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Abstract

Traditionally, most Palliative Care physicians have adhered to the World Health
Organization’s definition of Palliative Care, according to which it “intends neither to hasten
nor postpone death.” The 2016 legalization of Medical Assistance in Dying (MAiD) in Canada,
however, has thrown this understanding into question, and has forced Palliative Care
physicians to reconceive their role in caring for patients who experience intolerable suffering.

The role of Palliative Care in MAID, in particular, has provoked intense debate amongst
Canadian Palliative Care physicians and their representative organizations. In November of
2019, three national organizations—the Canadian Society of Palliative Care Physicians
(CSPCP) in conjunction with the Canadian Hospice and Palliative Care Association (CHPCA),
and the Canadian Association of MAiD Assessors and Providers (CAMAP)—each issued
conflicting policy statements that addressed the role of Palliative Care in MAiD. The CSPCP
and the CHPCA distanced the practice of Palliative Care from MAID, arguing that MAiD
differs substantially from Palliative Care in “philosophy, intention, and approach,” and should
not be considered part of Palliative medicine. Alternatively, CAMAP strongly advocated for
the integration of MAiD and Palliative Care to support the needs of patients.

This national divide caused distress amongst the Palliative Care community, as many
physicians are still deciding how they will continue to respond to MAiD, and are turning to
their professional organizations for guidance. Given this sharp division, my dissertation aims
to understand two things: first, the challenges that Palliative Care and its physicians face in the
era of MAID, and second, the best way of conceiving of the relationship between Palliative
Care and MAID. In order to advance this conceptual understanding, I conducted interviews

with 51 Palliative Care physicians. This dissertation is grounded in the voices of those
v



physicians who have a particular, nuanced understanding of Palliative Care practice, and what
supports it needs going forward. It is from these interviews that I offer systems and policy

recommendations that are designed to support Palliative Care overall, and those whom it

SCrves.
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Chapter 1: Introduction

In 2015, the Supreme Court of Canada struck down the legal prohibition on Medical
Assistance in Dying (MAiD). Subsequently, the government legalized MAiD with the passage of
Bill C-14 in June 2016. This legislative change altered the landscape in Canada, culturally, legally,
and medically, both for its citizens and its physicians. This change has become particularly acute
for Palliative Care physicians as they care for the patient population to which the MAiD legislation
may apply: those who have a life-limiting illness, and who are suffering intolerably.!
Consequently, the introduction of MAiD has created new challenges for Palliative Care physicians.
In addition to navigating a complex medical system, they are now faced with having to quickly
adapt to the host of ethical, legal, and practical issues that have accompanied the practice of MAiD.
Palliative Care physicians are now engaging in increasingly difficult cases (and conversations) in
end-of-life care as they are managing conflicting views and values of their patients, colleagues,
and institutions. These changes and the pace in which they are occurring (and have occurred)
contribute to a context in which physicians are at risk of feeling distressed, disenfranchised, or
experiencing burnout.

The obligation to understand the experiences of Palliative Care physicians, the challenges
that they face, and what support needs they have (particularly since the introduction of MAiD) has
become critical for institutions, organizations, policymakers, and governmental bodies. These
parties have an interest in understanding these issues because Palliative Care physicians (as well

as other healthcare professionals who work in Palliative Care)? have a sophisticated, nuanced

! Having a life-limiting illness and intolerable suffering are the two criteria that a patient must meet to be eligible for
MAID. Having a life-limiting illness alone is insufficient.

2] recognize that there are many groups and people who make up the "backbone" of Palliative Care — from nurses,
social workers, other allied health, and administrators. However, as this research focused on Palliative Care



understanding of what Palliative Care is like in 2020 and what the discipline needs going forward.
The distinct insights that Palliative Care physicians have around what supports they need to
continue to provide high-quality Palliative Care is vital not only to physicians but also to the
patients that they care for, and the healthcare system as a whole. In supporting the physicians who
practice Palliative Care, we will support the development of Palliative Care as a discipline, as well
as the care of patients, and access to Palliative Care, a service that 62-89% of our population, and
nearly all of those who do not die unexpectedly, will benefit from or experience.® As such, there
is a responsibility of those who can effect change in the medical systems, to make legislative or
policy changes that will support Palliative Care and its physicians. If the current policies and
systems do not evolve to better support physicians, they will not be able to care for their patients
as well as they could, which would be detrimental to the current state of health care.

To understand what changes needed to be made to support Palliative Care in Canada better,
Iinterviewed Canadian Palliative Care physicians who belong to the Canadian Society of Palliative
Care Physicians, or are part of the Palliative Care section of the Ontario Medical Association.
Through qualitative interviews with 51 Palliative Care physicians from across Canada, I came to
understand what Palliative Care means to them, the specific patient populations they care for, and
their perceptions of them, how MAID as affected them and their practice of Palliative Care, what
role they see as Palliative Care having in the ongoing development of MAiD in the future, and
what systems and policy changes need to be implemented to support them and the patients or

whom they care. Hearing these physicians’ voices and experiences is vital to understanding how

physicians specifically, the attention is on how to support them. Physicians are part of the backbone of Palliative
Care.
3 Canadian Institute for Health Information. Access to Palliative Care in Canada, 2018.



to improve Palliative Care as a discipline and the unique support needs of patients receiving
Palliative Care in this changing medico-legal landscape.

While gaining insight into Palliative Care physicians' perspectives on what Palliative Care
needs in 2020 is objectively important, my engagement in this research is grounded in my personal
experiences and work in Palliative Care and with Palliative Care physicians.

I grew up in the world of Palliative Care. My mother is a Palliative Care physician who
went to medical school when I was three years old. As a result, it was not uncommon for my
mother to take me with her to the hospital, or for a home visit if my father was away. While she
tended to her patients, her colleagues looked after me. Consequently, I came to know those who
practiced Palliative Care quite well and now call many of them my close friends or even family.
Growing up around Palliative Care physicians, I gained a particular insight and perspective into
who these physicians are, * the practice of Palliative Care, and the patients whom they look after.
I came to know that these physicians care for patients with complex illnesses, are in pain, scared,
and at times actively dying or suffering tremendously. I witnessed these physicians going on house
calls in the middle of the night (because my mother and her colleagues did so) to manage the pain
or symptoms of a patient, be there as their patient died, or simply support a scared or grieving
family. Over the years, [ saw the commitment and care these physicians, and their team members
had for their work and the personal sacrifices to care for their patients. Because of these
experiences, I have a strong appreciation and admiration for Palliative Care physicians and the

practice of Palliative Care. Their work is not always easy; at times, it is incredibly difficult.

41 also came to know the nurses, social workers, chaplains, and residents well as my mother's team and colleagues
are multi-disciplinary. However, because this dissertation focuses on physicians' views, I have limited it to
physicians.



However, this is outweighed by the care and support they give to patients and their families, and
the joy they experience from these interactions.

In 2014, I became colleagues with some of these Palliative Care physicians when I assumed
the role of an in-house ethicist at a local hospice. I worked with Palliative Care physicians and
their teams and saw the care they provided to patients and their families. I also witnessed them
navigate the myriad of issues that arise when caring for patients (and, their families) who are in
hospice: understanding and supporting the needs and values of each patient as they neared the end
of life, the complexity of family dynamics and differing values, communication, withdrawing or
withholding interventions, and pain and symptom management, to name a few. The way these
Palliative Care physicians (and their teams) approached these complex issues with the utmost skill,
grace, care, and compassion was impressive. Amongst the issues that they were confronted with
were requests for hastened death. While these requests were not common, they were also not
uncommon. At the time we heard these requests, assisted death (now MAiD) was illegal. As such,
a request for MAiID was one on which physicians could not act. However, Palliative Care
physicians understood these requests as a plea to end suffering or that their patients could not live
any longer in their current state. Physicians continued to provide them with excellent Palliative
Care to help these patients and improve their quality of life, to alleviate their pain and suffering as
much as possible.

In 2015, the nature of the interactions and conversations with patients around MAiD
changed, as MAiD became a legal option for some patients. This change distressed many Palliative
Care physicians because they care for the patient population that the Carter ruling and later Bill
C-14 would most directly affect (those who had a life-limiting illness and were suffering

intolerably). I saw Palliative Care physicians whom I had come to know and love, wrestle with



what this ruling would mean for them, and the practice of Palliative Care. Initially, many
physicians spoke of how the practice of MAiD stood in contrast to everything they believed in and
had been practicing. Physicians believed that while they had been trained to help patients live as
well as possible until the moment of their death, and to die well, ending a patient’s life intentionally
had not been part of their training, or part of the philosophy of Palliative Care. Given the
uncertainty of the medical landscape at the time, some Palliative Care physicians wondered if and
how they could continue to practice in this field of medicine, or medicine at all. Many Palliative
Care physicians were heartbroken because MAiD called into question the purpose and intention
of Palliative Care, a specialty that they viewed as their vocation in life. There were pervasive
concerns and uncertainty around the relationship between MAID and Palliative Care, including
whether Palliative Care physicians would be asked to provide MAID as part of their practice of
Palliative Care.

Some physicians, however, were in favour of the ruling and thought they would participate
in providing MAID to their patients. Initially, these views divided the Palliative Care community
into two camps: those against the ruling, and those who were in favour of it. This division
exacerbated the distress felt by all physicians because they felt that they could no longer turn to
their colleagues for support. Physicians in both camps were worried about what their colleagues
would think of them and how this might affect their collegial relationships. The inability to turn to
their colleagues for support during this time left many physicians feeling worried and alone.

As [ witnessed the mounting distress amongst this community of physicians, it was evident
that research was needed to understand Palliative Care physicians’ views around MAiD and how
to support them as MAiID was developed in Canada. I reasoned that if the physicians I worked

with felt this way, other physicians likely had similar worries. I approached a well-known



researcher in the area and asked her thoughts on my idea to study the impact of the Carter ruling
on Palliative Care physicians. She told me that, "Europe has already figured this out," that my idea
was "stupid" and that no one would care about the findings. My instincts, however, told me that
she was wrong. A few weeks later, I spoke with the Palliative Care physician with whom I was
working at the hospice about my intuition to start this study. He said, "Cait, that researcher is
wrong. She is not a physician, and she is not practicing medicine during this time. We need this
work. I need this research to be done. Get going." I heeded the advice of this trusted physician. In
March of 2016, I assembled a research team comprised of a Palliative Care physician, a Palliative
Care nurse, and a psychologist (who focuses on Palliative Care),” and started a study to understand
the impact of the Carter ruling on Palliative Care physicians, and what supports they needed going
forward. With the support of this team, I interviewed 44 Palliative Care physicians who practiced
within Local Health Integrated Network (LHIN) 4 and within the McMaster University catchment
area, about the impact of the Carter ruling on Palliative Care physicians, and their perceptions of
the decriminalization of physician-assisted death. We completed all interviews before June 2016
when Bill C-14 was passed to capture physicians’ views and concerns during the time of
uncertainty as to how MAiD would be enacted in Canada. At the time, the 44 interviews conducted
represented a 94% response rate from the Palliative Care physicians practicing in the LHIN. This
response rate indicated that the decriminalization of MAiD, and the concerns around it, were of
great importance to Palliative Care physicians. They wanted to share their thoughts and
experiences and have their voices heard.

The study found that Palliative Care physicians believed that the landscape in which

Palliative Care is practiced had changed. As a result, many of them were reconceiving what

5 Later, our team grew to include two additional Palliative Care physicians, as well as a researcher.



Palliative Care meant and how it would continue in parallel with, or intersect with MAiD. The
physicians had layered, multilevel ways of thinking and feeling about the ruling, and their views
were diverse. Interestingly, some physicians had mixed feelings within themselves; while some
viewed the ruling as a "great thing for society," they had concerns for Palliative Care, stating that
“taking human life just changes us fundamentally who we are as human beings.”® The internal
struggles within many physicians were visible, and several of them wrestled with delineating their
views as a physician from their views as a person. Many physicians went into Palliative Care
because it aligned with a belief or value set that they sincerely held as individuals. Therefore, when
asked what their reaction to the ruling was as a human versus as a physician, many said, "It is the
same thing." As such, many physicians spoke about how the Carfer ruling has made them “re-
evaluate what [is] meant by the whole do now harm, and the Hippocratic Oath, and everything we
have been working towards” and that assisted death forced them to reflect on what it means to be
a person and a physician because "physician-assisted death is harm and it contradicts everything
we have been trained to embody."”

When asked what they would do (which many physicians interpreted as “will you
participate?”), the responses were varied with very few definitive “yes” or “no” answers.
Interestingly, some physicians who were in favour of the ruling also said they would not be able
to provide MAiD. While they believed that allowing MAiD might be the right option for some of
their patients, they knew within their hearts that they could not end the life of another person,
intentionally. Alternatively, some of the physicians who were (and are) fundamentally against
MAID, said that they might consider it if it is what a patient wanted. The majority of physicians

were thinking through where they stood on the issue at the time of the interviews and did not view

% Woods et al., 2017. Interview 44.
7 Woods et al., 2017. Interview 30.



their decision to participate in MAID as binary. Many believed that their decision might be
situationally dependent or might consider it on a case-by-case basis. Irrespective of their position,
all physicians wanted to learn as much as possible about MAi1D to educate patients, their families,
and other colleagues, and could participate in the process to the extent of their comfort level.
After completing this initial study, it was evident that, with the subsequent passing of
legislation, new court cases, and patient cases, there was still work to be done as policy around
MAIiD was enacted and developed in Canada. I knew that my team's study, from 2016, had just
begun to scratch the surface in terms of the research needed to support Palliative Care in Canada
and the physicians who practice it. Knowing this, I wanted to further my research and
understanding through doctoral studies. This is why I chose to do my Ph.D. in the Applied
Philosophy Program at the University of Waterloo. As many of the debates and questions
surrounding MAiD and Palliative Care are philosophical, I knew that my work would be best
supported by a Philosophy Department with academics who specialize in applying philosophical
thought and concepts to real-world applications. Having a firm understanding of the philosophical
issues that underpin MAi1D and Palliative Care would situate me well to engage and reflect upon
my research from multiple perspectives. To contribute to the academic work and literature on the
intersection and relationship between MAiD and Palliative Care in a meaningful way, I knew that
I first had to understand the various perspectives, and why they are held. Philosophy challenges
current ideologies and asks us to think in a new way and understand others' thinking; it asks us to
critically evaluate assumptions and arguments. Through my doctoral studies, with the mentorship
of applied philosophical scholars, I gained the skills to look at contentious issues from multiple

perspectives, and understand these perspectives with compassion.



As I worked through my Ph.D. studies, it became apparent that Palliative Care physicians
were still struggling. While MAiD was a pervasive issue amongst all Palliative Care physicians, it
became clear that it was not the only challenge that they faced. The overarching concerns,
including MAiD, were systems and policy issues that posed challenges and impeded their ability
to practice Palliative Care and provide high-quality care to their patients. As a result of these
challenges, physicians struggled and, in some cases, were burning out or leaving the practice of
medicine. Physicians told me that when they voiced their frustrations around their troubles to those
who could effect change, they were given responses that revolved around micro-level solutions of
individual health and wellness. However, what physicians needed were macro-level supports,
support in changing systems, and Palliative Care policies. Physicians were frustrated by systems
and institutions not listening to their concerns, and the subsequent lack of change and support.
These frustrations and struggles were the impetus for the Ph.D. study research: to understand how
to support Palliative Care at the systems and policy level, what systems and policy changes need
to be implemented to support Palliative Care, the physicians who practice it, and their patients.
The overall goal of the study and this Ph.D. was to make recommendations to medical
organizations and governmental bodies about how to support Palliative Care going forward. This

work had not been done before, and as such, a gap needed to be filled.

Less than three months before I began the interviews for my Ph.D. research in March 2019,
the Federal Government published the national Framework on Palliative Care in Canada,
highlighting the need for Palliative Care research.® The Framework called for research and data
collection on Palliative Care and what measures are needed to support Palliative Care providers.

The Framework pointed to the need for the research to be done as there is a current gap in

8 The Framework was released on December 11, 2018.



knowledge about to support Palliative Care and its physicians. The publication and content of this
Framework indicated that my research would fill a gap in this area and contribute to the body of
knowledge on how to support Palliative Care and its physicians and ensure better access to patients

who need it.

Organization of dissertation chapters

The organization of this dissertation is designed to promote an understanding of Palliative
Care, and how to support it by grounding it in the current medico-legal landscape of Medical
Assistance in Dying. The subsequent chapters have been written to facilitate this. Beginning with
a brief introduction to Palliative Care, and the decriminalization of MAiD, the dissertation moves
through and examination of Palliative Care from the perspective of the physicians who practice it,
the issues that they face, and their views on how Palliative Care should intersect with MAiD. After
an examination of the views of physicians, highlighting the national debate, I adjudicate the role
of Palliative Care in MAiD by introducing a new way of thinking about the relationship between
the two practices. Finally, I offer recommendations as to how Palliative Care can and should be
supported in the future. A brief description of each chapter follows below.

Chapter 2 introduces Palliative Care at a fundamental level: how it has traditionally been
understood, what Palliative Care physicians do, the origins of the practice and how it came to
Canada, and why it is at the forefront of the minds of Canadians. The Chapter begins with a
discussion of the World Health Organization's (WHO) definition of Palliative Care. The WHO

defines Palliative Care as,
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...an approach that improves the quality of life of persons and their families facing the problem
associated with a life-limiting illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.’

Furthermore, Palliative Care intends neither to hasten nor postpone death.!® This definition has
been traditionally accepted and adhered to by many Palliative Care Physicians, particularly by
those physicians who have been practicing for many decades, and before the introduction of
MAID. With a basic understanding of what Palliative Care is, the Chapter will move to a brief
examination of the origins of Palliative Care, focusing on the work and story of Dame Cicely
Saunders, and how Dr. Balfour Mount (a Canadian Palliative Care physician) was introduced to
the practice, and, subsequently, how the practice of Palliative Care came to Canada. This Chapter
acts as a foundation for the subsequent chapters. It is only with this understanding that we can
move to discussions around Medical Assistance in Dying (MAiD), and why the decriminalization
of it has posed problems for Palliative Care as a discipline and for the physicians who practice it,
understanding Palliative Care physicians at a nuanced level, and the challenges that they face as a
discipline and as individual physicians, and why the intersection of MAi1D and Palliative Care is
complex.

Chapter 3 will introduce Medical Assistance in Dying (MAiD). The Chapter begins with a
history of MAID in Canada and examines the legal cases that led to the practice's
decriminalization. Starting with an examination of Rodriguez v. British Columbia (1993), the
Chapter details the reasons why Rodriguez applied for her physician to assist her in her death, and

the Court’s reasoning to dismiss her case and the final ruling. With an understanding of Rodriguez,

9 “Palliative Care.” WHO International, 28 Jan. 2012, www.who.int/health-topics/palliative-
care. Accessed 10 Feb. 2018.
10 Tbid.

11



the Chapter moves to a discussion and examination of the Carter rulings (both from 2012 and
2015), focusing on the 2015 decision from the Supreme Court to overturn the formerly held
prohibition on physician-assisted death. After a discussion of the legal rulings that led to the
decriminalization of MAIiD in Canada, I discuss Bill C-14, the Bill that amended the Criminal
Code in Canada, and created legislation and eligibility criteria for MAiD in Canada. After an
examination of the legislation, I will provide a brief scan of the policies and procedures that
individual provinces have crafted around the implementation of MAiD. I will highlight the inter-
provincial similarities and differences, focusing on the impact of these differences on a patient’s
ability to access MAIiD services.

After establishing the background for MAiID in Canada, Chapter 4 engages in a linked
discussion of the philosophical and bioethical debates around the practice. This Chapter
summarizes some of the most influential moral and philosophical arguments for and against the
legalization of MAiD. While the moral permissibility of MAiD was a hotly contested issue in
Canada well before the Carfer ruling in Canada (and, even after the Carfer ruling), and remains
the subject of active debate in other jurisdictions where MAiD has not yet been decriminalized or
legalized, this debate will not be taken up in this dissertation. Instead, since the dissertation focuses
on and was written in and for a "post-Carter” world, this Chapter will focus on issues that have
resulted from the legalization of MAi1D in Canada. Some of the issues that will be examined in
this Chapter are the continued debates over the moral significance between “killing” and “letting
die”; conscientious objection to, and conscientious provision of, MAiD from the perspective of
both physicians and institutions; and the impacts of both decisions. The Chapter will also discuss
the current eligibility criteria and the issues surrounding the broadening of the criteria with

particular attention to mature minors, those with a mental illness, and those with progressive,
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(neuro) degenerative illnesses such as Amyotrophic Lateral Sclerosis or dementia who make
advanced requests for MAiD.

With the two foundational Chapters on Palliative Care and MAiID complete, the
dissertation moves to a discussion of the research that was conducted with Canadian Palliative
Care physicians.

Chapter 5 outlines the qualitative study done for this dissertation, which involved
interviews with 51 Palliative Care physicians from across Canada. The Chapter sets out the aims
and methods of the study and then briefly outlines the findings, which are taken up in more detail
in the subsequent chapters. It was found that five themes emerged from the interviews with

physicians.

1. MAID is a prevalent issue amongst all Palliative Care clinicians (for those who
provide it as well as those who conscientiously object to the practice);

Access to high-quality Palliative Care is not readily available to all Canadians;
Community and Homecare support are under-resourced and under-funded;
Professional teams and family members are sources of support for physicians; and,
Education in and around Palliative Care is lacking for the public, policy makers,
medical learners (students and residents), and other healthcare professionals.

nhkwn

Following a brief discussion of each theme, the Chapter concludes with a brief analysis of the
findings.

Chapters 6 and 7 examine the study's findings, focusing on the challenges Palliative Care
and Palliative Care physicians face and how Palliative Care should relate to or intersect with MAi1D
in the future.

Chapter 6 explores the Palliative Care physicians who practice in Canada, focusing on the

demographics of the physicians who participated in the study, what Palliative Care means to them,
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and how and why they came to practice it. With an understanding of who the Palliative Care
physicians are in Canada, the Chapter highlights themes from the responses of physicians to
questions around the challenges facing Palliative Care and what they find to be most challenging
as individual Palliative Care physicians. The Chapter then shifts to understanding the systems and
policy changes that physicians identified as needing to be implemented in order to support them
as Palliative Care physicians better, and what changes would better support Palliative Care
patients.

The interviews revealed that the relationship between Palliative Care and MAID is a critical
and passionately debated issue within the Palliative Care community. Chapter 7 explores this
relationship through the lens of a disagreement between two organizing bodies for Palliative Care
physicians. In November 2019, the Canadian Society of Palliative Care Physicians (CSPCP) and
the Canadian Association of MAiD Assessors and Providers (CAMAP), published competing
statements about their views and vision of the relationship between Palliative Care and MAIiD,
highlighting differing models as to how this relationship should be approached. The CSPCP
opposes the practice of MAiD and wants it to remain a separate practice from Palliative Care. It
argues for what [ will call, a Separation-Opposition Model. Alternatively, CAMAP advocates for
the two practices to be integrated, thus proposing an Integrated Model. Chapter 7 examines the
policies and models from these organizations as well as the views of physicians about what they
believe their role should be in the ongoing development of MAID in Canada. After examining
these models and values, in Chapter 8, I propose a third model, the Collaborative Model, that can
reconcile the two practices, their respective organizations, and the physicians' views.

Chapter 9 is divided into two sections. The first will discuss what systems and policy

changes Palliative Care physicians cited would better support them, and their patients. The latter
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part of the Chapter will propose recommendations that are designed to support Palliative Care in
general. These recommendations were devised for medical organizations and government bodies,

or those who can effect change.
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Chapter 2: An Introduction to Palliative Care

Introduction
The Supreme Court of Canada’s decision in Carter, and the subsequent passage of Bill C-

14 that legalized MAID, has brought conversations around end-of-life to the forefront of our
society. These conversations have shone the spotlight on Palliative Care, explicitly highlighting
the role of Palliative Care in caring for patients who have intolerable suffering, and in the
development and practice of MAiD. Despite these increased discussions, there is still a general
misunderstanding of what Palliative Care is, what it is not, what Palliative Care teams do, and who
can benefit from a palliative approach to care.!"'>!3 The unfortunate reality is that Palliative Care
is often viewed as being synonymous with death and dying. There are prevalent misconceptions
that Palliative Care providers are “Dr. Death,”'* that "Palliative Care is MAiD" or that Palliative
Care means "you give morphine and they die.""® The other assumption is that Palliative Care
happens only, “when other specialties have given up hope.”'® These misunderstandings are rooted
in the general lack of understanding of Palliative Care. While the public may be aware of Palliative
Care, now primarily due to the spotlight from discussions around MAiD, they do not have an
adequate or accurate understanding of it. This lack of understanding is not isolated to the general
public; it extends to some (healthcare) policymakers and even some healthcare providers. The
problem with this widespread lack of understanding is that it impedes access to Palliative Care. If

the general public does not understand Palliative Care, they will not ask for it. If policymakers do

"' Mcllfatrick, Sonja, et al. “How well do the general public understand Palliative Care? A Mixed

Methods Study.” BMJ Supportive & Palliative Care, British Medical Journal Publishing Group, 1 March. 2014, p 1.
12 Lane, Trevor, et al. “Public Awareness and Perceptions of Palliative and Comfort Care.” The American Journal of
Medicine, vol. 132, no. 2, 2019, pp. 129-131.

13 Patel, Priya, and Laura Lyons. “Examining the Knowledge, Awareness, and Perceptions of Palliative Care in the
General Public Over Time: A Scoping Literature Review.” American Journal of Hospice and Palliative Medicine,
vol. 37, no. 6 May, 2019, pp. 481-487.

4 Interviews 33, 45.

I3 Interviews 11, 40.

16 Interview 25.
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not understand Palliative Care or its value, they will not enact legislation or policy, or allocate
funding to support it. When other healthcare providers do not understand Palliative Care, it can
result in them not consulting Palliative Care, or consulting them too late when there is little that
can be done. However, if these groups had a more nuanced understanding of what Palliative Care
is, the aims and goals of this approach to care, and how it can support patients (and their families),
not only would misconceptions be less prevalent, it would mitigate the perpetuation of stereotypes
that Palliative Care physicians face, and the barriers to patients accessing care.

This chapter will provide a brief introduction to Palliative Care: what it is, the origins of
the profession and how it came to Canada, and why issues related to Palliative Care are now at the
forefront of the minds of many Canadians. It is with this initial understanding that we can move to
understand the impact and importance of the legalization of MAiD in Canada, the challenges that
face Palliative Care and the physicians who practice it, how Palliative Care can intersect with
MAID, and what systems and policy changes will benefit the discipline of Palliative Care, its

physicians, and the patients to whom they provide care.

Palliative Care: A basic understanding
One of the most widely cited definitions of Palliative Care is from the World Health

Organization (WHO)."” The WHO describes Palliative Care as:

...an approach that improves the quality of life of persons and their families facing the problem associated with
a life-limiting illness, through the prevention and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual.
Palliative care:

e  Provides relief from pain and other distressing symptoms;
e  Affirms life and regards dying as a normal process;

17 The WHO definition is widely used when defining Palliative Care. The Framework on Palliative Care in Canada, a
document created by the Government of Canada, uses the WHO definition to define Palliative Care.
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Intends neither to hasten or postpone_death;'’

Integrates the psychological and spiritual aspects of care;

Offers a support system to help persons live as actively as possible until death;

Offers a support system to help the family cope during the person's illness and in their own bereavement;
Uses a team approach to address the needs of persons and their families, including bereavement counseling, if
indicated;

Will enhance the quality of life, and may also positively influence the course of illness;

e Isapplicable early in the course of illness, in conjunction with other therapies that are intended to prolong life,
such as chemotherapy or radiation therapy, and includes those investigations needed to understand better and
manage distressing clinical complications.®

From this definition, we see that Palliative Care is distinguished from many other specialties of
medicine because its aim is not to cure the patient’s life-limiting illness or to prolong or postpone
death. Rather, the goal of Palliative Care is to support patients who are living with a life-limiting
illness by helping to improve their quality of life, to mitigate or alleviate pain and suffering, support
their goals of care in the context of their illness, and help them to die well. Unfortunately, due to
these aims, and their patient population, Palliative Care has been misunderstood as distinct from
active medicine and viewed as a practice that is only implemented "...after life-prolonging
treatment has been ineffectual, and death is imminent."? This understanding of care for patients
who have life-limiting illnesses is mistaken for at least two reasons. First, it mistakenly implies
that the treatment of pain and suffering is not central to the practice of medicine. Second, it
overlooks the ways in which Palliative Care often works in conjunction with other therapies that
prolong life, such as chemotherapy or radiation.?' In these instances, Palliative Care may actually

help to prolong life. For example, a patient who has cancer and is undergoing chemotherapy may

18 T added the bold to emphasize part of the WHO’s definition that Palliative Care physicians have adhered to in the
past, particularly those who object to MAiD.

19 “palliative Care.” WHO International, 28 Jan. 2012, www.who.int/health-topics/palliative-

care. Accessed 10 Feb. 2018.

20 CAPC Palliative. “Dr. Diane E. Meier, Defining Palliative Care.” YouTube, 5 Feb. 2015,
www.youtube.com/watch?v=kCbNeAIRitY. Accessed 23 May 2020.

21 «palliative Care.” WHO International, 28 Jan. 2012, www.who.int/health-topics/palliative-

care. Accessed 10 Feb. 2018.
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have such severe symptoms such as nausea, vomiting, and constipation, that they feel that they are
physically unable to continue with their chemotherapy treatment. However, if Palliative Care is
able to treat these symptoms then the patient may be able to return to chemotherapy, which is a
life-prolonging treatment. It is instances like this one that we see that Palliative Care works in
conjunction with other disciplines to not only improve the quality of life of patients living with a
life-limiting illness but to prolong life.

While addressing and treating physical symptoms is an important aspect of the work of
Palliative Care, it is not the only way in which Palliative Care cares for their patients. Palliative
Care also tends to the non-physical, psycho-social, or spiritual elements of a patient’s suffering.

(13

As one physician stated, Palliative Care is “...the perfect blend of science and art.”? It uses
medicine to first tend to the medical needs of the patient by addressing the physical symptoms and
suffering. Once those physiological needs have been tended to, Palliative Care is able address the
psychological, social, emotional, and spiritual needs of the patient and support the caregivers.? In
this way, Palliative Care is holistic because it focuses on “treating the disease but also on the
human being who is living with that disease.”?

The ability to treat the whole person is accomplished through the interdisciplinary team

approach to care. Palliative Care often works in multidisciplinary teams with members from

medicine, nursing, psychology, social work, chaplaincy or spiritual care, physiotherapy,

22 Woods A, O'Donnell C, et al., "Uncommon Bedfellows: New Insights into the Complex Relationship between
Palliative Care and Medical Assistance in Dying." Canadian Bioethics Society Conference. Montreal, QC, 25 May
2017.

23 Health Canada. “Framework on Palliative Care in Canada. ” Government of Canada, 4 Dec.

2018, www.canada.ca/en/health-canada/services/health-care-system/reports-publications/palliative-care/framework-
palliative-care-canada.html. Accessed 4 Dec. 2018.

24CAPC Palliative. “Dr. Diane E. Meier, Defining Palliative Care.” YouTube, 5 Feb. 2015,
www.youtube.com/watch?v=kCbNeAlRitY. Accessed 23 May 2020.
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occupational therapy, and even music therapy.” The team aims to treat the whole person and
support them in a treatment plan that best aligns with the patient's goals, given the context of their
illness. While Palliative Care cannot provide a panacea to their patients, they will try to support
them to be cared for in a way that they want and to live in a way that accords with their values,
given the context of their illness. Palliative Care works with patients and discusses the goals of
care, treatment, and care options that are possible given the context and stage of the illness as well

as what the patient (and their loved ones) wants or needs as their illness progresses.

Origins of Palliative Care (in Canada)
The story of Palliative Care as a distinct medical specialty began in 1939 in London,

England, with a young woman named Cicely Saunders. When World War II broke out, Saunders,
then a social worker, became a nurse and started working at St. Thomas Hospital in London,
England. 2 During this time, she met David Tasma, a 40-year-old Polish Jew who was dying of
cancer, alone, away from his home.?”””?® Nearing the end of his life, David expressed significant
physical and moral distress; he was in pain but also felt as if his life was meaningless and
unfulfilled.?” Noticing this distress, Saunders visited David regularly and began to care for him.
During their visits, the two would talk about "everything of the mind: research, learning, and
scientific rigour.”® During their two months together, the two became close friends, which Cicely

described as “The friendship of the heart [and] the vulnerability of one person before another.”

25 While other specialties may also employ a multi-disciplinary team approach, Palliative Care is known for this
approach because of their goal to provide whole person care to patients. This is not to say that other specialties do
not care for the whole person, but it is more likely for a Palliative Care physician to work with a chaplain than an
orthopedic surgeon or nephrologist, for example.

26 Lamau, Marie-Louise. “Origin and inspiration. Cicely Saunders at the birth of palliative care,” Review of ethics and
moral theology, vol. 282, no. 5, 2014, pp. 55-81.

Y Ibid.

28 Saunders, C. “The Evolution of Palliative Care,” 8.

2 Ibid.

30 Ibid.
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When David died, he left Saunders 500 British Pounds to “open a window in [her] future
establishment.”!

As Saunders continued her work at St. Thomas Hospital, she noticed that her physician
colleagues did not take into account the individual needs of each patient, and were "reluctant to
see the patients as a 'whole.”””*> At the time, hospitals were hesitant to admit patients whom they
deemed to be incurable because medical treatment for these patients was “against the will of the
Gods.”3*34 Principally, the hospital (and its physicians) focused on the ability to cure physiological
ailments, and if this could not be done, treatment was deemed futile. However, Saunders did not
agree with this idea that patients who had life-limiting illnesses should not be cared for simply
because they could not be cured. For patients with terminal or life-limiting illnesses, Saunders
believed that the new goal of physicians should be to “care rather than cure.”*3¢ Saunders
expressed her frustrations with the status quo of the approach to care for the dying to a surgeon
with whom she was working. He said that it was physicians who often deserted the dying and that
Cicely should “go and read medicine” because there was so much more to learn about pain and
that she would continue to be frustrated unless she did it properly, herself.3” Thus, at the age of 33,
Saunders went to medical school to change the approach to care for patients who could not be
cured of their illnesses. Nineteen years later, in 1967, Saunders, granted David Tasma's wish by
building St. Christopher’s Hospice.’® The hospice was a place where patients who faced life-

limiting illnesses could be cared for while dying.

31 Ibid.

32 Ibid.

33 Ibid.

34 This highlights the traditional view of medicine, which was to cure.
35 Ibid.

36 Saunders, 1976a.

37 Saunders, “Evolution of Palliative Care,” 9.

38 Lamau, 63.
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The idea of, and approach to, caring for those patients who could not be cured of their
illnesses and who were dying (now Palliative Care), was introduced to Canada when Dr. Balfour
Mount, a former urologist working at Montreal’s Royal Victoria Hospital (RVH), heard about Dr.
Saunders after reading Elizabeth Kubler-Ross’s book On Death and Dying.* In 1973, Mount
contacted Saunders and asked to visit St. Christopher’s to understand the work that was being done
on caring for patients who were dying. Saunders would not allow Mount to just “visit” but
demanded that he “roll up his sleeves and be prepared to work” with her to care for patients.”
After working with Saunders and her team at St. Christopher’s, Mount knew that there was a better
way to care for patients who were at the end of life.* Knowing that it would be financially
implausible to give every patient who needed it the hospice experience, Mount started a pilot
project at RVH, from 1975-76.#> The project was comprehensive; it included caring for inpatients
on the ward, a consultation service for other specialties, a homecare team that cared for 100 patients
in the community, grief, and bereavement support for patients and their families, as well research
and teaching.®

With the pilot project underway, this new approach to care still needed a name. While the
term hospice already existed, Mount stated that his francophone colleagues advised against using
that term “hospice” because it had a negative connotation, and that is "...suggested a dumping
ground for mediocre care, signifying the worst of nursing homes."* As such, an alternative name
for this practice of medicine needed to be created. Thus, this approach to care for patients who

were at the end of life or who had life-limiting illnesses was given the name “Palliative Care” by

¥“Balfour Mount.” Palliative Care McGill, 3 May 2016, www.mcgill.ca/palliativecare/portraits-0/balfour-mount.
Accessed 3 Apr. 2019.

40 Ibid.

41 Ibid.

4 Ibid.

4 Ibid.

4 Ibid.
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Balfour Mount.*+*47 The term “palliative” is rooted in the Latin term “palliare," which means to
"cloak" or "protect."* However, to Mount, it meant to "improve the quality of." As such, it was
the perfect etymology for what Dr. Mount was trying to convey, a type of medicine that would
improve the quality of life of patients with life-limiting illnesses.* Since Mount first coined the
term of Palliative Care in the 1970s, the definition, scope, and practice of this particular field of

medicine have expanded.

Conclusion
Since its inception as a distinct specialty in London in the mid-1900s, and its introduction

to Canada later in the century, Palliative Care has evolved and has changed the understanding and
goals of medicine. From an unknown approach to care started by a former nurse in the United
Kingdom, further developed by a Francophone Urologist, Palliative Care has become a specialty
of medicine that focuses on the care of patients who have terminal or life-limiting illnesses or who
are actively dying and whose illness cannot be cured. Palliative Care seeks to care for the whole
person at the end of life by helping to alleviate or mitigate suffering of any kind and help patients
live and die well.

Many physicians who practice Palliative Care have understood it as an approach to care
that supports patients by improving their quality of life and helping them live and die well; it does
not aim to hasten or postpone death. Consequently, the enactment of MA1D in Canada has forced
Palliative Care to reflect upon their role in addressing and alleviating suffering in patients who

may request a hastened death. Since this enactment, Palliative Care has had to contemplate the

4 Ibid.

46 Allegedly, the name “Palliative Care” was thought of one day while Mount was in the shower.
47 Saunders, “Evolution of Palliative Care,” 10.

“8 Wiener et al., 2.

4 Ibid.
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aims, intentions, and the boundaries of their specialty, specifically, whether Palliative Care should
participate in MAID or if the practice, belongs under the umbrella of their discipline. These
questions have caused significant distress and tension within the Palliative Care community and
have contributed to the challenges and distress felt by the physicians who practice it. The remainder
of this dissertation is devoted to exploring in detail, Palliative Care in Canada, the physicians who
practice it, the challenges they face, and what changes need to be made at the systems and policy

level to support them now that Palliative Care is practicing in the era of MAiD.
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Chapter 3: Medical Assistance in Dying (MAiD)

Introduction
On February 6, 2015, in the case of Carter v. Canada, the Supreme Court of Canada (SCC)

ruled to overturn our country's prohibition on physician-assisted dying (now Medical Assistance
in Dying (MAiD)).>*! In its unanimous ruling,” the Court declared sections 241(b) and 14 of the
Canadian Criminal Code to be invalid.®* Once the Court had ruled, it was “...in the hands of
physicians’ colleges, Parliament, and Provincial legislatures” to craft relevant legislation as to how
MAID should be enacted in Canada.>* Sixteen months after the Carter ruling, on June 6, 2016,
Parliament passed Bill C-14, an Act to amend the Criminal Code and to make related amendments
to other acts. With this Bill, MAi1D officially became part of the Canadian medical landscape.
The introduction of MAiD in Canada has been a significant change for many physicians
and has brought with it a host of practical, moral, and ethical implications. While some physicians
welcomed the introduction of MAID into Canada, many physicians thought that MAiD
contradicted what they had been taught throughout their medical career, and what they believed.*
Before MAID, Palliative Care physicians were taught how to care for patients with life-limiting
illnesses, and to support them to live and die well; however, they were not taught how to end a
patient’s life intentionally and safely. As such, the introduction of MAID has led to some

physicians reconceiving what they do, and the goals of medicine.** Many wondered if they would

30 Physician-assisted dying was re-named to Medical Assistance in Dying (MAiD) after Bill C-14 was passed in 2016.
Bill C-14 allowed for medical practitioners, other than physicians, to provide MAiD to eligible patients. Therefore,
the name was changed from “physician-assisted dying” to “medical assistance in dying.”

3! From here on, I will use the terms MAiD and assisted death interchangeably. It was only after Bill C-14 that assisted
death was called MAID.

52 A unanimous ruling is significant as it indicates a marked shift in how the Justices believed our country should
move forward with MAID in Canada.

33 Carter v. Canada, Reasons for Judgment.

3 Carter v. Canada, at 132.

3 Woods et al., 2017.

36 Woods et al., 2017.
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be forced to participate. What would happen if they had a patient who had requested MAiD, but
they (the physician) were not comfortable to assist that patient in their request? Alternatively,
physicians who have welcomed the introduction of MAiD, or who have come to participate in the
practice, have struggled with the stigma around MAiD, feeling isolated or alienated by colleagues,
the institutions in which they work, or by their professional associations. These physicians
wondered if they would be cast out by their colleagues for supporting their patients in MAi1D, or,
how could they support their patients if their institutions did not permit MAiD. Further, they
worried about working with colleagues who had distinctly different views on the issue.’’” Both
camps of physicians struggled with questions of working with other health care professionals, and
in institutions, that do not share the same values around MAiD.*® These were just some of the
questions that Palliative Care physicians worried about when MAiD was first introduced to
Canada.

This chapter will provide the legal history of MAiID in Canada and will summarize the
current state of MAiD policies across Canada. The chapter will begin with a discussion of the
predominant legal cases that lead to MAiD being part of the medico-legal landscape in Canada:
Rodriguez v. British Columbia (1993), the first case that Canada heard about decriminalizing
MAID, and Carter v. Canada (2015), the case that decriminalized MAiD in Canada. Following
this, I will discuss briefly Bill C-14, the Bill that created Federal legislation around MAiD in
Canada. This background will provide the foundation for the subsequent discussion of the practical
challenges that coincided with the introduction of MAiD and the current state of MAiD in Canada.

Through a brief provincial scan of the provincial policies around MAiD in Canada, I will highlight

57 Ibid.
58 Ibid.
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the similarities and differences amongst policies while introducing issues that will be taken up in

subsequent chapters.

A Brief History of MAIiD in Canada
Rodriguez v. British Columbia (Attorney General) 1993 3 S.C.R. 519

In 1991, Sue Rodriguez was diagnosed with Amyotrophic Lateral Sclerosis (ALS), most
commonly known as "Lou Gehrig's Disease."* Her condition was deteriorating so rapidly that
within a few months, Rodriguez knew that she would lose the ability to speak, swallow, walk, or
even move her body without assistance.® Eventually, she would be unable to breathe without a
respirator, eat without a gastronomy tube, and would be bedridden.®! While Rodriguez valued her
life and wanted to live as long as possible, she was aware of the trajectory of the disease and did
not want to endure the end stages of her illness. Rodriguez knew that when her condition
deteriorated to the point that she was no longer able to enjoy life on her terms she would not have
the physical ability to end her own life. Thus, she petitioned the Court to allow her physician the
legal right to assist her in ending her life when she was no longer physically able to do so herself.

Rodriguez applied to the Supreme Court of British Columbia for an order that declared s.
241(b) of the Criminal Code invalid. ©>* She argued that prohibition on physician-assisted dying
infringed upon her Charter rights, specifically her right to life, liberty and security of person

(section 7), her right to not be subjected to cruel and unusual treatment or punishment (section 12),

% Rodriguez, Reasons for Judgment.
80 Rodriguez, Reasons for Judgment.
81 Rodriguez, Reasons for Judgment.
2 Section214(b) of the Criminal Code states that,

Everyone is guilty of an indictable offence and liable to imprisonment for a term of not more than 14
years who, whether suicide ensues or not, aids a person to die by suicide.

63 Criminal Code, RSC 1985, ¢ C-46, s241(b).
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and the right to equal treatment before and under the law, and the right to protection and equal
benefit of the law without discrimination (section15). Considering Rodriguez’s application, Justice

Melvin J, stated that,

[Rodriguez’s] fundamental decisions concerning her life are not restricted by the state. Her illness may
restrict her ability to implement her decisions but, in my opinion, that does not amount to an infringement
of a right to life, liberty or security of the person by the state. The interests she seeks to protect pursuant
to section 7 are not those which determine the means by which she may be brought before or within the
justice system.®*

The judge argued that it was Rodriguez's illness that impeded her ability to end her own life, and
not the actions of the State.® Furthermore, in petitioning the Court, Rodriguez was effectively
asking the Court to "...go beyond the judicial domain and into the realm of public policy," which
Courts have been cautioned from doing.®® As such, the Court dismissed the application. Ms.
Rodriguez appealed the decision; however, the Court of Appeal affirmed the decision of the lower
Court and dismissed her appeal.

After the lower Court dismissed her initial application, Rodriguez appealed her case to the
Supreme Court of Canada. In reviewing the case, the Court considered each of the Charter rights
that Rodriguez claimed were violated by s.241(b) of the Criminal Code. First, the Court turned to
section 7. Rodriguez argued that as she was physically unable to end her own life, and that the
prohibition on assisted death deprived her of her right to life, liberty, and security of person. In
examining this claim, the Court sought first to understand what was meant by "security of person"

as described in the Charter, and whether this right had been violated. The Court stated that,

% Rodriguez, at 533.
% Tbid.
% Tbid.
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... personal autonomy, at least with respect to the right to make choices concerning one’s own body,
control over one’s physical and psychological integrity, and basic human dignity ... at least to the extent
of freedom from criminal prohibitions which interfere with these.®’

Based on the interpretation, that section 7 rights include an element of personal autonomy, which,
“...protects the dignity and privacy of individuals with respect to decisions concerning their
body,”** the Court found that s.241(b) did deprive Rodriguez of her right to security of person.
With this understanding, the Court then considered Ms. Rodriguez's fear that she would slowly
deteriorate until her physical functioning was dependent upon machines, and would eventually die
from choking, suffocation, aspiration or pneumonia.® It was noted that up until the moment of her
death, Rodriguez would maintain full cognitive abilities thus being completely aware of her
physical deterioration.” While Palliative Care was presented as an option, Rodriguez worried that
it would not alleviate the psychological or existential distress of her suffering; it would not help to
give Rodriguez back her feelings of dignity, which would be lost from her dependence upon
others.”” Considering these potential ramifications, the Court affirmed that s. 241(b) deprived
Rodriguez of autonomy over her person which might result in physical pain and/or psychological
stress, to the extent that it would jeopardize her security of person.”

Once the Court had confirmed that s. 241(b) of the Criminal Code did infringe upon

Rodriguez’s section 7 rights — the right to life, liberty, and security of person - it was necessary to

7 Rodriguez, Reasons for Judgment, 10.
%8 Ibid.

% Rodriguez at 588

70 Ibid.

7! Ibid.

72 Rodriguez at 589.
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understand if this violation was demonstrably justified by the fundamental principles of justice.”7
While the principle of autonomy is a recognized value of Canadian society,”>’®”” the Court was
aware of the need to balance the rights of the individual with those of the state. The Court found
that the state had a fundamental interest in protecting human life, and this interest was encapsulated
in s. 241(b) of the Criminal Code since its inception in 1985, which was designed to protect
vulnerable people who, in moments of weakness, may be persuaded to commit suicide.”® The
concern of coercion was the reason for the Court’s reluctance to actively condone assistance in
death, even if the person is terminally ill. Furthermore, the Court unanimously agreed that a blanket
prohibition was needed in order to protect the lives of the vulnerable.” Thus, the Court found that

the prohibition of assisted death served its intended purpose to protect the lives of the vulnerable,

73 Rodriguez at 589.

74 Charter rights may be violated if the Court can show that the violation is justified as a limitation under Section 1 of
the Charter by passing the Oakes Test from the case of R v. Oakes [1986]. The onus is on the Crown to show that the
Oakes Test is passed. There are two steps to determining if the government can justify a law that infringes upon and
individual’s Charter rights. The first step is to determine the goal of the law is both pressing and substantial. The
second step, the proportionality test, has 3 components: rational connection (the law must be rationally connected to
the goals), minimal impairment (the law must impair the rights of the individual as little as possible), and proportionate
effects (the Court must determine if the effects of the law are proportionate to the goal) (R v. Oakes, [1986] 1 SCR103).

7> Autonomy is widely held societal value; we value autonomy in all respects of the good life, and it plays a
foundational role in philosophy, medicine, law, and ethics.

76 In medicine and medical ethics, the principle of autonomy is often considered to be foundational. In a seminal
Bioethics text, Principles of Biomedical Ethics, Beauchamp and Childress address the concepts of autonomy,
autonomous choice, and respect for autonomy. Beauchamp and Childress state that there are many understandings of
the principle of autonomy. However, at their core, they all share the same conditions of liberty (free of controlling of
coercive influences) and agency (capacity for intentional action (Beauchamp and Childress, 102). The idea of agency
is important to Beauchamp and Childress as it highlights the difference between autonomy and autonomous choice.
This distinction is particularly relevant in the context of decisions in healthcare. Beauchamp and Childress argue
autonomous persons have the capacity to self-govern but do not always make autonomous choices (Beauchamp and
Childress, 101). To make this distinction clearer, the authors set out their three criteria for autonomous choice
(decision-making): intentionality, understanding, and non-control. An intentional choice is one in which the outcome
corresponds to the actor’s intention — the final outcome may not be what the actor had intended, but there is intent; it
was not accidental (Beauchamp and Childress, 104). For a choice to be autonomous, the actor must have an adequate
understanding of the potential outcomes, consequences etc. of their choice (Ibid.). Beauchamp and Childress contend
that someone who does not have the cognitive ability to understand a decision cannot be said to make an autonomous
choice. Finally, for a choice to be autonomous, it must be free from coercive influences (Ibid.).

771 recognize that there are multiple understandings of autonomy. For this dissertation, I have used Beauchamp and
Childress’ conception of it.

8 Rodriguez at 590.

” Ibid.
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and was in accordance with the principle of the sanctity of life.®* Therefore section 241(b) could
not be said to violate the principles of fundamental justice.®!

The Court quickly dealt with the challenges to sections 12 and 15 of the Charter. In
addressing section 12, the Court argued that for a Section 12 right to be violated, the appellant
would have had to prove that she was subjected to "cruel and unusual treatment or punishment.”’s2
The Court found that the prohibition on assisted death was not viewed as a "treatment" within the
meaning of section 12 because the State did not have the requisite control over Rodriguez.®
Consequently, the prohibition could not be said to violate Rodriguez's rights as prescribed under
section 12.

Moving to Rodriguez's claim that section 241(b) violated her rights under section 15 as it
discriminated against persons with disabilities who were unable to commit suicide. The Court
argued that the intention of s.241(b) was to protect the lives of the vulnerable.®* Thus, to allow an
exemption to this rule would lead to a slippery slope, as the current safeguards were insufficient
to prevent abuse of permitting assisted death.®> Thus, it could not be guaranteed that assisted death
would only be provided to those who truly consented to die. As such, any violations under section
15 were saved under section.

The Court dismissed Rodriguez's appeal, upholding the ban on assisted dying. While the
Court agreed that the ban on assisted death did violate Rodriguez's s. 7 rights, this violation was

justified under section 1, as the ban would protect the interests of the vulnerable.*

80 Ibid.

81 Ibid.

82 Rodriguez at 609-610.
8 Rodriguez at 611-12.
8 Rodriguez at 600-606.
85 Rodriguez at 608.

8 Rodriguez at 625-627.
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For twenty-two years, the ban on assisted death in Canada remained. However, in 2015,

the Supreme Court of Canada was tasked with revisiting the issue in the case of Carter v. Canada.

Carter v. Canada (Attorney General) Background®
In 2009 Gloria Taylor was diagnosed with ALS. Like Sue Rodriguez, Taylor did not want

to slowly deteriorate, dying “piece by piece” or “wracked with pain.”** By 2010, Taylor’s condition
had deteriorated to the point that she required the use of a wheelchair to go further than short
distances, was in significant pain due to the deterioration of her muscles, and became dependent
on others to be able to continue to live at home.* Taylor viewed her dependence on others as “...an
assault to her privacy, dignity, and self-esteem.” At the time, due to the prohibition on assisted
death, Taylor knew that she was faced with the “cruel choice” between prematurely ending her life
while she was physically able to do so or to die from her disease slowly, relinquishing control over
how and when her life ends.’! In an attempt to prevent this from happening, Taylor (like Rodriguez)
challenged the constitutionality of section 241(b) of the Criminal Code of Canada that prohibited
assisted death.

In 2012, Taylor’s case was brought before Justice Smith of the Supreme Court of British
Columbia. Justice Smith found that the prohibition on physician-assisted death violated Taylor’s
rights as prescribed under section 7 of the Charter. As such, she invalidated the ban on assisted

dying for one year and granted Taylor a constitutional exemption.

87 The case name is ‘Carter’ because the family of Kay Carter, a woman who traveled to Switzerland, January 2010,
to receive assisted death as it was illegal in Canada at the time. Knowing the difficulty of accessing the service, and
fear or prosecution, the family of Carter joined Taylor’s suit to decriminalize assisted death in Canada.

88 Carter at 11.

% Ibid.

N Carter at 12.

L Ibid.

32



However, Canada appealed this ruling and brought the case before the Court of Appeal.
The appellate court found that the trial judge (Justice Smith) did not follow legal precedence and
was bound by the Supreme Court’s ruling from Rodriguez; a lower court cannot overturn the ruling
of a higher court. As such, the Court of Appeal reversed Justice Smith’s ruling.

Taylor appealed this decision and brought her case before the Supreme Court of Canada.
More than two decades after their ruling in Rodriguez, the Court would revisit the question of

legally permitting physician-assisted death in Canada.

Carter v. Canada (Attorney General), 2015 SCC 5
In their opening remarks, the Court noted that since their ruling in Rodriguez, debates

around assisted death have continued; between 1991 and 2010, at least six private member bills
seeking to decriminalize MAiD were heard. ®> However, none were passed.” In addition to these
bills, in 2011, the Royal Society of Canada published a report on decision making at the end of
life.”* One of the Report’s recommendations was that the Criminal Code should be modified to
permit physician-assisted death in particular situations.” This report, combined with the various
attempted Bills indicated to the Court that, despite their ruling in 1993, Canadians were still
(interested in) engaging in debates of whether or not to allow MAID in Canada.

In revisiting the case, the Court considered why Canada had previously upheld the ban on
assisted dying. It was noted that at the time of Rodriguez, no other Western, democratic
jurisdictions permitted physician-assisted dying. However, by 2010, eight jurisdictions (the

Netherlands, Belgium, Luxembourg, Switzerland, Oregon, Washington, Montana, and Colombia)

92 Carter v. Canada, at 6.

%3 Ibid.

% Royal Society of Canada Expert Panel. End-of-Life Decision Making. November 2011.
% Ibid.
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permitted some form of assisted death.”® To the Court, this indicated a shift in the views of the
international community on assisted dying. However, it was noted that despite this shift, many
Western countries still viewed MAID as a criminal offence.”” Therefore, any consideration of
lifting the ban on assisted dying in Canada should be taken seriously.

The crucial issue before the Court was if the prohibition on assisted death was still saved
by section 1.”* Recall from Rodriguez, it had already been established that the prohibition did
violate an individual’s rights under section 7. However, in 1993, the Court found that this violation
was not arbitrary nor contrary to the principles of fundamental justice.”” Thus, the Court had to
determine if, two decades later, this was still true.

To better understand if the law prohibiting MAiD was saved under s. 1, the Court
considered the right to life separately from the right to liberty and security of person. Addressing
the right to life, the Court questioned if this right should extend beyond the traditional
understanding of the preservation of life, to include the quality of one’s life, personal autonomy,
self-determination, and, thus, a right to die with dignity.'® In doing this, the Court looked at how
the lower courts had interpreted the right to life. It was noted that Justice Smith of the Supreme
Court of British Columbia rejected the qualitative approach to the right to life and stated that that
the right to life was only engaged when there was a threat of death.!” Mainly, the right to life was
a “right not to die.”'”® However, the Court in Carter did not agree that the “right to life” required

an absolute prohibition on assisted death, or that individuals could not relinquish their right not to

% Carter v. Canada at 8.

7 Ibid.

%8 Recalling Rodriguez, the Court found that the even though the prohibition did violate Rodriguez’s rights that this
violation was justified and saved by sectionl, because at the time the Court believed that the need to protect the
vulnerable outweighed an individual’s right to assisted death.

9 Rodriguez, Reasons for Judgment.

100 Thid.

101 Carter v Canada at 61.

192 Carter v. British Columbia at 1322 from Carter v. Canada at 61.
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die. If this were the case, then the right to life would create a duty to live, and this stood in contrast
to an individual’s right to refuse or withdraw life-sustaining treatment, actions that might result in

their death.'®® The Court stated that,

The sanctity of life is one of our most fundamental societal values. Section 7 is rooted in a profound
respect for the value of human life. But, s. 7 also encompasses life, liberty and security of the person
during the passage to death. It is for this reason that the sanctity of life “is no longer seen to require that
all human life be preserved at all costs.”!%

By interpreting the right to life as transcending the preservation of life, the Court argued that this
right should include an individual’s right to choose how and when one’s life ends.!” With that, the
Court then turned its attention to understanding what was meant by a right to “liberty,” and
“security of person.”

Citing Blencoe v. British Columbia, 2000, the Court defined liberty as, “the right to make
fundamental personal choices from state interference.”' From R v. Morgentaler, the Court defined
security of person as the “notion of personal autonomy involving ...control over one’s bodily
integrity free from state interference,”'”” arguing that “security of person” becomes a matter of
importance when the state interferes with the physical or psychological integrity of the

individual.!%%10

103 Carter v. Canada at 63.

104 Rodriguez at 595 from Carter v. Canada at 63.

195 Carter v. Canada at 63.

196 Blencoe v. British Columbia at 54.

197 Morgentaler at 30.

198 New Brunswick (Minister of Health and Community Services) v. G (J.) at 46 and Carter v. Canada at 64

199 1t is important to note that personal autonomy underscores section 7 Charter rights. Recall in Rodriguez, the right
to security of person defined by personal autonomy which is the right to make choices concerning one’s body, and the
control over one’s physical and psychological integrity (Rodriguez at Reasons for Judgment, 10). In Carter, the Court
argued that both the right to life and the right to liberty involved personal autonomy, namely and individual’s right to
choose how and when one’s life ends as well as control over one’s body without state interference.
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Considering these two definitions, the Court stated that the ability to make decisions about
how individuals respond to a grievous and irremediable illness is a matter that is fundamental to
their liberty and security of person; denying a person such would cause some individuals to suffer
intolerably, and others to take their lives prematurely. As such, it was found that the prohibition
on assisted death violated section 7 of the Charter, and that denying a person of it would amount
to a violation of section 7 rights.

Once the Court had reaffirmed that the prohibition on assisted dying violated an
individual’s rights under section 7 it was necessary to determine if this violation was in accordance
with the fundamental principles of justice. To determine if this was still relevant, the Court had to
determine if the prohibition on assisted dying was arbitrary or overbroad. The Court established
that the prohibition was not arbitrary because it helped to achieve the legislative objective of
protecting vulnerable persons from being coerced into death during moments of weakness.!"°
However, it was found that the prohibition was overbroad because it caught people outside the
class of protected persons and violated the rights of those individuals.!!! It was noted that the
original intention of the blanket prohibition was to protect vulnerable persons from being
persuaded to commit suicide at times of weakness and that a total ban on physician-assisted death
achieved this goal.'? However, while the general prohibition protected the vulnerable, it also
caught people who were outside of the class of protected persons.''* As such, while the prohibition
was rationally connected to its objection (protecting the vulnerable), the Court found that the law

was extended beyond its intended scope. The concept of a law being overbroad is relatively new

10 Carter v. Canada at 83-84.
' Carter v. Canada at 86.

12 Carter v. Canada at 84,99.
113 Thid.
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in its application as it first appeared in the case of Heywood [1994],"'* which was one year after
Rodriguez. However, in discussing the principle of overbreadth, the Court referenced the more

recent case of Canada (Attorney General) v. Bedford (2013). The Court stated that the,

... overbreadth inquiry asks whether a law takes away rights in a way that generally supports the object of the
law, goes too far by denying the rights of some individuals in a way that bears no relation to the object... The
question is not whether Parliament has chosen the least restrictive means, but whether the chosen means
infringe life, liberty or security of the person in a way that has no connection with the mischief contemplated
by the legislature. The focus is not on broad social impacts, but on the impact of the measure on the individuals
whose life, liberty or security of the person is trammeled.!'!®

Applying the logic from Bedford, the Court found that the ban on the prohibition on assisted death
was overbroad. While the law was designed to protect the vulnerable population, it was noted that
not every person who has a desire to commit suicide is vulnerable, and that there may be other
people who have a “considered, rational, and persistent wish to end their own lives.”!'® Thus, the
Court determined that the limitation of rights of those who were not considered to be vulnerable
was not justified. It was found that proper safeguards and guidelines would protect this class of
people from being abused. Thus, the Court overturned the ban on physician-assisted dying in
Canada. As it was not the Court’s mandate to prescribe law, they stayed their ruling for one year
(later extended by four months) to allow Parliament to craft legislation for assisted dying in

Canada. Sixteen months later, Bill C-14 came into effect.

14 In Heywood, the Court determined that overbreadth meant that the means were “...too sweeping in relation to the
objective”, and that, “...in some applications the law is arbitrary or disproportionate” (Heywood, Reasons for
Judgment). The purpose of determining overbreadth is to ensure a balance between the interest of the state and those
of the individual, and that the measures taken by the state do not go beyond what is required in order to accomplish
the objective (Ibid.).

5 Carter v. Canada at 85; Bedford at 101.

16 Carter v. Canada at 86 citing Carter (2012) at 1136.
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Bill C-14: An Act to amend the Criminal Code and to make related amendments to other
Acts (medical assistance in dying)

Once the Court had struck down the prohibition on assisted dying, the Canadian
Government was tasked with crafting relevant legislation around how Medical Assistance in Dying
should be implemented in Canada. In June of 2016, Bill C-14, also known as the Act to amend the
Criminal Code and to make related amendments to other Acts (medical assistance in dying) was
passed, albeit after extensive debates. This Act amended sections 241(b) and 14 of the Criminal
Code of Canada to permit assisted dying (now MAIiD) in Canada. In addition to amending the
Criminal Code to formally decriminalize!'? MAiD in Canada, the Bill set out the eligibility criteria
for MAiD, mandated the safeguards to protect (vulnerable) patients, required education and
training around the practice for healthcare professionals, and specified the punishments for
offences related to failing to comply with the regulations and safeguards around MAiD.

Bill C-14 specifies that a person may receive MAiD only if they meet the following criteria.
The person must be at least 18 years of age, have a grievous and irremediable medical condition,
make a voluntary request for medical assistance in dying, and give free and informed consent to

MAIiD after understanding the alternative means that are available to relieve their suffering

17 Bill C-14 decriminalized MAID as it changed section 241(b) of the Criminal Code that once said that it was a
criminal act to assist another person to die by providing exemptions. The exemptions are as follows: Exemption for
medical assistance in dying

(2) No medical practitioner or nurse practitioner commits an offence under paragraph (1)(b) if they provide a person
with medical assistance in dying in accordance with section 241.2.

Exemption for person aiding practitioner

(3) No person is a party to an offence under paragraph (1)(b) if they do anything for the purpose of aiding a medical
practitioner or nurse practitioner to provide a person with medical assistance in dying in accordance with section 241.2.
Exemption for pharmacist

(4) No pharmacist who dispenses a substance to a person other than a medical practitioner or nurse practitioner
commits an offence under paragraph (1)(b) if the pharmacist dispenses the substance further to a prescription that is
written by such a practitioner in providing medical assistance in dying in accordance with section 241.2.

Exemption for person aiding patient

(5) No person commits an offence under paragraph (1)(b) if they do anything, at another person’s explicit request, for
the purpose of aiding that other person to self-administer a substance that has been prescribed for that other person as
part of the provision of medical assistance in dying in accordance with section 241.2.

38



(including Palliative Care).!'® The phrase “grievous and irremediable medical condition” refers to
a person who has a serious and incurable illness, disease or disability, is in an advanced state of
irreversible decline, has an illness, disease or disability causes them enduring physical or
psychological suffering that they deem to be intolerable and that is not alleviated under conditions
that they consider to be acceptable and that their natural death is “reasonably foreseeable.”!"”

The Bill also establishes safeguards and protocols for MAiD. Section 3, which stipulates
the safeguards, ensures that: two independent medical (or nurse) practitioners believe that the
person requesting MA1D meets all of the eligibility requirements, that the individual’s request was
made in writing to two independent witnesses, and that there were 10 clear days between when the
request was first made and the date when it is provided, and that the patient is aware that they are
able to withdraw their request at any time. Section 3 also ensures that if the patient has difficulty
communicating, the medical (or nurse) practitioners must provide means to ensure understanding
and communication by the patient. The rest of the Bill sets out the protocol for MAiD that includes,
but is not limited to, communication with the pharmacy and what information must be provided
on the death certificate. Ultimately, these safeguards stand to ensure that the eligibility criteria are
met.

While the Bill establishes the proper protocol for those who are willing providers, it does not
engage in future issues such as for those who do not meet the eligibility requirements (advance
directives, mature minors, or issues of mental health) nor does it set out specific provisions for
what is to be done for physicians or institutions who conscientiously object. While the Bill

mentions that,

118 Legislative Services Branch. “Consolidated Federal Laws of Canada, Criminal Code.” Justice Laws Website. 17
June 2016, laws-lois.justice.gc.ca/eng/acts/c-
46/page53.html#:~:text=Suicide&text=241%20(1)%20Everyone%20is%20guilty. Accessed 20 Apr. 2019.

119 Tbid.
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Whereas everyone has freedom of conscience and religion under section 2 of the Canadian Charter of
Rights and Freedoms; Whereas nothing in this Act affects the guarantee of freedom of conscience and
religion...!?

it does not give specific recommendations as to how those individuals or organizations who
conscientiously object to providing MAiID should proceed. As such, these issues are to be

addressed in the future by regulating bodies and organizations.

The Current State of MAiD in Canada - Demographics

Since the enactment of Bill C-14 in 2016, approximately 13,946 patients have died by
MAID."'" In 2019, MAIiD accounted for 2.0% of all deaths in Canada.'”> However, these 2.0% of
deaths were not distributed evenly amongst Canadian provinces, with MAiD accounting for higher
percentages of deaths in some provinces than others. For example, in Newfoundland, only 0.3%
deaths resulted from MAiD, whereas 3.3% of patients in British Columbia died via MAiD. The
number of men and women who receive MAID is (fairly) equally divided, with 50.9% of patients
being men and 49.1% being women. The average age of patients who received MAiD was 75 years
old. 80% of all MAID patients are older than 65, and few patients younger than 65 or older than
90 receive MAiD.!? The majority (67.2%) of patients who received MAiD had a cancer-related
illness. The other underlying illnesses of the patients who received MAID were respiratory

(10.8%), neurological (10.4%), and cardiovascular conditions (10.1%) respectively.'>*

120 Canadian Charter of Rights and Freedoms, s 2, Part 1of the Constitution Act, 1982, being Schedule B to the Canada
Act 1982, UK, 1982, c 11.

121 Health Canada. First Annual Report on Medical Assistance in Dying in Canada, 2019, 5.

122 [bid.

123 [bid, 22.

124 [bid, 21.
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The majority of patients (82%) who received MAiD had received some Palliative Care
services before requesting MAiD. Of that 82%, more than 54% had received Palliative Care for
more than one month, almost 20% received Palliative Care for 2-4 weeks, and 19.3% had received
Palliative Care services for two weeks or less. These statistics strongly suggest that a lack of access
to Palliative Care is not driving people to request MAiD. The quality of the Palliative Care services
available to them, however, is unknown.!?* So despite widespread access, it is possible that some
patients choose MAiD because they do not have access to adequate high-quality Palliative Care.
Patients who pursued MAiD reported one of the overarching reasons was inadequate control of
pain and symptoms.'2°

The majority of MAID procedures occurred in a hospital setting (36.3%) or a private
residence (35.2%). 20.6% of procedures took place in a Palliative Care facility, with the remaining
procedures occurring in residential care facilities (6.9%) or “other” (1%).'*’

Regarding providers, in 2019, there were 1,271 "unique" MAiD providers, with physicians
being the dominant MAiD providers as they comprised 94.1% (1,196) of MAiD providers, with
nurse practitioners accounting for less than 6% (75) of providers.'?® This number may be due to
two factors. First, not all nurses are nurse practitioners. Of the 300,669 nurses in Canada, only
6,159 (less than 2%) are registered nurse practitioners.'?® Second, not all provinces allow for nurse
practitioners to provide MAiD. For example, Quebec and Manitoba only allow physicians to

administer MAiD. Of the physicians who provide MAiD, 65% are family physicians, 9.1% are

125 [bid, 24.

126 Thid.

127 Ibid, 29.
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129 Canadian Institute for Health Information. Nursing in Canada, 2019.
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Palliative Care specialists'*’, 5% are Anesthesiologists, 4.7% are Internal Medicine physicians,
1.7% are Critical Care and Emergency medicine physicians, or Oncologists respectively, and 1.2%
specialize in psychiatry.’®! 4.5% of providers identified themselves as a "MAiD provider," which

is not a recognized medical specialty in Canada.'3

Provincial MAiD Policies

While all provinces adhere to the eligibility criteria and safeguards set out in Bill C-14 for
MAID, each province has its own policies around MAiD, specifically around the expectations of
providers. Essentially, who can access or be considered for MAiD does not differ across Canada,
as the eligibility requirements are standard and federally mandated. However, each province has
crafted particular practices and policies that are specific to the delivery of MAiD, and the
requirements of providers in that province. While each policy is different, generally, the provincial
policies around the provision of MAiD differ in three main areas: who can administer MAiD
(physician only or physician and nurse practitioner), whether MAiD may be self-administered by
the patient, or if a practitioner can only administer it, and whether practitioners who object to

MAID are required to provide an effective referral.

130 1t is interesting to note that most MAiD providers are family physicians and that Palliative Care accounts for only
9% of all providers. This fact will become relevant in a later discussion about the fears of the CSPCP that any
involvement in MAiD would lead to Palliative Care physicians pioneering the practice.

131 Health Canada. First Annual Report on Medical Assistance in Dying in Canada, 2019, 29.
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Who can administer MAiD?
Except for Manitoba and Quebec, all provinces and territories allow MAID to be assessed
for and administered by a physician or a nurse practitioner. However, Manitoba and Quebec only

allow for physicians to provide MAiD.!3

Self-administered or practitioner administrated?

The country is fairly evenly divided between regions that allow MAiID to be self-
administered by the patient versus those that only allow MAiD to be provided by a physician or
nurse practitioner. Only a medical professional can perform MAID in PEI, Nova Scotia, Quebec,
and Manitoba, while patients can self-administer MAiD in Newfoundland, New Brunswick,
Ontario, Saskatchewan, Alberta, British Columbia, the Northwest Territories, and the Yukon.'*
Of the regions that allow a patient to self-administer, British Columbia, Saskatchewan, and the
Northwest Territories require a physician or nurse practitioner to be present during the
administration. Newfoundland requires a practitioner to be present when if a patient self-
administers MAiD only if the patient decides to administer it to themselves in a place other than a
clinical or hospital setting or a care home.'** Alberta and Ontario advise, but do not require, that a
physician or nurse practitioner be present during the administration of MAiD."** Even in the
provinces that allow self-administration, an overwhelming majority of MAiD procedures are still

provided by a physician or nurse practitioner. In 2019, only seven cases of MAiD were self-

133 The College of Physicians and Surgeons of Manitoba. Standards of Practice of Medicine, 2018; Act respecting
end-of-life care, RSQ ¢ S-32.0001, http://canlii.ca/t/52t5r. Accessed on 15 October 2020.

134 The Department of Health for Nunavut has yet to provide information on MAiD that is available to the public.

135 The College of Physicians and Surgeons of Newfoundland and Labrador. Standards of Practice: Medical
Assistance in Dying, 2017.

136 The College of Physicians and Surgeons of Ontario, Medical Assistance in Dying, 2018; Alberta Health Services.
Medical Assistance in Dying, 2018.
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administered.*This low number of self-administered MAiD cases may be due to concerns (from
the patients and physicians) about the patient's ability to properly self-administer MAiD and any
complications that may result.'*® As such, many provinces are still reflecting upon safety

guidelines, policies, and protocols for self-administered MAiD.

Conscientious Objection and Effective Referral

The policies around the requirements of physicians who conscientiously object to
participating in MAiD vary across the country. Of the ten provinces, only Ontario and Nova Scotia
require an objecting physician (or, nurse practitioner) to provide an effective referral to another
willing and available practitioner. The Yukon also requires that any physician who objects to
providing a patient with a service, connect that patient with timely access to another willing
provider. Under the guidance of the College of Physicians and Surgeons of Ontario, physicians in
Ontario must ensure that they take positive action to connect a patient with another non-objecting
physician, healthcare provider, or agency accessible to the patient.' Furthermore, this referral
must be done promptly. In Nova Scotia, physicians or nurse practitioners who object to MAiD
must complete an "effective transfer of care," which requires the objecting physician to transfer
the care of the patient to another practitioner who is accessible to the patient and willing to provide
MAID should the patient meet the eligibility requirements.'* In the Yukon, the Medical Council

mandates that when moral or religious beliefs affect a physician’s willingness to provide a patient

137 Health Canada. First Annual Report on Medical Assistance in Dying in Canada, 2019.

138 Thid.

139 The College of Physicians and Surgeons of Ontario, Medical Assistance in Dying, 2018.

140 The College of Physicians and Surgeons of Nova Scotia, Professional standard Regarding Medical Assistance in
Dying, 2018.
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with a service or information about that service, the objecting physician must connect the patient
with another willing provider or resource.'*!

Of the three regions that require action on the part of an objecting physician or practitioner,
Ontario and the Yukon are similar in the sense that an objecting physician must provide the patient
with a timely referral to another willing provider or resource. Nova Scotia is somewhat more
demanding of objecting practitioners by requiring them to complete an “effective transfer of care,”
which goes beyond an effective referral by ensuring that the patient’s care has been transferred to
a willing provider.

The remaining provinces do not require an objecting physician or practitioner to provide
an effective referral to a patient. Each province differs in its expectations of practitioners.
Generally, the professional standards mandate that objecting practitioners communicate to their
patients that they object to MAiD and suggest providing patients with information to enable them
to make an informed decision. While some provinces recommend that practitioners facilitate
timely access to another willing practitioner, it is not required. For example, in Prince Edward
Island, objecting practitioners are only required to provide the patient, or another practitioner, with
the patient's chart.'*? In Saskatchewan, the objecting practitioner's obligations extend only so far
as to provide the patient with information and resources about access MAiD. In Alberta or Quebec,
objecting physicians are only required to inform their manager or director of their institution that
they object to providing MAiD.!*** The burden then falls to the manager or director to connect

the patient with a willing provider.'* Generally, both regions state that the manager or director

141 The Yukon Medical Council, Standard of Practice, 2018.

142 The College of Physicians and Surgeons of Prince Edward Island. Policy on Medical Assistance in Dying, 2018.
143 Alberta Health Services. Medical Assistance in Dying, 2018.

144 Act respecting end-of-life care, RSQ ¢ S-32.0001, http://canlii.ca/t/52t5r. Accessed on 15 October 2020.
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must then ensure that a willing and able healthcare provider assumes the patient’s care.!**4” Some
could argue that the manager or director provides an “effective referral” to the patient in these
provinces. However, as I will argue in later chapters, having the physician report to the manager
or director who then must connect the patient with a willing provider seems to be an unnecessary
and timely middle step. As has been discussed, in cases of MAID, timely access to MAID resources
and services is often vital.

The Northwest Territories do not have an effective referral policy as they have a central
care coordination service that patients may self-refer for MAiD. However, if a physician or nurse
practitioner objects to providing MAiD, they must provide the patient with a contact card for the
coordination centre.**'¥ While having a central coordination centre is not equivalent to a patient
being provided with an effective referral, as the burden is placed on the patient to contact the

central coordination centre, this burden is not overly taxing for most patients.

Discussion
The statistics around who receives MAiID and where it occurs is relatively similar across

Canada. However, as discussed, the policies around the delivery of MAID vary greatly between
provinces, lending to patients in some provinces having more support and easier access to MAiD
than others. The lack of interprovincial consistency around standards and guidelines is problematic
for patients and physicians. While healthcare is provincially mandated, and individual provinces
can design their practices and policies around MAID, delivery, and conscientious objection,

standards should be standardized across Canada. As all provinces and territories adhere to the

146 Tbid.

147 Alberta Health Services. Medical Assistance in Dying, 2018.

148 Government of Northwest Territories. Medical Assistance in Dying: Interim Guidance for Northwest Territories,
2018.

149 Nunavut has not published information available to the public on the question of conscientious objection.

46



eligibility requirements and safeguards set out in Bill C-14, the same should be true of policies
around MAIiD and its delivery.

The differing policies around MAiD in Canada, specifically those around whether a nurse
practitioner may administer MAiD and what is to be done in the case of conscientious objection,
have the potential to create barriers for patients to access MAiD. While nurse practitioners only
account for a small percentage of providers, allowing nurse practitioners across Canada to provide
MAI1D would increase the number of providers for patients, even if only marginally. The provinces
(British Columbia, Manitoba, Saskatchewan, PEI, and Newfoundland!3%15!)152:153154155 that do not
require physicians or nurse practitioners to provide an effective referral should they
conscientiously object to providing MAiD, and do not have a Care Coordination service that
patients may self-refer to, have created inequitable barriers to patients accessing MAiD. This
approach to MAiD does not align with the Collaborative Model, as will be discussed in Chapter 8.
The Collaborative Model is designed to support physicians who object to providing MAiD or
cannot ensure that patients receive expert Palliative Care and MAiD services. The discussion of
creating care coordination services for MAiD self-referral and national standards for conscientious

objection will be taken up in Chapters 8 and 9.

130 British Columbia requires that objecting physicians provide an "effective transfer of care,”" which entails the
objecting physician to advise their patient that other providers are available to them and that the patient's records are
transferred.

151The College of Physicians and Surgeons of British Columbia. Practice Standard: Medical Assistance in Dying,
2020.

152 The College of Physicians and Surgeons of Saskatchewan. Medical Assistance in Dying, 2018.

133 The College of Physicians and Surgeons of Manitoba. Standards of Practice of Medicine, 2018.

134 The College of Physicians and Surgeons of Prince Edward Island. Policy on Medical Assistance in Dying, 2018.
155 The College of Physicians and Surgeons of Newfoundland and Labrador. Standards of Practice: Medical
Assistance in Dying, 2017.
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Conclusion
This chapter has outlined the legal history that led to the decriminalization of MAiD and

its subsequent legalization that resulted from the passing of Bill C-14, 2016. From the case of
Rodriguez in 1993 to the Carter cases in 2012-2015, I have discussed the Courts' rationale as to
why MAIiD was prohibited until 2015. In 2016, MAiD became legalized when Bill C-14 received
Royal Assent. After the passing of Bill C-14, as stated by the Court in Carter, it was the provincial
legislatures and colleges' responsibility to craft and enact relevant policies around how MAiD
would be implemented.'*® The second half of this chapter included a survey of the current state of
MAID in Canada, canvassing both the demographics of MAiD providers and the patients who
receive it, as well as the variation of policies between jurisdictions. Demographically, it was noted
that Palliative Care physicians account for only 9% of MAID providers. Therefore, despite initial
concerns around Palliative Care pioneering MAiD, or MAiD becoming part of Palliative Care, we
see that Palliative Care physicians are not overly involved in the active provision of MAiD, and
that initial fears have not come to fruition.

Policy wise, while all provincial policies were premised upon Bill C-14, thus having
standard eligibility criteria and safeguards, healthcare remains an area of provincial responsibility.
Therefore, each province has crafted its own specific MAiD policies which has resulted in
variation across the country. This variation has arguably led to inadequacies, inconsistencies, and
inequalities in a patient's ability to access MAi1D. As such, changes to provincial policies to ensure
that all eligible patients are able to access MAiD services are required. I will return to this issue in

later chapters.

136 Carter, Preamble at 126.
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Chapter 4: Ethical issues around MAID

Introduction
The practice of MAiD (formerly physician-assisted death) has garnered significant debate

amongst philosophers, ethicists, physicians, and legal scholars for decades.!s” The permissibility
of MAiD was a hotly contested question well before the Carter ruling in Canada (and, even after
the Carter ruling), and remains the subject of active debate in other jurisdictions where MAiD has
not yet been decriminalized or legalized. This debate will not be taken up in this dissertation.
Instead, since the dissertation focuses on and was written in and for a "post-Carter” world, it
concentrates on issues that have resulted from the legalization of MAiD in Canada. The remainder
of this chapter will discuss some of these issues. The purpose of this discussion is to raise and
explore some’* of the ethical issues that are present now due to MAID in order to highlight
potential sources of disagreement among physicians and bioethicists. The goal is not to solve these
issues, offer concrete solutions, or to endorse or condemn particular viewpoints; rather the goal is
to flag issues that are still being debated and need further attention.

The following section will discuss issues such as conscientious objection to MAiD by
physicians and institutions, physicians who participate in MAiD feeling alienated and unsupported
by colleagues and professional societies or affiliations, access to Palliative Care, and MAi1D, and
the expansion of the eligibility criteria for MAiID. I will also engage in the debate of the moral
significance between "killing" and "letting die." While this debate existed 40 years before
Carter,” the differing views on whether or not there is a moral significance between MAiD

(killing), and withholding or withdrawing life-sustaining treatment (letting die) of a person with a

157 Rodriguez v. British Columbia, 1993; Rachels, 1975.

158 The ethical issues that have arisen due to MAiD are wide-ranging. However, for the scope of this chapter, only a
few will be discussed. It is recognized that the relevant ethical issues extend beyond those that are discussed in this
dissertation.

139 Rachels, 1975.
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life-limiting illness, is at the heart of the ongoing debate amongst Palliative Care physicians,
precisely how, or if, Palliative Care should intersect with MAiD.'® This distinction, and how
individual physicians understand it, is often one of the reasons why they choose to participate or
object to practicing MAiD. As this discussion existed pre-Carter, it will be examined before

moving onto the ethical issues that arose as a result of the Carter ruling,

Pre and Post-Carter: “Killing” v. “Letting Die” — a moral difference?

A debate that has circulated the ethical and philosophical world well before MAiID was
decriminalized in Canada was whether there is a morally significant difference between killing
and letting die. In his influential 1975 article, “Active and Passive Euthanasia,” James Rachels
argues that the conventional doctrine holds that passive euthanasia, which he considers to be the
withholding or withdrawal of life-sustaining treatment and “letting” the patient die,'®! is morally
permissible, whereas "active euthanasia," (which we now refer to as MAiD) is never morally
permissible because doctors should never "kill" their patients.'> Rachels highlights the flaws in
this traditional understanding of the distinction, and argues that there is not always a morally
significant difference between "killing" and "letting die." His argument relies on the example of a
patient who is dying of cancer of the throat and is in terrible pain. In this example, the patient will

die within days, even with the current treatment; however, his pain is so intolerable that he does

160 A detailed discussion of issue of how Palliative Care should intersect with MAiD will be taken up in Chapter 6,
paying close attention to the views of Canadian Palliative Care physicians.

161 Some authors such as Garrard and Wilkinson, and Cartwright, argue that passive euthanasia involves withholding
or withdrawing treatment in order fo end the patient's life. However, when treatment is withheld or withdrawn in the
healthcare context, the intention is not to end the patient's life but to respect the patient's wishes or not cause the patient
with harm or burden. While I recognize that there are other conceptions of "passive euthanasia," T will not be
employing them in this dissertation. I will be adhering to Rachel's understanding of "passive euthanasia."

162 Rachels, 1975.
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not want to endure these last few days. Not wanting to continue to suffer, the patient asks his
physician to end his life. Rachels says that according to the conventional doctrine, the physician
may be permitted to withdraw the current treatment (or withhold new treatments) because
prolonging the patient's life would cause him to "suffer needlessly."'®* However, Rachels argues
that by withholding or withdrawing treatment may cause the patient to take longer to die, and to
suffer longer than if the physician had granted the patient's request and ended his life via lethal
injection.'® In this case, Rachels argues that “active euthanasia” would be morally preferable as it
is the quicker and more humane option; as such, if withdrawing treatment with the aim of allowing
death to occur is morally permissible, then so too should actively bringing about that death. If this
is accepted, then "killing" in this case should not be considered inherently wrong. Rachels therefore
concludes that killing is not always worse than letting die, and so that active euthanasia can be
morally preferable to passive euthanasia.

Making arguments specific to physicians who care for patients who have life-limiting
illnesses, Rachels argues that there is no “bare difference” between a physician letting a patient
with a life-limiting illness die, and the physician intentionally ending the life of that patient. 1>

Rachels recognizes the main objection to his argument is that in the case of a patient with
a terminal illness, passive euthanasia would mean that the doctor would withdraw or withhold the
treatment that is prolonging life. The illness itself would be the cause of death. In active euthanasia,
however, the physician is actively causing the patient's death. This main point here is one that is
significant in debating the physician's views about MAiD. Those who oppose MAID treat this

distinction as important, since they see that cause of death as morally significant. These

163 Rachels, 1975.
164 Ibid.
165 Rachels argues that both would be morally impermissible if the patient had a curable illness.
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individuals see withholding or withdrawing life-prolonging treatments at the patient’s request as
potentially morally permissible, since in those cases it is the illness, rather than the physician’s
actions, which is the cause of death. By contrast, those physicians who participate in MAiD tend
to treat the cause of death as less significant, and adhere to Rachel's original point that there are
instances in which active euthanasia is the more humane option, and thus, morally permissible.

Rachels argues that those who believe that "letting" the patient die is morally permissible
because it does not involve an intentional act that leads to the death of the patient are incorrect
because even withholding or withdrawing treatment consists of an action or decision. Thus,
Rachels argues that if a physician lets a patient die, the act cannot truly be viewed as "passive" in
the sense that the physician is not doing anything to cause the death of the patient.'®® As such,
Rachels argues that both "passive" and "active" euthanasia involve a physician's decision, resulting
in the patient's death. As such, they are morally indistinguishable.

Other philosophers such as Guichon et al., and Wayne Sumner have agreed with Rachels
and argued that there is no moral distinction between a "refusal of treatment" and euthanasia.
Guichon et al., and other scholars who are in favour of allowing MAiD have argued that there is
no ethical distinction between passive and active means of ending life.'”” Accordingly, Sumner
argues that there is no moral distinction between passive and active euthanasia. He affirms that if
we allow the former, then we must also permit the latter. He argues that if death is the outcome of
refusal of treatment, withdrawal of treatment, and MAIiD, there is no moral distinction between

them. He states, "There is no bright line between the first and last measure: if treatment refusal is

166 Rachels, 1975.
167 Guichon et al., 799.
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permissible, so is euthanasia."'®® This argument distinguishing between passive and active
euthanasia has been used by those who favour the permissibility of MAID.

The question of the moral distinction between providing MAiD (active euthanasia) to a
patient who has a life-limiting illness, and withdrawing or withholding life-sustaining treatment,
which may result in the hastened death of a patient, is a crucial distinction in Palliative Care.
Palliative Care physicians who oppose MAiD take up the objection to Rachel's that there is a moral
difference between actively ending someone's life by lethal injection versus withholding or
withdrawing treatment that would sustain or prolong life. For this population of physicians,
Rachels’ argument that withholding or withdrawing treatment is an "action" detracts from the real
moral argument around ending the life of another human. This is one the reasons why the CSPCP,
for example, has argued that MAi1D is fundamentally at odds with Palliative Care. For the CSPCP,
what Rachels calls active euthanasia is morally and professionally impermissible, whereas
"passive euthanasia" is accepted.

Alternatively, those physicians who support MAiD, including CAMAP, would endorse
Rachel's argument for why MAID is the more humane option because it puts an end to the patient’s
suffering earlier, rather than to wait for the illness or disease to be the cause of death. Dr. Buchman
stated that when he provided MAID to his patient, he felt that he had “done the right thing” and
“This (MAiD) can’t be inconsistent with who I am as a doctor.”'®

The disagreement between the moral distinction of MAiID and what is called passive
euthanasia is at the heart of the divide within the Palliative Care community and the disagreement
around the intersection of MAiD and Palliative Care. This discussion will be taken up later in the

dissertation, specifically in Chapters 7, 8, and 9.

168 Sumner, 92.
109 Thid.
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Conscientious Objection

Individual (physician) objection
A physician’s decision to participate in MAiD is “...a matter of conscience, and sometimes,

of religious belief.”!”® Recognizing this, in invalidating the prohibition on MAID, the Court had
to consider the physicians who might object to providing MAiD on moral or religious grounds.
Accordingly, the Court stated that nothing in their Declaration of invalidity would compel
physicians to provide MAID. Essentially, the Court allowed physicians to conscientiously object
to participating in the practice of MAiD.!"!

To better understand conscientious objection in this context, it is important to first
understand what is meant by the term ‘conscience’ and why individual conscience is worthy of
protection. Udo Schuklenk argues that there are several understandings of what is meant by
conscience, and philosophers have yet to reach a consensus on a universal definition.!”> However,
many philosophers and bioethicists have offered their respective views. John Stuart Mill refers to
conscience as the “internal sanction” that prevents us from doing wrong.!”® Daniel Sulmasy asserts
that conscience has two interrelated parts. First is a commitment to morality and one's choice to
act morally to the best of one's ability.!”* Second is the judgment about a past act, or an act that
we are contemplating that may violate or contradict that commitment to morality.!” For Sulmasy,
conscience is our conviction that we should act in a manner that accords with our individual
understanding of what is moral or right.!”® Both Hannah Arendt and James Childress agree that

conscience is a reflection of what one would deem as wrong or bad, and is accompanied by feelings

170 Carter v. Canada at 132 citing Morgentaler at 95-96.
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of shame or guilt.!”” As Arendt states, “A good conscience does not exist except as the absence of
a bad one.”'”® Often we do not think of our conscience when we feel at peace with ourselves, but
only when we have feelings of shame or guilt and feel the need to ‘clear our conscience.’

Childress agrees with the retrospective nature of conscience, and also suggests that it is a
subjective and prospective way of thinking about one's own acts concerning his own judgment
standards.!”® Conscience is retrospective because it is often invoked when considering past acts.
Often, our sense of guilt comes from doing or not doing something in the past. However,
conscience may also be prospective in that we judge the moral permissibility of actions that we
anticipate we might be faced with in the future.'® It is subjective because it applies only to that
individual; while we may judge the actions of others based on our conscience; often, we do not
feel remorse or have a guilty conscience from another's actions.

Freedom of conscience, is often referred to when thinking about the individual nature of
conscience, and how we protect it. Freedom of conscience “...extends to an individual’s right to
limit cooperation with others or the degree of involvement in a practice to which he or she objects
on the grounds of conscience...”!8! This is typically invoked when participation in an act would
conflict with an individual’s legitimately held moral and ethical beliefs. Accordingly, freedom of
conscience is proclaimed to be something that allows one to act following their closely held set of
morals, values, and beliefs; what they believe to be "morally good and right."'®? As a society, we
have recognized individual conscience as valuable and worthy of protection. This is seen in the

Canadian Charter of Rights and Freedoms. Section 2(a) of the Charter states that everyone has the
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fundamental freedom of conscience and religion.'®*!®#* While freedom of conscience is embedded
in our Charter, it is not the only reason it is considered worthy of protection. We protect an
individual’s right to conscience because it distinguishes individuals as moral agents in themselves
whose moral choices and integrity should be respected,'®® and it “encourages morally responsible
agency.” !¢ This responsible moral agency is what allows individuals to act in agreement with their
beliefs but also keeps them morally accountable to themselves and society. Schuklenk and
Smailing argue that we respect conscience because asking someone to act in a way that would
contradict these moral beliefs would undoubtedly cause psychological harm. Mark Wicclair
suggests that by respecting conscience, we also acknowledge the importance of moral diversity
and toleration in a multicultural society, while also acknowledging other valid perspectives and
judgments. !’

Moral agency and one's ability to act in a manner that accords with their conscience, but also
in a way that keeps them accountable to society, is ever-present in medicine. Medicine is not just
a science but an art because it is a very human practice that includes professionally and socially
accepted moral standards and ethical norms. As such, the practice of medicine requires physicians
to make moral decisions on a regular basis, decisions which the physicians will make based on
their conscience or perception of right and wrong, even if done so unconsciously. Allowing
physicians to act in a way that accords with not only their (moral or religious) beliefs also allows

physicians to make decisions that they believe to be in the best interests of their patients. This

183 Canadian Charter of Rights and Freedoms.

184 Schuklenk argues that this right is not an absolute right to “follow the tenets of their convictions or religion”
regardless of the consequences to others (Schuklenk, 50).

185 Wicclair, Mark R. “Managing Conscientious Objection in Health Care Institutions.” HEC

Forum, vol. 26, no. 3, 30 June 2014, pp. 267-283.
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ability to make professional judgments about their patient's care is integral to a physician's
professional autonomy.'s$

This professional autonomy also allows physicians to object to participating in a service or
procedure based on clinical judgment or ability, or on the basis of conscience. The latter objections
are known as a conscientious objection or refusal. Conscientious objection occurs when an
individual declines an action on the basis that it would contradict or conflict with their strongly
held moral or religious beliefs. In medicine, this applies to a physician or medical practitioner who
objects to providing a service or partaking in a medical act on the basis that it would conflict with
their moral or religious beliefs.’® Common examples of conscientious objection in medicine have
been seen in the refusal to prescribe birth control, perform abortions, and now, MAiD. Physicians
who object to participating in MAiD have argued that MAiD is equivalent to the intentional taking
of human life, and stands in contrast to the Hippocratic Oath, or what medicine has taught them,
to avoid doing harm. For these physicians, participating in MAiD would contradict their strongly
held personal and professional morally held beliefs.

Many bioethicists have taken issue with a physician’s right to conscientiously object to
practices such as MAiD. While respecting a physician’s conscience is important, and allowing
conscientious objection in some form has been accepted by most bioethicists, not all bioethicists
endorse a physician’s unqualified right to conscientiously object to medical practices such as
MAID, and question whether we should accommodate appeals to conscience.'” For example,
Julian Savulescu opposes granting physicians the right to conscientiously object to medical

practices. Savulescu, in several articles, has argued that physicians should not be permitted to

188 It is worth noting that protecting conscience is important because of the its connection to autonomy. The value of
autonomy is precisely the value that entitles eligible patients to access MAiD.
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conscientiously object and that a doctor's conscience has no place in modern medicine. Further,
the individual values and conscience of a physician should not interfere with the (type of) care of
a patient, or cause them to deny a patient legal treatment which they may be entitled to.'!

Alternatively, bioethicists such as Giles Birchley and Christopher Cowley have argued in
favour of permitting conscientious objection in medicine, particularly in a publicly-funded
healthcare system. Birchley argues that conscience is intrinsically valuable, and essential to good
medical practice. Cowley argues respecting a physician’s conscience is a matter of protecting their
moral integrity, and this moral integrity is attached to the physician’s ‘calling’ to a particular
practice in medicine.'*?

Wicclair takes more of a middle ground and argues that refusals based on conscience may
be permitted so long as the refusal will not impede a patient’s timely access to care, nor will it
place an undue burden on other colleagues or the institution in which the patient is being cared
for.!”

Conscientious objection to MAiID has raised serious questions and concerns about
professional obligation, justice, and timely access to care. Ideally, while physicians should be
allowed to practice in a way that aligns with their conscience, they have professional obligations
as physicians, one of which is to ensure patients can access particular services. Immediately we
see the potential for tension between the physician's right to conscience, their professional
obligations, and the patient's right to access a legal service in a timely manner. These issues were
highlighted and taken into serious consideration by the Supreme Court in Carter, when the Court

stated that the rights of physicians to conscientiously object to the practice of MAiD needed to be

191 Savulescu, 2006; Savulescu and Schuklenk, 2016.
192 Cowley, 2015.
193 Wicclair, 2014.
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“reconciled” with the rights of eligible patients to access the service.'** However, it was not the job
of the Court to determine how this should be done. As healthcare is a provincial jurisdiction, each
of the provincial medical bodies was tasked with crafting policy around physicians' professional
requirements and obligations who object to providing MAiD. As such, the policies differ across
Canada. In Ontario, the College of Physicians and Surgeons of Ontario (CPSO) mandates what is
to be done in physicians who conscientiously object to providing MAiD.

The CPSO has addressed conscientious objection to MAID in several of their
documents,'*>"*¢ with the most relevant being the Policy on Medical Assistance in Dying. In this
policy the CPSO sets out very clear expectations for how physicians are to act if they

conscientiously object to MAID. There are five definitive expectations. The College states that,

... physicians who decline to provide MAiD due to a conscientious objection:

a. must do so in a manner that respects patient dignity and must not impede access to MAID.

b. must communicate their objection to the patient directly and with sensitivity, informing the patient that the
objection is due to personal and not clinical reasons.

c. must not express personal moral judgments about the beliefs, lifestyle, identity or characteristics of the
patient.

d. must provide the patient with information about all options for care that may be available or appropriate to
meet their clinical needs, concerns, and/or wishes and must not withhold information about the existence
of any procedure or treatment because it conflicts with their conscience or religious beliefs.

e. must not abandon the patient and must provide the patient with an effective referral.

i Physicians must make the effective referral in a timely manner and must not expose patients to
adverse clinical outcomes due to a delay in making the effective referral.'’

194 Carter, 2015, at 132.

195 This document is consistent with the College’s other policies on Conscientious Objection. The CPSO’s policy on
MAID is grounded in their overarching document entitled, Professional Obligations and Human Rights, which
details the actions that physicians must take should they object to any treatment or practice on the basis of
conscience.

196 The College of Physicians and Surgeons of Ontario Professional Obligations and Human

Rights, 2015.

197 College of Physicians and Surgeons of Ontario. Medical Assistance in Dying, at 11.
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Further, this referral must be made in "good faith, to a non-objecting, available, and accessible
physician, nurse practitioner or agency," and must be made promptly to ensure the patient’s access
to MAID.'”® The College does not view providing an effective referral as equivalent to participating
in MAID."

The requirement of an effective referral became a point of contention for many physicians
who object to MAID based on conscience and religion. When the CPSO published its policy, it
was found that the requirement of providing an effective referral for MAiD was one of the most
contested issues amongst Canadian physicians.??***! A prominent worry held by objecting
physicians is that even in referring a patient to a willing physician, they are still complicit in the

act. One physician’s submission aptly articulated this concern.

When a doctor makes a referral, she puts her name behind the request and, in effect, indicates that she believes
a patient would benefit overall from the service being sought ... making a referral is a deliberate action
undertaken by a doctor that has intended consequences for the patient. Although the referring doctor does not
directly provide the requested service to the patient, in making a referral, her actions are closely linked to and
play a causal role in what ultimately happens ... the principle that one shares responsibility for an action
performed by another person if one facilitates or arranges that action is ingrained in our society's norms and
legal code. Carrying out an activity oneself or arranging for someone else to do it is morally equivalent.
Therefore, requiring doctors to refer for services to which they morally object coerces them to become active
participants in acts that they believe to be wrong and, hence, to violate their consciences grossly.2%

This worry, specifically that providing an effective referral was morally equivalent to providing
MAIiD, was held by many physicians who conscientiously objected to providing MAiD and a

referral for MAiD.?

198 Ibid.

199 Ibid.

200 Canadian Medical Association. Summary Report: Online Dialogue, 2016.

201 In consultation with its over 80,000 members, the CMA's Summary Report: Online Dialogue from 2016, the report
encompasses practicing Canadian physicians' views. An online forum from 8 June — 20 July 2016, heard from a variety
of physicians on their opinions on MAID (CMA Summary Report, 2). This online dialogue asked physicians questions
about six particular themes: 1) principles-based approach to assisted dying; 2) responding to a request for assisted
dying; 3) oversight and data sharing; 4) conscientious objection and equitable access; clinical specifications or
requirements; and 6) supporting resources for physicians (Ibid.).

202 Canadian Medical Association. Summary Report: Online Dialogue, 9.

203 It must be noted that not all provinces require an effective referral.
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When the CPSO issued its MAiD policy to guide physicians, it was disputed by groups of
physicians who argued that an effective referral was equivalent to the physician being complicit
in or endorsing the act. The Christian Dental Group, along with other allied organizations, and
individual physicians, challenged the CPSO's requirement that physicians provide an effective
referral to patients who are seeking MAiD. The applicants argued that the effective referral
provision of the CPSQO's MAiD provision infringed upon their Charter rights, namely their right to
freedom of conscience and religion, and their right to be treated equally under and before the law
(Sections 2 and 15). The groups brought the case before the Divisional Court of the Ontario
Superior Court of Justice in 2017-18. The Court dismissed the application stating that the CPSO
policy represented reasonable limits on religious freedom and that any Charter violations were
saved under section 1.

The groups appealed this ruling to the Court of Appeal for Ontario. The appeal was
dismissed. The Court of Appeal argued that while physicians may have the right to freedom of

conscience and religion that they chose to practice medicine, and that,

As members of a regulated and publicly-funded profession, they are subject to requirements that focus on the
public interest rather than their interests. In fact, the fiduciary nature of the physician-patient relationship
requires physicians to act at all times in their patients' best interests, and to avoid conflicts between their own
interests and their patients' interests.?%

The Court stated that while the requirement of making an effective referral presented real issues

for some physicians that the CPSO had offered a number of reasonable choices as to how to satisfy

204 Christian Medical and Dental Society of Canada v. College of Physicians and Surgeons of Ontario, 2019,
ONCA 393.
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the requirements.?>2° The Court also noted that the situation was not ideal for patients either; when
patients are most vulnerable and asking for assisted dying, they will lose their trusted physician
when they need their physician’s support the most. Moreover, the Court of Appeal for Ontario
aptly noted that a physician conscientiously objecting to providing MAiD, and referring on to
another physician, creates problems for dying patients when they are their most vulnerable. In an

affidavit to the Court, Dr. Kevin Imrie stated that,

Patients who find themselves in the position of seeking MAiD are often in the most vulnerable of positions,
are very sick, and facing all of the physical, mental and emotional burdens and trauma associated with facing
the end of their lives. During such a time, they are enormously dependent upon their doctors and the health
care system for what quality of life they do have.?"’

Realistically, patients in Ontario—and elsewhere—rely upon their physicians to connect them with
resources, particularly at the end of life.?® This is even more acute in communities where patients
do not have the luxury of accessing “multiple specialists for second and third opinions; they rely

on their physicians.”?2!1 Essentially, the notion of providing an effective referral becomes an issue

205 The CPSO Fact Sheet entitled: Ensuring Access to Care — Effective Referral offers five means that a physician
who objects to providing MAiID may satisfy the requirement of an effective referral. They are as follows:
e The physician or designate contacts a non-objecting physician/healthcare professional and arranges for the
patient to see that physician/professional.
e The physician or designate transfers the care of the patient to a non-objecting physician/professional.
e The physician or designate contacts an agency that is charged with facilitating referrals and arranges for the
agency to see that patient.
e Ifworking at a hospital system, through a triage system, the patient will be seen by a non-objecting physician
or professional.
e A practice group may designate a point person who will facilitate all referrals.
e The objecting physician will connect the patient to that point person.

206 The College of Physicians and Surgeons of Ontario. Fact Sheet: Ensuring Access to Care —

Effective Referral, 2018.

27 Christian Medical and Dental Society of Canada v. College of Physicians and Surgeons of Ontario at 54.

208 Christian Medical and Dental Society of Canada v. College of Physicians and Surgeons of Ontario at 45.

209 Ibid.

210 Schuklenk argues against conscientious objection for the reason that physicians are gatekeepers because they
have a monopoly on access to certain healthcare services. As such, their patients are reliant upon them for access
(Schuklenk, 52).
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of timely access to MAiD. As Schuklenk and Smailing affirm, a physician’s objection to provide
a service such as MAIiD or provide an effective referral is more than an inconvenience to the
patient, but could be an "insurmountable barrier to access care."?!! For example, patients who live
in rural or remote areas may not have the option of accessing another physician for MAiD services.
This rationale is one of the reasons why the Court of Appeal for Ontario concluded that when a
conflict arises between the rights of patients and the rights of physicians that the former must
prevail.?? Thus, in Ontario,** while physicians may be permitted to conscientiously object to

providing MAID, this objection cannot impede or impair a patient’s access to MAiD services.

Institutional Objection
Traditionally, conscience has been understood as characteristically human.?'* While both

Carter and Bill C-14 state that individual physicians can refuse to participate in MAiD for reasons
of conscience,?”* what is less clear is whether conscientious objection extends to healthcare
institutions. Specifically, can faith-based healthcare institutions object to providing MAiD for
reasons of conscience and religion? This is an important question as many hospitals in Ontario and
across Canada are faith-based. Some philosophers and ethicists such as Daniel Sulmasy have
argued that healthcare institutions are moral agents because they have an overriding purpose and
identity.?!® Following, if a healthcare institution is a moral agent, it can be argued that this moral

agency lends itself to the institution having a conscience.?'” Sulmasy affirms that institutions have

21 Schuklenk and Smailing, 5.

212 This is an interesting statement as it is different from what the Supreme Court of Canada stated in Carter. In their
ruling, the Court stated that patients and physicians' rights had to be reconciled (Carter at 132).

213 The rules for conscientious objection and effective referral differ across provinces.

214 As stated above, conscience is what gives way to moral agency and allows individuals to act in accordance with
their deeply held values and beliefs.

215 Some provinces such as Ontario may require an effective referral upon objection.

216 Sulmasy, 143.

27 Tbid.
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a conscience if they possess a set of “fundamental moral commitments" and therefore, must act
in accordance with them.?'® This conscience is employed when the institution makes the moral
judgment that a (potential) decision would violate their fundamental moral commitments. Sulmasy

concludes that conscience involves,

A commitment to uphold fundamental moral precepts and moral identity and, based upon these fundamental
moral commitments, to make use of reason, emotion, and will to arrive at proper moral judgments and to act
on these judgments. By these criteria, health care institutions have consciences.?"

From this understanding, institutions have consciences which may permit them the possibility of
conscientious refusal.

Other philosophers such as Durland have disagreed with this and argued that institutions
cannot have a conscience and, thus, cannot make conscientious objections.?”” Durland argues that
a hospital or healthcare institution is not a person; rather, it is a physical structure in which medical
providers care for patients.??! Due to the fact that a healthcare institution does not function in the
same way as a human being (it does not take lunch breaks or vacations), and lack the fundamentally
human characteristic of conscience, Durland argues that institutions cannot have a conscience, and
therefore cannot conscientiously object to providing services.?>?23

Faith-based institutions, and in particular Catholic hospitals and hospices, have adhered to
Sulmasy’s understanding and argued that they will not permit the provision of MAiD within their

walls because it goes against the Catholic Church's teachings. One reason for this is that Catholic

218 Thid.

219 Sulmasy, 2008, 144.
220 Durland, 1659.

221 Durland, 1659.

222 Tbid.

223 Durland, 1678.
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hospitals have a long-standing religious and moral tradition of tending to the sick, vulnerable,
suffering, and marginalized populations that adhere to the tenets of the Catholic faith. Operating
as a Catholic institution is at the core of their identity. As such, to ask a Catholic institution to
provide MAiD would force them to provide care in a manner that contravenes their deeply rooted
beliefs, and would go against the teachings of the Catholic Church.

For Catholic institutions, not providing MAIiD is in keeping with their denominational
values and ethics as MAiD contradicts the tenets of the Catholic faith. The Catholic teachings hold
that the intentional taking of human life violates the fundamental principles that human life is
sacred.?* Neither the provision of nor participation in assisted death is consistent with the beliefs
and values of Catholic Health Care and, as such, are not to occur within the walls of a Catholic
healthcare institution.

Most Catholic Hospitals are influenced by their commitment to the ethical and religious
directives (ERDs). ERDs are guidelines that are drawn from the moral and theological teachings
of the Catholic Church. The ERDs are directed primarily at institutionally based Catholic
Healthcare Services. Their purpose is to reaffirm the Catholic Church's teachings and provide
authoritative guidance for the ethical and moral dilemmas that Catholic Healthcare institutions
may face. For example, when considering MAiD, the Ethical Directives of the Catholic Bishops
(Fifth Edition) state that, “Suicide and euthanasia are never morally acceptable options.”?*

Explicitly, the Catholic Bishops Declaration on Euthanasia states that,

Euthanasia is an action or omission that of itself or by intention causes death to alleviate suffering.
Catholic health care institutions may never condone or participate in euthanasia or assisted suicide in
any way. Dying patients who request euthanasia should receive loving care, psychological and

224 Catholic Health Alliance of Canada. Medical Assistance in Dying — Alliance Briefing. September 2015.
225 Ethical and Religious Directives for Catholic Health Care Services Fifth Edition. 2009. p 29.
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spiritual support, and appropriate remedies for pain and other symptoms to live with dignity until the
time of natural death.??

This Declaration is one of the statements that may influence a Catholic Hospitals’ response to
MAID. By not providing MAID, the institution is in keeping with the traditions, beliefs, and value
system of the Catholic Church.

Adhering to the ERDs is one example of how a hospital can have an identity, as a distinctly
Catholic institution. This particular identity also serves as a moral identity, which signifies an
overall goal and purpose.??” As the Catholic hospitals were first created to help the sick, poor, and
marginalized populations, this guiding purpose still exists as one of most Catholic healthcare
institutions' overall values. Adhering to these values is an ongoing commitment of most Catholic
hospitals. This commitment to a particular set of values/morals could indicate a conscience of a
religious institution; bricks and mortar are not concerned with values or morals, but Catholic
hospitals are.

If we are to adopt Sulmasy's thinking and agree that Catholic hospitals or healthcare
institutions are moral agents that have a conscience, and thus are permitted to conscientiously
object to providing services that contradict their moral beliefs, we are still left with how to
reconcile this objection with the rights of patients to access MAiD. We see that when a healthcare
institution objects to providing MA1D, some ethical and practical issues arise. Some examples of
such issues are: ensuring access to care and transferring patients to alternative sites. Each of these

has a subset of moral issues within them.

226 Ibid, 32.
227 Sulmasy, 2008, 143.

66



Access to Care
The issue of patients being able to access care was addressed in the discussion on

physicians who conscientiously object to providing MAiD. If an institution does not provide
MAID, the issue of access to care arises once again. If an institution does not provide MAiD, how
will patients (who are eligible, and have requested MAiD) access the service if the hospital where
they are being treated does not provide it? This access includes access to assessments as well as
the provision. Most Catholic healthcare institutions have partnered with, or work well with other
providing institutions, and have a referral system in place to help resolve this dilemma.

Issues of access to MAiD (both assessment and provision) have arisen across the country.
Two cases that highlight this issue were seen in the patients Doreen Nowicki, and Bob Hergott
who both were forced to go outside of their hospital, in weak and frail conditions, to receive
assessments or sign request forms on the streets outside of their institution. Doreen Nowicki was
dying from ALS at a Catholic-based hospital in Edmonton.??® The hospital would not allow MAiD
to be performed on the premises but was legally obliged to arrange for the service elsewhere. In
her weak and frail state, Doreen was granted an exemption from having to go off-site for her
assessment for MAiD.?? However, just before the assessor was to arrive, she was told that the
exemption was canceled. In a scramble to ensure her assessment, Doreen’s family used a
mechanical lift to get her out of bed and wheeled her across the street to meet her assessor. Her
assessment for MAiD occurred on a sidewalk, in public.

A similar situation occurred with Bob Hergott. Mr. Hergott nearly paralyzed from ALS,

was forced to sign his request form for MAiD in a bus shelter because Covenant Health would not

228 Russell, Jennie. “Paralyzed, Terminally 11l Man Had to Sign Assisted-Dying Papers in Bus

Shelter.”CBC, 18 Nov. 2018, www.cbc.ca/news/canada/edmonton/convenant-health-assisted-dying-edmonton-
1.4888114. Accessed 18 Nov. 2018.

22 Tbid.
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allow any MAID assessments or requests to take place at St. Joseph's Auxiliary Hospital, where
Hergott had been a patient.?*

These two cases call attention to the dilemmas that arise when institutions do not allow the
assessment for eligibility or provision for MAiD. Both stories included patients who had to leave
the institution in which they were being cared for, and had to have their assessments in a public
space. These cases highlight the potential worries around physically burdening patients who are
already facing a terminal illness, and jeopardizing their dignity and privacy. Causing harms like
these all stand in contrast to the goals of the Catholic Church, and the hospitals created under their
auspices that had the intention to care for the sick and vulnerable.

The issue of access to MAiD becomes particularly acute when the objecting institution is
the only accessible institution for the patient. For example, in large cities such as Vancouver,
Toronto, or Ottawa, there are likely to be providing institutions that the patient could go to, or be
transferred to, which would not cause much undue harm to the patient. In large city centres,
patients would have the ability to access MAID relatively easily. However, in rural or remote areas,
access to care becomes problematic, and issues of justice arise. In the healthcare context,
Lyckholm et al. argue that the principles of justice demand that healthcare resources be equitably
distributed based on need (those who are eligible for, and need MAiD), rather than the patient's
ability to access or obtain it.»*' Some examples of these justice issues are found in Pembroke,
Mattawa, or Elliott Lake, where patients who request MAiD will have difficulties accessing the
service because each of their local hospitals are faith-based. For those who reside in Pembroke or

Mattawa, the closest city that would have a hospital that would provide MAiD is Ottawa, which is

230 Purdy, Chris. “Patient Had Assisted-Death Assessment on Sidewalk Outside Catholic Hospital

in Edmonton.” The Globe and Mail, 3 Oct. 2018, www.theglobeandmail.com/canada/article-patient-had-assisted-
death-assessment-on-sidewalk-outside-catholic/. Accessed 3 Oct. 2018.

231 Lyckholm et al., 134.
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approximately 150km away. For those living in Elliott Lake, they would have to travel to Sudbury
or Sault Ste. Marie to access MAIiD, causing the patient to travel 170-200km to receive care.
Traveling such distances is problematic for patients who are suffering, or actively dying; thus, to
deny them access to the service may be considered harmful. Situations like these put the onus on
patients, and create unjust access to care. Thus, in rural or remote areas where the local hospital is
faith-based, how can the patients access the service in a timely fashion that would not cause them
harm? Thus, the issue of how to reconcile the patient's right to access care with an institution's
right to conscientiously object to the provision of MAiD, remains.

Not Medically Fit for Transport

Even in cases where there are available institutions nearby, how should Catholic
institutions care for patients who are not medically fit to be transported? Two examples are patients
who are suffering intolerably, or are so near death, that transporting them to a different hospital
would only add to their suffering, or those patients whose cognitive ability is in decline that
transferring them may render them ineligible for MAiD. Since the eligibility conditions include
cognitive awareness at the time MAID is being delivered, this is a real concern and must be taken
seriously.

One of the goals of Catholic health care is to tend to the suffering of patients. However, if
in their attempt to adhere to the tenets of the Catholic faith (not providing MAiD), the hospital
causes the patient to suffer more, are they not violating one of their fundamental values? In such
situations, Catholic hospitals will struggle to live by their values and morals. When faced with
such situations, the institution will have to decide which value will prevail. For example, Catholic
hospitals abide by the teachings of a Catholic Church and will try to live by their guidelines.

However, these hospitals were first created to tend to the suffering of the sick and vulnerable
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populations. So, in a situation where a patient is actively dying and has requested MAiD, the
hospital finds themselves conflicted between adhering to the Catholic tradition (not providing
MAIiD) and not causing undue suffering (an original goal of the institution). It seems doubtful that
adherence to ERDs is sufficient justification for a Catholic Hospital to transfer a patient out of
their institution for the purposes of MAiD, if this transfer contributes to or exacerbates the suffering
of a dying patient. Given the ruling from the Ontario Court of Appeal with the CPSO, it might be
the case that if there was a conflict between the rights of patients and the rights of institutions to

conscientiously object, that the rights of the former would prevail.

Conscientious Provision

While the focus, until now, has been on physicians and institutions who conscientiously
object to providing MAiD, physicians who have chosen to participate in the practice have also
struggled with significant worries and concerns. When MAiD was first legalized, the focus was on
protecting the conscience of those healthcare providers who objected to the practice. However,
what about those physicians who agree with Rachels and believe within their hearts that the
morally right thing to do is to assist their patients in dying when they are suffering intolerably?
When MAID was first decriminalized, physicians who chose to provide MAiD to their patients
were among the minority of their colleagues. Consequently, many MAiD providers worried about
being judged, and not being trusted by their colleagues; furthermore, they worried they will not be
supported by their professional organizations if they provide MAiD to their patients. Those
physicians who have chosen to provide MAID to their patients are aware of many of their
colleagues’ and professional associations’ views around MAiD. In a 2017 Maclean’s article, Dr.

Sandy Buchman, a prominent Palliative Care physician and current president of the Canadian
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Medical Association, spoke out about his involvement in MAiD and the fears and worries that

came with the decision to become a provider.

I have a lot of colleagues I highly, highly respect in palliative care—I even worry about it now—and I just
know how strongly opposed they are to medical assistance in dying being legal ... I have total respect for their
beliefs and values, and I think they’re good people. Still somewhere in me is the fear that they’ll think I’m not
a good palliative care physician.?3?

While many Palliative Care physicians did not believe that MAiD was consistent with Palliative
Care, or medicine in general, those who have chosen to provide it feel very differently. Those who
provide MAiD believe that they are doing the right thing for their patient and that the service of
MAID is “...so peaceful and loving that it can’t be inconsistent with [who they are] as doctor[s].”?*

Physicians who have chosen to provide MAiD have turned to their colleagues and their
professional organizations for support. Outside of the Canadian Association of MAiD Assessors
and Providers, the national organization of physicians and clinicians who participate in MAiD,
many physicians still want to belong to their discipline-specific national bodies, yet are finding it
difficult to do so. For Palliative Care physicians, that is the Canadian Society of Palliative Care
Physicians (CSPCP). In a recent document, the CSPCP stated that MAI1D is not a part of Palliative
Care and that Palliative Care physicians should not be involved in the practice.?* This has left
members of the Palliative Care community feeling isolated, alienated, and alone; when physicians
go through periods of change such as MAiD, their national organizations are where they seek
support and professional guidance. However, the current stance of professional organizations like

the CSPCP have Palliative Care physicians who provide MAiD feeling unsafe and unsupported.

232 Proudfoot, Shannon. “The Doctor who took on death. ” MacLean’s. 15 August 2017.
233 Ibid.
234Canadian Society of Palliative Care Physicians, Key Messages: Palliative Care and MAiD, 2019.
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This raises the question of protection of conscience. If we truly respect conscience, then we must
respect all consciences. Therefore, if we are to respect and protect the conscience of those
healthcare providers who object to the provision of MAiD, then the same protection and respect
must be extended to those who have conscientiously decided to provide MAID to their patients.
Physicians who chose to provide MAiD, particularly in the early days when MAiD was
first being implemented, have also faced issues around being able to provide their patients with
assessments or the provision of MAiD. Physicians who work in institutions that do not provide
MAID have struggled with how to best support their patients, in assessments, and the provision.
When MAID was first being enacted, it was not uncommon to hear of physicians meeting with
patients outside of their institutions (park benches, on the street) to provide initial assessments,
similar to what was experience by Doreen Nowicki and Bob Hergott.>>> Again we see the issue of
institutional access creating a barrier to care, where the patient has requested MAiD, and their
physician is willing to support them, yet the institution in which they are being cared for does not
permit it. Situations such as these present difficulties for the patient, but also the attending
physician. Physicians need to be able to care for their patients, but also in a way and place that is
safe both for patients, and physicians. These issues around balancing competing rights of patients,
physicians, and institutions with respect to the provision of MAID is a very serious question that

has not yet been fully resolved by the Courts, policymakers, and institutions.

Eligibility criteria for MAiD

A concern in Rodriguez, Carter, and the crafting of Bill C-14 was ensuring that the created

legislation would allow for eligible patients to receive MAiD while also protecting vulnerable

235 See comments about patients in the section about institutional autonomy.
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populations. The worry was that permitting MAiD, even in limited cases, might open the door to
others who were not the intended population to access it, receive it, or be abused by it. This
‘slippery slope’ argument was a consideration in both cases of MAiD in Canada. In Rodriguez, the
Court did not feel that, at the time, sufficient safeguards were in place to ensure that vulnerable
populations would not be abused by the practice, or coerced into taking their own lives during
times of weakness.?* However, by the time the Court revisited the issue in Carter, it was felt that
the necessary precautions were in place to ensure that only those who met the eligibility
requirements would receive it.

One of the concerns with broadening the eligibility criteria for MAiD was similar to that
of the opening of floodgates; once one group was allowed access to MAiD, more would apply for
the same access. The worry is not merely that the unintended or vulnerable populations will have
MAID forced upon them against their will. Rather, the worry is that other groups who do not meet
the initial eligibility requirements will apply to expand the criteria, before our society and medical
system has had time to ensure that any groups whom receiving MAiD are doing so safely, and also
that the MAID criteria are in line with the values of society.

This is currently the case with advocates or advocacy groups for mature minors, those with
mental illness, and those with progressive, degenerative, but non-terminal illnesses like
Alzheimer’s disease or ALS, who want to be able to make advance requests for MAID. The next
section will briefly discuss some of the arguments for permitting these groups' access and the

concerns around widening the eligibility criteria.

236 Rodriguez v. British Columbia (Attorney General), [1993] 3 S.C.R. 519.
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Mature Minors
Currently, the legislation stipulates that only an adult (18+ years) who suffers intolerably

from a grievous and irremediable medical condition may request MAiD. However, the question
has been asked if mature minors, who experience the same conditions, might be considered to be
eligible for MAiID?%7 In the 70-page report, Medical Assistance in Dying: A Patient-Centred
Approach, the Canadian Council of Academies calls policymakers to reconsider mature minors’
access to MAiD within three years of the passing of Bill C-14. The Report recommends that the
Government allow individuals 18 years or older to access MAiD immediately, and that policy that
allows for competent, mature minors to access MAiD be enacted within three years of Bill C-14
being passed.?*

When considering if mature minors should have access to MAID, questions around
autonomy (specifically, self-determination, and capacity), equality, justice, beneficence, and non-
maleficence arise.”*>  Generally, the principle of autonomy allows for competent, adult
individuals who have capacity to make decisions for themselves. In the context of healthcare,
competent adults have the legal right to make decisions about consenting to or refusing particular
healthcare treatments that they believe to be in their best interests. This determination is due to
capacity which is the, “the patient’s ability to understand information relevant to a treatment
decision and to appreciate the reasonably foreseeable consequences of a decision or lack of
decision.”?*! However, in the case of young children, we do not assume the same level of capacity,

either because it is lacking or difficult to determine. As such, parents or legal guardians are often

2Canadian Council of Academies. State of Knowledge on Medical Assistance in Dying for

Mature Minors, Advance Requests, and Where a Mental Disorder Is the Sole Underlying Medical Condition, 2018, 5.
238 Canadian Council of Academics, 21.

239 Cuman and Gastmans, 840-845; Giglio and Spagnolo, 147; Guichon et al., 799.

240 Each of these principles has been used both by proponents and opponents of allowing mature minors to access
MAID.

241 Etchells et al., 658.
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substitute decision-makers for young children.?*> While we do not allow young children to make
autonomous decisions about their health, questions about mature minors having developed
sufficient, meaningful autonomy and self-determination and, thus, capable of making end-of-life
care decisions, have arisen. In the context of MAID, it is wondered if mature minors possess a
level of self-determination that is required to make complex decisions about actions that will result
in their death. The Supreme Court of Canada recognizes the common law mature minor doctrine,
a doctrine of consent that shifts the focus from chronological age to an individuals lived experience
and understanding of their illness.?* The doctrine stipulates that some minors may have the
capacity to make decisions about their healthcare, namely in consenting to or refusing treatment.?**
However, the mature minor doctrine becomes more complex if the minor refuses or withdraws
life-sustaining treatment, which would result in their death, or in the case of MAIiD, opts for a
treatment that would end their life. In the case of 4.C. v. Manitoba, the Court reflected on the
ability of a minor to make a decision that results in their death, but only after significant

consideration.?*

In those most serious of cases, where a refusal of treatment carries a significant risk of death or permanent
physical or mental impairment, a careful and comprehensive evaluation of the maturity of the adolescent will
necessarily have to be undertaken to determine whether his or her decision is a genuinely independent one,
reflecting a real understanding and appreciation of the decision and its potential consequences.?*®

However, in the case of B. (S.J.) v. British Columbia (Director of Child, Family and Community

Service), 2005 BCSC 573, the Court argued that the legislature has the power to protect a child
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whose refusal to accept necessary medical treatment may result in their life being endangered.?*’
In both cases, 4.C. v Manitoba and B (S.J.) the Court concluded that the minor should not be
permitted to make life-ending decisions.?*® The reason for this is because the state has an obligation
to protect vulnerable populations, which includes children.?* For example, in AC v. Manitoba, the
Court ruled that forcing a 14-year-old girl to receive potentially life-saving blood transfusions was
constitutionally sound as it balanced the rights of a child to make autonomous medical decisions
against the overarching obligation of the state to protect the vulnerable (children).>**This obligation
is one that the Court wrestled with in Carter. The Court asserted that a total ban caught individuals
outside of the protected class. Currently, mature minors (anyone under the age of majority)*! is
considered to belong within that protected class. While we may allow for some mature minors??
to refuse life-saving or sustaining treatment, they are not legally permitted to access MAiD. If we
were to allow mature minors to access MAiID, then they may have more options for end of life
care.” Alternatively, if we do not permit mature minors to access MAiD, there will be cases
involving Charter challenges; challenges that will be justified because denying them access to
MAID violates their rights.?*

Those who are in favour of mature minors being permitted to access MAiD have applied
the '"no moral distinction' argument, stating that as there is no moral distinction between passive
euthanasia (withdrawing or withholding life-saving treatment) and active euthanasia (MAiD), that

mature minors should be able to access MA1D.?* If we allow minors to withhold or withdraw
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treatment that they know might result in their death, why should we not allow them to consent to
MAIiD? For example, a 16-year old would arguably be allowed to decide to cease chemotherapy
or radiation treatments which are temporarily sustaining their life, even if they knew that stopping
these treatments would mean that they die sooner.>*® Proponents for allowing mature minors to
access MAiD have taken up the arguments of Rachels, Sumner, and Guichon et al. that if we allow
a mature minor to decide to withhold or withdraw life-sustaining treatments, they should be
permitted to make decisions about MAiD.

Proponents of MAiD have also employed principles of beneficence, equality, and justice
to support their arguments. The argument of beneficence has been used for the purposes of
promoting the best interests of the patient while protecting their dignity and relieving suffering.?’
The principles of equality and justice have been used to argue that if we value adults' dignity and
respect their suffering, the same should be true of children. However, all three of these arguments
are susceptible to the arguments about self-determination and protecting vulnerable patients.
Draulans and Van der Giessen argue that mature minors' best interests can be difficult to discern
as there are questions of if minors can decide if ending their life is in their best interest.>® While
children's suffering and dignity are worth serious consideration, the issue becomes one of
protecting vulnerable populations.

Many have argued that allowing mature minors to access MAiD would be "pushing the
boundaries" too far and going beyond the scope of the Court's intention.?® Canadian Bioethicist

and Professor of Law, Trudo Lemmens, argued that the Court did not equate MAiD with any other
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medical treatment.?® Pushing back on those who have argued that if we allow children to withhold
or withdraw treatment that results in their death that we should allow mature minors to access
MAIiD, Lemmens argues that the two are not equivalent and that mature minors should not have
access to MAiD.2!

As MAID, in general, is new to the medico-legal landscape in Canada, the issue of allowing
mature minors and MAID is still in its infancy. Further, as discussed, the question of allowing
mature minors to make a healthcare decision that is intended to end their life is riddled with
complex, moral, and legal questions. While a few countries have allowed mature minors to access
MAID, the reality is that there not enough empirical data or lived experiences to make informed

decisions about allowing minors to access MAiD in Canada.>?

Advance Requests for Progressive Illnesses
Another issue to be considered is allowing those who have progressive illnesses the right

to make an advance request for MAiD. Currently, the legislation mandates that the patient must
have cognitive capacity immediately prior to the provision of MAID. If an individual loses the
capacity to give consent at the time of provision, then the request becomes invalid.?®> Because of
this criteria, individuals who have illnesses such as advanced dementia, in combination with
another life-limiting illness, that may render them cognitively incapacitated at the time they would
want MAID, are advocating to be able to an advanced request to have MAiD at the point when

they are no longer able to consent.
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Typically, consent can only be given for a treatment (or to withhold or withdraw it) if the
patient has cognitive capacity at the time of consent. Because it is known that there may be
situations in which a patient cannot express their wishes at the time, we have created advanced
directives to allow for wishes to be known ahead of time. There are two types of advanced
directives: Instructional directive and proxy directive.?** An instructional directive sets out the
instructions for the type of care that you wish to receive when you are no longer able to give
instructions.? Instructional directives can include Do Not Resuscitate, not wanting extraordinary
measures being taken, wishing to die at home, or who/what you would like to be surrounded by.
These instructions serve as guidelines to your caregivers to understand what you would want when
you cannot give express consent. Alternatively, a proxy directive allows for a chosen substitute
decision maker to make decisions on your behalf. This is also known as "durable powers of
attorney for healthcare.">%

The Canadian healthcare system allows for individuals to use advance directives for other
treatment decisions at the end of life. Therefore, should we also allow individuals to make an
advance request for MAiD when they are no longer able to provide consent?

One of the reasons to consider advance requests for MAiD stems from the Court’s ruling
in Carter for permitting MAiD in Canada: how an individual responds to a grievous and
irremediable illness is integral to their autonomy and dignity.?’ It has been argued that access to
MAID via advance directives would promote these values. A second reason the Court offered is

that the prohibition on MAiD violated the right to life and security of the person, by leading people
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to take their own lives prematurely because they did not want to endure their illness when they
were physically unable to take their own life. Access to MAiID would extend the lives of such
patients. A predominant reason for allowing MAiD was that we recognize the desire for control at
the end of life, how and when they wish to die. For individuals diagnosed with progressive illnesses
such as advanced dementia, where the trajectory of the illness is well-known, there is fear around
the point of their disease where they would lose decisional capacity and thus not request MAiD.>%8
David Campbell argues this point in favour of allowing advance for requests for MAiD. He argues
that because dementia or other neurological disorders advance at unpredictable speeds, that
patients who suffer from these illnesses may feel anxiety or pressure to die while they still have
some quality of life, out of fear that they will lose the opportunity due to decisional capacity.?*
This is the same thinking that the Court in Carter used to advanced permitting MAiD. Therefore,
it could be argued that it may be used to permit advance directives as well.

There are benefits and disadvantages to considering advance requests for MAiD. The
benefit would be that the allowance aligns with our country’s value of respecting autonomy and
self-determination.?” It may provide a sense of comfort to those who are diagnosed with an illness
where the loss of decisional capacity is known, to be able to make an advance request for MAiD.
However, the problem lies in the alignment of the wishes when making the advance request for
MAID, and at the time, it would be provided. It is well known within the literature of Palliative
Care that the desire to die fluctuates with patients who are receiving Palliative Care.?”! Often, a

patient’s Edmonton Symptom Assessment (ESAS) score for physical symptoms (pain, nausea,
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etc.) directly correlates with their desire to die. When the physical symptoms are reduced, often so
does the desire to die.?”? Thus, it is difficult to determine if a patient who has made an advance
request for MAiID would really want this request carried out when they are no longer able to
express consent or dissent. Thus, the worry is if it is known that the desire for death may fluctuate,
advance requests for MAiD may result in patients receiving MAiD who cannot dissent. If we do
allow advance requests for MAiD for patients who have lost capacity, can we be certain enough
that their decision to die has not changed since they gave their directive? Jennifer Gibson, as part
of the Canadian Council of Academies panel, asserted that when considering advance requests for
MAID that there will always be an element of uncertainty. She stated that, "We can try for greater
assurance, greater burden of proof, but the risk will never be zero.”>”* As a country, it is to be

decided if this is a risk that we should or are willing to take.

Issues where Mental Disorder is the Sole Underlying Medical Condition
Another group that is advocating for access to MAID is those who suffer from mental

illness or disorders, where the illness is the “sole underlying medical condition” (MD-SUMC) and
reason for requesting MAiD.?#?”> While individuals who have mental disorders are not directly
excluded from accessing MAiD, per se simply because of their mental illness, it is unlikely that
said individuals would meet the eligibility requirements as set out under Bill C-14, particularly

those who did not have a life-limiting illness and whose death was not reasonably foreseeable.?”
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There are several issues around eligibility criteria for allowing MAiD for MD-SUMC. Arguments
have been made on both sides, those against allowing those with MD-SUMC to access MAID, as
well as those arguments which urge us to reconsider the true suffering of those who have mental
illnesses. While there are extensive arguments on both sides, their details go beyond the bounds of
this dissertation as they are not the sole focus. However, some of the arguments both against and
for allowing MAiID for MD-SUMC and their reasoning are worth discussing. This section will
briefly highlight some of the key arguments proposed.

Those who argue against expanding the eligibility criteria to allow for MD-SUMC
typically invoke three common arguments. The first concerns capacity and decision-making.
While many individuals with mental disorders can make decisions regarding healthcare and
treatment options, some disorders do impair an individuals’ ability to make decisions and can
impair their capacity.””” Furthermore, while individuals might have the cognitive ability to make
treatment decisions, some have argued that these individuals, due to the "pathological values that
arise from their illness, might not be able to appreciate the consequences of their decisions.”?”
Charland et al. offer the example of patients who suffer from anorexia. They state that while a
person who suffers from anorexia might have the cognitive ability to make treatment decisions,
this judgment is impaired by the thinking that comes along with the illness. When considering a
decision for a patient with a mental illness to have MAiD, we must be sure that the patient’s
decision is unclouded by their illness. The precaution here it that the decision to have MAID is

unlike giving consent to any other treatment option for MAID is an “irreversible, life-ending
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practice.”?>2% While this reasoning certainly justifies limiting and strictly regulating MAiD access
for MD-SUMC, it cannot justify the complete prohibition of the practice.

A second common worry highlighted is that suicidal ideation, or the desire to die may be a
symptom of the mental disorder. From the work of Dr. Harvey Chochinov, the desire to die is not
a natural symptom of dying, and a persistent desire to die is indicative of a mental disorder.?' This
implies that the patient may not really want to die, but rather their mental illness is impairing their
judgment or that their illness is so intolerable that they want to die. With the latter, mental health
experts have argued that perhaps this desire to die might be mitigated if the illness is treated. One
question raised around MAID for MD-SUMC is how we can separate whether a request for MAID
arises from a person's mental state versus sound reasoning grounded in a desire to cease prolonged
suffering??? Schuklenk and van de Vathorst have argued that assisted death may be morally
acceptable in cases of treatment-resistant depression (TRD) because not all cases of TRD render
the patient incompetent of making a decision for MAiD. While physicians have urged the authors
that it is better to err on the side of caution, Schuklenk and van de Vathorst argue that even if the
patient accepts MAiID due to the somatic conditions of their depression, that the compassionate
stance leads us to see that the patient is still suffering intolerably, and thus MAiD might be
permissible.?® However, Blikshavn et al., worry about MAiD for mental disorders, specifically
treatment-resistant depression, and push back on Schuklenk and van de Vathorst. The authors are
concerned that allowing MAID in these circumstances will normalize the practice of MAiD to the

point where it becomes part of routine practice in treatment for mental health, and that it will act
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as “an escape” from unwanted mental states.?®* The normalization of MAiD becoming and
accepted treatment for TRD is a legitimate concern.

Third, is the requirement of a “reasonably foreseeable death” (Bill C-14). For most patients
who have mental disorders, their death is not reasonably foreseeable in the same way as a patient
who is suffering from a terminal illness. One of the reasons why MAID has the condition of a
reasonably foreseeable death is it would not take away a long life for those who might have the
opportunity to live, and for whose illness might be cured or improved. Trudo Lemmens argues that
MAID is restricted to end-of-life cases to reduce the chances of premature death for someone who
may still have a long life ahead of them.?** He also states that by not allowing MAiD for individuals
whose death is not reasonably foreseeable we, "...create the opportunity for those afflicted by a
debilitating illness to overcome what may only be temporarily perceived as being unbearable
suffering associated with it. It creates space and opportunity for the individual to change their
mind."?* This concern is born out of our societal value for life; that life is inherently “good” and
that taking it away prematurely, for someone who does not have a life-limiting illness is inherently
bad. Furthermore, we do not want to take away the life of someone who might change their mind.
This point has been pushed back on by proponents for MAiD for MD-SUMC, who argue that those
who have a severe mental illness, their quality of life is diminished and that the "wait and see"
approach does not work.?®” Tanner argues that this approach also assumes that the individual’s
psychological suffering is intolerable and irremediable. A person suffering to this extent may want

their life to end, regardless of whether or not their death is foreseeable.?*® Patients in this state, “do
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not want to hurt themselves, but they do not want to hurt anymore.”?** If we are to consider this
last point seriously, the questions then become about respecting autonomy, and what suffering we
view to be so intolerable that as a society, we would allow a person to end their life in order to end
their suffering.

For all of the above-listed issues of expanding the eligibility criteria for MAiD, the problem
is with balancing the respect for the autonomy of individuals requesting MAID, on the one hand,
with protecting those who are considered vulnerable, on the other. With each population, mature
minors, progressive illnesses, and mental disorders, there are compelling arguments to allow for
MAIiD; however, there are also real concerns for abuse and over-inclusion. It has already been
stated that Canada's policy on MAiD is more liberal than of those countries that adopted the
practice years ago. The worry is that if Canada expands the policy to include more populations too
quickly, we risk over-inclusion or MAiD becoming the norm for those who no longer wish to live,
regardless of their condition. The reality is that as MAiD is still in its infancy in Canada, we do
not have sufficient data or lived experience to widen the eligibility criteria for MAiD yet. While
there are valid reasons for why each of these groups should have access to MAiD, we should
proceed with caution, as the decision to have MAID is an irreversible end-of-life decision.?”
Equitable Access to Palliative Care

A prominent concern that was heard amongst physicians when MAiD was decriminalized
was that our country had spent so much time, money, and resources enacting MAiD when many
Canadians still do not have equitable access to high-quality Palliative Care. Physicians who
participated in the interviews, particularly those in 2016, wondered if we should be offering

patients a way to end their life when it became intolerable before first ensuring that they had access
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to Palliative Care, a specialty of medicine that is focused on living and dying well, as well as pain
and symptom management? The Hospice and Palliative Care Fact Sheet states that only 16-30%
of Canadians have access to Palliative Care services in Canada, with less than 15% having early
access in the community. As the law requires access to Palliative Care be part of the
implementation of MAiD, how can we justify MAID if less than one-third of Canadians have
access to high-quality Palliative Care? According to the government document, Monitoring

Medical Assistance in Dying Regulations,?”> Schedule 4 s. 2 (e) states that,

The patient gave informed consent to receive medical assistance in dying after being informed of the means
available to relieve their suffering, including palliative care.?%

Moreover, section 3 states that Palliative Care should have been made available to the patient.
As Pesut et al. argue, Palliative Care is viewed as an essential service and, at times, a human
right.** Accordingly, if Palliative Care is viewed as a right, then all Canadians should have
access to it. However, how do we ensure access to Canadians who live in lower socio-economic
areas, are vulnerably housed, or who live in rural or remote areas?** The lack of access to
consistent, high-quality Palliative Care raises issues of social and distributive justice.

In the recent report published by Health Quality Ontario, entitled Palliative Care at the
End of Life, it was found that those who live in high-income neighbourhoods are 12% more likely

to receive home care and palliative specific home care to meet their needs.?® Unsurprisingly, it
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was found that individuals who resided in low-income areas had poorer access to palliative specific
care.””’

Another issue around access to Palliative Care concerns those who are vulnerably housed or
homeless. How do we ensure that those who do not live in stable or safe living conditions receive
high-quality palliative Care? When dying, most Canadians say that they want to die at home, but
what do you do when you are homeless? Dr. Naheed Dosani, a Palliative Care physician who cares
for the homeless population, said, "Being sick is hard enough, but being sick and dying on the
street is harder."**® Helping those who are homeless and dying and needing to receive Palliative

Care is a real challenge.

We find that the vast majority end up dying in the ER, and in some cases, they are dying suddenly in transitional
spaces, which is really just a fancy word for the park bench or a sidewalk ... it's hard to strategize providing
care and pain medications for this population because if anyone knows that [they] have them on them, they
become victims of abuse or assault.?*’

The social factors play a significant role in the access to and quality of Palliative Care for those
who are at the end of life and homeless. "We know that these social factors play a role in how we
live, but should they influence how we die?"3® This is one question of access to Palliative Care
that we have not answered yet.

Similarly, those who live in rural areas face issues with access to Palliative Care resources,

namely the equitable distribution of healthcare resources. Lyckholm et al. and Hadler and Rosa,
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both address the issues of equity and distributive justice for rural Palliative Care.**' Lyckholm et
al. argue that the equitable distribution of healthcare resources means that resources should be
distributed based on need instead of the ability to access it.’*> However, the geographic location of
patients who live in rural or remote areas challenges this principle.’® It is well known that those
who live in urban centres in Canada are much more likely to have access to resources such as
hospitals, Palliative Care specialists, and the requisite medications. The challenge of providing
Palliative Care in rural areas comes down to a lack of resources: namely, institutions such as
hospitals or hospices, specialist palliative care physicians, and medications. A Palliative Care nurse

who works in a rural area of Northern Ontario said,

...Being so rural, we don't have the availability of a lot of services or the frequency of services that they do in
urban centres. My nurses are only able to visit end-of-life, actively dying patients in-home once a day, to set
up medications and to provide teaching ... same with PSWs — they could maybe go in three times a day to
check-in if we're lucky, but there is no one available overnight or for longer than absolutely necessary.3%

The uneven distribution of healthcare resources for end-of-life care for those who do not live in a
metropolis or urban areas presents questions about how those living in rural or remote areas can
receive adequate care at the end of life, and what their options are. A worry that has been raised is
that if all patients do not have access to high-quality palliative care, will they opt for MAiD by
default if it is the only way they can alleviate their suffering? Alternatively, did our country have

a moral obligation to try to ensure access to Palliative Care before legalizing MAiD? These

301 Lyckholm et al., 134; Hadler and Rosa, 1239.
302 Lyckholm et al.,134.

303 Thid.

304 Thid.

88



questions around social and distributive justice, and equitable access to care, are some of the
questions that have arisen from the introduction of MAiD in Canada.
Conclusion

This chapter discussed some of the ethical issues around MAiD and those that have arisen
since its introduction in Canada. The debate over the ‘killing/letting die’ distinction long predates
the legalization of MAID, and played a central role in the debates over whether or not MAiD is
morally permissible. But it is also relevant in a post-Carter world, since it bears on the distinction
between MAIiD and Palliative Care. The rest of the ethical issues discussed in this chapter are more
obviously a result of the introduction of MAiD in Canada. The purpose of highlighting these issues
was to raise some of the ethical dilemmas and not solve them as each of these issues could have
an entire thesis devoted to it and subsequently goes beyond this dissertation's bounds. However,
many of the ethical issues raised, specifically those around killing and letting die, and access to
care, have become particularly acute for Palliative Care physicians as MAiD was aimed at the
population of patients they care for. As a result, the relationship of Palliative Care and MAiD has
come to the fore of many societal discussions; there is a very serious question of how Palliative
Care should be related to MAID, if at all. Because many Palliative Care physicians struggled with
how MAID and Palliative care should interact, a study was conducted on how to best support
Palliative Care physicians in the future, given the advent of MAiID in Canada. The next chapter

will discuss the study in detail.
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Chapter 5: The Study

Introduction

From the previous chapters, it is evident that the introduction of MAiD in Canada has shone
the spotlight on Palliative Care by calling attention to discussions around end-of-life care. In
addition, this introduction has created specific challenges for the discipline of Palliative Care and
for the physicians who practice it, because they care for the patient population which is most likely
to be eligible for MAiD. Consequently, in the post-Carter world, understanding the challenges that
Palliative Care faces, the best ways to support it (and, its physicians), and the roles it should play
in the ongoing development of MAID in Canada have become chief concerns for physicians,

administrators, medical organizations, and government bodies.

To understand some of the answers to these questions, I conducted a qualitative research
study in which I interviewed 51 Palliative Care physicians from across Canada. Palliative Care
physicians were chosen as participants because they have a particular, sophisticated, and nuanced
understanding of the current practice of Palliative Care, and of the changes that are needed to
support it going forward. During the semi-structured interviews, I asked participants about the
challenges faced by Palliative Care and its physicians, and about how they have been impacted by
MAID. I also asked physicians about how MAiD and Palliative Care should converge in the future,
what systems or policy changes would address challenges faced by Palliative Care physicians, and
what these physicians hoped for the future of Palliative Care in Canada. The study sought to answer
the following questions®” (including, but not limited to):

e What are the challenges facing Palliative Care and Palliative Care physicians?

e What are the ethical challenges that are unique to Palliative Care and Palliative Care
physicians?

305 These questions were some of the questions that I asked physicians in the interviews.
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What has been the impact of Medical Assistance in Dying (MAiD) on Palliative Care and
Palliative Care physicians?
What is the role of Palliative Care in MAiD?
Going forward, how do we support Palliative Care physicians?
What system or policy changes would support better care of:
o Palliative Care patients?
o Palliative Care physicians
What are the opportunities for Palliative Care in the future?

The purpose of these questions was to identify the specific challenges facing Palliative Care from
the perspective of Palliative Care physicians to identify potential policy and systems-level changes
that would best address those challenges. In this chapter I describe the study and outline some
main results. In the following chapters I will discuss the proposed recommendations on how
Palliative Care and MAiD should intersect, as well as policy and systems changes that would better

support Palliative Care in Canada, and the physicians who practice it.

Procedures

The study was reviewed and received ethics clearance through a University of Waterloo
Research Ethics Committee (ORE#40469). Upon receiving ethics confirmation, letters of
invitation were sent to the Canadian Society of Palliative Care Physicians (CSPCP) and the
Palliative Care Medicine Section of the Ontario Medical Association. Both organizations emailed
all current members the letter of invitation to participate in the study. Willing physicians contacted

me directly to set up an interview.

Interviews began at the beginning of March, 2019 and ended on July 31, 2019. In total,
fifty-one physicians were interviewed. Interviews were done in person or via a secure

teleconference line. The majority of the in-person interviews were conducted at the annual Hospice
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and Palliative Care Conference of Ontario at the end of April 2019, and at the annual CSPCP
Conference in Calgary in June 2019. Physicians who reside outside of Southern Ontario were given
preference to being interviewed at these events as it would be unlikely to interview them in-person,
otherwise. Outside of the conferences, I agreed to meet with physicians in person if they were
located within a 3-hour drive from Hamilton. For interviews that were conducted in-person,
physicians were met at a location of their choosing, wherever they felt most comfortable. Locations
ranged from professional offices, hotel lobbies, cafes, restaurants, or the homes of physicians. If [
was unable to meet with a physician in person, a telephone interview was arranged. All interviews
were conducted at a date and time that was most convenient for the physician. The interviews

lasted from one to three hours.

All interviews were audio-recorded to facilitate the collection of information and later
transcribed for analysis. All information that was obtained as a part of this study was confidential
and was de-identified to protect the privacy of physicians. Any identifying information was
removed during transcription. When participants are quoted below, names or identifying

information have been removed.

Methods
Design

I conducted qualitative interviews with Canadian Palliative Care physicians in a variety of
settings. Any physician who is a current member of the Canadian Society of Palliative Care
Physicians, or the Palliative Care Section of the Ontario Medical Association, received an email

to participate in the study. Any currently practicing Palliative Care physician was invited to

participate. No physicians from these email lists were excluded.
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I collected demographic information from physicians, including the year they graduated
from medical school, years practicing medicine, years practicing Palliative Care, training in
Palliative Care, gender, and age.

The study focused on understanding the challenges faced by Palliative Care and its
physicians and the supports and systems or policy changes they needed to be supported in their
field and to continue to do their work. Physicians answered broadly (what was needed for Palliative
Care in Canada, for all physicians) and individually.

Each physician was asked the same interview questions and in the same order.>* I asked
how physicians came to practice Palliative Care, where they practiced, the population for whom
they cared for, their understanding of and perceptions of MAID, the challenges they faced as
Palliative Care physicians, the challenges they saw facing Palliative Care, and what supports and
systems or policy changes they needed going forward. Physicians were also asked about what
enabled them to continue to care for patients and practice Palliative Care.

While not a primary focus of the interviews, the study sought to understand physician's
views around MAID, their degree of involvement in the practice, and how they thought Palliative
Care and MAID should intersect or interact in the future.

Analysis

Interviews were recorded digitally, transcribed verbatim (except for what physicians asked
to be kept off the record), and de-identified. Qualitative data were analyzed using thematic analysis
to generate themes and trends that emerged from the interviews. Thematic analysis extracted

themes from the transcripts, focusing specifically on the physician's Palliative Care practice,

306 Some physicians would speak to some questions more than others which naturally lead to follow up questions or
side conversations. Despite this, each physician was asked all of the interview questions in the same order as their
colleagues.
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perceptions of MAiD, challenges facing Palliative Care, and support needs. Through the use of
qualitative content analysis, codes were taken from transcripts directly and were not preconceived.

As the sole investigator, I coded all transcripts. Twenty transcripts were coded initially to
develop a set of preliminary codes. Codes were categorized into themes for responses to questions.
I reviewed codes and themes regularly with my supervisor, Dr. Mathieu Doucet, particularly as

specific sections of the dissertation were written.

Data Limitations

By design, this study focused exclusively on the experience and perceptions of Palliative
Care physicians. That means that it does not include insights from any other healthcare
professionals involved in Palliative Care or MAiD, including other physicians who practice MAiD
such as Family Medicine, Internal Medicine, or Anesthesia, and other professionals such as nurses,
social workers, or chaplains. Therefore, the results will necessarily represent a distinct professional

perspective and leave out other important and potentially competing perspectives on MAiD.

Despite these limitations, the study's intentional focus on a single specialty has several
benefits. First, I had access to the professional organizations for Palliative Care, so I was able to
interview 51 Palliative Care physicians from across Canada. This means that the study results are
much more likely to represent Palliative Care specialists' views than a study of 51 physicians from
a range of specialties, which would be of the views of physicians more generally. What the study
loses in breadth, it gains in-depth. Second, the design is suited to the project's central research
question. The study's primary aim—and indeed the dissertation project as a whole—is to
understand how the introduction of MAID has affected Palliative Care in particular and how

Palliative Care physicians believe Palliative Care should intersect with MAiD in the future. The
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advent of MAi1D had a unique effect on Palliative Care as it stood in opposition to the traditional
understanding and goals of Palliative Care. Therefore, MAiD forced Palliative Care to reconceive
its goals and intentions, as well as its role in the care of patients who have a life-limiting illness
and who are suffering intolerably. Other specialties did not experience these existential or practical
concerns in the same way. Moreover, MAID did not present itself as a threat to other specialties.
In contrast, many Palliative Care practitioners initially viewed MAiD as an approach to care that
stood in opposition to Palliative Care and potentially endangered or called into question the care
of patients at the end of life. Consequently, Palliative Care has been uniquely affected by MAiD,

and understanding how the two practices relate is important.

The study focused on the perceptions of Palliative Care physicians intentionally. While
Palliative Care physicians are only one part of the Palliative Care team, this study aimed to
understand physicians' views as a specific group. This was done for three reasons. First, physicians
were chosen, specifically, because, at the time of the Carfer ruling, MAiD was then referred to as
"physician-assisted dying." Consequently, before Bill C-14, only physicians were allowed to
provide MAID. Therefore, physicians were the first professional group who were asked to deal
with requests for MAiID. Second, even after Bill C-14 was passed and allowed for nurse
practitioners to provide MAiD, we have seen that nurse practitioners are the minority group of
nurses and that not all provinces allow nurse practitioners to provide MAiD. As 0f 2019, physicians
accounted for over 94.1% of all MAiD providers, while nurse practitioners only accounted for
6%.%7 Other members of the Palliative Care team are not permitted to provide MAiD. Finally,

questions around MAID, or other major medical decisions, must involve a physician. As such,

307 However, it should be noted that while physicians may account for the majority of MAiD providers, nurses are

may often be involved in the administration of MAiD, such as placing intravenous lines.
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responsibility and accountability fall to physicians, more so than professionals from other fields.
For example, while nurses and social workers may be intimately involved in patient care and assist
in decision-making, the ultimate decision and responsibility and accountability of that decision
falls to the physician. Therefore, physicians will have different experiences than other professions
involved in Palliative Care. Accordingly, to understand physicians' perceptions and needs and their
understanding of how MAiD has impacted Palliative Care, it was essential to interview physicians
as an isolated group—having a group of one profession allowed for an analysis of trends and
differences across the country. By limiting my study to Palliative Care physicians, 1 was able to
focus my research and analysis, which led to richer data and a more in-depth understanding and

expertise about the perceived needs and challenges of that group.

While this research captures the perceptions of Palliative Care physicians, it has not
included the views or opinions of other professions involved in Palliative Care, such as nursing or
social work. These groups will have different experiences of Palliative Care and MAID as their
relationship with patients and the healthcare system is different. Studies that focus on these other
groups and their experiences, challenges, and needs are required. Having a specific study devoted
to each group is important as the findings will expand the understanding of Palliative Care and
how to support it as a discipline going forward. Consequently, future research should include the
perspectives of other members of the Palliative Care team and other disciplines of medicine who
care for patients who have a life-limiting illness and request MAi1D, as these perceptions may differ
from those of Palliative Care physicians and may result in new findings. As such, a comparative

analysis of the findings of these studies would be worthwhile.
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Other limitations included not having representation from all provinces and territories.
Physicians from Nova Scotia, Prince Edward Island, Nunavut, the Northwest Territories, and the
Yukon did not respond to invitations to be interviewed. As a result, data from the experiences of
physicians in these areas are missing. Also, only two physicians from the Atlantic provinces were
interviewed. Having more physicians from the Atlantic provinces, including physicians from each

province, would lend to more inclusive data.

While physicians interviewed were not currently living in the Northwest Territories, many
had practiced there in the past, did locums, or had temporary contracts throughout the year. While
they could discuss their experiences of practicing Palliative Care in the Northwest Territories,
these physicians were not permanent residents. As a result, these physicians did not have the same

nuanced understanding as physicians who resided and practiced solely in the Northwest territories.

Formal member checking was not included before the write up of this dissertation. Time
limitations precluded this. However, the next stage of this project involves member checking,
which will occur before the results are published in peer-reviewed journals. Members who
participated in the research will be sent copies of the results and asked for feedback before

publication.

Participant Characteristics

Of the 51 participants interviewed, 33 were women, and 18 were men. They hailed from

across Canada, representing every province, except for Nova Scotia.’*®® Respondents varied in age,

308 Physicians from Nova Scotia and Prince Edward Island did not respond to the invitations to participate.
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culture, professional background, years working in health care, and years working as a (specialist)

Palliative Care physician.’”

The majority of physicians (49/51) were between the ages of 30-69, with the median age
being 50 years old. Only two physicians were outside of this age range, with one being younger
than 30 and the other being older than 69. Participants varied in their years of working in health
care and their years working in Palliative Care, specifically. Of the 51 physicians interviewed, 27
had worked in healthcare for over 20 years, 6 for 16-20 years, 8 had been in healthcare 11-15 years,
5 had been working for 5-10 years, and 6 were within their first 5 years of practice. When asked
about their years working in Palliative Care specifically, 11 were in the first 5 years of practice, 9
had been practicing for 6-10 years, 9 had been practicing for 11 to 15 years, 10 had been practicing

Palliative Care between 16 and 20 years, and 13 had been in the field for over 20 years.

The physicians' geographic location varied, with most physicians (66%) residing in

Ontario. Below is a percentile breakdown of where the physicians practiced.

British Columbia (4/51) = 7.84%

Alberta (7/51) =13.73%

Manitoba and Saskatchewan (3/51) = 5.88%
Ontario (34/51) = 66.66%

Quebec (4/51) =7.84%

Atlantic Canada (2/51) =3.92%

399 Any physicians who trained and practiced prior to 2017 when the Royal College of Physicians and Surgeons
accredited Palliative Care as a specialty program with formal training, are not considered to be “specialists.” However,
these physicians specialize in Palliative Care, and it is their sole practice area. The physicians I interviewed are
Palliative Care physicians, and not physicians in other areas who practice Palliative Care.
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Results

The general themes that emerged from the interviews were:

1. MAID is a prevalent issue amongst all Palliative Care clinicians (for those who
provide it as well as those who conscientiously object to the practice);

Access to high-quality Palliative Care is not readily available to all Canadians;
Community and Homecare support are under-resourced and under-funded;
Professional teams and family members are sources of support for physicians; and,
Education in and around Palliative Care is lacking for the public, policy makers,
medical learners (students and residents), and other healthcare professionals.

Pl

Each of these will be discussed in greater detail below. Specific results came from the challenges
identified by Palliative Care physicians that they see as facing their discipline, that they face as
individual Palliative Care physicians and the issues that they find to be most ethically challenging.

As such, some of these themes will be taken up in subsequent chapters in greater detail.

MAiD is a prevalent issue amongst all Palliative Care clinicians

Three years after medical assistance in dying in Canada received royal assent, Palliative
Care physicians continued to struggle with MAiD. Physicians who were morally or practically
against MAiD struggled with it being an accepted practice, and with ongoing requests for MAiD.
Two of the physicians who interviewed indicated that they have (temporarily) left the practice of
Palliative Care because of their discomfort with assisted death. Alternatively, those physicians
who practiced MAID felt alienated by the Palliative Care community. They felt unsupported by
their national governing association, the CSPCP, which published formal statements against the
practice of MAiD and its place in Palliative Care. On the other hand, the national association for

MAID providers, the Canadian Association of MAiD Assessors and Providers, has stated that
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Palliative Care should be involved in MAiD. The question of how the two practices should
intersect is a question that is unanswered due to the divisive views on the issue. The pervasiveness
and complexity of this issue, as well as the divide amongst the Palliative Care community, was
emblematic of the need for further discussion. The sixth chapter of this dissertation will take up

this particular issue and analyze it in greater detail.

Access to High-Quality Palliative Care is not readily available to all Canadians

Physicians argued that all Canadians do not have access to high-quality Palliative Care. It
was suggested that this is primarily due to the location of the patient and where resources are
available. Canadians who live in major city centres such as Toronto or Vancouver are more likely
to access high-quality Palliative Care than those who live in rural areas. Physicians articulated that
those who live in rural or remote areas are less likely to access the care they need due to the lack
of Palliative Care physicians who practice or reside in these areas, coupled with the lack of

community healthcare support, and few healthcare institutions.

The inability of every Canadian to access quality Palliative Care is problematic for many
reasons, with a chief concern being that patients are not receiving a Palliative Care approach to
their end of life care, which may result in poorer quality of life. Now, with MAiD, physicians
worried that a patient's inability to access Palliative Care, and potentially poor quality of life; as a
result, more patients may receive MAiD because they are not able to access Palliative Care.
Because MAiD can be administered by a variety of healthcare practitioners and does not need a
specialist Palliative Care approach, it is more readily available in some areas where Palliative Care

is not. Thus, the absence of quality Palliative Care in all areas of Canada is problematic not only
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because Canadians are not able to have the care they deserve at the end of life, but also because
they may choose MAiD as a means to end their suffering because they lacked access to high-
quality Palliative Care. Physicians wondered if some of the individuals who chose MAiD would
have done so if they had access to Palliative Care, or if they would have had MAID at a later time

if their symptoms were managed.

Community and Homecare support are under-resourced and under-funded

Physicians stated that community or home care support for patients receiving Palliative
Care in their homes is lacking, and needs to be better funded. Participants discussed the need for
more experienced nurses in the home and more hours for nursing and Personal Support Worker
(PSW) support. Several physicians spoke about the discrepancy in pay and benefits for nurses who
work in hospitals compared to those who work in the community. The institutional jobs are coveted
and thus attract the more senior, skilled nurses. As a result, physicians stated that many of the
nurses (not all) who work in the community are newer, younger nurses who typically have less
training in Palliative Care. Some physicians believed that the lack of training and experience
resulted in newer nursing graduates feeling less confident about providing adequate care for
patients with complex palliative care needs. This insecurity, combined with the complexity and
emotional toll of Palliative Care, was why physicians believed that there was a high turnover rate.
Physicians indicated that this high-turnover rate leads to a lack of reliability, which they depend
upon when caring for patients in the community. As physicians are not always able to be in the
homes with patients, they rely on the assessments of the nurses. Several physicians discussed the
poor quality of the assessments from nurses, which was the result of a failure of the coordinators

to hire qualified nursing and home care staff. While physicians were frustrated in their inability to
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trust the community nurses’ assessments, they were cognizant of the fact that the nurses were not
to blame for their lack of skill. Instead, it was the fault of the coordinators or organizations for

putting unskilled nurses in these scenarios or nurses who did not want to work in the community.

Physicians also stated that the lack of funding for nursing and PSW hours is problematic
because very few patients can afford 24/7 care. Consequently, physicians noted that patients are
only allotted a few hours a day of home care (2-4 hours), which leaves them on their own, or the
burden of care falls to family members or friends. This often leads to caregiver burnout and the
need for respite care. Physicians were aware that their patients who do not have family members
to care for them outside of the time that the nurse or PSW is there, often end up in the hospital

because they are unable to care for themselves.

Professional teams and family members are sources of support for physicians

When asked what enabled them or allowed them to continue to practice Palliative Care, the
majority of physicians indicated that it was because they work in supportive professional teams,

and, or, they had a supportive spouse or partner in their lives.

Palliative Care teams often include other physicians, nurses, social workers, spiritual care,
or other allied health professionals.?'° Physicians stated that by working with these team members,
they could take time away from clinical work (for personal or professional reasons) but knew that
their patients were still looked after. These professional teams provided much more to physicians
than clinical coverage. It was noted that these teams were also a source of collegial support;

colleagues with whom the physicians knew shared in and understood their experiences and

310 Allied healthcare professionals include (but are not limited to): dieticians, physiotherapists, audiologist, speech
and language pathologists, occupational therapists, or medical device engineers.
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challenges. Furthermore, physicians relied upon their team members to discuss or debrief patients
or cases, which was a source of support and a way to maintain resiliency. Working in a team means

that often the physician did not feel alone or siloed.

Additionally, many physicians attributed their ability to continue to practice medicine due
to having a supportive partner or spouse at home. It was noted that partners often took on the
burdens that came with homelife (childcare, meals, home maintenance), which allowed the
physicians to work the hours needed to care for their patients. Partners were also a source of "home'

and comfort to the physician; a person they knew they could always turn to for support.

Education in and around Palliative Care is lacking for the public, policy makers, medical
learners (students and residents), and other healthcare professionals

General knowledge around Palliative Care lacks both among the public and (some) other
healthcare providers; this lack of knowledge leads to myths and misperceptions that make the job
of a Palliative Care physician more difficult. Consequently, Palliative Care physicians discussed
the desire and need for increased education and understanding about Palliative Care within society,

at the learner level (undergraduate as well as residency), and interprofessionally.

Physicians discussed problems of the public not understanding Palliative Care, and
equating it with death, dying, or MAiD. Consequently, many physicians stated that due to these
misperceptions, patients and their families are hesitant to have conversations about the end of life
or to have Palliative Care consulted at all. Physicians found that once they engage in conversations
with their patients about what Palliative Care is and could offer them, there was less resistance and

more willingness to have Palliative Care be involved in their care. Therefore, Palliative Care
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physicians wanted a public campaign to educate members in society about what Palliative Care is

and how it can benefit patients.

Many participants argued that education in Palliative Care lacked at all levels in healthcare.
This problem was particularly evident in the lack of Palliative Care in the medical curriculum for
all medical learners. Physicians strongly believed that Palliative Care should be a federally
mandated rotation in medical school for all undergraduate learners, as well as a mandatory rotation
for all residents. This training should also extend to include all learners in healthcare, specifically
nursing and social work. Palliative Care physicians noted that it would be beneficial for all learners
to have mandatory education in Palliative Care so that they can care for their patients better, and
work with the Palliative Care teams in a more collegial manner. If learners are aware of what
Palliative Care is and does, they are more likely to understand when their patients will benefit from
a Palliative Care approach, and thus consult Palliative Care as soon as possible. The lack of
education in Palliative Care will be discussed in greater detail in subsequent chapters as it was
identified as a challenge facing Palliative Care, and improved education in Palliative Care is one

of the proposed recommendations.

Interprofessionally, two themes emerged: that other disciplines are unclear of what
Palliative Care does and that this lack of an understanding results in colleagues from other
professions not consulting Palliative Care for their patients. Physicians noted that these colleagues
are not aware that Palliative Care should be consulted early on as Palliative Care can help to
manage a patient's symptoms early on. Participants complained that all too often, Palliative Care
is only consulted in the last hours or days of a person's illness, at the point of which it is often too
late for Palliative Care to make any significant difference in the patient's quality of life. Palliative

Care physicians expressed the need for their colleagues in other specialties to understand what
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they do so that they would be consulted earlier; not only to offer Palliative Care to the patient
earlier but to be able to care for the patient alongside the other specialties and create more of a

seamless transition when the patient did reach the end of life.

Conclusion

The purpose of this study was to understand the perspectives of Canadian Palliative Care
physicians on the challenges that Palliative Care faces, and particularly those challenges resulting
from changes in the medico-legal landscape brought about by the Carter ruling. Through
interviews with 51 physicians, the study collected data that was used to make recommendations
about changes in systems and policies that would support the improvement of Palliative Care in
Canada. The reader will see that many of the themes addressed in this chapter are taken up in
subsequent chapters where I discuss the challenges facing Palliative Care and its physicians, the
intersection of MAiD and Palliative Care, and what changes need to be made going forward to

support Palliative Care and the physicians who practice it.
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Chapter 6: Understanding Palliative Care in Canada and the Physicians who
practice it

Introduction

To understand how to support Palliative Care in Canada, it is important to understand who
the physicians are who practice it, as individuals within their own context. This chapter will
introduce some of the Palliative Care physicians who practice in Canada. Understanding who these
physicians are, both as individual people, and as Palliative Care physicians, is essential because it
contextualizes their perspectives on the current state of Palliative Care, the issues it is facing, and
what changes need to be made to support the discipline as a whole.

In their interviews, physicians spoke about how they came to practice Palliative Care, what
Palliative Care means to them, the challenges they see facing the practice of Palliative Care, and
the challenges they face as individual physicians. Participants also highlighted the philosophical
and ethical issues that they encountered within their practice of Palliative Care, focusing on those
they considered to be most troublesome.

Having an understanding of the physician’s nuanced perspective on these issues is critical
to understanding the changes that need to be made, and proposing recommendations that will
support Palliative Care in Canada, as these physicians see the day-to-day effects of changes or
inadequacies in the current system. The voices of these physicians were taken seriously. They were
integral in the recommendations made in chapters 6 and 7 on how Palliative Care and MAi1D should
intersect and what systems and policy changes need to be made to improve Palliative Care in

Canada.
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How did they come to practice Palliative Care?

Many of the physicians interviewed did not start their medical practice in Palliative Care.
As such, in their interviews, physicians spoke about how they were introduced to the field. The
stories about how physicians came to practice Palliative Care were unique, personal, and reflective;
every physician had a story about something that changed them and their career trajectory, either
in general or in medicine. Of the 51 physicians interviewed, just under half found, or went into,
Palliative Care after training in family medicine. The other physicians came from varying
backgrounds, ranging from teaching high school, obtaining a Master’s degree in Public Health,
Anthropology, or Divinity, Hospital Administration, working with Human Immunodeficiency
Virus /Acquired Immune Deficiency Syndrome (HIV AIDS) patients, having battled cancer
themselves, volunteering at the Royal Victoria Hospice, Nursing, Physiotherapy, completing an
MD/Ph.D. program in Neuroscience, working in Internal Medicine, Oncology, Hematology-
Oncology, Pediatrics, Obstetrics, Gynecology, Geriatrics, Ophthalmology, Psychology, and
Emergency Medicine. How each one of these physicians discovered or learned about Palliative
Care and came to practice the specialty is personal.

Many of the early Palliative Care physicians started practicing in this area because of an
experience with a particular patient whose illness perplexed them, yet to whom they had committed
to caring. Consequently, the physicians mustered the courage and sought help and the requisite
resources to learn about how to best care for their patients. Recall that Palliative Care was only
introduced to Canada in the 1970s when Balfour Mount brought his learnings to Canada after
training with Cicely Saunders in England, so it is a relatively new specialty. For that reason, any
physicians who were contemporaries of Mount were learning about how to care for dying patients

as they practiced. A common phrase that was used amongst physicians who started practicing
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before 2000 was that they learned Palliative Care "on the job" because “always, it’s your patients
who teach you.”*!! These physicians looked after patients who were dying from various illnesses
and taught themselves how to provide appropriate care. Importantly, they sought help from other
colleagues along the way. One physician, while practicing in the early 80s treated, a young man
who with presented with symptoms of Kaposi's sarcoma or Pneumocystis carnii pneumonia (PCP)
(now known as HIV/AIDs). Not having an understanding of how to treat this illness, he told his
patient that he could refer him to another clinic that was known for treating patients who had PCP.
However, the young patient trusted his physician and asked him if he believed that the clinic would
care for him better than he could. The physician said 'no,' and said that he would care for him if
that is what he wanted. The patient stayed under his care, and the physician sought help from
another colleague who was also starting to practice Palliative Care. The two Palliative Care
colleagues collaborated to care for this young man at the end of life.’!? Together, they learned
about PCP and how to care for patients with similar illnesses, and who were dying.

Another physician shared an analogous story. In her early days of practice, this physician was

faced with a patient's illness that she did not know how to treat.

So, in about 1983, I had an encounter where I was looking after a patient with progressive metastatic melanoma.
She was one of my family practice patients. And I had no clue how to look after her. So, typically everything
starts around a patient. And so, 1 did look after her, establishing connections with other teams ... like, a
pharmacist in the community, for instance, working with someone who could start an IV in the home. We had
no home care back-up. So, I had to get permission from one of our hospitals to borrow equipment and supplies
and take ... because you couldn't order it anywhere — those kinds of things. And through that working, we had
to establish a hospice team for this patient.... I worked just basically learning by osmosis because there wasn't
any fellowship at that time unless you went to England and worked for Cecily Saunders.3'?

31 Interview 16.
312 Interviews 3, 16.
313 Interview 34.
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This physician went on to explain that once she had learned more about Palliative Care that she
contacted colleagues and offered to assist them with their patients. She said, "Look, I've done this
work. If you would like help with any of your patients, please contact me." Once she had done
this, two fellow physicians (an oncologist and a general practitioner) contacted her to help them
care for the patients with terminal illnesses in the community.3'

Other physicians told similar stories about a patient who was dying or had a life-limiting
illness in which they were unfamiliar;3'> however, despite not knowing how to treat their patient,
the physician had committed to caring for them. In order to do this well, they sought education or
training about how to best care for the patient and how to mitigate their suffering. They did not
turn away from something that they did not know how to manage; instead, they sought out the
resources needed to care for their patients at the end of life. Once these physicians learned how to
care for patients with unusual or uncommon illnesses, they trained other physicians. Palliative Care
was, and still is, a collaborative practice where physicians teach each other how to care for patients
who have life-limiting illnesses.

The younger generation of physicians spoke about how they worked with a senior Palliative
Care physician (during a rotation or elective during medical school or residency) who showed

them what Palliative Care was and how patients and their families benefited from it.

I went through medical school and medical training; that we didn’t really talk about death and dying. When I
was in residency, I always thought I would do family medicine. My first weekend in residency, | was working
with (senior physician), and I went and saw a patient who had ALS and died that weekend. It was my first
experience with providing palliative care in the community. And I was just struck by how I was welcomed
into that home, and how it was so personal and how even though we saw this patient twice, I had such a big
impact on the family. And so, those are the kind of experiences over time that build up, and that’s why I
decided I wanted to go into palliative care.?'

314 Interview 34.
315 Interviews 27, 50.
316 Interview 47.
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From this story, it is apparent that a prominent reason why physicians came to practice Palliative
Care was because of a patient. While the older physicians entered the field because they had a
patient whose illness perplexed them, the younger generation became Palliative Care physicians
because they saw the impact that the practice of Palliative Care had on patients and their families.
For both generations of physicians, it is the experience with patients that made them want to be

Palliative Care doctors.

What does Palliative Care mean to the physicians who practice it?

For Palliative Care physicians, their specialty is not just about death and dying; rather, it
is about living well and improving quality of life. To them, it means supporting patients in living
their best life (as the patient sees it), focusing on caring for the patient as a whole, and not just the
disease or organ. It means helping the patients to live fully even with the recognition that their
death is “...in the present tense.”*!’

When asked what Palliative Care means to them, almost all physicians (49 of 51) provided
an individualized definition — ones that departed from or expanded on the commonly accepted

definition from the World Health Organization (WHO). One physician offered the following

definition of what Palliative Care meant to them.

I think of somebody falling, and you can't stop them from falling, but you can hold them as they fall. That's
what I think of when I think of palliative care. All you can do is hold them and not drop them. It doesn't mean
that they're not falling. It doesn't mean that it's not scary or, you know, there aren't really difficult things along
the way, but you're there. You're accompanying them, and whatever you can do to make it easier, you make it
easier. To me, that doesn't include dropping them. And, you know, it doesn't include pushing them ... For me,

317 Interview 46.
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you cannot make it go faster, but you can do everything in your power to make it easier. And you can be with
them. I think that's a primary thing; it is not abandoning. You're with them.3'®

This image conveys the intention of Palliative Care; that it cannot stop death, prevent it from
happening, or even slow it down, but it can be there with the patient through their journey. It can
do whatever it can to make dying easier, less painful, and a little easier. Palliative Care walks
alongside the patient throughout their journey and never abandons them.

Physicians are well aware that while Palliative Care is non-curative, it can change the trajectory
of an illness by helping patients to live better or even longer. Of the 51 interviewees, 36 spoke to

this idea.

At its most fundamental level is care that is directed to the patient irrespective of its impact on the patient's
duration of life and so the most simplistic explanation I use when teaching is that if you have a 2-year-old with
an ear infection, and you prescribe antibiotics that’s a curative approach when you prescribe Tylenol that's a
positive approach because it doesn't change the ear infection, but it does make the quality of their life better
during the ear infection."”

I think the bottom line for Palliative Care is making the journey, not necessarily the end of the journey, but
making the journey more comfortable ...It's about a smooth ride, basically.3?

Another theme that emerged from the definitions that Palliative Care seeks to care for the entire
person and "their circle."**!

It means addressing suffering to me. So, in all its domains as Dame Cicely Saunders kind of wrote. So, pain
and all physical symptoms, of course. The psychosocial and spiritual aspects of suffering as well. It means
having conversations about it... you know, about what's happening and what's going to happen. It means not
only addressing the patient's needs but addressing the needs of his or her circle of care — family, friends,
supports. It's all the people involved in the care, it's dealing with their aspects to a ... not only a system and
caring for the ... for the patient, but assisting them with everything that they're going through during this phase.
So, it's really that focus on all aspects.’?

318 Interview 32.
319 Interview 9.
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321 Interview 16.
322 Interview 16.
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21 of 51 of the physicians said that Palliative Care includes caring for the patient's family (or their
chosen family) or whomever they have decided to have in their circle of care. Addressing the needs
of those who are involved intimately with the care of the patient is part of what Palliative Care
does. This interpretation lends itself to the commonly accepted understanding that Palliative Care
is whole-person care; it means caring for the patient in their entirety and not just their illness, which
includes their loved ones and those most important to them. While Palliative Care may not provide
medical care to "the circle," it recognizes the patient's illness in the context of their circle and
works to provide unique and innovative ways to meet the patient's care needs.

These definitions provided are particularly interesting because they represent a shift in
mentality of physicians from 2016 to present day. Palliative Care physicians who were interviewed
in the study on the “Impact of the MAiID Ruling on Palliative Care Physicians,” in 2016
predominantly listed the WHO definition of Palliative Care.’*®> However, in 2019, only two
physicians referred to it. Thus, we see an evolution in the responses given by physicians,
particularly those who participated in both the 2016 and 2019 studies. The same physicians who,
in 2016, offered definitions that resembled that of the WHO, gave very different, and much more
personal definitions in 2019. A plausible hypothesis for this change is that the introduction of
MAID has led Palliative Care physicians to rethink what Palliative Care means to them. This is
indicative of the fact is that the practice of Palliative Care is not a static or impersonal; rather, it

evolves over time and with the experiences of the physicians who practice it.

323 Woods and O’Donnell et al. “Uncommon Bedfellows: New Insights into the Complex Relationship between
Palliative Care and Medical Assistance in Dying.” Canadian Bioethics Society Conference. Montreal, May 25, 2017.
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What are the challenges facing Palliative Care?

Each physician described their understanding of the challenges that Palliative Care, as a
discipline, faced. Physicians raised (approximately) seventeen challenges, which are highlighted

in the table below.

Challenge to Palliative Care # Physicians
who cited this
challenge

Lack of (funding for) homecare/community resources 26

General misperception and misunderstanding of what Palliative Care is/does 13

Not enough trained Palliative Care physicians to do the work 11

Medical Assistance in Dying (MAiD) (varying issues) 10

Fragmentation/ lack of Palliative Care services across Canada 10

The need for Palliative Care to be integrated with other specialties/ the need for other specialties | 9
to have basic competencies in Palliative Care
We live in a death-denying society/ there is a stigma around death and dying 8
Lack of funding for Palliative Care in general

Insufficient training in Palliative Care for learners (including a lack of residency spots) and other
healthcare providers

Palliative Care (as a discipline) missing opportunities to advance

Not having seamless care or transitions between specialties or institutions

Patients sent to hospice or Palliative Care units who are not actively dying, or near-death

Caring for marginalized and vulnerable populations

Other specialties not respecting Palliative Care (regarding it as “soft” medicine)

Patients being deemed “palliative” or “non-palliative”

Specialist Palliative Care versus Palliative Care that is provided by Primary Care physicians (lack
of a standard)

Dying at home is not always feasible 2

o]
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The five most commonly discussed issues facing Palliative Care were:

1) the lack of funding for home care or community resources;

2) the widespread misperception or misunderstanding of Palliative Care by the public and even
other colleagues;

3) the lack of Palliative Care specialists to do the work;

4) Medical Assistance in Dying, as well as (4b) the fragmentation of Palliative Care services across
Canada; and,

5) the need for Palliative Care to be integrated into other specialties.
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Each of these will be discussed below.

Lack of funding for home care and community resources

The lack of funding and resources for home care and community care was the most reported
challenge that Palliative Care, as a discipline, faces. Physicians recognized that while many people
die in institutions in urban areas, most are cared for throughout much of their illness at their home,
with only episodic admission to hospital. Moreover, when asked where they want to be cared for,
most patients state that they want to be cared for in their homes. Therefore, Palliative Care relies
on caregivers (family and friends), nursing staff, and personal support workers (PSWs) to look
after patients who remain in the community. However, due to the complexity of patients who have
life-limiting illnesses or who may be at the end of life, physicians noted the need for experienced
nurses and PSWs in the community. Several participants noted nurses and PSWs who work in
institutions like hospitals and hospices are paid more than their counterparts who work in the
community.3?#32> Therefore, it is unsurprising that those who have more experience and seniority
often gravitate towards the more lucrative positions, leaving the community positions to be
accepted by new graduates or those who have less experience. It is the perception of physicians
that some the nurses and PSWs who are in the community are less experienced and have less of
an understanding of how to adequately care for patients who are dying or have life-limiting
illnesses than their senior or more experienced colleagues. To have inexperienced caregivers
working in the community with patients who require Palliative Care is worrisome because these

caregivers are less comfortable, and at times scared, with caring for individuals with complex

324 Interviews: 10, 30, 44, 45.
325 Some physicians cited this difference in pay was as much as 40%.
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healthcare needs on their own. Unfortunately, the result is a high turnover rate, and patients who

have complex illnesses continue to be treated by new, less confident nurses and PSWs.

...in terms of resource allocation, in terms of effort and energy and financial support and all those things, we
are not meeting the needs of people at home, to be at home. We are asking them (PSWs and caregivers) to do
the things that are sometimes somewhere between a real stretch and downright dangerous in terms of their
capacity to administer medications and to really make personal decisions ... we have really, really undervalued
the role of PSWs health care system. We pay them poorly. They are by and large people who deal with new
arrivals in some way, shape, or form ... They do as much or more of the work that allows people to be at home
as any clinical person.3?

Therefore, in order to retain experienced caregivers in the community, they must be paid
competitive wages to what they might earn in an institutional setting. In addition to paying
community nurses and PSWs, higher wages, the health care system must train and hire more as
the demand for community care is high. Currently, most patients are allotted one to three hours
(maximum) of nursing or PSW support each day.*?” However, as patients still require care for the
remaining hours of the day, the responsibility falls to family or friends, or in some situations, just
the patient. One physician described a common problem that patients face when they choose to

remain at home.

Okay, if you got really, really sick, where would you want to be at the end of your life? So, most people said
home ... But now you can't make that happen because you can't get a Palliative Care nurse to pick up that
patient, never mind a doctor. You can't get a nurse. And PSWs, forget about it. There's not enough PSWs in
the system. They're all looking after the bridge to long-term care ... So, when they're going home or if they go
to a retirement home, sometimes the retirement homes alert the family and say, "Well, we can take them home,
but we need 24-hour PSW." So, that sucks a tremendous amount of resources out of the system. So, that's a
problem, delivery. And if you're in a rural area like (identifying name). I've got one guy who's incontinent, but
we can't even get him one PSW visit a day. So, he lays in bed until the PSW comes. Sometimes she comes
about 12:30. He cannot get up on his own. Once he gets up, he can walk with his walker and ... And he's lying
in his own excrement. But he wants to be at home. So, in rural areas, it's even tougher to get the resources that
you need to make it possible.3?8

326 Interview 30.
327 Interview 32.
328 Interview 34.
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Caring for patients with complex needs (like the one mentioned above) requires skilled, confident
practitioners. The physicians recognized that there are experienced nurses and support workers
who stay in the community they do so because they are dedicated to working with patients who
require Palliative Care. However, these workers are doing so at a financial cost as it is known that
they could have a more lucrative career if they worked in an institution. The irony is that it is the
nurses and PSWs in the community, the ones who are paid less, are the ones who are saving our
healthcare system money.*? While there is a population of Palliative Care patients who require
hospitalization because of the need for expertise, technology, and 24-hr care, many patients can be
cared for in the community. A skilled workforce that is paid adequately would support the care of
patients in the community. As such, our healthcare system would be better served if more
resources were given to support patients in the community, in order to keep them out of hospital
(as long as possible). It can be presumed that if community caregivers are paid more, the retention
of skilled workers will increase, and turnover will decrease. Later, it will be suggested that an
investment in home and community care will benefit patients, but will also benefit the healthcare

budget and system overall.

General Misunderstanding of Palliative Care

Palliative Care is widely misunderstood by those who do not practice it. Physicians
interviewed discussed the widespread misunderstanding of Palliative Care by the general public
and physician colleagues who practice other specialties. The lack of understanding by both groups

presents a challenge to Palliative Care.

329 Interviews 35, 38.
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Physicians told stories of patients or patient's families being afraid of Palliative Care, and
believing that Palliative Care was only for when there was no more hope, or that they were in the
last few days of life. The patients or families used phrases that simultaneously represent their fear
and misunderstanding. For example, "grim reaper" or "bringer of doom and gloom" were often
cited by physicians regarding how their patients and families viewed them. These physicians want
the public, and their patients, to understand that Palliative Care does not mean that patients will
die tomorrow, and it is not (always) equivalent to end-of-life care. Physicians interviewed want
everyone to understand that when Palliative Care becomes involved with them or their loved ones,
it does not mean that other specialties have given up or that patients will just be given high doses

of opioids.** Physicians articulated these misperceptions:

People are so scared of us because they think it means you are going to die tomorrow, and it's like, "No."33!

The image of Palliative Care being end of life care, that's a big challenge. You know, when all hope is lost,
when nothing more can be done, when ... I had a patient say to me just a couple of days ago, "Doc, the cancer
clinic has given up on me, so all I have left is Palliative Care."3*?

One physician retold an experience with a member of the public when discussing MAiD and
Palliative Care and how the two are viewed as equivalent.

"Well, that's the same thing. You just give people morphine, and they die." So that's the public understanding

of Palliative Care: you give people morphine, and they die.*3?

These common misunderstandings have triggered physicians to advocate for a public campaign to

educate about Palliative Care; about what it is, what it is not, how it can support patients and

30 Interviews 7, 8, 11, 15, 22, 25, 31, 37, 38, 40.
31 Interview 38.
332 Interview 25.
333 Interview 40.
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families, and how it can help patients to have a better quality of life. Physicians want the public to
understand that Palliative Care means, "really good care" and "excellent, whole-person focused

care."** Physicians want their patients and families to know that Palliative Care is about,

...living well, helping with symptoms, helping families, letting people hopefully do better and hopefully live
longer, and that it's not about stopping things and taking everything away and giving morphine. 33

Many physicians have attempted to address this misunderstanding when caring for their patients.
One physician disclosed their personal strategy for educating their patients about what Palliative

Care is and can do for them.

[ usually tell my patients, "Listen, I'm a palliative care doctor, and I have two jobs, one of my jobs is pain, and
symptom management and I will improve your quality of life, and you'll be able to live better with this disease,
and the other part of my job is end-of-life care. Now we can talk about this one, and we can talk about the other
one when you're ready," and to me, that works because at least I'm honest about what we are providing.>3

The challenge of the widespread misunderstanding of Palliative Care is a barrier to patients
wanting and accepting it from Palliative Care clinicians. If the public is afraid of Palliative Care
because they misunderstand it, it creates an impediment to patients and families seeking Palliative
Care earlier in the trajectory of their illness and really missing out on the opportunity for excellent
care.

The same is true of colleagues in other specialties. Of the 13 interviewees who spoke about
the misperception of Palliative Care, 8 addressed the collegial misunderstanding and

misperception of their specialty; that physicians and healthcare workers in other specialties

34 Interviews 7, 31.
335 Interview 40.
336 Interview 11.
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misunderstood Palliative Care. Some of the responses heard were that physicians in other
specialties viewed Palliative Care as paramount to "being nice and just talking to people,"?’7 or
withdrawing treatment and "giving up."3** Physicians discussed their frustration with collegial
misunderstanding of their specialty when colleagues would deem patients as "palliative" and
would stop all treatments such as transfusions, IVs, or BiPAP (Bilevel Positive Airway Pressure
machine) because they were non-curative and considered to be futile for a patient who was
"palliative." One participant spoke of their hospital being the only one that would provide blood
transfusions to patients who were being seen by Palliative Care because the transfusions would
allow the patients to feel better and improve their quality of life. However, it was noted that if this
same patient was seen by other specialties, the transfusions and other treatments that improved his
quality of life were halted because he was “palliative” and that they would not "cure" him.***
Several participants expressed frustration at the use of the terms "palliative" and "non-palliative"
to describe patients, as they imply that there is a scale or metric to determine when a patient has
officially become "palliative” which often means, by other specialties, that the patient is actively
dying, or they feel that there is nothing else they can do. Physicians articulated their exasperation

with this identification of patients.

...this notion that someone is palliative or not palliative runs rampant ... no one really appreciates The WHO
definition a palliative care, which is an approach, not a timing and disease or trajectory.*

... People still refer to our patients as "palliative patients"... it distinguishes this fine line between where a
patient was and where they are now.*!

37 Interview 25
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339 Interview 2.
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119



What is problematic with the stark classification of someone being "palliative" usually means that
treatments are stopped, and other specialties consult or refer to Palliative Care too late, and only
when the patient is actively dying. If this means of identification was less pervasive, and other
specialists understood what Palliative Care is, and that it can help any patient with a life-limiting
illness to live and die better, then Palliative Care would likely be consulted earlier on. By helping
colleagues to better understand Palliative Care (discussed below) then patients would receive care
that improves their quality of life, and that Palliative Care physicians would be consulted earlier
in the patient's illness, and not only in the last hours or days. This change would improve not only
the collegial understanding of the specialty but also the quality of care and life of patients who
have life-limiting illnesses. Many Palliative Care physicians interviewed believed that, “... if
society truly understood what it [Palliative Care] was and what it was intending to offer, they

would be mobilizing more to demand it.”’3#

Not enough Palliative Care physicians to meet the demand

The third most cited challenge that Palliative Care faces is the lack of trained physicians
who specialize in Palliative Care. Physicians are acutely aware of the need for more physicians to

" "avalanche" or "boomer

be trained in Palliative care in order to care for the looming "tidal wave,
bulge" of patients that is coming.?* With the "baby boomers” approaching later stages of life,
physicians anticipate that there will be an increase in the number of patients with terminal illnesses

or who will be needing end-of-life care. Participants noted that there is an inadequate number of

physicians needed to serve even the current demand, and that we will certainly not have enough

342 Interview 31.
343 Interviews 5, 34, 40.
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physicians to care for the increased patient population that will come in the coming years. What is
needed is more physicians who want to do the work, and want to do it well, and to become
Palliative Care specialists, soon. The message from physicians was clear: Palliative Care is in
desperate need of people who want to do the work, and who want to do it well. One physician
articulated this clearly: “We need more docs that are willing to do Palliative Care and do a good
job of it with us.”* Palliative Care needs more physicians who have the passion and wherewithal
to enter the field.

One problem lies with attracting physicians to want to train in Palliative Care. Physicians
recognized that it is difficult to recruit new physicians to the field. The phrases, “Not enough
people willing to do it” or “How do we recruit into Palliative Care?” or “There is not enough
funding to make it attractive” were commonly heard. However, the speculated reason for why new
trainees are not entering the field, and the difficulty in making the field more attractive, is very
similar to the problem facing the shortage of skilled homecare and community staff: adequate
allocated funding from decision-makers. The unfortunate reality is that while many physicians
enter this field because it is a calling, they do so at a financial cost. One physician stated that in
choosing Palliative Care, many physicians are "taking a $200,000 a year hit to become a Palliative
Care doctor," and that while many are willing to take a "20, 30 or even $40,000 hit" that a financial

cut of $200,000 is too much for many physicians to fathom.**
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Medical Assistance in Dying (MAiD)

Several Palliative Care physicians cited MAID as a challenge for their discipline. Interestingly,
of the physicians who listed MAiD as a challenge, only two discussed it from the standpoint of
conscientious objection and viewed the practice as morally problematic.**® The majority of
physicians worried that patients would opt for MAiD due to their inability to access adequate
Palliative Care, or that patients would misconstrue Palliative Care for MAiID and that the lines
between the two specialties would be blurred. This misunderstanding highlights the worry that
physicians had around how MAID and Palliative Care would and should coexist.

A prominent concern expressed was that MAiD would become a default option for patients who

did not have access to (high-quality) Palliative Care, e.g., rural areas.

...if we can’t provide high-quality care in the locations that people want to be, that allows them to feel like
they’ve achieved a quality end of life...to achieve a quality end of life experience, that is going to drive: “Well,
what are my alternatives?” “Well, you can die earlier if you want.”3#’

The concern of patients choosing MAi1D due to a lack of (high-quality) Palliative Care was a worry
amongst physicians, no matter where they fell on the spectrum from conscientious objector to
conscientious provider. Those who provided MAID wanted to ensure that it was a true choice, that
their patients had access to Palliative Care, and that MA1D was not a default due to lack of access.

For patients that did have access to Palliative Care, physicians worried that the general

346 This is a shift from the responses in 2016, when many physicians interviewed had moral concerns or reservations
about MAID. A potential hypothesis for this shift may be due to the timing of the interviews, that in 2016 physicians
were interviewed before Bill C-14 received Royal Assent, whereas, by 2019, MAiD had been legal in Canada for
almost the years. The time between the two sets of interviews has allowed for legislation around MAiD to become
clearer, and perhaps for physicians to become more comfortable with the practice knowing that they would not be
legally or professional forced to actively participate in MAiD, or that other concerns around the practice overshadowed
their moral concerns.
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misunderstanding around MAiD and Palliative Care might cause some patients to think that MAiD
would be forced upon them rather than something that must be initiated by the patient.>*®
The worry around the misunderstanding between MAID and Palliative Care lends itself to the

question of how the two practices should intersect. What should the relationship be between MAiD

and Palliative Care? One physician articulated this concern.
