nor instruction directives. The absence of explicit dialogue between
patients and health care providers is of concemn to the Panel.

5. The use of sedation as a modality of care at the end of life appears to be increasing
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without concurrent increasing clarity on the appropriateness of various kinds of sedation
in various circumstances. There is a pressing need for a set of national consensus
guidelines.

6. A significant majority of the Canadian population appears to support a more permissive
legislative framework for voluntary euthanasia and assisted suicide.

One final note must be made with respect to this literature review. The literature seems to cluster
in the mid-1990s to early 2000s, around the time of the last Senate Sub-Committee on
Euthanasia and End of Life. The Panel sees the need for much of this research to be updated with
a greater focus on public engagement strategies that would provide the opportunity for deeper
deliberations and more nuanced discussion than can be found in many of the studies conducted
to date.
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CHAPTER TWO: THE LEGAL LANDSCAPE

1. Introduction

This chapter provides an overview of end-of-life law in Canada. As with the previous chapter
and, given the interplay between the categories of assisted dying, the Panel recognizes the need
to review the full spectrum of end-of-life care. In this chapter, the Panel describes the legal status
of the withholding and withdrawal of potentially life-sustaining treatment, advance directives,
the provision of potentially life-shortening symptom relief, terminal sedation, assisted suicide
and voluntary euthanasia. The focus here is not on whether the law is defensible (that will come
later), but rather on what the law is with all its inherent clarity, confusion, and controversy.

2. Vithholding and Withdrawal of Potentially Life-sustaining Treatmnent

a. Relatively Clear and Uncontroversial

A 78-year-old man is admitted to hospital after a fall at home. Following x-rays to identify the nature of
the injuries caused by his fall, his physicians diagnose advanced lung cancer. They discuss the various

treatment options with him including chemotherapy followed by radiation therapy, surgery to remove

some of the tumours and relieve pressure, and doing nothing apart from managing pain and any other

discomfort that might arise. He understands that the chemotherapy has a 70% chance of extending his -
life expectancy by two years beyond that which would be expected without any treatment. He refuses

treatment (in particuiar citing the physical burden of chemotherapy) and indicates that he wants to go

home. Is it legal for the physicians to respect this refusal, knowing that treatment could extend his life?

At first glance it might appear that refusals of treatment are not permissible under Canadian law.
Section 215 of the Criminal Code of Canada establishes a duty to provide the necessaries of life;
these have been found to include medical treatment.195 Section 215(2) establishes that it is an
offence to fail to meet the duty to provide necessaries of life “without lawful excuse” if such
failure “endangers the life of the person to whom the duty is owed or causes or is likely to cause
the health of that person to be injured permanently.'® Section 217 establishes a duty to continue
an undertaken act.107 Section 219 establishes that “(1) [E]lvery one is criminally negligent who
(a) in doing anything, or (b) in omitting to do anything that it is his duty fo do, shows wanton or
reckless disregard for the lives or safety of other persons.”108 Withholding or withdrawal of
potentially life-sustaining treatment while showing wanton or reckless disregard for the life or
safety of the person from whom treatment is being withheld or withdrawn could, therefore,
constitute criminal negligence.

However, these sections of the Criminal Code must be read in light of the Supreme Court of
Canada’s statements about a common law right to refuse treatment. For example:

Canadian courts have recognized a common law right of patients to refuse consent to medical treatment,
or to demand that treatment, once commenced, be withdrawn or discontinued. This right has been
specifically recognized to exist even if the withdrawal from or refusal of treatment may result in
death 109
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The Supreme Court of Canada’s position is grounded in a deep commitment to the value of
autonomy and the consequential belief that competent individuals should be free to chart their
own course and their wishes should be respected with a few exceptions (such as where this
would cause harm to others).

Given that conduct consistent with the common law right set out above would not likely be
found to constitute wanton or reckless disregard for the lives or safety of others (assuming the
conduct is not negligent in some other way - and might be found to constitute ‘lawful excuse), it
can be concluded that, under Canadian law, health care professionals must respect refusals of
treatment from competent adults.

A 4-year-old girl is taken to hospital following a car accident. She has massive internal bleeding and has
sustained severe head trauma. The health care team stabilizes her and she is admitted to the ICU on a
ventilator. She is treated for a period of time but ultimately diagnosed as being in a persistent vegetative
state. While she is no longer on a ventilator, she requires artificial hydration and nutrition. Her parents
come to the health care team and ask that all treatment (including the hydration and nutrition) be
stopped. Is it legal for the team to do so? '

Canadian courts and statutes have also clarified that health care professionals must respect
refusals made on behalf of incompetent persons, without valid instruction directives, by their
legally authorized substitute decision-makers.11? Substitute decision-makers are charged with
making decisions according to prior competent wishes or, where applicable wishes are or could
not be known, according to what the substitute decision-maker believes to be in the person’s best
interests. Respecting refusals based on the former standard is grounded in the commitment to the
value of autonomy (understood as including bodily integrityl1l) described above. Respecting
refusals based on the latter standard is grounded in the belief that it can be in a person’s best
interests to be allowed to die.112

It must also be noted here that the law draws no distinction between withholding and
withdrawal.13 Nor does it treat artificial hydration and nutrition any differently than other
technological or pharmaceutical interventions (for example, mechanical ventilation or
antibiotics).11* It does not restrict refusals to situations involving terminal illness or imminent
death.115

It can therefore be concluded that there is considerable clarity and very little controversy
concerning the law as it relates to withholding and withdrawal of potentially life-sustaining
treatment from competent adults, or on behalf of incompetent persons without valid advance
directives by their legally authorized substitute-decision-makers. Health care providers must
respect valid refusals. Despite this, there remains some confusion. Not all health care providers
or members of the public understand their legal rights and responsibilities.116 As a result, as
mentioned in the preceding chapter, it is possible that some legally valid refusals of treatment are
not being respected and that potentially scarce medical resources are being wasted on care not
consented to by patients or their legally authorized substitute decision-makers.

A 64-year old woman goes to her family doctor and presents him with a carefully drafted document
setting out which treatments she would like to receive or not at a point in the future when she is no
longer competent to make decisions on her own behalf. For example, she states that if she were to be in
a persistent vegetative state, she would not want antibiotics for infection or artificial hydration or
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nutrition. She asks himn whether he will be willing and legally able to respect her wishes.

Some courts embraced advance directives even before advance directives legislation was passed.
For example, the Ontarioc Court of Appeal has held that:

A patient, in anticipation of circumstances wherein he or she may be unconscious or otherwise
incapacitated and thus unable to contemporaneously express his or her wishes about a particular form of
medical treatment, may specify in advance his or her refusal to consent to the proposed treatment. A
doctor is not free o disregard such advance instructions, even in an emergency. The patient's right to
forgo treatment, in the absence of some overriding societal interest, is paramount to the doctor's
obligation to provide medical care. This right must be honoured, even though the treatment may be
beneficial or necessary to preserve. the patient's life or health, and regardless of how ill-advised the
patient's decision may appear to others.117

Furthermore, statutes require respect for one or both of instruction and proxy directives in almost
all jurisdictions.2® There is, however, some variation across jurisdictions. For example, some
jurisdictions do not allow minors to complete advance directives while others do.119
Nonetheless, the core principle that the prior-expressed wishes of previously competent adults
should be respected when it comes to end-of-life decision making is consistent across the
jurisdictions. Thus it can be concluded that the law here is relatively clear.

That said, there have certainly been difficulties with implementation. Many people have not
completed advance directives, have completed directives that do not provide clear direction, or
have appointed proxies who are unlikely to actually know their past wishes.120 These issues have
been canvassed in Chapter One and so will not be repeated here. It is worth noting that there has
been debate, particularly in the philosophical literature, about the legitimacy of the core principle
behind requiring respect for advance directives. There has been some rejection of the notion that
an individual should be able to direct what happens to them once they become incompetent.121
However, the legal status of advance directives has not been the subject of significant calls for
reform so the Panel has determined the legal status of advance directives to be relatively clear
and uncontroversial.

b. Less Clear and More Controversial

A 15-year-old girl is dying of leukaemia. She refuses further blood transfusions after three unsuccessful
and gruelling rounds of chemotherapy. If she is able to understand and appreciate the nature and
consequences of her decision (as well as the alternatives available to her), is it legal for her refusal to be
respected? Must her decision be respected?

A 15-year-old girl who has been quadriplegic for five years refuses antibiotics for a simple pneumonia.
If she is able to understand and appreciate the nature and consequences of the decision she is making
and the alternatives available to her, is it legal to respect her refusal ? Must her refusal be accepted?

There remains uncertainty and controversy within Canadian law regarding withholding and
withdrawal of potentially life-sustaining treatment from mature minors. Mature minors are those
who, while under the age of majority,122 are able to understand and able to appreciate the nature
and consequences of a decision to refuse potentially life-sustaining treatment. If such a minor
refuses such treatment, must the patient’s refusal be respected or only when others see his or her
decision as being in his or her best interests?

170 Waller Street, Ottawa, ON KIN 9B9 « Tel: 613-991-5642 » www.rsc-stc.ca | 31




To answer these questions, a number of sources must be consulted. These include the common
law mature minor rule,123 the courts’ overall jurisdiction to protect the vulnerable,124 provincial /
- territorial child and family services legislation, provincial / territorial consent legislation, and the
Canadian Charter of Rights and Freedoms. There are also prior cases interpreting these various
sources of legal authority. A review of these authorities suggests that it is legally permissible (if
not required) to respect the refusal in the first case. This position, like that of withholding or
withdrawal from adults, is grounded in a commitment to autonomy and the view that autonomy
does not directly correlate with age and, for some, that this decision is in her best interests. In
contrast, whether it is legally permissible or required to respect the refusal in the second case is
much less clear. The level of confusion depends, in part, on the province or territory, as some
have legislation and case law and some do not?25.

A recent Supreme Court of Canada decision on mature minors!?6 has relieved some of the
confusion resulting from conflicting decisions by provincial courts of appeal. 127 It is clear now
that, in some circumstances, mature minors' refusals may be overridden. For example, the court
may override if it determines the medical decisions being made by the minor are not in the
minor's best interests (with the level of maturity taken into account in the court’s assessment of
the minor’s best interests). While this gives some clarity, there remains, unfortunately,
considerable confusion. This is both because the decision is itself somewhat unclear, and because
the issue continues to be complicated by the various interlocking sources of legal authority listed
above.

Controversy also remains as debates continue about whether the consent of mature minors
should be considered both necessary and sufficient, or as not sufficient for treatment decisions.
Some believe that if the minor understands and appreciates the nature and consequences of the
decision to be made (here a refusal of potentially life-sustaining treatment), then it is irrelevant
how others view his or her decision.128 Others believe that, even if the minor understands the
nature and consequences of the refusal, the refusal should only be respected if it can be seen by
others (such as her parents, the health care team, or the court) to be in her best interests.129

c. Very Unclear and Very Controversial

A 65-year-old man is in hospital in a persistent vegetative state. His family believes that he would have
wanted, and it would be in his best interests, for him to be resuscitated should he have a cardiac arrest.
The health care team says to attempt resuscitation would be futile and refuses to do it. The team is going
to put a Do Not Resuscitate Order on the chart. Is it legally permissible for the team to do this?

There is a great deal of confusion and controversy regarding the legality of unilateral
withholding and withdrawal of potentially life-sustaining treatment. The issue here is whether
health care professionals have the legal authority to withhold or withdraw treatment against the
wishes (or without the knowledge) of the patient or the patient’s substitute decision-maker.

In a few cases, courts have found that a physician did have the authority to unilaterally withhold
or withdraw treatment.’30 More commonly, however, the courts have found that the issue of
unilateral withholding and withdrawal is unsettled in law.131 In policy statements and academic
literature, there are statements to the effect that health care providers do have legal authority to
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unilaterally withhold or withdraw treatment but there are also statements that say the law is
unclear.132

There is extraordinary conflict over what the law on this matter should be. Many papers have
been published in the ethics?3? and medical literature;134 many columns of ink have been spilled
in the popular press.135 It has been argued in the literature that, if the health care team believes
requests for specific treatments by substitute decision-makers are not in the best interests of the
patient, the decision to withhold or withdraw treatment should rest with the health care
providers.136 Others maintain that the decision should rest with the substitute decision-makers, or
that conflicts between the health care team and the substitute decision-makers should be resolved
by society (through the courts or some form of specialized tribunals).137 Statements from the
courts or the legislatures will be needed to resolve the confusion and controversy in this area.

3. Potentially Life-shortening Symptom Relief
a. Somewhat Clear and Relatively Uncontroversial

A 75-year-old man is dying of stomach cancer. He is suffering greatly despite being on morphine for a
week. His daughter asks the doctor to increase the morphine (frequency and dosage). The physician
explains that he cannot be sure that such an increase will not in fact shorten her father’s life, because of
the potential for depression of her father’s respiration.. The man’s daughter begs the doctor to increase
the morphine anyway, saying that she cannot bear to see her father suffering like this and that she knows
from conversations with her father that he would have chosen the risk of earlier death over ongoing pain
had he been competent.

The question here is whether someone who provides potentially life-shortening symptom relief
could be convicted under the Criminal Code with criminal negligence causing death (for
example, culpable homicide).138 No case that is directly on point has reached the Supreme Court
of Canada. However, there are some relevant comments to be found in the assisted suicide case
involving Sue Rodriguez (Canada’s most famous assisted suicide case about which more will be
said in a later section of this chapter).13° For the majority in Rodriguez, the late Justice Sopinka

wrote: :

[t]he administration of drugs designed for pain control in dosages which the physician knows will
hasten death constitutes active contribution to death by any standard. However, the distinction drawn
here is one based upon intention—in the case of palliative care the intention is to ease pain, which has
the effect of hastening death, while in the case of assisted suicide, the intention is undeniably to cause
death.... In my view, distinctions based upon intent are important, and in fact form the basis of our
criminal law. While factually the distinction may, at times, be difficult to draw, legally it is clear.140

It can be argued, on the basis of this judgment, that the provision of potentially life-shortening
symptom relief is legal if the intention is to ease pain.

~ Despite this, much remains uncertain: How much medication is too much? Are there limits on
who can be given such treatment? Must the person be terminally i11? Must suffering be physical
or can it be psychological? Are there litits on when such treatment can be given? Must someone
be imminently dying? Many questions such as these remain unanswered by the law. Some
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uncertainty is addressed through guidelines (specifically, for example, the Ontario Chief
Coroner's Guidelines and the British Columbia Crown Counsel Guidelines for the exercise of
prosecutorial discretion).}41 However, these are little known, have limited scope, and are still
quite vague. Many health care providers and members of the public are confused and, as a result,
patients may not be receiving appropriate and adequate symptom relief.142

4. Terminal Sedation

a. Very Unclear and Potentially Very Controversial

A 35-year-old woman with pancreatic cancer is admitted to hospital with pain that has become
unmanageable at home. Her health care providers attempt to control her pain through intensive
analgesia. However, this is ineffective. Her family approaches the woman's physician and say that they
have read about deep and continuous sedation in their newspaper and would like that for her. They say
they realize it will reduce her consciousness (perhaps render her completely unconscious), but they are
confident that this is what she would want were she competent. They also realize that this would mean
she could only receive food and water artificially, but they refuse artificial hydration and nutrition on
her behald; they realize this will shorten her life (with artificial hydration and nutrition she is expected to
live approximately three more months). Is it legal for the physician to provide the sedation and withhold
the hydration and nutrition?

The legal status of each of the two elements of terminal sedation can be assessed independently
but the legal status of terminal sedation can only be determined by combining them.

The first element is deep and continuous sedation. This is considered legally acceptable care for
some patients; an example is a patient with terminal bone cancer who is suffering intractable
pain that cannot be relieved through any other means. However, the limits on acceptability are
not clear. Does it matter whether the suffering is psychological rather than physical? Does it
matter if it IS in response to physical vs. mental illness? The courts have not addressed either of
these questions, nor are they addressed explicitly by legislation. While the general framework for
addressing consent to treatment would be applied by the courts, it is not clear what conclusions
would be drawn. The second element under consideration here is withholding or withdrawing
artificial nutrition and hydration. As noted earlier, this is legally permissible no matter the
reason, as long as a competent patient makes a free and informed refusal. When the two elements
of terminal sedation are paired, the legality becomes both unclear and controversial. To put a
very fine point on it: could a physician legally respect a free and informed request from a
competent person who is not imminently dying but rather has a bipolar disorder and believes that
death would be preferable to living with her condition for deep and continucus sedation in order
to create the physical need for artificial hydration and nutrition and a refusal of artificial
hydration and nutrition, thus ensuring that she will die within one to two weeks? Would this be
treated as just another refusal of treatment case accepted in law or would it be considered a slow
form of assisted suicide not accepted in law? The answers to these questions are not clear and
would surely be controversial.
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5. Assisted Suicide
a. Very Clear and Very Controversial

A 44-year-old man has advanced Multiple Sclerosis. He is still living at home with supportive care. He
is concerned his quality of life will decline to the point at which he will be entirely dependent on others
to care for him and he will no longer be able to do any of the things that bring him pleasure in life. He
asks his physician to write him a prescription for a barbiturate and to give him instructions for how to
use the drugs prescribed to kill himself at the time in the near future when he wants to die. Is it legal for
his physician to provide the prescription?

The law on assisted suicide is clear. Under section 241(b) of the Criminal Code it is illegal to aid
or abet a person to commit suicide (although suicide is legal).143 The constitutionality of the
Criminal Code prohibition on assisted suicide has been tested and, in Rodriguez in 1993,14¢ the
Supreme Court of Canada ruled that it did not violate the Charter. There have been three
convictions for assisted suicide after which the defendants were sent to jail. 145 There have been
at least 17 other cases that are known to have come to the attention of the authorities in which a
charge was either not laid!#, stayed or dropped,47 or the defendants were found not guilty#8 or,
where convicted, given suspended or conditional sentences or probation.1#? In one of these cases,
a man took his wife to Switzerland for an assisted suicide with the help of Dignitas. 150 The
police investigated the case, but ultimately decided not to lay any charges. This is consistent with
the principle that, barring an explicit exception in the law, you cannot be tried for things that you
do in another country when they are legal in that country even if they are illegal in Canada. It is
not known how many other cases of assisted suicide have come to the attention of the authorities
but not the public or have simply happened without the knowledge of the police.

While the law is clear on assisted suicide, there is certainly a great deal of controversy about it.
As detailed in Chapter One, some believe that the law is appropriate and no law reform is
required.15! Others believe that assisted suicide should be permitted in some circumstances and,
accordingly, the Criminal Code should be revised to allow assisted suicide, under a regulated
regime. 12 There have been a number of attempts to change the Criminal Code through bills
introduced in federal parliament (one such bill was considered as recently as May 2010), but
none have been successful. 153 As mentioned earlier, in April 2011, three cases were launched in
British Columbia challenging the constitutional validity of the provisions of the Criminal Code
that prohibits assisted suicide.15¢ Jt remains to be seen whether any or all of them will be
successful.

6. Voluntary Euthanasia

a. Very Clear and Very Controversial

A woman is suffering from advanced amyotrophic lateral sclerosis (ALS, also known as Lou Gehrig's
disease). She is paralyzed from the neck down and can no longer swallow or breathe on her own. She
has decided that, given her condition, her life is no longer worth living and that she would rather die
than continue in this irreversible state of irremediable suffering. Using a method of communication by
eye blinking developed by her occupational therapist, she asks her physician to give her a lethal
injection. Is it legal for him to do so?
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Voluntary euthanasia, like assisted suicide, is quite clearly illegal in Canada. It is prohibited by
section 229 of the Criminal Code. Motive is irrelevant and consent (either from the individual or
a substitute decision-maker) does not provide a defence.155 It is unlikely that an attempt to argue
the defence of necessity would succeed.156 First-degree murder carries with it a mandatory
minimum life sentence with no possibility of parole for 25 years. Second-degree murder carries
with it a mandatory minimum life sentence with no possibility of parole for ten vears.157
Someone who commits voluntary euthanasia could be convicted of first or second degree
murder. Clearly this is a serious prohibition.

That said, there have been at least eighteen cases in which charges were laid against
individuals:158 one individual fled the country;'3? one was not taken past the preliminary
hearing;1%0 three were acquitted;1®1 seven were convicted with suspended sentences (plea
bargains from murder to administration of a noxious substance or manslaughter);1%2 four were
convicted on the lesser charges of manslaughter or administration of a noxious substance (one
with two years’ probation,163 one with three years® probation,1* one with two years in jail 165
and one with five years in jail);16¢ and two were convicted of murder, both with life sentences.167

As with assisted suicide, while the law is clear on voluntary euthanasia, it is also the subject of
great controversy. As detailed in Chapter One, some believe that the law is appropriate and no
law reform is required.168 Others believe that voluntary euthanasia should remain illegal but a
third degree of murder (without the mandatory minimum life sentence) or a statutory defence to
a charge of murder in cases of euthanasia should be introduced.1$® Others still believe that
voluntary euthanasia should be permitted in some circumstances and that the Criminal Code
should be revised so that voluntary euthanasia could, under a regulated regime, take place 170
Again, there have been a number of attempts to change the Criminal Code through bills
introduced in the federal parliament, but none have been successful.171 One of the three court
challenges mentioned above in the discussion of assisted suicide also explicitly challenges the
constitutional validity of the provisions of the Criminal Code that prohibit euthanasia.17? Again,
time will tell whether the provisions can withstand judicial scrutiny.

7. Conclusions

It can be concluded that the legal status of some forms of conduct is clear, such as withholding
and withdrawal of potentially life-sustaining treatment at the request of competent adults,
assisted suicide, and voluntary euthanasia. Some are unclear, such as unilateral withholding and
withdrawal, and terminal sedation. Some are very hotly contested, such as unilateral withholding
and withdrawal, assisted suicide, and voluntary euthanasia. The Panel now turns to a
consideration of the ethics of the controversial forms of conduct. In the next chapter, the Panel
shifts the Report’s attention from exploring what the legal status is to an ethical analysis of what
kind of normative grounding public policy should have and where that grounding takes us with
respect to what the law should be.
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CHAPTER THREE: THE ETHICS OF ENB-OF-LIFE CARE
1. Introduction

The previous chapters offer a clear picture of some of the challenges that lie ahead for Canada’s
health care system. Canada is undergoing a demographic shift that is changing the health profile
of its population. Canadians are living longer and, as a greater proportion of the population
reaches ages that only a small fraction of the population reached just a few generations ago,
Canada’s health system will need to address a broad range of issues that reflect the changing
disease profile of its population. These issues do not just deal with the wishes of patients in the
last few days of incurable disease, but also with patients suffering from chronic diseases and
progressive cognitive impairment. For example, there are urgent questions to be addressed by
policy makers regarding the lack of access to quality palliative care and the low rates of
completion of valid and useful advance directives.

Chapter Two shows how unclear and unsatisfactory the existing legal framework for a significant
range of end-of-life care decisions is. It is imperative that Canadians address the legal
uncertainties and controversies that currently make decision making so difficult for health care
professionals, patients, and their families. The Canadian legal system’s stance on a number of
end-of-life issues is unclear because it leaves important questions unanswered. For example, who
has the final say over the question of whether treatment should be withdrawn when the
physicians want to stop treatment but the family disagrees? And how should the use of terminal
sedation be viewed through existing legal categories? It is controversial as there is a significant
disconnect between the opinions of the majority of Canadians and the law as it now stands with
respect to assisted suicide and euthanasia. There are also extremely strongly held (and, indeed,
often polarized) positions with respect to what the law should be on a number of end-of-life
decisions.

How should these issues be addressed? The Panel strongly asserts that they must be addressed in
the context of responsible and rigorous ethical reflection.

Canada is a pluralist liberal democracy. Its vigorous defence of its citizens’ basic freedoms,
including freedoms of conscience, association and expression give rise to a situation in which
Canadians predictably reach a wide range of conclusions about ethical issues. As far as the
source of ethics is concerned, some Canadians believe that ethics should be grounded in the will
of God, while others believe that it should have more secular bases. Canadians citizens reflecting
on important ethical issues in a context of freedom of thought and expression also reach quite
diverse conclusions as to the confents of ethics, of the values that ought to have pride of place.
Some believe that it should be about the protection of individual autonomy. Others think that it
should ultimately aim to maximize happiness and well-being.

The Panel holds that in the context of such reasonable pluralism, the kind of ethical reflection
that it engages in ought to be guided by values over which there is some significant degree of
consensus within Canadian society.1”3 It ought to” avoid taking sides on the kinds of deep
disagreements that divide Canadians as far as the source and contents of ethics is concerned. In
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order to promote democratic discussion among Canadians, the Panel has sought to identify
values over which Canadians broadly agree, and to trace what the implications of those values
are for the issues related to end-of-life care.

How do we identify the ethical consensuses that exist in a democratic society like Canada in the
context of deep and durable disagreement as to the ultimate grounds and ends of ethics? The
Panel holds that this should be done by looking to the ethical cornerstones of Canada’s
institutional order as a liberal democracy. A particularly rich fount of such values is our Charter
of Rights and Freedoms, as well as the almost thirty years of legal and ethical reasoning that it
has given rise to.

Of course, ethical reflection must also be informed by publically ascertainable facts (for instance,
by epidemiological data such as is canvassed in Chapter One of this Report, and data from
countries which have begun to deal with the issues identified above such as will be provided in
Chapter Four). Canadians will only arrive at sensible policies and laws when ethicists and
philosophers collaborate with empirical researchers, and make careful and responsible use of the
data that they produce in order to enrich and to structure public debate. The facts matter; the uses
made of them must not be clouded by prior ideological commitments.

To solve the problems identified in earlier chapters, our society’s commitments to a range of
central values must where possible be connected with the specific issues that arise in the context
of end-of-life decision making. This requires careful philosophical reasoning whereby the Panel
tries to tease out, through argument, what the implications of our general ethical commitments
are in specific issue areas. These philosophical arguments will, if successful, achieve a certain
level of coherence both between general ethical commitments—as expressed, for example, in the
language of the Charter of Rights and Freedoms—and laws and policies across different policy
areas such as that of end-of-life care.

For some issues, these values, combined with the facts, leads us to justifiable conclusions about
what the law should be. The Panel holds that there is both sufficient consensus with respect to
core values in the Canadian policy context and a sufficient grasp of the relevant facts that
justifiable conclusions can be drawn about what the legal status of assisted suicide and voluntary
euthanasia should be. Detailed arguments in support of these conclusions are therefore presented
in this chapter and recommendations grounded in these arguments are presented in Chapter Five.

For some issues, however, consensus on how to resolve competing ethical commitments or
disagreements as to the relevant available facts is not yet available. Indeed, the values that in the
Panel’s view constitute the unquestioned core of Canadian public political culture do not speak
to all moral issues, and in particular they do not speak clearly to the debate surrounding assisted
death in non-voluntary contexts, that is in cases of individuals who are no longer, or who have
never been, able competently to formulate wishes relating to end-of-life care. The Panel fully
acknowledges that the consensus that we identify in Canada’s political culture as a liberal
democracy, and more specifically in its foundational texts and judicial decisions, occurs against
the backdrop of a pluralism of reasonable comprehensive conceptions of the good, some
religiously grounded, others secular in nature. The Panel also recognizes that the considerations
contained in this report are not exhaustive of the philosophical landscape. Clearly some of these
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moral frameworks are comprehensive enough to apply to non-voluntary contexts. They are
however insufficiently widely shared to constitute the basis for the kind of argument the Panel
wishes to develop here, which attempts to ground substantive positions on the issue of assisted
death in broad normative consensus.

For these reasons, the Panel does not for example address the conclusions that might be derived
from the tradition of consequentialist philosophical theorizing that gives pride of place to the
notion of well-being. Very generally speaking, such theories are united by a commitment to the
idea that actions and policies are justified in as much as they promote aggregate well-being.
Now, as has recently been argued very eloquently by the Canadian consequentialist philosopher
Wayne Sumner, autonomy-based and well-being-based arguments tend to converge in the case of
competent individuals, because they are best situated to know what their level of well-being is,
and how it should be promoted.17* But one of the implications of well-being-based theories is
also that they allow the theorists who hold them to extend arguments about assisted death into
non-voluntary contexts, that is, into contexts in which individuals are no longer, or have never
been, capable of competently formulating their wills.

While the Panel fully recognizes the importance of the contribution made by well-being-based
arguments to the philosophical literature on assisted death, it holds the view that such arguments
are not sufficiently well grounded in Canadian public culture to allow grounding this analysis in
such considerations. Conceptions of well-being are at present too diverse to ground a publically
Justifiable practice of assisted death in non-voluntary contexts on the basis of third-party
assessments of the quality of life of a non-competent individual. Nor does the panel find
guidance as to consensuses surrounding the concept of well-being that might exist in Canadian
public political culture that might allow the Panel to make the kind of argument in non-voluntary
contexts that it feels able to make in voluntary ones. To repeat, the intention of the Panel is to
articulate the implications of public values that are deeply ingrained in the Canadian public
political culture and institutions.

Rigorous ethical reflection is required in order to achieve coherence between various ethical
commitments. Democratic deliberation is required where a society’s ethical commitments are
unclear.’”® Decision making about euthanasia will not always be able to ground itself in the value
of individual autonomy, as there will be occasions when decisions will have to be made, for
example, for patients in advanced stages of dementia and for patients who are in persistent
vegetative states neither of whom have valid and relevant advance directives. It is clear that these
decisions cannot always be made by referring to the patient’s clearly expressed wishes (whether
contemporaneous or prior). It is therefore not yet clear enough what values should guide decision
making about non-voluntary euthanasia in this category of cases which, as the epidemiological
data presented in Chapter One have made plain, will be increasingly frequently encountered in
the years to come. :

Canadians have experimented successfully with democratic deliberative mechanisms on a range
of issues such as electoral reform'’® and many others.'” This experience can be usefully drawn
upon to organize deliberation on these issues in years to come. The Panel’s opinion is that an
- Expert Panel, such as this one, should not dictate the general compass Canadian society ought to
use in addressing contested issues of value. The Panel therefore does not deal with non-voluntary
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euthanasia as it is an issue that cannot yet be resolved through reference to the kind of consensus
that exists to address voluntary contexts and to facts that provide a sufficient base for justifiable

conclusions.

This chapter examines the implications of what the Panel takes to be core normative
commitments of Canadians as evinced by their constitutional framework with regards to the
issue of assisted death. The structure of the chapter is as follows. First (section 2), the chapter
identifies the core values that are sufficiently well grounded in Canadian political and legal
culture to form the basis of an argument concerning assisted death in the case of competent
agents. The Panel holds that respect for individual autonomy and self-determination
represents such a core value. The Panel also recognizes the importance that the protection
of vulnerable citizens and the promotion of “human dignity” have in our constitutional
tradition, and in particular in Supreme Court decisions surrounding end-of-life care. This
chapter therefore attempts to critically interrogate and to articulate these core values so as
to give rise to a set of recommendations that best coheres with these core moral
commitments. Second (section 3), the Panel connects the conception of autonomy at work
in the context of debates over assisted death with a conception that is already well
entrenched in the theory and the practice of voluntary and informed consent. Third, (section
4), an important distinction between moral and legal rights is introduced, according to which the
determination of whether or not there exists a moral right to assisted death only establishes a
presumptive, or prima facie case for the desirability of establishing a legal right. Fourth (section
5), the chapter sets out the basic argument in favour of decriminalizing assisted death in the case
of competent agents on the basis of the value ascribed by Canadian political and constitutional
culture to the value of autonomy. In sections 6 and 7, the Panel considers the main arguments
against decriminalization. Some of these arguments, considered, in section 6, are g priori, in that
they contest that there is a prima focie, moral right to assisted death. In particular, some
arguments grounded in the value of human dignity take this form. As human dignity has been
invoked often by the Supreme Court of Canada, the Panel devotes particular attention to this
concept.

Other arguments against the decriminalization of the right to assisted death are a posteriori, in
that they concede the existence of a prima facie moral right, but hold that other considerations
weigh heavily against the recognition of a corresponding legal right. These arguments are
considered in section 7.

One of these arguments is grounded in the concern that the decriminalization of assisted death in
the case of competent agents might set us down a “slippery slope” that will unavoidably place
vulnerable persons at risk. Given the importance that the concern with the protection of the
vulnerable rightly possesses in Canadian constitutional culture in general, and in the Rodriguez
decision of the Supreme Court of Canada, that still forms the backdrop to much discussion of the
right to assisted death in Canada, particular attention is devoted to such arguments.

2. Core Values

What are the values over which there is broad societal consensus as evinced by Canada’s
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foundational texts and institutions? The Panel holds that the value of individual autonomy or
self-determination (we use these two terms interchangeably in the context of this Report) should
be seen as paramount, though not as exclusive. Let us begin, then, by establishing the case for
the paramount status of the value of individual autonomy.

There are several ways in which to establish the centrality of autonomy to a liberal democratic
regime such as Canada. One way would be to advert to the history of political thought to see just
how central the value of individual autonomy has been to the ethical and philosophical
justification of liberal democracy. Whether one looks to John Stuart Mill’s argument according to
which one of the main functions of the State is to protect individuals’ sovereignty with respect to
their “self-regarding™ actions, to Immanuel Kant’s definition of Enlightenment as “man’s
emergence from his self-incurred immaturity”, where immaturity is defined as “the inability to
use one’s own understanding without the guidance of another”, and where the responsibility of
enlightened political institutions is to promote the enlightenment of citizens, or to Rousseau’s
ascription of a foundational status to autonomy for the ideal political order he envisaged, it has
been clear to thinkers of liberal democracy that individual autonomy and liberal democracy are
inextricably linked, with autonomy serving both as the normative ground and as the goal of
liberal democratic political and legal institutions.178

Another way is by reflecting on the important status that individual rights protections have in
modern liberal democracies. Though there are debates about whether such goods as health and
welfare ought to be protected by rights, there is no debate about certain core civil and political
rights that have to do with the protection of the individual’s freedom of thought, conscience and
association, as well as her bodily integrity, from unauthorized interference by the state, and with
the capacity of individuals to exercise self-determination in the social and political arena.
Clearly, the importance that liberal democratic thought and practice ascribe to these rights only
makes sense if individual self-determination is given similar importance. Individual self-
determination accounts for the central place that individual rights cccupy in the institutional
orders of liberal democracies.

The philosophical and institutional importance of individual autonomy for liberal democracies is
clearly reflected in the decisions that have been taken by the Supreme Court of Canada since
1982, when a Charter of Rights and Freedoms was entrenched in Canada’s Constitution, and in
the language that the members of the Court have chosen to employ in order to justify their
decisions. What is striking for present purposes is just how central they have taken individual
self-determination to be in particular in decisions that relate to the area of health care. Thus, for
example, in Ciarlariello v. Schachter, the Court affirmed patients’ rights to refuse treatment and
to have treatment withdrawn even after it has begun, Justice Cory, writing for the Court wrote:
“It should not be forgotten that every patient has a right to bodily integrity. This encompasses the
right to determine what medical procedures will be accepted and the extent to which they will be
accepted. Everyone has the right to decide what is to be done to one’s own body. This includes
the right to be free from medical treatment to which the individual does not consent. This
concept of individual autonomy is fundamental to the common law”17° The centrality is,
importantly, also affirmed in Rodriguez v. British Columbia (Attorney Generai), the case that
reaffirmed the criminal status of physician-assisted death, where Justice Sopinka refers to the
importance of “control over one’s physical and psychological integrity” 180
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Thus, whether we look at the matter historically, philosophically, or by adverting to the practice
of the Canadian Supreme Court, it seems clear that the value of autonomy occupies a paramount
place among the values of Canada’s constitutional order. To the extent that the Charter enjoys
broad support among Canadians as a framework within which to work out difficult questions of
political morality in a fair and equitable manner, it follows that the cornerstone value of
individual autonomy is at the centre of this consensus.

The value of autonomy of course does not stand alone among the values embodied in our
constitutional and institutional order. Autonomy is properly conditioned and limited by
considerations to do with (to use Justice Dickson’s language in R. v. Big M. Drug Mart Lid),
“public safety, order, health, or morals or the fundamental rights and freedoms of others™ 181
Equality is clearly also a core value in our constitutional order, and the language of “human
dignity” also pervades the language of many Supreme Court decisions. In particular, it has been
viewed by the Court as intrinsically connected to the value of equality. Indeed, the equality
provisions of the Charter are seen as aiming above all that Canadians enjoy equal dignity.182
(Dignity has also been connected by the Supreme Court to the value of individual self-
determination, and to a host of other Charter values, a fact that makes it of dubious value in
attempting to become clear on the specific ethical stakes that are present in the debates
surrounding end-of-life care in general, and assisted dying in particular, a fact to which we shall
return below). Thus, the Panel will be led to examining the ways in which these other
constitutional values condition and limit autonomy-based arguments.

The task of this chapter is to spell out the implications of the broad normative commitments that
are latent in the institutional culture of Canadian society, an institutional culture around which
there is broad and stable societal consensus for the debate surrounding assisted death in
voluntary contexts, that is in contexts in which individuals are capable of articulating their
wishes competently. We consider, that is, whether a commitment to individual autonomy entails
a prima facie right to choose assisted death on the part of “competent’ individuals (we will take
up the concept of “competence” below). If this implication were to hold, we then ask whether
any of the other constitutional values that properly condition the value of individual autonomy
should be taken as overriding the prima facie right.

Before we address these central questions, a pair of preliminary sets of remarks must be made.
The first have to do with the nature of the concept of autonomy that we will be employing in the
context of this Report. The second have to do with the various ways in which values can be used
in arguments grounding and limiting legal rights.

3. Autonomy

There are many conceptions of autonomy.'®> Some are purely procedural. These maintain that an
individual is autonomous insofar as he is allowed to do what he wishes. This purely formal
conception places no constraints on the procedures whereby a person has come to decide what
they want. Whim, passing desire, and sober reflection are all protected by a conception of
autonomy that merely seeks to protect the individual’s ability to do his or her will against outside
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interference. At the other end of the spectrum lie substantive conceptions of autonomy that only
protect individual choice when that choice has been the result of a very specific kind of
reasoning. Immanuel Kant, the philosopher whose name is (perhaps misleadingly) most often
associated with the concept of autonomy, thought autonomy requires that the rules which govern
people’s autonomous wills should be “universalizable™. Myriad conceptions lie in between these
two extremes. '

The ethical stakes involved in selecting a particular conception of autonomy are considerable.
The more we tend toward the procedural end of the continuum of conceptions, the more we run
the risk of claiming even of a person who is in the grips of a passing whim or a compulsion that
they are autonomous. This is counter-intuitive, because implicit in the idea of “self-
determination” is the idea of a self who makes decisions about her actions on the basis of some
standing set of convictions, plans of life, intentions, and the like. Arguably, we are “not
ourselves” when we merely succumb to a passing desire (unless we have deliberately made it
into a policy to follow passing desires) or when we act compulsively.

But the more we tend toward the substantive end of the spectrum, the more we risk justifying a
great deal of paternalism under the cover of a commitment to autonomy. For example, if we hold
that only people who are operating in conditions of full information and ideal rationality are fully
autonomous, we risk making autonomy into an unrealizable ideal. We also risk countenancing a
great deal of difficulty to justify strong paternalistic intervention into the choices of individuals
who do not meet the exacting standards of a highly demanding conception of autonomy.

Clearly, a morally attractive and operationalizable conception of autonomy would need to strike
a reasonable middle ground between these two extremes. In deciding what conception of
autonomy to make central to the argument of this Report, the Panel was once again guided by the
concern that it should connect with values that are already deeply enshrined in central Canadian
institutional commitments, and it should avoid imposing values that are not already settled parts
of our ethical landscape. In this context, the Panel has chosen to be guided by the doctrine of
informed choice that constitutes a central pillar of contemporary health ethics and of Canadian
health law. Informed choice is grounded in autonomy; it seeks to apply the abstract value of
autonomous decision making to the context of health care. It requires that competent patients
must not be subjected to treatment unless they have consented to it.18¢ That consent is subject to
three conditions: first, it must be uncoerced; second, it must result from the decision making
capacity of a cognitively competent individual; and third, it must be informed. A conception of
autonomy can thus be read in informed choice as the cornerstone of modern medical ethics and
Canadian health law. An autonomous person would, according to this conception, be a
substantively cognitively competent and uncoerced individual who arrives at his or her decisions
after having been offered relevant information about the decision at hand.

Each of the conditions that constitute the modern doctrine of informed choice is subject to
controversy. How much information is enough and what information is relevant? At what point
does the cognitive decline of an individual become such as to detract from the appropriateness of
thinking of him as autonomous? What role does the social construction of needs and wants play
in a person's competence? Does the forceful attempt to persvade count as coercion? Does the
absence of options constrain choice? All of these matters are subject to intense philosophical
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discussion that lie beyond the scope of this Report. But for the purposes at hand, the Panel
considers it sufficient to link this conception of autonomy with the concept of informed choice
that is deeply embedded in Canadian institutions, and to adopt the conception of informed choice
that is presently at work in Canadian health law and in Canadian health care institutions. Any
conception of autonomy that coheres with the doctrine of informed choice will incorporate a
significant cognitive dimension, emphasizing the capacity to understand and appreciate the
information at his or her disposal, the provision of information, and the voluntariness of the
decision making. The Panel’s understanding of autonomy will not be purely procedural; that is, it
will not take just any wish expressed by an individual as a manifestation of his or her
~ autonomous decision making capacity.

4. Moral and Legal Rights

Should the criminal ban on medically assisted death be lifted? Should individuals possess a right
to request of medical professionals that they assist them in dying? A first step in determining
whether such a right should exist consists in determining whether or not there is a moral right to
choose assisted death. The Panel takes a moral right to be a moral entitlement of a kind. For the
purpose of determining whether such a moral entitlement exists we look at the moral values at
stake, and determine whether, on balance, they justify a moral right.

Determining whether a legal right exists is a separate question. It does not follow from the fact
that an individual has a2 moral right to X that she should also have the legal right thereto, nor
does it follow that she does rnot have the moral right to X that she should not have the legal right
to X. The existence of a moral right establishes a presumption in favour of the establishment of a
legal right, but that presumption can be overturned by other considerations.

To see this, consider the argument put forward concerning such matters as recreational drug use
and sex work. Some people belicve that these activities should be made legal because, first, they
hold a moral commitment to autonomy, and to the accompanying idea according to which
individuals should be allowed to engage in whatever activities they see fit so long as no third
parties are thereby harmed, and second, they hold that there are no countervailing reasons to
ground a legal right upon the aforementioned moral right.

Some people may believe however that, first, the commercialization of sex and the use of
recreational drugs are morally problematic, and thus should not ground a moral right, but that,
second, there are reasons to recognize a duly constrained legal right to buy and sell sexual
services or to engage in the purchase, sale and use of recreational drugs. They might affirm this
second claim because they believe that certain core values, to do for example with the security of
persons, are best realized through a regime of decriminalization and regulation rather than in a
situation in which these practices generate harms because they are conducted in the absence of
any regulation, and because the laws that criminalize the activities in question are unenforceable.

Opponents of certain legal rights may also argue to their conclusions by following one of two

routes. They can claim that there is no moral right to X, and no reasons analogous to those that
according to some exist in the case of sex work and recreational drug use, to grant a legal right.

170 Waller Street, Ottawa, ON K1IN 9B9 » Tel: 613-991-5642 « wwwirsc-sre.ca | 44




Or they can claim that there is a moral right to X, but that there exist countervailing
considerations that justify that that right not be given legal expression.

This point is important in the context of the Canadian debate over medically assisted death
because all of these positions have defenders in that debate, though the different logical
structures of their different arguments are not always distinguished perspicuously. It is
particularly important that we identify the nature of one of the central disagreements between the
majority and the dissent in the Rodriguez case. To wit, they agreed that a prohibition on assisted
suicide limited a person’s right to autonomy but they disagreed about whether allowing the
exercise of that legal right poses a threat to vulnerable persons, that is to persons who do not
satisfy the criteria for autonomy described above, or whose request for physician assisted death
is not fully voluntary.

5. Autonomy and Assisted Death

If autonomy is, as we claim that it is, a central constitutional value, then it quite clearly grounds
the right to request assistance in dying according to one’s considered and stable views about
when one’s own life is not worth living any longer.

The argument for this conclusion is fairly straightforward. If we believe that one of the roles of
the state is to provide people with the institutional framework within which they can lead
autonomous lives, that is, lives that reflect their values, convictions, and conceptions of what
makes life worth living, it follows that the state should to the degree that it is able to protect
citizens against obstacles to their being able to live their lives according to their own lights.

What’s more, the state should be particularly vigilant in protecting citizens in this way with
respect to the important choices in their lives. It is far more important that the state protect the
citizen in her ability to choose a life partner than it is that it protect her in being able to choose
certain breakfast cereals rather than others. Who to marry, what religion to profess, if any,
whether to have children or not, these are choices that contribute powerfully to an individual’s
being able to view her life as one that corresponds to her “conception of the good life”.

Deciding how one will die clearly belongs to the choices that ought to be protected by the state,
given our commitment to individual autonomy. The manner of our dying indeed reflects our
sense of what is important just as much as do the other central decisions in our lives. Indeed, it
seems contradictory to deny a person the right to live according to the values she thinks most
important at the moment of her death after having put in place institutional mechanisms allowing
her to follow these values in all other decisions of her life.

The commitment to autonomy, which as we have seen is a cornerstone of our constitutional

order, thus quite naturally yields a prima facie right to choose the time and conditions of one’s
death, and thus, as a corollary, to request aid in dying from medical professionals.
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6. Limits to the Right to Medically Assisted Death

We need now to address two distinct types of arguments. The first denies the conclusion that has
just been argued for, claiming that the prima facie moral right that we have just argued for does
not exist. The least ambitious such argument attempts to block the inference that many have
made between the widely accepted claim that competent adults have the right to refuse medical
treatment, or to have medical freatment interrupted once it has been started, even when it seems
clear that abstaining from medical treatment will result in death, and the claim that competent
individuals should have the right to choose assisted death. Indeed, some have argued that once
one accepts the former practice, there is no moral ground for refusing the second. The argument
against this view appeals to a pair of related distinctions, between intending a consequence and
{merely) foreseeing it, and between doing and allowing. The argument is the least ambitious
because while it establishes, if successful, that we cannot merely piggyback the moral
acceptability of assisted death on that of the right to refuse treatment or to have it withdrawn, it
does not tell us why assisted death is wrong.

Two further families of argument will then be considered that attempt to establish exactly that
point. One such argument affirms the importance of autonomy, but argues that there are certain
acts that autonomous choosers should never choose. The second holds that there are values that
trump autonomy. We will in particular be focussing on the dignity-based argument against the
prima facie right to choose assisted death, because dignity is a value that is quite regularly cited
by the Supreme Court as central to the Canadian constitutional order.

The second set of arguments claims that though the prima facie moral right may very well exist,
countervailing considerations exist that require that we abstain from giving legal expression to it.
These arguments are paradigmatically expressed as “slippery slope” arguments to the effect that
if medically assisted death is legalized, it will be impossible for the state to protect its most
vulnerable citizens, and thus to realize another important constitutional value, that has to do with
the security of its residents.

a. No inference from the right to refuse treatment to the right to assisted death

The Panel will be reviewing in what follows a number of influential conceptual frameworks
frequently invoked in discussions on end-of-life decision making. These concepts do not
necessarily have a bearing on the autonomy based analysis offered in this Report. Some have
been included merely to ensure the review of influential conceptual frameworks is reasonably
comprehensive.

If health care professionals not only can, but must, adhere to the wishes of a patient who no
longer wishes to be treated, does it not stand to reason that they should also be permitted to assist
that patient in dying? Those who deny this logical implication must drive a hard conceptual and
moral line between action and omission. They must claim that it is worse to bring about a
person’s death than it is to omit an act so as to prevent a person’s death. They must also defend
the view that there 1S a moral distinction between killing and simply letting die. Finally, they
must hold that an individual is not morally responsible for the bad ends that they merely foresee
will result from an action, but that they do not intend to occur. Do these distinctions withstand
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critical scrutiny?

The Acts and Omissions Doctrine (AOD) holds, essentially, that there is a moral difference
between actively killing a patient and omitting to keep a patient alive when one could have acted,
at a reasonable cost to oneself, to produce that same outcome. This view holds that omitting to
keep, for instance, a terminally ill patient alive who does not wish to be kept alive is sometimes
less—or not at all—morally objectionable than actively killing a terminally ill patient who
requests active assistance in his or her dying. Robert Young offers a possible rationale for this
point of view in more abstract terms :

Those who conceive of morality exclusively, or a least predominantly, within a traditional
(deontological) framework claim, that doing something harmful is intrinsically morally wrong — that is,
is morally wrong in itself, regardless of any good consequences it may produce. By contrast, when
something similarly harmful is a/llowed to happen, a lesser intrinsic wrong is thought to be involved. ...
Those who think acts of killing are intrinsically worse [than letting die] can agree that a killing #ypically
has extrinsic features that are lacking in an instance of letting die — malice, violation of the victim’s
rights, violence and so on — and that the presence of these features generally makes a killing far more
reprehensible. What they insist, however, is that even in medical settings, where such extrinsic features
are not normally present, it is intrinsically worse to do something harmful than to allow something
harmful to occur. 185

This latter view has been criticized as conceptually indefensible by numerous scholars. Jonathan
Glover argues that the AOD relies on accepting the claim “that there is a moral difference
between acts and omissions with the same total consequences.”8¢ He offers a number of
possible rationales for such a view, including: the idea that acts are more likely to translate into
certain outcomes than omissions; the view that actions more clearly result in identifiable victims
than do omissions; that someone who acts is usually more causally connected to a particular
outcome than someone who omits to act; and that someone who acts usually acts intentionally,
while someone who omits to act does not.287 Are these kinds of reasons persuasive? Arguably
not. If one were to compare actions and omissions using the same criteria, it becomes apparent
that none of these arguments succeed. For instance, it is not necessarily the case that an omission
to act is less likely than an action to guarantee a particular outcome. Similarly, it is not
necessarily true that someone who omits to act is less causally connected to a particular outcome
than someone who acted to achieve that same outcome. All of these suppositions depend upon
the particularities of each case. There may very well be situations in which these differences are
reversed, for example that an omission will more readily contribute to a particular outcome than
an action. Imagine, on the one hand, that an individual omits to remove a baby from a shallow
pond in which he or she may drown. In this case, that individual’s omission has a clearly
identifiable victim. Imagine, on the other hand, that an individual throws water balloons into a
crowded room, knowing that they will damage the clothes of some people in the room, but not
knowing which one. Indeed, for any reason provided by Glover to indicate why people might
think that there are features about acting that impart greater responsibility than omitting to act, it
is possible to construct cases with the opposite conclusion.

“The distinction between action and omission falls apart. Both can be brought about by the same
intention: that of bringing about a state of the world in which a patient will be dead rather than
alive. Omissions can sometimes result not from intention, but from negligence. Though there are
cases of people who have neglected to do something less responsible than had they intended and
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planned to do that thing (less responsible, but not completely exempt from responsibility), this is
not the case when the omission is deliberate, as in the case where one passes by the baby
drowning in the shallow pond, deliberates about whether or not to rescue it, and decides not to.
Intending to omit to do something, with the intention of bringing about a consequence, seems not
to have any of the features that would make an individual less likely to ascribe moral
responsibility to certain omissions than to actions.

It is because intending to omit in order to bring about a result does not seem, morally, very
different from intending to act in order to bring about that same result, that the AOD does not
seem to have much relevance to end-of-life decision making in clinical contexts. Indeed, though
negligence does occur in clinical contexts, the types of cases considered in this Report are ones
in which health care professionals omit to treat their patients in full knowledge that doing so
might hasten their deaths (after having consulted with their patients about the course of action
that they desire). The Panel analyzed whether, when both intention and outcome are heid
constant, there is something morally relevant that distinguishes action and inaction. The Panel
asserts that there is not, and that attribution of responsibility must occur on a case-by-case basis,
rather than on the basis of a conceptual distinction between doing and allowing, or between
killing and letting die.

Another avenue that has been proposed to account for both the moral acceptability of current
medical practice (for example, withholding treatment, use of potentially life-shortening
analgesics and sedatives) and the moral condemnation of medically-assisted death, is the
invocation of the doctrine of double effect (DDE) and the associated intention-foresight
distinction (I'D).

Before analyzing the tenability of the DDE, the Panel notes that in daily medical practice there is
usually no need to invoke this doctrine to justify the use of palliative measures by a physician. In
most cases, the dosages of drugs used are carefully modulated in such a way that no life-
shortening effect needs to be assumed. Moreover, patients in severe pain can tolerate drug
dosages that would quickly kill people who are not suffering pain. And even the reverse could
happen as drug administration for pain control can itself prolong life rather than hasten death. In
all such cases, physicians are not hastening the death of their patient so there is no need to invoke
DDE to justify such treatment.

However, things are different when patients do die quickly after the administration of drugs and
certainly when physicians administer sharply increasing dosages of pain medication with the
clear knowledge that this administration is likely or even certain to hasten the patient’s death.
Here the DDE is sometimes invoked to justify the life-shortening effect of the intervention by the
physician. The Panel analyses now whether the doctrine can be successfully used for that

purpose.

The DDE and the IFD distinguish between the intended outcome of predictable (or foreseeable)
actions and outcomes and those actions and outcomes that are not intended. Consider a health
care professional who decides to prescribe a life-shortening amount of pain-killing medicine; a
sanctity-of-life doctrine-supporting observer subscribing to the DDE would want to know
whether the health care professional was intent on shortening the patient's life or whether he or
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she was intent on relieving the patient's suffering. The same act leading to the same outcome
could easily translate into diametrically opposing ethical evaluations, depending on the doctor’s
intentions. It is somewhat doubtful that this argument can be successful. After all, a person is
dead and that death was caused unequivocally by the doctor's decision to give a certain amount
of pain-killing drugs. To claim that there is an important moral difference between doing “x” in
order to bring about “y”, and doing “x” in order to do “z>—but in the full knowledge that it will
bring about “y”—is to split hairs much more finely than is realistic in the context of real-life

decision making,

The DDE, historically, goes back to an argument advanced by St. Thomas Aquinas. He used the
example of permissible homicide in self-defence. Aquinas imagined a situation where someone’s
intention is to fend off an attacker. However, while he or she succeeds in fending off the attacker,
the attacker dies as a result of the defender’s actions. The attacker’s death was unintentional, and,
according to Aquinas, is permissible “because self-preservation is a legitimate aim and a person
who is unjustly attacked has a greater duty to preserve his own life than he has to preserve the
life of the attacker.”188 The morally important claim here is that the person who is attacked
permits the death of the attacker to occur, but does not intend for it to happen. The implicit
understanding is that the death of the attacker is something that is undesirable and ought to be
avoided. One assumption here is that the victim—the attacked person—is acting from good
motives; or, as Suzanne Uniacke puts it, the “acts of double-effect are morally well-
motivated.”189 The argument from the DDE relies on accepting a further concept, namely the
IFD. This distinction upholds the view that there is a moral difference between intending a
patient’s death and foreseeing that it might happen, but not intending for it to happen. It is
logically possible to maintain that, while one knows that to give a certain amount of pain killers
will lead to the death of the patient, one does not intend to kill the patient, and that one merely
intends to alleviate the patient’s suffering.

Views on the morality or immorality of what amounts practically to assisted dying are
necessarily affected by arguments from the DDE and the IFD. Consequentialists will maintain
that both the DDE and the IFD are irrelevant considerations in our evaluation of the morality of
assisted dying. Either it is a morally good thing to offer assistance in dying to some people or it
is not. Whether an individual foresees or intends for their action to assist a patient to die is
morally uninteresting. What matters, on the background of the autonomy based ethical rationale
laid out in this Report, is whether the result of the occurring assistance, namely the death of the
patient, is what the patient desires.

Looking at matters more closely, the IFD—that is critical to the success of the DDE—poses
problems for even its proponents. There are at least two reasons why this is the case. First, while
the strict distinction between intended consequence and foreseen consequence may be plausible
in theory, it is, in practice, extremely difficult to identify people’s intentions with that level of
precision. A person’s exact motives are often somewhat opaque even to that individual; it would
be wrong to ascribe complete reliability to the agent’s capacity to know with complete certainty
whether something that he or she knew would happen as a result of his or her action formed no
part of the reason for which he or she did it. This problem is all the more significant when
ascribing motives to others. A view of moral responsibility {grounded in a distinction that, in
most ordinary cases, would render the attribution of responsibility impossible) should be rejected
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even by a deontologist. There is every reason to reject theories that are premised on exaggerated
claims about the epistemic abilities of the people or institutions that will end up having to judge
the rightness or wrongness of an action.

The second reason has to do with the undesirable consequences that an insistence on the IFD
might have on a sense of moral responsibility. Do we want agents to feel as morally detached
from the foreseeable consequences of their actions as the IFD would seem to represent? In
general, people need to care about the foreseeable consequences of their actions. It is not
desirable that they should invoke the fact that “they didn’t do it on purpose” as a way of getting
out of moral liability. To the extent that people are expected to be morally responsible for the
foreseeable consequences of their actions, it is strange to invoke a doctrine that does exactly the
opposite in order to account both for the moral permissibility of widely accepted medical
practices (use of sedatives and analgesics, withdrawal of treatment), and the putative
unacceptability of actions that are done with the intention of killing (assisted suicide, voluntary
euthanasia).

b. A priovi arguments: Suicide is not choice-worthy

Is there a case, based solely on self—regardmg obligations, for claiming that suicide constitutes
harm to oneself sufficient to negate one’s autonomy-based prima facie right to choose assisted
suicide and voluntary euthanasia? Do people have an obligation to themselves not to end their
lives? Such a case seems difficult to discern because, in the types of cases that interest this
Report, the competent, informed, and uncoerced individual who constitutes our paradigm case
does not view death as harm given her assessment that her life is no longer worth living for her.

The influential German enlightenment philosopher Immanuel Kant thought that there is an
obligation to self not to commit suicide because suicide is a denial of one’s rational nature.
Kant’s argument for this conclusion is not usually thought of as meriting too much attention,
resting as it does on a notoriously tortured use of the idea that one should only act on maxims, or
rules of conduct, that can be universalized. Part of Kant’s point is, however, worth attending to:
Kant believed that by committing suicide, an individual is somehow giving in to human
inclinations (the inclination an individual might feel, for example, to turn their back on a difficult
situation they could confront more forthrightly). To use modem parlance, Kant’s view is that the
person committing suicide takes the easy way out, where reason would dictate that he or she face
their problems. It is in this respect that Kant thought that committing suicide turns against
rational nature.

It is possible that some suicides conform to the Kantian picture. But again, in considering the
situation of a person who has rationally reflected upon her situation and arrived at the conclusion
that he or she wanted to end their life, the decision to commit suicide can be seen as a
paradigmatic manifestation of rational agency rather than as its denial. If, as suggested above, the
manner of one’s dying is among the decisions that can reflect an individual’s deepest values and
commitments, then it would seem that Kant was wrong that in deciding to commit suicide, an
individual was, in all cases, simply giving up and surrendering to inclination.

What of the person who does decide to commit suicide, or to request of others that they aid him
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in committing suicide, for reasons that might appear as frivolous? Do we not want to protect
people against their self-destructively bad ideas? An obvious objection to the Panel’s view
according to which autonomous individuals should be permitted to determine for themselves
when their life is no longer worth continuing, is that autonomous people sometimes make bad
choices. It is conceivable, so the objection might continue, that a person might request assistance
in dying for what could be ill-considered or frivolous reasons. Surely, the objection would
conclude, such demands should not be met by an obliging health care professional, nor should
they be permitted by law. After all, permitting such bad choices would result in the destruction of
someone’s long-term ability to make autonomous choices in order to boast — one last time — her
occurrent autonomy. If we value autonomy, so the argument might continue, we should aim to
maximise it. Permitting someone to sacrifice their ability to make autonomous choices in the
long-term in order to make one autonomous, but ill-advised choice in the short-term does not
seem to be sensible public policy.

This line of argument can be met in at least two ways. First, while this is the type of example
philosophers are wont to invent to highlight purely logical problems with a philosophical
position, it does not seem particularly plausible or indeed likely that competent people would
request assistance in dying for no sound reason at all. Indeed, the empirical evidence available
from jurisdictions in which a permissive regime exists (as described in Chapter Four) provides
no basis for believing that individuals seek assistance for ill-considered or frivolous reasons.
Remember that our account of autonomy is not purely procedural. That is, it does not require that
we respect just any choice that individuals make while in the throes of whim or compulsion. The
Justification of assisted death in this Report concemns individuals who have been provided
sufficient information to understand the nature and consequences of their decisions, and who
possess the various cognitive abilities that constitute competence.

What of the theoretically possible though unlikely case of an uncoerced competent person who
with sufficient information nonetheless decides to die for frivolous reasons? Our commitment to
autonomy requires that we bite this theoretical bullet. Respect for autonomy requires respect for
what others might consider to be bad decisions as long as those decisions are free and informed
and made by competent individuals. This is reflected in bioethical and legal analyses of
potentially fatal decisions ranging from refusals of potentially life-sustaining treatment, to
participation in risky behaviour (including cosmetic surgery and climbing Mount Everest), to
suicide.

We must now consider a third kind of a priori argument aiming at denying that there exists a
presumptive right to choose assisted suicide. This argument is to the effect that such a
presumptive right would be contrary to human dignity. Given the historical prominence of this
argument in the debate surrounding euthanasia, we have chosen to consider it at particularly
great length.

c. A Priori arguments: Suicide offends against human dignity

This section evaluates the suitability of arguments grounded in human dignity as a means of
meaningfully addressing normative issues that affect end-of-life decision making. The Panel’s
conclusion is that while the language of fuman dignity is seemingly universal, there is currently
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no consensus on the moral basis or on the precise meaning of human dignity. It is unclear
whether it should best be understood as a basic, or primitive, term of moral langnage or whether
it might reasonably be derived from a moral theory of mainstream appeal. Unsurprisingly, given
its vagueness human dignity is currently being deployed in ethical, political, and even legal
contexts in support of diametrically opposing points of view. In this section, the Panel concludes
that the concept of human dignity is an unsuitable tool for settling normative questions
pertaining to end-of-life decision making.

The Panel approaches the task at hand by sketching the notion's historical use as well as its
significance in a recent landmark Canadian Supreme Court ruling. The last part of this section
provides an ethical analysis of different influential philosophical approaches to human dignity. In
all three instances examined here, dignity is used to encompass a variety of quite distinct
normative considerations. The section ends with a call for arguments to be made on the basis of
these normative considerations, rather than in terms of dignity, which too often functions as a
rhetorical tool to gain assent to normative positions that would otherwise seem controversial and
unacceptable to some or many Canadians. The length of this section is a direct reflection of the
significant role that the concept of dignity plays in debates about voluntary euthanasia and
assisted suicide and the need to get past it if we are to make any progress in breaking the
apparent deadlock that grips discussion of public policy on these issues.

The trope of human dignity pervades debates about end-of-life decision making and is present in
many other spheres of social life. David A. Hyman notes:

. in every generation, philosophers, ethicists, religious figures, politicians, and professional
worrywarts have cited human dignity as a reason to restrict innovation or prohibit it outright. Consider a
few examples. Galileo was forcéd to recant his heliocentric views because the Roman Catholic Church
had already embraced the Ptolemaic system as more consistent with Biblical revelation and with man’s
dignity as God’s creation. Indoor plumbing, the printing press, skyscrapers, the suburbs, automobiles,
television, the Sony Walkman™, and the franchise for women were all met with the objection that they
were inconsistent with human dignity. The Industrial Revolution, which laid the foundation for the
modern world, was criticized because machines were expected to destroy human dignity, 19

In the context of end-of-life decision making, arguments about the question of whether particular
tools and mechanisms designed to bring about the death of a patient are dignity-violating
continue unabated.1%192 Sensen adds that “human dignity is currently presented as the
justification for human rights.”193 In the medical context, human dignity holds a prominent
place. The World Medical Association's Declaration of Geneva demands that doctors treat their
patients with “compassion and respect for human dignity.”1% This requirement was eventually
extended to cover biomedical researchers' treatment of participants in clinical trials.1%5 Similar
pronouncements have been made by the World Health Organisation.1% In Canada, the Tri-
Council's Policy Statement notes that respect for human dignity “has been an underlying value of
the Tri-Council Policy Statement: Ethics Conduct for Research Involving Humans (TCPS or the
Policy) since its inception.”197

Van der Graaf and colleagues, among others, have attempted to categorize different historical
understandings of dignity.}981%9 Their contributions show that the language of “human dignity”
is used in the healthcare context from Roman antiquity to today. Throughout history, human
dignity has been used in a variety of different, and oftentimes overlapping, contexts. From
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antiquity to the Middle Ages, through the Renaissance and, arguably, to Enlightenment thinkers
such as Kant, Auman dignity was used to emphasize human beings' special place in the universe.
The criteria drawn on to make this case were typically the capacity to reason, the ability to make
use of freedoms and the ability to give intellectual direction and order to one’s life. This, so it
was argued, distinguishes humans from non-human animals. This, most obviously, leaves open
the obvious question of whether humans without these dispositions do not possess human
dignity. Indeed, philosophers of very different backgrounds—utilitarian and Kantian
respectively—have concluded that this rationale for a different moral status of non-human
animals is anything but convincing.200 The traditional paradigm of human dignity seems to have
little in common with foday's, however vague, understanding. For instance, dignity in the
traditional understanding does not serve as a moral basis of rights’ claims. Dignity, under the
fraditional understanding, is more concerned with ensuring that humans live up to a standard of
ethical living that is required by an inherent dignity within.

Today dignity is frequently understood as some kind of intrinsic, morally relevant value that
places a moral obligation on the individual (and on others) to respect someone by virtue of their
dignity.201 Sensen points out that human dignity, in this contemporary understanding, forms the
moral ground of human rights in UN documents. For instance, in the 1948 Universal
Declaration of Human Rights, human rights are grounded in “the recognition of the inherent
dignity {...] of all members of the human family.”2%? Sensen sees a problem in the UN approach
on this issue:

[iln documents like these [UN declarations, covenants] key terms are deliberately kept vague, since one
can only secure an agreement among so many parties at the price of a certain ambiguity. If one were to
specify the meaning and grounding force of human dignity, it might be at odds with some parties'
deeply entrenched opinions and beliefs. In this case the whole project might fail. Accordingly, there is
no explicit attempt to clarify or justify human dignity in these documents.203

A good example of this, in the field of bioethics, is the UNESCO Declaration on Bioethics and
Human Rights. It deploys human dignity to ground the substantive policy guidance contained in
this document.?04 David Benatar agrees with Sensen’s take on the popularity of vague language
in this dignity-centred declaration. He argues, “[t]he other way to gloss over disagreement is to
choose formulations that are sufficiently vague that each person can interpret them consistently
with his or her own views.”205 The Panel returns to this problem throughout this section as it has
significant ramifications for the subject matter of this Report.

It is evident, from this brief survey, that there is no consensus among experts on what the moral
basis of human dignity is, if any, and what its specific meaning in the health care context should
be taken to be. It is thus not surprising to find the term invoked on both sides of the debate over
assisted dying. The Panel’s survey of the meanings of this term—both its current and historical
usages—suggests there is no way to point to a canonical, or ideal, conceptualization; it cannot be
proven that either side of the assisted dying debate is properly applying the concept. Indeed, it is
uncertain that there is unequivocally a concept to begin with.

On one side of the ledger, certain religious organizations and institutions have used the language

of human dignify as a means to reject any suggestion that assisted dying should be
decriminalized. For instance, the Roman Catholic Church considers assisted suicide and
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euthanasia to be a “violation of the divine law, an offence against the dignity of the human
person, a crime against life, and an attack on humanity.”20¢ Recently Margaret Somerville
insisted that, “the concept of dignity must be used to maintain respect for the life of each person,
and for human life and for the essence of our humanness, in general. The current danger is that in
the euthanasia debate it could be used to realize precisely the opposite outcomes.”207
Accordingly, Somerville believes the decriminalization of assisted suicide and voluntary
euthanasia would be such undesirable outcomes.

On the other side of the argument, Raphael Cohen-Almagor, to name but one example, has
published The Right to Die with Dignity, a monograph proposing the decriminalization of
assisted suicide on the basis of considerations of dignity.208 What’s more, organizations
campaigning in favour of the decriminalization of assisted dying (in some shape or form) do not
hesitate to campaign in the name of “human dignity”. Indeed, some, like the well-known Swiss
organization Dignitas offer assisted-dying services to terminally ill patients.2%® Joel Feinberg
offers some justification for this view when he writes, “human dignity is not possible without the
acknowledgment of personal sovereignty.”210 This strategic positioning and the attempt at taking
ideological ownership of the term human dignity is unsurprising, given its near-universal appeal.
However, as will become evident from currently available analyses of the term, neither
proponents nor opponents of assisted dying will be able to resort to language of “human dignity”
as some kind of trump in support of their views.

To determine whether things are any clearer in the usage that is made of the term in Canadian
jurisprudence the Panel examined the Supreme Court of Canada decision in the case of Sue
Rodriguez, in which the term was used frequently in both the majority and in the minority
opinions.

In September 1993, the Supreme Court of Canada decided on the petition by Sue Rodriguez—a
terminally ill patient in advanced stages of amyotrophic lateral sclerosis {ALS)}—to declare
invalid section 241 (b) of the Criminal Code which criminalizes assisting people to commit
suicide 21 Ms. Rodriguez argued that section 241(b) of the Criminal Code violated her rights
under the Canadian Charter of Rights and Freedoms. Specifically, Ms Rodriguez argued that
denying her access to assisted suicide denied her constitutional rights as granted under sub-
sections 7, 12 and 15 (that is the right not to be deprived of the rights to life, liberty and security
except in accordance with the principles of fundamental justice, the right not to be subjected to
crue] and unusual punishment, and the right to equal treatment under the law).212 The Supreme
Court of Canada, in a five to four majority decision, denied the appeal.213

Surprisingly judges in both the majority and minority made reference to human dignity to justify
their respective decisions. The majority decision reads, in part:

[a]s members of a society based upon respect for the intrinsic value of human life and on the inherent
dignify of every human being, can we incorporate within the Constitution which embodies our most
fundamental values a right to terminate one's own life in any circumstances? [emphasis added]?14

The majority of Supreme Court of Canada judges' answered this question with an unequivocal
no.
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The judges who wrote to grant Sue Rodriguez’s appeal also framed their arguments partly in
terms of dignity. Justice Cory expressed his stance this way:

... the Canadian Charter of Rights and Freedoms has granted the constitutional right to Canadians to
life, liberty and the security of the person. It [s.7] is a provision which emphasizes the innate dignity of
human existence Temphasis added]. ... {It] follows that the right to die with dignity should be as well

protected as any other aspect of the right to life,215 :

Justice Beverley MclLachlin (as she then was) wrote:

Security of the person has an element of personal autonemy, protecting the dignity and privacy of
individuals with respect to decisions concerning their own body. It is part of the persona and dignity of
the human being that he or she have the autonomy to decide what is best for his or her body [emphasis
added].216

The judges of the Supreme Court of Canada availed themselves of the language of human
dignity as a means to support diametrically opposed results, namely the continuing
criminalization of assisted suicide on the one hand, and the decriminalization of assisted suicide
on the other. The majority of judges on the Supreme Court of Canada expressed a particular
understanding of the dignity of human beings. Pullman argues that they were concerned that “a
liberal assessment of individual cases eventually will erode society's perception of the intrinsic
worth of human life in general.”?17 One of the dissenting opinions of the court saw individual
dignity as disrespected when the individual's right to self-determination is ignored. Justice
MecLachlin (as she then was) asked at the time: “What value is there, in life without the choice to
do what one wants with one's life?'218

Thus, just as no conceptual clarity on the concept of dignity is gained by looking at historical
sources, it is also impossible to move forward by examining the use to which the concept of
dignity has been put in the main Canadian Supreme Court decision addressing the issue of
assisted suicide.

Might an examination of contemporary moral theory address this conceptual quagmire? It is
possible, after all, that one of the opposing sides claiming human dignity as its own is just wrong
in its use of the term, and that moral philosophy will provide contours of the concept that will
enable a decision on which of the two camps is closer to what human dignity really denotes.

It is worth approaching the analysis of the concept of human dignity in the context of assisted
dying by asking, first, whether it is either a primitive (or self-evident) term of moral language or
whether it is derived from a substantive moral theory with significant general appeal. Once the
moral foundation of human dignity is understood, the Panel can address the question of the
validity of its guidance.

Robert Goodin argues, in an influential account of human dignity, that it is impossible to ground
human dignity in a moral theory. However, he insists that we should accept “human dignity” as a
logical primitive, “a fundamental axiom in our individualistic ethical system”™ 219 This, of course,
is begging the question. Goodin, after conceding that dignity cannot sensibly be derived from an
ethical framework, suggests that we should accept it as a primitive term of moral language. The
problem is, unfortunately, that the meaning of the term is not self-evident to begin with and so, in

170 Waller Street, Ottawa, ON K1N 9B9 « Tel: 613-991-5642 « www.rsc-sre.ca | 55



that sense, the question is left unanswered.

Broadly speaking, in addition to the contemporary, intuitionist account of human dignity, there
are arguments in moral philosophy about whether human dignity is a species-related concept that
is applicable to all human beings as human beings regardless of a given member of our species'
dispositional capabilities,??0 or whether human dignity applies only to a person capable of
making rational choices.22

Historically, species-related dignity claims have been derived from a religious idea, as expressed
in the Book of Genesis, suggesting that God made the human species the apex of earthly
creation. This metaphysical claim rests on “the Judeo-Christian appeal to the imago dei [image
of God] as the basis of human dignity.”222 It has been suggested that this traditional
understanding of human dignity was first explicated by Pope Leo 1. He reportedly said,
“[r]ealise, o Christian, your dignity. Once made a ‘partaker in the divine nature’, do not return to
your former baseness by a life unworthy [of that dignity]. ... Recall that you have been made
‘according to the image of God’.”223 On a policy level, such claims translate into stances such as
this, taken by the Canadian Salvation Army:

Human life is a sacred gift from God. The Salvation Army believes, as a consequence, that euthanasia
and assisted suicide are morally wrong. ... Euthanasia undermines, rather than enhances, human dignity.
... Assisted suicide undermines, rather than enhances, human dignity.224

Ethics has at least two primary functions: to guide our actions, and to provide justification for the
guidance given. This approach to human dignity seems to meet the guidance criterion. Mast of
those appealing to this understanding of dignity reject any kind of assisted suicide or euthanasia.
The reason frequently provided is that the God in question is the sole arbiter of life and death and
that mere mortals are not permitted to interfere with God's master plan. God is understood to
have given humans life, and humanity is not entitled to take this gift away on its own accord.

The underlying premise—namely that all humans are possessed of dignity in virtue of a special
relationship to a God—is, however, incapable of being used as a basis of public policy proven in
the context of a democratic, multicultural and multi-faith society that must cleave to the
strictures of public reason in ethical deliberation. In the absence of a societal consensus in favour
of, or incontrovertible proof of the existence of the God in question, and, therefore, the absence
of overwhelming societal support for the metaphysical claims underlying this grounding of
dignity, this account of human dignity cannot be relied upon to justify normative guidance on
assisted dying on a societal level. Religious people might choose to avail themselves of the
guidance provided by their respective religions, but it is unreasonable to enforce normative
views derived from claims about a God uniformly on a societal level given the multicultural and
multi-faith nature of Canada in the 21% century.

The same holds true for secular accounts arguing against the decriminalization of assisted dying
on species-membership accounts. Leon Kass' account is probably the best-known of these
approaches. He famously argued that “the deepest ethical principle restraining the physician's
power is not the autonomy or freedom of the patient; neither is it his own compassion or good
intention. Rather, it is the dignity and mysterious power of life itself.”225 This approach to human
dignity is again metaphysical in nature. It asserts that species-wide dignity is a kind of ethical
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primitive that imposes limits on all other ethical theories, as Richard E. Ashcroft has suggested.
He notes that

this approach is set out in direct challenge to the dominant “personhood™ account, which starts from
what is morally valuable in paradigm cases of humans and then generalizes to other entities with similar
features, while restricting concern (to varying degrees) to entities lacking some or all of the features of
personhood. The dignity approach rejects this strategy, in part because it undermines the moral status of
“marginal™ humans (such as embryos and people in a persistent vegetative state), and in part because it
holds that dignity (or humanity) is “primitive” in that it cannot be analyzed further into contributory
components. Personhood is not “primitive” in this sense, and the arguments about who does or does not
possess it are widely criticized by non-bioethicists as attacks on vulnerable -people. On the other hand,
Kass’ metaphysical dignity is equally obscure, precisely because it is held to be a primitive term.226

The challenge for non-theological, species-wide conceptions of dignity is that once the argument
about having been made by and in the image of God is taken away, it seems impossible to point
to some frait possessed by all humans, and only by humans, that grounds the attribution of
dignity to them. Species-wide conceptions of dignity are thus, it would seem, questionable.

Kurt Bayertz rightly points out that such appeals to human dignity and to the sanctity of human
life have, for all practical intents and purposes, become efficient stop signs both in philosophical
discourse and public policy debates. These appeals are aimed at pre-empting any further debate
on the matter.22”7 Attempts at linking appeals to dignity and the sanctity of human life have been
widely criticized by philosophers from various, oftentimes even competing philosophical
traditions during the last few decades. In a similar vein, court judgments have repeatedly and
explicitly rejected a fundamental assumption inherent in claims about human dignity and the
sanctity of human life, namely that continued existence is always of benefit to the person in
question.228

Immanuel Kant developed not a species-specific, but a person-specific account of human dignity.
Respect for dignity, under this understanding, is not owed to us as a result of our membership in
our species; rather, Kant understood the human capacity for living a life based on rational
choices as a dignified existence requiring moral respect. It is that which distinguishes us from
non-human animals because it permits us to overcome natural necessity. In Kant's ethics, all
persons with the disposition to reason are ends in themselves; they have intrinsic, infinite value.
One implication of this view is that persons must never be used as mere means by others, and
that they must never treat themselves as mere means either. The latter point, particularly, could
have serious consequences for the debate on assisted suicide and voluntary euthanasia. The point
of this view is that humans ought to respect persons' dignity because of the value ascribed to
their capacity to make rational, moral choices and to respect them for who they are as self-
conscious beings,

But if this is what grounds dignity, then it is unclear why it should (as Kant thought it did) be
viewed as part of an argument against the right to determine the circumstances of one’s dying.
Indeed, if people’s ability to reason is respected, then their ability to reason about the ends of
life, and about the end of life, must be respected as well. Why is the decision to request aid in
dying in the face of a subjective conclusion that one’s life is no longer worth living (and in full
cognizance of the facts about one’s circumstances) a denial, rather than an affirmation, of

dignity?
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Kant clearly thought that an autonomous person—a person who made use of his or her rational
capacities in order to determine his or her course of action—would never choose to commit
suicide. But this, as has been noted, was based on his somewhat tortured reasoning according to
which, necessarily, a person who chooses to die in order to put an end to suffering is treating him
or herself as a means rather than as an end:

If he destroys himself in order to escape from a difficult situation, then he is making use of his person
merely as a means so as to maintain a tolerable condition until the end of his life. However, a human is
not a thing and hence is not something to be used merely as a means; one must in all one's actions
always be regarded as an end in itself. Therefore, I cannot dispose of a human being in my own person
by mutilating, damaging, or killing him. 229

J. David Velleman, a current-day Kantian agrees. According to his analysis, we ought to value
the person in a particular special way that does not, by definition, permit us to balance dignity
against other values (like respect for a patient's autonomous choices—a choice Frances M.
Kamm considers to be protected). Velleman summarizes his argument thus:

The question is whether the self-interested choice of suicide can really be a ‘reasoned choice' — this
question being foundational, in Kantian ethics, to the question whether such a choice is morally
permitted. The answer is that the self-interested choice of suicide cannot be an exercise of rationality,
because it entails treating oneself as an instrument of one's interests, which is incoherent. That's why
this choice is not morally protected. One's value as a rational being cannot require that others defer to
one's irrational disregard for that same value.230

Velleman similarly maintains that pain and suffering are not sufficient dignity-related reasons for
legalizing assisted dying. His argument follows these lines of thinking: dignity of persons is
abused if the person is eliminated in order to end her pain and suffering, that is if it is used purely
as a means to achieve another end. The intention to act in such a manner is not only disrespectful
to an individual’s own dignity as a person, but also to the dignity of similar persons. In that
sense, the intention is not merely self-regarding but also other-regarding.

That this is not an obvious implication of Kant’s commitment to autonomy is evidenced by the
fact that some influential contemporary Kantian moral philosophers are critical of this
conclusion.?31 Kamm argues that when “life involves such unbearable pain that one's whole life
is focused on that pain,” dignity, as a person, is, arguably, lost. Her well-known analysis begins
with the observation that persons have a right to life, and, as a corollary, a right not to be killed.
However, persons are entitled to waive their right to life. Waiving this right, according to Kamm
“releases others from a duty not to kill him.”"232 She continues,

[s]uppose life involves such unbearable pain that one's whole life is focused on that pain. In such
circumstances, one could, I believe, decline the honour of being a person. [...] We might acknowledge
the great (and normally overriding) value of being a person [... and yet] allow that some bad conditions
may overshadow its very great value.” **

Kamm subscribes to the view that respect for self-regarding decisions as moral agents is what is
required by human dignity, whereas Velleman holds that dignity is incompatible with making
certain decisions, the decision to commit suicide is such a decision.234
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One plausible diagnosis of this apparent failure among Kantians to fix on a roughly similar
conception of dignity is that they have different things in mind. They are invoking their favoured
moral considerations and cloaking them in the (rhetorically compelling) language of dignity.
Kamm tightly ties dignity to the ability to exercise personal autonomy. This tendency among
Kantians has prompted medical ethicist Ruth Macklin to suggest that dignity collapses altogether
into respect for personal autonomy, and, for that same reason, notions of dignity should be
discarded and replaced with respect for personal autonomy.?35

It is clear that Kantians like Velleman have not moved their analysis significantly beyond Kass in
simply pointing to a dignity that inheres within us and that limits the decisions we can take. The
problem is that, in the absence of a theological grounding for this claim, it is metaphysical in the
pejorative sense of the term and is rooted in neither argument nor observation.

It is evident that the influential Kantian approach to ethics does not provide an unequivocal
ethical guidance and justification on the issue of assisted dying. Society holds diverse and often
contradictory views on what constitutes a life worth living, and, more importantly, on what
constitutes dignified or undignified death. Not unexpectedly, among Kantians there is no
consensus on whether or not reference to human dignity is a suitable tool to settle the question of
whether or not assisted dying could be ethical.

To summarize thus far, the Panel has examined historical sources, Canadian Supreme Court
decisions, and recent moral philosophy. The Panel has observed the same pattern running
through all three, namely a tendency to make dignity mean one thing and its opposite, and to
cloak potentially controversial moral considerations—individual autonomy on the one hand, and
some quality inherent within agents, in virtue of their being human on the other—in the pleasing
language of dignity. In light of this conclusion, the Panel asserts it is best that debate about moral
issues, such as assisted death, absent discussions of human dignity; rather, the values that lie
behind this concept, on both sides of the debate, be explicitly considered.

More pointedly, there is a challenge for those theorists and activists who would limit the
individual’s right to make informed and rational decisions on the conditions of his or her death in
the name of some normative consideration that inheres in individuals as either rational beings or
as members of the human species. This challenge is to specify what that normative consideration
is without invoking the language of dignity and without invoking considerations that are either
implicitly or explicitly theological, and, thus, are unacceptable given the canons of public reason
that are essential for public debate in multicultural and multi-faith societies such as Canada.
While the Panel does not foreclose the possibility that such an argumentative hurdle can be
cleared, the Panel does not at present see that any contribution to the debate has actually done so.

7. Arguments Against the Legal Right to Assisted Death

The Panel takes itself to have established in the previous section that extant a priori arguments
against the prima facie moral right to assisted death are unpersuasive. Note that this conclusion
is weaker than would be the claim that it is in principle impossible to articulate a publically
acceptable argument against even a prima facie right. Given the importance of autonomy in our
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constitutional order, the burden of proof is quite substantial.

We must now consider arguments fo the effect that though there may very well exist a prima
Jacie right to assisted death, this right is defeated by countervailing considerations, such as the
rights of third parties.

How might such an argument be mounted? Clearly, one’s suicide affects others in ways that are
often quite tragic. A person who chooses to die leaves behind loved ones whose grief might
immense. Might this kind of interest which third parties have in an individual not being
permitted to exercise a prima facie right to assisted death be the kind of third-party interest that
might block the recognition of a legal right?

We can dispense of this kind of argument quite readily. Though there is no denying the suffering
that suicide can cause among a person’s family and friends, we have chosen not to let such
considerations constitute a legal break upon individuals being permitted to act on their
autonomous choices, especially with respect to life’s most important decisions. In addition, we
allow individuals to leave their families even in cases where their departure causes great grief or
hardship. There is no reason to freat the case of assisted suicide any differently.

More to the point is the impact that allowing assisted suicide might have upon vulnerable others.
A concern voiced at least as often as the concern, considered above, that suicide offends against
human dignity, is that by allowing assisted suicide in the case of competent individuals, we will
set in motion a “slippery slope” that will lead us inexorably to employing euthanasia
unacceptably in non-voluntary contexts. This fine of argument warrants our attention because it
invokes a value that clearly has the same kind of foundational status that autonomy has in our
constitutional moral order. That value is that of the safety and security of the Canadian
population, and in particular of its most vulnerable members.

Another line of argument that might block the move from the moral right to suicide to the legal
right to assisted suicide has to do with the rights and interests of medical professionals. What we
are trying to determine is not whether there exists a right to suicide but rather whether there is a
legal right to be aided by medical professionals in ending one’s life. The first right may very well
exist, but it only gives rise to the second in case there is no legitimate claim that we might make
to the effect that medical personnel ought not to aid their patients to avail themselves of their
right to choose suicide.

The following section will be devoted to the consideration of the claim that, whatever the status
of the right to suicide, there is no right to choose assisted suicide because medical professionals
are under an obligation not to assist their patients in dying. We will then consider arguments to
the effect that the recognition of the legal right to choose assisted suicide would set up a slippery
slope that would end up sacrificing the important value of safety and security of our most
vulnerable fellow citizens.

a. Medical Professionals

If the érguments canvassed so far are at all plausible, then it follows that respect for individual
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autonomy grounds a moral right not to be interfered with in requesting voluntary euthanasia or
assisted suicide, and that this moral right is not defeated by obligations that the individual
making the request might have toward himself, or by considerations of human dignity.

The next task is to determme what the status of health care professionals is with respect to this
right. Ought they to provide assistance with suicide or voluntary euthanasia? Are they, on the
contrary, duty-bound not to accede to requests for assistance with suicide or voluntary euthanasia
in light of independent moral considerations? The Panel defends and takes an intermediate
position in this section: health care professionals may accede to the request made by an
autonomous individual for assistance with suicide or voluntary euthanasia, though they are not
professionally duty-bound to do so. For reasons which will be explained below, their right not to
accede to the request is limited in the following way: if they choose not to assist a competent and
fully informed patient who has made an uncoerced request for assisted suicide or voluntary
euthanasia, they are duty-bound to refer them in a timely fashion to a health care professional
who will.

It has been argued that, although patients may formulate a morally legitimate request for assisted
suicide or voluntary euthanasia, health care professionals have the obligation not to accede to
their wish. It is claimed, for example, that assisting another person in dying is incompatible with
the professional ethical obligations of a health care professional, who traditionally is understood
to be morally obligated to heal rather than to kill. It is also claimed that an erosion of trust
between the general population and the medical establishment would ensue if health care
professionals came to assist their patients in dying as a matter of routine >® Rather than trying to
determine whether there is some deep incompatibility within the ethics guiding health care
professionals® conduct, it is helpful to proceed by examining whether assisted suicide and
voluntary euthanasia are compatibie with acts that heatth care professionals already perform as a
matter of course, and which are widely accepted both in Canadian law and in ethics.

The practice of medicine has evolved in such a manner as to legitimate health care professionals
providing their patients with assistance in dying. Patients and health care professionals already
discuss whether a patient’s best interests are promoted by continued living when questions of
termination of treatment arise. The patient’s rights most decidedly include the right to refuse
treatment and the right to interrupt treatment even after it has been initiated. Decisions to
terminate treatment are routinely taken by patients following discussions with their doctors and
nurses, who attempt to paint as clear a picture as they can of their patient’s prognosis in order to
allow for an informed decision. When the patient decides that the time has come to suspend
treatment, health care professionals are duty-bound to accede to their wishes, even when it is
clear that termination of treatment will hasten death. It is uncontroversial then that it is accepted
in the health care professions today that the health care professional’s role is not limited to
providing therapy.

The Panel concludes that there is both a moral right on the part of informed and competent
patients who do not consider their lives worth living any longer, to non-interference in assisted
suicide and voluntary euthanasia, and a moral permission on the part of health care professionals
to provide assistance with suicide or voluntary euthanasia. It is worth noting in this context that
the Panel has deliberately chosen to analyse the involvement of health care professionals as
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opposed to only the involvement of medical doctors.

A question may arise as to whether the Panel considers there to appropriately be a permission
rather than an obligation on the part of health care professionals to provide assistance with
suicide or voluntary euthanasia to those who have decided to die. Society has a significant
interest that if the practices of assisted suicide and voluntary euthanasia are carried out at all,
they must be carried out securely, and with appropriate mechanisms of oversight, protection, and
control. Where does this leave health care professionals? An obligation on health care
professionals would obviously bring their professional as well as their personal autonomy into
play. A question may also arise as to whether the Panel considers there to appropriately be a
restriction to health care professionals in the provision of assistance with suicide or voluntary
euthanasia. These two questions are interrelated as they both implicate the interests of others
beyond the individual seeking assisted suicide or voluntary euthanasia and the answer to one
affects the answer to the other. If health care professionals are obligated to provide assistance,
then their autonomy is evidently limited. It is worth noting, however, that obligations imposed on
professionals are not as such morally questionable, indeed they are not unusual. Limitations of
professional autonomy are the traditional societal response aimed at regulating the professions.
The question is whether any given obligation placed on professionals is justifiable.

It arguably would constitute a limitation of health care professionals’® liberty or freedom of
conscience and religion if they were required to accede to the voluntary request for assistance
with suicide or the request for voluntary euthanasia, even if the request was formulated by a
competent and informed patient.”>’ Today’s procedural solution to this problem is, in Canada as
well as many other jurisdictions, that health care professionals may provide certain reproductive
health services that some religious health care professionals object to on conscientious grounds,
however, they do not have to provide those services, in case the provision of those services
would violate their conscience. Such objecting health care professionals are required to transfer
an assistance seeking person on to other health care professionals who will provide the required
services in a timely manner. The underlying rationale for this procedural solution lies in this kind
of reasoning: If only health care professionals are permitted to provide assistance but they are not
obligated to do so, then their autonomy is not limited but the autonomy of those seeking
assistance could potentially be unfairly limited. Hence the requirement on conscientious
objectors to refer assistance seekers to colleagues who are prepared to oblige them. If individuals
other than health care professionals are permitted to provide the assistance, then the autonomy of
health care professionals and those seeking assistance is not limited. However, there could be
legitimate concerns over how society could regulate the actions of non-health care professionals
in this context in order to limit the risk of abuse.

The best way to balance these particular competing rights and interests is not yet clear.
Conclusions about the best way to balance rest not so much on an unresolved conflict of values
but more so on many logistical factors that cannot be addressed in the context of this Report. For
example, is it the case that only health care professionals are competent to ensure that the
conditions for permissible assisted suicide or voluntary euthanasia are met? Can the balancing be
achieved through requiring some involvement of health care professionals (e.g., in cognitive
capacity assessments, providing mformation, and prescription writing) but not excluding others
from also playing some role (e.g., delivering a lethal drug mixed in orange juice for the
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individual to drink as a means of committing suicide)? Can the oversight necessary to ensure the
conditions for a morally justifiable legal regime are met be achieved only through limiting those
who can provide assistance to suicide or voluntary euthanasia to health care professionals?
Would individuals who desire assistance be able to gain access to assistance if the permission
was restricted to health care professionals and they were not required to provide assistance when
asked? These and related questions require further information gathering and analysis of possible
models of a regulated permissive regime.

The framework set out in the preceding sections is not sufficient to support a position on the
issues of restricting the permission to provide assistance in suicide or voluntary euthanasia to
health care professionals. The framework supports the conclusion that health care professionals
should be permitted to provide assistance but requires further information-gathering and
deliberation to take place before adopting a position on whether the permission to provide
assistance should be limited to health care professionals. ’

b. Slippery Slopes and the Protection of the Vulnerable

The arguments canvassed so far show that and why people have the right to take actions to end
their lives when their lives are no longer worth living to them. The analysis demonstrates that the
moral standard implicit in current medical practices implies that health care professionals may
accede to the requests of their patients who, in these circumstances, decide that they wish to end
their lives.

But, as we have seen, the morality of assisted dying does not settle the question of whether it
should be decriminalized. The main reason that might block the passage from morality to legality
has to do with the concern that, while it is possible to isolate precise conditions under which
assisted dying might be morally justifiable, it would be difficult or impossible to design
institutional mechanisms overseeing the decriminalized practice that would cleave precisely to
those conditions. The fear is that assisted suicide and voluntary euthanasia will occur in
circumstances that fall outside the morally acceptable range. For example, a fear might be that
assistance with suicide or voluntary euthanasia will be administered to less than fully competent
patients. A fear might be that the practice of assisting those who voluntarily choose to die might
give rise to a situation in which people who fail to satisfy the voluntariness condition are put to
death.238 In other words, some people may fear that decriminalizing morally permissible cases of
assisted suicide and euthanasia will create a slippery slope that could lead to the practice being
abused, and to assisted suicide and voluntary euthanasia occurring in morally impermissible
circumstances.

Along with arguments surrounding the concept of human dignity, arguments invoking slippery
slopes are among the most ubiquitous in debates about assisted suicide and euthanasia.
Arguments concerning dignity attempt to show that assisted suicide and euthanasia are wrong in
and of themselves, and independently of the consequences that they might have. Slippery slope
arguments tacitly concede that certain cases of assisted suicide and euthanasia are morally
permissible, but cast doubt on our ability to institutionalize them without producing catastrophic
consequences. : ’
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Slippery slope arguments are ubiquitous in public debate. Hardly a day goes by without some
radio talk show pundit, intent upon convincing listeners that a policy he opposes should not be
adopted, argues that if we allow the policy in question, then another, far more noxious one, will
inexorably follow in its train. This Report canvasses empirical evidence on this issue in Chapter
Four. Academics arguing about controversial moral and policy issues are not immune to the lure
of such arguments. For example, opponents of genetic testing and screening say that there is no
way to control the slippery slope from therapeutic uses of these new techniques to eugenic
ones.23? Similarly, opponents of assisted suicide argue that the decriminalization of this practice
will elicit a slide into involuntary euthanasia.240

- The ubiquity of such arguments, especially among academics, is surprising. After all, they are, in
almost all cases, logically invalid arguments. When slippery slope arguments are invoked, it is
almost always to change the subjects. Rather than providing grounds for thinking that a proposed
policy or principle is morally unacceptable, these arguments trade on the widely acknowledged
inappropriateness of some other policy or principle, and then tar the matter under discussion with
the acknowledged problems of the latter. These arguments do so by drawing some empirical or
causal connection between the two. But as the subsequent analysis shows, these connections are
almost impossible to vindicate.

Literature on the logic of argumentation distinguishes two basic forms of slippery slope
argument. Both types are present in the assisted suicide and voluntary euthanasia debate. Some
slippery slopes are conceptuai. They claim the concepts used to set up criteria governing a
practice are fuzzy, and that this conceptual vagueness will lead to the practice being abused.
Others are causal. They claim that if a certain decision or policy is implemented that could in
and of itself be morally acceptable, causal mechanisms will be put in motion that will
unavoidably lead to making other, much more morally dubious, decisions.

The first task at hand is to examine specifically conceptual slippery slope arguments against
assisted suicide and euthanasia. According to such arguments, many of the concepts employed in
order to create guidelines and criteria to limit the practice to morally acceptable cases are vague.
A good example is the concept of comperence. The argument of this Report proposes that the
practice should be limited to competent individuals. Philosophical literature on the subject and
clinical practice show the concept of competence is notoriously difficult to pin down. The line
between competence and incompetence is ambiguous at best.

The conceptual slippery slope argument against assisted suicide and voluntary euthanasia takes
the aimbiguity of the concept as the premise of an argument that practicing assisted dying on
incompetent people is unavoidable. The argument takes the form of what in philosophy is called
a sorites paradox: for every competent person, there will be one just slightly less competent,
where the difference between the two hardly seems significant enough to ground the claim that
one is competent whereas the other is not. But then, there will be a person just slightly less
competent than the second, and then another just slightly less competent than the third, and
quickly, medically assisted dying is being practiced on patients of whom it would be very
difficult indeed to claim that they are competent. Frequently the spectre of the Nazis’ murder of
intellectually disabled people is invoked in order to indicate where this slippery slope would
inexorably lead any society that decriminalized assisted dying in some form or shape.
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The conceptual slippery slope argument against assisted suicide and voluntary euthanasia points .
t0 a real problem. But it is a problem that is ubiquitous across the full range of areas in which
public policy and laws are enacted. Seeing it as a reason to rescind from enacting such laws and
policies would lead to stasis. Consider a much less dramatic area of policy such as the
determination of the age at which individuals can obtain a driver’s license. There is no bright
conceptual line that separates the competence and reliability of a person of 15 years and 364
days and a person of 16 years. The gain in competence from one day to the next is infinitesimally
small. :

Since it is not acceptable, as a matter of policy, not to grant people drivers’ licenses because of
our inability to determine thresholds of competence with precision, the law establishes a line that
is to some degree arbitrary. By fixing the minimal age requirement at 16, society attempts to do
as well as possible in ensuring that only competent people get on the road, accepting a certain
number of false negatives and false positives as an acceptable cost for allowing people to be able
" to drive.

The exponent of the slippery slope argument against assisted suicide and voluntary euthanasia
will naturally disagree with the analogizing of cases of public policy (such as those just annulled
with cases in which moral principles are in play). Whereas the former are amenable to
cost/benefit reasoning, the latter, he or she will claim, are not. Thus, the argument might run,
when the placing of an arbitrary line at one point rather than another, along a continuum, risks
- placing the defence of a principle on the wrong side of the line, we should avoid drawing lines
altogether, and prescind from the impugned practice. This is a moral problem, no matter what the
benefit of drawing the line somewhere. Thus, for example, if it is settled that stringency test “X”
accommuodates requests for assisted dying, and that there exists a more stringent test “X+17, the
space between “X” and “X+1” can be cashed out in terms of lives lost that ough? not to have
been lost. Thus the most stringent test there is should be chosen: namely outright, or almost
outright, prohibition.

This line of argument can be resisted in a number of ways. First, prohibition will not lead to the
elimination of lives lost through assisted dying. It will rather mean that the practice will continue
as it does in all jurisdictions where it is prohibited in the absence of any principle or institutional
safeguard. Second, moral costs must be reckoned that flow both from permission and from
prohibition—the moral costs of the latter are needless suffering and thwarting the wills of
autonomous individuals.2¢! The exponent of the slippery slope argument against euthanasia and
assisted suicide cannot, in other words, avoid assessing the costs of nof drawing a line
somewhere.

Finally, the vagueness of concepts can only be of limited use to the partisan of slippery slope
arguments. For, though a concept like that of competence is ambiguous, it cannot be reasonably
inferred that there are not clear, paradigm cases of competence and, correspondingly, that there
are not paradigm cases of incompetence. The fallacy of the sorites paradox upon which the
conceptual slippery slope is grounded claims there will not come a point when the succession of
imperceptibles gives rise to cases in which it is known that it is no longer competent individuals
being dealt with.
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Causal slippery slopes, being based on empirical premises, are not amenable to logical
refutation. Unless their empirical premises run countér to the laws of physics, they invoke real
possibilities. It is, rather, that human decisions will give rise to other human decisions, and that,
whereas the first set of decisions were morally acceptable—or only contestably morally
unacceptable—the second set of decisions (unavoidable according to the slippery slope theorist
once the first have been made) are clearly unacceptable. The inevitability of the second set of
decisions is seen in this way to impugn the first.

The cawvsal mechanisms invoked to make such arguments plausible are of a very different kind
than those invoked in straight consequentialist reasoning. The argument based on such
mechanisms is, the Panel submits, much more difficult to make good because these arguments
imply that such mechanisms will hold sway, even when the possibilities are laid bare and steps
are taken to counteract them. Consider two cases: the first is one in which a person has no moral
qualms about the principles and decisions which may flow from an initial decision. She thinks
that both are morally justified. When she adopts the second, it is not as a result of having fallen
prey to the slippery slope. Rather, she is simply expressing her support for both “Decision 17 and
“Decision 27, and for whatever principles underpin the two decisions.

In the second, an agent supports “Decision 1™, but has serious moral qualms about “Decision 2”.
He is aware of the fact that there are empirical (psychological, social, institutional, etc.)
mechanisms that may make it more likely that “Decision 2” will come to seem more plausible to
some, once “Decision 1” has been taken. This person is aware of the risk of a slippery slope; but
intent as he is to resist it, he will be at pains to put safeguards in place—both psychological and
Institutional—to make it less likely than it might otherwise have been that policy or “Decision 2”
will come to be adopted as a result of policy or “Decision 1 having been adopted.

The supporter of slippery slope arguments offers a very difficult argument to respond to the
agent in the second case. He will have to claim, not only that a slippery slope might be set in
motion by the adoption of “Decision 17, but that it will overpower whatever — legal, institutional,
psychological, moral - resistances and safeguards responsible citizens and politicians, aware of
the risks, are intent on putting in place in order to avoid the morally problematic decision being
made. The partisan of the slippery slope thus has a formidable burden of argument to take up.
Indeed, slippery slopes might fail to eventuate not only because the gradient of the slope might
not be quite as steep as some think (the causal mechanisms linking a morally acceptable decision
or policy to a morally problematic one that are invoked by partisans of slippery slope arguments
may not be as reliable as hypothesized), but also—and this is the important point in the context
of this argument—because there will be various kinds of obstacles built along the path of the
slope that are the result of deliberate human intent.

In continuing to strike the theme of slippery slopes in the face of these considerations, the
slippery slope theorist must take care not to overreach. Much already existing public policy takes
precisely the form just described. Measures are taken, and watchdog institutions are put in place
to guard against abuse. Under-discussed but crucial functions within liberal democracies such as
auditors general and ombudsmen are just two such offices. There is no reason to think that this
could not also be done in the case of assisted death.
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Causal slippery slope arguments can play an important role in this context. Rather than being key
elements in the refidation of moral/political positions, they can serve to alert decision-makers as
to the kinds of safeguards that will have to be put in place, given the particular risks associated
with a given decision. But this does not amount to the kind of role that practitioners and theorists
who routinely employ slippery slope arguments consistently fill, which is to refute a position
rather than contributing to designing safeguards that might maximize the benefits of its adoption
while minimizing its costs. In designing the regulatory structure that would govern the practices
of voluntary euthanasia and assisted suicide, some of the arguments of opponents of these
practices should be attended to, not because they are convincing as refutations of the practices in
question, but because they do point to potential risks against which prudent policy-makers will
want to take steps to counteract.

Some slippery-slope arguments that can be found in the literature about assisted dying are good
examples of fear-mongering rather than of a realistic assessment of the risks that might
accompany the decriminalization of assisted dying. For instance, there is no evidentiary basis for
the fear that the decriminalization of assisted dying would relax the inhibitions that medical
professionals presently feel for resorting to assisted dying in all but the most extreme of confexts.

Other slippery-slope arguments suggest real risks against which institutional safeguards must be
erected. The following risks deserve attention from prudent policy-makers and institutional
designers.

First, the argument in this Report limits the justification of assisted dying fo competent persons.
Safeguards must be put in place that avoid “false positives™ to as great a degree as possible. That
is, ways must be found to ensure that assisted dying is only provided to competent agens.

Second, opponents of the decriminalization of assisted dying often formulate the fear that it
would lead to a reduction in resources for such practices as palliative care, and for adapting
various social contexts and institutions to the (often quite costly) needs of persons with
disabilities. The appetite for cost-cutting that characterizes most modern states, especially in the
context of health-care, suggests that this fear is not unfounded. But again, the point is not to
conclude from the observation that certain risks might possibly eventuate that the State ought to
prohibit the practice of assisted death altogether. Rather, institutional safeguards must be put in
place that would be effective in offsetting the risk in question. Thus, for example, it is
conceivable decriminalization of assisted death being accompanied by legislation requiring that
funding of programs such as palliative care, as well as policies aimed at addressing the needs of
persons with chronic diseases and disabilities be maintained at certain levels. Such legislation
could be accompanied by the creation of a watchdog body tasked with ensuring that funding
commitments be respected, and more generally that the overall situation of palliative care, as
well as of programs devoted to the needs of persons with disabilities and chronic diseases, not be
worsened by the decriminalization of assisted dying. This body might for example take on a
public education mandate, to ensure that the decriminalization not be accompanied in an erosion
in public support for such programs, and in a coarsening of public attitudes with respect to the
needs and interests of such persons.
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The logic of slippery slope arguments, most charitably construed, is that there are certain risks
that might accompany a policy, and that those risks are so grave, and/or society’s capacity
reliably to counteract them so limited, that it would be better not to enact the policy. This logic is
however premised on a faulty assumption, namely that the status quo is itself without costs or
risks, and that the only costs and risks to be factored into our deliberations concerning the
desirability of moving away from the status quo are the ones that accompany the move away
from the status quo. But this is never the case. Indeed, the problematic policy would not have
been proposed had there not been a perception among policy-makers that the status quo was
fraught with costs and harms. In the case of the issues before the Panel, that is most certainly the
case. As has been pointed out in Chapter Two, the practice of assisted death presently occupies a
shady area in which it is both prohibited, and the prohibitions against it sometimes unenforced.
The result is that assisted dying presently goes on in various medical contexts in Canada, but it is
governed not by transparent, reliable norms but by the private convictions of individuals. The
present dispensation is fraught with all of the anxiety, uncertainty and needless suffering that
attends any policy area governed by arbitrariness and lack of clarity rather than transparent,
democratically enacted norms. The evidence adduced in Chapter Four strongly suggests that
jurisdictions that have liberalized laws concerning assisted death have not succumbed to the
slippery slopes pointed to by opponents of liberalization. Opponents of decriminalization have
not adequately taken into account the very real costs and harms that the present situation
regarding assisted dying in Canada involves.

The Panel concludes that two important arguments that would, if successful, block the legal
recognition of the prima facie moral right to assisted suicide, fail. There is no blanket moral
objection to physicians assisting their patients in dying. Nor is the slippery slope that could lead
from the decriminalization of assisted death in voluntary contexts to the acceptance of euthanasia
in non-voluntary contexts as decisive as its proponents pretend. Rather than constituting a
refutation of the argument in favour of a legal right to choose assisted death, they helpfully point
us toward safeguards that must accompany that decriminalization, lest the safety and security of
vulnerable Canadians be imperilled.

With this conclusion, the argument in favour of a legal right to choose assisted death is complete.
We have shown that there is a strong autonomy-based argument in favour of the right that is not
defeated by other constitutional values to do with safety and security, dignity, or the rights of
third parties.

8. Conclusions

The Panel concludes:

1. That there is a moral right, grounded in autonomy, for competent and informed
individuals who have decided after careful consideration of the relevant facts, that their
continuing life is not worth living, to non-interference with requests for assistance with
suicide or voluntary euthanasia. ,

2. That none of the grounds for denying individuals the enjoyment of their moral rights
applies in the case of assisted suicide and voluntary euthanasia. There are no third-party
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interests, self-regarding duties, or duties toward objective goods that warrant denying
people the right to assisted suicide and voluntary euthanasia. Prophesied undesirable
social consequences are not sufficient to negate the right to choose assisted suicide and
voluntary euthanasia. Rather, they should be taken into account in constructing the
regulatory environment within which this right can be exercised.

That health care professionals are not duty-bound to accede to the request of competent
and informed individuals who have formulated the uncoerced wish to die, but they may
do so. If their religious or moral conscience prevents them from doing so, they are duty
bound to refer their patients to a health care professional who will.
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CHAPTER FOUR: INTERNATIONAL EXPERIENCE WITH LAWS ON ASSISTED DYING
1. Introduction

This Panel has reached the conclusion that there are persuasive arguments in support of the
development of a legally permissive regime with respect to assisted dying in Canada. Since
Canada would not be the first country to embark on a path to a permissive regime, it is useful to
examine and learn from the experiences of other nations. While the majority of countries
throughout the world continue to regard assisted suicide and voluntary euthanasia as criminal
offences, a small, but significant, number of jurisdictions now accommodate assisted suicide
and/or voluntary euthanasia in certain circumstances. In this chapter, the Panel analyzes the
experience of other countries in two ways.

First, the ways in which different countries have approached the issue of assisted dying are
described.

Second, the Panel turns to the practical experience in these countries or states—in so far as there
are available data—to see what happens in practice when assisted dying is, in some
circumstances, allowed.

2. Mechanisms for Change to Law and/or Practice

When discussing different legal mechanisms for changing law and practice with respect to
assisted dying, it is important to remember that not all jurisdictions (countries or states) share a
similar legal background. The starting point obviously dictates the range of potential routes to
reform. Switzerland, for example, was able to develop a permissive regime because assisted
suicide, under certain conditions, was not criminalized in the first place. The Netherlands on the
other hand had to institute laws on both voluntary euthanasia and assisted suicide because both
were, and still are, mentioned in the Dutch Criminal Code. Agaiunst this contextual backdrop,
four major mechanisms have been used internationally to effect change: judicial decisions;
prosecutorial charging guidelines; new or revised laws; and evolution of practice without legal
change. ’

a. Judicial Decisions.

The courts have been used to effect change in two jurisdictions through imposing reduced
sentences and recognizing defences to charges of voluntary euthanasia or assisted suicide.

In a 1973 case Duich court recognized that a physician could lawfully be allowed to prevent
serious and irremediable suffering, even if this meant shortening the patient’s life. At that time,
voluntary euthanasia and assisted suicide were punishable in all circumstances. In this particular
" case, the physician was found guilty of breaking the law but the court only meted out a more or
less symbolic punishment. The decision provoked a wide-ranging legal discussion regarding the
acceptability of active physician involvement in death. The underlying legal reasoning for
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accepting this involvement remained unclear until 1984, when the first voluntary euthanasia case
reached the Dutch Supreme Court. It reasoned as follows:

1. As a general rule, voluntary euthanasia and assisted suicide are punishable since the
Penal Code defines both activities as a crime.

2. However, when a physician is confronted with a conflict of duties he or she may invoke
the so-called defence of necessity. A conflict of duties occurs when honouring a patient’s
request to die with dignity is the only available means to end unbearable and irremediable
suffering.

3. The criteria for accepting this defence of mecessity are to be derived from professional
and medical cthical opinions formulated by the medical profession. 242

This line of legal reasoning served as the foundation of the practice of voluntary euthanasia in
the Netherlands until the country’s 2002 Act came into force243 (this Act will be discussed in
detail later in this chapter under the heading “New or Revised Laws™). The concept of euthanasia
as a kind of medical exception was rejected by the Supreme Court. It reasoned that voluntary
euthanasia could not be regarded as a normal medical procedure, like surgery. Thus, from 1973
to 2002, the Dutch Criminal Code remained unchanged, but the courts, through a series of
decisions, established the parameters for the use of the defence of necessity in cases of voluntary
euthanasia and assisted suicide.

The consequence of this court-based approach is that the Criminal Code remained unchanged,
including the general prohibition of voluntary euthanasia and assisted suicide, but cases could go
unpunished if they met the conditions stipulated in the court rulings. The result was a tough law
compassionately applied. The downside of this policy was that its exact content remained
undetermined, as only case rulings and no general guidelines were published. This resulted in an
unsatisfactory situation whereby assisted dying was both accepted and prohibited, creating
uncertainty and vagueness both for patients and physicians.

Another example of a courts-based approach is found in the US American state of Montana. On
December 5, 2008, Justice Dorothy McCarter ruled that:

The Montana constitutional rights of individual privacy and human dignity, taken together, encompass .
the right of a competent terminally ill patient to die with dignity. That is to say, the patient may use the
assistance of his physician to obtain a prescription for a lethal dose of medication that the patient may
take on his own if and when he decides to terminate his life. The patient’s right to die with dignity
includes protection of the patient’s physician from liability under the State’s homicide statutes [the
assisted suicide prohibition falls within the homicide statutes].

The Court recognizes compelling State interests in protecting patients and their loved ones from abuses,
in protecting life in general, and in protecting the integrity and ethics of the medical profession.

However, those interests can be protected [relying explicitly on the Oregon experience] while
preserving a patient’s right to die with dignity.24*

As aresult, the homicide statutes were declared unconstitutional as they applied to the plaintiffs
and the application of those statutes to the plaintiffs was enjoined. :

Justice McCarter's decision was appealed and, on December 31, 2009, the Supreme Court of
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Montana issued its ruling.245> The majority vacated the lower court’s constitutional ruling (but not
the result) on the basis that it was not necessary to make a constitutional ruling when the case
could be decided on the basis of statutory analysis (in this case the Montana statutory consent
defence). The majority of the Court held that:

[W]e find nothing in Montana Supreme Court precedents or Montana statutes indicating that physician
aid in dying is against public policy. The “against public policy” exception to consent was interpreted
by this Court as applicable to violent breaches of the public peace. Physician aid in dying does not
satisfy that definition. We also find nothing in the plain language of Montana statutes indicating that
physician aid in dying is against public policy. In physician aid in dying, the patient - not the physician -
commits the final death-causing act by self-administering a lethal dose of medicine.

Furthermore, the Montana Rights of the Terminally 11l Act indicates legislative respect for a patient’s
autonomous right to decide if and how he will receive medical treatment at the end of his life. The
Terminally 111 Act explicitly shields physicians from fiability for acting in accordance with a patient’s
end-of-life wishes, even if the physician must actively pull the plug on a patient’s ventilator or withhold
treatment that will keep him alive. There is no statutory indication that lesser end-of-life physician
involvement, in which the patient himself commits the final act, is against public policy. We therefore
hold that under §45-2-211, MCA, a terminally ill patient®s consent to physician aid in dying constitutes
a statutory defence to a charge of homicide against the aiding physician when no other consent
exceptions apply.2*

As this case involved interpretation of the Montana Constitution and criminal law (which falls
under state jurisdiction), it cannot be appealed to any other court and, unless and until there is
legislative reform, it stands as the law in Montana. Although opponents of the decision have
asked the Montana legislature to ban assisted suicide,247 a recent poll indicated that 63% of
Montana voters supported the Supreme Court decision and only 25% felt that the state legislature
should “overturn the Supreme Court decision, making doctor-assisted suicide a crime.”248 Two
competing bills were introduced in 2011 by Montana legislators (one seeking to prohibit
physician-assisted suicide and the other seeking to establish a system within which assisted
suicide would be permitted) but both died in the Standmg Committee and so are probab]y
dead”. 249

The experience of Montana points to ancther disad vantage of law reform through case law; there
is no mechanism by which the state can monitor the resuits of the change. It has been reported in
the press that there has been at least one physician-assisted suicide in Montana in 2010 and the
President of Compassion and Choices was quoted by the Associated Press as saying that “[tlhere
are physicians in Montana who are implementing the law,”250 but declined to provide numbers or
details, probably to protect the physicians and the individuals they have helped.

b. Prosecutorial Charging Guidelines

The next mechanism has some similarities with the previous one in that the Criminal Code
remains unchanged, but a way is found to adopt a more accepting stance in at least some cases,
The mechanism in question shifts the possibility of acceptance earlier in the process (at the stage
of charging) through guidelines for the exercise of prosecutorial discretion in cases of voluntary
euthanasia and assisted suicide. This approach has recently been taken in parts of the United
Kingdom with respect to assisted suicide. The law as it operates in England and Wales will be
discussed first and then the law as it operates in Scotland will be explained. It should be noted
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here that the Netherlands did make use of prosecutorial charging guidelines between 1994 and
2002. However, these were never the mechanism of change, rather they merely reflected the
change that came about through case law. Furthermore, they have been superseded by the 2001
legislation and therefore will not be discussed in this section.

The law with respect to assisted suicide in England and Wales is contained in the Suicide Act
1961, section 2 (1), which says that “[a] person who aids, abets, counsels or procures the
suicide of another, or an attempt by another to commit suicide, shall be liable on conviction
on indictment to imprisonment for a term not exceeding fourteen years.” The 1961 Act was
primarily designed to decriminalize suicide itself. In so doing, the specific crime of assisting
suicide was created, although the Act also indicates that no prosecution should take place
without the agreement of the Director of Public Prosecutions (DPP).251 Much has changed
in the legal landscape since these somewhat elderly provisions were enacted, not least the
incorporation of the European Convention of Human Rights into UK law by means of the
Human Rights Act of 1998. The passing of this act allows UK citizens to take full advantage
of the rights contained in the Convention, many of which on their face have relevance to the
assisted dying debate. More particularly, it allows citizens to challenge the compatibility of
existing (and future) legislation with the Convention. As Michael Freeman has noted, it was
“inevitable with the incorporation of the European Convention on Human Rights into
English law that the ban on assisted suicide would be challenged."252

The first such challenge arose in the case of Diane Pretty.253 Diane Pretty lost her case, but
Freeman nonetheless argued “the time has come for a rethink, certainly of assisted suicide, and
probably of all ‘end-of-life* decisions.”?>* The opportunity to do so arrived some years later in
the case of Debbie Purdy, which reached the House of Lords in 2009.255

Debbie Purdy suffers from multiple sclerosis (MS) and is currently wheelchair bound. She
sought clarification from the DPP as to what they might decide in terms of prosecution should
her husband travel with her—it is presumed to Switzerland—in order that she might have an
assisted death. Assisted suicide is not a crime in Switzerland providing certain conditions prevail.
Two questions were raised by her case. First, was the question of whether or not her husband
would commit a crime by travelling with her to facilitate an act that is legal in that jurisdiction.
Second, a question was raised about the clarity of the English prosecution’s policies.

On the first question, while it might seem odd that travelling with someone to another country
could be a constituent element of a crime, the House of Lords was in no doubt that it could be
categorised as such.256 The second question was more complex. Although a Code of Practice for
prosecutors already existed, the issue was whether or not it was sufficiently clear as to satisfy the
requirements of the European Convention on Human Rights and, in particular, article 8 (2).

As Lord Hope explained:

The Convention principle of legality requires the court to address itself to three distinct questions. The
first is whether there is a legal basis in domestic law for the restriction. The second is whether the law or
rule in question is sufficiently accessible to the individual who is affected by the restriction, and
sufficiently precise to enable him to understand its scope and foresee the consequences of his actions so
that he can regulate his conduct without breaking the law. The third is whether, assuming that these two
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requirements are satisfied, it is nevertheless open to the criticism that it is being applied in a way that is
arbitrary because, for example, it has been resorted to in bad faith or in a way that is not
proportionate 257

For Lord Brown, “with the best will in the world, it is simply impossible to find in the Code
itself enough to satisfy the article 8(2) requirements of accessibility and foreseeability in
assessing how prosecutorial discretion is likely to be exercised in section 2(1) cases.” 258 The
outcome of this case was a direction to the Director of Public Prosecutions that he should clarify
and publicise the criteria that would be taken into consideration when deciding on whether or not
to exercise his statutory prosecutorial discretion. Interim guidelines were produced in September
2009 and final guidance was issued in February 2010. The guidelines follow.

The sixteen public interest factors in favour of prosecution are:

1.
2.

11.
12.
13.
14.

15.

16.

The victim was under 18 years of age.

The victim did not have the capacity (as defined by the Mental Capacity Act 2005) to
reach an informed decision to commit suicide.

The victim had not reached a voluntary, clear, settled and lnformed decision to commit
suicide.

The victim had not clearly and unequlvocally communicated his or her decision to
commit suicide to the suspect.

The victim did not seek the encouragement or assistance of the suspect personally or on
his or her own initiative.

The suspect was not wholly motivated by compassion; for example, the suspect was
motivated by the prospect that he or she or a person closely connected to him or her stood
to gain in some way from the death of the victim.

The suspect pressured the victim to commit suicide.

The suspect did not take reasonable steps to ensure that any other person had not
pressured the victim to commit suicide.

The suspect had a history of violence or abuse against the victim.

. The victim was physically able to undertake the act that constituted the assistance himself

or herself.

The suspect was unknown to the victim and encouraged or assisted the victim to commit
or attempt to commit suicide by providing specific information via, for example, a
website or publication.

The suspect gave encouragement or assistance to more than one victim not known to
each other.

The suspect was paid (by the victim, or those close to the victim) for his or her
encouragement and/or assistance.

The suspect was acting in his or her capacity as a medical doctor, nurse, other healthcare
professional, a professional care-giver (whether for payment or not), or as a person in
authority, such as a prison officer, and the victim was in his or her care.

The suspect was aware that the victim intended to commit suicide in a public place where
it was reasonable to think that members of the public may be present.

The suspect was acting in his or her capacity as a person involved in the management or
as an employee (whether for payment or not) of an organisation or group, a purpose of
which is to provide a physical environment (whether for payment or not) in which to
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allow another to commit suicide.
The six public interest factors against prosecution are:

1. The victim had reached a voluntary, clear, settled and informed decision to commit
suicide. ‘

2. The suspect was wholly motivated by compassion.

3. The actions of the suspect, although sufficient to come within the definition of the crime,
were of only minor encouragement or assistance.

4. The suspect had sought to dissuade the victim from the course of action that resulted in
his or her suicide.

5. The actions of the suspect may be characterised as reluctant encouragement or assistance
in the face of a determined wish on the part of the victim to commit suicide.

6. The suspect reported the victim’s suicide to the police and fully assisted them in their
enquiries into the circumstances of the suicide or the attempt and his or her part in
providing encouragement or assistance.259

Debbie Purdy’s case has been widely heralded as a victory for right-to-die campaigners. At least
one newspaper was happy to categorise it as such, calling for law reform and arguing that “a
significant blow has been dealt to the 1961 Act that makes an offence of ‘complicity’ in suicide
and so criminalises deeds that might otherwise be judged merciful.”260 The true importance of
this case, however, actually lies in its potential to bring additional clarity to the law in England
and Wales.

In Scotland, suicide has never been a crime; no specific crime of assisted suicide exists. This is
not to say, however, that assisting a suicide would not fall under criminal law. The law of murder
or culpable homicide (the Scottish equivalent of manslaughter) is the catch all for such
behaviour.261 However, a major difference between the jurisdictions under consideration is that
there is likely to be no crime committed in Scottish law should an individual accompany
someone to another country—for example, Switzerland—where they then undertake an act that is
lawful in that country. However, there is a dearth of case law in Scotland; this conclusion is
derived from general principles rather than actual jurisprudence.

It is important to emphasize here that the charging guidelines do not apply to voluntary
euthanasia (as elsewhere, in assisted suicide, the third party merely supplies the means for the
individual to kill him- or herself, in the case of voluntary euthanasia, the third party directly acts
to kill). Euthanasia is prohibited throughout the United Kingdom, not through statute, but rather
through the common law. The common law makes it clear that consent is no defence against
criminal charges, save in the case of rape where consent (or rather its absence) is central to the
offence itself. An individual who kills another can, then, be prosecuted for the crime of murder.
That said, despite the fact that there is a dearth of Scottish cases, it can be concluded that a
murder charge, while possible, is unlikely in Scotland when the individual is motivated by
compassion; the most likely charge would be culpable homicide, the Scottish equivalent of
manslaughter (in Scotland, murder is not a form of culpable homicide, whereas in Canada
murder and manslaughter are both forms of culpable homicide).
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c. New or Revised Laws

The most far-reaching mechanism for changing a regime with respect to assisted death is to
decriminalize euthanasia and/or assisted suicide. The Netherlands, Belgium, Luxembourg and
the US states of Oregon and Washington have chosen this route. In this section, the Dutch law—
and what brought the Dutch to this law—is first described. There then follows a consideration of
the legislative regimes in Belgium and Luxembourg, comparing them to the Dutch situation.
Finally, the laws in Oregon and Washington are discussed.

It is worth noting that the Netherlands was not the first country to engage in the debate on
euthanasia {although it was the first country to reform its law). This debate started in England,
Germany and the USA somewhere in the middle of the nineteenth century when drugs became
available to physicians that allowed them to influence the way people die. Interestingly, the first
known proposal to decriminalize voluntary euthanasia was made in 1906 in the US state of
Ohio.262 The Northern Territory of Australia was the first jurisdiction to decriminalize euthanasia
but as it was overruled by the federal government it will not be considered further here.

i. The Netherlands

In the second half of the last century, Dutch society had rapidly become more secular and less
divided along religious lines, framing the societal debate about life and death decisions in a
different context. Responsibility for one’s life, once safely in the hands of the church or the
medical profession, has shifted back to the individual. Many Dutch people believe that they must
be free to make their own decisions about their lives, including when and how their life should
end. A large majority of the population is of the opinion that assistance in death should be
available. 263

The Dutch position on euthanasia and assisted suicide is the result of a long discussion both in
society and in parliament on the acceptability of voluntary euthanasia and assisted suicide and
the mechanisms for social control of these practices. As stated above, the shape of policy at the
beginning of this discussion was more or less determined by case law, but the exact content of the
policy remained undetermined. This resulted in an unsatisfactory situation whereby assisted dying
appeared to be both accepted and prohibited at the same time. The Dutch government tried to end
this ambiguity by implementing a uniform notification procedure in 1990, hoping to persuade
physicians to bring voluntary euthanasia cases to the attention of the authorities.26* This
notification procedure helped to raise the notification rate from 18% in 1990 to 41% in 1995. A
1995 study into end-of-life decision making revealed that doctors who did not report cases of
voluntary euthanasia had usually acted according to the established criteria.265 Why then did they
fail to report their actions to the public prosecutor? The main reason seems to have been that—
despite the fact that they had exercised due care—they felt they were being treated as criminals
precisely because they had to report to the Public Prosecution Service, and then faced long
periods of uncertainty, during which time they were formally murder suspects.

_The government therefore tried to further lower the number of unreported cases by developing a

new notification procedure, in which much of the assessment of the physician’s behaviour was
undertaken outside of the legal system.266 In 1998, five regional multidisciplinary assessment
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committees were created to assess all reported cases of voluntary euthanasia and assisted suvicide.
These committees consisted of a lawyer, a physician and an ethicist. The outcome of their
assessment was to be regarded merely as advice to the prosecutor. The effect of this change in
procedure on the notification rate was a rise in the reporting percentage 1o 54% in 2001. This was
better than 41% in 1995, but far from satisfactory. The continued relatively low numbers of
reporting led the government to change the role of the assessment committees. Following the
passage of the Termination of Life on Request and Assisted Suicide (Review Procedures Act) (the
Dutch Act) in 2001 (and coming into force in 2002)27 the ruling of the committee is no longer just
advice to the prosecutor, but is the final judgement in all cases in which the criteria are met. Only if
the criteria are not met is the report handed over to the prosecutor. After this change in the law
physicians reported in 80% of cases,258 3 considerable improvement.

The Dutch government also wanted to create a system of assessment that did not inevitably
involve the prosecutor. The coalition parties in the government, therefore, developed a proposal
giving immunity from prosecution to those physicians whose cases had come before a review
committee and where the committee had decided that the physician had acted with due care. This
immunity from prosecution was regulated in the Dutch Act. The Dutch Act states that, although
voluntary euthanasia and assisted suicide remain, in principle, criminal offences, physicians will
not be prosecuted if they have reported to the committee and the committee finds that they have
acted with due care.26? The Public Prosecution Service in these cases is no longer notified and
the physician cannot be prosecuted. Only if the review committee finds that they have not acted
with due care, will it then contact the Public Prosecution Service which, in turn, will decide
whether or not to press charges.

The “due care criteria” that a physician has to observe when performing voluntary euthanasia or
assisted suicide, as they are set out in the Dutch Act, are as follows:

The attending physician must:

1. be satisfied that the patient has made a voluntary and carefully considered request;

2. be satisfied that the patient’s suffering was unbearable, and that there was no prospect of
improvement;

3. have informed the patient about his situation and his prospects;

4. have come to the conclusion, together with the patient, that there is no reasonable
alternative in the light of the patient’s situation;

5. have consulted at least one other, independent physician, who must have seen the patient
and given a written opinion on the due care criteria referred to in 1-4 above; and

6. have terminated the patient’s life or provided assistance with suicide with due medical
care and attention.

Physicians have to decide for themselves whether they can meet the due care criteria in a specific
situation. The patient’s decision must be genuinely voluntary; doctors therefore have to be sure
that the patient’s request is not the result, for example, of family pressure. Whether the suffering
is unbearable or not is, of course, a subjective judgement. Every individual has their own limits
m ‘terms of how much pain and suffering and loss of self they can bear. The prospect of
improvement, however, can be assessed more objectively in medical terms. Recent advances in

170 Waller Street, Ottawa, ON KIN 9B9 « Tel: 613-991-3642 » www.rsc-src.ca | 77




palliative care have made it even more relevant to discuss alternative options with the patient.
The obligation to consult a second independent physician is an essential part of the review
system. The second physician has to see the patient in-person and submit his or her opinion in
writing to the review committee. Subsequently, the committee examines whether the attending
physician exercised due care in reaching their decision and in their actions.

1t should be added that, under the Dutch Act, no physician is obligated to fulfill the request of a
patient, even when the criteria are met, because neither voluntary euthanasia nor assisted suicide
is regarded as a normal medical procedure. If a physician i1s a conscientious objector to
assistance in dying, their refusal to comply with the request will be respected. What is expected,
however, is that the physician assists the patient in finding another physician who has a different
view of voluntary euthanasia or assisted suicide. It goes without saying that such a referral
should not be left until the very last phase of the patient’s life. It is also expected that the
objecting physician will discuss his or her views on voluntary euthanasia and assisted suicide
with the patient at an appropriate time, preferably early in the palliative phase.

Importantly, terminal illness has explicitly been rejected as a condition necessary for granting a
request for voluntary euthanasia or assisted suicide. The reason for this has always been that
unbearable suffering without the prospect of improvement is not restricted to the terminal phase
of a disease.

While Dutch law has made some physician-assisted dying permissible, it has also created new
boundaries. It is clear from the criteria that the physician plays a crucial role. The patient has to
make a voluntary and well-considered decision, and the physician must consult the patient at
every step. Ultimately, it is the physician’s actions that are under scrutiny and they bear final
responsibility. This sets limits on a patient’s right to choose. Patients have no right to voluntary
euthanasia in the Netherlands and physicians are not obligated to grant a request for voluntary
euthanasia. The result of this is the medicalization of end-of-life decisions, since whether or not
physician-assisted death, in whatever form, is justifiable becomes largely a matter of medical
judgement. For example, requests from elderly people who are tired of life and for whom life has
lost all meaning, but who do not suffer from any serious illnesses, cannot be complied with
under the present framework. This was confirmed in the 2002 ruling of the Supreme Court in the
Brongersma case.2’%n addition, physicians remain reluctant to follow advance directives
containing a written request for euthanasia in the case of incompetent (for example, demented)
patients.2’1 By emphasizing the role of the physician in the regulatory framework for voluntary

euthanasia and assisted suicide, requests that are exclusively grounded in the patient’s evaluation

of his or her life (vs. the physician’s assessment as well) may not be accommodated. Alternative
systems that put greater emphasis on patient autonomy might be better equipped to satisfy such
requests.

ii. Belgium
In Belgium, the legal conditions for the lawful practice of voluntary euthanasia can be found in
the Belgian Act on Euthanasia of May 28, 2002 that came into effect on September 23, 2002

(Belgian Act).272 It is important to note that, while the Dutch Act aimed to codify existing
practices, the Belgian Act primarily aimed to modify the behavior of physicians.273 It was hoped
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that Belgian physicians would abandon their practice of actively ending the lives of patients
without request (LAWER), as was shown to be happening by the first empirical data reported out
of Flanders 27¢

Both the Dutch and the Belgian Acts regulate the practice of voluntary euthanasia, defined as the
intentional termination of one person’s life, at their request, by another person. Whereas the
Dutch Act treats voluntary euthanasia and assisted suicide in the same way and regulates both
practices, the Belgian Act does not consider assisted suicide at all. While the Dutch Criminal
Code criminalizes assisted suicide (in section 294), the Belgian Criminal Code does not.
Therefore, at first there was some lack of clarity with respect to the status of assisted suicide in
Belgium.275 This has since been clarified by the Federal Control and Evaluation Commission
which “has accepted cases of assisted suicide as falling under the law™.276 One striking similarity
between the Dutch and Belgian Acts is that both are concerned with assisted deaths brought
about solely by physicians. In both countries voluntary euthanasia is accepted if, and only if|
performed by a physician and, as shown below, in both countries certain medical criteria must be
met for voluntary euthanasia to be lawful. In effect, both countries countenance only medicalized
voluntary euthanasia. This is also reflected in the fact that in The Netherlands the physician
performing voluntary euthanasia should have an established treatment relationship with the
patient,277 although this is less clear in the case of Belgium.

Two characteristics are central to the lawful practice of voluntary euthanasia in Belgium: it must
follow a competent patient’s request; and eligibility is determined by the patient’s medical
condition. With respect to the first requirement, the Belgian Act is more detailed than the Dutch
one, at least at first glance. The Belgian Act requires the request to be voluntary, considered,
repeated and made in writing, free from external pressure and of a durable nature,?78 but the
Dutch Act only requires the request to be voluntary and well considered.?” However, if one
takes into account the way in which the Dutch. review committees judge the request of the
patient, it is clear that many of the criteria that are specified in the Belgian Act also apply de
facto if not de jure in the Netherlands.

The second important requirement concerns the suffering of the patient who requests euthanasia.
The Belgian Act requires the patient to be “in a medically hopeless condition of continuous and
unbearable physical and mental suffering that cannot be alleviated and that is resulting from a
serious and incurable disorder caused by illness or accident.”28? The Dutch Act states that the
physician who has performed voluntary euthanasia or assisted suicide should be convinced that
the patient is suffering unbearably and hopelessly.28! It is generally accepted that the first
element is a subjective one, whereas the second is more objective. In both countries, a patient’s
suffering does not have to be physical, but it should originate from a medical condition. As in the
Netherlands, terminal illness is not a necessary condition for voluntary euthanasia to be lawful in
Belgium.

tii. Luxembourg

In March 2009, Luxembourg decriminalized both voluntary euthanasia and assisted suicide.282
Unlike the legislation in the Netherlands and Belgium, the legislation was not introduced by the
Luxembourg government; rather, it was proposed by two members of Parliament. Again, as in
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Belgium and the Netherlands, physician-assisted dying is medicalized. Article 1 states that
voluntary euthanasia is an act performed by a physician, which intentionally ends the life of a
person at the express and voluntary request of that person. The definition of assisted suicide in
the same article runs along the same lines, except that the termination of life is undertaken by the
patient.

The same conditions apply to voluntary euthanasia and assisted suicide in Luxembourg. The
conditions specified resemble the Dutch criteria in many respects. The Luxembourg law
stipulates that the request should be made voluntarily and carefully, it should be repeated and
should net result from external pressure.283 The patient’s medical situation must be hopeless and
the patient must report constant and unbearable mental or physical suffering with no prospect of
improvement.28% A gain, the patient does not have to be in the terminal phase of an illness.

It is not only within Europe that legislative changes have occurred in this area. Increasing public
engagement with the issue—as well as an increasing recognition of the primacy of personal
autonomy that continues to dominate both ethics and law—have also led to initiatives to change
the law in the United States.

iv. Oregon

In November 1994, the Death With Dignity Act was passed by Oregon voters through a ballot
initiative.285 The Act faced, and ultimately survived, a host of challenges including: court
challenges aimed at having the Act declared unconstitutional;28 a ballot initiative aimed at
repealing the Act;287 federal legislative efforts to effectively block the law;288 and a federal
policy directive aimed at preventing physicians from providing assistance under the Act?89, The
Act was finally enacted by the Oregon legislature in 1997. '

The Death With Dignity Act permits physician-assisted suicide provided a number of substantive
and procedural requirements have been met, including;

» The person must be a capable adult (18 years of age or older), a resident of Oregon, and
terminally i1l (given a prognosis of less than six months to live).

s The decision must be voluntary and informed.

* The diagnoesis, as well as the competence and voluntariness of the request, must be
confirmed by two physicians.

¢ The request must be signed and witnessed by two people (cne of whom cannot be a
relative or in other ways in a position of potential conflict of interest).290

v. Washington State

In November 2008, the Death with Dignity Act was passed by Washington State voters through a
ballot initiative;291 the Act came into effect in March 2009.292 The Act in Washington State is
"similar to the Act in Oregon:

An adult who is competent, is a resident of Washington State, has been determined by the attending
physician and consulting physician to be suffering from a terminal disease, and who has voluntarily
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expressed his or her wish to die, may make a written request for medication that the patient may self-
administer to end his or her life in a humane and dignified manner in accordance with this chapter,293

d. Evolution of Practice Without Legal Change

For the purposes of this Report it is useful to look at countries where the need for
decriminalization was absent as the Criminal Code of that country never contained a prohibition
of assisted suicide in the first place. In Switzerland, there has been an evolution of practice
without legal change.

Unlike other European countries that have decriminalized voluntary euthanasia and/or assisted
suicide, Switzerland does not have a specific statute in this area. Rather, the legal position is
based on the Swiss Criminal Code. While article 114 of the Code makes it a criminal offence to
kill someone even “upon the latter’s earnest and urgent request”, article 115 criminalizes those
who assist a suicide unless they act from honourable motives. An individual who assists another
to commit suicide must show that they did not act for “self-serving ends”. In evidence to the UK
House of Lords Select Committee on the Assisted Dying for the Terminally 111 Bill,2%¢ the Swiss
Ministry of Justice explained that “self-serving ends” would cover assisting a death “to satisfy
his own material or emotional needs....the possibility of eliminating some major problem for the
family, or other motives such as gaining an inheritance, relieving himself of the burden of
supporting the individual...or eliminating a person he hated”. 295

Another feature that distinguishes the situation in Switzerland from other jurisdictions which
have moved to somewhat permissive regimes with respect to assisted suicide — European and
non-European — is that, beyond prescribing the lethal substance, there is no requirement that
doctors are involved in the suicide. Indeed, as the UK House of Lords Select Committee noted,
“the vast majority of assisted suicides which take place in Switzerland are not directly supervised
by doctors.”2%¢ The arguments offered by clinicians, therefore, and especially those in palliative
care?97 that focus on the allegedly detrimental effect that decriminalization of assisted suicide
would have on the doctor/patient relationship, clearly do not apply in Switzerland (nor need they
apply in any other jurisdiction that decides to decriminalize assisted suicide). Equally, “[blecause
the Swiss Penal Code does not link assisted suicide specifically with terminal illness or suffering
as the result of ill-health, it does not specify any medical conditions under which assistance with
suicide may be given.”2%8

Although there is no requirement that doctors be directly involved in assisting a suicide, which is
often undertaken by one of the four voluntary organisations that exist in Switzerland, doctors are
on occasion asked by their patients to assist in their death. The Swiss Academy of Medical
Sciences has, therefore, issued guidelines which declare that physician-assisted suicide is “not
part of a doctor’s task” yet “consideration of the patient’s wishes is fundamental for the doctor-
patient relationship.” It concludes that “this dilemma requires a personal decision of conscience
on the part of the doctor. The decision to provide assistance in suicide must be respected as
such.?299

The Swiss position is summed up by Guillod and Schmidt who confirm that “assisted suicide is a
crime only when four elements can be shown: a suicide was committed or attempted; a third
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party encouraged or helped in the suicide; the third party acted on selfish grounds; the third party
acted deliberately (intent)”.300 The first two of these criteria are referred to as “objective” and the
latter two as “subjective”. All suicides, including those that are assisted, must be reported and
will be “investigated on the spot by the authorities in conjunction with a forensic medical
officer.”301 Research into one of the voluntary organisations that exist in Switzerland (EXIT
Deutsche Schweiz), while concluding that the numbers of assisted suicides was increasing year
on year, also found that the indications for assisted suicide had not been relaxed over the years

and that reporting rates appeared to be 100%.302

Nonetheless, although it is lawful to assist in a suicide within the framework described, it is also
important to note that there is no right to assisted suicide in Switzerland. As Guillod and Schmidt

comment:

Article 115 of the Penal code is a criminal provision and, therefore, cannot create a right to assisted
suicide. It merely recognizes the liberty to request assisted suicide and leaves it to each third party
(whether a health-care professional or not) to accept such a request.303

This apparently benign picture of Swiss law, however, disguises the debate that has continued in
that country for some years. Two particular aspects of the debate are worthy of brief
consideration here. First, is the question of eligibility for an assisted death. As the above has
shown, Swiss law does not require that the individual be terminally ill to be eligible for assisted
suicide, although a recent agreement between EXIT and the Zurich chief prosecutor — the first
such agreement — will “regulate the particulars of assisted suicide, including the use of deadly
sodium pentobarbital,”304 and it is reported that Swiss authorities want to limit the availability of
assisted suicide to those who are terminally ill.305 Moreover, there is apparently concern about
the number of foreigners travelling to Switzerland to take advantage of the law.3% While it is
anticipated that there may be legislative reform in Switzerland, limitations on citizenship or
residency do not as yet apply. It is arguably paradoxical that, while Swiss law seems to work
well, there is so much current activity concerning possible legal reform. It appears that at least
part of the current debate is driven by the accessibility of assisted suicide to those who live
outside Switzerland in countries that prohibit the activity. However, should the anticipated legal
reform become a reality, it is plausible that it will not simply focus on so-called “assisted suicide
tourism™, but may also involve a reconsideration of the eligibility criteria.
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3. Elements of Regulated Permissive Regimes

Clearly, the mechanisms discussed above differ not only in legal position and latitude but also in
the requirements put on physicians and patients. These differences with respect to the elements
of regulated permissive regimes are summarized in the table below.

Table 1

Z;:’f isallowed to Physician Physician Physician Lay person | Physician Physician

Limits on health

condition yes yes yes no yes yes

What becomes immediately apparent when looking at this Table is that, in almost all
Jjurisdictions (with the exception of Switzerland), assisted dying is accepted only if performed by
a physician. This convergence may originate from the fact that in all these jurisdictions limits are
put on the health condition of the patient who wants to be assisted in dying. These limits vary
from terminal illness to suffering without prospect of being relieved, but since physicians are
capable of evaluating such conditions, at least to a certain extent, it would seem obvious that
they are the ones best situated to provide assistance. An additional reason for the convergence
may be that in all these jurisdictions there are mechanisms in place that only allow the
prescription of drugs by physicians. It may also be the case that the societies involved perceive
putting aid in dying in the hands of physicians as an additional safeguard against abuse.
Whatever is true of these hypotheses, the example of Switzerland highlights that there is no
inevitable logic that has led to the current mechanisms. Assistance in dying could also be
regulated with the limited involvement of physicians and without putting limits on the health
condition of the person requesting the aid.

An additional and very important common feature of regimes in countries that have
decriminalized assisted dying is an oversight structure. These structures have different formats
and obligations, but a common goal is that, through their implementation, the state and the public
should be able to have insight into, and control over, the practice of assisted dying.
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Cultures. Garland/Taylor&Francis. New York/London 2000. 779.

Iwan Bloch. In: GE Haggerty et al. (eds.) Gay Histories and Cultures. Gar-
land/Taylor&Francis: New York/London 2000. 126.

** La Etica de la Clonacion Reproductiva Y Terapeutica. In: M Palacios
(ed) Bioetica 2000. Ediciones Nobel: Oviedo. 199-212. (Spanish lan-
guage publication with Ashcroft, R.)

Organ Transplants and Xenotransplantation. In: R Chadwick (ed) The
Concise Encyclopedia of New Technologies. Academic Press: San Diego
2001. 327-333. (with R Chadwick)

** Sexual Positions: An Australian View. In: C Wood (ed). Sex in Austral-
ia. Hill of Content: Melbourne 2001; 33-45, 210-211. (with M Selgelid).
Clinical Research in Developing Countries: Trials and Tribulations. In: M
Parker, D Dickenson (eds). The Cambridge Medical Ethics Workbook.
Cambridge University Press 2001: Cambridge: 110-112.

Bioethics. In: N] Schmelser et al (eds.) International Encyclopedia of the
Social and Behavioural Sciences. Elsevier: Dordrecht 2001: 1195-1201.
- commissioned by P Pettit.
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22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

The origins of homosexuality: no genetic link to social change. In: ]S
Alper, C Ard, A Asch, ] Beckwith, P Conrad, LN Geller (eds). The Double
Fdged Helix: Genetics in a Diverse Society, Johns Hopkins University
Press 2002: 197-214. (with W Byne, M Lasco, ] Drescher).

*¥ The Ethics of Genetic Research on Sexual Orientation. In: Grewal and
C Kaplan (eds). Gender in a transnational world: introduction to women’s
studies. McGraw Hill: New York August 2001. (with E Stein, | Kerin & W
Byne, reprinted from Hastings Center Report 1997; 27(4): 6-13).

Le sida en Afrique du Sud : des problémes éthiques qui concernent
I'humantié entiére. In: JD Rainhorn M] Burnier (eds). La santé au risque
du Marché : Incertitudes a I'aube du XXIé siécle. Geneva: IUED 2001.
(with W Pick) pp. 307-321.

** Patient Access to Experimental Drugs and AIDS Clinical Trial Designs:
Ethical Issues. In: U Schuklenk (Editor) AIDS: Ethical, Legal and Social
Issues. Dartmouth: Aldershot 2001, reprinted from Cambridge Quarter-
ly of Healthcare Ethics 1996; 5(3): 400- 409. (with C Hogan)

** The Ethics of Genetic Research on Sexual Orientation. In: R Chadwick
and D Schroeder (eds.) Applied Ethics, vol 3. Routledge: London 2002.
(with E Stein, ] Kerin & W Byne, reprinted from Hastings Center Report
1997; 27(4): 6-13) pp. 319-333.

** International Research Ethics. In: GF Tomossy and DW Weisstub
(eds). Human Experimentation and Research - International Library of
Law, Medicine and Ethics. Ashgate: Aldershot 2003. Reprinted from Bio-
ethics 2000; 14: 158-172. (with R Ashcroft)

Professional Responsibilities of Biomedical Scientists in Public Dis-
course. In: A Zichichi (ed). International Seminar on Nuclear War and
Planetary Emergencies: 30" session. World Scientific Publishing: Singa-
pore 2004. (reprinted from Journal of Medical Ethics 2004; 30: 53-60).
** Bioethics and Public Policy. In: F Thiele (ed). Bioethics in a Small
World. Springer Publ: Berlin 2004: 129-138. (with ] Lott)

Benefit Sharing in International Health Research - A Critical Look at
Four Developing Countries’ Approaches, in: GF Tomossy, DW Weisstub
and T Campbell (eds). Medicine and Industry: Changing Paradigms in
Health Law, Policy and Ethics, Oxford University Press: Oxford 2005
{forthcoming).

** Affordable Access to Essential Drugs in Developing Countries: Con-
flicts Between Ethical and Economic Imperatives. In: Av Niekerk, LM
Kopelman {eds). Ethics and AIDS in Africa. Cape Town: David Phil-
ip/New Africa Books, 2005: 127-140. Reprinted from Journal of Medi-
cine and Philosophy 2002; 27: 179-195.

Introducao a Etica em Pesquisa. In: D Diniz, D Guilhem and U Schuklenk
{eds). Etica na Pesquisa. Letras Livres: Brasilia 2005: 30-45. Translated
and reprinted from Developing World Bioethics 2005; 5(3).

Tema Especiais em Eticana Pesquisa. In: D Diniz, D Guilhem and U
Schuklenk {eds). Etica na Pesquisa. Letras Livres: Brasilia 2005: 156-179.
Translated and reprinted from Developing World Bioethics 2005; 5(3).
(with B Schneider)
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34.

35.

36.

37.

38.

39.

40.

41,

42.

43.

44,

45,

46.

47.

48.

49.

50.

** Globalisation and Health: A Developing World Perspective on Ethical
and Policy Issues. In: B Bennett and GF Tomossy (eds). Globalisation
and Health. Springer: Dordrecht 2006: 13-25. (with B Bello)

Bioethics in the Developing World. In: SH Johnson, A Iltis (eds). Law and
Bioethics. Routledge: London 2006: 274-291.

** Affordable Access to Essential Drugs in Developing Countries: Con-
flicts Between Ethical and Economic Imperatives. In: B Bennett (ed)
Health, Rights and Globalisation. Ashgate: Aldershot 2006: 123-139.
(Reprinted from Journal of Medicine and Philosophy 2002; 27: 179-195.
{with R Ashcroft) .

** Ethical Obligations of Trial Sponsors in Clinical Research. In: RE Ash-
croft, A Dawson, H Draper, ] McMillan (eds). Principles of Health Care
Ethics. Wiley: Chichester 2007. (with ] Gallagher) (in progress)

** Health and the Developing World. In: C Wolf, ] Ryberg, T Petersen
(eds). New Waves in Applied Philosophy. Palgrave Macmillan 2007. (with
P Sy) (in press)

Bioethics in the developing world. In: A Iltis (ed). Bioethics and Law.
Routledge: London 2007: 274-291.

** International Research Ethics. In: R Chadwick, H Kuhse, W Landman,
U Schuklenk, P Singer {eds). The Bioethics Reader. Blackwell: Oxford
2007: 243-257. Reprinted from Bioethics 2000; 14: 158-172. (with R
Ashcroft)

Global Health Responsibilities. In: H Kuhse, P Singer (eds). Companion
to Bioethics - 2nd edition. Blackwell: Oxford 2009: 393-403. (with C
Lowry) .

** Developing World Challenges. In: H Kuhse, P Singer {eds). Companion
to Bioethics - 2nd edition. Blackwell: Oxford 2009: 404-416. {with M
Kottow and P Sy)

AIDS as a Global Health Emergency. In: H Kuhse, P Singer (eds). Com-
panion to Bioethics - 2nd edition. Blackwell: Oxford 2009: 441-454.

** Peter Singer. In: G Oppy, S Gardner (eds). A Companion to Philosophy
in Australia and New Zealand (with C Lowry). Monash ePress: Mel-
bourne 2009: 497-501.

Public Policy in a Just Society. In: ] Gordon-Stewart (ed). Morality and
Politics: Reading Boylan's ‘A Just Society’. Rowman & Littlefield 2009:
161-179. (with C Lowry)

Human Self-Determination, Biomedical Progress and God. In: R Black-
ford, U Schuklenk (eds.) 50 Voices of Disbelief: Why We Are Atheists.
Wiley-Blackwell: Oxford 2009.

** Questoes eticas na pesquisa internacional e em estudos multicentri-
cos. In: D Diniz, A Sugai, D Guilhem, F Squinca (eds). Etica em Pesquisa:
Temas Globais. Letras Livres/University of Brazil Press: Brasilia; 187-
218. (with D Hare)

** Global Health Ethics. In: H Lafollette (ed.). International Encyclopedia
of Ethics. Wiley-Blackwell: Oxford 2012. (with C Cline)

** International Research Ethics. In: H Lafollette (ed.). International En-
cyclopedia of Ethics. Wiley-Blackwell: Oxford 2012. (with S Philpott)

*t AIDS. In: H Lafollette (ed.). International Encyclopedia of Ethics.
Wiley-Blackwell: Oxford 2012. (with A Viens)
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51

52.

53.

Udo Schuklenk. In: Jan Kyrre Berg O. Friis (ed) Philosophy of Medicine: 5
Questions. Springer: Berlin 2011.

** Homosexuality and Philosophy. In: F Mildenberger, | Evans, R
Lautmann and ] Pastotter (eds). Was ist Homosexualitaet? For-
schungsgeschichte, gesellschaftliche Entwicklungen und Perspektiven.
Hamburg: Maennerschwarm: 2014: 319-344. (w] Davies)

** Issues in Global Health Ethics. In: W. Teays, J-S Gordon and AD
Renteln(eds.) Global Bioethics and Human Rights. Rowman and Little-
field 2014: 300-317 (with D Hare)

54. ** Peter Singer. In: G Oppy, N Trakakis (eds). A Companion to Philosophy
in Australia and New Zealand - 274 edition. (with C Lowry) Monash
ePress: Melbourne 2014: 512-516.

55. ** Research Ethics and Clinical Trials. In: H Widdows, D Moellendorf
(eds) Handbook of Global Ethics. (with Ricardo Smalling). Routledge:
London 2014: 307-320.

56. Utilitarianism. In: B. Jennings (ed). Encyclopedia of Bioethics (4t ed.) -
Vol. 6 3121-3128. Macmillan: San Francisco: 2014.

Book reviews

1. AIDS and the Good Society, by P. Illingworth. Reviewed in: Bioethics
1993; 7(1): 57-62.

2. Rethinking AIDS - The tragic cost of premature consensus, by R Root-
Bernstein. Reviewed in: Australian Journal of Public Health 1993; 17(2):
182-184.

3. Policies for a small planet, by | Holmberg (ed). Reviewed in: Environ-
mental Politics 1993; 2(1): 521.

4. Good Intentions, by B Nussbaum Reviewed in: Bivethics 1993; 7(5):
436-437.

5. Ethics and Health Care, by ] Neuberger. Reviewed in: Bigethics 1994;
8(3): 288.

6. The Great Ape Project, by P Singer and P Cavalieri (eds). Reviewed in:
Environmental Politics 1994; 3(1): 193.

7. The New Protectionism, by T Lang and C Hines. Reviewed in: Environ-
mental Politics 1994; 3(2); 357-358.

8. Zoos and Animal Rights, by SC Bostock. Reviewed in: Environmental Pol-
itics 1994; 3(3): 539-540.

9. The AIDS Mirage, by H Caton. Reviewed in: Monash Bioethics Review
1995; 14(1): 64.

10. Schopenhauer, by C Janaway. Reviewed in: Australasian Journal of Phi-
losophy 1995; 73(3): 491-492. v

11. Peter Singer in Deutschland, ed. by R Hegselmann et al. Reviewed in:
Bioethics 1995; 9(5): 451-452.

12. Ecology, Technology and Culture, ed. by W Zweers et al. Reviewed in:
Environmental Politics 1995; 4(4): 307-308.

13. Arzneimittel und Verantwortung, ed. by W Wagner. Reviewed in: Bio-

ethics 1996; 10(2): 170-173.
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14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

Meta Medical Ethics, ed. by MA Grodin. Reviewed in: Biocethics 1996;

10(4): 341-344.

Justice and Health Care: Comparative Perspectives, ed. by A Grubb et al.

Reviewed in: Bioethics 1997; 11: 83-85.

Treatment without Consent: Law, Psychiatry and the Treatment of Men-

tally Disordered People since 1845, by P Fennell. Reviewed in: British

Medical Journal 1996; 313: 1494.

The Concept of Meral Consensus, by K Bayertz {ed). Reviewed in: Bio-

ethics 1997; 11:453-455.

Ethical Issues in Drug Testing, Approval, and Pricing: The Clot Dissolv-

ing Drugs, by BA Brody. Reviewed in: Bicethics 1998; 12: 79-82.

Who's Afraid of Human Cloning, by G Pence. Reviewed in: British Medi-
- cal Journal 1998; 316: 485.

Gay Science: The Ethics of Sexual Orientation Research, by T.F. Murphy.

Reviewed in: Journal of the American Medical Association [JAMA] 1998;

279: 1664-1665.

Healthcare Systems - Cost Containment versus Quality. Reviewed in:

Health Care Analysis 1998; 6: 168.

Teaching Ethics: Environmental Ethics, by R Thomas (ed.}. Reviewed in:

Environmental Politics (forthcoming).

Ethics, Computing and Medicine: Informatics and the Transformation of

Health Care, by KW Goodman {ed.). Reviewed in: Health Care Analysis

1998; 6: 269-270.

Source Book in Bioethics - A Documentary History, by AR Jonsen, et al.

{eds). Reviewed in: Bioethics 1999; 13: 457-458.

Euthanasia and Physician-Assisted Suicide - For and Against, by G

Dworkin, RG Frey and S Bok. Reviewed in: e-Medical Journal of Australia

1999. ’

The Nazi War on Cancer, by R Proctor. Reviewed in: Journal of medical

ethics 2001; 27: 142.

Informed consent in medical research, by L Doyal, et al. (eds). Reviewed

in: Monash Bioethics Review 2001; 20(3): 52-53.

Intellectual Property, Pharmaceuticals and Public Health: Access to

Drugs in Developing Countries, by KC Shadlen, et al. (eds). Reviewed in:

World Medical and Health Policy 2013; 5(1): 66-69.

Other content

1.

Stop mit eugenischer und behindertenfeindlicher Lehre - Eine Replik. In:
O Brill et al. (Eds) Wie schidlich ist Moralphilosophie? University of Bre-
men, Dep of Philosophy: Bremen 1993: 14-18, 31 ed 1994: 21-25.

AIDS and the Bioethics Debate: reading abstracts is not enough. In: K Jo-
seph. (Ed.) Australian Association of Bioethics Conference Proceedings:
Philosophy and Applied Ethics Re-Examined. University of Newcastle,
Department of Philosophy: Newcastle 1996: 145-160.
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. Bioethics in a Multicultural World. In: S Horner. (Ed) Conference Proceed-
ings: Consensus in Bioethics. University of Central Lancashire CPE 1998:
29-39.

. Introduction to Bioethics. In: C Ernest (Ed.) Principled Choices: Medical
Ethics in South Africa. Centre for the Study of Violence and Reconciliation:
Johannesburg 2000: 7-18.

The Thandi Case. In: C Ernest {Ed) Principled Choices: Medical Ethics in
South Africa. Centre for the Study of Violence and Reconciliation: johan-
nesburg 2000: 33-49.

** Compulsory Licensing will Address the HIV/AIDS Emergency. {with R
Ashcroft). In: Women's Health Project Review 2001; 39:11-12,

Meaning of science in a democratic society. Business Day April 25, 2002,
Al13S '

Stand der biomedizinischen Forschung und juengste Entwicklungen in
ausgewaehlten Laendern: Sued  Afrika. In: German/French Foreign
Ministries {eds): Auf dem Web zu einer globalen Bioethik? Bonn: 2002:
137-143.

joint working group report on AIDS and infectious diseases PMP and
mother and child health PMP. 2003 ethical issues in AIDS-HIV epidemic.
{with G De The, N. Charpak, R Andersen, F Buonaguro, I Franca Jr., |.
Hinkula, ] Hutton, WA Sprigg, R Thorstensson, E Vardas, | Warren, R Zet-
terstrém) In: R Ragaini (Ed) The Science and Culture Series, Nuclear
Strategy and Peace Technology. World Scientific Publishing: Singapore,
2004: 551-554.

a 19/05/1964, Waltrop, Germany

Citizenships

g German / Australian / Canadian

Tertiary education

o 1992 BA (Hons) equivalent in Philosophy/History: Ruhr-
Universitaet Bochum, Bochum, Germany [Guest reader: Universi-
ties of Bonn, Bremen, (Free University) Berlin, Essen, and Muen-
ster. (Monash University evaluated my seminar documents from
Germany and decided they are BA (Hons) equivalent).

a 1996 - PhD (Philosophy/Bioethics) Monash University Centre for
Human Bioethics, Melbourne, Australia.

Employment history
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o April 1996-April 1998, Lecturer in Applied Ethics, University of
Central Lancashire Centre for Professional Ethics, Course Leader
MA Bioethics, Preston, UK [tenured]

a May 1998-April 2000, Lecturer in Bioethics, Monash University
Centre for Human Bioethics, Melbourne, Australia. [5-year con-
tract]

a April 2000-2005: (Assomate) Professor of Bioethics, Health & Hu-
man Rights, Head Division of Bioethics, University of the Witwa-
tersrand Faculty of Health Sciences, Johannesburg, South Africa.
[tenured]

a April 2005 - Chair in Ethics in Public Policy and Corporate Gov-
ernance, Glasgow Caledonian University, Glasgow, UK [tenured].

o April 2007 - Professor of Philosophy and the Ontario Research
Chair in Bioethics and Public Policy, Department of Philosophy
{externally endowed Chair), Queen’s University, Kingston, ON,
Canada [tenured].

BIOETHICS

I am joint Editor-in-Chief of Bioethics (with Ruth Chadwick). We took this leading
journal over from Peter Singer and Helga Kuhse at the end of 1999. Since then
we have moved the journal from a quarterly to effectively a monthly publication
(when taken with its companion journal Developing World Bioethics).

DEVELOPING WORLD BIOETHICS

I am joint Editor-in-Chief (with Debora Diniz), and Founding Editor of Develop-
ing World Bioethics. The journal currently publishes three times per year, and is
the only bioethics / medical ethics journal focused exclusively on developing
world issues.

MONASH BIOETHICS REVIEW

I was Editor-in-Chief of the Monash Bioethics Review, January 1999 to April 2000.
During this period the journal was transformed into a peer-reviewed publica-
tion. It has recently been taken on by Springer publishing.

REVIEWER

I am a reviewer for various peer-reviewed journals, including: The British Medi-
cal Journal, The Journal of the American Medical Association (JAMA), Social Science
and Medicine, The Medical Journal of Australia, The Journal of Medical Ethics, The
Australia and New Zealand ]oumal of PubIzc Health, The South African Medical
Journal, among others.
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2009-2011. I was Chair of the Royal Society of Canada's international ex-
pert panel on End-of-Life Decision-Making in Canada. The report was re-
leased to significant media echo at the end of 2011. It has since been cited
in three landmark Canadian court decisions on assisted dying. The Su-
preme Court of Canada's 2015 judgment on the subject mirrors our rec-
ommendation.

I work currently as an external consultant for MSF/Doctors without Bor-
der International on the development of an operational framework in-
volving emergency access to unregistered interventions for Ebola Virus
Disease patients.

1 have served on government commissions in South Africa.

I was a Director of the Africa Genome Initiative and its Africa Genome Ed-
ucation Institute.

I act as a reviewer for a number of academic publishers, including Cam-
bridge University Press, Blackwell, Routledge, Academic Press, Rowman and
Littlefield, Wiley, and others,

I have acted as reviewer for funding proposals submitted to the US NIH,

© Wellcome Trust and INSERM.

[ have been an invited speaker to a bicethics expert round-table orga-
nized by the German and French foreign ministries.

I served as a member of the Manchester Gene Shop's Steering Committee.

I accepted an invitation to serve as an expert advisor to a UK Multicentre
Research Ethics Committee (NHS Northwest).

I volunteer as an ethics advisor to the Faculty of HIV-dent, a web-based
AIDS information source for dentists.

I am a member of the International Advisory Board of the Haworth Latin
American/Hispanic Press. ,

1 support a non-profit internet project, known as the Open Directory Pro-
ject. It is the largest volunteer based internet directory. I edit a few of its
folders, namely: Bioethics, Research Ethics and Peer Reviewed Bioethics
Journals. The ODP is used by various internet portals’ search engines,
among them AOL, Netscape, and Yahoo. It can be found at www.dmoz.org.

I undertook (teaching) ward rounds in three major South African
hospitals.

| served as a member of a Data Safety and Monitoring Board for a multi-
center study involving thousands of participants in Southern Africa.

I. was a member of the WITS Human Research Ethics Committee
(Medical).
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International: I am part of an international team of experts developing
flexible delivery teaching materials on Global Health Ethics and Global
Health Research Ethics for WHO.

UK: I was instrumental in designing the MA in Bioethics currently offered
at the University of Central Lancashire Centre for Professional Ethics.
South Africa: I designed a compulsory 2nd year course in medical ethics
for medical students.

South Africa: I designed a compulsory 1st year flexible delivery introduc-
tory (general) medical ethics course for dentistry students.

South Africa: 1 developed a new MSc (Med) in Bioethics and Health Law,
which started successfully {15 students in the first intake) in 2004. This
first on the African continent graduate degree program continues to run
successfully with an average intake of about 30 students each year.

South Africa: Part of my work was occupied with ‘delivering’ CPD points
{compulsory continuing medical education ethics points doctors are re-
quired to obtain in order to remain registered with their statutory body)
to practicing doctors across the various specialties.

Media reports about my work (including interviews) have appeared in
The New York Times, The Times (London), The Washington Post, The Globe
and Mail (Toronto), The Toronto Star, The Vancouver Sun, The Ottawa Cit-
izen Deccan Herald (India), The Star (South Africa), Business Day (South
Africa), The Age [Australia), The Manila Post (Philippines), Svdney Morn-
ing Herald (Australia), The Guardian (UK), Focus (Germany), Gulf News
(United Arab Emirates), AlJazeera Network (Qatar), Axess (Sweden), New
Straits Times (Singapore), various Indonesian newspapers, the US Chroni-
cle of Higher Education, and were broadcasted by various national TV
programs in South Africa, Australia, Canada and the UK, as well as on re-
gional and national radio in these countries. I have also been a studio
commentator on evening news TV broadcasts in South Africa (SABC) and
Canada (CTV Global, CBC The National).

1 have been an invited speaker at conferences and congresses held by in-
ternational organizations such as the International Assaciation of Bioeth-
ics, WHO, UNESCO, and HUGQ, as well as by specialist societies such as
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the South African Thoracic Society’s annual summit, and by umbrella or-
ganizations involved in the provision of health care to patients in man-
aged care environments. Since 2002, I have been an invited speaker (fre-
quently the keynote address) at in excess of 100 confer-
ences/symposiums. Here are a few highlights:

In 2002, I was an invited plenary speaker at the United Arab Emir-
ates Health Ethics Conference, and at a Bioethics Expert Round-
Table organized jointly by the German and French foreign minis-
tries.

In 2003, I was an invited speaker at a Bioethics Expert Conference

organized by the Ford Foundation in Beijing, China, a Bioethics
and Public Policy conference organized by the European Academy
in Germany, an International Bioethics Conference organized by
the Iranian Science Organisation and UNESCQO, a research ethics
workshop organized by the Mexican National Bioethics Commis-
sion, a conference organized by the World Federation of Scientists
in Italy, and at the Sydney 28t International Congress on Law and
Mental Health, organized by the International Academy of Mental
Health and Law.
In 2004, 1 accepted speaking engagements in China, France, the
UK, Germany, Egypt, Sri Lanka and various others countries. For
2005 I accepted speaking engagements in Brussels, Cape Town,
Princeton, and New York (twice).
In 2006, 1 accepted speaking engagements in Cape Town, New
York (twice), as well as many universities in the UK. I also pre-
sented on several occasions to audiences in North America in
2007. In 2010 I presented the Warren Steinkrauss Lecture on Hu-
man Ideals at SUNY Oswego.

In 2011-2012, as a speaker | am currently more frequently in Asia
(2011, China (Beijing, Shanghai), Thailand, Hong Kong on two sep-
arate occasions), as well as in Europe {2011, Germany, twice, and
the UK, once) and the Caribbean (2012).

2014: Germany, UK, USA
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