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The Council of Canadian Academies

The Council of Canadian Academies (CCA) is an independent, not-for-profit
organization that supports independent, science-based, authoritative expert
assessments to inform public policy development in Canada. Led by a Board
of Directors and advised by a Scientific Advisory Committee, the CCA’s work
encompasses a broad definition of science, incorporating the natural, social,
and health sciences as well as engineering and the humanities. CCA assessments
are conducted by independent, multidisciplinary panels of experts from across
Canada and abroad. Assessments strive to identify emerging issues, gaps in
knowledge, Canadian strengths, and international trends and practices. Upon
completion, assessments provide government decision-makers, researchers,
and stakeholders with high-quality information required to develop informed
and innovative public policy.

All CCA assessments undergo a formal report review and are published and
made available to the public free of charge. Assessments can be referred to
the CCA by foundations, non-governmental organizations, the private sector,
or any level of government.

The CCA is also supported by its three founding Academies:

The Royal Society of Canada (RSC)

Founded in 1882, the RSC comprises the Academies of Arts, Humanities and
Sciences, as well as Canada’s first national system of multidisciplinary recognition
for the emerging generation of Canadian intellectual leadership: The College
of New Scholars, Artists and Scientists. Its mission is to recognize scholarly,
research, and artistic excellence, to advise governments and organizations,
and to promote a culture of knowledge and innovation in Canada and with
other national academies around the world.

The Canadian Academy of Engineering (CAE)

The CAE is the national institution through which Canada’s most distinguished
and experienced engineers provide strategic advice on matters of critical
importance to Canada. The Academy is an independent, self-governing, and
non-profit organization established in 1987. Fellows are nominated and elected
by their peers in recognition of their distinguished achievements and career-long
service to the engineering profession. Fellows of the Academy, who number
approximately 740, are committed to ensuring that Canada’s engineering
expertise is applied to the benefit of all Canadians.
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The Canadian Academy of Health Sciences (CAHS)

CAHS recognizes excellence in the health sciences by appointing Fellows
based on their outstanding achievements in the academic health sciences in
Canada and on their willingness to serve the Canadian public. The Academy
provides timely, informed, and unbiased assessments of issues affecting the
health of Canadians and recommends strategic, actionable solutions. Founded
in 2004, CAHS now has 670 Fellows and appoints new Fellows on an annual
basis. The organization is managed by a voluntary Board of Directors and a
Board Executive.

www.scienceadvice.ca
@scienceadvice
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The Expert Panel on Medical Assistance in Dying
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in Dying to undertake this project. Each expert was selected for their expertise,
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Justice of the Supreme Court of Canada and Adjunct Professor, McGill University
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Message from the Chairs

Medical assistance in dying (MAID) has been a topic of public debate in Canada
for over 50 years. In 2015, the Supreme Court of Canada opened a new chapter
in the debate with its Carter ruling, which was followed 18 months later by
the passage of Bill C-14, An Act to Amend the Criminal Code and to Make Related
Amendments to Other Acts (Medical Assistance in Dying). This unprecedented change
in the legal landscape — welcomed by some and repudiated by others — reflects
an evolving conversation about death and dying that is uniquely Canadian.
This conversation continues through the work of the Expert Panel on Medical
Assistance in Dying, convened by the Council of Canadian Academies (CCA).

It has been a privilege to serve over the past 18 months as Chairs. More than
40 experts from Canada and abroad, with diverse disciplinary and professional
backgrounds, were convened as the Expert Panel while an additional 35 national
and international experts served as independent Report Reviewers. The Panel
undertook an evidence-based assessment of the state of knowledge surrounding
three topics specified in the Act for independent review: MAID for mature
minors, advance requests for MAID, and MAID where a mental disorder is the
sole underlying medical condition. The three reports reflect a broad range of
knowledge, experience, and perspective among relevant healthcare professions,
diverse academic disciplines, advocacy groups, Indigenous Elders, and from
regions where MAID is permitted.

The Expert Panel’s work could not have been accomplished without the time
and dedication of so many. First, we would like to thank the Panel members
themselves, whose exceptional commitment and expert contributions ensured
a fair assessment of the evidence. We would also like to express our gratitude
to the Report Reviewers, whose detailed and constructive comments improved
the depth and quality of each report. Special thanks go to the 59 groups and
organizations across Canada affected by or involved in MAID, which responded
to our Call for Input and submitted evidence, insight, and stories to enrich
the Panel’s work. Finally, on behalf of all Panel members, we would like to
thank the CCA staff, who worked tirelessly to bring their tremendous research
expertise, professionalism, dedication, and good humour to this project, under
the guidance of Dr. Eric Meslin, CCA President and CEO.
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The three reports reflect a particular moment in Canada’s history, in the breadth
and availability of evidence, and in the evolution of thinking and practice
related to MAID. We invite the Canadian public as well as Parliamentarians to
engage in a wider discussion about MAID in the weeks and months following
release of these reports. It is our hope that the Panel’s reports will foster this
Canadian conversation.

With our thanks for this opportunity to serve,

%w Kerdbsrer 5

Marie Deschamps, C.C., Ad. E.
Chair, Expert Panel on Medical Assistance in Dying

Qﬂuﬁw Q&uf 1)
Dawn Davies
Chair, Expert Panel Working Group on MAID for Mature Minors

Jennifer L. Gibson
Chair, Expert Panel Working Group on Advance Requests for MAID

7y

Kwame McKenzie
Chair, Expert Panel Working Group on MAID Where a Mental Disorder Is the
Sole Underlying Medical Condition
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Message from the President and CEO

Every CCA assessment focuses on a topic of importance to the Sponsor who
requested it and to those who await the Expert Panel’s findings. Each is unique
in its own way. But when the Minister of Health and Minister of Justice referred
MAID-related questions to the CCA, we knew we were undertaking one of our
most challenging assignments. For obvious reasons, policy topics about how
people live and die are especially difficult because they speak to fundamental
concepts of human dignity, autonomy, liberty, and suffering; they remind us
of long-standing conversations and debates about the rights of patients and
the duties of clinicians; and they reflect diverse social norms and cultural
perspectives. With respect to MAID for mature minors, advance requests for
MAID, and MAID where a mental disorder is the sole underlying medical
condition, the task is especially daunting given that domestic and international
experience is limited and the existing published literature cannot provide a
complete picture of MAID as experienced by patients, families, communities,
and healthcare practitioners.

This assessment required care, sensitivity, and wisdom to identify what is
known and what gaps in knowledge remain to be filled. While no assessment
can include every possible perspective, the CCA was mindful of the need to
gather abundant expertise for this project: we invited specialists with clinical,
legal, and regulatory expertise to the table; we sought authoritative scholars
and practitioners from the fields of law, medicine, nursing, mental health,
bioethics, anthropology, and sociology; and we included input from Indigenous
elders. Drawing on experts from across Canada and other countries, the CCA
established a panel of 43 individuals who together reflected the breadth of
knowledge and experience required to answer the Sponsors’ questions.

Leadership for this Expert Panel was provided by the Honourable Marie
Deschamps, our overall Panel Chair, and by three Working Group Chairs:
Dr. Dawn Davies, Prof. Jennifer Gibson, and Dr. Kwame McKenzie. I am grateful
to all four Chairs for their dedication and commitment to ensuring these
reports reflect the considered views and deliberations of Panel members. I am
particularly appreciative of the commitment of every Panel member, each of
whom volunteered their time in the service of this important task.
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I also wish to express sincere thanks to the three Academies — the Royal Society
of Canada, the Canadian Academy of Engineering, and the Canadian Academy
of Health Sciences — for their support and expert assistance; to the CCA’s
Board of Directors and Scientific Advisory Committee for their advice and input;
and to our dedicated staff for their hard work in support of the Expert Panel.

Finally, I would like to thank the Minister of Health and Minister of Justice for
entrusting the CCA with the responsibility to undertake an assessment of such
importance to Canada and Canadians. The products of the Expert Panel’s work
are now in the hands of the Government of Canada, as requested, and will
be widely disseminated. It is our hope that this assessment will inform policy
discussion and public discussion in Canada and abroad.

e

Eric M. Meslin, PhD, FCAHS
President and CEO, Council of Canadian Academies
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Report Review

The three reports were reviewed in draft form by reviewers selected by the CCA
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The Report Reviewers assessed the objectivity and quality of the reports. Their
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Introduction and Charge to the Panel

Canada is one of a small number of jurisdictions that allow some form of
medical assistance in dying (MAID). The passage of An Act to Amend the Criminal
Code and to Make Related Amendments to Other Acts (Medical Assistance in Dying)
and the practice of MAID in Canada, however, have not settled public debate.
Among the topics under discussion are MAID for people under the age of 18
(mature minors), advance requests for MAID, and MAID for people with a
mental disorder as their sole underlying medical condition. Parliament has
called for one or more independent reviews to study the question of prohibiting
or permitting MAID for people in the above groups (Section 9.1 of the Act).

The Ministers of Health and Justice, on behalf of Health Canada and the
Department of Justice Canada (the Sponsors), asked the Council of Canadian
Academies (CCA) to conduct independent, evidence-informed reviews of the
state of knowledge on MAID as it relates to these three topic areas (mature
minors, advance requests, and a mental disorder as the sole underlying medical
condition). The objective of the reviews, herein referred to as the reports, was to
gather and assess information and evidence relevant to the three topic areas in
order to inform a national dialogue among the Canadian public, and between
the public and decision makers. The reports were organized to answer the
Sponsors’ question below (also called the charge):

What is the available evidence on, and how does it inform our understanding
of, medical assistance in dying (MAID) in the case of mature minors, advance
requests, and where mental illness is the sole underlying medical condition,
given the clinical, legal, cultural, ethical, and historical context in Canada?

The charge also included four general sub-questions and several topic-specific
sub-questions:

General Sub-Questions
What are the potential implications for individuals and other affected persons,
including their families, care providers, and health professionals, related to
MAID for the three topic areas?

What are the potential impacts on society of permitting or prohibiting requests
for MAID for the three topic areas?*
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What are the potential risks and safeguards that might be considered related to
MAID for the three topic areas?

What are the relevant gaps in domestic and international knowledge and research
related to MAID for the three topic areas?

*E.g., Suicide prevention strategies and medical responses; availability and efficacy
of palliative care; dementia-related and mental health services and supports; risks
to vulnerable populations; discrimination and stigma related to chronological age,

dementia and related illnesses, and mental illness; and risks of inducements.

Topic-Specific Sub-Questions

Requests for MAID by Mature Minors
What is the impact of chronological age on the legal capacity to request and
consent to MAID?

What are the unique considerations related to mature minors requesting MAID
(e.g., mature minors vs. adults and MAID vs. other healthcare decisions)?

Advance Requests for MAID
How is an advance request for MAID similar to or different from advance
directives for healthcare under existing provincial/territorial regimes?

What are the unique considerations to be taken into account depending on when

an advance request is made?**

** Thatis: 1) before diagnosis; 2) after diagnosis but before onset of suffering; 3) after
all of the eligibility criteria and procedural safeguards have been met, except for the

10-day waiting period and the reconfirmation immediately prior to provision of MAID.

Requests for MAID Where Mental lliness Is the Sole Underlying
Medical Condition***
What is the impact of mental illness in its different forms on an individual’s
legal capacity to request and consent to MAID?

What are the unique considerations relaled to individuals living with mental
illness (including mature minors) requesting MAID where the mental illness is
the sole underlying medical condition 2**%*
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*#% For certainty, the study is concerned with requests where mental illness is the sole
underlying medical condition and does not include circumstances where a person
with a mental illness is eligible under the existing law.

##4% Both in communities or institutions.

Responding to the Charge

To address its charge, the CCA assembled a multidisciplinary panel of 43 experts
from Canada and abroad (the Panel), divided into three Working Groups. Each
Working Group focused on one of the three topic areas. The Panel’s expertise
covered academic, clinical, legal, and regulatory fields from the disciplines
of medicine, nursing, law, bioethics, psychology, philosophy, epidemiology,
anthropology, and sociology. The Panel was asked to identify the range of
knowledge and evidence relevant to the charge, examine this body of evidence,
and interpret it in the form of findings. Given the complex, interdisciplinary
nature of the topics, the Panel recognized the importance of interpreting evidence
broadly and included empirical evidence such as peer-reviewed research and
grey literature, normative evidence such as bioethical argumentation, and other
forms of evidence such as lived experiences. The Panel also recognized that
the breadth of experience is limited, as a small number of jurisdictions permit
some form of MAID, and fewer still permit MAID in the three topic areas. To
support the Panel’s evidence-gathering activity, a Call for Input was carried out,
inviting written input from groups and organizations across Canada affected by,
or involved in, MAID. In addition, an Elders Circle, facilitated by Indigenous
Panel members, was held to provide insight into Indigenous perspectives on
MAID, particularly with respect to the three topic areas.

The reports are a synthesis of knowledge available to the Panel through
the academic and policy literature, the CCA’s Call for Input, and its diverse
interdisciplinary and professional expertise. As is the practice with every CCA
report, the Panel does not make recommendations to the Sponsors. Furthermore,
the reports do not evaluate the provisions enacted by Canada’s MAID legislation,
nor do they revisit the legal arguments and evidence for allowing or prohibiting
MAID in general; a formal review of the MAID legislation is required five years
after its passage (see Section 10 of the Act).
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The Panel understands that MAID is a deeply personal topic; people hold
differing views on the relevant evidence, and one’s perception about permitting
or prohibiting MAID for mature minors, people making advance requests,
or people whose mental disorder is the sole underlying medical condition is
informed by life experiences, values, and beliefs. Moreover, Panel members,
regardless of their own disciplinary expertise, recognize that clinical, ethical,
legal, and societal considerations may be in tension with one another.

Each report reflects the general view of its Working Group members even if
unanimity could not be established on some points. In some situations, even
after consideration of available data and Panel discussions, agreement could
not be achieved and significant differences of opinion on the interpretation
of the evidence remained, reflecting the complex and conflicted nature of
the issues under review.
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Summary of the State of Knowledge on Medical
Assistance in Dying for Mature Minors

In Canada, people under the age of 18 are not eligible for MAID, which raises
the following question: Since an adult who suffers intolerably from a grievous
and irremediable medical condition, and who is in a state of irreversible,
advanced decline, can request and receive MAID, is there a reason to exclude
a minor with the same grievous and irremediable medical condition from
accessing MAID?

The Working Group was asked to consider MAID for mature minors, who are not
defined by chronological age, but rather by their capacity for decision-making.
While there is no universally accepted definition of a mature minor, Canadian
courts, common law, and health law and policy generally view a mature minor
as a person under the age of majority with the capacity to make an informed
healthcare decision and the ability to act voluntarily with respect to that
decision. Quebec does not recognize the concept of a mature minor. Rather,
it divides minors into two groups (those under age 14 and those aged 14 to
17) governed by different legal regimes for consent to care. Given the Working
Group’s charge and the knowledge available, the evidence considered in the
report is not restricted to mature minors. In some cases, the age range of
participants in a study that is critical to answering the charge may be quite
broad, including both children and adolescents. Moreover, the maturity status
of study participants is usually unknown.

Figure 1 illustrates the Working Group’s use of the terms children, adolescents,
youth, adults, minors, and mature minors. Canadian laws relating to age of majority
define minors and adults using a strict age cut-off. Depending on the province
or territory, minors become adults when they reach the age of 18 or 19. In
contrast, there are no agreed-upon age ranges in the literature for children,
adolescents, and youth.

A central concern surrounding potential MAID eligibility for mature minors is
that this group is in need of heightened protection compared to adults, and is
often perceived as vulnerable. The provision of MAID to “vulnerable” groups is
a charged issue. Yet, vulnerability includes two aspects that must be considered
together: protection from exploitation and protection from exclusion. Thus, in
creating laws for minors, a key concern is finding a balance between keeping
them safe from harm, while, at the same time, respecting their rights by avoiding
unfair and unethical restrictions.
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Figure 1
Terms Related to Age and Decision-Making Capacity

Another central issue for mature minors and MAID is how to determine
whether a minor is capable of informed consent, which presents a number of
ambiguities and challenges. Informed consent includes three key elements: a
patient must (i) have the capacity to make a medical decision; (ii) be provided
with information in a way that facilitates understanding; and (iii) make a
voluntary choice, free from duress or coercion. In part, the hesitation to allow
mature minors access to MAID reflects uncertainty about their capacity to
provide informed consent.

ISSUES AND UNCERTAINTIES SURROUNDING HEALTHCARE
DECISION-MAKING FOR MINORS

Healthcare decisions must be made by a capable, fully informed person
exercising free and independent judgment. Decisions with increased risk or
complexity incite greater concern over the ability of minors to appreciate
the consequences of their choice and to make it voluntarily. Clinical, ethical,
and social perspectives on this issue suggest that the ability of minors to make
end-of-life decisions cannot be predicated on chronological age alone. In fact,
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some argue that viewing decisional capacity as lying solely within a person is
detrimental to minors, as it fails to emphasize the way in which capacity is a
product of one’s social environment. Rather, for critical healthcare choices,
the decisional capacity of minors depends on factors linked to intellectual and
psychosocial development, social and cultural environment, and the minor’s
relationships with their family and healthcare team.

Cognitive and Psychosocial Development

Neuroscientific and psychological research examining decision-making abilities
over the course of human development can provide important context about the
ability of minors to make healthcare decisions. This research has demonstrated
that the cognitive foundations for decisional capacity (including language,
information processing, and reasoning skills) are typically in place by early
adolescence. In contrast, psychosocial maturation (which includes the abilities
to control impulses, consider the long-term implications of a decision, and
resist peer influence) continues throughout adolescence. Despite the fact that
psychosocial maturity lags behind cognitive maturity, some minors below the age
of 18 have the capacity to make critical healthcare decisions. Capacity cannot
be equated with developmental generalizations, and must be considered on
a case-by-case basis. Criteria for informed consent have shifted away from age
and towards individual experience and understanding. For example, qualitative
research studying minors with chronic or terminal illness has shown that some
have remarkable knowledge and decisional capacity in relation to their condition.

Culture

A person’s cultural beliefs and values may affect their views on healthcare
decision-making and end-of-life care by influencing, for example, how they
believe death should be discussed, their attitude toward the medical community,
and the importance they place on autonomy. Some cultures may avoid directly
addressing death or terminal illness to protect a patient’s emotional state.
Some may be uncomfortable with entrusting the care of terminally ill minors
to hospitals and healthcare workers. Some may view the current Canadian
healthcare approach, which places a high premium on respect for autonomy,
as isolating to the patient. Although Canadian health law and policy grant many
rights to minors with capacity, prioritizing autonomy may, at times, conflict
with the personal values of some patients and their families.

Relationships and Support

Whether a minor has sufficient independence and maturity to make certain
healthcare decisions autonomously, and therefore satisfy the voluntariness
component of informed consent, is a key area of concern in considering
whether to allow MAID for this population. The healthcare decisions of minors
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are often intimately connected to the emotions and needs of the family unit.
Given that minors likely have less experience than adults with complex life
choices, some scholars and advocates have questioned whether they truly have
the confidence to resist coercive influences when making a serious healthcare
decision, and whether they might feel pressure to make end-of-life choices that
best protect their families.

However, what constitutes an autonomous healthcare decision does not have
a single answer. The fact that minors’ healthcare preferences are relationally
intertwined with those of their parents does not mean that parents are necessarily
coercing their children towards a particular treatment option. A relational
conception of autonomy acknowledges that capacity for autonomous decisions
originates from, and is shaped by, social interactions. This conception also
appreciates that the decisions and preferences of minors can often be understood
in relation to the perspectives of parents or guardians and other significant
people in their lives, reflecting the way that healthcare decisions are often
made. Everyone is relationally embedded to some degree, but this does not
usually negate a person’s autonomy or ability to provide informed consent.

A relational approach may be valuable when considering the burden of end-
of-life choices for both adults and minors. When a request for assisted dying
is being weighed, some argue that the needs and values of all participants
(patients, families, and healthcare practitioners) should be acknowledged in
a framework of shared decision-making. Such a framework may be particularly
important for minors. Studies have shown that adolescents facing serious illness
can appreciate the complexity of healthcare decision-making and, even if
making the final choice independently, may prefer the advice of others as they
deliberate. Minors facing terminal illnesses usually make decisions in agreement
with their parents and care team. However, if the goals of the patient and
family members do not align, a collaborative approach may pose difficulties.
For healthcare practitioners, the challenge is to consider the patient both as
an individual and as part of a family unit.

An additional consideration for minors is their sensitivity to emotional and social
context. For example, if they feel anxious, misunderstood by members of their
care team, or are experiencing interpersonal conflict with a family member,
their response to these feelings or situations may affect their decision-making
abilities. However, conditions that maximize the capacity for well-contemplated
decisions can be provided through support from healthcare practitioners,
parents, and others who know the minor well. This support includes a trustful
relationship between the minor and their healthcare team, and a respectful
and empathetic environment.
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CANADIAN LEGISLATION AND COURT CASES RELEVANT TO
HEALTHCARE DECISION-MAKING FOR MATURE MINORS

Canadian legislation does not provide a definition of a mature minor. Rather,
the Supreme Court of Canada recognizes the common law mature minor
doctrine, which acknowledges that a minor may have the capacity to make an
informed healthcare decision. Patients, parents or guardians, and healthcare
practitioners resolve most disputes about mature minors’ healthcare. When
the courts become involved, the decision about whether to give a minor the
right to make their own healthcare choice depends on a complex interplay
among numerous factors, including the gravity of the decision (i.e., whether
it is life-threatening), the minor’s prognosis with and without treatment, and
the minor’s ability to understand and appreciate their situation. Furthermore,
the court’s ruling will also depend on whether any provincial or territorial
healthcare consent or child welfare legislation applies. Some provinces and
territories have enacted healthcare consent legislation that imposes restrictions
on the ability of minors to consent to healthcare. In addition, the best interests
standard may be applied through provincial or territorial child protection
legislation if a minor is refusing to obtain a necessary medical intervention.

Because mature minors cannot currently access MAID in Canada, relevant legal
evidence comes from court cases involving minors’ refusal of life-sustaining
treatment. Prior to 2009, such cases suggested that courts would order treatment
with a good chance of success, even if a mature minor were to refuse it. A
precedent-setting 2009 Supreme Court of Canada child protection case (A.C. v.
Manitoba, in which a 14-year-old refused potentially life-saving blood transfusions)
gave more weight to a mature minor’s decision than previous cases. It recognized
that, although the decision-making abilities of a minor must be assessed with the
utmost scrutiny when their healthcare decision will have grave consequences,
mature minors should be able to decide. The applicability of these cases to
MAID depends, in part, on whether one views withholding and withdrawing
treatment as ethically distinct from MAID. Despite the conclusion of the trial
court in Carter v. Canada that MAID is no different from other end-of-life
decisions, this remains a highly charged topic.

TREATING MATURE MINORS DIFFERENTLY THAN CAPABLE
ADULTS IN A MAID CONTEXT: FACTORS FOR CONSIDERATION

Consideration of whether minors and adults require different ways to relieve
suffering and different tools and standards for assessing capacity is directly
relevant to MAID for mature minors. There is no evidence to suggest that children
and adolescents experience physical pain differently than adults. Furthermore,
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many of the psychological symptoms experienced by adults at end of life are also
experienced by minors. However, knowledge gaps exist in understanding the
spectrum of emotions experienced by minors with life-threatening conditions
and their coping mechanisms during the course of their illness.

In general, capacity assessment as a practice focuses on particular attributes of a
patient related to decision-making, regardless of age. The majority of research
on structured capacity assessment tools has focused on adult populations.
However, studies have demonstrated promise for one of the most widely cited
and extensively tested tools (the MacArthur Competence Assessment Tool
for Treatment) as a means to assess the capacity of adolescents to consent to
various healthcare interventions. Thus, it is plausible that guidelines and tools
for assessing an adult’s capacity to understand the relevant information and
appreciate the reasonably foreseeable consequences of a medical decision can
apply to minors. At this stage, however, there is a lack of detailed guidelines
describing capacity testing for MAID in Canada.

To protect minors from ending their lives prematurely, their capacity to give
informed consent is typically more scrutinized than an adult’s in life-threatening
circumstances. For instance, when a healthcare decision may lead to a minor’s
death, court cases invoking the mature minor doctrine have considered not only
the individual’s cognitive ability to understand the pertinent information and
appreciate the reasonably foreseeable consequences of the decision, but also
their maturity, which includes a broader range of components, cognitive ability
being just one of them. This added layer of scrutiny is not typically invoked for
adults, as they are assumed to have the maturity and life experience required
to make life-or-death healthcare decisions.

MAID FOR MATURE MINORS: INTERNATIONAL EXPERIENCE

The Netherlands and Belgium are currently the only two jurisdictions where
assisted deaths are permitted for minors. While Dutch legislation (enacted in
2002) allows euthanasia for capable patients aged 12 or older, patients between
the ages of 12 and 16 must have the consent of their parents or guardians.
Those aged 16 to 18 must consult with parents or guardians during the decision-
making process; however, parents and guardians do not have the right to veto
the decision in cases where the patient and their doctors deem euthanasia
appropriate. Among 55,872 cases of euthanasia reported in the Netherlands
between 2002 and 2017, 11 cases involved minors. As of August 2018, two
additional cases were reported, bringing the total to 13, all of whom had a
terminal cancer diagnosis. Eleven patients were aged 16 to 18, one was 14, and
one was 12. Case reports are publicly available for all 13 patients. None of these
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reports mentioned any issues related to assessment of the minor’s capacity, and
the primary and consulting physicians were in agreement. Furthermore, in all
reported cases, parents were involved in the decision leading to euthanasia
and supported the request.

Euthanasia was legalized in Belgium in 2002, and in 2014 the law was amended
to include all minors with capacity to judge, regardless of chronological age.
To be eligible for euthanasia, Belgian minors must be terminally ill, dying in
the short term, and experiencing unbearable suffering. This is in contrast to
adults whose illness need not be terminal, only serious and incurable. Since
2014, there have been three reported cases of minors receiving euthanasia
in Belgium. One patient had glioblastoma (aged 9), one had cystic fibrosis
(aged 11), and one had Duchenne muscular dystrophy (aged 17).

POTENTIAL IMPACTS OF ALLOWING OR PROHIBITING MAID
FOR MATURE MINORS

To consider the potential implications of permitting or prohibiting MAID for
mature minors, the Working Group drew upon a wide body of knowledge. The
number of documented cases of euthanasia for mature minors in Belgium and
the Netherlands is too small to inform future outcomes in other jurisdictions.
Furthermore, the paucity of voices heard from terminally ill minors who may
eventually be eligible to access MAID precludes a full understanding of how
they may be affected by any change in the legislation.

Allowing mature minors to access MAID would provide them with an increased
range of end-of-life choices and a certain degree of control over their death.
However, one unintended consequence might be that some terminally ill minors
may feel pressure to request MAID as a means of protecting their families
from continued financial and/or emotional distress. This pressure might be
even more pronounced for minors with added vulnerabilities, including those
who are disabled and/or living in the child welfare system. While there is no
information directly related to MAID requests by minors in these categories,
other evidence shows that they struggle more routinely to have their voices heard
in the process of medical decision-making. Another concern is that allowing
mature minors to request MAID might normalize suicide among young people,
especially those who struggle with mental disorders and may be considered
vulnerable. However, rather than focusing on the inabilities of certain groups,
it is important to recognize vulnerability as a social construct generated by
society’s treatment of these groups. Thus, there is a social responsibility to
support those who may be perceived as vulnerable by facilitating their ability
to make informed, autonomous decisions, rather than diminishing their rights
and limiting their options.
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No evidence exists on how MAID eligibility for mature minors could affect
families. Although this matter has not been sufficiently explored, it is likely that
individual outcomes would be dependent on a number of variables, including
family relationships, available social supports, and belief systems and culture.
Choosing to help a child die may create pain and stress for some parents or
guardians, but others might find release in helping their child to end their
suffering and fulfill a final wish.

Studies that have assessed the impact of MAID on healthcare practitioners have
involved adult patients only, and these results cannot simply be transferred
to minors. Healthcare practitioners who treat minors often develop close,
long-term relationships with their patients, but it is not known whether they
experience a greater emotional burden following patient death than those
who treat adults. Compared with healthcare practitioners’ views of MAID
for adult patients, surveys of those in the pediatric medical field indicate a
greater unease about the prospect of providing MAID to mature minors, and
a greater unwillingness to participate in the process. However, it is not yet
known whether finding healthcare practitioners willing to provide MAID to
mature minors would be a challenge.

Denying MAID to mature minors would pose a potential future legal challenge
if a case were to be brought forward in which a mature minor argued that
their constitutional rights were being denied. Any such challenge, or change
in current MAID legislation, might require courts or policy-makers to re-
examine prevailing views of minors and their capabilities, and the overlapping
considerations of protection from harm and respect for autonomy.

It is unknown what impact MAID eligibility for mature minors might have
on pediatric palliative care services in Canada. In Belgium, the Netherlands,
and Quebec, passage of assisted dying has included additional legislation to
provide increased funding for palliative care services. Therefore, on the one
hand, allowing MAID for mature minors might result in increased funding for
pediatric palliative care, or at least improved awareness of pediatric palliative care
services. On the other hand, MAID might have a negative impact on palliative
care services by diverting resources away from palliative care, altering public
perception of palliative care, or causing patients to decline pain management
because they wish to maintain the capacity to consent to MAID.
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POTENTIAL SAFEGUARDS FOR MAID FOR MATURE MINORS

While safeguards for MAID must provide sufficient protection to the group
in question, safeguards that are too restrictive might limit the eligibility of
people who would otherwise qualify. Safeguards may be put in place by federal
legislation, provincial and territorial legislation, or the healthcare sector through
its professional and/or regulatory bodies. No evidence has established that a
minimum age would be an effective safeguard for protecting those who are
incapable of making an informed, voluntary decision about MAID.

Additional safeguards that might be considered include specific medical criteria
for the eligibility of mature minors (e.g., only allowing it for terminal illness),
and a multidisciplinary medical team to assess capacity in minors. In Canada,
healthcare for minors already relies upon an interprofessional approach
that includes psychologists and social workers, as well as child/adolescent
psychiatrists who may consult with medical teams and families. In the event of
a MAID request, these psychosocial professionals, who are already integrated
in the healthcare team, might benefit from an existing familiarity with the
patient and their particular circumstances when making a determination of
maturity or capacity.

Parental consent exists as a safeguard for capable minors requesting euthanasia
in Belgium and the Netherlands. This safeguard recognizes the patient and
parents or guardians as a decision-making unit in healthcare for minors. While
itis intended to protect minors, this safeguard might also pose a risk to minors
who have troubled relationships with their parents, or to parents who view the
decision to grant permission to MAID for their children as unbearable. Others
argue that parental consent is not truly an effective safeguard, as some parents,
with the natural inclination to save their child at any cost, might be unable,
under any circumstances, to agree to their child’s request.

Finally, proponents of increased access to palliative care argue that universal
pediatric palliative care, supported by additional resources, can act as a potential
safeguard. According to them, before any extension of MAID to mature minors,
pediatric palliative care should be available in a timely manner and locally,
whether in hospital or at home. While none deny that pediatric palliative care
should be an option available to everyone who needs or wants it, critics argue
that it will never be a substitute for MAID and that these two options are not
mutually exclusive.



14 Summary of Reports

FINAL THOUGHTS FROM THE WORKING GROUP ON MAID
FOR MATURE MINORS

Many in Canada are grappling with the question about whether to extend MAID
to mature minors in a society already exposed to changing ideas about death
and dying. Although the Working Group examined a wide range of evidence,
it concludes that there are many gaps in knowledge that make it difficult to
arrive at definitive answers.

The fact that only two jurisdictions allow MAID for minors, and that cases remain
extremely rare within those jurisdictions, means little is known for certain about
the practice. There is minimal information about the 16 documented cases,
and none about the families in Belgium and Netherlands whose children have
gone through the process. Although Canadian courts have addressed cases of
minors wishing to withhold or withdraw potentially life-saving or life-prolonging
treatment, there have been no cases of minors requesting MAID.

There is little available evidence that documents the perspectives of those
who would be most affected by the prohibiting or permitting of MAID for
mature minors. These include terminally ill minors, their parents and siblings,
bereaved families that have already lost a child to terminal illness, and minors
who may be perceived as particularly vulnerable (e.g., those with disabilities,
Indigenous youth, and/or those in the child welfare system). There are few
clinical studies focusing on the health issues of minors, and even fewer specific
to adolescents, the age range most likely to fit the definition of a mature minor.
While this report discusses the views of pediatric physicians on MAID, there
was no published research reporting the views of other pediatric healthcare
practitioners, especially nurses who are often intimately involved in care. Any
deliberation on whether to permit MAID for currently excluded groups would
benefit from greater engagement with Canadian society, especially those groups
most likely to be affected.

This report demonstrates that mature minors are developing autonomy within
a relational context, which is extremely important to their decision-making.
Thus, safeguards might reflect a relational approach to healthcare decision-
making that involves the patient, their family (parents or guardians), and an
interprofessional healthcare team. While chronological age can provide some
developmental generalizations about decision-making abilities, it is not the most
important variable in determining capacity for informed consent. The capacity
of a minor to consent to a healthcare intervention must be determined on a
case-by-case basis by considering their experiences, maturity, circumstances,
and the gravity of the decision at hand.
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The view that minors are in need of heightened protection is a widely shared
concern. Despite research demonstrating that some minors are capable of
making critical healthcare decisions, including end-of-life choices, some argue
that minors as a group are too vulnerable to be given the ability to request
MAID. However, part of protecting potentially vulnerable patients is to ensure
that they are listened to. Thus, it has been argued that, rather than denying
healthcare choices to groups frequently labelled as vulnerable, society must
provide the accommodations to ensure that everyone is protected not only
from exploitation, but also from being ignored and excluded.
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Summary of the State of Knowledge on Advance
Requests for Medical Assistance in Dying

Legislation in Canada requires medical and nurse practitioners to obtain express
consent from a patient immediately prior to providing MAID. This means
that people who lack the decisional capacity to consent at the time of MAID
provisioning are not eligible to receive MAID; a request for MAID therefore
becomes invalid if the person who made it loses the capacity to consent to the
procedure. As a result, advance requests for MAID (ARs for MAID) — defined as
a request for MAID, created in advance of a loss of decision-making capacity,
intended to be acted upon under circumstances outlined in the request after
the person has lost decisional capacity — are not permitted and currently have
no legal or clinical standing in Canada.

DIFFERENTIATING ADVANCE REQUESTS FOR MAID
FROM ADVANCE DIRECTIVES

Canadian law recognizes a capable patient’s right to choose (or refuse) healthcare
treatment. This right can be exercised through the patient’s express consent
or refusal as they make treatment decisions with their healthcare practitioner or
through an advance directive. Advance directives can be used in Canada
to designate a substitute decision maker or document wishes, values, and
preferences for care in the event of capacity loss. For example, an advance
directive may include advance consent to, or refusal of, specific treatments such
as administration of blood and blood products, resuscitation in the event of
cardiac or respiratory arrest, or artificial nutrition and hydration in the event
of a permanent loss of consciousness.

Advance directives and ARs for MAID are similar in that both allow capable
individuals to have their treatment preferences and decisions known and
followed in the event they lose decision-making capacity. In addition, both
require a third party to carry out the instructions when a person cannot confirm
or express their preferences. However, while advance directives can involve
decisions that will lead to a patient’s death (e.g., withholding of treatment),
ARs for MAID are a request for only an assisted death.

Allowing ARs for MAID would require an amendment to federal legislation (the
Criminal Code), whereas provinces and territories regulate advance directives.
If ARs for MAID were allowed in Canada, it is unclear how their regulatory
framework would differ from that of advance directives. With the exception
of Nunavut, all Canadian provinces and territories have their own legislation
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that regulates healthcare decision-making for people who lack the capacity to
make decisions themselves; the details of these laws vary by jurisdiction. A legal
regime for ARs for MAID, established in federal criminal legislation, would form
one part of the regulatory picture in Canada, and practical implementation
would depend on provincial/territorial legislation as well as professional
regulatory schemes.

WHY AN ADVANCE REQUEST FOR MAID?

Societal norms around end-of-life care are changing. It is becoming more
common to make treatment decisions and document preferences before a
loss of decision-making capacity through advance care planning and advance
directives. As Canada’s population ages, more people will experience capacity-
limiting conditions, which will affect the demand and delivery of healthcare
resources. ARs for MAID, should they be allowed, would operate in this evolving
clinical and social context.

Key drivers for creating an AR for MAID are the desire to have control over
one’s end of life and the desire to avoid intolerable suffering. For people who
wish to receive MAID, the knowledge that they could lose decision-making
capacity and thus become ineligible for MAID is a source of fear. A number of
conditions, including neurodegenerative diseases and brain injuries, can bring
about loss of decision-making capacity. Following the charge, the Working Group
considered three temporal scenarios in which a person might choose to write
an AR for MAID: (i) when they have requested and been found eligible for
MAID, but fear losing the capacity to provide consent before the procedure;!
(ii) when they have been diagnosed with a medical condition that is likely to
cause capacity loss; or (iii) when they are healthy but wish to document their
preference for MAID in the event of a sudden, irreversible loss of capacity.

UNCERTAINTIES AND ISSUES SURROUNDING ADVANCE
REQUESTS FOR MAID

All three of these scenarios reveal a number of issues or considerations, many
of which are related to the fact that ARs for MAID would require third parties
to make a life-or-death decision on behalf of someone else when they can
no longer confirm the patient’s wishes. This could lead to uncertainty about
understanding the patient’s physical and/or emotional state, interpreting the
AR for MAID and applying it to the patient’s circumstances, and determining

1 Canada’s MAID legislation requires 10 clear days to pass between the date that a MAID request
was signed and witnessed, and the date that MAID is provided. If a patient loses the capacity
to consent to MAID during this waiting period, they are no longer eligible to receive it. The
waiting period can be shortened if MAID assessors believe that the patient’s death, or the loss
of their capacity to provide informed consent, is imminent.
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the strength and persistence of the patient’s wishes. Uncertainty may be greater
in cases where the patient’s healthcare team and family are not familiar with
their values, wishes, and circumstances, and must interpret the AR for MAID
without this knowledge. The timing of an AR for MAID in relation to its
implementation could also play a role. For example, an AR for MAID prepared
when a patient has requested and been approved for MAID, or when a patient
has a potentially grievous and irremediable medical condition but is not yet
suffering intolerably, would tend to involve less uncertainty than requests
prepared several months or years before implementation.

Figure 2 provides an illustration of the uncertainties that could complicate the
process of implementing each individual AR for MAID. These uncertainties
relate to one of three dimensions: (i) status of the patient (level of alignment
between their current state, their current desire for MAID, and the conditions
described in their AR for MAID); (ii) clarity of communication (how well the
patient described the circumstances that represent their idea of intolerable
suffering in their AR for MAID, how often they discussed their wishes, and
how consistent these wishes were); and (iii) strength of relationships (whether the
patient had strong and open relationships with their healthcare practitioners
and loved ones, and whether at least one trusted person was familiar with and
supportive of their AR for MAID). Figure 2 assumes that the patient currently
lacks the capacity to consent to MAID.

While Figure 2 describes uncertainties that could arise at the level of individual
cases, the possibility of permitting ARs for MAID also raises broad questions
related to the application of legislative criteria, clinical practice guidelines,
and relevant ethical concepts. These include potential issues in the application
of the intolerable suffering criterion, the conditions of valid and informed
consent, clarification of the role of third-party decision makers, and potential
issues arising from conflict between anticipated and present circumstances.

Intolerable Suffering: Under Canada’s current legislation, patients can initiate
a MAID request if they decide that their condition is causing them intolerable
suffering. Although healthcare practitioners need to confirm that the intolerable
suffering criterion has been met, the legislation does not require an independent
judgment of the patient’s level of suffering by a third party. It is unclear how
an AR for MAID might address this requirement of intolerable suffering and
what role the healthcare practitioner would play in assessing it when a patient
can no longer communicate their level of suffering at the time that MAID is to
be provided. Interpreting suffering in others is difficult since it is a personal,
subjective experience. The need to make this interpretation could be substantially
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reduced if a patient clearly defined the conditions that represent intolerable
suffering to them in their AR for MAID. While a patient’s care team would still
need to interpret these conditions and decide whether the patient had met
them, less interpretation of the patient’s suffering would be required if their
request was clear on this matter. However, when to implement MAID could still
be unclear if, having met the circumstances listed in the request, the patient
did not otherwise meet all eligibility criteria or did not appear to desire MAID.

Patient
Is it clear that the patient’s state, current desire for MAID, and conditions in their AR for MAID align?

< Clear Unclear >

Patient meets conditions of their AR for MAID and
repeatedly asks for MAID. They do not appear to
enjoy activities or value life.

e B
Unclear whether patient meets conditions of their
AR for MAID and whether they currently desire
MAID. They sometimes appear to enjoy activities,

but it is unclear whether they value life.
| J

Patient meets conditions of their AR for MAID

but does not appear to desire MAID. They still

clearly enjoy activities and appear to value life.
(.

J
Communication
Has the patient consistently expressed a clear desire for MAID under specific circumstances?
< Clear, Repeated Unclear, Infrequent >
AR for MAID clearly states the circumstances that AR for MAID does not clearly define what
represent intolerable suffering to the patient and intolerable suffering means for the patient and
demonstrates that they were well informed. does not indicate whether they were informed
Patient’s wish for MAID has been consistent, at time of drafting. Patient’s wish for MAID has
discussed frequently, and well documented. been inconsistent and discussed infrequently.
Relationships
Are other people familiar with and supportive of the patient’s AR for MAID?
< Strong, Open Weak, Closed >
s ™\ ( . . ) N
Someone (practitioner, loved one) is familiar with i i i f_am|ly/ ‘community to rely on or
T L family/community was unaware of AR. Thus,
patient’s situation, can attest to patient’s clear . ey S S
’ - nobody is familiar with patient’s situation or the
wish for MAID, and understands the conditions hi f thei ish: nobody is cl b
under which MAID should be performed i iy (MFAAID TR, ety o ety i
' when the AR for MAID should be followed.
| | J
4 'd
Family has supported AR for MAID throughout Family has not supported AR for MAID
and supports its current implementation. throughout and does not want it to be followed.
(. (&

Clear, Uncomplicated

Unclear, Complex

Figure 2

Summary of Uncertainties in Administering Advance Requests for MAID
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Informed Consent: Informed consent to healthcare must be voluntary, related
to the proposed healthcare, and expressed by a person capable of making a
reasonable decision based on truthful and adequate information provided by
the healthcare practitioner. Obtaining informed consent is a process through
which information is shared and queried. Permitting ARs for MAID would
require consideration of the necessary conditions for valid and informed
consent to MAID when this consent is given in a written document, which
may be prepared well in advance of the MAID procedure. If the document was
written in the absence of healthcare practitioners or family members, it may be
challenging to assess the adequacy of informed consent from this document
alone. Discussions of treatment options, potential outcomes, and motivations
are unlikely to have occurred if a person does not yet have a condition that
requires treatment. It may be difficult to know the voluntariness of an AR for
MAID and to what extent a person was informed of their current situation
when they wrote their request, particularly if they wrote it without consulting
healthcare practitioners, without witnesses, or before any diagnosis.

The Role of Third-Party Decision Makers: One of the central features of ARs
for MAID — the fact that the instructions they contain would not become
relevant until a person has lost capacity — would require third-party decision
makers to play a major role in their implementation. ARs for MAID could raise
questions about the roles of various third-party decision makers in deciding how
to best follow a patient’s wishes. When substitute decision makers are directing
the care of someone who lacks capacity, they are required, based on current
Canadian laws, to follow the instructions in a written advance directive (if they
are applicable to the circumstances). In the case of ARs for MAID, it could be
valuable to consider how the written wishes of a patient, the views of a legally
authorized substitute decision maker, the views of family members, and the
opinions of healthcare practitioners would be accommodated, particularly if
disagreement occurred. Well-defined, legislated limits, along with education, in
either the permission or prohibition of ARs for MAID, could provide healthcare
practitioners and family members with clarity on end-of-life options.

Potential Conflict Between Anticipated and Present Circumstances: A person
who no longer has decision-making capacity may no longer be able to articulate
the nature or quality of their condition and experience. Having an AR for
MAID, in and of itself, might relieve suffering in anticipation of capacity loss by
providing assurance that one’s wishes are known and will be followed at some
predetermined time. However, the person must rely on others to recognize
when the conditions described as intolerable suffering in their AR for MAID
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have been met. An AR for MAID would have to specify what criteria the person
considers intolerable (e.g., being bedridden, not recognizing family members,
difficulty breathing, or experiencing pain), but these are circumstances of
anticipated suffering that may not reflect the lived experience of the person
when they reach those circumstances. Uncertainty about how to approach an
AR for MAID increases if the person who has lost capacity appears indifferent to
receiving MAID, expresses a desire to continue living, or physically or verbally
resists the MAID procedure.

EVIDENCE FROM RELATED PRACTICES

The use of advance directives for healthcare has been limited, but is increasing
in Canada. Research has found occasionally positive, and no negative, effects
of advance care planning and advance directives on patient-related outcomes,
such as satisfaction with end-of-life care. Cases of conflict over the use of advance
directives, and end-of-life decision-making in general, do not often become
public record because decision-making at end of life is largely private, confined
to the bedside, and not subject to research. From the few cases related to
advance directives that have made it to Canadian courts, case law has established
the priority of present consent over what is written in an advance directive, the
priority of written instruction directives over best interests, and the authority
of substitute decision makers to make end-of-life decisions.

Little empirical evidence exists on how well ARs for MAID work in practice.
Belgium, Colombia, Luxembourg, and the Netherlands permit some form of
AR for MAID (referred to in these countries as advance euthanasia directives or
AEDs), though their use is rare. Of the four countries that allow AEDs, two
(Belgium and Luxembourg) only allow them when a person is irreversibly
unconscious, and one (Colombia) allows them only in the context of imminent
death. Countries that allow AEDs require that assisted deaths be reported to
an oversight body created and regulated through legislation. These oversight
bodies, with the exception of Colombia, produce summary documents of
reported cases; however, since 2009, only one patient (in 2012) has received
euthanasia based on the instructions in an AED in Luxembourg. Thus, Belgium
and the Netherlands are the only two countries with any substantial practical
experience with AEDs. From 2002 to 2017, there were 322 assisted deaths due
to an AED in Belgium, representing between 1 and 4% of all assisted deaths.
However, nearly all of the information about implementation of AEDs is from
the Netherlands, due to a lack of detailed case information (from either the
review commission or academic studies on AEDs) in Belgium.
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In the Netherlands, AEDs can only be followed for patients with some level of
consciousness, and there are six reported cases of people registered as decisionally
incompetent who received euthanasia based on their advance directive. All
of these cases involved patients with advanced dementia. The practice of
euthanasia for such patients has generated controversy in the Netherlands. In
two of the six cases, the Dutch euthanasia oversight body determined that the
physician did not act in accordance with the law. By analyzing all reported cases
in the Netherlands involving patients with questionable decisional capacity
who received euthanasia based on an AED, the Working Group noted that
issues are more likely to arise when a person cannot provide express consent
immediately prior to receiving MAID. However, the practical application of
AEDs, the details of professional judgments in these cases, and the societal
impacts of allowing AEDs remain significant knowledge gaps. In addition, the
transferability of international evidence to the Canadian context is complicated
by differences in legislative approaches to MAID, and may be affected by
differences in healthcare systems and professional practices.

POTENTIAL IMPACTS OF ALLOWING OR PROHIBITING
ADVANCE REQUESTS FOR MAID

ARs for MAID may give rise to a range of positive and negative impacts, which
could be experienced not only by those requesting MAID, but also by those
responsible for deciding if and when to follow through with the request and
by society as a whole. Allowing ARs for MAID would recognize the values of
respecting patient autonomy and self-determination in Canadian society,
particularly for those members of society who have lost, or anticipate losing,
decision-making capacity. ARs for MAID would give some people who anticipate
a loss of decision-making capacity the opportunity to have their previously
expressed wish for MAID followed, even if they could not provide consent
immediately prior to the procedure. Having some assurance that their request
for MAID would be honoured could provide comfort and relieve anxiety and
distress at end of life for those who make this choice.

Healthcare practitioners who implement ARs for MAID might feel satisfaction
and relief associated with respecting a patient’s choice and alleviating suffering.
However, they might also feel that deliberately ending the life of someone who
cannot consent to this action is an enormous responsibility. A third party would
need to decide if and when MAID is an appropriate course of action based
on the contents of a patient’s AR for MAID, their knowledge of the patient’s
wishes, and their interpretation of the patient’s current state. This may be a
difficult decision, particularly if it is unclear whether the patient fulfills the
conditions of their AR for MAID or whether they desire MAID.
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The Working Group recognizes that some people are concerned that allowing
ARs for MAID might have an impact on the way society values people with
capacity loss, increasing stigma and signalling that it is acceptable to consider
a life with capacity loss as one not worth living. Moreover, some have expressed
concern that allowing ARs for MAID would create a society in which MAID
was an appropriate alternative to providing quality and accessible care to those
with capacity loss, opening the door to cost of care, bed clearing, or other
considerations to explicitly or subtly enter the treatment decision-making
process. However, little evidence exists as to the likelihood of potential impacts,
positive or negative; they are plausible but conjectural.

POTENTIAL SAFEGUARDS FOR ADVANCE REQUESTS
FOR MAID

The primary risk involved in ARs for MAID is the risk that a person will receive
an assisted death against their wishes. This risk is influenced by systemic and
societal pressures, such as accessibility or availability of care, stigma associated
with a loss of decision-making capacity, or biased assumptions about quality
of life, and may manifest in either the motivations of the person writing the
AR for MAID or in a third party’s interpretation of the request. Case-specific
pressures, including uncertainties about the AR for MAID itself, the patient’s
condition, and relationships among the patient, substitute decision maker,
and healthcare team, also affect this risk. Safeguards can respond to risks by
reducing potential impact and/or likelihood, though none can remove a risk
entirely. Safeguards represent an effort to mitigate risk to achieve benefits for
people in Canada; policy-makers will need to judge whether and/or where
safeguards can adequately do so.

A necessary component of any set of safeguards, whether complete prohibition
or otherwise, is monitoring — allowing opportunities for analyses and adaptation
of policies as needed to address evolving concerns. The report identifies
a number of safeguards, including those at the system level and those that
are case-specific. Systems-level safeguards involve improving knowledge and
delivery of various healthcare components, thereby ensuring that people are
aware of, and have access to, the different types of supportive care available;
that people are supported in their decision-making; and that patients with a
variety of conditions feel valued by society. Case-specific safeguards are directed
at reducing uncertainty; they include a range of possible laws and regulations
(legal safeguards), clinical practice guidelines (clinical process safeguards),
and mechanisms for supporting healthcare practitioners, patients, and families
to make the process of following an AR for MAID clearer, safer, and less
overwhelming. Table 1 summarizes the specific safeguards discussed in the report.
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Table 1
Potential Safeguards Associated with ARs for MAID

¢ Increased engagement in ACP
e Improved palliative care education
Sierelat] ¢ A broader approach to palliative care
o Effective data collection on MAID cases to enable extraction of useful
Safeguards . .
information
e An oversight mechanism with clear avenues for reporting those who are
violating the law
o Well-defined access criteria (e.g., only allowing ARs for MAID for irreversibly
unconscious patients)
e Additional review requirements (e.g., consultation with social workers or
medical experts such as geriatricians or psychiatrists; prior review of all AR
Legal for MAID cases by a multidisciplinary committee)
Stk o A registry of ARs for MAID

e Time limits on the validity of an AR for MAID (mandatory updating)

¢ Modification of existing safeguards (e.g., informed consent, intolerable
suffering) to make them relevant to ARs for MAID

e Appointment of an SDM, with clear guidance and limits on the role

¢ Involvement of an independent third party in assessing AR for MAID cases

Clinical Process ¢ Counselling for people who wish to draft an AR for MAID

Safeguards e Repeated, documented discussions among patients and their care team

e Training for healthcare practitioners on legal and clinical aspects of ARs for
Support for MAID, ACP, and palliative care
Healthcare e Support services provided by specially-trained healthcare practitioners
Practitioners familiar with ARs for MAID

e Emotional support for healthcare practitioners and other staff members

e Facilitation of continued discussion among people and their loved ones about

Support for their AR for MAID and the motivations behind their end-of-life wishes

Patients and e Emotional (e.g., grief and bereavement services) and practical (e.g., legal

Families advice, guidance from peers) support for families before, during, and after
MAID

Working Group members differed in their opinions of which potential safeguards
are necessary, and whether any set of safeguards would be sufficient to achieve
an acceptable level of risk to allow ARs for MAID. For example, some argue that
the requirement for consent immediately prior to receiving MAID is necessary
to avoid errors and abuse, and to meet the broad goals of Canada’s legislation,
such as recognizing the inherent value of every person’s life. Others focus on the
potential benefits of ARs for MAID, such as alleviating suffering and respecting
the choices of people who wish to control the circumstances and timing of their
death; they can readily conceive of situations in which ARs for MAID could be
implemented with an acceptable level of risk, but might not agree on the specific
scenarios in which they should be permitted. All Working Group members
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recognize the importance of additional research on the experiences of those
living with a loss of decision-making capacity, their families and caregivers, and
their interactions with the healthcare system.

FINAL THOUGHTS FROM THE WORKING GROUP ON
ADVANCE REQUESTS FOR MAID

Allowing ARs for MAID could provide comfort and relieve anxiety and distress
at end of life for people who want to receive MAID, but are concerned about
losing decision-making capacity prior to the procedure. However, removing a
requirement for express consent immediately prior to the MAID procedure raises
the possibility that a person might receive MAID against their wishes. Thus, the
main issue with ARs for MAID is the uncertainty faced by those responsible for
following the request when it comes to gauging when or whether the patient
desires an assisted death. The Working Group considered several potential
scenarios, distinguished by timing, disease trajectory, and the circumstances
of the request, each with different levels of uncertainty. For example, ARs for
MAID prepared shortly before an assisted death is provided would tend to
involve less uncertainty than those prepared several months or years before
implementation. A judgment about whether to continue to prohibit or to permit
some form of ARs for MAID would need to consider the inherent tensions
among values of respecting autonomy, alleviating suffering, and protecting
against vulnerabilities, in light of risks and benefits specific to each scenario.

If some form of ARs for MAID were permitted in Canada, a number of potential
safeguards could respond to those risks and vulnerabilities inherent in the
pursuit of patient autonomy. Safeguards might operate at different levels, from
ensuring a healthcare system is able to support decision-making related to ARs
for MAID, to ensuring individual cases represent the voluntary and informed
decisions of patients. Consensus on which situations, if any, are suitable for
allowing ARs for MAID is unlikely given the differences in how people weigh
various factors and interpret evidence; situations with less uncertainty, however,
are likely to find greater agreement.

While advance care planning and advance directives in Canada, and AEDs in
other countries, can provide insight into some aspects of ARs for MAID, the
inferences drawn in this report remain limited by significant knowledge gaps.
This highlights the importance of further research on end-of-life practices in
Canada and worldwide, including advance care planning, healthcare approaches,
healthcare decision-making, and assisted dying.
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Summary of the State of Knowledge on Medical
Assistance in Dying Where a Mental Disorder Is
the Sole Underlying Medical Condition

While the legislation mandating this independent review and the charge from
the Minister of Health and the Minister of Justice and Attorney General of
Canada used the term mental illness, the Working Group chose to use the term
mental disorderin order to be consistent with current clinical and legal practice.
Mental disorders can be defined as health problems that disturb or impair a
person’s thoughts, experiences, emotions, behaviour, and/or ability to relate
to others. The term mental disorder covers a diverse and heterogeneous range
of conditions, with distinct clinical profiles and underlying causes. There is
wide variability in symptoms and clinical presentation even within diagnostic
categories, and the impact of a mental disorder on a person’s thoughts, emotions,
behaviour, functioning, and quality of life is highly individual. As such, it is
difficult to make any generalizations about this broad category, especially when
discussing potential implications of prohibiting or further expanding MAID
to cases where a mental disorder is the sole underlying medical condition
(hereafter, MAID MD-SUMC).

Under the current law, people with a mental disorder as their sole underlying
medical condition are not excluded from MAID provided they meet all of
the eligibility criteria. However, most are unlikely to satisfy all of the current
eligibility criteria for MAID. The scope of this report is restricted to those cases
that are not permitted under the current law. Furthermore, in this report, the
phrase sole underlying medical condition serves to differentiate between cases in
which a person with a mental disorder already meets MAID eligibility criteria
due to a physical condition from those cases in which a mental disorder is the
only illness, disease, or disability that motivates the request.

MENTAL DISORDERS IN CANADA

Mental disorders can affect people in all socioeconomic and demographic
categories, but the presence of many mental disorders is strongly correlated
with certain social, economic, and environmental inequalities, such as poverty,
unemployment, homelessness, and violence. Canadian data show that women,
youth, and Indigenous people have higher rates of mental health problems
than the Canadian average. Additionally, there are variable rates of mental
health problems for different immigrant, refugee and racialised (IRER) groups.
Many people with a mental disorder do not receive the necessary treatment
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for their condition. Globally, mental healthcare services are poorly funded
compared with other health sectors, and it is more common for patients to feel
unsupported or to be unable to access such care on a timely and frequent basis.
In addition, people may be reluctant to seek mental healthcare due to stigma,
or they may be unable to access mental healthcare for a variety of reasons,
including geographical unavailability, long wait times, lack of financial means
(or inadequate insurance) for medications and/or outpatient treatment, and
lack of social support. Indigenous and IRER populations may have difficulty
accessing care they feel is culturally appropriate and there are claims of racism
in mental health services.

There is a long history of stigma, discrimination, and paternalism against people
with mental disorders in Canada and elsewhere. The lives of those with mental
disorders have been valued less than the lives of those without mental disorders,
and their freedoms and choices have been unjustly restricted.

ISSUES AND UNCERTAINTIES SURROUNDING MAID MD-SUMC

Many important issues that are unique to mental disorders arise when considering
whether to more broadly permit or prohibit MAID MD-SUMC. Whether to alter
the existing law to expand or restrict MAID MD-SUMC eligibility is a challenging
question upon which people disagree. Empirical data and legal arguments
inform specific aspects of the question but whether or not to further permit
or prohibit MAID MD-SUMC also requires ethical judgments by policy-makers.

Given this wide range of perspectives and the controversial nature of the topic,
Working Group members do not agree on some fundamental issues (Box 1). In
some areas, the Working Group did not reach consensus on the interpretation
and/or significance of the evidence, or about what constitutes relevant evidence.

Capacity and Decision-Making

In Canada, all adults — including those with mental disorders — are presumed to
have the legal capacity to make medical decisions. The presumption of capacity
can be overridden in cases where a formal capacity assessment by a healthcare
practitioner indicates that a person lacks decision-making capacity. Most people
with mental disorders have the capacity to make highly consequential decisions
about medical treatment. However, evidence shows that some mental disorders
can impair a person’s decision-making and increase their risk of incapacity.
There may also be challenges associated with assessing decision-making capacity
in some people with mental disorders, and different assessors may disagree
about whether or not a person is capable.
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Box 1
Working Group Disagreements on Fundamental Issues About
MAID MD-SUMC

Weighing of outcomes

The Working Group disagrees about how to balance two risks: ending the life of
a person with a mental disorder whose condition would have improved and who
would have regained the desire to live, and denying MAID MD-SUMC to a person
whose condition would not have improved and who would continue to live with
intolerable suffering.

How and when to die vs. whether to die

Some Working Group members believe that there is a fundamental difference between
MAID in circumstances where death is reasonably foreseeable, and most MAID
MD-SUMC (where death is not reasonably foreseeable). They see the first instance
as being about changing the timing and manner of death, and the second instance
as being about whether death will occur for those who may have many years still to
live. Other Working Group members believe that it is not clear that this distinction is a
fundamental ethical difference that justifies a different approach to MAID MD-SUMC.

Distinguishing between suicide and MAID MD-SUMC

The Working Group disagrees about whether it is possible to have a valid and reliable
method of distinguishing between individuals who have made an autonomous, well-
considered decision for MAID MD-SUMC and individuals whose desire to end their
lives due to suffering is pathological, and due to a symptom of their mental disorder.

Potential implications of MAID MD-SUMC

The Working Group disagrees about how to interpret and assess the evidence as
it relates to the potential implications of prohibiting or permitting more MAID
MD-SUMC. Differences in how Working Group members view issues such as autonomy,
discrimination, and human rights influenced their interpretation of the evidence. In
particular, the Working Group disagree about how permitting more MAID MD-SUMC
would affect suicide prevention strategies.

Differences between MAID and other highly consequential decisions

The Working Group disagrees about whether decisions about MAID are different
from other highly consequential decisions (e.g., refusing life-sustaining treatment).
Many of these disagreements relate in part to whether there are ethical and practical
distinctions between a medical professional actively assisting someone’s death,
versus letting the person die through non-intervention.




Summary of the State of Knowledge on Medical Assistance in Dying Where a Mental Disorder
Is the Sole Underlying Medical Condition 29

A particular challenge for some people who request MAID MD-SUMC is that
their desire to die could be a symptom of their mental disorder. Suicidal
ideation is a common symptom of some mental disorders, and some mental
disorders can distort a person’s thoughts and emotions, leading to a desire
to die, hopelessness, and a negative view of the future, even when a person
retains decision-making capacity. It may be difficult for a clinician to distinguish
between a capable person who is making an autonomous decision for MAID
and a person whose pathological desire to die is a symptom of their mental
disorder that impairs their decision-making. However, a capable person’s wishes
cannot legally be overruled, even if a clinician believes they are not autonomous
because a mental disorder has influenced decision-making.

People with mental disorders undergo capacity assessments with respect to other
highly consequential decisions that are likely to result in the person’s death
(e.g., refusing life-sustaining treatment). However, Working Group members
disagree about whether such decisions are comparable to MAID.

Are Some Mental Disorders “Grievous and Irremediable” Conditions?
People requesting MAID MD-SUMC may not satisfy several of the four criteria
of having a “grievous and irremediable medical condition” (as defined in
Bill C-14). Clinicians disagree about when and which mental disorders can be
considered incurable (in medicine, there is no single, universally agreed-upon
definition of the term incurable); people with mental disorders can experience
an advanced state of decline in capabilities (especially in neurocognitive
disorders such as some dementias), but for some conditions it is not clear
how often such declines are irreversible. However, it is generally accepted that
some mental disorders can produce enduring and intolerable suffering. In the
vast majority of cases where a mental disorder is the sole underlying medical
condition, natural death has not become reasonably foreseeable (at least not
until the person is at an advanced age).

Most mental disorders lack the prognostic predictability of the physical conditions
that currently motivate MAID requests in Canada. There is less certainty about
how a person’s mental disorder will evolve over time and whether treatments
and/or social interventions will be effective in relieving their suffering and
improving their quality of life when compared to the physical conditions that
currently motivate MAID requests. However, predictability can be higher for
certain conditions, or for patients who have undergone multiple treatments
over a longer period of time. To be clear, the issue is not whether there are
people who have mental disorders that are irremediable, but rather whether
clinicians can confidently determine whether a particular case is irremediable.



30 Summary of Reports

Suicide

Having a mental disorder is one of the most strongly associated risk factors
for suicide. Systematic reviews and meta-analyses have found that up to 90%
of those who die by suicide may have had a diagnosable psychiatric disorder
(as determined by a retrospective psychological autopsy). Furthermore, there
is some evidence that some people who have sought psychiatric euthanasia
and assisted suicide (psychiatric EAS) in jurisdictions that permit it share
certain characteristics with people who attempt suicide. Research has found no
evidence that the legalization of assisted dying affects suicide rates, including
in countries that permit MAID MD-SUMC.

Working Group members have different views about the relationship between
MAID MD-SUMC and suicide and whether it is possible to distinguish
between them. Some Working Group members argue there is little evidence
on how suicidal people can be reliably and validly distinguished from those who
have an autonomous desire for MAID MD-SUMC and whose sole underlying
medical condition is a mental disorder, regardless of the criteria in place. Other
Working Group members believe that it is possible to distinguish between these
two groups once eligibility criteria are established, but whether such criteria
would offer an adequate threshold for MAID MD-SUMC is an ethical question.

Working Group members disagree about whether permitting more MAID
MD-SUMC would potentially be incompatible with the current approach to
suicide prevention in Canada.

INTERNATIONAL EVIDENCE

There are countries where assisted dying for those with a mental disorder is
permitted more broadly than in Canada. Those experiences are reviewed as
they may provide insights about potential impacts and possible safeguards.
Belgium, the Netherlands, and Luxembourg (collectively termed Benelux
countries) allow people to seek EAS based on physical or mental suffering alone,
with no requirement of terminal illness or foreseeable death. The eligibility
criteria, procedural safeguards, and reporting requirements that must be met
by a physician in the Benelux countries for psychiatric EAS are summarized
in Table 2. The Working Group notes the importance of avoiding either an
uncritical extrapolation or a dismissal of Benelux data. Interpreting these data
for Canada should take into account differences and commonalities between
Canada and the Benelux countries.
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Table 2
Stipulations for Psychiatric EAS in the Netherlands, Belgium, and Luxembourg

Country

Netherlands Belgium | Luxembourg

Stipulation

Suggested
by RTE or
NVVP

Required
by Law

Required Required
by Law by Law

Request must be voluntary and well

considered X ®) X X
Physician must be satisfied that patient's

suffering is unbearable, with no prospect for X (X) X X
improvement

Physician must inform patient about X ) X X

situation, prognosis

Physician must have come to the conclusion,
along with the patient, that there is no X (X) X
reasonable alternative

Unless the patient objects, the physician
must discuss the request with the patient's X X
representative and/or family members

Patient’s case must be assessed by

independent consulting physician X X X X
Consultant must be an expert in the
a q . . X X
disorder or disease causing suffering
One-month waiting period between
request and EAS when death is not X
imminent
EAS deaths must be reported to an oversight X ) X X

committee

Statistical data and information on
implementation are regularly reviewed and X (X) X X
reported publicly (annually or biannually)

Bolded stipulations relate directly to cases where the patient’s death is not foreseeable (for countries
that rely on this criterion). Brackets indicate that these criteria are already part of the Dutch law.
Acronyms in table: euthanasia and assisted suicide (EAS), Nederlandse Vereniging voor Psychiatrie
(NVVP), and Regional Euthanasia Review Committees (RTE).

* If death is not foreseeable in Belgium, two additional independent physicians who are experts in
the disorder must be consulted. Only one consulting physician is required in the Netherlands and
Luxembourg by law, although the Dutch RTE Code of Practice recommends consulting a regular,
independent physician, as well as an independent psychiatrist for psychiatric EAS requests.
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In the Netherlands and Belgium, psychiatric EAS, excluding dementia, represent
approximately 1 to 2% of all EAS cases. In the Netherlands, there has been an
increase through time in both the number of psychiatric EAS cases (excluding
dementia), as well as the percentage of total EAS deaths comprising psychiatric
cases (excluding dementia). In Belgium, while the total yearly number of
psychiatric EAS cases (excluding dementia) has increased since 2004, in recent
years (2014 to 2017) both the number and percentage of total EAS deaths
comprising psychiatric cases (excluding dementia) has decreased.

There is a wide diversity of psychiatric conditions found among those who
request psychiatric EAS in the Netherlands and Belgium, but the highest
number of requests come from people with depression. Other conditions
underlying requests include personality disorders, schizophrenia and other
psychotic disorders, post-traumatic stress disorder and other anxiety disorders,
eating disorders, autism, and prolonged grief disorder. In the Netherlands and
Belgium, more than twice as many women than men seek and receive psychiatric
EAS, in contrast to all EAS cases, where the proportion of men and women is
roughly equal. Psychiatric EAS remains controversial even in jurisdictions that
have permitted it for many years, and public debate is ongoing.

POTENTIAL IMPLICATIONS OF PROHIBITING OR
EXPANDING MAID-MD SUMC

The Working Group found a range of potential implications that could arise from
changes to the current Canadian MAID law (making it more or less restrictive),
although members disagree on the probability of different implications occurring,
as well as on the significance of different implications. Many of the implications
discussed relate to concerns about the potential over-inclusion or under-
inclusion of people receiving MAID MD-SUMC. Ouver-inclusion refers to people
receiving MAID in cases where it should not occur (due to ineligibility or undue
influence), while under-inclusion refers to capable, eligible people who request
MAID but do not receive it. It is widely agreed that there is a need to avoid
both types of cases if MAID MD-SUMC were expanded or prohibited, but the
challenges associated with assessing capacity and prognosis in the context of
mental disorders suggest that there may be cases where people disagree about
whether a particular person would be eligible or not.

Eligibility Criteria

The Working Group identified several important potential implications for
MAID MD-SUMC stemming from challenges associated with applying the
eligibility criteria from Bill C-14 to people whose mental disorder is their sole
underlying medical condition, which may lead to risks of both over-inclusion
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and under-inclusion. For example, challenges associated with assessing capacity
in people with mental disorders may result in over-inclusion or under-inclusion.
In addition, there are many possible interpretations of the term incurable, and
whether some mental disorders can be considered incurable will depend on
the definition chosen. Similarly, many mental disorders can lead to declines in
both mental and physical capabilities directly through symptoms, but there is
disagreement about whether these declines would be considered as an advanced
state of irreversible decline in capability.

Mental disorders can and do cause enduring and intolerable psychological and
physical suffering. However, certain mental disorders can impair a person’s
ability to rationally reflect on the intolerability and irremediability of their own
suffering, and these disorders are common in people who request psychiatric EAS
in international jurisdictions. MAID law in Canada explicitly defines intolerable
suffering in subjective terms. While a healthcare practitioner must “be of the
opinion that” these conditions are met, if a patient truly believes their suffering
is intolerable, and believes that existing means to relieve their suffering are not
acceptable to them, they thereby meet the criteria for intolerable suffering set
out in the legislation. No other country permits MAID MD-SUMC where one
of the eligibility criteria is based on an individual’s personal assessment of what
conditions for relief of their intolerable suffering they consider acceptable. If
Canada were to expand MAID MD-SUMC using this criterion, it could become
the most permissive jurisdiction in the world with respect to how relief of
suffering is evaluated.

Permitting more MAID MD-SUMC may reduce suffering by providing eligible
individuals with that option, if needed. Having the option for MAID may offer
a therapeutic benefit to some people, including those with mental disorders.
International evidence suggests that some people who were approved for
psychiatric EAS withdrew their requests after approval, later indicating that
knowing they had the option gave them comfort, although Working Group
members disagree about how to interpret this evidence.

As most people with a mental disorder as their sole underlying medical condition
will not meet the “reasonably foreseeable” criterion for MAID, some Working
Group members think it is important to consider that this lack of access to
MAID may potentially lead some people to engage in voluntary stopping of
eating and drinking (VSED) in order to hasten the foreseeability of their death.
Other Working Group members feel this implication is unsubstantiated based
on the evidence available.



34 Summary of Reports

This criterion also currently excludes people with a range of physical conditions
who would otherwise qualify. Were MAID MD-SUMC permitted more broadly
through the elimination of the “reasonably foreseeable” criterion, a range of
conditions in addition to mental disorders could become eligible for MAID.
For example, a person with severe and difficult to treat pain from arthritis
could meet the criteria of being capable, having an incurable illness, being in
a state of irreversible decline, and having intolerable suffering that cannot be
alleviated by treatments they find acceptable, but may be in a position where
their death is not considered reasonably foreseeable.

Vulnerability and Autonomy

Some people with mental disorders are considered vulnerable, insofar as having
a mental disorder is associated with socioeconomic hardship, discrimination,
and disability. As a result, some people with mental disorders may be less
independent and have a reduced ability to defend or promote their own
interests (whether those interests are to avoid or to access MAID). There is
often a tension between respecting autonomy and protecting the vulnerable:
permitting MAID MD-SUMC more broadly may recognize and respect the
autonomy of people with mental disorders, but it may also increase the risk
of harm to this potentially vulnerable population. Concerns related to the
vulnerability of the population who would request MAID MD-SUMC centre
on voluntariness and ensuring that MAID requests are autonomous and not a
result of pressure from other people or society, and that MAID requests are not
denied as a result of paternalistic attitudes about people with mental disorders.

Some Working Group members believe that permitting more MAID MD-SUMC
may reduce mental health stigma by demonstrating that people with mental
disorders have capacity, that their suffering is serious, that mental disorders
are not due to character flaws or circumstances within their control, and that
their right to self-determination should be respected. Other Working Group
members think that permitting more MAID MD-SUMC may increase mental
health stigma because it might bolster the belief that the lives of people with
mental disorders are intolerable, not worth living, and (at least sometimes)
hopeless.

Prohibiting or permitting more MAID MD-SUMC may unjustifiably discriminate
against people with a mental disorder. Some Working Group members believe
that prohibiting MAID for people with mental disorders when it is permitted
for people with other conditions can be seen as discriminatory. Other Working
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Group members believe that differential treatment of people with mental
disorders in relation to MAID is warranted based on the unique characteristics
of mental disorders (compared to physical disorders), and note that provinces
and territories have enacted mental health laws and policies acknowledging that
differential treatment of those with mental disorders is acceptable in certain
specific situations due to characteristics of the mental disorder.

Prohibiting or permitting more MAID MD-SUMC may or may not respect the
autonomy of people with a mental disorder as their sole underlying medical
condition. Whether prohibiting or permitting more MAID MD-SUMC respects
or limits the autonomy of people with mental disorders depends on one’s view
of autonomy, which is itself a complex philosophical and legal concept.

Mental Healthcare

Evidence indicates that MAID MD-SUMC is not acceptable to many mental
healthcare practitioners in Canada. Permitting more MAID MD-SUMC might
alter mental healthcare in Canada, as it may conflict with their professional
views and ethics.

There are challenges associated with access to mental healthcare in Canada.
As a result, there are concerns that, were MAID MD-SUMC permitted, some
people may request it because they cannot access or afford other mental health
treatments that may reduce their suffering. It is unknown, however, whether
those who might seek MAID MD-SUMC are more or less likely to have access
to adequate mental healthcare and social support. Evidence on the provision
of MAID under the current law (which excludes most MAID MD-SUMC)
indicates that, in general, those with inadequate healthcare or palliative care
are not disproportionately seeking MAID. Despite this, there have been recent
concerns raised around access to alternative care to relieve suffering.

There are concerns that permitting more MAID MD-SUMC may have a
negative impact on the therapeutic relationship between patients and mental
healthcare practitioners. Patients might be reluctant to fully engage with
mental healthcare practitioners out of fear that they will be encouraged to
seek MAID. On the other hand, it has been suggested that permitting more
MAID MD-SUMC may have a positive impact on therapeutic relationships by
encouraging healthcare practitioners to ensure they propose all possible non-
MAID options to relieve suffering.
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UNIQUE CONSIDERATIONS FOR SPECIFIC DEMOGRAPHIC
SUBPOPULATIONS

The effects of prohibiting or permitting more MAID MD-SUMC will vary
among different gender, ethnic, cultural, and socioeconomic populations in
Canada — including Indigenous people; immigrant, refugee, ethno-cultural, and
racialized groups; women; mature minors; LGBTQ+ people; seniors; Canadian
Armed Forces members and Veterans; and incarcerated people — based on
differences in the prevalence of mental disorders among demographics, the
lived experience of people with mental disorders, suicidality, ability to access
mental healthcare and social supports, and interest in MAID.

KNOWLEDGE GAPS

Given that psychiatric EAS is legal in a small number of jurisdictions around
the world, direct evidence on the practice is limited. Most comes from Belgium
and the Netherlands. Despite decades of research on the practice of psychiatric
EAS in those countries, knowledge gaps exist. For example, there are few
data on the sociodemographic characteristics of people who request and/or
receive psychiatric EAS in Belgium and the Netherlands, beyond gender and
age. There is also a need for the integration of patients’ voices in discussions
around psychiatric EAS in Belgium and the Netherlands. Finally, the impact of
psychiatric EAS on Dutch and Belgian physicians and healthcare practitioners,
as well as on the family and friends of those who request this procedure, is
not known.

There is little direct evidence on the potential impacts of prohibiting or
permitting more MAID MD-SUMC in Canada on affected individuals, or on
Canadian society. Similarly, the potential impact of prohibiting or permitting
more MAID MD-SUMC on the societal perceptions and stigmatization of people
with mental disorders is unknown. As with Belgium and the Netherlands, the
inclusion of patient voices and the views of those with disabilities in discussions
of MAID MD-SUMC in Canada could be an important step in addressing some of
these knowledge gaps. It is also not known how permitting more MAID MD-
SUMC might affect funding for mental healthcare and social support services,
nor its potential impacts on how suicide prevention is practised in Canada.

The Working Group identified direct Indigenous consultation, and the
incorporation of traditional knowledge, as important areas of evidence that
require further attention and inclusion in the literature, including ongoing
MAID research and assessments.
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The Working Group agrees on the need for research to understand better,
and to a greater depth, the implications for individuals with mental disorders,
healthcare practitioners, and society, of permitting more or continuing to limit
MAID MD-SUMC. This research would be beneficial regardless of whether
more MAID MD-SUMC is permitted or not. The Working Group’s findings
also indicate that there are limitations of the current notions of what counts
as evidence in this field of study.

POTENTIAL SAFEGUARDS

There are a range of safeguards that could potentially mitigate some of the risk
of over-inclusion were MAID MD-SUMC permitted more broadly, although there
is disagreement among Working Group members about whether safeguards
could mitigate certain risks. In addition, what is a safeguard to some people
might be a barrier to others, and some safeguards may create a risk that capable
and eligible people are unable to obtain MAID MD-SUMC (under-inclusion).
Ultimately, there is a trade-off inherent in safeguards between taking steps to
prevent MAID MD-SUMC in cases where someone should be ineligible (over-
inclusion), and creating unnecessary delays or impediments where someone
should be eligible (under-inclusion).

The Working Group considered nine safeguards — including those currently
implemented in the Benelux countries as well as those that have yet to be
implemented in any jurisdiction — and reviewed any evidence relevant to
their effectiveness. The Working Group makes no assumption that the law
will be changed nor do they endorse or dismiss any particular safeguard.
Additionally, the safeguards listed are not presented in ranked order and the
Working Group does not intend to suggest limits on what policy-makers may
or may not do or consider.

Potential safeguards include:
® psychiatric consultation
¢ multi-disciplinary evaluation
¢ roundtable, committee, tribunal, or judicial approval
¢ involvement of family and/or important third parties
¢ two-track approach during MAID MD-SUMC evaluation
e training of healthcare practitioners consulting on MAID MD-SUMC requests
® longer waiting period between request and administration of MAID MD-SUMC
® agreement on determination of treatment futility
o minimum number of years with a diagnosed mental disorder
¢ mandatory reporting and review of cases
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Of note, if safeguards were added that apply only to MAID MD-SUMC, people
with mental disorders seeking MAID MD-SUMC may be required to satisfy
eligibility criteria or procedural requirements not required of people with
physical disorders who qualify for MAID under the current law. In order for
such additional steps to be justified, it would need to be demonstrated that
the safeguards unique to those seeking MAID MD-SUMC were guarding
against risks that are not faced by those seeking MAID for physical disorders.
Differential treatment of those with mental disorders may be warranted due to
unique characteristics of such disorders (e.g., their impact on capacity, altered
decision-making, and perceptions of the future).

As some of the safeguards listed above have not been implemented anywhere
in the world, there is no evidence on their effectiveness; other safeguards have
been implemented in the practice of psychiatric EAS in the Benelux countries,
but evidence of their effectiveness is sometimes either lacking or open to
interpretation. Additionally, even if a safeguard has been implemented elsewhere,
its relevance and effectiveness in the Canadian context are unknown. Important
contextual factors include cultures; geographies; demographics; healthcare
systems; and legal systems such as different laws, differing judicial approaches,
and differences in jurisdictional divisions between the federal government
(responsible for the Criminal Code, which sets out the legal conditions under
which MAID is provided) and provincial/territorial governments (responsible
for the provision of healthcare and mental health law).

FINAL THOUGHTS FROM THE WORKING GROUP ON MAID
WHERE A MENTAL DISORDER IS THE SOLE UNDERLYING
MEDICAL CONDITION

Whether to expand, prohibit, or make no changes to the law that governs MAID
with respect to the eligibility of those whose sole underlying medical condition
is a mental disorder is a contentious subject on which there are differing
opinions. Working Group members feel that the opportunity to participate in
a constructive exchange of ideas resulted in a report that shows the breadth of
viewpoints and perspectives on the evidence. The diversity of expertise among
Working Group members has informed and influenced all aspects of this report,
and while the final text is not what any single Working Group member would
have produced on their own, it reflects their collective effort. Although this
is not a consensus-based report, it presents the available evidence related to
MAID MD-SUMC, describes various interpretations of that evidence, and raises
different viewpoints on several important issues. The Working Group hopes
that this report will help inform those policy-makers who will ultimately make
decisions relating to MAID MD-SUMC in Canada.
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Concluding Remarks from the CCA

These reports fulfil a requirement set out in the statute amending Criminal
Code provisions to allow medical assistance in dying under specific conditions.
The purpose of these reports is to inform conversation among Canadians
and between Canadians and decision makers about the issues of MAID as it
relates to the three topic areas discussed above. To this end, at the request of
the Sponsors and in keeping with the CCA’s normal practices, these reports
do not offer recommendations. Instead, they gather and interpret, with the
sensitivity required of the subject, the relevant information and evidence, and
they explore the societal, clinical, legal, and practical implications and issues
associated with both permitting and prohibiting MAID in the three topic areas.

While each report was authored by its respective Working Group, all three have
benefited from the wider expertise of the Expert Panel as a whole, and reflect
much of what is known nationally and internationally about the topic areas.
Together these reports aim to inform a uniquely Canadian approach and the
ongoing international debate and experience.
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