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I thank the Senate Committee for inviting me to comment on the Government’s Bill C-14 on
Medical Assistance in Dying. My comments are informed by focused research on euthanasia
law and practice in Belgium and the Netherlands, and my 20 years as a professor of bioethics
and health law, during which I have published and taught on issues including end-of-life law,
the law of informed consent, and professional regulation.

1. Bill C-14’s precise definition: the importance of specific access criteria.

I support Bill C-14’s definition of the terms grievous and irremediable. The Supreme Court
identified these terms as parameters, to be followed by the legislator when developing a more
detailed regulatory scheme with stringent safeguards. By defining specific criteria in Bill C-14
the government is ensuring access to MAID to those in situations like the applicants of the
Carter case, while also respecting in line with Carter its Charter-based obligations to those
who may be vulnerable to premature death. In a recently published chapter* and in earlier
submissions to the Joint Parliamentary Committee,? | provided arguments about why a precise
and end-of-life focused definition is in line with Carter and respects the Charter. Colleagues
specialized in Constitutional law have also provided strong arguments to that effect, pointing to
the need to balance competing rights in this challenging end-of-life context.®

Providing a precise definition is not only in compliance with the Charter. It is also the right
thing to do from a health policy and ethical perspective. In my earlier submissions and in my
chapter, | provide substantial evidence of the pitfalls of open-ended criteria, particularly when
it is left up to physicians or other health care providers to determine access to MAID on the
basis of individual competency and informed consent assessments, without additional
independent review. The combination of open-ended criteria and reliance on competency
assessment by physicians without tools to prevent doctor shopping is resulting in jurisdictions
like Belgium and the Netherlands in an expansion of MAID practices in a direction that | trust
most Canadians and most Parliamentarians do not want to take. Problems with the Belgian and
Dutch regimes have particularly come to light more recently. Several controversies in the last
couple of years have stirred significant debate, with Belgian and Dutch commentators,
academic scholars, medical professionals, and politicians now arguing for a strengthening of
their systems. Senators should be critical of the claim that this evidence has been seriously
evaluated in the Carter case and by several Canadian committees and that this reveals that



there are no serious problems in these countries. This is incorrect. Much of this evidence, and
particularly the evidence that has become public in the last five years, has not been assessed by
the trial judge in Carter. Yet, even without access to this more recent evidence, the trial judge
explicitly recognized that there could be problems in a Belgian system. The Supreme Court
further explicitly ruled that it did not have to consider more recent evidence from Belgium
because, so it stated explicitly, it was not dealing with MAID involving people suffering from
mental health conditions, children, or people suffering from minor conditions. The Supreme
Court also indicated that our Parliament could avoid the problems associated with a system like
the Belgian system by enacting a regime that would offer less discretion in the interpretation of
safeguards. It thus indirectly cautioned Parliament to design a better regulatory system than
what Belgium’s parliament came up with.* Providing more specific criteria that allow for less
discretion, as the Bill now does, is an essential step to avoid the problems associated with these
regimes.

It would in my view be irresponsible for Canada to introduce an open-ended regime for MAID
precisely at a time when countries like Belgium and the Netherlands are struggling with an
expansion of practices in controversial areas and are discussing how to curb this expansion. |
encourage the Senators to take these concerns seriously when proposals are made to expand the
Bill’s appropriately narrow criteria and to read the evidence of problems, some of which has
only recently been made available or discussed in English.”

The evidence from Belgium and the Netherlands indeed confirms that vulnerable patients are
put at risk when the option of doctor shopping and expandable access criteria make access to
MAID all too easy. MAID is in those countries not only exponentially increasing in numbers
(from 347 cases in 2004; to 822 in 2009; 1,926 in 2014; and 2021 in 2015), which may in and
of itself suggest a shift in practice. It is also increasingly performed on people who are lonely,
or who are concerned about becoming dependent on others or on becoming demented. It has
been performed on couples who want to die together; people who are blind and deaf; people
who were struggling with gender identity; and more generally people who are tired of life.

Particular concerns are raised in the Belgian and Dutch open-ended regimes by the increased
use of MAID for people suffering from mental health conditions. Two recent studies published
in established medical journals and other data, discussed in more detail in my submission for
the SJC, reveal how a fast growing number of people struggling with mental health issues
request access to euthanasia.® These requests not only involve people with long histories of
treatment-resistant depression, which is often cited as the key reason why people with mental
health disorders should be able to access MAID. It also includes people who have personality,
post-traumatic stress, anxiety and eating disorders; schizophrenia; addiction; autism and even
complicated grief. The studies reveal the challenges of relying on individual physicians’
competency assessment for access to MAID for people with mental disorders. They also
highlight the serious difficulty of identifying what constitutes an irremediable condition or
‘treatment resistance’ in the context of mental health disorders. I discussed the problems of
providing access to MAID solely on the basis of mental health disorders in more detail in my
submissions to the Joint Parliamentary Committee and in my chapter. Other publications
focusing on this particular topic will be coming out in the near future, highlighting the
challenges of opening up MAID as a method to provide (indeed final and irreversible) relief for
people with psychiatric disorders.” I urge the Senators to avoid opening up the access criteria to
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include more widely MAID on the basis of psychiatric disorders. It would put among the most
vulnerable people in our society at very serious risk of premature death. Improved mental
health services are required to address the serious problems people with mental health issues
face. Providing access to MAID risks seriously undermining the treatment and support people
need, and may in the end create a disincentive to address significant deficiencies in our mental
health care system.

2. Prior Review

With a more precise definition, the Canadian legislation will avoid many of the problems associated
with the open-ended Belgian and Dutch Regimes. However, particularly in light of the concept of
‘reasonably foreseeable’ death that is put forward in the Bill, prior independent review with
administrative or judicial oversight is desirable. A flexible prior review system has been
recommended by a broad coalition of health advocacy, health professions and disability rights
organizations® and by other colleagues who have drafted a legislative proposal based on an existing
federal review structure.® It would contribute to accountable precedent-development and provide
guidance in the interpretation of the concept of reasonably foreseeable death. It would also provide
protection against possibly sloppy or over-zealous physicians who may be negligent in the
assessment of competency and informed consent or be too flexible with the interpretation of the
access criteria. Problems with the integrity of professional practice exist in any area of health care
practice. There is no reason to think that this would suddenly be different in the end-of-life context.
Independent prior review provides an additional protection in an area where professional error and
negligence have inevitably fatal consequences. Evidence in Belgium and the Netherlands suggests
here again that these concerns are realistic. | therefore urge Parliament to at least study the option
and to permit provinces to use prior review systems.

3. Assessment of Access to MAID Procedure: Competency and Informed Consent Standard

The Bill’s key safeguards are informed consent and competency (capacity) assessment. These two
concepts are interconnected. Competency is one of the pillars of the doctrine of informed consent.
Both aim at promoting patient autonomy, but they are not fail-proof. They reflect an ideal, with
practical challenges limiting the extent to which that ideal can be achieved. The inherent limitations
of these tools become more significant in the context of MAID, where the procedure (the ending of
life) is irreversible.

Some other exceptional end-of-life practices (e.g. withdrawal of life support) are also irreversible,
but MAID measures are ethically and legally distinct. They are an exception to a criminal code
prohibition that reflects one of the cornerstones of our liberal, human rights committed society: the
rejection of the idea that people ought to receive the power to deprive others of life. Any exception
to this fundamental societal commitment to respect life should be carefully crafted, based on a
clearly established need, and accompanied by significant safeguards to prevent misuse and error.

MAID will change the dynamic of the relation between health care provider and patient, a change
that may have consequences that are hard to predict. As with all fundamental changes to established
professional practice, it is important to be prudent in the implementation of such a change. It is true
that health care providers are already involved in making decisions and performing actions that
indirectly end the patient’s life (e.g. withdrawal of life-support), but in most end-of-life situations
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the role of health care providers remains marginal and of a supportive nature. Legalizing MAID will
make it more common for health care providers to be confronted with requests for their active
involvement in life-ending interventions. As a result, consent and competency assessments become
more important as protective tools against premature life-ending practices, and its existing
limitations and flaws become more problematic. The protective value of the measures is also
weakened when the same professionals who perform the life-ending practice conduct the
assessments. The current clear professional commitment to save the patient’s life leads at times to
over-treatment, but also provides protection against physicians who may become too casual about
ending people’s lives, or against physicians who become sloppy. All this makes a more careful
assessment of the existing challenges of competency and informed consent practices by individual
physicians essential. It is also worth pointing out that the limitations and shortcomings of
competency and informed consent practices become so much more serious when we are not limiting
MAID to end-of-life situations. In that case, errors in assessing competency and failures in
identifying factors that may impact on the voluntary nature of the request for MAID will result in
the premature death of people who still would have had many years of life.

Physicians recognize that they are not well-trained in assessing competency, which is inherently
complex.’® The science behind competency assessment is indeed still in its infancy.** In situations
where MAID is sought, emotional, physical and contextual factors interact,'? which makes
assessments even more difficult. Mental health issues often affect people’s ability to understand and
appreciate the information provided. Physicians often fail to diagnose, for example, how depression
affects the judgment of people diagnosed with a catastrophic illness. Physicians’ own values
influence whether they deem patients competent.*®

Challenges with obtaining informed consent for MAID overlap with competency assessment
concerns.* There are “translational’ challenges: the person who provides the information
determines what and how information is presented. Emotional and contextual factors may
undermine the voluntariness of MAID requests. These include financial factors, family dynamics,
absence of proper home or palliative care, and quality of life concerns.

The Bill’s safeguards should in my view better reflect the preamble’s emphasis on the need to
prevent errors and abuse, to protect people from being (consciously or unconsciously) induced, and
to protect those who are vulnerable. It is essential to determine whether absence of palliative and
other needed health care, or familial, financial or other contextual factor impact on competency or
undermine the voluntary nature of the request. These concerns should be addressed before MAID is
performed.

Section 241.2 (1)(d) of the Bill only refers to external pressures. It should be revised to state: “they
have made a voluntary request . . . that, in particular, is not affected by inducement, undue
influence, coercion, quality of life or health care related concerns, or external pressures”

Section 241.2 (3) with regards to safeguards should include a duty to refer for further professional
assessment when, after an initial evaluation, a medical practitioner has reason to believe that other
factors may impact on the competency and informed consent of the patient. New subsections could
be added in section 241.2(3): [the medical practitioner and nurse practitioner must]:



g(a): ensure that palliative care has been offered to the patient and, if not, refer the patient for
specialized palliative care counseling. Palliative care counseling has to focus on determining
whether palliative care or other health care services can relieve the suffering of the patient in a way
that is acceptable to the patient.

g(b) refer the patient to specialized counseling if a medical practitioner is of the opinion that the
capacity of the patient may be compromised, for example as a result of a mental health condition; or
that the patient’s consent may be compromised by inducement, undue influence, coercion, quality
of life or health care related concerns, or external pressures.

4. The need for detailed information gathering

To enable proper post-factum review of MAID practices, the Bill or subsequent regulations should
indicate more detail about the information that has to be reported. A report should be required with
details about clinical diagnosis, assessment procedures, additional counseling, whether palliative
care was offered, whether other contextual factors or pressures were identified, and how these issues
were addressed.

The evidence from Belgium and the Netherlands confirms the importance of data gathering and
reveals the limitations of the reporting systems in these countries. First, the evidence suggests that
after-the fact reporting systems may provide a false reassurance. It is not because data are being
gathered that they are fully reliable (e.g. significant underreporting remains a challenge,
particularly in Belgium), and that the data give us sufficient information to make an assessment of
the appropriateness of the cases that are reported. Second, the evidence also reveals how
important it is that reporting systems provide publicly accessible information in order to create
public accountability and enable meaningful public monitoring of the practice and of how the
regulatory system functions. This is, for example, not the case in Belgium, where in the context of
several controversies even family members of people whose lives where terminated were unable
to obtain information about how the physicians had determined that access criteria were met. In
some of these cases, family members only learned about the death of their loved ones after the
fact, yet they were unable to obtain direct information about why the physicians thought that they
satisfied the access criteria. Third, it reveals the importance of having sufficiently detailed
information about what the conditions are under which individual physicians provide access to
MAID, in order to be able to monitor MAID practices and study the developments of the practice.
Even in the Netherlands, where information on specific cases is made publicly available, the
information remains limited and often raises questions about how specific problems are dealt with
(e.g. disagreements about competency among physicians).*

It is important to understand, for example, why people request access to MAID. When statistics
reveal that most request for MAID involve patients suffering from cancer, that does not tell us
how many of these patients were close to death. Many could potentially have had significant
periods of quality of life ahead of them. Some have attempted to study this through anonymous
surveys, but it would be important to include detailed obligatory data gathering in the regulatory
system itself to enable further research on the practices.

Transparency of data reported by those who have a vested interest in presenting that they
respected all relevant criteria and procedures can create false reassurance and may lead to



complacency. Prosecution in Belgium and the Netherlands is indeed quasi non-existent, in part
because the criteria are so vague that any situation can fit the bill. Moral concerns tend to be
brushed aside because ‘legal criteria for euthanasia were respected.’

5. Avoiding (Binding) Advanced Directives for MAID

The JPC has recommended allowing advanced directives (AD) prepared after people have been
diagnosed with a grievous and irremediable medical condition. Dementia is a clear example of a
disease targeted by that option. I laud the government for not opening the door to the practice of AD
in the context of MAID. Ending people’s lives on the basis of an AD is ethically problematic as it
will largely be impossible to determine the voluntary nature of the practice. People may have a very
hard time coping with a diagnosis of disease like dementia. They often cannot imagine that they will
still have a quality of life once the disease progresses and that they may develop very different
interests and reasons to live. When AD’s for MAID are prepared after a person is diagnosed with
cognitive impairment, as the JPC recommends, competency may also already be compromised.®

People with dementia often maintain a good quality of life for a significant period of time. They
undergo personality changes as a result of changes in the brain, which affect their values and their
appreciation of life. They are no longer the person they once were. Yet, since they have lost
competency, they would not be able to change a request for MAID, prepared at a time of significant
stress, when they could not imagine how they would enjoy their future life. Allowing ADs for
MAID would put family members and health care providers before a terrifying moral dilemma:
respect their family members’ past wishes and terminate their life even if they may still enjoy daily
activities, or respect their current interest in remaining alive. In the context of dementia, it is often
particularly hard for family members of the patient to cope with the disease and to accept that their
loved-one is no longer the person he or she was. As is also often the case with those looking from
the outside at the experience of people with catastrophic illness or disabilities, family members may
have a tendency to presume loss of meaning and quality of life and have themselves difficulty
accepting the (real or perceived) suffering of their loved ones. It makes it problematic to rely on
family members or even impose on them the duty to determine when certain AD criteria are met
and when precisely the person’s life should be ended. When there is uncertainty about what the
person currently experiences, it seems essential to err on the side of life. Much can be done to
address the health care and emotional needs of people who have become incompetent without
actively ending their lives.

It is also important to recognize that legally confirming that a person’s life can legitimately be ended
when intellectual capacities have declined and the person can no longer withdraw the AD-based
request does compromise our societal commitment and Charter-based duty to protect the lives of
those with intellectual disabilities and those who are incompetent. It also opens the door to abuse
towards those who can no longer consent.

The most liberal regimes, Belgium and the Netherlands, which legalized euthanasia in 2002, are still
more restrictive than what the JPC recommends. Belgium allows AD-based euthanasia, but with
strict criteria, including that the person must be irreversibly unconscious. In the Netherlands, ADs
are an element of decision-making, but they are not binding for euthanasia. Health care providers
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and family members can refuse to follow them. ADs are only very rarely used for euthanasia
practice, reflecting the difficulty for health care providers and family members of acting on the basis
of AD." When they have been used, they have sometimes resulted in serious controversy.'® There
is no reason for Canada to create the ethical minefield associated with ADs for MAID.

Concluding Remarks

In this debate over how to legislate MAID, powerful testimonies have been heard from people
who requested access to MAID. They join the testimonies of people like Sue Rodriguez, Gloria
Taylor, and Dr. Donald Lowe, who have movingly testified in the past about their desire to gain
some control over the manner and timing of their death and their desire to see some legislative
changes. Since the Government’s bill came, we have heard about people who might not have
immediate access to MAID because of the requirement of a reasonably foreseeable death, or of
family members who are suffering from dementia and who are not eligible for MAID because
they were unable to provide consent to the practice. These testimonies reveal the hardship many
individuals and family members face as a result of serious health challenges and in the context of
end-of-life. They reflect also the unavoidable difficulty of confronting our own suffering and
mortality and the suffering and mortality of loved ones. No law will solve all the issues we face at
the end of life or when confronted with catastrophic illness, disabling conditions, and other
sources of suffering. The legislative process that is now taking place sometimes appears to be seen
as a panacea, as if it should provide solutions to all forms of health-related suffering that cannot
immediately be addressed in our health care system. This is reflected, for example, in statements
such as: “It is incredibly frustrating and disappointing that the government has drafted
legislation that’s going to exclude potentially thousands and thousands of Canadians who will be
suffering from dementia”*® I really hope that no one is seriously contemplating that all suffering
associated with a disease like dementia can be addressed by expanding the criteria of a MAID bill.

The use of powerful emotional narratives about people who we perceive to be suffering and do
not have access to MAID often appear to sway people into thinking that MAID legalization will
do more than it could and should do. Some of these narratives in fact reveal why many are
worried about how some demands for open-ended MAID legislation reflect peculiar views about
the value of people’s lives when they are suffering from disease, have lost some of their
capabilities, or when they are disabled. Legally permitting, for example, MAID on the basis of
AD for dementia patients when they are no longer recognizing their loved ones or when declined
intellectual capacities prevents them from enjoying literature, as has also been suggested in one
media report, does send a societal message about the value of the lives of those with diminished
intellectual capacities. | am confident that this does not reflect the values most Canadians adhere
to.

We should, therefore, be very cautious in moving ahead with sweeping legal changes in response to
these narratives. We should also be cognizant that there are very different narratives and
experiences out there in systems that have already introduced open-ended access to PAD. These
narratives are not as widely known here, first because many recent reports and documentaries have
been published in a different language, and because it is easier to ignore and disconnect from what
is happening in another country. But these narratives are also less known because many of the


https://impactethics.ca/2016/03/03/dangers-of-a-lax-assisted-death-regime/

experiences remain hidden even in the countries in which they occur. They often involve already
stigmatized and vulnerable people who end up with death, and are thus not in a position to publicly
evoke our sympathy. They often also involve traumatized family members, who may feel very
uncomfortable about what happened to their loved ones, and may be reluctant to share their grief in
public. And they involve powerful professionals and a regulatory system that may have difficulty
admitting that the system does not function as it should. I therefore urge Senators to pay attention to
several case reports from Belgian and the Netherlands. Some of the ones that have come to the
surface more recently powerfully capture the problems I pointed out above.” These are the cases
we would be confronted with here in the future if we introduce an open-ended system.

We owe it to those who are vulnerable to create a cautious, prudent regime. It will be much more
difficult to return to the drawing table if a regime appears too open-ended, than it is to start more
cautiously and expand if need be. I truly hope that the Senate will support a legislative framework
that is perhaps narrower than some find desirable, but that provides a balance between the rights
of some to have access to MAID and the rights of others who are vulnerable to be protected
against premature death. Considering the risk associated with having no legislative regime that
provides additional protection (which the Supreme Court clearly appeared to find crucial),
preventing the timely adoption of legislation is not a responsible option.
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