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Tomorrow’s historians will find rich veins of meaning in the crush of narrative and
counter-narrative that swirl around Canada’s controversially named “Medical Assistance in
Dying” (MAID) regime. Expanded in March 2021 to authorize medical practitioners to
administer euthanasia or suicide assistance to disabled persons who are still very much alive and
in no way approaching the end of their natural lives, the regime has been championed in public
policy debates as progressive and humane. Such glowing accounts, however, gloss over the near-
unanimous protest and warnings of the Canadian and international disability rights sector —
protest and warnings as of yet, unheeded. Future historians will have to probe well below the
surface veneer of MAID to offer an accurate rendering of disability rights opposition, which,
although vigorously discounted as hyperbolic and irrational, has instead been substantive,
consistent, principled and evidence-based.

Whose voices will prevail when the story of MAID is written? This special issue of the
Canadian Journal of Disability Studies argues, not surprisingly, for disabled voices to be heard
with resounding force. To this end, we have assembled in this volume testimonial statements
entered into the parliamentary record by disabled and disability-aligned citizens immediately
prior to a radical and — as argued in these texts — discriminatory, expansion of MAID law and the

regime it authorizes.



Although these testimonial urgings did not ultimately register with a majority of
lawmakers in the 2021 legislative assembly, their value and weight extend well beyond the
immediate context of their once-only utterance in a hostile legislative committee room. They are
embedded in a parliamentary moment that has passed, but a moment that continues to
reverberate in life-or-death outcomes for disabled Canadians. They have a place in our history, a
place of continued relevance to our present, and perhaps most consequentially, a place of
strategic importance to our future.

Of course there is no fixed boundary between the past, considered the domain of history
and its chroniclers, and the present, the domain of what has been called “a disorderly straggle of
memoirists and journalists.”* But within that disorderly straggle are everyday citizens who
venture to speak on the record in legislative processes of democracy, and for those citizens, there
are present moments which feel very much to have history’s ear. Capturing the words brought
contemporaneously to those moments is, especially in volatile circumstances, “a technical
necessity to rescue and preserve evidence for future historians.”?

Responding to that necessity, this volume of CIDS carves out a distinct place in the
Disability Studies canon for the five-minute entreaty. Situated along the continuum between
scholarship and journalism, each of the testimonial statements reproduced in this volume chips
away at the ableist and eugenic underpinnings of a law that claims to be rights-affirming at the
same time as it effectively renders disability and disabled lives dispensable.

Selected for their range of expressive styles and perspectives, the submissions you will

read in this volume provide glimpses into a much larger body of evidence in favour of

returning Canada’s MAID law to its original 2016 formulation — a narrow exemption to

the Criminal Code prohibitions against homicide and assisted suicide, authorizing



physicians and nurse practitioners to take active measures to cause the death of only
consenting adult patients for whom natural death is “reasonably foreseeable.” Each
entreaty takes on a different angle arguing against the expansion of Canada’s regime for
Medical Assistance in Dying. Some are deeply rooted in discourses of disability studies,
anti-oppression, human rights and theories of ableism and equality; others draw from
groundings in everyday ethics and fairness, or from expertise in law, philosophy,
suicidology, medicine and psychiatry. Most, if not all, are informed by intimate
connection to the worlds of disability and mental illness,? either through lived experience,
extensive front-line service, or bonds of family connection. Taken together, they capture
the complexity and nuance of a critique of MAID expansion beyond the end-of-life
context — a critique that places disability at its centre.
The evidence and arguments that you will read in these pages have struggled to be heard through
the cacophonous roar of partisan politics and ideological rhetoric that have dominated our
national conversations about MAID expansion over the past three years. They are presented here
to inform and invite critical dialogue about what MAID, and in particular its 2021 expansion,
does and does not offer to the project of disability liberation. As authors and contributors to this
issue, we dare to hope as well that collectively, our words will forge a marker for history,
inscribed with urgency before the norm-bending effects of a state-sanctioned eugenic law imprint

themselves more fully and indelibly upon the Canadian psyche and ethos.

I. Setting the Scene

The Joint Committee on Medical Assistance in Dying was established by Parliament in
April 2021, pursuant to a requirement in the 2016 law that called for a review of its provisions

“at the start of the 5™ year™* after its enactment. Although Parliament may have technically met



the legal requirement for its launch of MAID’s promised 5-year review, the bulk of the
Committee’s work was compressed into a 12-week period between September 2022 and
February 2023°, owing to multiple delays and adjournments for a federal election and various
lengthy recess periods. It was during these 12 weeks of active Committee work that each of the
entreaties in this volume was authored and presented.

Despite its compressed and rushed process, the scope for the review was extremely
ambitious. The Joint Committee was mandated to consider “the provisions of Canada's MAID
law and its application, including but not limited to issues relating to mature minors, advance
requests, mental illness, the state of palliative care in Canada, and the protection of Canadians
with disabilities.”®

Witnesses appeared before the Committee by invitation only, with generally little more
than one week’s notice. They were assigned to one-hour panels focusing on one of the five topic
areas and featuring three or four witnesses, each of whom were given five minutes to make an
opening statement. Time limits were rigidly enforced, with witnesses frequently interrupted mid-
sentence and told to wrap up. After witnesses presented their prepared testimony, Committee
members would pose questions in small units of time allocated to each member. Witnesses might
have the opportunity to augment their five-minute statements when called upon to answer
questions, but panels were typically configured with witnesses from both sides of the debate.
This meant that members could choose to direct all of their questions to witnesses whose views
mirrored their own. The sessions were simultaneously translated in English and French, live-
streamed on Parl\VVu’ and transcribed as part of the evidentiary record reported on the

Committee’s website8.



Appearing before the Committee was a high-stakes venture. Each witness who testified
was privileged to do so, and in most cases mindful that theirs would be one of a few voices
among many who desired to be heard. At the same time, each of the contributors to this
collection was mindful that they might be ruthlessly interrogated by a majority of Committee
members who had publicly declared their support for MAID expansion and their hostility toward
those who held an opposing view. Contributors chose every word carefully, recognizing they
risked being challenged as hyperbolic or irresponsible.® They arrived for their appointed five
minutes prepared to substantiate everything or be publicly disparaged. Reasoning and logic were
distilled to their most minimal expression and calibrated to individual capacities for rapid but
intelligible speech.®

These conditions alone would be sufficient to establish the five-minute entreaty as a
demanding and rigorous form, but the 2022 MAID entreaties compiled in this issue of CIDS are
exponentially more complex. Each of these submissions actively builds from and in many cases
layers in historical threads that are critically relevant to understanding why the expansion of
MAID beyond end-of-life is inherently eugenic and discriminatory and how it runs counter to the
principles of substantive equality at the heart of Canada’s Charter of Rights and Freedoms.

The historical threads that converge in Canada’s MAID debates are deeply rooted in
generations of disability resistance and struggle. As American activist Carrie Ann Lucas
observed, “Disabled people have been fighting for the right to exist since the beginning of
history.”*! The project of fleshing out the antecedent conditions, proclivities, alliances and events
that constitute the backdrop for these entreaties is of course beyond the scope of any single
author or chronicle. This limitation notwithstanding, the remaining sections of this introductory

essay gesture toward the layers of MAID history that give these entreaties their full resonance.



1. BEFORE MAID: Undercurrents and Rogue Waves

Government messaging about MAID expansion, from rank-and-file bureaucrats to
cabinet ministers and the Prime Minister himself, have quite effectively branded MAID
expansion as fully compliant with the constitutional protections of the Charter, and in fact
inevitable, given the obligations of equality.'? This messaging is entirely consistent with ableist
and colonial discourses of the western neoliberal project, and for that reason alone merits precise
and deliberate unpacking. It must also be said that this messaging resonates strongly with that of
a powerful lobby of expansionist support that situates Canada’s expanded MAID regime as
ahistorical and apolitical, and its logic as natural. But as will become evident in this collection,
witnesses before the Joint Committee were insistent that the actual record of our law’s origins be
surfaced, and further, that the Committee’s deliberations on “the protection of Canadians with
disabilities” take honest account of how ableism and eugenic ideologies shape the present reality

of disabled people’s lives in this country.

A. In The Shadow Of Eugenics

The global 20th century project of eugenic world-building has deep roots in Canadian
history, and to approach contemporary debates about state-sanctioned death-making without due
acknowledgement of this truth would be reckless in the extreme. Scholars like Strange and
Stephen have made clear that Canada’s eugenic past was decidedly not a “gentler version of its
American counterpart”? and that eugenic innovations in public health and public policy were
sweeping and enjoyed widespread mainstream acceptance. Eugenic approaches were endorsed
and promoted by leading progressive figures in politics, medicine, religion, philanthropy and the
academy. Regulatory and legislative measures in immigration, healthcare and education

embraced eugenic “solutions” which included deportation, incarceration, involuntary



sterilization, and the forceful abduction and assimilation of children. At the heart of all of these
efforts was a determination to manage, contain and eliminate “problem people: criminals,
prostitutes, paupers, [indigenous and racialized populations], immigrants and persons judged
mentally and physically subnormal.”* In the wake of the second world war, eugenic rhetorics
became somewhat muted, but numerous cruel and oppressive practices continued.*® As Alison
Bashford concludes, “eugenics more correctly waxed and waned than disappeared.”*6

Although some have argued that the eugenic era is a now-distant and firmly closed
chapter of Canada’s history, it must at least be acknowledged that our eugenic past is within
living memory, and that memory shapes consciousness in different ways. For disabled activists
and scholars imprinted with knowledge of that history, the echoes of eugenics in Canada are still
fully alive and critically relevant to any conversation about a state sanctioned regime for
euthanasia and assisted suicide. We hear those echoes in the ways in which MAID enthusiasts
disparage and demean our bodily conditions and styles of function,'’ and the ways in which our
fellow citizens extol the benefits of MAID as a remedy to “help overcrowding hospitals, lower
funding requirements, reduce the needs for beds in long-term care, etc.”'® We keenly feel its
proscriptive authority in the indignant censure with which any use of the word eugenic, or any
attempt to invoke the lessons of its history, is met by proponents for MAID expansion.*®

Pushing past such prohibitions, some of the contributors to this collection have made
explicit reference to eugenics in their 5-minute entreaties. Gabrielle Peters, for example, makes
the point forcefully that “Canada’s expansion of MAID to disabled people whose deaths are not
reasonably foreseeable... breathes new life into the goals of the never-dismantled eugenics.”? In
a similar vein, Megan Linton laid bare the evidence of suicide and unnatural death in prisons,

psychiatric facilities and long-term care, and reminded Committee members of the staggering



statistics of pandemic deaths in those same institutions. Addressing the Committee members
directly, she then said, “To all of you, disabled people do not need your help to die. You have
been killing us for years ... Do not be mistaken, this provision of death under [MAID expansion]
is eugenics...”?!

Is MAID expansion an expression of “the new liberal eugenics??? This question is
fiercely debated within disciplines of medical science, ethics and disability, largely centering on
the extent to which MAID choices are or are not truly voluntary, and if the veneer of individual
choice is sufficient to render the role of the state entirely benign. Addressing this same debate in
the context of reproductive technology and genomics, Canadian anthropologist Margaret Lock
argues essentially that contemporary eugenics is like old wine in a new bottle, more skilfully
packaged but unchanged in potency and effect:

[D]espite laws passed since the late 1940s in connection with human rights, including

disability rights acts, continuities with the past in which certain lives are deemed of less

worth than others remain evident. Today, unlike in the past, interventions that may result
in a neo-eugenics are usually masked by a rhetoric very different from that of the early
20th century, one in which individual choice is dominant and in which the role of
government is rendered invisible.?3
As will be discussed later in this introduction, many of the witnesses who contributed to this
collection expressed compelling critiques of the particular formulation of individual autonomy
that figures strongly in defences of MAID expansion. Moreover, given that MAID expansion
was initiated at the peak of Canada’s experience of the COVID-19 pandemic, when healthcare

resources and capacities were stretched to their limits, and given its persistent branding as a



public health program, the power that our MAID regime confers upon medical professionals is
fair ground for scrutiny. As Isabel Grant pointed out in her submission:

It is frankly irresponsible to delegate your authority to define murder and aiding suicide

to doctors and ask us to “trust” a health care system that is strapped for resources and

near the breaking point. When we look at Canada’s record of eugenics — residential
schools, the warehousing of people with mental illness, and the sterilization of

Indigenous and disabled women and girls — we must remember that doctors were deeply

implicated in all of these practices.?*

Placing disability at the centre of eugenic history has permitted scholars like Michael Rembis to
recognize the logic of ableism as a unifying thread linking the past to present practice. Rembis
makes a compelling argument in his characterization of the global eugenics project as “[d]riven
by an ableist logic that was always infused with racialist, gendered, and class-based thinking”.
His analysis points to a global enterprise whereby physicians, social workers, state officials, and
others join forces to “relieve suffering, reduce welfare costs, and eliminate poverty, immorality,
and crime, by segregating, sterilizing, and generally restricting the world’s disabled
population.”?

Rembis concludes that “while much of the old eugenics no longer exists, its chief
concern—the systematic elimination of people defined as disabled—has endured.”?® This
systematic devaluation and elimination of disabled lives is taken up in several of the testimonial
statements featured in this issue. Krista Carr, for example, situated MAID expansion as being of
a piece with a litany of past and present eugenic practices. Karr invoked the memory of “a

Canada where persons with intellectual disabilities were warehoused by the tens of thousands in

institutions. .. run by healthcare practitioners who segregated, isolated, maltreated, forcibly



sterilized, and anonymously buried” the people in their care. As if anticipating the dismissal of
this history as having no bearing on present practice, she went on to enumerate more recent and
ongoing atrocities: the denial of life-saving transplants, the imposition of unwanted DNR orders,
the tacit condoning of homicide and lethal negligence: “We know a Canada where when a parent
murders their child with a disability they are characterized as mercy killers. A Canada where
during COVID people with disabilities were threatened by triage policies.”?

The ever-present echoes of our eugenic past were perhaps most vivid in the testimony of
Conrad Saulis, Executive Director, Wabanaki Council on Disability, whose powerful rebuke of
the ongoing trauma and catastrophic losses from eugenic colonialism probed deeply into a well
of history still very much alive in Canada.

Colonization has brought over 500 years of death, of language and cultural knowledge
loss and loss of ancestral lands for our Nations and our people. ... We are tired of
mourning the losses and deaths of our young people and of persons with
disabilities.... We don’t trust that medical people will offer good advice to our
peoples when the topic of MAID arises. We don’t trust that options to continue the
lives of our youth and persons with disabilities will be explored. I guess it’s extremely
hard for us to trust Canadian systems given all of the 500 years of destructive

impositions that we endured and continue to endure to this day.?

The shattering of trust that Saulis and Carr give voice to in their entreaties directly implicates
Canadian regimes of medicine, law, and governance in an ongoing global eugenic advance. As
disabled Canadians would witness firsthand in the era of Rodriguez and Latimer, the force of

these systems of authority would ultimately be dwarfed by regimes of popular media and cultural
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narrative. The following section outlines the distinctly Canadian characters and events that

prepared the ground for MAID, seeding eugenic ideas that would become all but unstoppable.

B. Rodriguez And Latimer: Law, Politics And The Spotlight’s Glare

Debates about euthanasia and assisted suicide in relation to disabled persons garnered
much public attention in Canada in the 1990s, especially as two landmark cases in quick
succession came to dominate the Canadian media universe and made their way to the Supreme
Court of Canada. Both cases — Rodriguez v. British Columbia (Attorney General)?® and R. v.
Latimer3 — are firmly etched in the annals of Canadian disability history. Both set in motion
deep currents of polarity that are still keenly felt in today’s MAID discourse; they therefore
factor significantly in the backdrop for many of the 5-minute entreaties of 2022. Importantly,
both cases centred upon strong-willed individuals who stood up well under the gaze of
sympathetic media and quickly became larger-than-life avatars for the causes that they
championed: for Rodriguez, assisted suicide and for Latimer, involuntary euthanasia.

In their own way, both Sue Rodriguez and Robert Latimer turned out to be highly
relatable characters in modern Canadian folklore. Rodriguez, a white Victoria, BC woman from
the Boomer generation, embodied the story of a devoted wife and mother senselessly struck
down in her prime by a diagnosis of amyotrophic lateral sclerosis (ALS) at the age of 41. Robert
Latimer, a white Saskatchewan farmer of the same generation, embodied the story of a hard-
working, self-reliant, “salt of the earth3! prairie man, dutiful husband and loving father of four
children, and a man who did not shirk from what he perceived as a moral obligation to end the
life of his eldest daughter Tracy when her suffering was too great to bear. These narratives, as
archetypal characterizations invariably are, were stripped of all the complicated details: such as

Rodriguez’s marital estrangement, the “inexcusable behaviour” of her unfaithful husband and the
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piercing and persistent grief of her family breakdown?? ; or Latimer’s trial for rape of a minor in
197433, and his clinical diagnosis of a phobia about the kinds of medical interventions his
daughter required to survive®*. Cast as they were in the flattering gloss of a media spotlight, both
Sue Rodriguez and Robert Latimer accrued widespread attention and popular support.

The quest of a disabled woman to die with medical assistance and the quest of a
nondisabled man for exoneration after terminating the life of his disabled daughter were both
ultimately unsuccessful in Court. In a decision rendered on September 30, 1993, a narrow 5-4
majority of the Supreme Court ruled against Rodriguez’s efforts to strike down the prohibition
against assisting suicide in the Canadian Criminal Code. And in a decision rendered on January
18, 2001, a unanimous Supreme Court of Canada rejected Latimer’s claims, upholding his life
sentence for second-degree murder.

But neither of these cases had emerged from a vacuum, and neither would be laid to rest by a
Supreme Court defeat.

Rodriguez was not a solitary crusader. Quite the contrary, her case had been initiated on
her behalf by the Right to Die Society of Canada®, an organization founded in 1991 by John
Hofsess. Hofsess was a notorious and controversial figure known as the “Canadian Kevorkian”,
who in his own words, “killed people who wanted to die”.3¢ Although Rodriguez ultimately
distanced herself from Hofsess’ aggressive media campaigning, the story of her death “appeared
In almost every newspaper as well as every radio and television news broadcast in the
country.”3” By the time her case had advanced to a Supreme Court hearing, public support for
Rodriguez was overwhelming.® That support included prominent Canadian politicians, jurists,

and physicians.
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When the Court rendered its judgement on September 30, 1993, Rodriguez was secure in
the knowledge that regardless of the legal outcome of her case, her personal quest for suicide
assistance would be fulfilled. As her friend and confidant Svend Robinson wrote two decades
later, “When the Supreme Court of Canada ruled against her ..., she quietly said to me, “The
Court may have spoken, but | have the last word.3* Sue Rodriguez died in Svend Robinson’s
arms, with the unlawful assistance of an anonymous volunteer physician, on February 12, 1994.
An investigation was undertaken by the RCMP, but no charges were ever laid.

Robert Latimer’s actions and subsequent campaign for clemency were similarly nested in
the fertile soil of a media primed and ready for heart-wrenching stories about disabled existence
falling short of the threshold for life worth living. As Dick Sobsey made clear in his revealing
1995 analysis of how Canadian media came to sanction and normalize the forfeiture of disabled
life, “Robert Latimer made the decision to kill his daughter on October 12, 1993, 12 days after
the Supreme Court turned down Sue Rodriguez's request for assisted suicide, in the midst of a
massive media discussion about the Rodriguez case.” Sobsey then reflects upon the impact of a
pervasive narrative that reduced Rodriguez to a one-dimensional portrait of suffering. «... [I]f
Robert Latimer watched Canadian national news,... he was exposed to the Canadian media
coverage of the case and of other "mercy killing" cases, the vast majority of which supported the
notion that death was better than disability.*°

Although Latimer had been unable to escape serving much of his ten-year sentence for
second-degree murder, with various day parole arrangements and other forms of conditional
release commencing after seven years, like Rodriguez, he met with unqualified success in the
court of public opinion. As one of the contributors to this collection, Heidi Janz, observed in a

1998 review of the Latimer case,*! overwhelmingly favourable media coverage not only shaped
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public perceptions, but was unduly influential in at least one of Latimer’s appeal proceedings.
She cites the Saskatchewan Court of Appeal 1995 judgement in which Chief Justice Bayda

dissented from the majority in favour of a more lenient sentence, referring explicitly to:

[T]he hundreds of letters received by the appellant and his family, the many petitions and
telephone calls, as well as the editorial commentary in the country’s newspapers, [which]
were an unsolicited, spontaneous (and in many respects an unprecedented) public outcry
in response to the sentence.*?
More than two decades later, in her five-minute entreaty, Gabrielle Peters underscored that this
pattern of careless disregard for disability perspectives has continued to shape media coverage of
MAID expansion — or lack thereof:
The media was locked down and dominated by the endless public relations work of those
lobbying for... expansion. ... No mention was made of the publicly articulated and
enthusiastic support for involuntary euthanasia of disabled people during the time of
Tracy Latimer’s murder by many of the same people and groups who were now anointing
themselves as champions of a demonstrably false version of autonomy.*?
Will Robert Latimer, like Sue Rodriguez, ultimately have “the last word” on Tracy Latimer’s
fitness for life? That the question remains a live one, thirty years after her murder, speaks
volumes about Robert’s resiliently remorseless posture, the ardent loyalty of his ideological
supporters, and the deep-rooted, pervasive ambivalence with which non-disabled actors regard
embodied states that depart significantly from ableist norms. The Supreme Court of Canada may

have spoken definitively in denouncing Tracy’s murder, but a core finding of their judgement
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has failed to imprint on the stubborn consciousness of those who now argue for MAID

expansion:

Killing a person — in order to relieve the suffering produced by a medically manageable
physical or mental condition — is not a proportionate response to the harm represented
by the non-life-threatening suffering resulting from that condition.**
As Tim Stainton made clear in his five-minute entreaty, Tracy Latimer’s murder and the ethical
faultlines revealed in the wake of that murder, leave unsettled a haunting possibility for the
future of MAID expansion:
... Sadly, we know from the public reactions to the murder of Tracy Latimer and many
other cases that so called mercy killing has widespread public support. If we continue to
weaken the need for direct consent through permitting advance directives and allow for
children to be euthanized it is a very small step to involuntary euthanasia of disabled
people considered unable to consent.*
When Rodriguez died at the age of 44, she died with the support of a majority of disabled
Canadians, who had argued with her in court for the primacy of disability autonomy in matters of
life and death.*® But Tracy Latimer’s death, a wake-up call for disability rights defenders
nationwide, made plain the risks of making a special case for disability in relaxing the
protections of the Criminal Code. A public deeply ambivalent about the value of disabled lives,
and a national media demonstrably incapable of differentiating between a consenting disabled
adult and a non-consenting disabled child, rendered any tinkering with the law of homicide a
high-stakes venture. As this awakening to peril took hold, in 1996, the Council of Canadians

with Disabilities would reverse its earlier position, adopting a resolution to oppose any
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decriminalizing of assisted suicide “because of the serious potential for abuse and the negative
image of people with disabilities that would be produced if people with disabilities are killed
with state sanction”.*’

Almost two decades later, as the events detailed in the following pages would unfold, a
new generation of disabled scholars and leaders would witness the terrible sequelae to all that
was left simmering below the surface from the Rodriguez/Latimer years. This time disability
rights movements would confront an ever-more formidable alliance of medical, legal and
political authority, mobilized by a modern, sophisticated, and well-resourced public messaging

apparatus.

I11. The Advent and Advance OF MAID

The groundswell of critical public support for an easing of Canada’s Criminal Code
prohibition of “counselling or aiding suicide” did not dissipate in the years following the
Rodriguez decision, nor was it tempered by Robert Latimer’s criminal conviction. Owing in part
to the very effective lobbying efforts of groups like the Right to Die Society of Canada and
Dying with Dignity,* the issue was pursued outside of the courts and kept on the public radar
through a number of parliamentary studies, task force recommendations and private member
bills.

In a demographic pattern of embrace reminiscent of the 20" century eugenic era, the
concept of choosing one’s own time and manner of death held considerable appeal for an elite
class of powerful public figures in politics, journalism, academia and the literary world. Whereas
in 1920, an enthusiasm for ‘social hygiene’ grounded their convictions, by 2020 the calculation
had become less abstract. Persons well-endowed with social capital and material security, with

much to lose from the inevitable attenuations of age and the losses of privilege and authority

16



widely associated with disablement, sought to avoid the scourge of physical and cognitive
decline if such could be achieved painlessly and honourably. By some accounts, an entire
generational cohort afflicted with “boomer angst about depleted sexuality, aging, and
mortality”4® would readily align in support of the ultimate expression of personal liberty — the
choice to die on one’s own terms, remaining in full command until the final moment of life.

The appeal of a bespoke death appears to have been contagious. In the nearly two decades
leading up to a legal challenge that would ultimately overturn the Rodriguez decision, the
momentum of the lobby for legal reform continued to build, as proponents became more
sophisticated in their methods, more strategic in their discourse and more powerful in their
influence. The nuancing required to factor complex intersectional disability and the equality
rights and personhood of disabled citizens into the law reform equation was entirely absent from
proponents’ carefully crafted messaging about dignity, autonomy and liberty. That work would
be left for disability activists and scholars to develop and express in the brief windows of

opportunity afforded by early variants of the five-minute entreaty.

A. The Carter Case

In various ways, a prevailing discourse of MAID as progressive and rights-driven has
operated to reshape and distort the judicial and legislative history of MAID. While it is true that
MAID came to Canada as a result of the unanimous decision of our Supreme Court in the Carter
case in February 2015, there are many details in its origin story that have been lost in the excited
chatter of its enthusiasts.

When the Carter case was first filed by the BC Civil Liberties Association [BCCLA] in
April 2011, conditions aligned favourably toward an ultimate reversal of the legal precedent that

had been established in Rodriguez. Public opinion in support of some form of assisted suicide
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had strengthened and consolidated, notably among leaders and influencers in medicine and civil
society, and a handful of European nations and American states had legalized regimes that, while
controversial, had proven defensible in their respective jurisdictions.®® As Sandra Martin
observes in her apostolic account of the rise of doctor-assisted suicide and euthanasia in Canada,
the Carter case effort:
... was a degree of magnitude greater than Rodriguez.... In 1992, Rodriguez was
represented by a single overworked lawyer, the Right to Die Society was run out of
somebody’s house, the evidentiary record was negligible, and the entire case rested on
one plaintiff, Sue Rodriguez, whose health was rapidly disintegrating. Unlike the Right to
Die Society, which was barely functioning in 2011... the BCCLA had expertise, a track
record, and resources. .. [with] more than fifty years of experience agitating and
litigating. .. %
Whereas the entire evidentiary record in the Rodriguez case had filled one binder,*? the Court in
Carter reviewed 36 binders of affidavits, transcripts and documents, including evidence from just
under 60 experts and 14 lay witnesses.>® Even a cursory review of the plaintiffs’ filings reveal a
meticulous crafting not only of legal arguments omitted from Rodriguez, but also a highly
effective linguistic strategy that quite purposefully avoided the word “suicide” altogether,
replacing it with “physician assisted death™*, and introduced entirely new phrasings like
“grievous and irremediable” that would prove foundational to the Court’s decision®® and the
legislation that would follow.
Three individual plaintiffs were initially recruited by BCCLA, including a general
practitioner who wanted to be able to offer suicide assistance to his end-of-life patients, and two

surviving adult children of Kay Carter, an 89-year-old VVancouver nursing home resident and
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long-standing member of the Right to Die Society. Carter had advanced spinal stenosis and had
travelled to Ziirich in January 2010 to die in a Swiss assisted suicide clinic, at a total cost of
$35,000.% A fourth plaintiff, Gloria Taylor, was added to the case two months after initial filing
of the challenge. Taylor would soon become the face of the campaign: like Sue Rodriguez before
her, Taylor was a well-spoken white woman with ALS who was approaching the end of her
natural life. A tattooed motorcycle enthusiast in her youth, Taylor had been a postal worker,
residential care worker, trailer park superintendent and active volunteer/health advocate; she was
respected in her community and beloved by her family. Confident in her identity as a capable
and self-reliant woman, she expressed herself in terms that fused the rhetoric of control and
choice with popular ableist tropes about dignity and independence, and as such, contributed
mightily to the success of the Carter case, both in court and in the media.®’

When Gloria Taylor received the call from her BCCLA legal team on June 15, 2012,
ending her suspense about how Madam Justice Lynn Smith would rule in their case, only a few
words were required to summarize the British Columbia trial court’s 398-page judgement. “We
won,” the team lead reported. “We won big. We won everything.”®® It was scarcely an
exaggeration. The Supreme Court of British Columbia had embraced the plaintiffs’ evidence,
reasoning and linguistic framings and had delivered a ruling that essentially mirrored the remedy
sought by BCCLA.

The Carter decision, which would be endorsed in February 2015 by a unanimous
Supreme Court of Canada, found that the Criminal Code prohibition against suicide assistance®
created a discriminatory distinction on the basis of disability. In its foundational logic, the Court
differentiated between nondisabled persons who wished to commit suicide and physically

disabled persons who might require assistance to do so:
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The law, viewed as a whole, embodies the following principles: (1) persons who seek to
take their own lives, but fail, are not subject to criminal sanction because there is no
longer a criminal offence of suicide or attempted suicide; (2) persons who are rendered
unable, by physical disability, to take their own lives are precluded from receiving
assistance in order to do so by the Criminal Code offence of assistance with suicide.
Those principles create a distinction based on physical disability.°
Specifically, the Court found a violation of the right to life, liberty and security of the person
guaranteed by section 7 of the Canadian Charter of Rights and Freedoms®!. According to the
Court, this infringement arose because the law interfered with Gloria Taylor’s personal
autonomy and control over her bodily integrity. As the Supreme Court of Canada would later
affirm:
An individual’s response to a grievous and irremediable medical condition is a matter
critical to their dignity and autonomy. The law allows people in this situation to request
palliative sedation, refuse artificial nutrition and hydration, or request the removal of life
sustaining medical equipment, but denies them the right to request a physician’s
assistance in dying. This interferes with their ability to make decisions concerning their
bodily integrity and medical care and thus trenches on liberty. And, by leaving people
like Ms. Taylor to endure intolerable suffering, it impinges on their security of the
person.5?
With respect to the right to life under section 7, evidence before the Court from Taylor and other
witnesses had suggested that some persons, fearing that they will become unable to commit
suicide as their debility progressed, would “take their own lives at an earlier date than would

otherwise be necessary”®. Although it has since faded from MAID discourse, this apparent
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infringement of the right to life under section 7 was strongly emphasized in BCCLA’s
submissions and their public communications about the case: for example, in a 17-minute
documentary film professionally produced for BCCLA in 2015, a full 2 %2 minute segment
repeats this predicament in multiple voices.®* The BC Court relied heavily on this argument,
concluding that the law had the effect of “forcing an earlier decision and possibly an earlier death
on persons in Ms. Taylor’s situation”.%®

This pillar of the Carter decision logic has proven in the years following the passage of
Canada’s MAID law to be its shakiest®®. As will be readily apparent in the pages that follow in
this issue, there is a bitter irony in the explicit linking of a constitutional value to protect life,
with a federal regime that has demonstrably caused the death of many disabled individuals who
clearly desired to continue living. Some of these people, like Archie Rolland®” and Sean Tagert,58
had come to public attention quite quickly in the wake of the Carter decision. More recently,
others like Sathya Dhara Kovac,® were memorialized in this record of legislative entreaties.
Isabel Grant, for example, decrying the MAID deaths of “real people who were not at the end of
life and did not want to die,” reminded legislators that “This is a system that would not provide
Sathya Dhara Kovac with home care but would give her death by house call. She wrote her own
obituary before her MAID death saying ‘It was not a genetic disease that took me out, it was a
system’”."°

Some witnesses pressed this point more forcefully still, no longer able to abide the hypocrisy
of a regime constitutionally premised as life-affirming, that nevertheless leaves more and more
dead in its wake. John Maher spoke for many when he disputed the very legitimacy of an ever-
expanding MAID regime. “You know [the 2021 expansion of MAID] is not consistent with the

Supreme Court’s stated principle in Carter to preserve life. The ruling explicitly supported
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people getting help killing themselves only when they could no longer physically do it
themselves.”’t Although Maher urged the Committee to refer the question to the Supreme Court
of Canada, the Court has not yet been provided with an opportunity to confront the paradox of its

Section 7 ruling.

B. Reacting to — and Unpacking — Carter

The sweeping and exuberant language with which the Carter decision was greeted by the
pro-euthanasia lobby did not precisely capture the actual scale or reach of the judgement that
Justice Smith had authored in 2012 or that the Supreme Court had confirmed in 2015. BCCLA
proudly declared that “Canadians have the constitutional right to choose physician assistance in
dying”?, as if all Canadians could now exercise this option as a matter of right. The soundbite
was clear and simple and felt powerful on the tongue; accordingly, it has continued to prevail in
MAID discourse, much to the chagrin of the contributors to this issue and our allies who
advocate for a regime that honours the spirit of the Carter ruling but does not put disabled people
in harm’s way in its march toward unfettered expansion.

Our reading of the Carter decision, for the most part, takes as a starting point that the
Court decriminalized suicide assistance when it is performed by physicians or nurse practitioners
on a very limited group of eligible persons, and under very strict conditions. Whether or not the
difference between decriminalizing particular conduct and entrenching a broad human right to
be served by such conduct” is a difference of more than semantic significance, the fact remains
that the Court was explicit in its conclusion that the absolute prohibition against suicide
assistance served a legitimate and constitutionally defensible purpose in Canadian society and
could not be struck down altogether, but should be subject to a limited exception in order to

address the particular violations to life, liberty and security of the person that it presented. As
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Justice Smith wrote, “I believe that the salutary effects of the legislation can be preserved by
leaving an almost-absolute prohibition in effect and permitting only stringently-limited
exceptions.”’

In his five-minute entreaty, Trudo Lemmens reminded Committee members that the
Court’s ruling in Carter was calibrated in ways that would require a far more “precautionary
approach” than that which has since been condoned in current practice. He urged the Committee
to be mindful of the ruling of the BC Supreme Court in Carter, which made clear that “if it is
ever ethical... for a physician to assist in death, it would be only in limited and exceptional
circumstances... The concern about imposing stringent limits stems from the consensus that
unlimited physician-assisted death would pose serious risks.””> 76

In the early flush of victory, those who believed they had “won everything” in Carter
projected optimism that the new law would reflect their expectations for broad and
unencumbered access to medically assisted death. BCCLA applauded the outcome as “a
tremendous victory for the protection of human rights and compassion at the end of life””’, and
Dying with Dignity Canada [DWDC] described Carter as “a fantastic victory... [for] compassion
and choice at end of life.””® Although Wanda Morris, CEO of DWDC, reminded her membership
that there was still “real work™ to be done to ensure that “this wise and just decision will lead to
wise and just legislation,”’® her cautionary note was nonspecific, and more likely intended to
signal that the organization she headed was still relevant, even in the wake of its primary mission
having been soundly accomplished. Dying with Dignity Canada had lost its charitable tax status
in January 2015,8° and maintaining donor enthusiasm would have been an organizational

preoccupation at the time.
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Perhaps for champions of the campaign for legalized euthanasia, it appeared for a time
that the way was cleared for a decisive legislative rollout. By contrast, disability advocates were
hard at work, both in absorbing the shock of a bitter defeat and in efforts to make themselves
heard above the roar of applause for the Court’s decision in mainstream media. In a rare and
greatly appreciated expression of disability rights solidarity, Orsini and Kelly published a
response in which they observed how “[o]therwise progressively oriented people have been
competing to find the appropriate terms to gush over the recent Supreme Court decision on
doctor-assisted suicide — watershed, landmark, game-changer.” The authors decried that the
public’s “blatant disregard for how such a decision might be interpreted by people with
disabilities is galling.”8!

In a press release issued jointly by Canada’s two largest national disability rights
organizations, the Council of Canadians with Disabilities and the Canadian Association of
Community Living, both of whom had held intervenor status in the Carter appeals, made plain
the magnitude of losing the Supreme Court appeal, and the toxic and debilitating nature of the
so-called ‘choice’ that now lay ahead for disabled Canadians:

As we each near the end of our lives, at the time when we are likely to be most vulnerable

to despair and fear, we have now lost the protection of the Criminal Code....In the final

stages of a terminal illness, at the time when grief and fear may be most powerfully
present in our lives, Canadians must now decide for themselves whether life is worth
living.... At the time when our physical powers fail us, every Canadian will now be
obliged to calculate how much love and support is too much to ask of others.??

There was little in the Court’s judgment to alleviate the sense of betrayal that disability rights

advocates expressed in the aftermath of the Carter decision. The trial judge had concluded that
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there was “no evidence” of heightened risk for people with disabilities, and “no compelling
evidence” that an assisted dying regime in Canada “would result in a ‘practical slippery slope’”83
; those findings on “social and legislative facts” had been upheld as “reasonable” by the Supreme
Court.8 Similarly, the trial judge had rejected arguments about the risks of such factors as
“systemic prejudice (against the elderly or people with disabilities)”® ; the Supreme Court had
concurred with the trial judge that such risks were “already part and parcel of our medical
system”®® and therefore manageable in an assisted dying regime with appropriate safeguards.

As in any legal proceeding, the BC Court trial judge in Carter had considered only
evidence proffered by the parties and arguments made by counsel for the parties and intervenors.
Judges control the timelines for filing of evidence and intervention applications and can choose
to expedite proceedings when, for example, a plaintiff’s health condition is precarious. In the
Carter trial, BCCLA had controlled the initiation of the case and had ultimately prepared and
filed more than 80 affidavits, 37 of which were from experts. By contrast, the Attorney General
of Canada was given only 30 days in which to submit evidence; their application for an extension
of this deadline was denied.®’

As the case unfolded rapidly, five organizations had sought and been granted intervenor
status® by the Court: one “right to die” advocacy group, one anti-euthanasia advocacy group,
two faith groups and a loosely constituted ‘coalition’ of people with disabilities affiliated with
Dying with Dignity Canada.?® No national, provincial or territorial disability rights organizations
were present as parties or intervenors when the case went to trial in 2011.% In terms of evidence,
a total of 57 academics, researchers and practitioners provided expert opinion evidence to the
Court; of these, 43 (or 75%) were medical experts, six were legal experts, and six were experts in

ethics/philosophy®!. Only one of 57 expert witnesses offered expertise in critical disability
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studies and disability rights®2. This grossly disproportionate imbalance of perspectives would,
not surprisingly, yield a judgement that was heavily skewed toward the framing, logic and
vocabulary of medicine. The Carter decision was inscribed in Canadian law as a ruling on
individual medical decision-making authority. As such, the judgement did not benefit from any
critical interrogation of the history of medicine and bioethics in relation to disability, nor did it
explicitly reckon with the implications of systemic ableism or the inherent fragility of universal
human rights norms.

It is of course impossible to know whether the BC Court might have ruled differently had
relevant evidence and analysis from a plurality of disabled scholars and activists figured more
centrally in the Court’s proceedings. This said, however, it is reasonable to expect that a Court
better informed about the relations of power and ableist authority forming the backdrop to its
deliberations might have been less quick to commit itself to a simple determination of whether
medical practitioners had the requisite skills, judgement and temperament to satisfy a disabled
adult’s stated desire for a hastened death. Instead of devolving into a review of clinical
procedures and possibility, a differently premised trial might have offered more nuanced
readings of the facts before the court, robustly informed by a critical disability perspective.
From opportunities missed at the trial level, had come a fundamentally flawed decision at the
Supreme Court. Indeed, the Court telegraphed its ableist-blinkered perspective in the very first
paragraph of its judgement. Completely absent from the Court’s self-assured declarations of
“compassion” was the possibility of lives in which “suffering” is attenuated by adaptations both
personal and structural, by ever-evolving states of insight and selfhood, by relations of trust and

affection in personal and community spheres — in short, by the myriad of ways in which disabled
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lives are lived. Affording no credence to such possibility of our flourishing, the Court reduced its

weighty conundrum to a simplistic binary:

... [P]eople who are grievously and irremediably ill cannot seek a physician’s assistance

in dying and may be condemned to a life of severe and intolerable suffering. A person

facing this prospect has two options: she can take her own life prematurely, often by

violent or dangerous means, or she can suffer until she dies from natural causes. The

choice is cruel.*
Moreover, and perhaps most problematically, the Supreme Court had designated a class of
persons named “the vulnerable” who could lawfully be protected by a criminal prohibition
against assisted suicide.®* Not only did this categorization uncritically embrace a stigmatizing
frame that would be offensive to persons so labelled, but its lack of definition would lead to a
clinical conflation of vulnerability with decisional incapacity. The Court had been clear that the
plaintiff Gloria Taylor was not a member of the vulnerable class because she was “competent,
fully informed and free from coercion or duress”.% Further, the Court had concluded that
“vulnerability can be assessed... using the procedures that physicians apply in their assessment
of informed consent and decisional capacity”® . This highly reductive framing would provide the
underpinning logic for “solving” the problem of MAID-related vulnerability by means of simple
procedural “safeguards”.

Taking the Court’s lead, medical regulators would frame vulnerability as an attribute that
could affect decision-making, much like other attributes such as arrogance or vanity but with
potentially disqualifying consequences in terms of MAID eligibility. Moreover, by

simultaneously medicalizing vulnerability as an individual patient risk factor for practitioners to
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assess, the Court effectively depoliticized the social and political relations of power and their
historical antecedents that ought to be at the heart of a substantive equality analysis. Future
challenges to the Carter precedent that centre a critical disability perspective will no doubt push
the Court toward richer and more equality-affirming theories of vulnerability®’, but in the
immediate aftermath of the Carter judgement, as the nation awaited the advent of a new regime
for medically assisted dying, disability rights champions would be preoccupied with shorter-term
campaigns to maximize the protections of the new law.%

Indeed, as is evident in many of our 2022 entreaties, “vulnerability”, as addressed in the
assisted dying regime, continues to be a cornerstone for advocacy on behalf of those who have
been or will be casualties of MAID expansionist logic. Several of the authors in this collection
build from the law’s promise to protect vulnerable persons as a springboard for their critique of
its actual effects. In so doing, they illustrate the depth and range of meanings for vulnerability in
the context of MAID.

From her vantage point on the front lines of disability rights and poverty law, Kerri Joffe
spoke of structural vulnerabilities never accounted for in Canada’s MAID regime: “The reality is
that there is no real, free choice for people with disabilities who exist in pervasive socio-
economic deprivation and who have no alternatives for living a dignified life in the community”.
99,100 With 20 years of experience caring for adults with “the most severe and persistent forms of
mental illness”, Dr. John Maher invoked a relational account of vulnerability inherent in the
MAID dynamic: “You who voted for this law have not understood vulnerability and what it
means for your doctor to offer you death over life.”1°! Brian Mishara, suicide prevention
researcher and author of 12 books and scores of scientific papers, exposed the vulnerability

baked into a regime that authorizes irreversible, deadly choices in response to the fluid and ever-
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changing conditions and dispositions of human life: “[B]ecause of your failure to protect
vulnerable people from making irreversible wrong decisions, so many people will die
needlessly”.1%2 Surviving family members Gary and Trish Nichols, still haunted by the nightmare
of their failed but desperate attempts to rescue Gary’s brother Alan from a MAID death for
which he was surely not eligible, made clear the ways in which both families and loved ones are
rendered vulnerable in the aftermath of MAID: “There are currently no laws protecting the
vulnerable or their families FROM MAID. Most Canadians think MAID is to alleviate the
physical suffering at the end of a life, not a ploy to end a life.”%03

The complex yet complementary framings of vulnerability expressed in these entreaties
make clear the chasm of difference between its clinical and substantive meanings. According to
these entreaties, the promise of the Carter court was at best naive. A safe and humane regime for
euthanasia and assisted suicide would require so much more than trust in the medical profession
and its clinical skillsets of consent and capacity determination. In the rollout of Canada’s first
MAID legislation, as will be seen in the following section, there were early warnings that the
drift away from substantive protections had taken root and would continue their outsized

influence in public policy and public discourse.

C. Bill C-14 and MAID 1.0

The Supreme Court of Canada in Carter gave the government one year in which to amend
the Criminal Code by legislating an exception to the prohibition against suicide assistance. A
four-month extension was granted in deference to a new government, providing some cushion
for a new cabinet as shifting political allegiances and ideology were brought to bear on an issue
of great consequence for Canadian society. This extended timeline had afforded a lengthy

runway for advocates on both sides of the Court proceedings to recalibrate their positions on the
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issue in accordance with the Court’s judgement and to mobilize their respective public relations
and lobbying campaigns in interpreting Carter and attempting to influence the new law.
The Supreme Court in Carter had acknowledged Parliament’s broad authority to craft a
“complex regulatory regime”*% in amending the Criminal Code to accord with section 7 of the
Charter. The only parameters specified in the Court’s declaration of invalidity were that
“competent adult persons” who “clearly consent” to a life-ending procedure should be exempt
from the assisted suicide prohibition provided that they have “a grievous and irremediable
medical condition (including an illness, disease or disability) that causes enduring suffering that
is intolerable to the individual in the circumstances of his or her condition.”%®

As legislative drafters worked behind closed doors to interpret and codify the novel
phrase “grievous and irremediable medical condition,” and to give shape and form to a regime
that would operationalize a euthanasia/assisted suicide exemption in every Canadian region and
territory, disability rights activists and our allies in legal, medical, academic and civil society
domains worked to contribute strategically and constructively in shaping public discourse and
legislative outcomes. Notable among these efforts was an ambitious collective project to create
an evidenced-based policy tool that came to be known as the Vulnerable Persons Standard
(VPS).1% Authored by a diverse team of 40 Advisors, the VPS articulated five essential pillars
for an assisted dying regime that would not jeopardize the lives of vulnerable persons.1%’
A primary pillar of the VPS, and indeed a central plank of disability rights advocacy leading up
to the ultimate passage of Canada’s first iteration of MAID-enabling legislation, was the
requirement that euthanasia and assisted suicide be only authorized for “end-of-life conditions

for adults in a state of advanced weakening capacities with no chance of improvement and who
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have enduring and intolerable suffering as a result of a grievous and irremediable medical
condition.”108

One might have expected, given the extent to which BCCLA, DWDC and other
champions for the so-called “right to die” had stressed the imperative of “end-of-life choices”
and “compassion in end-of-life care,” that the end-of-life requirement for a medically assisted
death would be non-controversial. This however proved far from correct.

When Justice Minister Jody Wilson Raybould tabled Bill C-141% in the House of
Commons on April 14, 2016, she unleashed a storm of protest among all those who had
championed Gloria Taylor’s cause. Impatient for a legislative response that would reflect their
sense of a bold and unflinching victory, they chafed against the government’s more prudent
approach. The Bill punted for further study, eligibility questions arising in relation to “requests
from mature minors, advance requests from persons who might later lose their capacity for
consent, and requests where mental illness is the sole underlying medical condition™1°.
Although disability rights advocates breathed a sigh of relief that these battles would be fought
another day, reaction to the Bill from the proponents for a broad “right to die” was swift,
damning and coordinated. BCCLA expressed deep disappointment that “the federal government
has decided to exclude people from this medical treatment in an arbitrary and discriminatory
way”, claiming that “the inevitable result is that people will be trapped in intolerable suffering,
or be left with no choice but to take their own lives prematurely in potentially dangerous
situations.”'* DWDC’s CEO Shanaaz Gokool slammed the government’s “narrow and
discriminatory” approach, asserting that the draft legislation was inconsistent with the Carter
decision and would violate the Charter of Rights and Freedoms, excluding “millions of people”

from relief from intolerable suffering.*? Influential journalists like André Picard echoed their
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refrain, asserting that the proposed law showed “a shocking disregard for the court ruling” and
that “too many Canadians will continue to suffer unnecessarily at the end of their lives.”!!3
Most forceful of all was the frenzy of outrage and castigation provoked by the Bill’s definition of
grievous and irremediable medical condition, which included the requirement that a person’s
“natural death” had to be “reasonably foreseeable”!4. The preamble to the Bill set out the
rationale for its approach as striking “the most appropriate balance between autonomy... and the
interests of vulnerable persons... and those of society”®, but neither balance nor caution would
be embraced by the pro-euthanasia lobby. Instead, the Minister would come under heavy fire in
the days leading up to the Bill’s passage into law. Her defence was that “highly permissive
assisted dying regimes tend to privilege personal autonomy above all other rights and interests,
which is not consistent with the Charter nor good public policy.”*® Parliament's task” she
argued, citing Carter, was to “. . . weigh and balance the perspective of those who might be at
risk in a permissive regime against that of those who seek assistance in dying.”*’. Put another
way, the Justice Minister understood the conundrum that the Court’s ruling presented for
lawmakers: to craft a law that would authorize suicide assistance for persons for whom death
was a benefit, while simultaneously and equitably preserving the Criminal Code protections
against suicide assistance for persons for whom death would be a harm. Perhaps in some ways
the Minister’s reference to “balancing” reflected a deep understanding of the impossibility of her
task and the political costs of authoring a legal regime that would differentiate between lives that
should be preserved and lives that should be terminated.

In this swirl of debate around Bill C-14, disability rights advocates faced a difficult
predicament.!® Disinclined to offer a full-throated defence of a law that in many ways reflected

its ableist origins, many of the contributors to this collection felt nevertheless compelled, for
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strategic purposes, to support the government’s draft legislation. Failing to do so would risk
losing the few protections, notably the requirement of “reasonably foreseeable natural death”
[RFND] and specific exclusions that the Bill did offer, or worse still, provoke the government to
abandon its own legislation, miss the Court’s deadline and subject the country to a legislative
vacuum.!1®

In the parliamentary committee hearings that unfolded as Bill C-14 proceeded through
the legislative process,*?° a few of the contributors to this volume who were invited to testify!?
did so in a manner that echoed the ambivalence of the moment. Some, like Sonu Gaind,
expressed strong support for the exclusion of mental illness from the definition of a grievous and
irremediable medical condition, in terms that he and many colleagues in the mental health sector
would find themselves repeating in 2022. In his 2016 entreaty, Gaind would patiently explain to
parliamentarians that:

In mental illness, remediability cannot be looked at only in biomedical terms of symptom

improvement. Psychosocial factors such as isolation and loneliness, poverty, housing and

underemployment or role in society are all things that impact suffering from mental

illness and need to be considered...1?
In 2022, he would be called upon to make the same arguments, now supported by a growing
body of evidence, and to present that evidence more forcefully and with greater urgency to

lawmakers who had not taken his earlier messages to heart:

... [W]hen expanded to the non-dying disabled for mental illness... a different group gets
MAID, the group of non-dying marginalized who have never had autonomy to live a life
with dignity.... Evidence shows this group is more marginalized, has unresolved

psychosocial suffering like loneliness and isolation, and a terrifying gender gap emerges,
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of twice as many women as men receiving death to avoid life suffering. Introduced to

help avoid painful deaths, MAID expansion provides ... death to escape painful lives.!?3

In 2016, our early iterations of the five-minute entreaty offered constructive proposals for
amendments to strengthen the protections of Bill C-14, while endorsing the government’s
somewhat cautious approach. Readers of this collection will observe that a more muted tone
prevailed in 2016, compared to 2022. Notably, there was a strong sense of loss running through
many of our 2016 submissions, much of it arising not from the Court’s decision, but from the
deep cultural ruptures that had only worsened in its wake.'?* Michael Bach’s testimony, for
example, made these feelings explicit:
| want to begin by saying how saddened we are by how bitter this debate has become. We
wonder if we've lost common cause in this country about what being compassionate
means, our shared understanding of suffering, and a sense of what it's going to take to
protect the right to autonomy but also respect vulnerable Canadians.... we're very
concerned about how divisive this is going to leave us as Canadians...?°
At the same time, there was, among disability rights advocates, a building consternation about
what appeared to have been a “bait and switch” tactic deployed by pro-euthanasia advocates as
the arena for debate shifted from the formal discipline of the courtroom to the freewheeling
tumult of political manoeuvring and spin. Reviewing the additional safeguards that disabled
Canadians were proposing, Bach explained that the disability rights proposals aimed simply for
“what the plaintiffs had put forward in the trial decision as the safeguards that they said must be

in place”. He continued:
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The reaction we're getting now is that we're just being obstructionist.... Actually, all
we've tried to do is detail what the plaintiffs put forward in the first place, because we
agree with them. We agree with the submissions, and we agree with what the trial judge
arrived at and the evidence that she drew from the plaintiffs on which safeguards were
needed — evidence that the Supreme Court of Canada ... didn't challenge in any way.?®
The consequences of an increasingly charged discourse, if unchecked, would be a legislative
approach driven by political expedience, rather than principles of equality. As Bach went on to
observe:
We’ve been surprised at the ferocity of the negative reactions to our proposals for
safeguards for vulnerable Canadians. | was struck by the representatives from FRMAC!?
who said, "Listen, the main objective here is to ensure access.” Absolutely, but the other
objective that the Court said is how to protect vulnerable Canadians. We just don't think
it's necessarily that simple. Vulnerable Canadians don't show up with a sign on their
chests that say, "I’m a vulnerable Canadian. Don't give me access."'?8
The testimony presented in response to Bill C-14 by disabled Canadians and our allies did not
penetrate in the Canadian Senate, where influential members like Senator James Cowan and
Senator Serge Joyal were far more favourably disposed to submissions made by BCCLA and the
DWDC lobby. When a majority of the Senate voted in early June of 2016 to remove the RFND
requirement from Bill C-14,'2° a swift response of unambivalent support for the Bill as written
was called for. Urging the House of Commons to hold the line on this critical protection,
disability rights leaders across the country®® mobilized an 11" hour demonstration of solidarity
in support of the Bill with its RFND requirement intact. A National Disability Community

Forum?*3! with presentations from disability rights, mental health, medical and policy sectors was
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organized in a matter of just three days. Held in Ottawa on June 16, 2016, the event was live-
streamed, bilingual and fully accessible — a monumental feat in the days before accessible hybrid
events became a standard of pandemic-era best practice. The event was attended in person and
online by politicians from all parties, by the Cabinet Minister responsible for the federal
disability portfolio, Hon. Carla Qualtrough, and by hundreds of disabled people across the
country.

In the 24 hours that followed, the House would reject a number of Senate amendments,
including the amendment that would have removed the RFND requirement. In doing so, they
explained that these changes:

would undermine objectives in Bill C-14 to recognize the significant and continuing

public health issue of suicide, to guard against death being seen as a solution to all forms

of suffering, and to counter negative perception about the quality of life of persons who

are elderly, ill or disabled.%
Only four members of the governing Liberal party dissented in the final vote in the House of
Commons that would reject the Senate amendments. Notable among these was Québec MP
David Lametti, who made it clear to his constituents that “as a professor of law in Canada for 20
years and a member of two Canadian Bars,” he objected strongly to the RFND requirement,
which in his view amounted to “passing legislation that is at serious risk of being found to be
unconstitutional. On these grounds, | was not able to give up my vote in good conscience.”*3
Despite Lametti’s objections, Bill C-14 was returned to the Senate with the RFND requirement
intact. This time, the Senate would concede.*3* On June 17, 2016, Bill C-14 received royal

assent. Medical Assistance in Dying would now be permitted for Canadians whose natural death
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was reasonably foreseeable, whose medical condition had reached an advanced and irreversible
state of decline and whose suffering from that condition was intolerable to them.

The certainty of these legislative provisions would prove to be stunningly short-lived. So
too would the relationship of trust and mutual respect between disability rights champions and
our elected federal representatives that had evolved through a gruelling process of democratic

participation.

IV. The Relentless Expansion of MAID

Juxtaposed against the Court’s category of “the vulnerable”, the Carter judgement
essentially created a new social and medical category of MAID-able persons, tasking the
government with defining that group and giving shape to the mechanisms and conditions that
would lead to their demise. Although it was hotly contested on legal, ethical and political
grounds, the category of MAID-able persons confirmed in the law that came into force in June of
2016 was limited to adult persons whose death was reasonably foreseeable, whose medical
condition had reached an advanced and irreversible state of decline and who experienced
intolerable suffering as a result of their medical condition that could not be relieved by any
means acceptable to them.'3% Persons less than 18 years of age, persons lacking the capacity to
give informed consent and persons whose suffering arose entirely from a mental health condition
were not MAID-able, but their status in this regard would be subjected to further study and
would return for legislative consideration.

In the short span of 5 years following the passage of Canada’s first MAID law, the
boundaries of MAID-able status would be breached, stretched or threatened along virtually every

one of these axes. The first bulwark to fail would be RFND.
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A. The Julia Lamb Challenge

The initial assault on the RFEND requirement came a mere 10 days after the passage of Bill C-
14 and the launch of Canada’s national MAID regime. On June 27, 2016, the British Columbia
Civil Liberties Association filed a constitutional challenge on behalf of Julia Lamb, a 25-year-old
white woman from British Columbia, disabled since early childhood as a result of a genetic
condition called spinal muscular atrophy, type 2 (SMA2). A motorized wheelchair user with one
year of college education, Lamb lived in her own apartment with the assistance of a small team
of support workers and was employed as a part-time marketing assistant/social media manager
for a local retail outlet. Like Rodriguez and Taylor before her, Lamb was well-spoken and
resolute; her claim would be supported by the same capable litigators who had represented
Gloria Taylor and would be similarly bankrolled by a moneyed class of committed supporters.136

Unlike her predecessors, however, Julia Lamb likely had decades to live.'3" Her

partnership with BCCLA arose not in the context of an unbearable process of dying but rather
from what she considered an insufferable forecast for living. Lamb’s assertion was that the law
deprived her of the “peace of mind” of knowing that she would be MAID-able if her
impairments were to progress to a state that she found intolerable at some unspecified future
time. In an affidavit filed with the Court in December 2018, she asserted that she wanted “the
peace of mind of knowing that I, as a person whose death is not reasonably foreseeable, am
nonetheless worthy of having my intolerable suffering recognized and brought to a dignified
end.”138

Lamb’s story broke away from the typical MAID narrative, where someone who has

lived an essentially unfettered life refuses to endure the perceived mortifications of a body in

rapid decline toward death. Instead, Lamb’s suffering was anticipatory and slow-moving,
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premised in medical conjecture that aligned with stigmatized accounts of her disability

experience.** In her own words:

| feel a shadow looming over me. | know I can lose the ability to breathe well enough on
my own and require a ventilator which will affect my ability to speak. | can lose the
remaining function in my hands and arms which would lead to the inability to use my
computer, write and use my phone. If | reach a point where | require constant care, | will
lose my independence and freedom. | am terrified by the idea | can become trapped in a
state of physical and mental suffering that goes on for months, years or even decades.
Having to think about the future causes me immense stress.4°
Lamb’s circumstances were very different from those of her predecessors Rodriguez and Taylor.
She was already living a life that she valued as a conspicuously disabled person — motorized
wheelchair-reliant and accustomed to dependence on the physical support of others for intimate
personal care and basic activities of living. Her impairments, though significant, were not
intolerable to her — they were, as they are for a great many disabled persons, simply a fact of her
being in the world. What she dreaded, according to media reports, were possible future
progressions of her impairment that she could not yet imagine herself adapting to, such as a
diminishment of respiratory capacity or manual dexterity. Nondisabled persons hearing her pleas
— including, presumably, her own medical advisors — would uncritically hear this as a fully
rational and meritorious call for deliverance from abject disabled existence. The Globe and Mail
rendered this nightmare scenario in vivid terms in a 2016 editorial comment on the case which
seemed to ask “who could possibly endure such a life of torment?”:
Wheelchair-bound and in need of constant care, she fears she will eventually lose the use

of her hands and require a permanent tracheotomy in order to breathe. She dreads being
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trapped in her pain-wracked body, eating through a tube, with no means of

communicating.!4!
But disabled audiences heard something very different in Julia Lamb’s cri-de-coeur. Our direct
knowledge of tried-and-true treatments, technologies and adaptations, particularly in the context
of slowly progressive conditions, led us to equally urgent but radically different questions. Why
was Lamb, a seemingly well-adjusted and assimilated young disabled person, so preoccupied
with the uncertainties of her long-term future and so quick to embrace worst-case
prognostications? How was Lamb, a well-informed and capable self-advocate, so unaware of the
non-invasive treatments and technologies'*? that could preserve and extend her functional
capabilities for many years of active, satisfying and autonomous living? Could her own health
care team be oblivious to these possibilities, thus fueling her worst fears, and if so, contributing
to what has been recently described in other contexts as an example of “MAIDism”**® or an
“latrogenic MAID1# fixation? Was it possible that Lamb had no guides or mentors from the
world of disability, and no awareness of where and how to find the indispensable support of her
peers? Would other young disabled people and newly disabled people be similarly lured down
the path of MAID, under the influence of news media ever more enthralled with grim renderings
of their fate-worst-than-death disability narratives? Would Lamb and others be casualties of the
toxic ableism underpinning MAID and now rapidly promulgating through the Canadian cultural
ethos?

At the heart of the Lamb challenge was BCCLA’s position that the requirement for
reasonably foreseeable natural death deprived non-dying persons with grievous and irremediable
medical conditions of their Charter rights to life, liberty and security of the person. Further,

BCCLA argued that the RFEND requirement violated the equality rights of persons with
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disabilities who were “unable to act to die in any lawful way,”'* by disadvantaging them relative
to nondisabled persons having the physical capability to end their own lives. This position was
expressed somewhat differently in Julia Lamb’s own affidavit, suggesting a fundamental
misunderstanding of the law's actual requirements that appears to have been overlooked or
perhaps quietly endorsed by her BCCLA counsel:
| want the peace of mind of knowing that I, just like any other informed and
consenting person, am entitled to seek MAID to alleviate my intolerable suffering
regardless of the fact that | am disabled and regardless of whether my disability is
the medical condition that my suffering arises from.... | want my government to
acknowledge that | am a capable and competent adult and just as able to give and
withhold informed consent as any non-disabled person. [Emphasis added.]*4¢
This particular blurring of the autonomy argument, casting RFND as a purportedly paternalistic
denial of a disabled person’s capacity for consent, and one that somehow burdens disabled
persons in ways that nondisabled persons are spared from, is one that has continued to bedevil
those who oppose MAID expansion from a disability rights position. Readers will note in the
entreaties that follow in this issue how authors like Brian Mishara refute the inference that limits
on MAID eligibility such as the RFND requirement are an affront to the decision-making
capacity of the capable citizen:
[S]ociety does impose limits to protect us from making decisions that are dangerous to
ourselves. We are legally obliged to wear a helmet on a motorcycle and a seat belt in a
car, and a hard hat in a construction site. Our government acts to protect competent
people from making decisions that may endanger their health and wellbeing, whether

they like it or not.#’
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As to the inference that disabled persons are disadvantaged relative to nondisabled persons by
virtue of the RFND requirement, as Lamb herself seemed to suggest, entreaties such as Isabel

Grant’s address this misapprehension head-on:

... I remind you that MAID is legislated as an exemption to the crimes of murder and

aiding suicide in the Criminal Code.... The Code makes explicit that ending a life is so

serious that we don’t allow people to consent to their own deaths. The MAID regime

makes an exception to that but only for disabled Canadians. Only their lives are not worth

saving... 148

As would be expressed by ARCH Disability Law in a 2022 submission made by a coalition of 20

Canadian disability and civil society groups and organizations to the Inter-American

Commission on Human Rights:
Canada’s MAID legislation explicitly includes a distinction based on the legally
protected ground of disability: under the law, disabled people who experience
intolerable suffering may be eligible for MAID, while those who experience
intolerable suffering but are not disabled cannot be eligible for MAID. This
distinction in the law reflects the discriminatory view that the lives of people who
experience disability-related suffering are less tolerable, less valuable, and less worthy of
protection than the lives of people who experience suffering for reasons unrelated to a
disability. [Emphasis added.]**°

Disability rights defenders were quick to respond to the threat that the Lamb claim presented to

the MAID law’s most fundamental safeguard. Within a few days of the Lamb announcement, a

small group of disability activists with SMA and similar impairments launched a social media

42



campaign called Project Value'®, featuring short autobiographical videos curated to refute the
demonstrably false narrative that disability is “a fate worse than death”.*> On the legal front,
two national disability rights organizations, CACL and CCD, immediately joined forces, retained
counsel and provided instruction to seek intervenor status at the BC Supreme Court. With a trial
date set for November 18, 2019, disability rights defenders coordinated with these intervenors
and with counsel for the Attorney General of Canada to ensure that the perspective and expertise
of disabled persons would be well represented at the trial level, both in legal submissions and in
evidence gathered from expert and lay witnesses.%?

The impact of these efforts, however, would ultimately be eclipsed by developments
elsewhere in Canada. Almost exactly one year after Julia Lamb’s claim was filed in BC by
BCCLA, a similar claim would be initiated in Québec, in a case that would dramatically escalate

the advance of toxic ableism in Canadian euthanasia law.

B. The Jean Truchon and Nicole Gladu Challenge

On June 13, 2017, two disabled Montrealers, Jean Truchon and Nicole Gladu, filed a
second and parallel constitutional challenge to Canada’s MAID law, alleging that the law’s
RFND requirement violated their right to life, liberty and security of the person under section 7
of the Charter and their equality rights under section 15.

Jean Truchon was a 49-year-old white man with cerebral palsy. Little is known about him
first-hand: unlike Rodriguez, Taylor and Lamb, all of whom were outspoken champions for their
own cause, much of what we know about Truchon comes from secondary sources such as Court
filings made on his behalf. Unlike Sue Rodriguez, Jean Truchon did not co-author an

autobiographical memoir;*>3 unlike Gloria Taylor, his life did not feature in published chronicles
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or documentary films;>* unlike Julia Lamb, he did not author parliamentary submissions*®® or
work as a marketing/communications professional.

What we do know, from the statement of claim prepared by his counsel, ¢ is that
Truchon had been a wheelchair user for all of his life, that he had completed a university degree
in literature and for 20 years had maintained an active lifestyle, living on his own in supportive
housing in Montréal. This period of his life, during which we are told he enjoyed social
relationships with family and friends and recreational activities such as going to the pool, playing
wheelchair ball hockey and competing in chess,*>’ afforded him, in the language we must
presume to have been crafted by his counsel, “the rewards he could expect from life”1%8, Without
Truchon’s own words, we do not know whether his own account of the satisfactions of his earlier
life would have been qualified in this way, or if the phrasing was calibrated to maximize the
pathos evoked in response to a particular story of disabled life.

According to that same court filing, at the age of 45, as a result of neurological
deterioration in his dominant arm, Truchon found himself no longer able to manage at his prior
levels of independent function. While some adaptations were made, including a transition to
mouth controls on his motorized wheelchair, he was eventually transferred to a full-care
institutional facility. Little to nothing is known about Truchon’s objections to this placement, and
what efforts, if any, were made to accommodate his new level of impairment through mechanical
and/or personal supports that might have permitted him to remain in his home environment and
live autonomously, if not fully independently. Regrettably, these were not questions that the
Court or the media appeared to deem relevant to Truchon’s MAID story. In describing the life-
changing events that gave rise to Truchon’s request for assisted death, counsel for the plaintiffs

completely conflates autonomy with having the physical capacity to perform functional tasks

44



independently. According to the statement of claim, a complete paralysis of Truchon’s dominant
arm “meant a complete loss of his autonomy.”**°® This framing of what Gabrielle Peters refers to
in her entreaty as “a demonstrably false version of autonomy”% is of course consistent with an
ableist worldview that dominates in law and culture. It is a framing that would be reproduced in
the Court’s finding of facts, which notes the detailed physiology that precipitated Truchon’s loss
of left arm function, then accepts without any elaboration, as a clear statement of cause and
effect, that:

He can no longer live in an apartment alone. He had to move into a health and social

services centre adapted to his needs. Although the transition has not always been easy,

Mr. Truchon has tried to cope with his new reality and life in an institution.6?

The Court records indicate that Truchon became depressed as a result of his loss of independence
and “made several plans to commit suicide*%? that culminated in a request for MAID that was
denied because he did not meet the RFND requirement.

Truchon was present at the press conference when his appeal was launched and with the
support of an assistant, made a statement he had prepared in advance of the event. In his own
words, his motivations for pursuing MAID, and by extension, this legal challenge, were very
clear: “A life in institutions is not for me. I've tasted what living for myself is like and since I've
lost that, the little pleasures of everyday life are no longer enough for me.”*63

In his testimony in court, Truchon was even more blunt. Referring to the year in which he
was moved to an institution, he told Justice Christine Baudouin, “For me, | died in 2012,”.
According to press reports, he wept as he described his life in the care facility and the loss of
dignity he experienced.'®* As Megan Linton had emphasized in her entreaty, “Jean Truchon was

clear—he would rather die than live in an institution.”’16°
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In this respect, Truchon’s quest was situated very differently from those of the three
women who had preceded him, each of whom were living in their own homes, where they called
the shots on the myriad regimes of daily life. While it is true that all four individuals had sought
MAID in response to the progressions of their respective impairments, only Truchon’s request
originated in the abject conditions of institutional life. Most likely Truchon’s suffering would
have been largely remediable through appropriate social and policy measures. While “life in an
institution” does not appear to have held significance for the Court other than as a marker of
Truchon’s MAID-able status, its significance becomes ever more clear from a critical disability
perspective as more disabled persons in the years since 2019, have resorted to MAID as a means
of escape from incarceration in both long-term care and correctional institutions.6®

The second plaintiff in this case was a 71-year-old white woman named Nicole Gladu. By
her own account, she had been homeschooled in her youth, and her spirit of adventure and
ambitions actively nurtured. A polio survivor who retained considerable mobility for most of her
adult life, Gladu’s biography included a Masters degree in Public Administration, a highly
successful professional career in journalism including as a parliamentary correspondent,
international deployment in Communications at the UN and other key positions in her trade
union and for the Québec provincial government. With the onset of post-polio syndrome first
diagnosed in 1992, she began to experience physical limitations that according to the statement
of claim, led her to “hate her body ‘as if it were another person’. She thought about ‘not living
endlessly’ and about ‘checking out” when she no longer drew any satisfaction from life.”6’

Like her co-plaintiff, Jean Truchon, Nicole Gladu had been treated for depression related
to her own declining health. But their counsel had made a point of advancing medical evidence

to the effect that any such depression had been resolved for both plaintiffs and that neither of
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them were depressed at the time of their MAID requests. This detail arose at least in part from an
important differentiation that MAID proponents asserted between transient and/or suicidal
desires on the one hand, and durable MAID desires on the other hand. The former would be
constructed as irrational, whereas the latter were deemed to be fully rational. Indeed, as had
become part of a widely held justificatory narrative, the mere availability of MAID would boost
morale and mental health for patients in dire conditions of suffering: Gladu’s court documents
asserted that she had overcome her depression “by deciding to choose for herself the time of her
death, at a time when she would no longer be able to look after herself.”162

Not surprisingly, Gladu’s court filings state clearly that her fear of Jean Truchon’s
ultimate fate was pivotal in her MAID calculation. The statement of claim indicates that she was
“extremely anxious about the idea of being moved to an adapted living facility and having to
depend on others.”%® Unlike her co-plaintiff, however, Gladu was flourishing in her retirement.
In an interview she gave by email from her home in December 2020, Gladu declared, “I am
grateful to have lived my retirement on the 14th floor of a condominium building, which offers
not only all the necessities, but also a breathtaking view of the river that mirrors the beauty of the
sunsets.” 170
For Gladu, the argument for MAID was bluntly utilitarian: “At age 71, | am concerned
far more by the quality of my life than by its extension,”’* she had told reporters in 2017.
Gladu’s profile closely mirrored the demographic most commonly associated with MAID,
featuring group characteristics that have been frequently described as “the three W’s”: white,
well-educated and well-off.172 While critical scholars might categorize the three W’s differently

as “white, wealthy and worried” — since education is most often simply one of the endowments

of wealth, whereas worry about losing personal power and status is most frequently the common
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thread that runs through mainstream MAID narratives — Gladu’s profile fits either mold, perhaps
more than any of her fellow MAID litigants. Indeed, as she famously quipped, her desire was to
die “with a glass of rose champagne in one hand and a canapé of foie gras in the other.”1"3
Clearly out of touch with the harsh realities of disabled life Canada, Gladu’s privileged assertion
would provoke angry callouts in the entreaties of social justice activists like Sarah Jama:
People who were living in abject poverty, or who were scared to enter our horrendous
Long Term Care institutions, or who were on waitlists for treatments, or who couldn’t see
a reason for living because of a lack of accessible, affordable housing, would use this
expanded MAID as their only option....You implied that the rights of people like Nicole
Gladu, who testified that she wanted the choice to die with a champagne glass in her
hand, was more important than the need to protect the folks I spoke about who were

being systematically coerced into using MAID due to government failures.1’#

Whatever the differences in their conditions of living, Julia Lamb, Nicole Gladu and Jean
Truchon were all disabled Canadians who strongly advocated for removal of the RFND
requirement for MAID. In this respect, they were individual outliers from a largely united
disability rights opposition to MAID expansion, reflecting a tension that has been described in
feminist contexts as a tension between reformist and revolutionary politics.1” The legal claims of
Lamb, Gladu and Truchon reflected a “consciousness of assimilation and personal entitlement,”
rather than a consciousness of solidarity.1’® Their entry into the arena of debate, would,
predictably, fuel efforts to discredit the disability rights position as not fairly representing a
divided community.t’” This dynamic would add another layer of complexity to challenge

disability rights defenders in mounting a defence to RFND that would respect the lives and
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struggles of all disabled people while holding firm to the principles of substantive equality in

opposing a fundamentally eugenic law.

C. The Legal Outcome

Although the Lamb challenge in BC had been initiated one full year prior to Truchon and
Gladu in Québec, it was the latter case that would proceed to trial first. At a case management
conference on November 8, 2018, Justice Christine Baudouin, who was assigned to preside over
the case of Truchon and Gladu at the Québec Superior Court, advised the parties that the case
would be heard in January/February 2019, indicating that she herself was taken by surprise by
the expedited trial dates, which required relocating to a courthouse outside of Montréal.1’®
Less than one year later, disability rights defenders would learn that not only would Truchon be
litigated prior to Lamb, but its outcome would be determinative in the contest over RFND. Mere
days before the official release of the Court’s decision in Truchon, Julia Lamb’s legal counsel at
BCCLA filed a request to adjourn the proceedings indefinitely.1”® The reasons given by BCCLA
for this abrupt abandonment of its flagship Charter challenge was that medical evidence provided
by Dr. Madeline Li, a MAID expert retained by the Attorney General of Canada, indicated that
according to the Reasonably Foreseeable Clinical Practice Guideline® issued by the Canadian
Association of MAID Assessors and Providers [CAMAP], Julia Lamb would likely be “found to
meet the threshold for having a reasonably foreseeable natural death”,*®! thus rendering her claim
moot. Finding this medical opinion evidence apparently irrefutable, Lamb’s litigation champions
would effectively withdraw the court challenge, spinning this change of strategy as a victory for
BCCLA and Lamb herself. Given the timing of this call on the eve of the Truchon ruling and the
rather uncharacteristic choice by BCCLA to stand down rather than attempting to reframe its

argument against RFND, it was apparent that disability rights defenders had been out-
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manoeuvred tactically. To be sure, they had been robbed of an opportunity to present a full-
bodied defence of RFND in the BC court, and in the court of public opinion. Truchon was now
the only forum in which we would be heard.

Although there was no formal organizational partner like BCCLA driving the litigation
effort,8 the plaintiffs Jean Truchon and Nicole Gladu were powerfully represented in the person
of Jean-Pierre Ménard, a formidable presence in Québec legal circles and recipient of the 2018
Prix de la justice du Québec award “for his commitment to defending the rights of users of the
health care system and the protection of vulnerable people.”*® A founding partner of a private
law firm frequently at the heart of significant healthcare litigation, Ménard had chaired an
influential panel of legal experts'® whose 450-page report®® in January 2013 paved the way for
Québec to circumvent the Canadian Criminal Code in legalizing medically hastened death as part
of its provincial health care regime.'® Québec’s Bill 52, An Act respecting end-of-life care,®
had become law in June 201418 while the Carter case was still making its way to the Supreme
Court of Canada. The law, which came into force in Québec on December 10, 2015,8°
authorized physicians in that province to end the lives of adult patients who were suffering
unbearably at the end of life. A skilled litigator and well-connected in the spheres of legal and
political power in Québec, Ménard was therefore well-positioned to champion an expansion of
the legislation he had helped to usher in.

By contrast, disability rights defenders would face more of an uphill battle in the Truchon

and Gladu proceedings. Although CCD and CACL would be well represented by

constitutional lawyer Nicolas Rouleau,'® and granted intervenor status in the case, their
request for party status'®! to advance evidence in support of their position was not

supported by the Attorney General of Canada'®? and was ultimately rejected by the Court.
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The Court’s reasoning, detailed in its February 1, 2018 ruling, was that CCD and CACL,
as organizations, were not directly affected by the issues in the litigation and therefore
not entitled to party status and further that significant expert evidence would be brought
forward by the Attorney General of Canada.
Timing and circumstances in the Lamb case had made it possible to work collaboratively with
counsel for the Attorney General to generate a significant number of detailed lay affidavits from
disabled persons. Although testimony from lay witnesses about ableism, stigma and pervasive
disadvantage would have assisted the Court in unpacking the claims made by Truchon and Gladu
and perhaps approaching a deeper understanding of the sources of the suffering for which they
sought relief***, none of this proved possible in the Québec Superior Court: the case moved very
quickly, proceedings were conducted primarily in French, and Justice Beaudoin, quite early in
the process, had imposed strict limits reducing the number of witnesses who could provide
evidence in the case!®.

As it was, the Attorney General of Canada did call upon three of the contributors to this
volume — Michael Bach, Trudo Lemmens and Sonu Gaind — to provide evidence in support of
the RFND requirement. As well, British scholar Tom Shakespeare was afforded the opportunity
to bring “theoretical, sociological and bioethical” disability research before the Court.**® While
Shakespeare was able to introduce the Court to the “disability paradox,”®’ and to speak to the
social harms and messaging that would flow from “allowing medical assistance in dying outside
of the temporal sphere of end of life,”'% his impact on the Court’s appreciation of the context
and implication of its decision appears to have been limited. Without grounding in the Canadian

disability experience or a nuanced understanding of substantive disability equality, Shakespeare
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on his own was unable to penetrate the Court’s reflexive sympathies for what Justice Beaudoin
perceived as Jean Truchon’s “great suffering.”1%°

With no first-person accounts from disabled persons who struggle — and suffer — in their
efforts to survive in the absence of equal recognition and equitable supports, and little or no
evidence on the prevalence and effects of ableist stereotypes and stigma, the Court was unable to
overcome its predisposition to reduce Shakespeare’s testimony, and that of Michael Bach, to an
assertion that RFND vaguely protects disabled people “from themselves and from social bias.”2%
Without a visceral encounter with other disabled bodies offering countervailing narratives and
framings of disability suffering, disability discrimination and disability justice, the Court in
Truchon defaulted to the conclusion that RFND was discriminatory in its effects upon “a
category of persons,” such as Jean Truchon and Nicole Gladu, seeking “the choice for
themselves” about MAID.%0!

The Court’s decision, rendered on September 12, 2019, was to strike down the RFND
requirement in Canada’s MAID law. Like the Carter court in 2012, the Truchon court found a
violation of the right to life, liberty and security of the person under section 7 of the Charter.?%?
Going beyond Carter, the Court also found a violation of the equality rights provisions in section
15 of the Charter.203

In keeping with established Charter jurisprudence, the Court had undertaken an analysis
of the objectives of the law, and its RFND requirement in particular, as part of its ruling. Such an
analysis is required under section 1 of the Charter, which recognizes the authority of government
to reasonably limit individual freedoms in order to prevent harm to others. At the time of the
Carter decision, there had been no explicit objectives for the prohibition on suicide assistance,

and in this vacuum, the Court had declared that the legislative purpose of the prohibition was to
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prevent “vulnerable persons from being induced to commit suicide at a time of weakness.”?%* By
the time of the Truchon claim, however, Canada had established a complex regulatory regime for
MAID, and the objectives for the law’s provisions were now explicit in the Preamble®® to the
legislation. Thus, drawing directly from the Preamble, the Attorney General of Canada had

argued in defending the law that the objectives for RFND were threefold:

1. That it is important to affirm the inherent and equal value of every person’s life and to
avoid encouraging negative perceptions of the quality of life of persons who are
elderly, ill or disabled;

2. That suicide is a significant public health issue that can have lasting and harmful
effects on individuals, families and communities;

3. That vulnerable persons must be protected from being induced, in moments of

weakness, to end their lives.2%

Significantly, however, the Court in Truchon rejected the first two of these objectives. In the
view of the Court, the affirmation of the inherent and equal value of every person’s life, and the
importance of preventing suicide, were both too broad to constitute valid legislative objectives.
Instead, they were deemed to be “vehicles used to affirm social values or stakes?%” and as such,
would not be taken into consideration in determining whether the limits on individual freedom
imposed by the RFND requirement were justifiable. The Attorney General of Canada had argued
that:

If constitutional democracy is meant to ensure that due regard is given to the voices of

those vulnerable to being overlooked by the majority, then this court has an obligation to

consider respectfully Parliament’s attempt to respond to such voices.?%®
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But the Court was not persuaded. Instead, Justice Baudoin declared the RFND objective to be a
narrowed articulation of the Carter Court’s formulation, rendered prior to the drafting of
Canada’s challenged MAID law:
to protect vulnerable persons who might be induced to end their lives in a moment of
weakness, by preventing errors when assessing requests for medical assistance in
dying.2%°
Not surprisingly, this reasoning dovetailed with a conceptual framing core to the Carter ruling as
well: an exclusively medical framing that left no room for the insights of a critical disability
analysis. By asserting “vulnerability” as the relevant consideration in the balancing of rights
required for a MAID regime, and by defining vulnerability as doctors do, as an impairment of
decisional capacity, neither the Carter Court nor the Truchon Court would have to reckon with
the messy business of deep-rooted socioeconomic and structural vulnerability, or the inequities
that have demonstrated themselves throughout history to produce, perpetuate and selectively
exploit human vulnerability. Instead, their rulings would accord with the clean and simple logic
of medical authority. For the Court in Truchon, the knotty questions of whose lives should be
candidates for state-administered death could properly be delegated to doctors:
... [T]he Court finds that, for a doctor working in the area of medical assistance in dying,
a vulnerable person should be defined as a person who is incapable of consenting, who
depends on others to make decisions regarding his or her care, or who may be the victim
of pressure or abuse.... Because physicians are able to assess an individual’s decision-
making ability, they can therefore determine whether they are dealing with a vulnerable

person or not.?*0
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The Truchon judgment dealt a crushing blow to all who had recognized in the end-of-life
requirement for MAID the single expiatory feature of a legislative regime that was otherwise
premised on a fundamentally discriminatory proposition: categorizing disability-related suffering
as so fundamentally more egregious than all other forms of human suffering as to warrant state
intervention to terminate life upon request. When the threshold for MAID was suffering from a
medical condition at the end-of-life, the discriminatory effects of the regime had been
neutralized, with eligibility contingent upon one’s place along the trajectory of life, rather than
one’s medical or disability status. But when the Court in Truchon struck down the RFND
requirement, it severed a pairing of conditions that had been calibrated to balance the right to
autonomy with the right to equality — in other words, to be nondiscriminatory in essence.
As Elizabeth Sheehy, one of the contributors to this collection, would soon make clear in her
2021 entreaty before the Standing Senate Committee on Legal and Constitutional Affairs:
By removing the one safeguard that was promised as protection for people with
disabilities when medical assistance in dying was legislated—the reasonable
foreseeability of death requirement—the bill singles out disability as the precipitating
condition for assisted suicide. No other group of Canadians will be supported in their
wish to end their lives due to their suffering. This amounts to discrimination on the basis
of disability, contrary to s 15 of our Charter. It imposes a significant social burden by its
message that disabled lives are not worth living or saving.?*!
If the Truchon decision was permitted to stand, the threshold for MAID would be suffering from
an advanced and incurable medical condition — in other words, suffering from some form of
disability. The MAID-able cohort in Québec would widen to include, effectively, all disabled

persons who suffer intolerably in ways that are causally related to their disability. In the province
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of Québec, MAID would become a “treatment option” exclusively for disabled persons. Whether
this constituted a benefit or a harm — a victory for individual liberty or an existential injury to
human rights — would depend on one’s convictions about the meaning of equality for disabled

persons.

D. The Immediate Aftermath

The response to the Truchon decision from disability rights defenders was swift and
forceful, and predictably constellated around calls for its immediate appeal. Within days of the
decision’s release, an open letter endorsed by over 70 disability and civil society organizations
was dispatched to the Attorney General, the Prime Minister and the Minister of Disability
Inclusion, urging immediate appeal of the decision.?*?> Trudo Lemmens and Laverne Jacobs,
scholars in health law and disability law respectively, published an opinion piece detailing the
reasons why appealing the decision was essential.?'3 In their view, “[t]he court’s ruling
undermine[d] Parliament’s power to issue broad legislation aimed at protecting the rights and
interests of people who are elderly, ill or disabled, and at preventing suicide.”?

But with a high-stakes federal election looming, it was difficult to garner attention from
the media or the voting public; the Prime Minister had dissolved Parliament on the day before
the decision was released. In accordance with standard legal conventions, the window of
possibility for filing an appeal would close in 30 days, just days before a federal election in
which securing the favour of voters in Québec would be of crucial importance for the governing
Liberal party.?*> The government of Québec had announced on October 3, 2019 that they would
not appeal the decision;?! the announcement came in the wake of a powerful endorsement of the
Truchon ruling and a formal urging not to file an appeal, made by five professional orders

representing Québec’s doctors, nurses, pharmacists, notaries and social workers.?%’
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With strong spheres of public influence aligning in support of the decision in Québec, it
was clear that the federal government would pay a price politically were it to file for appeal.

While no doubt tactical discussions and political horse-trading unfolded behind the
scenes, the Prime Minister gave no public indication of his intentions regarding appeal, until the
French language leaders’ debate on October 10, 2019. When asked by a disabled woman
seemingly eager to end her life, if his government would respect the Truchon decision, he
responded, “Yes, we are going to relax the law in the next six months.”?!8 Thus, despite the clear
guidance of Canada’s “Caretaker Convention”?!° that a government in power should restrain its
actions following the dissolution of Parliament to those that are urgent, noncontroversial or
reversible by a new government, the Trudeau government permitted the deadline for appealing
the Truchon decision to pass.??° As Elizabeth Sheehy would underscore in her 2021 testimony:

... itis almost unheard-of for the federal government to fail to defend its own laws—and

particularly a law developed so recently through compromise and careful consideration of

its impacts—Dby invoking the appeal process.??
The government’s irreversible ‘decision by stealth’ to refrain from appealing Truchon slipped by
under the radar of a mainstream press preoccupied with its own curation of ballot box issues.???
But the toxic fallout from this single decision would reverberate to the present day and well
beyond, as disability rights defenders in Canada would be called to witness and resist a rapid
normalization of eugenic policy and practice in its wake.

In the immediate aftermath of Truchon and following the lapse of the appeal deadline,
came a period of relative calm on the surface of Canada’s MAID maelstrom. Physicians and
nurse practitioners continued to administer the procedure on patients they deemed to be eligible;

MAID death rates continued to increase at exponential rates?% as the practice became more and
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more normalized as a standard treatment option. Constitutional exemptions from the RFND
requirement were routinely granted by Québec courts??* during the months that Justice Beaudoin
had set aside for the Québec and federal governments to consider a legislative response to her
ruling.??® Disability rights advocates found themselves effectively forced to wait to see what
would come from the federal election and how a new or newly mandated government would
respond, now that the RFND requirement had been struck down by a Québec court. During this
hiatus, they worked to channel their fury into new legal and political strategies, withholding pro-
forma praise for conciliatory gestures toward disability rights made on the campaign trail?%, and
endeavouring to fill gaps in public awareness??’ left by inadequate media coverage during the
critical days after the release of the Truchon decision.

Following the federal election, in which the incumbent Liberal party secured minority
control over Parliament, and the customary holiday season recess, the government began,
quietly, to show its hand on responding to the Truchon decision. An online two-week
“consultation” questionnaire initiated on January 13, 2020?% and a series of ten tightly curated,
invitational roundtable meetings together purported to measure Canadians’ readiness for a
legislative overhaul of the MAID regime, thus preparing the ground for legislation that would
codify the Truchon calamity in Canadian criminal law. Disability rights defenders, increasingly

nimble in this campaign, would be quick to respond.

1. From Geneva: The Special Rapporteur

Not limiting their efforts to the domestic sphere, advocates would find the disability
rights position on assisted suicide powerfully validated on the global stage when the UN Special
Rapporteur on the rights of persons with disabilities delivered to the United Nations General

Assembly the results of a thematic study on the impact of ableism in medical and scientific
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practice.??® The report was forthright, thorough and authoritative, and made explicit the
prejudicial and ideological foundations of ableism and eugenics, observing notably with respect
to eugenic practices, that:

Unlike the widespread moral revulsion and outrage against comparable atrocities of the

twentieth century, the significance of the eugenics movement and its impact on how

societies continue to dismiss the value of the lives of persons with disabilities has long

remained confined to disability circles.?°
Critiquing much of mainstream bioethics for its “ableist views, including the assumption that
persons with disabilities are of lesser value than others, or that their lives are not worth living, 23!
the Special Rapporteur went on to conclude, based on the principles, rights and obligations of the
Convention on the Rights of Persons with Disabilities [CRPD]?*? that “cugenic aspirations
persist in current debates related to medical and scientific practice concerning disability, such
as... assisted dying.?3 Among the many specific measures proposed in her report, all of which
bear serious attention, the Rapporteur’s unequivocal assertion that “access to assisted dying
should be restricted to those who are at the end of life”?** would resonate powerfully in Canada’s
disability rights community.

In a separate report, issued simultaneously, the Special Rapporteur presented her findings
and official recommendations for the Government of Canada, following her official visit to
Canada in April 2019. Well apprised of developments in the Canadian MAID domain, she made
direct reference to the Québec court decision in her December 2019 report,?3> expressing her
concerns clearly and categorically:

The Special Rapporteur is extremely concerned about the implementation of the

legislation on medical assistance in dying from a disability perspective. She has learned
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that there is no protocol in place to demonstrate that persons with disabilities deemed
eligible for assistive dying have been provided with viable alternatives. Moreover, she
has received worrisome information about persons with disabilities in institutions being
pressured to seek medical assistance in dying and of practitioners not formally reporting
cases involving persons with disabilities. The recent judgment of the Superior Court of
Quebec might put additional pressure on persons with disabilities who are in a vulnerable
situation due to insufficient community support.236
The Special Rapporteur's carefully reasoned and strongly worded reports confirmed the eugenic
aspirations in plain sight in the popular embrace of euthanasia and assisted suicide for disabled
people. As such, she provided an authoritative and independent validation of the disability rights
resistance to expansion. As much as this important validation would energize activists and allies
engaged in defending the RFND requirement, the reports did not produce a response from the
Canadian government or from the MAID expansionist lobby. Media coverage was therefore
extremely muted and brief, and as a result, regrettably, her report provoked no significant shift in

the narrative of disability suffering that had taken hold in the post-Truchon era.

2. The Dueling Questionnaires

Mindful that the government survey would be in no way statistically valid,?3” and wary
that survey results would be skewed by an outpouring of expansionist zeal and overblown in
their ultimate reporting, the Vulnerable Persons Standard community invited survey respondents
across Canada to submit duplicate copies of their responses to the VVPS for analysis. Text from
open-ended responses were grouped thematically and excerpted in a public report?3 far more
compelling and nuanced than their blanket dismissal in the government’s official report as

“Opposition to MAID.” The government report made no distinction between responses that
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objected to MAID altogether and those that objected to its expansion beyond the end-of-life
context, summarizing this generic opposition in terms that suggested a simplistic and
fundamentalist reasoning: “Ultimately, responses in this cluster emphasize that life is precious,
and that it is not the government or medical professionals who are able to determine when life
should come to an end.”?%

The VPS report, by contrast, highlighted themes of substantive equality, domestic and
international human rights commitments, suicide prevention and the social determinants of
health, discrimination, institutionalization, historic patterns of abuse and social neglect, ableism
and ageism. A summary statement argued for careful attention to the minority views effectively
erased by the government’s report:

While those who resist the expansion of medical assistance in dying are a subset of the

population, it is very important that we don't lose track of the perspectives of those who

will be impacted most. It's about time that Canada responds to the voices from the

margins. 240
While the VPS initiative to collect survey data was ad hoc and impromptu, the results of its
efforts were no less scientific than the government's charade of public consultation. The
government survey methodology had been deeply flawed, its premise unfairly skewed and its
reporting misleading and superficial. On the other hand, the VPS had been guided by the core
principle of “Nothing about us without us” and had been fully transparent about its aims and
purposes. Its qualitative capture of the reasoning behind disability rights opposition to MAID
expansion provided an accurate snapshot of the considered and constructive viewpoints held by
Canadians with arguably the greatest stake in the outcome of these debates. As with the

entreaties chronicled in this volume, the substantive and detailed record that the VVPS report

61



preserves may prove invaluable in guarding against the forces of erasure while the forces of

ableist supremacy prevail.

3. The Vancouver Roundtable: Staring down the Opposition

Obliged to participate in good faith in pre-legislative discussions that would be as skewed
as the government questionnaire had been, disability rights defenders who found themselves on
the invitation list for government-hosted roundtables worked to prepare proposals that would not
amount to policies of appeasement. In the Discussion Paper distributed to invitees prior to these
meetings, the government had clearly and explicitly declared its intentions of “responding to the
Truchon decision before the March 11 deadline by expanding eligibility for MAID beyond
persons nearing the end of life.” 24

As several advocates would later reflect in a collective submission to the Senate Standing
Committee on Legal and Constitutional Affairs, this articulation of a predetermined outcome
would challenge them — on very short notice, and during a time of urgent attention to pandemic
emergency measures — to pivot away from legal and policy arguments for the preservation of the
RFND threshold, and instead to focus on “how to contribute constructively to the development
of a legislative response to a court ruling that we considered to be fundamentally in error.”24?
Intuiting that the in-camera, tightly orchestrated agenda for roundtable sessions would not
accommodate actual debate or discussion, a number of participants at the disability-focused
roundtable in VVancouver on January 16, 2020 took the approach of an agreed-upon collective
entreaty consisting of a constellation of safeguards that would honour and protect disabled lives,
and “preserve what the court in Truchon & Gladu had dismissed in such a cavalier fashion.”?43

Specifically, they formulated and proposed a set of commitments inspired by the precedent of
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“Jordan’s Principle,”?** reimagined as “Archie’s Principle,” invoking the memory and the
struggles of individuals like Archie Rolland?* and countless other disabled citizens who have
suffered similar fates. In particular, this proposed safeguard would consist of:
A “duty to assist” by provincial/territorial and federal governments — meaning that the
resources must be made available to address those causes of suffering — whether it is lack
of adequate/affordable housing, fear about being confined to an institution, needed
aids/devices, personal attendant/care services and other supports required to live in the
community, consistent with Article 19 CRPD.246:247
Although the Vancouver roundtable was attended by Cabinet Ministers responsible for MAID?#
and their senior political and government staff, with a clear and consistent message presented by
advocates in attendance, it was evident by the conclusion of the meeting that there was no
movement in the government’s position. The proposal for a duty to assist was rejected out of
hand, without discussion. In his closing remarks, Justice Minister Lametti made vague
assurances that both government and community representatives were somehow on the same
page in their shared commitments to equality, convincing no one in attendance and leading some

to wonder if he had been paying attention at all.?*

4. The Ottawa Forum: Throwing Down the Gauntlet

The agenda for Canada’s still-newly minted Minister of Justice had been made clear in
Vancouver and was consistent with widely held expectations, perhaps best expressed in the
Globe and Mail headline, “David Lametti’s appointment as Justice Minister raises hope for less
restrictive assisted-dying law”.?%0 In the face of this political reality, disability rights defenders

would not rest their case on arguments made in an in-camera meeting or in the disappearing ink
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of a flawed public survey. Instead, they fashioned their own platforms and hustings to put clearly
on the record a community-wide defence of RFND.

A keystone element in this effort was a national forum on MAID held in Ottawa on
January 30, 2020.25! Hosted jointly by CACL and CCD, this bilingual, fully accessible event was
attended by a number of parliamentarians, including the Minister of Justice and the Minister for
Disability Inclusion, and by hundreds of disability rights advocates and allies across the country.
Seven presenters, each well-known and respected for their deep roots in disability movement
activism and their expertise in ableism, disability discrimination, human rights and constitutional
law, spoke on the theme of “End-Of-Life, Equality and Disability.”?%? Taken together, their
contributions expressed a powerful rebuke of the government’s imminent abandonment of the
rights and well-being of disabled citizens and made a compelling argument for the preservation
of RFND in accordance with Canada’s obligations under the Charter and the CRPD.

One of the presenters, Laverne Jacobs,?>® drew from her extensive studies of the CRPD and
focused in particular on the UN’s interpretive guidance on the meaning of “inclusive equality”
for persons with disabilities.?>* Jacobs foregrounded the issue of stigma, arguing that “the stigma
of people with disabilities is perpetuated through the MAID legislation.”?% She noted with
concern about the normalization of inequality or “any system or any structure of systemic
discrimination,” that, “once ideas that are harmful to any minority group have been legislated
into law, it becomes very difficult to convince the general public that they are ...
discriminatory.”2%

In her critique of the Truchon decision, which Jacobs described as premised upon “a
formalistic vision of equality,”?>” and therefore “very narrow and problematic,”?% she made

particular reference to the Québec Court’s failure “to inquire into the idea of whether the label of
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being MAID-able furthers the historical disadvantage of the disability community as a whole.”?°
Jacobs’ fundamental question, “How do we strip the structure of our legislation of ableist
understandings of social existence?”?%° dovetailed strongly with the arguments advanced by
Nicolas Rouleau, one of her fellow Forum panelists who had served as counsel in Los Angeles
for CCD/CACL in the Truchon case. Rouleau laid out the case for preserving RFND with a
clarity that must have shaken government representatives in attendance as much as it resonated
with the convictions of assembled disability rights defenders:
[Bly providing MAID on an end-of-life basis, the State treats the suffering of all people
who are not at the end of their lives equally — i.e., as a situation worth addressing through
means other than the termination of a life.... The refusal of the State to terminate their
lives is not a denial of their suffering, but rather an affirmation of the worth of their lives.
And by treating their suffering equally in a non-end-of-life context, the State also
recognizes that if we treated the suffering of one group differently from the suffering of
all the others (and we would make this distinction based on Charter-protected personal
characteristics), it would have an impact on their dignity, their self-worth, the worth
ascribed to them by others, and the likelihood that this group would be stereotyped. This
would be true for any group, such as women; transgendered individuals; Indigenous
people; individuals who are addicted to substances; persons with disabilities.
Instead, we agree that the suffering of groups such as transgendered individuals,
Indigenous people, individuals who are addicted to substances must be treated as a crisis
situation, worthy of State mobilization and intervention, but not through the termination

of their lives. This is a good thing. [Emphasis in original.]?%*
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In a very direct sense, the Ottawa Forum would stand as the closing argument from disability

rights advocates on the issue of RFND.

V. Bill C-7: Crossing The Rubicon

The clarity, consistency and logic of the disability rights argument for preserving RFND
would not, however, move the needle of political will on the question of MAID expansion. Any
faint hope of even an incremental shift would vanish a mere three weeks after the Ottawa Forum
at which Ministers had assured disability rights advocates that they were being heard, and that
their perspectives would be ... considered, and in some ways, most considered, given the very
real reality that every single person that accesses MAID has some form of disability.”262
Instead, on February 24, 2020, the Ministers of Justice, Health and Disability Inclusion jointly
announced the introduction of Bill C-7,%63 a sweeping amendment to the MAID provisions of
Canada’s Criminal Code. Well beyond what many had feared would be a significant weakening
of the RFND requirement, Bill C-7 outright removed the requirement, leaving in place a two-
track system where persons approaching death would be protected by less stringent safeguards
than had previously been the case, and non-dying persons would be accorded a pro-forma
tweaking of safeguards that ought to have been self-evident for all MAID cases, specifically that
“... in non-end-of-life cases, the request for MAID is fully informed and considered, and that
individuals making the request have given serious consideration to reasonable and available
treatment options.”264

Touted as reflecting an “emerging social consensus,”?%® the amendments detailed in the

Bill were described by the Minister of Justice as aiming “to reduce suffering, while also
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supporting individual autonomy and freedom of choice.”?%¢ Absent from his framing was any
reference to the balancing of rights that had figured so prominently in his predecessor’s
assurances when MAID was first introduced in Canadian law,?%” or, importantly, that had been
explicitly acknowledged by the Supreme Court in Carter:
... [P]hysician-assisted death involves complex issues of social policy and a number of
competing societal values. Parliament faces a difficult task in addressing this issue; it
must weigh and balance the perspective of those who might be at risk in a permissive
regime against that of those who seek assistance in dying.?%®
As is customary in Canadian parliamentary processes, Bill C-7 completed first reading in the
House of Commons on February 24, 2020 without discussion.?®® Its legislative progress,
however, would be short-lived in the first session of Canada’s 43" Parliament. Within days of
the Bill’s first reading, the country was overtaken by the Covid-19 pandemic; during March
2020, every Canadian province and territory declared states of emergency, and the federal
government invoked the first of what would be several parliamentary closures on March 13,
2020. A further extension of the Québec Court’s timeline for activation of the Truchon decision
was requested and granted,?’° and the attention of Canadian lawmakers would be effectively
limited to emergency response measures until the Prime Minister called for Parliament to be

prorogued on August 18, 2020.%*

A. The Global Pandemic

In early 2020, disability rights campaigns across the country found themselves compelled
to divert from a singular focus upon the existential threat of MAID expansion in order to respond
collectively to the five-alarm fire that was the global pandemic. The betrayal felt by disability

rights advocates in the government’s legislative response to Truchon would increase
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exponentially as the precarity of disabled lives in times of social crisis became ever more self-
evident. From the time the Public Health Agency of Canada activated its Emergency Operations
Centre on January 15, 2020 and the World Health Organization [WHO] declared the outbreak to
be a Public Health Emergency of International Concern on January 30, 2020,%7?> Canadians with
disabilities found themselves unheard, unsupported and endangered on a global scale. In Canada,
the pandemic would be an accelerant to the forces of eugenic sorting upon which Track 2 MAID
was predicated. Covid-19 would selectively distribute its heaviest burdens of stress, deprivation,
isolation, contagion and death among those euphemistically described as having “pre-existing
conditions.”?”® Hardest hit of all would be disabled people incarcerated in nursing homes,?’*
long-term care?”® and correctional facilities?’®, disabled people marked by race or Indigeneity,
and mass numbers of disabled people whose endowments of social connection and material
wealth were insufficient for human flourishing.

While disability activists, advocates and organizations in Canada mobilized in protest of
explicitly eugenic triage policies?’” and widespread exclusion from financial relief?’® touted as
“helping Canadians pay for essentials like housing and groceries,”?’® the timing for decisive
federal government action on expanding access to MAID for non-dying persons nationally was a
slap in the face for Canada’s disability rights movement.&

Disability rights defenders and their allies had responded on every front to the
government’s pre-legislative public relations blitz, but the government-generated momentum for
expansion would be difficult to overtake. Pushing through the extraordinary hardships and
prohibitions of the early pandemic years, however, Canada’s disability rights movement would
once again be called to action in October 2020, when a mostly virtual 43" Parliament

reconvened for its second session in the fall of 2020.281 Just two weeks into the session, Bill C-
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7,282 in its original form, was returned for first reading on October 5, 2020, beginning a
consequential sequence of debates, committee hearings, amendments and political wrangling that
would extend until its ultimate passage, with amendments, on March 17, 2021. Canada’s
expanded MAID law, to which the entreaties collected in this volume are a collective response,
would alter the trajectory of countless disabled lives for many years to come.

What happened in the six months between the emergence of Bill C-7 and its entrenchment in law
must not be overlooked in the furor of all that the law unleashed. There were three notable ways
in which the legislative proceedings and policy debates around Bill C-7 differed significantly
from the 2016 proceedings around Bill C-14: the entry of formidable activist voices; the
ascendancy of an emboldened Canadian Senate; and the acceleration and advance of

expansionist ambitions.

B. Formidable Activist Resistance

While formally constituted disability rights organizations had been — and remain —
demonstrably committed to the campaign against euthanasia and assisted suicide since the
Rodriguez era, and while they had been an estimable presence in advocacy for RFND in 2016,
having to a significant extent prevailed in the struggle to entrench an end-of-life requirement, it
is arguable that they reached the apex of their influence on this issue in 2016. The same
government that appeared to have yielded to disability persuasion in 2016 had not only faltered
in its commitments by 2019 but the following year had downright reversed course with respect to
RFND. Despite the best efforts of a coalition of disability rights organizations across Canada, the
government had not blinked in its refusal to appeal Truchon, nor had it accorded any serious
attention to carefully calibrated proposals presented behind closed doors or in public fora —

proposals that were both rhetorically compelling and constitutionally sound. Not even the
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weightiest of global civil society institutions, the Office of the Special Rapporteur for the Rights
of Persons with Disabilities, seemed to have any effect upon the course that the government had
set for itself with respect the expansion of Canada’s MAID regime.

Indeed, even the time-honoured holy grail for organizational advocacy — the proverbial

“seat at the table” — had failed to protect the lives and equality of disabled citizens. Despite her
assurances that her presence would matter, as one of the three Cabinet Ministers designated to
lead the government’s response to Truchon, Canada’s Minister for Disability Inclusion had
proved ineffectual at best, or insincere at worst. Ironically, the campaign’s greatest impact may
have been in helping to shape the government’s talking points in support of Bill C-7. In
introducing the Bill for second reading in the legislature, the Minister of Justice, Attorney
General David Lametti, had carefully recited a core disability rights argument before returning to
his predecessor’s 2016 “balancing” metaphor and invoking commitments from the Bill’s
Preamble that would now be a mere vestige from MAID 1.0:

... In the view of many disability groups, a MAID regime that does not limit eligibility
to those whose death is already reasonably foreseeable enshrines in law the erroneous
view that disability itself is a valid reason for ending life...
| believe the fundamental principle that all lives have equal and intrinsic value can be
balanced with other important interests and societal values, in particular, the importance
of individual choice for Canadians. This balance is at the heart of the bill's objectives,
which are to recognize the autonomy of individuals to choose MAID as a means for
relieving intolerable suffering, regardless of the foreseeability of their natural death,

while at the same time protecting vulnerable persons, recognizing that suicide is an
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important public health issue and affirming the inherent and equal value of every person's

life.283

To be clear, Bill C-7 had removed the single most important measure for the protection of
equality rights in Canada’s MAID law — the neutral, non-discriminatory provision that only
persons who were approaching natural death would be eligible for a hastening of that death by
MAID. In its place, the Bill would substitute a waivable 90-day assessment period?®, and a
requirement that patients be advised of and give serious consideration to whatever other means to
relieve their suffering might be available to them (and known to their MAID provider). In
addition to all dying persons, MAID would now be available to persons at any stage of life,
provided they were disabled. In effect this rationale for Bill C-7 would amount to replacing a
foundational pillar with a bit of window-dressing, propping up the illusion of robust autonomy
while taking no account of the coercive realities of ableism, structural inequality?®® and disability
stigma in shaping a patient’s desire for death and/or a practitioner’s ideological predisposition to
collude with that desire. In the Attorney General’s rendering, a minor tweaking of vague and
unenforceable safeguards would render an exemption from the Criminal Code — for what would
otherwise be homicide — as constitutionally compliant when reserved for disabled persons only.
Yet the Minister’s rhetorical strategy clearly prevailed as a talking point. The Minister’s Cabinet
colleagues from Health and Disability Inclusion, Ministers Hajdu and Qualtrough respectively,
would deploy the same dissimulation the following month, when called upon to testify before the
Standing Committee on Justice and Human Rights. Minister Hajdu would straightforwardly

assure legislators that the amendments ... represent a balanced and compassionate approach,
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with respect for personal autonomy while ensuring that adequate safeguards are in place to
protect vulnerable individuals.”2
In a similar but more rhetorically ambitious manner, Minister Qualtrough would make
lofty assertions about Bill C-7’s place in the annals of disability rights:
The proposed legislation recognizes the equality rights of personal autonomy as well as
the inherent and equal value of every life, something that disability advocates have fought
tirelessly for for decades. In doing so, it remains true to the Charter of Rights and
Freedoms, the United Nations Convention on the Rights of Persons with Disabilities, and
the principles of the Accessible Canada Act that everyone must be treated with dignity,
that everyone must have meaningful options and be free to make their own choices, and
that everyone must have the same opportunity to make for themselves the life that they
are able and wish to have, regardless of their disabilities.?®’
In the face of such brash justificatory gaslighting, Canada’s well-established and often
government-funded disability advocacy sector lacked the tools of confrontation and calling out
that the moment demanded. By their very nature, advocacy organizations in the disability sector
were bound by complex checks and balances that require a certain decorum and careful
stewardship of long-standing and productive relationships. They can, and did, develop and
articulate a comprehensive policy critique of Bill C-,728 and a thorough constitutional analysis
of its departure from the guarantees of the Charter.?®° But a candid, red-hot rebuke of the
government’s branding of this Bill was out of reach for the civil society players like Inclusion
Canada?® and the Council of Canadians with Disabilities.
It was in this breach that unaffiliated, grassroots disability activists rose as they had in the

Latimer era to a state of peak engagement. Some came from the ranks of well-established activist
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groups like Toujours Vivant/Not Dead Yet, which had been active in this sphere since 2013,
serving as prolific blogger, webcaster and disability rights watchdog from the front lines of the
euthanasia frontier in Canada broadly and Québec in particular.2%* Other players, like the
grassroots initiative Dignity Denied, had coalesced in direct response to Bill C-7, declaring
themselves as “a defiant group of disabled people demanding the right to live in dignity” and
offering a fulsome and persuasive critique of the Bill as rooted in ableist, racist, sexist, and class-
driven ideologies?®2. Some were centres of radical mutual support and community capacity
building in the spirit of disability justice, such as the Disability Justice Network of Ontario,
active since 2018, whose leaders perceived in the messaging and formulation of Bill C-7 a threat
to disabled lives that would dovetail with their ongoing work in antiracist, anti-ableist and
abolitionist spheres.?® Others constellated around a single-focus, single-message social media
campaign like #WhyUs, a 2020 spinoff from the Project Value Facebook group,?®* aimed solely
at generating ‘ portraits of protest, demanding an explanation that would justify singling out
disabled lives for ‘special’ MAID eligibility.?%

The influence of disability rights activists was felt everywhere in the months-long process
of Bill C-7’s legislative path. A powerful and rigorously substantiated online petition initiated by
Dignity Denied quickly garnered over 12,000 signatures.?®® A webinar on the impacts of Bill C-7
on Black, Indigenous, Queer, Sick and Poor communities, titled “Death by Coercion”,
spearheaded by DINO,?" attracted over 400 registrants.?®® There were phone zaps,?®
journalistic®® and editorial®’* contributions, innovative Twitter campaigns,®°> meetings with
individual parliamentarians, photo collages,3® vigils,3°* media appearances,3® letter writing
campaigns,3% submissions to legislative committees®®” — many from seasoned activists and many

more from disabled people who had never before engaged in political action. There were acts of
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civil disobedience: in the deep freeze of a February night, amidst severe pandemic restrictions, a
team from DJNO and the Criminalization and Punishment Education Project [CPEP]3% marked
the annual Disability Day of Mourning by staging a demonstration outside Canada’s Parliament.
Blocking street traffic with a huge banner reading “KILL BILL C-7”, the demonstrators “read
the names we could find of... disabled comrades who have died in institutions across
Canada.”3%

As energetic as the Bill C-14 campaign for disability rights recognition had been, it had
been confined to the strategies and discourses of mainstream policy debate and perhaps by
definition, was one step removed from the lives and passions of disabled people most at risk
from a slide toward eugenic culling. Grassroots activists would foreground hard truths, buried
history and abuses of institutional and cultural power that would link MAID to the larger project
of neoliberal capitalism. Their full-throated engagement in the Bill C-7 resistance brought an
astute political sophistication, street cred and robust possibilities for solidarity across antiracist,
anti-austerity and anti-colonial struggles, thus significantly diversifying the big tent approach
that efforts like the VPS had pioneered with respect to MAID safeguards. Whereas the coalition
in support of the RFND threshold had expanded in 2016 into palliative medicine and faith-based
sectors, the anti-expansionist resistance to Bill C-7 began to feature support from partners in a
broad swath of progressive social justice struggles.3°

The entry of disability justice activists into the theatre of parliamentary committee
hearings and debates infused the process with a gritty realism that would disrupt a pervasive
narrative that had equated disability with suffering and framed adjustment to disability as a
personal choice (and therefore refusable and/or avoidable by MAID). The participation of

disabled citizens as letter writers, evidence chroniclers and testimonial witnesses had previously
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been the exclusive domain of a small cadre of Dying with Dignity subscribers. The dominant
MAID narrative from lived experience that had therefore been inscribed in an uncritical public
consciousness was one that disparaged and stigmatized aspects of disabled life intolerable to
ableist sensibilities. As the prolific MAID provider, Dr. Ellen Wiebe3!'!, would explain matter-of-
factly in her testimony before a joint Parliamentary committee in the fall of 2022:
These are the kinds of conversations | have every day with my patients. They say, “If |
can't take care of myself in my own home, | don't want to live any longer.” They talk
about independence—not just quality of care, but having strangers wipe their bum. That's
such a common statement. People can say they have really good care in their home, but
they still have somebody else changing the diapers.
That is what people will talk about in terms of what is unacceptable, that there is no care
level acceptable for that level of disability, because that level of disability is
unacceptable.3*?
Disability activists have long understood the debilitating fiction of the independent human and
how this mythology underpins the devaluation of disabled lives. Whether driven by stubborn
ableist vanity or perhaps in some cases by deeper trauma associated with unwelcome intimacy, 3
the boundary line for acceptable life described by Dr. Wiebe is a well-recognized feature in
MAID narratives, and one that, if unchallenged, powerfully validates and entrenches disability
stigma. Its frequent recurrence in the expansionist lexicon makes clear that the intolerable
suffering that expansionists sought to address was predominately not medical in nature but
rooted in social and cultural norms and the absolutes of an ableist worldview. Giving free rein to
unfettered individual autonomy among non-dying, socially privileged actors would expand the

category of “intolerable suffering” to elevate the rigid protocols of nondisabled life to a threshold
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for acceptable life, and to entrench a profoundly discriminatory premise as a threshold for Track
2 MAID 314

Disability rights defenders would not dispute that the losses and lifestyle adjustments that
accompany the onset of disability are considerable, but their counterpoint assertion was that
much of the suffering occasioned by these losses was demonstrably remediable. MAID, they
argued, was in no way a proportional response to the individual struggle for adjustment in the
face of medical adversity, nor could death be construed as remedial in nature.

However, the framers of Canada’s MAID law had designated that suffering would be
subjectively determined. Death in the face of perceived subjugation to disablement had been
normalized by expansionists as “a personal choice,” and therefore protected by the guarantee of
liberty. Disability rights defenders, and the activists among them in particular, balked at
elevating the “personal choice” for MAID beyond RFND to a constitutional right, and further, a
right that would confer wide discretionary privileges to state actors to administer the non-dying
patient’s desired death. This was a bridge much too far for those who understood the pervasive
reach of ableism and medical ableism in particular in Canadian life, and had fought for
formulations of disability equality that broke free of ableist design.

Activists speaking and writing from their lived experience and ethic of inclusion would
disrupt and irrevocably complicate the ableist foundations of Bill C-7. In authentic accounts from
their own lives, they would expose the hubris of independent toileting as the pinnacle of human
dignity. In her testimony on Bill C-7 before the Senate Standing Committee on Legal and
Constitutional Affairs, Gabrielle Peters, one of the contributors to this volume, speaking as co-

founder of Dignity Denied, set a new bar for bold speech that paved the way for many of the
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activist truth-tellers who would present their entreaties in hearings yet to come. Confronting
virtually every elephant in the room, she began:
Having watched the Parliament and Senate proceedings on Bill C-7 and having lived in
this country as a disabled, poor woman, particularly during this pandemic, | already know
how little value is placed on my knowledge or my experiences or even my life. | don’t
arrive here expecting to say | suffer and have the Canadian state turn and ask, “How can
we help?” because that is not my lived experience. ... | thought I might have time to
discuss the conflating of liberty with autonomy and the lethal consequence of policy that
denies interdependence and flattens the “us” that is Canadian society to White, wealthy
and non-disabled.
I would have liked to discuss why a lethal injection of chemicals by a doctor has been
branded dignified. Perhaps | would have asked whether you had given any thought to the
manipulative, coercive effect of the branding.3%®
Speaking through her designate and colleague, Spring Hawes, Peters recounted her own variation
on the independent-toileting-as-threshold-for-acceptable-life theme with a vivid recounting of
the bureaucratic hoops presented for her to jump through in order to secure state funding for a
replacement cover for a urine-soaked wheelchair cushion. Such deliberate bashing of the taboos
and niceties of the privileged class proved to be part of a complex strategy of unsettling the
gospel of dignity guiding the MAID brand. Exposing the lived reality of disabled poverty, and
the overlays of trans and BIPOC disabled life, would indeed shape a bold new front of disability
activist resistance to MAID expansion. In the two years that have followed the Bill C-7 debates,
questions of class and privilege would be a persistent subtext, and one that would have the

supporters of MAID expansion scrambling to justify a policy that caters to the desires and
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fantasies of those who have never had to concern themselves with hunger, homelessness, or
dependence on state welfare, 3
A high point in the activist resistance to Bill C-7 came in the final few days of the Bill’s
tumultuous legislative history. With Parliament conducting its lawmaking affairs for the most
part virtually, Catherine Frazee and Gabrielle Peters joined forces to conceive and create the
Disability Filibuster, described on its website as “a radical and irregular form of warfare, striking
directly at the heart of the ableist logic that makes sense of our annihilation.”®!” A unique form of
protest tailored to the realities of pandemic lockdown, taking the form of a continuous series of
live Zoom conversations, rants and cameos,
[t]he Disability Filibuster was an audaciously ambitious grassroots online protest on a
scale never before undertaken in Canadian disability history.... In the span of a mere
three days, a nation-wide working group of disability rights and equality rights activists
had come aboard, seed funding was secured, extensive disability accommodations were
arranged, a suitable online platform was determined, publicity was generated and a
round-the-clock, inclusive livestream protest of disabled artists, activists, scholars and
allies was launched. The inaugural Filibuster broadcast began at 7 PM on March 8,
2021.318
After a disruption caused by racist/antisemitic/misogynist/ableist hackers disrupted its initial
startup, organizers regrouped and the Disability Filibuster resumed at 7 PM on March 9 and
continued late into the night.
In total, the Disability Filibuster ran live, continuous broadcasts for almost 60 hours with
only brief nightly breaks between 4 AM and 6 AM EST. Content ranged from lectures,

interviews and panel presentations to artistic, comedic and dramatic performances and
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laid-back ‘coffechouse’ late-night conversations. Each and every contribution was

thematically tied to the Filibuster’s central mission of stopping the passage of a

dangerous amendment to Canada’s assisted suicide laws, by exposing the injustice,

ableism and inhumanity at its core.3!°
A “crip space”®? in which participants were free to express their diverse embodiments and styles
of being “without the contortions and performative rituals that make nondisabled power holders
more comfortable in our presence,” the Disability Filibuster failed to register on the legislative
radar, but offered a powerful antidote to expansionist gaslighting and left an indelible imprint
upon the consciousness of an increasingly diverse, confident and radical disability resistance. At
a critical time in Canadian disability history, the Disability Filibuster created a virtual space for
the political and cultural work of building an inclusive and expansive solidarity “across
generational and social justice vectors”3?! and repelling the erasure of disabled voices from a
history of MAID in Canada that would otherwise be left to the exclusive authorship of its
neoliberal®?? architects.

The core strategy for the Disability Filibuster had been to refuse surrender. Facing
imminent defeat of their collective opposition to Bill C-7, the disability resistance had come
together to mobilize, energize, build solidarity and practice mutual care. What might have in
earlier eras been called a project of consciousness-raising, the Disability Filibuster shone a bright
light upon the ableist forces at play in the historical moment of Bill C-7’s emergence and
ultimate passage. Its participants took inspiration from each other and from rich histories and
cultures of disability at the same time as they shared the pain of political betrayal and developed

a critical analysis of eugenic creep cloaked in the language of benevolence. The seductions of a
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bourgeois autonomy promised by privileged access to MAID would not quell the thirst for
justice and substantive equality of disability rights defenders.
As one Filibuster participant expressed the impact and significance of the Disability
Filibuster:
This was our (very impromptu) Crip Camp film, the Canadian reboot ... without an
actual physical encampment, broadcast to the whole world in real time: no gatekeepers,
just crip power. I'm pretty sure it's the kind of stuff that people will be able to spend a
lifetime studying. The presentations obviously, but all of it, including how we're learning
... how to work together, the impacts it has had/is having, and where it will go. (And
what the non-disableds can learn from our ways - which | dare say are far better than the
status quo).
We've never experienced anything like this as a disability community. The coming
together, or the officiating of ableism in such a stark and boldly cruel way. It's such a
bizarre polarization that reflects our exact experience of everyday life, which is rich and
exciting, while simultaneously being cast aside as irrelevant and pitiful by the people who

can't see us as ...people. 3%

C. An Emboldened Senate

Although the governing Liberal party as constituted after the October 2019 election did
not hold majority control, with overwhelming support for MAID expansion in the Liberal party
and the Bloc Québecois,*** and political pressure on the NDP that would strongly disincline them
from embracing a position that would align (albeit for very different reasons) with conservative
ideologies about the sanctity of life, the passage of Bill C-7 in the House of Commons was all

but inevitable. Not surprisingly, the Bill passed through second and third readings in the House
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of Commons with very little resistance; four short days of public hearings in November featured
just over thirty witnesses in total, with representation skewed toward expansionist heavyweights,
medical authorities and institutional representatives. Perhaps the only notable aspect of the
House process was the audacious symbolism of the Bill’s passage on December 10, 2020 —
International Human Rights Day.3?°

The Canadian Senate, however, since 2015, had moved away from political party
affiliations and constraints;3%¢ by 2019, when Bill C-7 was tabled, there were 59 independent
Senators in a body of 105.3%” Moreover, two highly influential Senators, James Cowan and Serge
Joyal, had retired from the Senate in January 2017 and January 2020 respectively; both had been
extremely vocal in their opposition in 2016 to Bill C-14, arguing strongly at that time for a more
expansive regime. Senator Joyal had authored a failed amendment in 2016 to remove the RFND
requirement from Bill C-14,3?8 and Senator Cowan had supported his colleague’s proposal, and
further, had advocated forcefully for inclusion of mental illness in the definition of “grievous and
irremediable condition.”®?® Their absence in the Senate would, at least theoretically, remove two
champions for expansion from the legislative process.3°

The Senate conducted a “pre-study” of Bill C-7 in December 2020 in the form of public
hearings which were far more extensive and diverse than those the House had modelled. These
pre-study hearings of the Standing Senate Committee on Legal and Constitutional Affairs,
combined with an additional round of hearings in early February 2021, featured well over 100
witnesses, spanning eight full days of business. Senators with a diversity of professional and
community expertise had ensured that the range of voices represented would embrace a wider

disability sector, including grassroots activists, indigenous perspectives and multicultural faith
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perspectives as well as important human rights sector authorities and agency heads such as the
Correctional Investigator of Canada.

Encouraged by these signals, disability rights defenders focused considerable time and
attention in the winter of 2020/21 to speaking directly with independent Senators, making their
objections to Bill C-7 clearly understood. In small delegations and individually, activists and
civil society advocates requested and were granted private meetings with Senators believed to be
sensitive to the social justice struggles of disabled people in Canada and receptive to reasoning
founded in human rights principles. For the most part, thirty-minute meetings with Senators
afforded a more fulsome opportunity to present a nuanced analysis that did not lend itself to
simple soundbites and benefited from thoughtful exchange. The strategy, although time-
consuming, was more satisfying than the tortured form of five-minute entreaties.

Senators for the most part kept their cards close to their chests during these meetings, and
in retrospect there was a beguiling sense of reassurance for activists and advocates that their
arguments were resonating with Senators who appeared hospitable, eager to listen and genuinely
engaged in the unfolding dialogue. There were also promising indications externally that
disability rights advocacy was having its desired effect. Canadian media were finally registering
the disability rights opposition to the Bill as something distinct from religious moralizing and
partisan grandstanding,33! and pollsters were beginning to report that public support for MAID
expansion “is hardly the consensus it is often made out to be.”3%2

Most significantly, the wind in the sails of the disability rights resistance to Bill C-7 was
boosted in January 2021 by the release of an authoritative statement from the UN Human Rights
Council that expressed alarm “at a growing trend to enact legislation enabling access to

medically assisted dying based largely on having a disability or disabling conditions.”333
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Expressed jointly by three independent experts — Gerard Quinn, Special Rapporteur on the rights
of persons with disabilities; Olivier De Schutter, Special Rapporteur on extreme poverty and
human rights; and Claudia Mahler, Independent Expert on the enjoyment of all human rights by
older persons — the statement was unequivocal that “disability should never be a ground or
justification to end someone’s life directly or indirectly,” arguing that “[i]t could never be a well-
reasoned decision for a person belonging to any other protected group — be it a racial minority,
gender or sexual minorities - to end their lives because they experience suffering on account of
their status.”33

Lending strong support to the class analysis advanced by disability activists, the UN
experts continued:

People with disabilities condemned to live in poverty due to the lack of adequate social

protection can decide to end their lives as a gesture of despair. Set against the legacy of

accumulated disadvantages, their ‘architecture of choice’ could hardly be said to be

unproblematic.33®
The framing of the Bill C-7 debates was noticeably changing as the Canadian Senate continued
its deliberations and considered amendments to the Bill in February 2021. Even the word
‘ableism’ was beginning to appear in mainstream media accounts, albeit mediated by quotation
marks that somehow seemed to diminish its serious application.33*® Momentum continued to build
as the same three human rights experts issued a pointed seven-page communiqué to the Canadian
government, laying out in detail their concerns about the discriminatory impacts flowing from a
formulation of MAID beyond RFND and the ableist and ageist assumptions reinforced by the
proposed expansion.®3” When Gerard Quinn, United Nations Special Rapporteur for persons with

disabilities, testified before the Senate on February 1, 2021, he explained how Bill C-7 was
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inconsistent with Canada’s commitments to the CRPD. Significantly, he did not ground his
objections in Article 10 [the right to life] but rather in Article 5 [the right to equality and
nondiscrimination] and Article 8 [the obligation to “foster respect for the rights and dignity of
persons with disabilities” and to “combat stereotypes, prejudices and harmful practices], thus
helping to clarify a widely held misconception that the disability rights position on the Bill was
ideologically or religiously motivated. His analysis was clear and unequivocal:

[I]t’s hard to see how a legislative proposal that extends a right to medically assisted

dying to persons with disabilities who are not themselves close to death could send a

signal that is compatible with Article 8, the obligation to combat ableism, combined with

Article 5, the obligation to secure equal respect of the CRPD.338
Addressing the expansionist argument that an expanded MAID regime would promote the
autonomy rights of disabled persons, the Special Rapporteur emphasized the countervailing
requirement of equality, reminding Senators that the pursuit of autonomy rights requires
attention “to the kind of ecosystem within which people find themselves.” This contextualizing
of the expansion debates within the larger sweep of eugenic history and structural ableism
resonated strongly with the disability rights position that a tweaking of safeguards would not
solve the fundamental problem of an erosion of disability equality embedded in Bill C-7. Urging
Committee members to “listen closely” to the voices of those most “highly attuned to ableism”
the Special Rapporteur explained:

[E]ven if safeguards could be strengthened to ensure genuine consent, the damage is still

done by portraying — not directly but effectively nonetheless — that the lives of persons

with disabilities are somehow worth less. So the issue is not the adequacy of the
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safeguards but the subtle message sent by the legislation in the first place, regardless of

the safeguards.
As human rights expert Senator Marilou MacPhedran would emphasize in the Senate debate at
third reading of Bill C-7 “such a strong, clear, joint communication to a specific government on a
specific bill from three independent UN special rapporteurs is indeed a rare occasion of
considerable note.”3%°

Senator McPhedran’s forceful defence of the RFND requirement for MAID amplified the
message that disability rights defenders had pressed in their Senate interventions:

A worse stereotype could not be institutionalized in law; that disability-related suffering,

often caused by inadequate health and social supports, and entrenched inequality, justifies

the termination of a person’s life.... To categorize death as an accommodation for living

persons based on their personal characteristics transgresses every norm of human rights

known to law. Colleagues, this bill dresses up discrimination and calls it a right, but that

does not make it so. This bill is discrimination on the grounds of disability writ large.3*°
In addition to Senator McPhedran, three other highly respected independent Senators34! spoke
boldly in opposition to the Bill. Referring to earlier debates on the issue, Senator Mary Jane
McCallum eloquently highlighted “consistent themes in the stories of First Nations and the
disability community,”®*? including an absence of meaningful consultation, a failure to gather
and consider data “to tell the stories of the inequalities and inequities that prevail” and
importantly, an absence of opportunity for consideration of the “relevant issues for specific
groups, for example, that assisted dying is not part of some cultures or that suicide is an epidemic

in some communities.”343
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Senator Kim Pate, a social justice champion in the Senate, powerfully exposed the forces
of unacknowledged class and ableist privilege at the heart of popular support for Bill C-7.
Recognizing the limits of her perspective as a “privileged, white, able-bodied woman,” she
declared, “when | examine Bill C-7 through the lens of the experiences of those who do not have
our privilege, including those within my own circle and my own family, the troubling reality of
far too many unanswered questions and discrepancies emerge.”344
Senator Pate articulated the ableist underpinnings of Bill C-7 and challenged the empty rhetoric
of choice in the context of pervasive inequality, noting pointedly that:

... itis assumed that if we have freedom of choice, we have equality. But this is

backwards: equality is the prerequisite for choice, not the corollary... [C]hoice is not

generally effective as a sword on behalf of equality claimants but is frequently employed

as a shield against equality claims.

By emphasizing the idea of individual choice without accounting for the fact that

individuals will have unequal options to choose from, Bill C-7 stands to expand rights for

some, at the expense of increasing inequality for others. As we debate Bill C-7, in whose

name and in whose interests are we acting?3+
Senator Julie Miville-Dechéne was lucid and forthright in her principled objection to Bill C-7,
supporting her colleagues McPhedran and Pate while effectively anticipating and rebutting the
talking points of the Bill’s defenders. She concluded at third reading that she considered MAID
expansion to be “a social issue that goes beyond a series of individual choices made by patients
who want to be free from suffering....” Noting that the Bill had been “designed to respond to a

court decision and has completely disregarded the profound inequality in our society,” she made
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clear the simple but critical fact that “some will be better equipped than others to exercise this
right to choose.”346
But despite these exhilarating moments of validation, there were formidable challenges in
the Canadian Senate. The government’s sponsor of the Bill in the Senate was Senator Chantal
Petitclerc, a woman whose amiable personality and celebrity status as a multiple gold medalist in
the Paralympic games made her a particularly effective promoter for Bill C-7. A gracious,
fluently bilingual and admirable figure, Petitclerc was appointed to the Senate by Prime Minister
Trudeau in March of 2016. Her first speech as a Senator in June of that year had been an
impassioned and highly personal plea for the removal of the RFND threshold from the original
Bill C-14. Her vivid recounting of excruciating pain and anxiety through the first nineteen
indelibly traumatic days of her recovery from a spinal cord injury at the age of twelve made a
lasting impression upon her Senate colleagues and established her credence among them as
someone with direct experience of intolerable pain and suffering.
I will never forget, while lying in my bed, the big white hospital clock on the wall in front
of me. Every hour on the clock, the nurses came in and had to turn me from side to side
to avoid pressure. | swear to you, | was staring non-stop at that clock and started to cry
every time the hour was approaching, as | knew the pain that | was going to feel when
they would turn me. That was followed by screaming when it would happen and begging
my mom to help me, every hour for 19 days.347:348
Senators responded viscerally to Senator Petitclerc’s account,® in part because of its
authenticity and haunting details, but also largely because of the ways in which it resonated with
what disabled philosopher Joel Michael Reynolds has described as the “ableist conflation” of

disability with pain and suffering. According to Reynolds, this prevalent conflation underlies
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much of human discourse, philosophy and politics: “Wherever operative, the ableist conflation
flattens communication about disability to communication about pain, suffering, hardship,
undesirable experiences, morbidity, and mortality.”3°
The comfortable alignment of Senator Petitclerc’s childhood experience with what
Reynolds describes as “a disturbingly resilient habit of ableist thinking,”*! may best explain why
a very different account of youthful spinal cord injury offered by David Shannon in his 2022
entreaty, by comparison, appeared to have little or no effect on Committee members who heard it
first-hand. Shannon’s account disrupted the ableist conflation and unlike Senator Petitclerc’s
account, failed to stoke the expansionist argument:
For several weeks after my accident, | lay in bed close to death more times than | wish to
contemplate. Whilst faced with that impending reality was an understanding that most of
my body would not move again the way it had just a short while ago. | had lost mobility,
liberty, sense of purpose and now bed ridden in a hospital, all autonomy. Emerging, and
many of you may believe this to be paradoxical, was an eagerness to embrace life in its
multiplicity of rigors and joy.”3%?
Extrapolating from the trauma of her childhood experience, Senator Petitclerc had articulated in
2016 the core conviction about suffering that would underpin her sponsorship of Bill C-7 five
years later:
I knew that my pain was temporary and that | would soon be back on my feet, or my wheels,
but I can't help thinking of the people who live with intolerable suffering and have no hope of
ever getting better. It is really for them, and them alone, that this law has to be the very best it

can be.3%3
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In her closing argument at third reading of Bill C-7, she would reiterate simply: “I remember
saying in 2016, when | spoke on Bill C-14, that if | ever knew a pain that unbearable would be
irremediable, I too would fight for the right to decide. | feel exactly the same today, maybe even
more strongly.”3%*

There were interesting shifts, however in the Senator’s supplementary reasoning between the
Bill C-14 debates in 2016 and the Bill C-7 debates in 2020-21. In 2016, again drawing from her
own disability experience, she had advanced an autonomy argument rooted in the rhetoric of
choice and control:

| am also in a position to understand the importance of being free to choose.... there is
nothing more frustrating, when you are a person with a disability and vulnerable, than
to feel as if you have no control over your own life. When you have a disability, the
worst part is feeling as if you have no control over your own life and your own body.
It happens to all people with disabilities, | can promise you that... The more severe
the disability, the more vulnerable you are, the bigger this betrayal feels.3®
By 2020, however, Senator Petitclerc had dialled back such speculative generalizations. The
argument of unfettered choice had been complicated for expansionists by extensive testimony3%
during the Senate pre-study hearings and subsequently prior to third reading, reminding Senators
of social conditions which undermine the autonomy of disabled persons through the coercive
effects of poverty®®’, insecure housing, or inadequate care options®®. In response to these
realities, Senator Petitclerc had relied upon a rebuttal offered in testimony by Jocelyn Downie:
“We must not hold individuals hostage to social failings.”3>° Like many of the arguments in the

expansionist repertoire, the statement had the reasonance of an effective soundbite, but as MAID

case reports in the months to follow would put human faces and stories®® to the dire warnings of
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disability rights defenders, the “hostage-holding” soundbite would reveal itself to be little more
than a shrug.

By the time of her interventions at third reading of Bill C-7, Senator Petitclerc asserted
that the deliberations and debates on Bill C-7 had advanced her thinking “to a deeper, more
comprehensive level”.%®! In fact, her personal convictions had been bolstered by testimony from
law professors, legislators, medical regulators and professional associations that supported the
Bill’s removal of the RFND requirement. The Bill, she concluded, was imperfect, and would
remain “a work in progress,”®®2 but as a matter of practical necessity, Senators must do their job,
narrowly framed as the study of Bill C-7 “specifically from the criminal law perspective”. She
would leave it for members of the medical profession to do their job and get on with the business
of assessing eligibility for MAID in accordance with their professional judgement and
understanding of legislative safeguards:

While this bill is not the vehicle to guarantee that every Canadian has access to the care

and supports they need to thrive, we can — and must — continue to push for real change

when it comes to resources for persons living with disabilities, for our aging Canadians
and for the vulnerable among us more generally. At the same time, | think we have to
trust that the practitioners involved in MAID assessments are sensitive and have the
competence to assess these realities. | firmly believe that we can protect and take care of
each other without standing in the way of those who want to make the choice of

MA'D.363’ 364
Much like the Court in Carter had stripped out of the judicial equation all questions, critiques and
complexity arising from the messy business of social context, so too had Senator Petitclerc

reduced the issue of MAID eligibility to one of medical competence and judgement. Absent the
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conundrums of protecting disability equality from ableist erosion, the way was cleared for
lawmakers to take at face value the pleas from death-seeking individuals for a legal right to
medical assistance. Reassured that such assistance would be provided by “competent and
compassionate professionals™3®® whose “enlightening” testimony demonstrated that they “know
what they are doing and know that the mechanisms in place are very solid,”*®® Senator Petitclerc
could then conclude her defence of Bill C-7 with a return to where she had started, to the anchor
of her own lived experience, this time with a notably strategic foregrounding of her working-
class roots:
This coming summer, it will be 38 years since the day | had my accident. The study of
this bill keeps bringing me back to the little girl that I was, lying on the ground, unable to
feel my legs and unable to get up. ... It reminds me of my mom, just divorced a year
before my accident, a low-wage worker with three kids, my little brother not even two
years old, me in a wheelchair, and her having to carry me up and down to the second
floor of our apartment building because we could not afford to move. | may be privileged
to be here in the Senate of Canada, but | never forget where | came from, and | know
exactly what it is to be in a situation of extreme vulnerability.3%’
In the end, the compelling personal stories that prevailed in the reasoning of a majority of
senators were stories that happened to conform with the script of the ableist conflation. Senator
Mary Coyle, categorizing the submissions of disability rights activists, civil society advocates,
and international experts as expressions of “fear,” demonstrated the power of personal stories of

suffering in her intervention following that of Senator Petitclerc:
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[W]e must listen and hear the well-founded fear of these voices — people who fear
losing ground in the hard struggle for recognition of their common humanity and right to
a dignified life.
But again, is the right answer to this harsh and unjust reality to throw the baby out with
the bath water and just scrap this bill? How can we do this, colleagues, when we know
there are people like Jean Truchon, Nicole Gladu, and the many silent citizens of Canada,
whose irremediable pain and suffering is so extreme and so intolerable that they are
asking for and demanding the right to choose a release from that pain by dying in peace
and dignity?3¢8
Similarly, Senator Paula Simons in her final intervention, affirmed the importance of social
justice and human rights reform, but in the end embraced Senator Petitclerc’s analysis,
summoning in detail the lives and legacies of “Canadian heroines” Sue Rodriguez, Kay Carter
and Gloria Taylor, along with Nicole Gladu and Jean Truchon, then concluding without explicit
analysis, “What, after all, could be more ableist than forcing people to live in hopeless agony and
fear because we think we better know what health care they need and how they should spend
their final days?”%¢® Her colleague, Senator Lucie Moncion similarly drew from a graphic
account of disability featured in a profile of Paulette Sylvestre Marisi, who died in 2016 in a
Swiss Dignitas clinic.37°
But it was Senator Munson, a long-standing champion for the rights of people with
disabilities, who most strikingly demonstrated the potency of the ableist conflation and its hold
upon Canadian lawmakers. Beginning with an acknowledgement of the “heartfelt testimony”
presented in Parliamentary hearings on Bill C-7, he laid bare his personal angst, even as he

subtly diminished the evidence presented by disability rights defenders to the realm of “belief”.
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“My heart aches every time | hear of someone making a decision to die with dignity. ... My
heart also aches for those in the disability community who believe this bill makes it easier for
those who are disabled to choose death over life.”3"

Visibly wrestling between commitments to human rights and disability equality, on the
one hand, and on the other hand, the reflexive gut feelings that the ableist conflation imbues,
Senator Munson tumbled toward the inexorable force of individual narratives carefully framed to
accord with the logic of death as deliverance from disabled suffering:

[A]s | fight for those with disabilities, | have to respect those whose actions brought the

bill to this stage in the first place. The names of Nicole Gladu and Jean Truchon cannot

be forgotten in this debate, nor can the name Sue Rodriguez. They are very brave. They
had great courage.

For some, Bill C-7 is a road too far; for others, Bill C-7 is a road to liberation from the

intolerable pain of living.... I listened closely to the words of Senator Chantal Petitclerc

and the suffering she endured as a child. It was a very emotional moment here today.

...While | have my worries about the Bill, I must, at the end of the day, listen carefully to

the voices of Nicole Gladu and Jean Truchon.3"2
Bill C-7 would pass by a significant majority in the Senate on February 17, 2021. The
requirement for reasonably foreseeable natural death would be the first bulwark to fall, from the
hard-fought protections in Canada’s original legislative framework for MAID. But it would not
be the only bulwark to fall under the pressure of an emboldened expansionist lobby. Bill C-7 had
radically expanded the class of MAID-able disabled persons. This, as Jonas Beaudry later wrote,
would open a normative space for consideration of “lives not worth living”, heralding an

emergent category of “human beings whose lives can be legally and morally disposed of.”3"3
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V1. Further Expansionist Ambitions
A. MAID for Non-Consenting Persons

By the time Bill C-7 received Royal Assent on March 17, 2021, thus amending the
Criminal Code of Canada to permit MAID for non-dying persons, there would be other
significant breaches to the protections that had seemed to be firmly in place in Canada’s 2016
post-Carter MAID regime. Indeed, while much of the focus of disability rights advocacy had
aimed to preserve RFND as an eligibility criterion, another provision in the Bill had introduced
the possibility of MAID for non-consenting disabled persons.37#

Described as the “final consent waiver,” this provision of the Bill introduced an
exemption to the requirement for an individual to give their consent at the actual time of MAID
provision.®” The waiver would apply in a limited number of Track 1 cases (specifically, where a
person’s natural death was reasonably foreseeable and their application for MAID had been
approved), provided that consent had been formalized in advance, in writing, in circumstances
where the individual was at risk of losing their capacity to give capable consent to MAID by the
time of their scheduled death.

The exemption to the absolute requirement of contemporaneous consent to MAID came
to be known informally as “Audrey’s amendment,”3’® in recognition of the advocacy of Audrey
Parker, a white, vivacious Halifax woman who died by MAID at the age of fifty-seven in 2018.
Very much in the mold of Rodriguez, Taylor, Lamb and Gladu, Parker was poised and well-
spoken, accustomed to living life “on her own terms”*’” and a skilled and effective advocate.
University educated, with a diploma in public relations and a successful career as a fashion,
makeup and image consultant and ballroom dance instructor, Audrey Parker expressed her

“deeply held wish to “die in style’”3"® by mobilizing her extensive social and media connections
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to encourage others to make the most of their lives and their cancer journeys.®”® Diagnosed with
metastatic cancer in 2016, she had taken charge of her death as she had her life, planning every
detail of her end-of-life experience (including her MAID death and funeral celebrations), and
embracing every day of the 2 % years of her remaining life, celebrating elaborately staged parties
and balls with friends and travelling to bucket list locations like Cancuin and Paris.38
When Parker learned that cancer had spread to the lining of her brain, she teamed up with Dying
with Dignity Canada to advocate fiercely for changes to the law’s strict consent requirements.
She reported retrospectively in a self-authored obituary:
| became distraught because my candidacy for MAID was put in jeopardy. If my
cognitive functioning became compromised, | wouldn’t have been able to give the
required late-stage consent even with a legal directive. That’s why | chose to speak out
and why | chose to leave this life early because I couldn’t take the risk of losing access to
MAID and thus dying a very cruel, painful death.38!
In a final Facebook post before her death on November 1, 2018, Parker powerfully evoked the
narrative of feeling compelled to die before the time of one’s choosing:
| wanted to make it to Christmas and New Year's Eve ... my favourite time of the year but
I lost that opportunity because of a poorly thought-out federal law. | just can't gamble
with my end of life and the pain | endure....Had late-stage consent been abolished, I
simply would have taken my life one day at a time. 82
This narrative of being forced to die before one’s chosen time as the result a law that trammelled
the right to life had proved decisive in the Supreme Court of Canada’s section 7 Charter analysis
in Carter, and it was no doubt for this reason, at least in part, that decisions were made in the

drafting of Bill C-7 to legislate a narrow exemption to the MAID consent requirements. But this
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hairline fracture in the previously solid foundation of a MAID regime premised upon the
requirement for informed, capable and fully voluntary consent would open the door to vigorous
advocacy for further expansions into the previously forbidden territory of non-consensual MAID.
In the Canadian Senate, advocates for allowing a full range of “advance directives” [AR] for
MAID beyond RFND found their champion in Senator Pamela Wallin.

Senator Wallin had made clear her desire for an easing of the final consent requirements
for MAID as early as 2016, during the Parliamentary debates around Bill C-14. She had
supported an amendment proposed by her colleague, Senator James Cowan, that would have
permitted persons “diagnosed with competence-eroding conditions like dementia to make
advance requests”33 for MAID. Indeed, she had gone further than Senator Cowan, proposing a
sub-amendment that would have extended the availability of advanced directives to any
consenting adult, regardless of if or when they had been diagnosed with a grievous and
irremediable medical condition.

Although both the amendments proposed by Senators Cowan and Wallin in 2016 failed
to win majority support in the Senate, in its final form, Bill C-14 had included a provision3*
assuring a mandatory “independent review” of issues relating to advance requests and requiring
the Ministers of Justice and Health to report to Parliament within two years, any findings or
recommendations resulting from such study. This review, and others mandated in Bill C-14, was
assigned to the Council of Canadian Academies [CCA] in December 2016.385

The CCA report setting out the “state of knowledge” on advance requests for MAID was
issued in December 2018.38¢ Over 200 pages long, the report represented an interdisciplinary
synthesis of the Council’s findings from academic and policy literature as well as from an open

call for stakeholder input. In accordance with its mandate, the CCA did not provide
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recommendations or evaluate options, instead providing a thorough review of the variables and

uncertainties arising from advance directives in the context of MAID. Early in the report, the

complexities of the topic came sharply into focus with the acknowledgement of an inherent

dissonance between advance directives for MAID and the patient autonomy that the practice

purportedly sought to preserve:
[Advance requests] for MAID may create uncertainty for those responsible for following
through with the request. While uncertainty is inherent to most decision-making
processes, for ARs for MAID, the onus on a third party would be unique: to sanction or
take positive actions whose purpose is to cause the death of a patient. In the absence of a
requirement for consent at the time of the procedure, the healthcare practitioner,
substitute decision maker (SDM), and family members could not be certain that the
patient is suffering intolerably and wishes for MAID. This understandably complicates
the presumption that ARs for MAID could fit readily into the context of current end-of-
life decision-making and healthcare in Canada.3®’

As Jonas-Sébastien Beaudry would explain with vivid examples in his 2022 entreaty:
[I]dentity, desires, and needs change over time. So, while it may well be the case that
respecting past instructions is a way to respect autonomy in many contexts, it is not
obvious that it is always the case, especially when people undergo important cognitive
changes. When that happens, the person may have experiences and desires that are
different from those that they had in the past — for instance, if they never experienced
what it is to live a life with less cognitive capacities.... [G]iving the last word to the

former self of a patient — sometimes a cognitively and experientially distant self— is not

97



necessarily and always respectful and beneficent towards the patient, in their current

state. 388
In the context of advance directives, the actual timing of a MAID death requires some precise
determination of another’s intolerable suffering along the continuum of time, supporting an
inference of contemporaneous consent. Given the extent to which its use would be restricted to
RFND circumstances where a MAID request had already been approved, the final consent
waiver in Bill C-7 was arguably of less concern than the risks presented by pressure for its
expanded application. Such risks would be all but inevitable in the absence of any clear and
authoritative articulation from legislators and opinion leaders about what is forfeited when third
party actors are authorized to administered death.

Even a basic understanding of disability history and the politics of ableism give rise to
alarm about what would essentially amount to third party “quality of life” judgements that would
trigger MAID deaths. Critical disability scholars working in the field of bioethics, such as Joel
Michael Reynolds, have made clear how the construct of ‘quality-of-life’ and the benchmarks it
invokes sit uncomfortably close to discourses of ableist prejudice and eugenic practice.

[T]here is evidence to suggest that the metric of acceptable life according to “reasonable

people” is prejudicially slanted against people with disabilities in empirically

problematic, if not indefensible ways. ... [T]he epistemic disadvantages people with
disabilities face have played a role in the generation and justification of horrifying
injustices across history, from social ostracization and institutionalization to wide-spread
abuse and forced sterilization, among other eugenic practices. ... [T]his epistemic
disadvantage can lead stakeholders to withdraw [life-saving treatment] when... they

otherwise might not. When that decision is made... ableism and the widespread epistemic
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disadvantage people with disabilities experience are determining factors in a death... and,

insofar as that disadvantage is unjust, an unjust death.38°
Not surprisingly, this epistemic disadvantage and its catastrophic implications in the context of
MAID have given rise to vigorous objections to the erosion of MAID consent requirements from
experts and advocates in the intellectual disability sector. In her entreaty on behalf of the Québec
Intellectual Disability Society, Amélie Duranleau urged a clear-eyed rethinking of the premise
for any waiver of final consent:

Asking a third party to consent to a procedure that leads to death through a substituted

decision-making process is different from making advance requests to refuse certain

procedures that may lead to natural death. In this light, opening the door to substituted
consent, even for people who had previously consented, seems to us to be potentially
dangerous and to fail to respect the spirit of the Carter decision which put the issue of
consent at the heart of access to MAID.3%
Her argument was amplified in Trudo Lemmens’ entreaty, which drew expressly from the
Court’s reasoning in Carter, when taken in its totality. Lemmens argued, “If one combines the
emphasis on the exceptional nature of active ending of life, the need for stringent safeguards, and
the emphasis on ‘clear consent’, ARs for MAID appear to run counter to the Supreme Court’s
parameters in Carter.”3%

All of these complexities, however, were absent from the campaign that Senator Wallin
would resume in the Senate debates on Bill C-7. The ableist and stigmatizing language with
which she invoked an urgent imperative for much broader application of the final consent
waiver, signalled a growing constituency of support — a constituency that was by and large

heedless of the implications:
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One in four Canadians over the age of 85 suffers from dementia, and their death may not
be reasonably foreseeable. But these numbers alone — the so-called “silver tsunami” —
reinforces that the demand for advance requests in this country will only grow. Even the
government’s own consultation, with more than 300,000 Canadians, found that almost
80% indicated support for advance requests. Even more supported advance requests in
the case of dementia.3%2
Her characterization of the demographic at the heart of the campaign for advance directives
would contrast with Michael Bach’s framing of an epidemic of stigma and devaluation, in his
entreaty one year later. Bach reflected on the implications of permitting advance requests for
MAID: “In the decades to come, more and more people who don’t know what is happening to
them are caused to die. Most of them are women with cognitive disabilities....” His entreaty
countered Wallin’s reliance on the government’s survey data, citing the 2017 Leger poll
conducted for the Alzheimer Society of Canada, showing that:
... amajority of Canadians believe that people living with dementia are likely to
experience discrimination — that they are ignored, dismissed, taken advantage of, are
feared, or met with distrust, etc. ... Is it any wonder that a majority might advocate for
advance requests to cause the death of the cognitive strangers we project in our midst and
into our own futures?3%
Senator Wallin was successful in persuading a majority of her Senate colleagues to support an
amendment to Bill C-7 that would make the final consent waiver available for persons who had
not yet been diagnosed with a grievous and irremediable medical condition, as well as Track 2
patients (whose natural death was not reasonably foreseeable).3% But the amendment was

rejected by the government in the final few days of intense political horse-trading that transpired
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before the passage of Bill C-7. The government’s motion claimed that the Senate amendment
went “beyond the scope of the bill” and required "significant consultation and study,” including a
“careful examination of safeguards.”3%

That study, the Justice Minister assured those chafing for AR expansion, would come at
the time of the mandated five-year parliamentary review of Canada’s assisted dying law, a
process that would commence in the fall of 2022, giving rise to the entreaties in this volume. By
February 2023, further expansion of the final consent waiver would come to seem almost
inevitable, as the concluding report from the Special Joint Committee on Medical Assistance in
Dying —a Committee of which Senator Wallin was a prominent member — included in its final
report a recommendation that “the Government of Canada amend the Criminal Code to allow for
advance requests following a diagnosis of a serious and incurable medical condition, disease, or
disorder leading to incapacity.”3%

However, the government’s official response to the Special Joint Committee
recommendation fell far short of a full endorsement, no doubt because of the complex
federal/provincial/territorial jurisdictional considerations that such requests raise:

The Government recognizes that the issue is complex and that significant work, including

further consultation and study, would be needed before any further expansion could be

considered, particularly given provinces and territories would be implicated in any
implementation of advance request regimes.%’
But Senator Wallin in the meantime had continued to press the question, authoring her own
standalone amendment, Bill S-248, in June 20223% to keep the issue squarely on the legislative

radar. Indeed, as with much advocacy for MAID expansion, there is an inexorable quality to the
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persistent demand to effectively remove the final consent requirement in cases of cognitive
incapacity.

Private member Bills such as Bill S-248 generally have weak prospects for success, but
legislative developments in Québec are certain to place immense pressure on the federal
government to further ease the rules around final consent waivers. Bill 11, passed by the Québec
legislature and assented to on June 7, 2023%%° , authorized advance directives for medical aid in
dying for any patient in Québec with a “serious and incurable illness leading to incapacity to give
consent to care.”4%®

Although the beguiling logic of a simple “my body, my choice” approach to the subject of
advance directives for MAID appears to have overtaken every restraint apart from jurisdictional
roadblocks, disability scholars and advocates, including many of the contributors to this volume,
continue to work to hold the line against MAID for non-consenting persons. Given the
dangerously eugenic overtones of much of the discourse around this subject*%! and the
prevalence of highly stigmatized accounts of cognitive disability that both drive demand for the
practice and shape its potential delivery, it is of critical necessity to continue to articulate the

nuanced risks of privileging the voices of distant cognitive strangers in matters of life and death.

B. MAID for Physically Healthy Persons

In the public imaginary, euthanasia and assisted suicide took root in narratives of extreme
physical incapacity; plaintiffs who mounted highly visible legal campaigns from Rodriguez to
Truchon were individuals with recognizable physical impairments whose accounts of suffering
were tied directly (or, in the case of Jean Truchon, indirectly) to those impairments. Deeming
these individuals to be precluded from taking their own lives by conventional means, a

compassionate court had rendered such persons MAID-able, ruling that under strict guidelines,
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doctors could assist such patients with suicide without risking criminal prosecution. Consistent
with this reality, in its ruling in the Carter case, the Supreme Court of Canada had made clear
that medically hastened death for “persons with psychiatric disorders” would not fall within the
parameters of its judgment.4?

Canada’s original MAID legislation did not differentiate between physical and mental
health disabilities in its designation of MAID-able persons; all persons whose natural death was
reasonably foreseeable would be MAID-able. In effect, this would be the case whether their
primary “illness, disease or disability”” was physical or mental in nature. In 2016, all non-dying
persons with intolerable suffering were excluded from MAID. This applied equally to disabled
and nondisabled persons. For any non-dying person, suffering arising from a physical disability,
a mental health condition, or any medical or non-medical condition or circumstance — even if
intolerable — would not be addressed by MAID. As the then Minister of Justice, Jody Wilson
Raybould, explained in presenting Bill C-14 to the House of Commons in April 2016,

Bearing in mind that medical assistance in dying can pose real risks and equally that we

do not wish to promote premature death as a solution to all medical suffering, these

criteria may not allow eligibility for some circumstances, such as a person with a major
physical disability who is otherwise in good health, or a person who solely suffers from
mental illness. These conditions, in absence of additional medical circumstances, may not
be associated with a reasonably foreseeable death.*0
Bill C-7 had radically changed this reality, authorizing MAID for non-dying persons with
disabilities, while explicitly excluding physically healthy persons with mental health disabilities.
The impetus for expansion of the category of MAID-able persons to include physically healthy

persons for whom a mental health condition gives rise to intolerable suffering, differed in
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fundamental ways from the push toward authorizing advance requests for MAID. Advance
requests, despite their irrefutable complexity and risks, had become a pressing legislative priority
as a result of immense political pressure fuelled by widespread public fears and prejudice with
respect to cognitive decline and disability. Leading figures in policymaking spheres, like Senator
Wallin, had witnessed the cognitive decline of loved ones and were often quite explicit about
what they perceived as the unmitigated losses and indignities of such states.*% Importantly, they
also spoke candidly about deeply held fears regarding their own possible future cognitive
losses.*® In this respect, ableist stigma turned inward — albeit speculatively, in projections
toward an uncertain future — had proved a formidable silent partner in the expansionist project of
reducing MAID to the homely logic of respecting autonomy in the absolute present, plainly and
simply.

By contrast, arguments for the inclusion of mental illness did not draw in the same overt
manner from internalized stigma and aversion and did not generate a groundswell of public
support to compel political attention. Instead, the prejudice, presumptions and social resentments
of ableism and sanism would operate in more complex and deeply embedded ways and shape the
MAID expansion debates differently when mental iliness became the central focus. As
Alexandre Baril has theorized, contempt for and abuse of persons marked by “mental illness” are
deeply embedded within neoliberal consciousness, operating in unique ways to tilt the scales
away from recognition of MAID-able status. As Baril explains this dynamic, the broad social
injunction against suicide:

... makes suicidal people’s desire/need for death abnormal, inconceivable, and

unintelligible, except for those cast as unproductive, undesirable, and unsalvageable

subjects, such as disabled/sick/ill/old people. In their cases, the desire/need for death is
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considered normal and rebranded as medical assistance in dying or physician-assisted

death. However, suicidal people’s desire for death is cast as “irrational,” “crazy,” “mad,”

“insane,” or “alienated,” and they are stripped of their fundamental rights in a process of

prevention and cure aimed at producing their capacitation and abledment and their

reintegration into a neoliberal economy.*%
As was the case with the introduction of MAID itself, and with expansions beyond RFND and
beyond informed and capable consent, debates and decisions about this new threshold of MAID
beyond Carter would proceed in the absence of critical attention to the larger forces of
biomedical authority and neoliberal capitalism that formed their backdrop. As will be discussed
below, MAID for persons whose sole underlying medical condition is a mental health diagnosis
would be branded as a logical, straightforward and purportedly equitable progression in the law’s
application and reach.

At least originally, arguments about the MAID-able status of persons with mental illness
were simply folded in to larger debates about RFND. In the Bill C-14 debates, the claim by
Senator James Cowan that the Bill “discriminates against people with mental illness seeking
medically-assisted death”#%” was nested in a formal equality claim that supported his larger
argument against RFND:

| don't think that we should discriminate against people because they happen to have a

mental illness rather than a physical illness....I think there will be challenges to the bill,

to the constitutionality of the bill that it excludes those who are suffering if they are not
terminally ill.4%®
In 2016, Justice Minister Wilson-Raybould had held fast to Bill C-14’s proposed formulation of

what would constitute a grievous and irremediable medical condition. The passage of the Bill
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brought what would turn out to be temporary closure to the question of whether standalone
conditions of mental illness would confer MAID-able status. As it had with advance requests, the
government would commit in Bill C-14 to an independent review of “requests where mental
illness is the sole underlying medical condition”. That independent review would unfold under
the auspices of the Council of Canadian Academies [CCA], leading to the release in 2018 of a
250-page report titled “The State of Knowledge on Medical Assistance in Dying Where a Mental
Disorder is the Sole Underlying Medical Condition.”40% 410

The CCA report authors would agree on a number of findings that underscored the
complex social, clinical, policy and ethical context for MAID expansion in this area. These
included ““a long history of stigma, discrimination and paternalism against people with mental
disorders in Canada and elsewhere;”4'! strong correlations between mental illness and “social,
economic and environmental inequalities, such as poverty, unemployment, homelessness, social
isolation, stigma and discrimination;*!? and the appreciable “impediments to accessing
appropriate mental health care in Canada.”*

Readers of this volume will recognize how these contextual elements are amplified in
many of the entreaties in this collection. Speaking from personal experience of living with “a
severe and persistent mental disorder”, and from professional experience as a practising
psychologist and professor, Georgia Vrakas expressed in her entreaty the pervasive patterns of
discrimination against persons with mental illness that would be the backdrop for every debate
on this issue:

Mental illness is still taboo, access to mental health services is very difficult, psychiatric

research is underfunded, and funding for promotion and prevention programs continues

to decline.... We are told that we cannot exclude mental illness as the sole reason for
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MAID to avoid discriminating against people living with mental illness. Yet in life we
face discrimination daily, whether it is access to housing, work, a decent income or

disability insurance.*4

Sonu Gaind’s entreaty would reinforce her point. Emphasizing the need for an evidence-based
approach, he reminded Committee members that data from jurisdictions that permit assisted
suicide on the basis of mental illness point to a more marginalized population sector, with
“unresolved psychosocial suffering like loneliness and isolation.” Further, he cautioned that “a
terrifying gender gap emerges, of twice as many women as men receiving death to avoid life
suffering.”4%®

Building from these realities, the entreaty of Sean Krausert, Executive Director of the
Canadian Association for Suicide Prevention [CASP], would give voice to a truth the CCA dared
not speak: “Ending the life of someone with complex mental health problems is simpler and
likely much less expensive than offering outstanding ongoing care. This creates a perverse
incentive for the health system to encourage the use of MAID at the expense of providing
adequate resources to patients... .”*® As John Maher would assert starkly, "Death is not an
acceptable substitute for good treatment, food, housing, and compassion.”*!’

Apart from their agreed-upon findings, most significant in the CCA report were the
immense and irreconcilable obstacles to consensus on whether and how MAID eligibility criteria
would apply where a “mental disorder is the sole underlying medical condition” [MD-SUMC].#8
The CCA report laid bare numerous disagreements on fundamental issues about MAID even

among the 14 subject-area experts assembled for the working group.*® Such polarities are

perhaps not surprising, given the extent to which MD-SUMC would crystallize questions about
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the nature of suicide, the implication of suicide prevention policies*?® and whether distinctions
can be made between “well-considered” versus “pathological” decisions to end one’s own life —
where the former can somehow be designated as autonomous and MAID-able and the latter are
deemed to be “symptoms of a mental disorder.”#?! Indeed, the controversies in the MD-SUMC
debates that were illuminated in the report extended to virtually every element in Canada’s
regulatory framework for MAID, including core requirements of capacity to consent and
irremediability that were at the heart of the Carter decision.*?? This latter issue of irremediability
figures prominently in the entreaties in this volume, for example in Krausert’s assertion that
“[t]here is NO EVIDENCE that concludes mental illness is irremediable”*?3, and in Gaind’s
rebuke that “[i]n bypassing the primary safeguard against premature death, of getting MAID only
when we can predict irremediability, any other so-called safeguards can be no more than false
reassurances and lip service.”4?*

With respect to decisional capacity, although the report acknowledged that “the vast
majority of people with mental disorders are deemed to have capacity to make treatment
decisions™#?°, the working group’s review of “the impact of mental disorders on decision-making
capacity” raised a number of red flags about the consistency, reliability and accuracy of patient
capacity assessments in clinical practice. As John Mayer would later observe in his entreaty,
“Research shows that if 100 psychiatrists assess a person with uncertain decisional capacity, 35
will have one opinion, and 65 will have another. Different psychiatrists have different skill sets
and levels of experience. They also have biases like everyone else.”4%6

Although the Court in Carter had expressed unequivocal confidence in the tools and skills
that Canadian practitioners brought to bear on these assessments, the CCA report reviewed an

abundance of conflicting evidence, and concluded by highlighting the need for “better evidence
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on the validity of capacity assessment for people with mental disorders, particularly but not
exclusively for people who request MAID MD-SUMC.”*?" Given the high threshold of capacity
required for life and death decisions, the fact that high-stakes assessments will often be made in
situations of involuntary hospitalization, and the often unacknowledged reality that the notion of
capacity itself “relies on both empirical and normative considerations™#?8 and is therefore highly
vulnerable to ableist and sanist deployment, there would be much in the CCA report to fuel
debate when MAID for MD-SUMC would surface again on the expansionist agenda.
This resurfacing of the MD-SUMC debate would prove inevitable when Bill C-7 was tabled in
2020, since removing the RFND requirement would effectively force the question of whether
standalone conditions of mental illness should be MAID-able. Yielding at least in part to the
cautionary undercurrents of the CCA report, the government elected to include a clause in the
Bill that added a new section 241.2(2.1), stating that “a mental illness is not considered to be an
illness, disease or disability”#?° in determining whether a person has a grievous and irremediable
medical condition. As he introduced the Bill to the House of Commons, then Justice Minister
David Lametti explained his reasoning in the following terms:
Our consultations and the report of the Council of Canadian Academies that studied this
issue indicated that the trajectory of mental illness is more difficult to predict than that of
most physical illnesses, that spontaneous improvement is possible, and that a desire to die
and an impaired perception of one's circumstances are symptoms, themselves, of some
mental illnesses. This means that it would be very difficult to determine when, if ever, it
is appropriate to grant someone's request that their life be ended solely on the basis of

mental illness.430
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This mental illness exclusion, however, would prove to be a bridge too far for the emboldened
Senate, where the MAID expansionist agenda found its champion in Senator Stan Kutcher, a
psychiatrist specializing in adolescent mental health who had been appointed to the Senate late in
2018. Deeming the exclusion to be “stigmatizing, discriminatory, and thus likely
unconstitutional,”*3! Senator Kutcher signalled both professional and personal reasons in arguing
for its removal:
| did not decide to challenge this clause lightly. | have spent over 30 years taking care of
people with severe and persistent mental illnesses, and teaching hundreds of others to do
the same. | have spent many sleepless nights because | was worried about my patients
and their families. | have competently assessed the decisional capacity and suicide risk of
thousands of people. | have also fought countless battles with administrators, physicians,
governments, funding bodies and others to champion the rights of those with a mental
illness to be respected, not discriminated against, and treated similarly to those with any
other illness. I also have my own personal story, with all its joys and tragedies. The fact
that | am private about it does not mean | do not have it.*3
Wielding the easy authority conferred by medical and academic credentials, senatorial rank and
gender privilege, Senator Kutcher quickly gained the support of well-respected senators with
legal expertise, notably Senators Claude Carignan and Pierre Dalphond. His amendment to Bill
C-7, a “sunset clause” that would automatically remove the mental illness exclusion 18 months
after the Bill’s passage, was carried easily in the Senate at third reading. Not even the Bill’s
sponsor, Senator Petitclerc, actively opposed the amendment, speaking vaguely in response to

the proposal that she was “thinking about” the CCA report and mindful that:
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[t]here are differences of opinions, convictions and strong arguments as to whether

MAID is ever appropriate or when it is appropriate where the only medical condition is

mental illness, and if so, what kind of safeguards would be sufficient or adequate to make

sure that a person’s life is never prematurely ended when their quality of life could have

been improved.*33
Visibly distraught by this development, Senator Denise Batters addressed Senator Petitclerc
directly, pleading with her colleague to say more: “Please take a little more of your time. You are
the sponsor of this bill. This is an important part of your bill. Please take a little more time to
stand up for those with mental illness and for this part of your bill.”43* But Senator Petitclerc
replied simply, “I said what | wanted to say in that regard and | stand by it”*3, entering an
abstention in the Senate vote on Senator Kutcher’s sunset clause motion.

Senator Petitclerc’s ambivalence about the sunset clause mirrored the government’s
response when the amended Bill C-7 returned from the Senate to the House of Commons on
February 23, 2021. Justice Minister David Lametti reiterated his commitment to exclude MD-
SUMC from MAID eligibility:

It is my opinion as Minister of Justice and Attorney General of Canada that the mental

illness exclusion is constitutional because it serves a protective purpose and is narrowly

crafted.

| have spoken before about the inherent complexities and risks with MAID on the basis
of mental illness as the sole criterion, such as suicidality being a symptom of some
mental illnesses, the impossibility of predicting whether in any given case symptoms will

improve or not and the increased difficulty of capacity assessments. These are the
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concerns that led the government to exclude mental illness as the sole condition for

MAID eligibility, given the proposal to broaden it beyond the end of life context.*%
Minister Lametti, however, then went on to accept Senator Kutcher’s amendment to Bill C-7,
proposing a minor timeline tweak from 18 months to two years before the mental illness

exclusion would be repealed:

While I do think the exclusion is constitutional, and I do not believe that we are fully
prepared to safely proceed with the provision of MAID on the ground of mental illness
alone, I also hear the concern expressed by Canadians that this exclusion fails to address
the issue of whether and when the provision of MAID will be permitted to alleviate
intolerable suffering due to mental illness. That is why | propose that we support the
sunset clause, but with an amendment so that it would repeal the mental illness exclusion
after 24 months instead of after 18 months, after Bill C-7 comes into force.*3’
Gesturing toward “the inherent complexities and risks” that had prevailed in the government’s
earlier and more cautious approach to MD-SUMC, Minister Lametti committed to establish “an
expert panel” for guidance around the conundrums that the CCA’s state of knowledge report had
failed to circumvent. Clause 3.1 of Bill C-7 required that within one year of the passage of the
Bill, an independent review be conducted “by experts respecting recommended protocols,
guidance and safeguards to apply to requests made for medical assistance in dying by persons
who have a mental illness.”**8
With the passage of Bill C-7 in March 2021,%° the dismantling of the mental illness

bulwark in Canada’s MAID regime would proceed, inexorably but in slow motion. The shocking
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irregularity of this cart-before-horse approach would be decried by Sonu Gaind in his 2022
entreaty:
No drug company is told their sleeping pill will be approved in two years, without
evidence of effectiveness or safety, while being asked to develop instructions on how to
use the pill in the meantime. The sunset clause and the federal panel’s mandate is based
on less evidence than required for introducing any sleeping pill.#4
The Expert Panel on MAID and Mental Iliness was convened in August 2021 and would
conclude its deliberations with a final report in May 2022. Unlike the final report of the CCA
working group on MD-SUMC, the Expert Panel reported its conclusions in a unified voice, but
only after the resignation of two of the Panel’s original 12 members. One of these, an ethicist,
made his reasons public in a detailed critique that cited serious issues with the Panel’s
governance and explained his substantive objections to “the soft guidance-type recommendations
that are contained in the expert panel’s final report.”** Another member, Ellen Cohen, a well-
respected advocate and coordinator of the National Network for Mental Health, resigned from
the Panel in December 2021, after her attempts to contribute constructively were dismissed and
her requests for disability accommodation were routinely denied.*#? In her 2022 entreaty, she
acknowledged that “mental health consumer/survivors are divided on the issues of MAID”*4 but
described a panel process that was not conducive to addressing any such division:
There was no space made for meaningful discussion on the seriously complicated issues
concerning decision making, consent and capacity, accountability and monitoring,
privilege and vulnerability ... in the context of people suffering from mental disorders.
When discussion of mental illness came up the discussion was shut down or we moved

on. When suggestions were brought forward panel members were discouraged due to
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time constraints. When I did suggest something, | was shamed by the only other peer on

the panel, stating that having specific safeguards for those suffering from a mental

disorder was discrimination.*44
The Expert Panel’s nineteen concluding recommendations called for no additional safeguards in
the MD-SUMC context, instead proposing a modest agenda for deployment and in some cases
refinement of established clinical practice standards.**

[T]he Panel found that the existing MAID eligibility criteria and safeguards buttressed by

existing laws, standards, and practices in related areas of healthcare can provide an

adequate structure for MAID MD-SUMC so long as those are interpreted appropriately to

take into consideration the specificity of mental disorders.*46
Grappling with the vexing concerns of “incurability, irreversibility, capacity, suicidality, and/or
the impact of structural vulnerabilities,”*4’ the Expert Panel embraced a kind of circular logic
that sought and then relied upon comparators in other MAID-able diagnostic groups (for
example, persons with chronic conditions) not yet flagged as problematic by the regime’s
architects, agents and supporters. Early in the report, the authors made clear that they would not
rock the boat of normalized MAID practice, instead affirming their conviction that “[p]roposals
for new measures for persons with MD-SUMC must consider who has access to MAID now,
what measures apply to their requests and what issues or problems need to be resolved through
additional measures.”*48

In this way, the Expert Panel positioned itself to evade the controversies that had divided
the CCA working group and move forward into the more comfortable, if blinkered, tasks of
tweaking guidelines for clinical practice, repeating the mantras of “assessment on a case-by-case

basis” and “case-based quality assurance”, and issuing bland calls for consultations with
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indigenous populations and “adequate funding of health and social resources”. Only one
recommendation (#16) appeared to break from the status quo by calling for “prospective
oversight of all or some Track 2 cases”**°, but the intervention described was highly speculative
and in substance more of an administrative support, far removed from any common
understanding of the word ‘oversight’. Perhaps taking a page from the court in Carter, the Expert
Panel seemed to be saying, in technocratic language unlikely to provoke media scrutiny, “We’re
medical professionals. We’ve got this. Leave it to us.”

Nothing more would be heard from the Minister of Justice about his convictions that the
exclusion of MD-SUMC was constitutionally sound and required for the protection of persons
whom the Court in Carter had categorized as ‘vulnerable’. Instead, the government had
effectively embraced a policy of outsourcing the problem of “vulnerable persons” to the medical
profession. This strategy would effectively exploit consistently high levels of public trust in
doctors*Y and provide government representatives with a ready deflection of any critiques
arising from MD-SUMC, where there were no court judgments to justify expansion.*!

Early in 2023, weeks before the activation of Bill C-7’s sunset clause, a one-year extension
shifted the starting date for this new category of MAID-able lives to March 17, 2024. In
introducing the Bill that would extend the timeline for the sunset clause, Bill C-39,%%? Minister
Lametti spoke reassuringly about “ensuring the healthcare system’s readiness... to ensure the
safe assessment and provision of MAID in circumstances where a mental illness forms the sole
basis of a request for MAID.”*53 Senator Kutcher, who had established his status as one of the
country’s foremost MD-SUMC authorities, threw his support equally behind the extension. His
speech in the Senate*** as sponsor of Bill C-39 was a 5200-word tour-de-force of confident

assertions of progress, praise for the medical profession and disparagements of dissenting views:
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Honourable colleagues, ongoing misinformation about MAID MD-SUMC continues to
spread, misleadingly suggesting that persons with mental disorders requesting MAID will
be treated in a haphazard, irresponsible and unregulated manner. However, as evidenced
by a careful look at the law itself and the regulatory and practice context within which the
law sits, this is not the case. In fact, the opposite is true. MAID MD-SUMC will be
provided under perhaps the most comprehensive and robust federally facilitated health
regulatory and training interventions ever created in this country.4
Indeed, Senator Kutcher’s only critique of the federal government’s role in the rollout of the
mental ilIness expansion was that they “must do a much better job of communicating with
Canadians about the complex and nuanced aspects of MAID*#%¢ — an exhortation that in context,
translated to a call for more effective PR to ‘sell’ the project of expansion to a dubious Canadian
public.

In the months that followed the passage of Bill C-7, the process of normalizing MAID for
MD-SUMC shifted into high gear as medical practice standards*>” and training modules*>® were
developed and regulatory and biomedical bureaucracies readied themselves for March 17, 2024.
MAID for MD-SUMC became a foregone conclusion within a closed system of medical
authority. Deputized by federal lawmakers and countenanced by a tight circle of influential
jurists in the Senate and academia, doctors and psychiatrists had effectively taken the helm on
expansion of MAID beyond RFND, and in particular expansion into the realm of MAID on the
basis of “mental disorder.”*>® Although lobby groups like DWDC were squarely behind this
expansion, they added little if anything to the debates from a lay perspective, focusing instead on
amplifying the voices of expansionist psychiatrists.*¢9 With public opinion on expansion for MD-

SUMC hovering at levels much lower than for advance directives and removal of RFND,*61 it
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had fallen to the psychiatric profession to press for and operationalize MD-SUMC as a MAID-
able category. Their expansionist task would not be easy, with many members within the
profession resisting what was to them an indefensible abdication of scientific reasoning and
professional ethics.*%? But the unequivocal support of major establishment players like CAMAP
and FMRAC and public sector bureaucracies in federal and provincial Ministries of Justice and
Health, would assure slow and seemingly steady progress toward expansion through 2022 and
2023.

A legislative challenge to mental health expansion was mounted by the opposition
Conservative party in 2023: the private members Bill, Bill C-314462 was defeated at second
reading in the House of Commons, but by a strikingly narrow margin of 150 in favour and 167
against.*¢* The failure of this motion would leave just one hurdle before the rollout of MAID for
MD-SUMC: the Special Joint Committee on Medical Assistance in Dying had chosen to “remain
seized” of the issue*®® and to reconvene in November 2023 in order to ensure “preparedness. ..
for a safe and adequate application” of MAID for MD-SUMC.*6¢ A pro-forma invitation for
written submissions*” generated a flurry of intense activity as disability rights defenders
scrambled to meet a one-week deadline, and to compress their entreaties into documents of no
more than 1000 words, with the further stipulation that footnotes and citations would be included
in the word limit.

This arbitrary and begrudging Committee gesture toward democratic participation
seemed to elicit a barrage of ‘straight talk’ from civil society actors and activists who had fought
for years to defend against the eugenic perils of Canada’s MAID regime. A submission from the
VPS coalition challenged the Committee to look beyond the “narrow focus” of “system

readiness” and overturn the sunset clause, arguing that MD-SUMC “would perpetuate the long-
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standing history of discrimination in Canada against people with disabilities, contrary to the
Charter.”#68 Many of this volume’s contributors rose to the challenge with strong rebukes of the
government’s relentless march toward expansion. Bach and Frazee called for a rethinking of the
MAID paradigm as our first order response to human suffering, arguing that “MAID has become
a policy solution still in search of a considered policy question.”*®° Breaking through the
stultifying fog of “euphemism and misnomer” in MAID discourse, Gabrielle Peters launched a
direct assault on the eugenic logic at the heart of the Committee’s deliberative project. Framing
her submission around the question “What does a state do to prepare for an expanded exemption
to murder?”, she challenged the entire Track 2 paradigm:
... [W]hile some believe rationality and science support the state creating legalized
homicide of someone with osteoarthritis whereas no such science exists to support killing
someone whose condition is mental-health related, | disagree. They are both given
science-sounding language to rationalize a belief system that is discriminatory. Much like
science has been used to provide cover for racism and sexism.*"°
Compared to the disability rights defence of RFND, resistance to MAID for MD-SUMC would
be, with the exception of the VPS, most often expressed by individual scholars, activists or
family members rather than by “big tent” collectives. The imminent reality of MAID for
physically healthy persons with a diagnosed “mental disorder” factored prominently in broader
advocacy and activism for restoration of the RFND threshold but there were no major national
campaigns focusing exclusively on MD-SUMC and no national champions of resistance
emerging from civil society networks outside the medical sphere. The reasons for this were no
doubt multifactorial: the category of “mental disorder” is a sweeping and fluid one that captures

a full spectrum of disabled/mad/marginalized/pathologized identities and experiences, many of
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which have distinct and deep-rooted histories in their relationship to psychiatry, to healthcare, to
normalcy, to autonomy, to suicide, to suffering and to social legitimacy. For persons who have
experienced mental health crises and whose encounters with medicine and psychiatry have been
coercive, punitive and stigmatizing, a resistance rhetoric evoking “suicide prevention at all costs”
pushed too far into the territory of sanctioned state violence against mad and suicidal persons.
Absent a carefully nuanced calibration of the anti-expansionist message — sometimes hard to
achieve in the frenzy of media scrums and Twitter wars — the disability rights defence against
MAID expansion risked an implicit endorsement of the carceral logics of arbitrary apprehension,
forced treatment and pervasive shaming embedded in the history of suicide and psychiatry.
Working toward solidarity across the spectrum of disability experience would require a further
kind of balancing: not one emerging from the Court or the Legislature, but rather from crucibles
of critical activist and scholarly deliberation.

Not surprisingly, critiques of MAID for MD-SUMC took many different forms. Some
were expressed in testimonial accounts*’ that highlighted the fragile ecology of hope and
recovery that MD-SUMC would catastrophically disrupt. Describing her own years-long struggle
with suicidal desire and intent, Georgia Vrakas explained in her entreaty,

... [G]iving people like me the green light to get medical assistance in dying is a clear

signal of disengagement from mental illness. It sends the message that there is no hope

and that we are disposable. ... Many of us go down this bumpy road. Rather than
stopping us halfway along our journey, give us a chance and help us move forward in our
recovery process and live with dignity.*72

In a similar vein, Sean Krausert had evoked the inducements of MD-SUMC in drawing from

personal experience of rescue and recovery in his entreaty:
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| likely wouldn’t be here today had the option of MAID been available to me in my
darkest days. | experienced multiple deep depressions and extreme anxiety throughout
my twenties and thirties. During my worst depression in my late thirties the pain was
often unbearable. While | experienced suicidal ideation, I later realized that | actually
didn’t want to die but rather end the pain. .... To think that, if in my darkest most painful
time | had been given the option of MAID, | might have given up on a future that was
better than | could have asked or even imagined. 473
While absent from the Legislative Committee hearings, mad activists have in other fora
explicitly acknowledged certain ‘elephants in the room” through these deliberations. Marnie
Wedlake, founding publisher of Mad in Canada, named one such elephant as the dominant
biomedical framework through which psychiatry asserts its legitimacy. Challenging the assertion
underpinning the MD-SUMC debates “that mental illnesses are biologically based medical
conditions,” Wedlake queried, “Should there not be more disturbance at the thought of
vulnerable people basing their decision to access MAID on a heavily biased, and scientifically
unproven biomedical narrative?”47#
Other important activist voices may not naturally comport with a disability rights position
that for the most part has embraced an unspoken “injunction to stay alive.”*”® Theorizing from a
new and distinct fusion of queer/crip/mad/abolitionist theory, Alexandre Baril argues that by
failing to accord equal recognition to the epistemic authority of “suicidal persons,” disability
rights resistance to MAID expansion implicitly, and at times explicitly, condones the “discursive
and material violence enacted because of someone’s presumed suicidal ideation.”*’® Baril very
clearly denounces “...the ableist/sanist/ageist/suicidist foundations of assisted suicide ",

highlighting the complex overlay of “other systems of oppression, such as racism, colonialism,
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classism, heterosexism, or cisgenderism.”*’” Importantly, while Baril expressly calls for “the
abolition of the current violent laws and regulations that govern assisted suicide,” he
simultaneously endorses “a positive right to die for all suicidal people, be they
disabled/sick/ill/Mad/old or not” [emphasis added].*"

Although strategically and perhaps ideologically challenging, Baril’s profoundly humane
work points with an expansive clarity toward a core problem with MAID, i.e., the neoliberal
conundrum that doctors should facilitate the deaths of all consenting persons who meet the
legislative criteria, provided that they are not suicidal. Baril’s critique in a 2017 commentary on
Canada’s original MAID law remains especially relevant to current debates about MAID for
MD-SUMC:

This law’s ableist, ageist, capitalist, neoliberal perspective rationalises assisted suicide for

subjects with ‘no future’ who are considered ‘unproductive’.4”® It seems ‘normal’ that

older, ill and physically disabled people would want to die and receive assistance to do

so. However, this sanist law also casts suicidal people as mentally ill/disabled and

delegitimises their wish to die by judging them irrational and incapable of consenting.*°
Baril's contributions to critical disability discourse in the MAID sphere are a reminder that in the
days ahead, critical attention must be focused on the deeper carceral logics underpinning the
existence of MAID writ large, as well as MAID beyond RFND and in particular, MAID for MD-
SUMC. Without such attention we risk leaving unanswered and unacknowledged, questions
central to the project of solidarity with all marginalized peoples.

In the final few months of countdown to the automatic legislative activation of MD-
SUMC on March 17, 2024, there were many developments that would ultimately tilt the scale

toward further delay. Procedural, political and practical forces converged to break the

121



expansionist momentum and clear an off-ramp for a government facing its own existential
challenges in what could be the final year of its mandate.*8! A major cabinet shuffle in July 2020
had put in place new Ministers of Justice and Health,*3 allowing for subtle distancing from
earlier positions on MAID expansion. Canada’s new Minister of Health, Mark Holland, would
bring to his role the hard-earned insights of a personal history marked by severe childhood
trauma and the indelible insights of his own suicide attempt as an adult.*®3 The new Justice
Minister, Arif Virani, appeared to adopt a more moderate approach than his immediate
predecessor when in late December he “expressed openness to adding more time to the sunset
clause delaying the expansion in eligibility,” signalling that the government was “weighing its
options” with regard to MD-SUMC .84

Increasingly, public opinion around MAID for MD-SUMC was shifting. An Angus Reid
poll released in February 2023 had indicated that just 3 in 10 Canadians supported offering
MAID for “irremediable mental illness”. The same poll reported that more than half of
Canadians (55%) “worry about MAID taking the place of improvements in social service.”4
Supplementary polling in September 2023 indicated that "a plurality” of Canadians continued to
oppose the MD-SUMC expansion, and further that "half of Canadians (52%) worry that treating
mental health will not be a priority [if] MAID eligibility is expanded to include individuals
whose sole condition is mental illness."4% Editorial boards from across the political spectrum
called for the government to “take a step back™ and withdraw altogether from MD-SUMC
expansion.*®” The broad consensus among the professional class that had propelled earlier
phases of MAID expansion was also beginning to waver*, with psychiatrists in particular

increasingly expressing discomfort and/or alarm about the imminent expansion to MD-SUMC. .48
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Québec had explicitly prohibited MAID requests based on any “mental disorder, other than a
neurocognitive disorder”, in its 2023 legislative amendments.**° Proceeding with MAID for MD-
SUMC in March 2024 would risk provoking an unwelcome constitutional confrontation with
Québec. To further complicate the jurisdictional landscape, in January 2024, Ministers of Health
and related portfolios from Nova Scotia, Alberta, Ontario, Saskatchewan, New Brunswick,
Prince Edward Island, British Columbia, Yukon, Northwest Territories and Nunavut wrote to
urge the federal Ministers of Justice and Health "to indefinitely pause the implementation of the
expanded MAID eligibility criteria to enable further collaboration between provinces, territories
and the provincial government"”.4%

Cumulatively, these were significant headwinds for the government to navigate. The
Special Joint Committee on Medical Assistance in Dying, despite its best efforts to limit the
conditions for public engagement, had been overwhelmed with almost 900 written submissions,
each of which required translation to be accessible in both official languages in order to be
considered by the Committee. Facing a hard deadline for their final report of January 31, 2024,
and inadequately resourced to translate and review these submissions to meet this deadline*®?,
decisions were made in-camera to proceed without considering this evidence. The Committee’s
formal report, released on schedule in January 2024, drew exclusively from the testimony
presented by 21 invited experts, making only passing reference to “all who shared their views
and experiences”, noting that their submissions would "undoubtably be invaluable to future
parliamentary communities studying this topic.”4%

Citing “ongoing concerns” and “conflicting testimony” around the assessment of
irremediability, detection of suicidality, and protection of “the vulnerable”, as well as a limited

availability of suitably trained practitioners and the lack of consensus among both psychiatrists
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and legal experts, the Joint Committee concluded its third report with a recommendation to
further postpone MAID for MD-SUMC. Although the Committee had failed to reach consensus,
prompting four dissenting and/or supplementary reports*®, the concluding majority
recommendation was that:
MAID MD-SUMC should not be made available in Canada until the Minister of Health
and the Minister of Justice are satisfied, based on recommendations from their respective
departments and in consultation with their provincial and territorial counterparts and with
Indigenous Peoples, that it can be safely and adequately provided; and
[that the Special Joint Committee be reestablished one year prior to an anticipated start
date] in order to verify the degree of preparedness attained for a safe and adequate
application of MAID MD-SUMC 4%
What is perhaps most notable about the Joint Committee's approach to the evidence before them
is that the very same "ongoing concerns™ with respect to suicidality and vulnerability had figured
prominently in the entreaties that the contributors to this volume had brought to the Committee's
attention in the spring of 2022. As discussed earlier in this chapter, similar testimony had also
been very evident in the parliamentary hearings that preceded the passage of Bill C-7 in 2021.
But never before in the Committee's prior reports had testimony that conflicted with the
expansionist argument held any sway in shaping the Committee's final recommendations or
slowing the advance of MAID expansion. Absent any other explanation, it is at least plausible
that the Committee was demonstrably more attentive to the politics of the moment than to the
reasoned arguments and evidence that citizen witnesses had laboured to express.
In the end, the Committee's recommendations gave satisfactory cover to a government ready to

step back from mental illness as a MAID-able category. With very little fanfare, the Ministers of
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Health and Justice announced on January 29 that MAID for MD-SUMC would be further
deferred.*%® In doing so, they predictably invoked the "system readiness" rationale, thus
sidestepping any question of what feminist legal scholars Grant and Sheehy characterize as "the
real problem™ of MAID for MD-SUMC, and indeed of T2 MAID altogether, i.e., that "[i]t is not
the job of the state to offer death where it is unwilling to provide the necessities of a dignified
life."4%7

Bill C-62 was tabled in the House of Commons on February 1, 2024, calling for a three-
year extension of the implementation date for MAID MD-SUMC.*® Interestingly, the Bill’s
corresponding Charter Statement reaffirmed the foundational principles that had been so
carelessly discounted in the Truchon decision, specifically that “the interests and values that Bill
C-62 seeks to balance ... include the autonomy of individuals eligible to receive MAID, the
protection of vulnerable persons from being induced to end their lives, and the need to address
suicide as a public health issue.”4%°

Deferral until March 17, 2027 would effectively ensure that the issue of MAID expansion
would not come up again for debate until after the next federal election, notwithstanding the
Justice Minister’s assertion that the government’s decision was “categorically not” politically
motivated.> No doubt anticipating pushback from the expansionist lobby, Minister for Mental
Health and Addictions Ya’ara Saks chose her words carefully when she spoke for the Minister of
Health at second reading, describing the Bill’s objective as a “temporary exclusion of
eligibility”. As the Minister reiterated later in her testimony, “this is not a matter of “if”. We are
debating “when”.%0

Indeed, those pressing for expansion did not take kindly to this setback. An indignant

Senator Kutcher gave voice to their collective fury in a fiercely worded rebuke from the floor of
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the Senate in which he alleged that his colleagues had been “snowed with canards and erroneous,
inflammatory language”, and urged them not to be “overwhelmed” by the “cacophony... [that
has] fed us fear and falsehoods” 502 502 Characterizing many of the contributors to this volume as
“a well-organized, persistent lobby”, he decried the inconsistency of eligibility for T2 MAID,
seemingly indifferent to how his own arguments validated the position of disability rights
defenders seeking to roll back the expansions of Bill C-7: “[O]ur physical health care system is
broken. Over 6 million Canadians have no family doctor, yet we allow MAID access for physical
illness despite a broken health care system.”5%

Bill C-62 passed easily in the House of Commons and passed on division in the Senate®,
receiving royal assent on February 29, 2024. At the brink of granting medical practitioners the
right to euthanize patients with mental illness upon request, Canada had come to a screeching
pause. Whether the three years set aside for that pause would also, and temporarily, protect the
boundaries of consent (discussed earlier) and maturity (discussed next) would be a matter of
political speculation that goes beyond the scope of this volume. Of more direct concern to
disability scholars and defenders of disability rights, are questions of how the MAID narrative
will continue to evolve in the coming years and whether the forces that have normalized MAID
beyond RFND will be shaken or reinforced in the wake of the MD-SUMC debates.

Will the dissonance that Senator Kutcher had so righteously invoked in support of his argument
that a “broken health care system” was no reason to limit MAID expansion, instead sensitize

Canadians to the corrosive effects of T2 MAID in a context of pervasive ableist
ascendancy? Will a healthy scepticism about practitioner fallibility and unchecked authority
extend to question the role of medicine in “curing” socially rooted suffering by lethal injection?

Will the logic of formal equality (we must have MAID for non-dying people with mental illness
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because we already have it for non-dying people with every other disability) give way to insights
from substantive equality (we must attend carefully to history and context and respond to the
suffering of disabled people without perpetuating further harm or inequality)? Perhaps most
fundamentally, will abhorrence and discomfort about MAID for MD-SUMC generalize to a
distaste for authorizing medical practitioners to end livable lives when there are countless other
policy tools that lawmakers have yet to deploy in service of citizens who suffer?

In the face of these immense challenges of narrative shift, the simple phrase “time will tell” is
wholly inadequate. Mindful of all that is at stake, disability rights defenders in academic, legal,
cultural and activist spheres will be hard at work through the brief reprieve afforded by the

passage of Bill C-62.

B. MAID for Non-Adult Persons

At the present time in Canada, only persons 18 years of age and older are MAID-able.
However, as events in the eight years since the Supreme Court ruling in Carter have
demonstrated, every bulwark constructed to guard against the eugenic advance of MAID has
proved precarious and, in the case of RFND, short-lived. Limits to MAID-able status have been
systematically challenged and dismantled, one by one. Indeed, the only limit that has thus far
proved impervious to opposition is the now-thoroughly-entrenched principle that MAID is a
medical matter reserved for circumstances of abject disablement. Non-disabled persons need not
apply.

In this context, discourse around the merits of MAID for non-adult persons foreshadows
a familiar trajectory. Beginning with the passage of Bill C-14 in 2016, a commitment to
“independent review” of the issue of “requests by mature minors for medical assistance in dying”

was included in section 9.1 of the Bill.>% As with advance requests for MAID and MAID for
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MD-SUMC, this review was assigned by the Ministers of Justice and Health in 2016 to the
Council of Canadian Academies [CCA]. The Council assembled an “expert panel working
group” heavily dominated by jurists and medical professionals, who would release in 2018 a
“State of Knowledge” report.>%” Bloodless and empirical to a fault, the report addressed basic
legal questions regarding the meaning of “mature minor”*% and reviewed clinical research in
neuropsychology and brain anatomy, but did not venture to explore the social or cultural
meanings and dimensions of adolescence and adolescent experience.

Consistent with a medical/legal framing which has dominated MAID from the outset, the
CCA working group examined the complex interplay of relevant federal, provincial and
territorial legal schemes regulating healthcare decisions, consent and capacity determinations,
disclosure and privacy protocols and child welfare and protection regimes that form the
legislative and policy backdrop for this issue. Their final report was severely constrained by a
dearth of relevant case law and international data to draw from, with only two jurisdictions
(Belgium and the Netherlands)®%° permitting assisted suicide for minors and only 16 reported
cases worldwide.>°

The CCA report on MAID for mature minors, on balance, may be more significant for
what it does not address than for its 220 pages of state-of-knowledge review. For example, the
report by and large sidestepped consideration of disability, poverty, social neglect, gender
identity, sexuality, sexual orientation, race, adverse childhood experience, and a host of other
“significant knowledge gaps” in the MAID/mature minors matrix. In the report’s extensive
attention to issues of adolescent decisional capacity and consent, teasing out the nuances of
psychosocial, cultural and socioeconomic pressures and how these might weigh in the choices

and preferences of potentially MAID-able minors proved to be beyond the reach of a narrowly
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focused, law- and science-driven inquiry. With no reported cases or controlled studies exploring
how stigma, cultural norms and proscriptions, peer influence, social alienation, family
dysfunction, involvement in corrections or social welfare systems factor in the maturing
consciousness of a terminally ill, chronically ill or disabled teenager, the report was unable to
deliver a satisfying account of what MAID for “mature minors” might yield. Instead, the report
could only point broadly where established law and research permitted. The report’s concluding
observation about some (but by no means all) of the pressure that might complicate or
compromise the judgements of MAID-able minors therefore offered only a very thin analysis,
and one that seemed to resolve itself for the authors in a false equivalency between the pressure
to choose death and the struggle to be heard:
Allowing mature minors, as recognized under common law, to access MAID would
provide them with an increased range of end-of-life choices and a certain degree of
control over their death. However, one unintended consequence might be that some
terminally ill minors feel pressure to request MAID as a means of protecting their
families from continued financial and/or emotional distress. The implications might be
even more pronounced for minors with added vulnerabilities, including those who are
disabled and/or living in the child welfare system. While there is no information directly
related to MAID requests by minors in these categories, evidence shows that they
struggle more routinely to have their voices heard in healthcare decision-making.>*
Perhaps even more astonishingly, although the authors noted that suicide is the second leading
cause of death among 15 to 19-year-olds in Canada®*? the working group did not consider or
report on any research illuminating adolescent suicide in general, or suicide among Indigenous

and disabled minors®? in particular. Instead, the working group focused its inquiry narrowly
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upon adolescent end-of-life care and MAID for adolescent persons. The CCA’s implicit
positioning on suicide in this and its other MAID reports thus appears to accord with the
expansionist precept that suicide is distinct and distinguishable from MAID and further, that
doctors are fully capable of differentiating between MAID requests and requests expressive of
suicidal intent — both of which remain highly disputable claims anchored in our blind trust of
medical authority. Although the report’s concluding section does flag a “concern” about
normalizing youth suicide, the authors dispense with this concern as tied to the “social construct”
of vulnerability, asserting the paramountcy of autonomy as our overarching social responsibility:
Another concern is that allowing mature minors to request MAID might also normalize
suicide among young people, especially those who struggle with mental disorders and
may be considered vulnerable. However, rather than focusing on the inabilities of certain
groups, it is important to recognize vulnerability as a social construct generated by
society’s treatment of these groups. Thus, there is a social responsibility to support those
who may be perceived as vulnerable by facilitating their ability to make informed,
autonomous decisions, rather than diminishing their rights and limiting their options.>
Absent critical sociopolitical insights and deep policy analysis, the CCA report, owing in large
measure to the frame of biomedical empiricism in which MAID expansion finds its authoritative
voice, would do little to deepen lawmakers’ understanding of the issues at play in contemplating
MAID for non-adult persons. These would be the policy missteps, legal errors and knowledge
gaps left for disability rights defenders, and the contributors to this volume in particular, to flag
in their entreaties to the Special Joint Committee in 2022, when the issue of MAID for mature

minors was first opened for public input.
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During the Committee hearings, leaders from Indigenous disability spoke forcefully of
the betrayal and danger that such an expansion would present. Neil Belanger, speaking for
Indigenous Disability Canada, charged that “the slippery slope of MAID remains unfettered.”>®
Invoking the federal government’s professed commitment to meaningful engagement with
indigenous populations on all matters of consequential public policy, he called out the colonial
posture of the government’s expansionist approach, and utterly rejected the reassurances that
MAID for minors would be limited to end-of-life situations,

The considered expansion of MAID to include “mature minors,” mental health as a sole

condition and other proposed changes to MAID without comprehensive consultation with

the Indigenous peoples of Canada flies in the face of reconciliation and is a further
marginalization of Indigenous peoples, and the continuation of the destructive colonial
systems and their paternalistic mindset of “Trust us, we know what’s best.”

...Iam certain that if the eligibility of State assisted death is expanded to include “mature

minors” at end of life, rather than providing adequately funded and comprehensive

palliative care, this will result in the expansion of MAID to include “mature minors” not
at end of life, who live with disabilities, or have mental illness as a sole condition. This is
not a might happen, this is a fact, and this is the slippery slope of MAID.>¢
Conrad Saulis, speaking on behalf of the Wabanaki Council on Disability and the Mawita’mk
Society, spoke with passion and conviction of the generational trauma of harm to Indigenous
youth, exhorting Committee members to contemplate this country’s history of misplaced medical
and legal authority in relation to Indigenous people:
Our families lost far too many children and youth during the Residential and Day Schools

era which lasted for over 125 years. We have lost too many children and youth to Child
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Welfare agencies — what we want is to find ways to keep individuals, families and

communities strong and to be embraced in our languages, in our cultures and in our

traditional ancestral knowledge.

We want to establish the programs, services and supports that our youth and persons with

disabilities need. They do not need to find a way to die. They need to find the ways to re-

establish their self-worth — to combat mental illness — we want them to be well — they

want to be well....

... We don't need or want to establish more ways for Indigenous youth to die. There is

enough death in our communities and families already and there are already enough

existing threats.5!’
A new generation of leaders engaged in disability and social justice activism were similarly
unequivocal in their rejection of this new frontier for MAID expansion. Sarah Jama spoke in
solidarity with Indigenous and other marginalized groups when she asserted that “mental illness
and suicidality are at an all-time high for youth across Canada,” enumerating the many social
pressures and material factors that disproportionately stress Indigenous and disabled youth. In so
doing, she demanded a broadening of the conversation to address questions of adjustment time
and to consider the coercive impacts of bullying, childhood poverty and inadequate access to
resources.>®

Jama’s resolute opposition was amplified by Ahona Mehdi, a 19-year-old member of the
Youth Action Council of the Disability Justice Network of Ontario. Mehdi came equipped with
an analysis of power and context to refute the simple expansionist logic of choice: “If this

process is truly informed by disability rights and autonomous decision-making, why is it being
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undertaken during a global pandemic when health care professionals are more overworked than
ever?

She also came prepared with research: reports from Canadian pediatricians amounting to
direct evidence of the rapid and dangerous spread of a eugenic embrace of MAID for mature
minors. Citing a 2016 study in which 11% of pediatricians surveyed reported “having had
exploratory discussions about MAID with parents, on behalf of 419 never-competent
patients”>?%, Medhi condemned a regime already — and prematurely — normalized, “when the
government consistently and intentionally refuses to make home care, palliative care, assistive
devices, gender affirming and culturally competent care, counselling and other resources
accessible to disabled youth.”%?

One of only a handful of youth representatives who were granted an audience with the
Committee, Mehdi made clear that her opposition was grounded both in personal experience and
in political analysis:

| fear for disabled youth like me and those who have it worse than | do, who could be

offered MAID in place of treatment or care. In the same way institutions continue to use

prescription drugs as bandaid solutions for complex concerns, expanding MAID would
be truly reckless. Placing the onus to choose between life and death on individual
disabled children while neglecting the realities of systemic ableism in this country is truly
egregious.>?
Reminding the Committee that in contemplating MAID for minors they were well outside of the
mandate issued to legislators by the Supreme Court of Canada in Carter, Trudo Lemmens cited

the Court’s express assurance that these discussions “would not fall within the parameters>?® of

the Carter judgement. Echoing this message that in contemplating MAID for mature minors,
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Parliament would be venturing far beyond the Court’s prescription for an equality-respecting
exemption to the Criminal Code, Elizabeth Sheehy gave full voice to the anguish and horror that
gripped disabled people and our loved ones, allies and supporters at the very thought of MAID
expansion for non-adult persons with disabling conditions, whether at the end of their natural
lives or not:
We must put a firewall around the MAID bonfire, to at the least keep children and
teenagers away. We know that young people’s brains do not fully mature until their
twenties, making it impossible for even “mature” youth to imagine either the possibility
of a life of purpose or joy when they are stuck in the muck of alienation or adjustment to
disability or their sexuality, or to comprehend the finality of death, and the utter
devastation their lost lives will wreak upon their families, friends and communities.
Extending MAID to mature minors is reckless. To trust that doctors can predict which
young people cannot be healed or helped, or whether they have the maturity to make such
irrevocable decisions, flies in the face of our not so distant eugenics past. To pass a law
that would require communities and parents do nothing when their young people throw
themselves on the bonfire, is to force us watch our futures burn.>*
Perhaps not surprisingly, none of the passion or substance of these powerful entreaties found
their way into the official report of the Special Joint Committee hearings, presented to
Parliament in February 2023.5%° A brief passing reference is made to Sheehy, Mehdi and Saulis
in a single paragraph that strips away any discussion of the social drivers of youth suicide and
gives the last word to a blanket assertion that such “uncertainties” would not apply in end-of-life

scenarios:
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Others held firm convictions that track two MAID and MAID MD-SUMC are
unacceptable for minors, and feared these would inevitably follow any expansion to track
one. Elizabeth Sheehy was particularly concerned about the discriminatory impacts of
allowing MAID for minors with disabilities, who often face mental health challenges and
may struggle to imagine a positive future for themselves. Ahona Mehdi worried that
minors with disabilities may feel like a burden due to the costs associated with their care,
including parental time off work. Conrad Saulis relayed the fears of Indigenous youth
regarding MAID, given the mental health and youth suicide challenges in their
communities. Kathryn Morrison, however, opined that the uncertainties raised by track
two MAID and MAID MD-SUMC “should not undermine the case for a mature minor to
access MAID under track one.”52

Regrettably, the Special Joint Committee’s report is a clear indication of the direction in which

MAID for non-adult persons, including but not limited to the legal category of “mature minors,”

is very likely to proceed.

The Committee concluded its review of MAID for “mature minors” with a diplomatic
gesture: two recommendations that would be widely endorsed, among the proponents of
expansion and critics alike. Noting that the voices of youth had not had a full hearing, the
Committee called upon government to:

undertake consultations with minors on the topic of MAID, including minors with

terminal illnesses, minors with disabilities, minors in the child welfare system and

Indigenous minors, within five years of the tabling of this report.>%’

Further, the Committee called for government funding for “research into the views and

experiences of minors with respect to MAID, including minors with terminal illnesses, minors
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with disabilities, minors in the child welfare system and Indigenous minors.”?¢ While this would
not be controversial per se, much would depend upon whether such research contracts would
require a clear commitment to anti-ableist methodology and design, or whether they would
instead be selectively awarded in service of the expansionist echo chamber. There is indeed room
for concern on this latter point, since nothing is known publicly or within Canada’s disability
rights sector, about federal funding apparently designated in 2021 “to support research in areas
that focus on MAID and the experiences of marginalized and/or racialized individuals, which
could include persons with disabilities and mature minors°?° as referenced in the government’s
response to the Committee’s report.

Although the Joint Committee report paid lip service to ensuring “that MAID policy
decisions are properly evidenced-based,”*° hearing the voices of diverse youth and considering
research on their perspectives and experiences would not be determinative of the Committee’s
conclusions on the question of MAID expansion for minors. Simultaneously with its two non-
controversial recommendations, the Committee called upon the Government of Canada, without
reservation, to expand the eligibility criteria for MAID “to include minors deemed to have the
requisite decision-making capacity upon assessment,”>3! calling for such eligibility to “restrict
MAID for mature minors to those whose natural death is reasonably foreseeable.”5%

The official government response to the Special Joint Committee report®32 amounted to a gentle
pumping of the brakes with respect to the mature minors expansion. Acknowledging that “the
MAID regime has evolved rapidly”, and that the government’s current priority focus was “on
preparing for MAID MI-SUMC,®34 the government response stated:

While the Government of Canada recognizes the importance of the issues [that the

specific recommendations for expansion] seek to address, these proposals would require
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further consideration, consultation and study. Any specific law reform would also be

contingent on government decisions on policy direction and would require a significant

amount of work with provinces and territories to implement.5%
While the slowing of momentum in the government’s response was hopeful, it remains to be
seen whether this note of caution will prove to be any more durable than the government’s initial
position on MD-SUMC in Bill C-7. In time, it seems likely that with the critical pieces in place,
tried-and-true progressions in the expansionist playbook will unfold. A focus on capacity
assessment would establish the issue of MAID for minors squarely within the domain of medical
expertise and would sequester future consideration of the issue from the messy business of
suicide and its contributing factors of system, family, or social dysfunction and inequity. As had
been the case with MAID for MD-SUMC, infrastructure would be established in order to firmly
cement this new practice within a web of normalizing bureaucratic practices and procedures:
recommendation #18 would set in motion arrangements at provincial, territorial and First
Nations levels to “establish standards for assessing the capacity of mature minors seeking
MAID.53

Most significantly, following the pattern of incrementalism and adjustment that made
way first for a limited practice of adult-only, fully consensual, medically hastened death in
RFND situations, then next for removal of the RFND threshold but with protections remaining in
place for persons with MD-SUMC, then next for a gradual easing of consent requirements in
RFND situations, then next for lifting the REND requirement for persons with MD-SUMC, and
now for lifting the adult-only requirement in end-of-life situations. This repeating pattern of
steady, stepwise expansion recalled the assurances of Justice Minister Lametti at the time when

Bill C-7 removed the RFND requirement, four years after MAID became a legal practice. The
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Minister noted on more than one occasion that with the passage of time, “practitioners were now

quite comfortable”®3” with the practice and that:

We now have four years of experience. We now have a better, | think it's fair to say, a
greater degree of acceptance across Canada of the practice of medical assistance in

dying.538

In similar fashion, carving out an exemption to the requirement for final consent was made
possible by the measure of practitioner “comfort” in administering MAID to a patient no longer
capable of expressing their consent.53° As thresholds of MAID-able status became routine and
normalized, new frontiers could be advanced with confidence.

Making no secret of this strategy, MAID practitioner and CAMAP ambassador, Dr.
Gordon Gubitz, had provided testimony to the Special Joint Committee that was cited with
approval in their final report:

| think that when MAID came about back in 2016, only track one existed. We learned

over a period of time what that looked like. Through that and through gauging the

Canadian response to this, we were eventually able to lead to track two and to Audrey's

amendment and all of those sorts of things—the low-hanging fruit first, and then working

and getting a sense of what makes sense and what our experience teaches us. | think to go
immediately to track one and track two for mature minors might be more than the

Canadian public is willing to handle. I think we need to approach this thoughtfully,

cautiously, and in a stepped approach.5#

To be sure, Gubitz’s phrasing was impolitic. For one thing, it stood as a confident assertion of a

larger strategy that for the most part had remained unspoken, except by disability rights
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defenders dismissed as alarmist and hyperbolic. Its endorsement without qualification in the
Special Joint Committee’s final report signaled not only an agreed-upon inevitability of
continuous MAID expansion, but also the effective alignment of the DWDC lobby with
CAMAP, its national medical confederate, and the progressively branded Canadian government.
RFND was merely a stepping stone, a way to blunt opposition by MAID critics and abolitionists
and to mollify an anxious public. Once the equilibrium of a “doctor knows best” ethos was
restored, the stepping stone could — and would — be removed. Gubitz had said the quiet part out
loud, and there were no objections or equivocations from official quarters for his having done so.
For critical disability and mad scholars, MAID abolitionists and anti-eugenic activists, the Gubitz
disclosure has of course more ominous resonance, beyond the compass of our immediate
political and legal advocacy. To characterize minors — or any persons — at the end of their lives
as “low hanging fruit” displays a chilling indifference to human dignity. For a MAID practitioner
and educator to speak so casually of more than 44,000 Track 1 deaths,>* and for legislators to
hear such a characterization uncritically, and indeed approvingly, is profoundly disquieting. Such
unconscious expressions of administrative banality have signaled eras of unspeakable harm in
global disability history.

At the end of the day, it is those banal eugenic resonances that must continue to animate

our critiques and our witnessing of the MAID juggernaut in Canada.

VI1I. Since MAID: Counting Our Dead

Since June 17, 2016, practices of euthanasia and assisted suicide for dying and disabled
persons have been fully funded, freely accessible, lawful practices in Canada, performed by
medical practitioners who are specifically exempt from the Criminal Code prohibitions against

culpable homicide. As chronicled in this volume, the cohort of MAID-able persons has expanded

139



and appears likely to continue to expand as the practice becomes increasingly normalized, as the
regime that administers it becomes increasingly influential and as the practitioners who deliver it
become increasingly emboldened.>#? As the president of the independent body that monitors
MAID practice in Québec, Dir. Michel Bureau, observed in a 2023 interview, MAID is “no
longer being seen as a last resort” or considered to be an “exceptional procedure”, but rather has
become “a treatment that is very frequent.”>#

The Regulations for the Monitoring of Medical Assistance in Dying®* require that the
Minister of Health “must cause to be published, at least once a year, on the website of the
Government of Canada, a report” detailing MAID requests and deaths.>*> Reporting typically
lags by 8 to 20 months, so as a result, the most current data available to us at time of publication
is from MAID deaths reported in 2022546; what happened in 2023 and thus far in 2024 remains a
matter of uncertainty and speculation.

What available data does tell us is that just short of 45,000 Canadians died by MAID
between June 2016 and December 2022. MAID death rates in Canada have increased “at a speed
that outpaces every other nation in the world”, having quadrupled in just five years according to
a report prepared by the Investigative Journalism Bureau.>*’ Official Health Canada reports,
acknowledging an average rate of increase of 31% annually, describe the yearly growth rate as
merely “steady”>*8, prompting the editorial board of the Globe and Mail to remark that “[t]he
department needs a remedial course in mathematics.”*° A graph reproduced from the Toronto
Star shows the steep rise of MAID as a percentage of total deaths in Canada and other
permissive jurisdictions globally — between 2016 and 2022 MAID deaths as a percentage of all
deaths per year rose from 1% to 4% in Canada, outpacing other countries such as the

Netherlands, Belgium, Luxembourg, Spain, Switzerland, and Australia.5°
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Losses of life on such a massive scale are numbing to the human mind, and for this
reason, bystanders and naive observers instinctively reach for exculpatory narratives. These were
readily available from a trove of press reports generated in the early years of Canada’s MAID
regime. A distinct journalistic genre of MAID stories featured detailed accounts of admirable
persons who lived well and fully, their life trajectories interrupted well into their adult lives by
catastrophic diagnoses, their final years diminished by the progression of terminal disease.>*!
Stories from coast to coast built a consistent profile of MAID as an antidote to human suffering
in the final stages of life and the ultimate expression of courage, love, deep reflection and self-
determination. Notably, the law’s 2021 amendments expanding MAID-able status to non-dying
disabled persons did not appear to alter this powerful narrative,>®? which has remained strongly
imprinted in the public consciousness.

The message reinforced by these early narratives was that the regime was working as
promised, offering deliverance from unbearable suffering for those for whom an otherwise
excruciating death was imminent and inevitable. The details varied slightly — a final meal, a
musical selection, the scene outside a favourite window, the individual rituals of bidding farewell
— but always at the centre was a stoic and beloved human being who freely chose to schedule
their own death at home in the embrace of family.

But these were not, and have not been, the only stories to emerge from the steep curve of
MAID death in Canada. Surfacing slowly at first and without national attention, were outlier
stories that would confound and complicate the ‘nothing-to-see-here’, official account of a
running total of 44,282 RFND deaths. Many of these outlier stories would figure in the 2022
entreaties captured in this volume, calling into question the integrity of the MAID assessment

process and the legitimacy of the law’s touted safeguards.
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Raising disquieting questions along both of these axes was the testimony of Trish and
Gary Nichols, whose brother Alan was deemed MAID-able just weeks after being admitted to
hospital involuntarily “for his own safety and protection”®. Alan died in hospital by MAID in
July 2019, months before Bill C-7 removed the absolute requirement of RFND. He had
intermittent and recurring “mental health crises”, and significant hearing loss which was
functionally corrected by cochlear implants, but no other diagnoses, and certainly none that
would meet the RFND criterion. Questions about the integrity of the MAID assessment process
in Alan’s case would remain unanswered, shielded from scrutiny by strict rules that prioritize
patient privacy. But questions about how Alan Nichols could have possibly met the RFND
threshold for MAID in 2019 do perhaps expose one of the core deficiencies in the law’s
professed safeguards.

Canada’s MAID regime is founded on an ill-conceived law that invites medical
improvisation. Where key definitions of non-medical terms such as “reasonably foreseeable” are
absent from the legislation, individual physicians,>* medical authorities and advocacy groups
like CAMAP have been quick to fashion their own. For this reason, well below the radar of
public scrutiny, in the CAMAP guidelines on RFND, the meaning of “natural death” was
proving remarkably elastic. Persons demonstrating “a clear and serious intent to take steps to
make their natural death happen soon or to cause their death to be predictable®>® would be
considered to meet the RFND threshold. Forming a plan or expressing the intent to self-destruct
by starvation or some other act would thus, in the era of MAID, constitute a “natural” death.
Persons approved for MAID pursuant to this Kafkaesque policy guidance would have their
deaths counted as natural, and attributed causally to their underlying medical condition.

According to the Nichols’ entreaty, “hearing loss” had been specified as the reason for Alan’s
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MAID application. This framing would have carried over as the cause of death in official MAID
and coroner’s records®®, straining credulity and defying every principle of transparency and
accountability in public health and reporting.

Other entreaties would go further in deconstructing the mythologies of effective
safeguards and careful assessment that had been foundational to the Carter court ruling. Alicia
and Christie Duncan, whose mother Donna died by MAID in October 2021, only “hours after
being released from a psychiatric unit for a suicide attempt 72 hours earlier”®’, pointed in their
entreaty to systemic failures of regulation and oversight that would account at least in part for the
regime’s runaway death count.

The story that they shared was harrowing. Donna Duncan had languished for more than a
year on the waiting list for treatment for post-concussion syndrome at a complex chronic disease
clinic. As her symptoms worsened, in desperation she had requested MAID, but her family
physician, who had cared for her for more than 20 years, did not consider her MAID-able. Days
later however, after her suicide attempt and psychiatric treatment, two practitioners “who had
just met her and in essence simply ticked off boxes in a MAID assessment form” approved her
request. Although the legislation calls for <90 clear days™>>® between the beginning of the
assessment process and a MAID death in non-RFND cases®®, this safeguard proved meaningless
in upholding the core promise of the Carter judgement, i.e., to prevent persons in Donna
Duncan’s situation from “being induced to commit suicide at a time of weakness”*°,

The Nichols and Duncan entreaties would shatter the illusion perpetuated in early pro-
MAID narratives of supportive family members bearing witness to the deaths of those they hold
dear. To be sure, it was sometimes the case that family members were on board with the MAID

death of an aging parent or spouse. But there were a growing number of documented accounts of
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profound trauma suffered by loved ones cruelly shut out from assessment processes which were
at least in these cases®?, arbitrary and superficial. When the law’s intended safeguards are easily
circumvented, when ‘doctor shopping’ practices override the expertise of family physicians and
others who know an applicant’s actual life circumstances over time, and when even the courts
are helpless to intervene, Canada’s MAID regime has become what one journalist described as
“an unholy mess.”%62

The seeming haste with which MAID requests were converted to MAID deaths in the
Nichols and Duncan cases represented another significant departure from romanticized MAID
narratives in which death came as a culmination of extensive deliberation, soulful reflection, and
dialogue with physicians and loved ones. Increasingly, these outlier narratives of fast-tracked
death call into question whether western medicine, with its deeply reductionist orientation and
predispositions®®3, merits the authority it commands over the lives and deaths of persons whose
suffering is complex and multifactorial.

Offering troubling glimpses inside hospital walls, Dr. Ramona Coelho demonstrated with
vivid case examples how flawed assessments, malleable safeguards and seemingly wilful
indifference to patient circumstances and vulnerability lay beneath the surface of the rapidly
growing numbers of MAID deaths in Canada.>®* Taking care to respect patient confidentiality,
and respecting the boundaries of professional discipline, she nevertheless evoked a narrative of
cavalier MAID assessments stripped of every nuance of a person’s history, present circumstance
and prognosis. Her testimony in this regard would be effectively validated in 2023 in a
commentary by Dr. Madeline Li, a leading Canadian MAID researcher and provider. Describing

MAID assessment as a mere “checklist of legal requirements”, typically involving practitioners

144



who “parachute into a patient’s life”, Dr. Li expressed her distress that “the current law has no
place for clinical judgement, and no stipulation for meaningful conversation.”%%°

Before the advent of MAID, humility in the face of death had at least modestly tempered
the inclination toward medical hubris. With death now framed as a beneficial, medically-
administered treatment, and with practitioners now choosing to engage or even specialize in
MAID as a form of care, is a shift in the culture of medicine inevitable and indeed well
underway? The Court in Carter had expressed unqualified confidence in medical practitioners,
vesting the power of criminal immunity to a powerful, self-selecting and self-regulating
professional class. Had the Court failed to take into account the vulnerability of any self-
regulating professional body to ethical drift? Had they failed to anticipate the vulnerability of
medicine to err on the side of efficiency, particularly in a resource-strapped economy? Should
the Court have taken judicial notice of the critical state of Canada's health care infrastructure, and
the ways in which its systemic deficiencies disproportionately imperil the lives of disabled
people?566

The work of eugenic resistance calls upon us to honour the humanity of every life we can
recall in its particularity. The entreaties of Heidi Janz®®’ and Michelle Hewitt>® are in this regard
exemplary, memorializing the indignities endured by Chris Gladders, the life and death struggles
of the woman known as “Sophia”, the Hobson’s choice that drove both Sathya Dhara Kovak and
Sean Tagert into the arms of MAID, the precarity of life for Madeline. Janz’s conclusion was
clear and stark: “Canada’s current MAID regime is, in fact, eugenics disguised as autonomy”.5%°
Hewitt’s urging in the face of this human calamity was similarly direct: “MAID eligibility must
be restricted to those who are approaching the end of their life, whose suffering is intolerable

from their medical condition, not from the societal conditions they are forced to live under.”%°
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Through our collective remembering, and our conscientious documenting®’*, we accord
these individuals their rightful place in disability history and repel the forces of erasure that
mobilize ableist and eugenic extremes. We also, through this process of naming the fallen, give
form and meaning to narrative threads that confound and complicate the reassuring fiction of
deathbed extremity that has propped up Canada’s MAID regime since its inception.

Gloria Taylor, whose story of disabled life was the impetus for the sea change®’? in
Canada’s laws regarding euthanasia and assisted suicide, did not figure among Canada’s official
MAID deaths. Taylor, who had successfully secured her MAID-able status from the Supreme
Court of British Columbia in June 2012, did not choose a hastened death, but instead died of
natural causes on October 4, 2012.5% Similarly, Nicole Gladu, whose legal campaign along with
Jean Truchon in 2019 had effectively toppled the RFEND requirement for MAID, died of natural
causes on March 27, 2022, two and one-half years subsequent to the court victory that granted
her MAID-able authorization.>"

Julia Lamb, who had withdrawn her national legal challenge to the RFND threshold in
2019 when medical evidence filed in court suggested that she was already MAID-able, remains
very much alive and well, with “no intention of seeking MAID in the near future”.>” Hinting,
perhaps unconsciously, at the enrichments of human connection, service and purpose that are
woven into the fabric of disabled life along with the deficits of disablement, she reported in
September 2019 that although she had continued to deteriorate physically, she had also since first
filing her claim, “got married, travelled, volunteered and made art ‘surrounded by supportive
family and friends that fill my world with light.””>’® She currently serves her community as Chair

of the Board of Disability Alliance BC>',
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Among all those who championed MAID and MAID expansion by submitting their
disabled lives for judicial scrutiny, only Jean Truchon actually proceeded with a MAID death,
seven months after the court ruling that rendered him MAID-able. His death on April 7, 2020,
however, bore little resemblance to the loving and celebratory departures of idealized MAID
narratives. In the end, it was not disability-related suffering that precipitated Jean Truchon’s
death by MAID, but rather the unbearable isolation and fear that took hold in long-term care
institutions hit hardest in the early months of the coronavirus pandemic. There were confirmed
cases of infection in his Québec facility, and all visits had been suspended. In Truchon’s own
final public communication, he wrote that:

“[t]he Coronavirus has literally stolen my time with those | love. Seeing what is coming

frightens me the most. Therefore | made the decision to leave now...Given the current

context of the health crisis, | decided to take the train and leave my friends and all those
who believed in me and my cause at the station.>’®
In a commentary published in 2023, Bill Gardner observed that:

MAID is inexpensive, completely effective, and easily delivered. If we do not resist it,

the system will, as if pulled by gravity, increasingly provide suicide and euthanasia

instead of healing for the poor, elderly, and severely ill.5"

As our outlier MAID narratives continue to surface, and as a growing number of comprehensive
critiques from experts in medicine®®, law,%8! and bioethics®® report on the regime’s deficiencies,
disability rights defenders are right to demand that the Court reconsider whether Canada’s MAID

law meets the standard of the Carter edict, and lives up to the promise of Charter equality.

* Kk kK k
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The history of Canadian disability rights resistance to the approach and advance of MAID does
not resolve itself into a tidy conclusion, any more than 45,000 MAID deaths resolve the complex
human histories that they erase. For disability scholars and activists, there are immense questions
of ethics, policy and law, as we seek to subdue the colonial impulses of medical authority and to
recalibrate how disability autonomy can interact expansively, rather than reductively, with
equality rights and disability justice. For those of us skilled in public policy and political theory,
questions of reparation and remediation loom large, for the damage to our social fabric already
wrought in the era of MAID will not spontaneously self-heal, even if the pendulum swings in
equality's favour, rolling back the law and staunching its losses of life. For those of us grounded
in the humanities, there are ableist narratives to be deconstructed and emancipatory chronicles of
disabled life and death to be rendered, a new rhetoric of disabled livability to be infused between
the rigid polarities of intolerable suffering and death. Our inquiries into human suffering, its
complex roots, manifestations, and remediation will be of critical importance to advancing
holistic measures and regimes more imaginative than extinction as a first-order principle.

For disability rights defenders, there are fierce battles still ahead, as expansionists and adherents
of formal equality®®® argue for every person affected by some incurable medical condition,
regardless of age, capacity or circumstance, to “benefit” from the possibility of state-
administered euthanasia. There are difficult conversations to be had, as we embody our core
principles of solidarity and inclusion in community dialogues about anti-ableist frameworks for
suicide assistance, if such formulations can indeed be conceived. There are also tough lessons to
be learned, for although nondisabled interests and antipathies have irrefutably propelled the

MAID juggernaut, its embrace by our disabled kinfolk like Jean Truchon, demands a
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transformational, movement-wide reckoning. Prioritizing the suffering of disabled people
consigned to institutions at any stage in life, and addressing the pernicious effects of states of
social abandonment such as poverty, violence and toxic isolation, can no longer be sub-specialty
interests in the disability sector. When we witness our own people taking the bait that MAID
proffers, we have a five-alarm fire in our midst and must prioritize accordingly.

Situating ourselves in the fulcrum moments of a turbulent history, as these entreaties do,
is an act of faith, a conviction that injustice can be remedied. Taken together, they form at the
macro level, a further entreaty, singular in its call for vigilance, clarity and perseverance. They
are an essential record of what we have seen and what we know to be true. As such, they support
the enduring collective memory that sustains our culture and fuels the generational work of
disability resistance and survival. In that spirit, the contributors to this volume offer our words
and passion for the public record. As Bill Adair wrote in his entreaty, “It’s tiring fighting for

existence, but here we are.”?8*
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Endnotes

1 On the Writing Of Contemporary History by Arthur Schlesinger Junior, published in The Atlantic, 1967.

https://www.theatlantic.com/magazine/archive/1967/03/on-the-writing-of-contemporary-history/305731/

2 1hid.

3 We will typically use the phrase "mental illness" because that is what appears in the law itself. However, many activists
prefer to use the designation of "madness", as do many in the field of disability studies.

4 Section 10 (1) of the 2016 law [Bill C-14] Bill C-14, An Act to amend the Criminal Code and to make related amendments to
other Acts (medical assistance in dying), 1st Session, 42nd Parliament, 2016.

5 See meeting schedule at https://parl.ca/Committees/en/AMAD/Meetings

6 The scope for this review was detailed in Section 5 (1) of the 2021 amendments to Canada's MAID law [Bill C-7], which
received royal assent on March 17, 2021. The amended law gave the government just 30 days to initiate its review. Bill C-7,
An Act to amend the Criminal Code (medical assistance in dying), 2nd Session, 43rd Parliament, 2021.

7 https://parlvu.parl.gc.ca/Harmony/en/View

8 https://www.parl.ca/Committees/en/AMAD
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