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Introduction

With this memorandum, I want to respond to comments made during the Committee Hearing
of January 28™, and also alert the Committee to some relevant new evidence that has come to
light yesterday that confirms the need for a prior review system.

I first want to make a comment in relation to the more general questions the Committee asked
about what the Carfer decision requires Parliament to do. Professor Downie and the Provincial
Territorial Advisory Group [PTAG] interpret Carter very broadly. They recommend
transporting the vague ‘parameters’ of Carver directly into the legislation without need for clear
definitions or additional safeguards. They even suggest that precise definitions and prior review
are not in line with Carfer, This Committee should in my opinion be guided by the realization
that, as the Supreme Court strongly emphasizes, Carter deals with a narrow, exceptional
situation, which the Court fett should not have been captured by what is currently an absolute
prohibition. The Supreme Court did not enact clear guidance about how to fix this, since it

e —— explicitly left-itupto-Parliament to-develop-a-“very-strict regulatory regime-with-rigorous
monitoring to prevent abuse.” This system, it stated explicitly, could be more precise and offer
more safeguards than the Belgian regime and thus avoid the type of problems that have come
to light with respect to a PTAG-style regulation. The general parameters of Carter should
guide the legislative process, but they are parameters, not detailed legislative rules. To
transpose these without any further specification would amount, to quote Justices McLachlin
(as she then was) and lacobucci, to “slavish conformity [that] would belie the mutual respect
that underpins the relationship between the courts and legislature that is so essential to our
constitutional democracy.”™

The emphasis in the Carter decision on the narrow circumstances of the case (a person ‘like
Ms. Taylor”), the explicit statement that “euthanasia for minors or persons with psychiatric
disorders or minor conditions” does not fall within the parameters of the case, and that it is up
to Parliament to develop a rigorous system indicate that Carfer is much more narrow than
Professor Downie and some other esteemed colleagues suggest. Moreover, if the Supreme
Court had felf that the type of competency assessment the PTAG relies on would be sufficient,
it would not have suspended the declaration of invalidity and would not have renewed this
suspension while making Quebec—which has a much more narrow PAD system—exempt
from the suspension of invalidity.



It is worth noting here that the trial judgment contains a much more precise definition and
stricter conditions for who should have access to PAD. The Supreme Court never rejected this
narrow definition and never criticized it. Tt simply left it open to Parliament to come up with
the more precise terms and conditions for access to PAD.

1 also want to respond to some specific comments. I will first respond to the argument directly
in relation to the evidence I presented. I will then say something about specific Charter-
compliance arguments made by Professor Downie, which I disagree with, I have discussed my
arguments with other legal scholars, including constitutional experts, having presented a
forthcoming paper laying this out in more detail at our Faculty of Law, and found substantial
agreement with my interpretation of Carfer,

1. The relevance and strength of the Belgian evidence and new evidence:

Professor Downie stated; “what you have to rely on ... in relation to the Belgian data, is the
evidence that was tested in court and the empirical evidence from the actual researchers. In
Carter and at the Supreme Court level it was presented so it was updated.” I disagree. The
Committee should look at relevant new evidence, and should also take the liberty to consider
the evidence earlier presented in court for its own purpose of designing the best regulatory
regime. Much of the evidence [ presented to the Committee was not discussed at the trial level.
In my report to the Committee, I relied specifically on a peer-reviewed study of euthanasia and
mental health published in 2015 in the professional medical literature and ongoing research on
Dutch euthanasia cases by psychiatrist-bioethicist Dr. Scott Kim. This evidence shows serious
problems with relying on competency assessment, determination of access by individual
physicians on the basis of vague ctiteria, and after the fact reporting. These three tools are the
main mechanisms for protecting the vulnerable in the PTAG proposal. The Committee should
take these reports very seriously, since it reveals how a flexible, open-ended regime as

—proposed by the PTAG puts people withmental itiness-at risk:

The Flemish National Radio and Television (VRT) just reported on February 2, 2016 in detail
on the case of a woman in her 30s who was diagnosed with autism merely two months prior to
the performance of euthanasia, a diagnosis that then was used to support the claim of her
suffering from and irremediable disease. The documentary confirms the problems identified in
the reports I already discussed with the committee: over-reliance on individual physicians (and
doctor shopping); ovetly broad criteria; easy diagnosis of ‘irremediable’ conditions, failure of
independent assessment by specialist, failure of Federal Control and Evaluation Commission to
find any problem—the criteria of the law were respected). I recommend reading some of the
details of this new troubling report in reference. In response to this case report, a leading
psychiatrist commented: “The time following a euthanasia request must, according to the law,
be one month. But in fact a year is in such case even too short.” “The law aims primarily at
people in terminal situations. ... This is about people who suffer psychologically. Is a prior
evaluation not much more reasonable, whereby a commission discusses a case
beforechand?”” This is what it is all about. No one wants to see similar cases happening in
Canada, Yet this case would be possible under the PTAG recommended model.



Some—but not all--of the controversial cases I discussed were indeed presented by an expert
witness before the Supreme Court, But I provided more evidence on some of these, including
information from interviews with physicians involved. The Supreme Court ruled these cases
outside of the parameters of Carter. In other words: the Court felt it did not have to consider
the evidence, since it counted on Parliament to design a system that would be more rigorous
and less open-ended than the Belgian system and that would not allow PAD in such cases. The
PTAG now recommends providing access to PAD on the basis of very open-ended criteria,
including for mental health conditions. The evidence thus becomes very important for the

Committee to consider.

Finally, in the trial judgment, Justice Smith acknowledges, with quotations from expert
witnesses for the plaintiffs, that there may be problems with the Belgian system and that it was
difficult to draw a clear conclusion.” New evidence confirms the problems admitted prudently
at the trial level.

2. Specific Comments: Definitions and Charter Compliance:

2.1. Definition of grievous and irremediable condition. The Belgian evidence confirms the
importance of a precise definition. The Trial Judge also worked with a more natrow and
precise definition. The Supreme Court emphasized repeatedly that its decision was focusing on
people in the situation of Ms, Taylor, that it was not saying anything about PAD for psychiatric
patients, minors, or for minor conditions. This indicates that the Court was ruling with the
narrow definition and precise criteria of trial judge Justice Smith in mind and did not intend to
bind the legislature with its overly broad criteria.

Limiting access to instances of “terminal iliness” has a strong moral basis for access, since it
reflects a reasonable balance between the risk of prematurely ending a person’s life, and the
--benefit of offering compassionate-care-at-the-end of life. It-is-not-too-vague-and can-be defined

more precisely. This would not violate Carfer.

2.2, PAD and Mental Illness

Professor Downie argues that excluding mental health as a basis for PAD would violate the
Charter. 1 disagree. Obviously, competent adult persons should not be excluded from accessing
PAD for the same conditions and under the same citcumstances as others because they suffer
from a mental illness. But defining ‘grievous and irremediable’ narrowly is not unconstitutional
simply because the definition does not include or capture psychiatric diseases. A narrow
definition will in fact ensure that there is no confusion about PAD in the context of mental
health: people with mental health conditions could have access to PAD when they are
competent, but only in situations that are covered by the law. The reference to psychological
suffering in Carfer is with respect to the suffering that accompanies being affected by a
grievous and irremediable condition.

As mentioned before, the Supreme Court explicitly stated that Professor Montero’s case-based
evidence about the risks of legalizing PAD was irrelevant, because euthanasia for “persons. ..
with psychiatric disorders” was outside the parameters of the case. If the SC had in mind that
its broad criteria inevitably included psychiatric diseases, it would ror have stated this since it
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would bring the evidence relevant and within the parameters of its ruling. The complexity of
the interaction between mental illness and competency, the difficulty of determining when
mental illness is ‘irremediable’ and treatment-resistant, and the potential very negative impact
of offering life-ending PAD as a ‘treatment option’ on the clinical care of people with mental
illness justify a more protective approach.

Psychiatric diseases can be kept outside the definition of grievous and irremediable, a
definition which should focus on ‘Carrer-like cases’. But it is also perfectly compatible with
the Charter and in my view even required under equality law to provide additional protection
and scrutiny when that is needed to protect those who are more vulnerable (substantive equality

approach).

2.3. Age Restrictions

Professor Downie stated: “To exclude individuals on the basis of a specific age flies in the face
of established health law, policy, practice, and the charter.” [ disagree. It is true that the law
recognizes mature minors’ significant decision-making powers in the context of health care,
including with respect to treatment refusal, Yet, setting an age limit or differentiating on the
basis of age is frequently done in the context of health law and is not a violation of the Charter,
The Assisted Human Reproduction Act prohibits gamete donation under the age of 16, and
surrogacy under the age of 21. These restrictions have not been challenged in court.

AC v Manitoba® neither stands for the claim that age differentiation is a violation of the
Charter, not that mature minors have to be treated as adults. Rather, the case explicitly
confirms that when it comes to minors, the best interest of the child is key, which takes account
of the growing ability of young adolescents to make autonomous decisions, The complexity of
the decisions and the risks involved are key components of a best interest of the child analysis.

In other words: when it comes to minors, additional safeguards and age differentiation are the
norm in relation to very complex and risky decisions. There is arguably no other decision that
is more ‘life-changing’ than a request to have one’s life terminated. The legislature should
explain the rationale for age restrictions or differentiation. It would clearly be compatible with
the Charter to impose additional protective measures or additional judicial review for access
for mature minors and to focus the legislation in principle on adults.

2.4. Binding Advanced Directives

Professor Downie defends the notion of binding advanced directives, specifically in the context
of dementia. If one follows her argument, a person who experiences a diagnosis of onset of
dementia as creating intolerable suffering can specify in an advanced directive that her life be
ended in circumstances she identifies. “This approach prevents [among others] the tragic case
of someone having met all the criteria, but being denied medically assisted death because they
became incompetent just before it could be provided.”

When you couple this proposal for binding advanced directives with the PTAG’s subjective
and open-ended nature of the definitions of “intolerable suffering” and a “grievous and
irremediable” condition, this could lead to the following situation: A person specifies at a very
early stage of Alzheimer in an advanced directive that they want to be killed with PAD when



they no longer recognize their family members. At that stage, people can still be functional,
find pleasure in life, engage meaningfully with their environment, and continue to live for a
long period of time. I have trouble understanding how it can be morally defended that
physicians can or even should actively end people’s lives in those circumstances on the basis of
an advanced directive and a quite hollow concept of autonomy (an autonomy fixed on the basis
of how the person used to be). It scems to me impossible to deny that accepting active life-
ending actions in those circumstances is a direct affront to the inherent dignity of human
beings, regardless of their inteflectual capacities. Active life-ending actions in those
circumstances is further traumatizing for family and health care providers. It should not be
allowed. Note that this does not mean that the individual in such a situation would not receive
medical assistance and could not be kept comfortable and supported with all available means
already at our disposal. The unfortunate nature of an incompetent person not being able to
choose the precise timing and circumstances of her death must be weighed with against the
significant moral problems I mentioned here.

2.5. Prior Review and Morgenitaler

Professor Downie objects to prior review systems and suggests that the proposal by David
Baker and Gilbert Sharpe would not be in line with Morgentaler, David Baker has explained
how flexible and fast a prior review panel can and should act (taking into consideration that in
some specific circumstances obligatory waiting periods can actually prevent premature life-
ending actions). No one proposes undue delays when decisions have to be made fast.

A prior review system for PAD would be Charfer compliant. The review structure for PAD has
a very different purpose and a different impact than the review system held unconstitutional in
Morgentaler. Decisions related to abortion are not the same as decisions at the end of life. First,
in the abortion context, the issue of equality of women is key. Second, in the abortion context,

‘other” interest imposes arguably a burden on a pregnant woman in the context of unwanted
pregnancy, In the end of life context, the review aims at protecting the person him or herself.
Third, competency issues are in the context of PAD clearly a key concern; not so in the context
of abortion, Fourth, in the abortion context, fast intervention is generally important because of
the risks and potential trauma of continued unwanted pregnancy and late-term abortions. In
PAD, continued suffering can indeed also be traumatizing, but this must be weighed against the
risks of prematurely ending a person’s existence and the fact that in some cases, if waiting
periods are warranted, delay may mean withdrawal of request for PAD because the issues that
spurred the request have been addressed.

If the Supreme Court would be faced with a constitutional challenge in relation to a prior
review system, [ am confident that the Court would distinguish prior review panels in the
abortion context from prior review panels in PAD. Morgentaler is not a relevant precedent.

For all these reasons, I am fully supportive of the approach proposed by David Baker and
Gilbert Sharpe, as well as others, who argue for narrowly defined access to PAD, and for a
stringent administrative review system prior to allowing PAD, coupled with a strong reporting
system and regulatory monitoring.



[ thank you for considering these responses to the issues raised. It has been an honour to be
able to participate in this very important debate that affects all Canadians.

Yours sincerely, .

, LicJur, LLM, DCL
and Policy

Profess?)‘r“"ﬁ}l o Lemme
Scholl Chair in Health

! McLachlin & Iacobuckcji 1T in R. v. Mills: "Just as parliament must respect the court’s
rulings, so the court must respect Parliament’s determination that a judicial scheme can be
improved. To insist on slavish conformity would belie the mutual respect that underpins the
relationship between the courts and legislature that is so essential to our constitutional
democracy." At par. 55.

% Quotes (my translation and my emphasis) from “Zussen getuigen over amateuristische
euthanasia: Baxter viel op Tines gezicht” De Morgen (2 February 2016) online at
hitp://www.demoreen.be/binnenland/zussen-getuigen-over-amateuristische-euthanasie-baxter-
viel-op-tines-gezicht-b92£407b/. The case was reported in detail in a documentary with
interviews on the Flemish National Radio and Television programme Ter Zake (a political-
social issues show akin to The Agenda, which combines panel discussions with short
documentaries). It interviewed two sisters of a young woman who was euthanized in 2010,
four months after requesting euthanasia. She had been in psychiatric treatment 15 year earlier,
but had been able to build a stable life since. Yet, following a break-up, she had a serious
mental health crisis, and was in treatment with a psychiatrist for 8 months. Two months before

irremediable illness, and that her psychological suffering was unbearable. She was euthanized
in the presence of her family, in problematic circumstances. When her family members
inquired with her family physician why he had confirmed the psychiatrist’s assessment of the
euthanasia request, and whether he was supportive of this, he admitted that he was not in
agreement, but that he had no choice. He states (recorded): “I think Tine shopped with too
many doctors. I am also a bit angry at the doctor who gave that injection. The way in which he
was quickly happy to do certain things. Perhaps there is need for a debate. And a break on
people who like to do this technically” The third physician who confirmed the assessment was
not a psychiatrist (since it was not a case of terminal illness, a third assessment was required).
The case was not reported within the prescribed period of time, but when it was reported, the
Federal Control and Evaluation Committee had no problem with it.

* For example, Justice Smith states: “[672] With respect to Belgium, it is difficult to reach any
firm conclusion. In cross-examination, Professor Deliens acknowledged that patients who do
not have a psychiatric disorder but who have some level of depression might be vulnerable to
being euthanized....”. The evidence produced at the trial level was clearly not fully up to date:
at par, 548, Justice Smith cites a study that mentions that requests for “patients with a
psychiatric disorder were never granted euthanasia.” This is clearly not (or no longer) the case.

* A.C. v. Manitoba (Director of Child and Welfare Services) [2009] SCC 30
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Introduction

With the Carter! decision, the Supreme Court recognized that the prohibition on
PAD unjustifiably deprives some competent adults, in a situation like Ms. Taylor,
who suffer from a grievous and irremediable medical condition that causes
enduring and intolerable suffering, from their section 7 Right to Life, Liberty and
Security of the Person. But it emphasized also that the criminal law is a legitimate
tool to protect the vulnerable. Had the Supreme Court been confident that existing
practices at the end of life (competency assessment and informed consent) outside
the context of Physician Assisted Dying (PAD) were sufficient as safeguards, it could

have easily decided not to suspend its declaration of invalidity.

My colleague David Baker will discuss how a ‘very stringent regulatory regime’ with
strong safeguards, which the Supreme Court invites Parliament to develop, can look
like. I want to highlight here why both strict pre-authorization and after-the-fact
review is absolutely crucial. To do so, I want to bring to light some of the key
problems of the Belgian regulatory regime around euthanasia. The Supreme Court
indicated in Carter that Canada could avoid any of the problems Belgium is facing by
adopting a strict regulatory regime that allows for less discretion.2 With its ‘unique
Canadian approach’,? the Provincial-Territorial Advisory Group recommends,
however, a regime that is more flexible, less restrictive, and more open-ended even
than the Belgian system. It is therefore essential to understand the essential
elements of the Belgian system, how it facilitated the growing controversies around

life-ending practices in Belgium, and how it would put Canadians at risk.

The legislative model in Belgium, at least how it developed, represents what has
become a largely individual choice-based approach to PAD that gives at the same
time enormous powers and responsibilities to individual physicians. Even though
PAD requests are in this regime still restricted to specific circumstances and when
certain conditions have been fulfilled (there is no explicit recognition of a right to
PAD), the vague and flexible criteria coupled with the significant interpretative and

evaluative powers vested in physicians, have de facto resulted in open-ended access



to PAD; with as protective measures primarily competency and informed consent
assessment by individual physicians, and only minimal after-the-fact reporting and

evaluation.

PAD has in Belgium expanded significantly beyond the original intentions, both by a
flexible interpretation, and by the introduction of legislative changes or regulatory
practice that extend PAD (e.g. in Belgium the law now also includes mature minors,
albeit under stricter conditions than the PTAG recommendations). I will focus on the

former.

My analysis is based on: 1) published reports by the official Federal Euthanasia
Evaluation and Control Commission; 2) peer-reviewed literature, including analyses
of practices by those involved in PAD, and surveys; 3) interviews and media reports
in Belgium’s official languages (Dutch and French) and in English, which reflect the
views and approaches of those involved in and affected by PAD practices. These case
reports are particularly relevant because of the limitations of the data based on
anonymous surveys and official reports. They shed light on what is happening in the
real practice of PAD in Belgium. They provide more detail about some of the
practices that are increasingly criticized in Belgium by medical professionals,
psychiatrists, ethicists, and legal scholars. At times, [ will also expand on

comparable developments in the Netherlands.

This evidence reveals: when general and open-ended criteria are used to identify
who can have access to PAD, and individual physicians are the main gate-keepers
trusted with interpreting these criteria, with only competency assessment and
informed consent procedures as safeguards, PAD practices expand in areas that
raise serious concern about the protection of the vulnerable, including people with
disabilities. The Belgian experience highlights concerns about regulatory regimes
that largely rely on post-factum reporting and a limited review of the
appropriateness of the practice. It also evokes a culture of normalization of active

life ending interventions by physicians that may have long-term consequences that



are hard to predict, for example with respect to the practice of medicine and our

societal commitments to patients.

Under the Belgian law patients can ask for PAD when the following combination of
objective and subjective criteria are fulfilled: 1. the patient is in a medically hopeless
situation; 2. of constant and unbearable physical or mental suffering; 3. that cannot
be alleviated; and 4. resulting from a serious or incurable disorder; 5. caused by

illness or accident.

Physicians have to consult a second physician and have to report the PAD death to
the Federal Control and Evaluation Commission (FCEC). The FCEC looks at a short
anonymous summary of the data, and if it has further questions it can obtain access
to the specifics of the case (i.e. name of physician and patient). The FCECC can
decide with a 2/3 majority to forward the case to the public prosecutor for possible
further action. Additional requirements and restrictions exist for patients who are
not at the end of life, and for mature minors. When patients are not at the end of life,
a third physician (specialized in the condition of the patient or a psychiatrist) has to
be consulted and an obligatory wait (reflection) period of 1 month is imposed
(which remarkably the PTAG does not even recommend). Under the age of 18, PAD
can only be provided for physical suffering at the end of life, and with agreement of

the parents (again a restriction that the PTAG does not recommend).

1. Summary of the Problems in Belgium related to an Expansion of the Practice

1.1. Total increase in PAD practices or mission creep: what started as a

compassionate practice in more exceptional situations at the end of life and

Carter-like situations, is exponentially increasing:

a. From 347 cases in 2004; to 495 in 2007; 822 in 2009; 1,133 in 2011; 1,816
in 2013; and 1,926 in 2014; to 2021 in 2015.4

b. In Flanders, where the number of reported PADs is significantly higher than
in the South of the country (80% of reported cases), PAD increased from 3.8



% of all deaths in 2007, to 6.3% in 2013 (1 out of every 16 deaths now
involves PAD).

c. Arecent survey of physicians in Flanders suggests a significant increase in
the percentage of requests that are granted: from 56.3% in 2007 to 76.8%
in 2013.> Physicians are thus not functioning as significant gatekeepers,
since % of requests are now granted. That makes any shortcoming in their
assessment, any limitation in their ability to adequately evaluate a patient

very problematic.

1.2. Expansion of the Practice in Problematic Areas: There is growing criticism on

the expansion of PAD in areas that are more problematic, including more
existential suffering, disabilities, and increasingly also mental health. Many of
these conditions were clearly not envisaged when the law was introduced, but

the vague criteria enabled expansion in these areas.

This expansion can seriously affect people who are experiencing life-changing
disabilities, or situations which are associated with loneliness, isolation,
societal stigmatization and rejection, difficulties with managing daily activities,
and difficulties functioning independently. In those situations, good support
measures and structures can prevent premature death, while all too easy
access to PAD can incite life-ending requests. In the context of some diseases,
for example severe depression, offering PAD as one treatment option could
even more significantly impact on proper clinical care, as it could interfere
with suicide prevention. Easy access to PAD can also affect incentives to
develop appropriate support structures. It would be naive to think that once
firmly established, the expansion of cost-saving PAD practices could not
impact on the government’s willingness to invest in potentially more costly

support measures.

PAD has been performed in Belgium on people who expressed concern about:

becoming dependent on others (e.g. deaf-mute brothers who were becoming



blind)¢, loneliness and decline of quality of life (e.g. elderly couples who
expressed the desire to die together;” and a 85-year old woman who was ‘tired
of life’ after losing her daughter8); future dementia;® and the absence of
appropriate treatment for sexual deviation in a prison setting!0. Controversies
also arose when a transgendered person was euthanized and the doctor
involved declared that there had been several requests from transgendered
people, including an already granted request for a close friend of the
euthanized person.!! Euthanasia practice involving a patient with severe

depression without warning of family members has also stirred controversy.12

These and several other publicly known, as well as hidden cases (because of
the privacy implications, family members often prefer not to publicize their
complaints), should not be brushed aside as anecdotal. They are real lived PAD
experiences, frequently discussed in detail in public, that have resulted in the
death of vulnerable people, may have traumatized family members, and often
created moral anguish among health care providers (requests were often
initially refused by some physicians). These cases of more ‘existential’
concerns (albeit often mixed with significant mental health and physical
ailments) are said to be increasingly common in Belgium and the Netherlands
and have been the subject of growing concern and criticism about expansion of
the practice, including by health care providers and some who have been

involved in the regulatory review of euthanasia practices.13

2. The Mental Health Context.

Specific concerns have been voiced about the expansion of requests for PAD in the
context of mental health. The proportion of euthanasia deaths involving
neuropsychatric disorders has increased in Belgium from 1.2% of cases in 2004/05,
to 2.8 % (or 58 cases) in 2010/11, to 3.7 % (or 67 cases) in 2013/14. There are also
other indications that the number of people with mental illness expressing an

interest in PAD is significantly increasing in Belgium.14



A 2015 study?s published in BM] Open documents the practice of euthanasia of
people with mental health issues in Belgium. The study involved 100 patients who
had requested euthanasia and were assessed in the clinic of one consulting
psychiatrist between 2007 and 2011. Patients suffered from a variety of disorders
including mood, personality, post-traumatic stress, anxiety and eating disorders;
schizophrenia; addiction; autism (Asperger syndrome) and complicated grief, many
with co-morbidities.16 They were all deemed competent, but no information was
available about how this was determined in this complex population. The authors
also deemed that “[i]n all patients, the suffering was chronic, constant and
unbearable, without prospect of improvement due to treatment resistance.”l’ Yet,
the outcome of the study (37 patients euthanized; 38 withdrawals of requests, 11
postponing of euthanasia after request granted; 5 independent suicides) raises
serious doubts about the original determination of being ‘treatment resistant,” the
absence of possible recovery, and the competency of people with serious mental

health conditions.

A group of prominent Belgian psychiatrists, psychologists, and ethicists severely
criticized the publication, questioning various components, including the
competency assessment, the high number of approved cases, the treatment resistant
nature of the conditions, and the fact that the study showed how one psychiatrist
can be primarily responsible for a very substantial percentage of euthanasia cases of

mental health patients in Belgium.18

Following this publication, and also in the wake of the exposure of other cases
involving euthanasia of depressed people without informing family members, a
group of 65 Belgian psychologists, psychiatrists, other health care professionals and
ethicists published an open letter in the bulletin for physicians and in leading
newspapers, asking that psychiatric conditions be removed from the Euthanasia
Law as a basis for PAD, with others responding in support of the current practice.1®

The PTAG recommendations go in the opposite direction, as they even reject an



obligatory wait period in the context of PAD and do not limit PAD for children to

somatic diseases.

Problems with mental health euthanasia cases are similar in the Netherlands, where
we do have more publically available information. Psychiatrist-bioethicist Scott Kim
has been studying the individual case summaries of persons who received PAD for
psychiatric disorders in the Netherlands.2? Even though these summaries are
public, this appears to be the first time that they have been analyzed in detail, in and
of itself remarkable. He has identified several problems that are not reflected in the
large-scale surveys of self-reporting of physicians and in official reports. What are

the problems he identifies?

One, even though it is often presented as if euthanasia is only practiced in extreme
cases of ‘psychiatric suffering’ involving severe depression, as in Belgium, PAD is
provided to people with grief, psychosis, cognitive problems, autism, and other

disorders. The majority of cases he studied involve socially isolated, lonely people.

Two, there is frequent disagreement in those reports among the ‘expert’ consultants
whether the regulatory criteria for PAD are met; but the regional review committees
sometimes do not even comment on the disagreements in their reviews. There is
also virtually no discussion of any scientific basis for determining someone’s
situation as ‘without hope’ or ‘futile’, making any after-the-fact judgment about it

virtually impossible.

Three, he identified problems with competency assessment: information on how it
is determined is sparse, even in cases where people are more at risk of being
incompetent (e.g., cognitive problems, psychosis). The cases are psychiatrically very
complex cases. But in over 10% of the cases, there is no independent psychiatrist
involved in the evaluation (i.e. the treating psychiatrist assesses competency, and

this is not independently verified by an expert). In most cases, the physician is a



general practitioner and not a psychiatrist, with thus no particular expertise in

competency.

3. The Challenges of Competency Assessment

The concerns about the practice of PAD in the context of mental health reveal
particularly well the overall problematic nature of a regulatory system that relies on
competency assessment and informed consent processes by individual physicians.
These concerns are worth emphasizing here briefly. Competency Assessment in
medical decision-making is notoriously difficult, as mentioned before.?! Few
physicians, including psychiatrists, are well trained in it, have a good grasp of the
concept, and appreciate the difficulties in assessing competency. Competency
assessment is influenced, as studies show, by various factors including the nature of
the decisions to be made and the risks involved; and even more importantly also the
beliefs and values of physicians. Physicians’ values and belief systems influence
whether they determine someone competent. This has already been documented in
the PAD context.22 In the context of end-of-life, or when people are suddenly
confronted with a debilitating medical condition or disability, and in situations
where patients suffer from a mental health condition that can be accompanied by a
desire to die, competency assessment is even much more complex and more likely
to vary depending on the physician’s commitment to PAD.23 Physicians who are
firmly committed to PAD will more likely find patients competent to opt for PAD,
even when they suffer from depression and other mental health conditions. Those
who are not familiar with the experience of people with disabilities are more likely
to conclude that the choice to end one’s life in a situation of disability is a

reasonable, competent choice.

With respect to informed consent, the determination whether patients are not
unduly influenced by others, by lack of appropriate support structures, by concerns
or fears about being a burden or becoming too dependent, and so on, is intertwined

with difficulties of competency assessment, and requires appropriate training,



attention and skills, and sensitivity to the specific challenges of each case, which
individual physicians often lack. Thus, whether patients’ lives will be ended, rather
than therapeutic options emphasized and explored, depends in a Belgian-style
system too much on the physician who is assessing them, even if a second consult
(or in some cases third) by a physician adds some level of extra scrutiny. When it
comes to decisions about life-ending actions in very complex situations, a such an

assessment is not sufficient.

4. When is There No Hope for Recovery?

Whether there is no hope for improvement, and thus whether a condition is
untreatable or ‘irremediable’ is particularly hard to assess in the mental health
context. The concept of ‘refractory’ or ‘treatment-resistant depression,’ for example,
is in and of itself highly contested.24 People suffer indeed tremendously and often
chronically from depression. Yet, studies focusing on ‘treatment-resistant
depression’ indicate that many patients, in one study even 60.2%, fully recover.2>
While the evidence of the success rate varies, it is very hard if not impossible to
predict who will certainly not recover.2¢ Mental health treatment often takes time, in
particular because finding the right diagnosis is often hard, and the right treatment
even harder. The availability of good social support services, easy access to good
quality mental health care, and so on, are determinant factors in recovery and
improvement. Yet, in many countries, including Belgium, as is the case in many

Canadian provinces, good quality mental health care services are in shorty supply.

5. The Limits of the Reporting System

The Belgian experience also shows that reporting after the facts is limited even with
respect to how it promotes transparency and a clear understanding of what is
happening. Underreporting and errors in reporting continue in Belgium, with one
2010-study estimating that only 1 in 2 cases of euthanasia are reported.2” Studies

also suggest that physicians continue to practice PAD without consent and are
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obviously not easily officially reported.?8 Thus: hidden practices may have become
visible as a result of the de-criminalization coupled with reporting, but other

practices remain hidden. What is hidden may simply have shifted.

The reporting system may create, in fact, a false sense of security, a false sense of
control over the practice, and lead to an overly bureaucratic assessment of cases on
the basis of limited practical information, with little incentives to intervene after the
facts. For example, there is often only limited information available about how
competency was exactly assessed in individual cases, making it very hard to conduct

regulatory and disciplinary follow-up on the basis of the reported information.

Dr. Scott Kim’s study of individual case summaries in the Netherlands is thereby
again revealing?°: Even though these summaries are public, they had not yet been
analyzed and publicly discussed. His findings of problems with competency,
expansion in problematic areas, serious disagreements among physicians, are not
reflected in the data produced by the official review agencies and in large-scale

anonymous surveys of physicians.

In Belgium, there have been significant reports, and even public statements of
physicians that they were not respecting the reporting requirements.3? Yet, so far,
the FCEC forwarded only one file to the public prosecutor, while more than 11,000
patients had their life terminated. Considering the often-public confessions of
physicians that they did not respect the requirements, it would be surprising that
this is the only case of violation of the rules that merits scrutiny by a public

prosecutor.

Conclusion

In conclusion: the Belgian system provides access to PAD on the basis of overly
vague and flexible criteria, which gives individual physicians an extraordinary
liberty as well as responsibility to determine who has access to PAD and in what

situations. It has de facto led to an open-ended access regime that has significantly
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expanded, including with respect to the type of situations in which PAD is provided.
PAD has expanded in problematic areas, such as the context of mental health where
competency is very hard to assess and where physicians may too easily conclude
that there is no hope of recovery. The Belgian experience also shows that some
individual physicians have become particularly active in providing access to PAD in
controversial areas such as mental health, with no regulatory intervention other
than limited post-factum review of reported cases, which provide only limited, self-

reported information.

For these reasons, I am profoundly concerned that some of my colleagues propose—
as in the PTAG report—a regulatory regime that would provide less restrictions, no
additional regulatory oversight, and more flexibility than the Belgian regime. Such a
regime will put the most vulnerable Canadians at risk. I am convinced this is not
what the majority of Canadians want, and what the Supreme Court can have had in
mind when it called upon Parliament to develop a strict regulatory regime with

rigorously monitored safeguards.
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