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ABSTRACT

This report aims to address some of the challenges around decision-making and conflict
resolution regarding the withdrawal and withholding of life-sustaining treatment,
including cardiopulmonary resuscitation (CPR), for patients with serious illness who are
nearing the end of life. This subject poses difficulties for patients, substitute decision-
makers (SDMs), and health care providers alike, and has been increasingly under the
spotlight as a result of two recent high-profile cases in Ontario. This paper discusses the
current legislative framework in Ontario and the challenges and conflicts that arise
when decisions are being made with patients and SDMs. We explore the perspectives of
different stakeholders about current mechanisms of conflict resolution, and we propose
potential changes to the legislative framework and dispute resolution mechanisms that,
from the clinical perspective, could result in improved patient care at the end of life.
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EXECUTIVE SUMMARY

This report aims to address some of the challenges around decision-making and conflict
resolution regarding the withdrawal and withholding of life-sustaining treatment,
including cardiopulmonary resuscitation (CPR), for patients with serious illness who are
nearing the end of life. This subject poses difficulties for patients, substitute decision-
makers (SDMs), and health care providers alike, and has been increasingly under the
spotlight as a result of two recent high-profile cases in Ontario. This paper discusses the
current legislative framework in Ontario and the challenges and conflicts that arise
when decisions are being made with patients and SDMs. We explore the perspectives of
different stakeholders about current mechanisms of conflict resolution, and we propose
potential changes to the legislative framework and dispute resolution mechanisms that,
from the clinical perspective, could result in improved patient care at the end of life.

Two recent events have put new life into an old debate in Ontario around the use of CPR
and life-sustaining treatments in caring for patients at the end of life: the decision of the
Supreme Court of Canada in Cuthbertson v. Rasouli,*and the revised policy of the
College of Physicians and Surgeons of Ontario’s (CPSOs) on Planning for and Providing
Quality End-of-Life Care.> When physicians feel that CPR and life-sustaining treatments
should be withheld or withdrawn because they cannot help and may cause suffering,
but the patient or substitute decision-maker disagrees, who ultimately gets to make the
decision and on what basis should that decision be made?

In this report, we attempt to provide a framework for understanding and answering this
broad question. We undertook the following steps to do so:

1. We reviewed the existing ethics, clinical, and legal literature to explore
relevant definitions, jurisprudence, legislation, policies and
frameworks used in Ontario and elsewhere.

2. We summarized and expanded on the completed work of the authors,
and conducted new qualitative research to gain the perspectives of all
relevant stakeholders, including patients, substitute decision-makers,
physicians, and lawyers that represent patient and substitute decision-
makers who have appeared before the Consent and Capacity Board
(CCB) on some core considerations:

a.The roles of the medical standard of care and consent in
decision-making in these circumstances.
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b.How stakeholders perceive the medical standard of care,
and what it means if treatments fall outside of it.

3. We synthesized the major issues raised in the two steps above, and
considered some of the potential (and existing) legal and ethical policy
options that might address these issues and establish the best means
of balancing the need to respect patient values with the need to
respect the medical standard of care.

The report is organized into sections that reflect these steps. In Section 1, we review
existing law and policy relevant to this topic. In Section 2, we consider some important
medico-ethical concepts and stakeholder perspectives, including the results of
gualitative research conducted specifically for the purpose of this report. In Section 3,
we describe and critique some of the existing mechanisms for decision-making and
conflict resolution in Ontario and other jurisdictions. Finally, in Section 4, we identify key
points and concerns raised in the previous three sections, and suggest approaches to
address these concerns.

We acknowledge that the perspective of the paper reflects the professions of the
authors — namely physicians and ethicists. We have attempted to supplement this
perspective by conducting qualitative research involving lawyers and family members to
balance the analysis and recommendations.

As a general comment, we feel that it is unlikely that we will ever develop a “perfect”
model for decision-making and conflict resolution around these decisions, or even one
that everyone will find acceptable. This issue involves multiple complex clinical,
emotional, cultural and philosophical considerations, and we should always expect some
disagreement among health providers, patients, SDMs and families who seek to find a
balance among these considerations.

The law has provided some clarity for approaching decisions about withdrawal or
withholding of life-sustaining treatment, but large gaps and “gray areas” remain. Case
law is helpful at times but heavily dependent on specific statutes and the facts of each
case, which limits broad interpretation of any one decision.

“Shared Decision-Making” is a model that is commonly promoted as a way to reach
decisions that respect patient’s values within the clinical realities of their specific
situation and, if necessary, to resolve disagreements. In practice, however, this can be
difficult if patients or their SDMs lack sufficient information and insight about the
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severity of advanced illness and the likely effectiveness of treatment options. Similarly,
shared decision-making is challenging if a patient’s SDM does not know or is unable to
represent the patient’s values effectively in the specific clinical context, or if health care
teams are unwilling to elicit patient values, to communicate treatment options clearly
for patient or SDM understanding, or to define a clear medical standard of care (MSOC).

In this paper, we define the MSOC as all treatment options, which have a reasonable
potential to either cure, stabilize an illness and/or alleviate pain and distressing
symptoms, based on scientific knowledge, evidence based medicine and clinical
experience. These treatments may be individual in nature or form part of a treatment
plan with multiple treatments. These treatments are those that a reasonably prudent
physician could offer (propose) to a patient who comes seeking medical help, and are -
grounded in medical knowledge and science alone. Simply put the MSOC delineates
what can reasonably be expected to help (i.e. benefit) a patient without exposing him or
her to a disproportionate risk of harms and side effects.

The MSOC is a component of a broader concept: that of the “medical standard of
practice.” The medical standard of practice includes all the professional, legal and
ethical aspects of medical practice that have been clarified by statute, case law and the
policies of provincial medical regulatory colleges. These concepts include the
requirements for consent, and the physician’s recommendations among available
treatment options based on both the science of medicine and the unique nature of the
patient’s wishes, values and state of health.

The distinction that we have drawn between the MSOC and the medical standard of
practice is one that we will use in this project to ensure clarity. Our goal is to explore the
tensions between the desire to obtain consent and the desire to use only treatments
that can help more than they harm.

Notwithstanding such complexities, we claim that patients, SDMs, and health care
providers share an interest in making treatment decisions that respect both patient
values and the MSOC, and in taking steps to improve how shared decision-making is
accomplished in practice. Incremental improvements in multiple aspects of our process
of decision-making and dispute-resolution could lead to a dramatic improvement in
outcomes for all stakeholders. This would be more realistic than seeking to adopt radical
changes.
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The aim of our project was to better appreciate the balance of interests of all
stakeholders — patients, substitute decision-makers, and health care providers — in
decision-making over the withdrawal and withholding of life-sustaining treatment. The
project involved a legal and policy analysis, a review of the literature, and qualitative
research with SDMs and members of the legal profession. In our suggestions for policy
and practice change, we have tried to avoid generic or ubiquitous recommendations
(e.g. “promote advance care planning” or “better communication”) that can be found in
other reports addressing broad limitations in end-of-life care. We have made
suggestions to address four key issues related to balancing patient, SDM, and health
care provider interests in decision-making about the withdrawal or withholding of life-
sustaining treatment.

A complete treatment of all identified issues and their corresponding suggestions is
found at Section 4, “Issues and Suggestions.”

Commissioned by the Law Commission of Ontario 4 April 2017



Balancing The Interests Of Patients, Substitute Decision-Makers, Family And Health Care Providers In Decision-Making Over The
Withdrawal And Withholding Of Life-Sustaining Treatment

. REVIEW OF LAW AND POLICY

In this section, we will review some of the key laws and policies that affect decisions
about the withholding and withdrawal of life-sustaining measures, both in Ontario and
in other jurisdictions around the world.

Statutory law, case law and policies across Canada have addressed some legal issues
that arise in end of life care. The issues that have come before the courts have centered
mainly on issues of capacity, consent, substitute decision-making and withholding and
withdrawal of life support. Statutes across the country have focused on the
requirements and standards for consent, substitute decision making and advance care
planning and, though the actual terminology can vary from province to province, the
creation of powers of attorney for personal care or health care to respect a patient’s
wishes should he or she become incapable, including in cases where he or she develops
a life-threatening illness. It is Canadian case law that has clarified specific aspects of
substitute decision-making and the requirements for consent to treatments and
treatment plans being proposed by physicians to such critically ill patients. In turn
statutes and case law have been incorporated into health care policies — at the level of
the provincial colleges of physicians and surgeons, and within hospitals themselves.

The right to self-determination — the right of a capable person to decide among the
available treatment choices exactly what treatments he or she wishes to undergo —is a
basic and long recognized right in Canadian law. This right to self-determination (and
the related ethical principle of autonomy) underpins the importance of the legal
constructs of capacity and consent, including the patient’s right to voluntarily accept
treatment based on information disclosed by a physician that also takes into
consideration significant aspects of the patient’s situation and treatment goals.

In Fleming v. Reid, the leading Court of Appeal ruling on this issue in Canada, Robins JA
clearly stated how:

with very limited exceptions, every person's body is considered inviolate,
and, accordingly, every competent adult has the right to be free from
unwanted medical treatment. [...] It is the patient, not the doctor, who
ultimately must decide if treatment — any treatment — is to be
administered. *
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In Ontario, the legal requirements for capacity are defined by the Health Care Consent
Act (HCCA or “the Act”) in s. 4." To have capacity to make health care decisions in
Ontario, a person must have the ability to understand information relevant to making a
decision about the treatment, and have the ability to appreciate the reasonably
foreseeable consequences of a decision or of not making a decision. In the event of a
person being incapable, the need to protect this fundamental right to self-
determination has resulted in the construct of substitute decision-making wherein
another person (generally but not always someone close to the patient who knows what
is important to him or her) makes decisions on his or her behalf. While physicians have a
responsibility to offer treatments that may help a person in need, consent from a
capable patient or, in the event of incapacity, his or her SDM is required before any
treatment can be given. It is only in an emergency situations, situations that are
narrowly defined, that treatment can be given without consent and only if consent
cannot be obtained. Even in an emergency, if the physician has reason to believe the
patient would not want the treatment that is required, the treatment cannot be
administered.’

The treatments that a physician can offer to cure, stabilize or alleviate the symptoms of
an illness are those that have the potential to help more than they harm, for all
treatments have risks and side effects. Physicians have an ethical, professional and legal
obligation to avoid deliberately harming patients. It is the MSOC that attempts to
preserve this balance between medical benefits (the ethical principle of beneficence)
and harms (ethical principle of non-maleficence). However, if disagreements arise, and
a patient or his or her SDM questions the medical standard of care and requests
treatment his or her physicians states falls outside of it, what carries more weight in
resolving the conflict: the right to self-determination or the MSOC? It is this question
that this research project will seek to explore and to which it will seek to propose
potential solutions.

The goals of this section are to:

A. discuss the current state of the law in Ontario by looking to the statutory
provisions of the HCCA, including an overview of the law as it stands in
Ontario after the Supreme Court of Canada’s ruling in Cuthbertson v. Rasouli

B. review the CPSOs guiding policy on Planning for and Providing Quality End-
of-Life Care, and
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C. look to other jurisdictions in Canada and the United Kingdom to see
alternative forms of analyzing the legal roles of consent and the medical
standard of care and medical standard of practice in the context of end-of-
life care.

A. Definitions

Before discussing the state of the law in Ontario and in other jurisdictions it is crucial to
define a few concepts: the MSOC, medical standard of practice, consent, and substitute
decision-making.

In Canada, provincial statutes themselves do not define the MSOC. The definition of the
MSOC arises instead from case law, the law of negligence, and refers to an objective
standard that a reasonable, prudent physician would be expected to exercise in a given
situation. As explained in the case of Crits v. Sylvester,

Every medical practitioner must bring to his task a reasonable degree of
skill and knowledge and must exercise reasonable care. He is bound to
exercise that degree of care and skill which could reasonably be expected
of a normal, prudent practitioner of the same experience and standing.®

However how does another physician know what a reasonable prudent physician in her
situation would do? To answer this question, the law turns to medical experts of similar
knowledge, skill, and who practice in similar settings.

Conflict at the end-of-life considered in this project is not an issue about negligence, but
rather one of appropriateness. In other words, it's not about which treatments
constitute sub-standard care — or even how those treatments are provided. Rather, the
conflict in question is about who has the final say over specific elements of end-of-life
decisions. To this end, it is more useful to consider the medical terminology that helps
define when something is appropriate or not — that of “medical indication.” Physicians
use the term “medical indication” to help define what the ultimate purpose of a
particular intervention is.

The purposes of medicine are to attempt to cure reversible illnesses when possible; to
stabilize an acute deterioration; to optimize quality of life if cure is not possible; and
always, to alleviate pain and distress. These purposes are known as medical benefits.’
Treatments that fall within the standard of care aim to yield one of these benefits while
seeking to minimize potential side effects or harm.®The MSOC should therefore be
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defined as all treatment options, which have a reasonable potential to cure, stabilize an
illness, and/or alleviate pain and distressing symptoms, as based on scientific
knowledge, evidence-based medicine, and clinical experience. These treatments may be
individual in nature or form part of a treatment plan with multiple treatments. These
treatments are those that a reasonably prudent physician could offer (propose) to a
patient who comes seeking medical help, and grounded in medical knowledge and
science alone. Simply put, the MSOC delineates what can reasonably be expected to
help (i.e. benefit) a patient without exposing him or her to a disproportionate risk of
harms and side effects.

The MSOC is part of a broader concept: that of the medical standard of practice. The
medical standard of practice includes all the professional, legal and ethical aspects of
medical practice that have been clarified by statute, case law and the policies of
provincial medical regulatory colleges. These concepts include the requirements for
consent, and the physician’s recommendations among available treatment options
based on both the science of medicine and the unique nature of the patient’s wishes,
values and state of health.

The distinction that we have drawn between the MSOC and the medical standard of
practice is one that we will use in this project to ensure clarity, as our goal is to explore
the tensions between the desire to obtain consent and the desire to use only
treatments that can help more than they harm.

Many professional societies have issued statements about a physician’s obligation to
offer only treatments that they feel would “benefit” the patient.” However “benefit” is
not usually further defined. Some professional societies state physicians should avoid
providing treatments that will only have negative outcomes — restating the historical
principle that physicians should not cause avoidable harm.® In ethics these concepts are
known as beneficence and non-maleficence. Thus, policy statements that define the
MSOC tend to focus on the understanding that treatments should be “beneficial” to
patients and, correspondingly, that health care providers should avoid providing
treatments that would have negative outcomes in each particular situation.

Whether in in case law, policy, or in medical literature, the description of the MSOC can
include either the narrowly defined MSOC, or the MSOC as inclusive of the medical
standard of practice. When reading a ruling or an article it is important to avoid
confusion by understanding and clarifying how the term “MSOC” is being used. For
example, in the case law, the MSOC could include the act of obtaining consent to
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treatment. This review of the state of the law will focus on the legal aspects of consent
and the tensions that may arise between the need for consent and the desire to respect
the MSOC in end of life situations. For the sake of clarity and in view of our purposes we
will maintain the distinction between MSOC and medical standard of practice as
described in the previous paragraphs. As we have outlined above, the MSOC will
therefore be narrowly defined as evidence-based treatments grounded in science and
clinical experience that a reasonably prudent physician would offer a patient in need.

B. Ontario’s HCCA

Before understanding the state of case law and interpretation, it is helpful to review the
relevant parts of the HCCA, especially the definition of “treatment.” This was a central
issue in Rasouli, the recent Supreme Court of Canada decision on end-of-life care
decision making which will be discussed in detail below.

Looking to the definitions provided, the HCCA defines treatment as “anything that is
done for a therapeutic, preventive, palliative, diagnostic, cosmetic or other health-
related purpose, and includes a course of treatment, plan of treatment or community
treatment plan.”*! Under HCCA s. 2(1), a “plan of treatment” means a plan that:

(a) is developed by one or more health practitioners,

(b) deals with one or more of the health problems that a person has and
may, in addition, deal with one or more of the health problems that
the person is likely to have in the future given the person’s current
health condition, and

(c) provides for the administration to the person of various treatments or
courses of treatment and may, in addition, provide for the
withholding or withdrawal of treatment in light of the person’s
current health condition.

The HCCA also states that no treatment can be provided without consent unless the
situation is an emergency. Section 11(1) of the HCCA sets out the requisite elements of
consent:

1. The consent must relate to the treatment.

2. The consent must be informed.

3. The consent must be given voluntarily.

4. The consent must not be obtained through misrepresentation or fraud.
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The requirement that consent be informed is further outlined in HCCA sections 11(2-3):

(2) A consent to treatment is informed if, before giving it,
(a) The person received the information about the matters set
out in subsection (3) that a reasonable person in the same
circumstances would require in order to make a decision
about the treatment; and
(b) The person received responses to his or her requests for
additional information about those matters.

(3) The matters referred to above in subsection (2) are:
1. The nature of the treatment.
2. The expected benefits of the treatment.
3. The material risks of the treatment.
4. The material side effects of the treatment.
5. Alternative courses of action.
6. The likely consequences of not having the treatment.

The inclusion of the “withholding and withdrawal of treatment” in the statutory
definition of a treatment plan and, therefore the need to consent to the withholding
and withdrawal of treatment, was clarified by the Supreme Court of Canada in Rasouli,
which will be discussed below.

The HCCA also includes provisions with respect to an emergency situation. This is
narrowly defined in s. 25(1) as a situation in which a person is “apparently experiencing
severe suffering or is at risk, if the treatment is not administered promptly, of sustaining
serious bodily harm”. The HCCA further specifies limits on when the emergency
provisions apply. This is to ensure limited infringements on the right to self-
determination while allowing physicians to provide treatment in a way that promotes a
philosophy that “errs on the side of life” when decisions need to be made very quickly.
The legislation reads as follows:

25. (2) Despite section 10, a treatment may be administered without
consent to a person who is incapable with respect to the treatment, if, in
the opinion of the health practitioner proposing the treatment,

(a) there is an emergency; and

(b) the delay required to obtain a consent or refusal on the person’s behalf
will prolong the suffering that the person is apparently experiencing or will
put the person at risk of sustaining serious bodily harm.
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(3) Despite section 10, a treatment may be administered without consent
to a person who is apparently capable with respect to the treatment, if, in
the opinion of the health practitioner proposing the treatment,

(a) there is an emergency;

(b) the communication required in order for the person to give or refuse
consent to the treatment cannot take place because of a language barrier
or because the person has a disability that prevents the communication
from taking place;

(c) steps that are reasonable in the circumstances have been taken to find
a practical means of enabling the communication to take place, but no
such means has been found;

(d) the delay required to find a practical means of enabling the
communication to take place will prolong the suffering that the person is
apparently experiencing or will put the person at risk of sustaining serious
bodily harm; and

(e) there is no reason to believe that the person does not want the
treatment.

Should a patient become incapable of providing consent to treatment, HCCA s. 21
describes the framework for substitute decision-making:

(1) A person who gives or refuses consent to a treatment on an incapable
person’s behalf shall do so in accordance with the following principles:

1. If the person knows of a wish applicable to the circumstances that the
incapable person expressed while capable and after attaining 16 years of
age, the person shall give or refuse consent in accordance with the wish.

2. If the person does not know of a wish applicable to the circumstances
that the incapable person expressed while capable and after attaining 16
years of age, or if it is impossible to comply with the wish, the person shall
act in the incapable person’s best interests.

Best interests
(2) In deciding what the incapable person’s best interests are, the person
who gives or refuses consent on his or her behalf shall take into
consideration,

(a) the values and beliefs that the person knows the incapable person held
when capable and believes he or she would still act on if capable;

(b) any wishes expressed by the incapable person with respect to the
treatment that are not required to be followed under paragraph 1 of
subsection (1); and

(c) the following factors:

1. Whether the treatment is likely to,
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i. improve the incapable person’s condition or well-being,

ii. prevent the incapable person’s condition or well-being from
deteriorating, or

iii. reduce the extent to which, or the rate at which, the incapable person’s
condition or well-being is likely to deteriorate.

2. Whether the incapable person’s condition or well-being is likely to
improve, remain the same or deteriorate without the treatment.

3. Whether the benefit the incapable person is expected to obtain from
the treatment outweighs the risk of harm to him or her.

4. Whether a less restrictive or less intrusive treatment would be as
beneficial as the treatment that is proposed.

The framework requires SDMs to make decisions consistent with the patient’s
previously expressed capable wishes where they apply to the patient’s current
circumstances and, if these aren’t known, to make decisions in the best interests of the
incapable patient. The definition of “best interests” in s. 21(2) includes considerations
such as whether the benefits of treatment outweighs the risk of harm, whether the
treatment is likely to improve the person’s condition or well-being and other factors
that might be considered by health care providers in terms of the MSOC.

Such MSOC considerations, when included in the definition of best interests, may
inadvertently set up tensions between the values and beliefs held by the patient and the
MSOC itself. This arises in part over which components of the “best interests” standard
for decision-making are to be given more weight in the event of conflict between
patient values, their well-being, and the applicable medical risks and benefits.?
Professor Sneiderman has argued that medical considerations should be paramount,13
while Professor Gilmour maintains that patient values and beliefs should be the chief
considerations.™ In other words, is it patient values or MSOC considerations that are
paramount if the list of the components of best interests appear to conflict?

This discussion is additionally informed by the statutory purpose defined in the HCCA.
Section 1 of the Act states:

1. The purposes of this Act are,

(a) to provide rules with respect to consent to treatment that apply
consistently in all settings;

(b) to facilitate treatment, admission to care facilities, and personal
assistance services, for persons lacking the capacity to make decisions about
such matters;
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(c) to enhance the autonomy of persons for whom treatment is proposed,
persons for whom admission to a care facility is proposed and persons who
are to receive personal assistance services by,

(i) allowing those who have been found to be incapable to apply to a
tribunal for a review of the finding,

(ii) allowing incapable persons to request that a representative of their
choice be appointed by the tribunal for the purpose of making decisions on
their behalf concerning treatment, admission to a care facility or personal
assistance services, and

(iii) requiring that wishes with respect to treatment, admission to a care
facility or personal assistance services, expressed by persons while capable
and after attaining 16 years of age, be adhered to;

(d) to promote communication and understanding between health
practitioners and their patients or clients;

(e) to ensure a significant role for supportive family members when a
person lacks the capacity to make a decision about a treatment, admission
to a care facility or a personal assistance service; and

(f) to permit intervention by the Public Guardian and Trustee only as a last
resort in decisions on behalf of incapable persons concerning treatment,
admission to a care facility or personal assistance services.

The purpose of the HCCA is therefore not to define the MSOC. It is to outline the
required legal framework of consent and decision-making once a treatment has been
offered by a physician that, in accordance with medical science and knowledge, has the
potential to help a patient and therefore fall within the MSOC. Accordingly, if one starts
from the premise that best interests as outlined in HCCA s. 21(2) are only engaged after
a physician, after careful consideration, offers treatment or plan of treatment options
that have the potential to provide greater medical benefit than harm to an incapable
patient, it would be up to the SDM to choose among these treatment options — ones
that fall squarely within the MSOC. The choice would then be made according to
previously patient’s beliefs and wishes that may not have been directly applicable to his
or her current situation. This approach would not create any tension between
values/beliefs and the MSOC as the situation would be similar to that of a capable
patient choosing among treatment options that fall within the MSOC in accordance with
his or her values and treatment goals. There is therefore no conflict between patient
values and the MSOC itself as the best interest standard would then ask the SDM to
consider issues of differences in potential medical benefits and risks among treatments
within the MSOC.
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The tension between the MSOC and patient wishes/values perceived by Sneiderman
and Gilmour in the wording of the best interests standard in the Act (i.e. in its inclusion
of concepts that are also used to defined the overarching MSOC itself in its wording)
would only arise if physicians don’t first consider what potential medical benefits can be
achieved by medical science, decide which treatments actually do fall within the MSOC
and proceed to offer these treatment options. Best interests would then ask that a
choice be made within the MSOC — not that there be a choice between values and the
MSOC. In other words, the wording of best interests in the HCCA only creates a conflict
if the MSOC (the medical science) itself is only considered after patient values: if
treatments are deemed to fall within the realm of patient choice based on their values
alone without considering what medical science can or cannot achieve. Still the inclusion
of MSOC considerations in the definition of best interests without clear clarification in
the HCCA that such consideration of medical benefits and harms are engaged to
facilitate decision making and choice among treatments that fall within the overarching
MSOC has resulted in confusion and discussion.

The HCCA further outlines the functions of the Consent and Capacity Board (CCB) in
several circumstances, including where the incapable patient’s wishes are unclear;
where there is a need to depart from these wishes; where there is a need to appoint or
terminate a representative; and where questions arise as to whether the SDM is
meeting his or her legal obligations with respect to making decisions on behalf of an
incapable patient. The CCB is a tribunal mechanism created through the HCCA that
effectively has the power to determine whether the requirements for substitute
decision-making are met. For example, the refusal by an SDM to consent to the
withdrawal of life-sustaining treatments may be overruled by the CCB if the decision
does not comply with the requirements for substitute decision-making under the HCCA.

We argue that considerations important to the MSOC are included in the definition of
“best interests” under HCCA s. 21(2)(c) as they are listed as factors SDMs must take into
consideration in decision-making on behalf of an incapable patient (e.g., the risks and
benefits of treatment). The CCB, by extension, must therefore consider some MSOC
issues in its deliberations of whether the SDM have met their legal requirements when
providing or refusing consent to proposed treatment options. The HCCA itself, as
discussed above, has created confusion and discussion among legal experts and
health care teams who, in our experience, are also unclear in clinical practice as to how
patient wishes and values interact with these considerations of the MSOC in the
determination of best interests, particularly as the HCCA does not define any hierarchy
with respect to the relative importance of such considerations. This means that if it is
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not clarified that “best interests” are only engaged after a physician determines which
treatments will be offered to the patient, if a treatment is requested by an SDM based
on his or her perceptions of the patient’s wishes and beliefs, yet the treatment would
cause more harm than benefit and would fall, in the physician’s opinion, outside the
medical standard of care, the weight that should be provided to such considerations in
determining “best interests” is unclear in the current wording of the HCCA. It is here
that the Supreme Court of Canada attempted to provide clarity in its decision regarding
Rasouli.

C. Case Law Prior to Rasouli

The most cited case about end of life care in Ontario (other than Rasouli, which went to
the Supreme Court) remains that of Scardoni v. Hawryluck.'® In that case the patient, an
elderly woman with advanced dementia, required repeated admissions to the ICU for
aspiration pneumonia despite having a tracheostomy and a percutaneous feeding tube.
The physicians sought consent to a treatment plan that included no re-admission to the
ICU and a “No CPR” order in the event of a cardiac arrest. The patient’s SDMs, her
daughters, refused to provide consent to the treatment plan. The case remains seminal
in the clarity it provides in two regards: first, that the standard of substitute decision-
making is one of “correctness” rather than “reasonableness;” second, that “best
interests” are determined by considering the wishes and values of the patient even if
somewhat vague in nature; and third, that the meaning of “well-being” in the HCCA
means “more than [sustaining] mere life itself... and to include considerations such as a

»nl7

person’s dignity levels and pain.” " The ruling did not address how to factor in

considerations of the MSOC in determining best interests.

Subsequently in Children's Aid Society of Ottawa-Carleton v. MC (2008),*® the courts
ruled on the matter of a child apprehended at birth by the Children's Aid Society (CAS)
with an intracerebral bleed and congenital heart abnormality for whom the treating
physicians recommended palliative care. The child’s mother (his SDM) did not return to
the hospital and the court authorized the CAS to consent to palliative care, ruling that
the best interests of a child, where appropriate, can require "refraining from invasive

treatment or withdrawing medical treatment other than palliative care." *°

D. The Rasouli Decision

The Rasouli decision is the only Supreme Court of Canada case that specifically considers
some of the issues of the tension between MSOC and consent that this project seeks to

Commissioned by the Law Commission of Ontario 15 April 2017



Balancing The Interests Of Patients, Substitute Decision-Makers, Family And Health Care Providers In Decision-Making Over The
Withdrawal And Withholding Of Life-Sustaining Treatment

address. After surgery to remove a brain tumor at Sunnybrook Health Sciences Centre in
Toronto, Mr. Rasouli developed a severe brain infection, which left him in a minimally
conscious state and dependent on life support. His physicians felt that he had no further
chance of recovery and recommended withdrawing life support. However, as an
observant Shia Muslim, Mr. Rasouli’s wife, his substitute decision-maker, felt that it
would be contrary to his religious beliefs to have life support withdrawn and refused to
consent to stopping these treatments. The conflict could not be resolved and ultimately
was heard by the Supreme Court of Canada. The physicians argued that removing life
support from Mr. Rasouli did not constitute “treatment” under the definition provided
by the HCCA because life support now fell outside the MSOC since it was not providing
him with any medical benefits. Since life support was therefore not a treatment under
the Ontario HCCA (as it served no medical purpose), they argued that consent to stop it
was not needed. Mr. Rasouli’s wife’s position was that consent to withdraw life support
was required.

The Rasouli decision was apparently intended to be narrow in scope; it was largely a
statutory interpretation about the definitions of “treatment” requiring consent
contained in the HCCA. Writing for the majority, Chief Justice MclLachlin noted that
“keeping the patient alive and forestalling death, life support arguably falls within
‘therapeutic’ and ‘preventive’ purposes listed in the definition of ‘treatment’” as defined
under s.2 of the HCCA. *° The Court also stated that “inclusion of life support in that
definition is also generally supported by the objects of the HCCA, by providing
consistency with respect to consent, by protecting autonomy through the requirement
of consent, and by providing a meaningful role in the consent process for the sbm.”*
Moreover, the Supreme Court stated that life support served a “health-related purpose”

under the Act and therefore consent was required to withdraw it.*?

One of the questions considered in Rasouli was the distinction between this “health
related purpose”, which would require consent because of its inclusion in the definition
of “treatment” in s. 2 of the Act, and the concept of “medical benefit” more generally.
Medical benefits define, as discussed above, the MSOC in that only treatments that
have the potential to offer some medical benefits (in other words that can help a
patient by curing or stabilizing the iliness and/or alleviating its pain and symptoms),
greater than their potential to cause harms, fall within the MSOC. We argue that only
treatments that fall within the MSOC are offered to patients in an ideal health care
system—to protect patients from the harms of medical interventions that cannot help
them. The Court distinguished a ‘health-related purpose’ as described in the Act from
‘medical benefit’ in the following ways:
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The concept of “medical benefit” is a clinical term used by physicians to determine
whether a given procedure should be offered to a patient. This clinical term has legal
implications for the physician’s standard of care. If a treatment would be of medical
benefit to the patient in this sense, the physician may be required to offer that treatment
in order to comply with his standard of care. Whether a given treatment offers a
medical benefit requires a contextual assessment of the patient’s circumstances,
including the patient’s condition and prognosis, the expected result of treatment for that
patient, and any risks of treatment for that patient: A.F., at para. 44.

The concept of “health-related purpose”, by contrast, is a legal term used in the HCCA
to set limits on when actions taken by health practitioners will require consent under
the statute. Treatment is “anything that is done” for one of the enumerated purposes
(therapeutic, preventive, palliative, diagnostic and cosmetic) or “other health-related
purpose”. Under the HCCA, only acts undertaken for a health-related purpose constitute
treatment, and therefore require consent. The concept of health-related purpose in the
HCCA does not interfere with a physician’s professional assessment of whether a
procedure offers a medical benefit. Its only function is to determine when the actions
of health care practitioners require patient consent.

]

In summary, withdrawal of life support aims at the health-related purpose of preventing
suffering and indignity at the end of life, often entails physical interference with the
patient’s body, and is closely associated with the provision of palliative care. Withdrawal
of life support is inextricably bound up with care that serves health-related purposes and
is tied to the objects of the Act. By removing medical services that are keeping a patient
alive, withdrawal of life support impacts patient autonomy in the most fundamental way
[emphasis added]. >

The Court held thus that, in order to alter the “plan of treatment,” and withdraw life
support, Mr. Rasouli’s doctors required consent from his substitute decision-maker, or
permission from the CCB.

The Rasouli ruling also provided the following guidance regarding the role of the MSOC

in decision-making: Chief Justice MclLachlin stated that “[t]here has been no trial on the

standard of care in this case”?* and further commented, in the context of the “best

interests” analysis in the HCCA that:

..this review of s. 21(2) [of the HCCA] reveals that although a patient’s
beliefs and prior expressed wishes are mandatory considerations, there is
no doubt that the medical implications of a proposed treatment will bear
significant weight in the analysis.”
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As a result of the Supreme Court’s ruling in Rasouli, there is a need to obtain consent
from the patient, or the patient’s substitute decision maker, before withdrawing life
support. Consent is required to withdraw such treatments even in situations where the
physicians have determined that the continuation of such treatments would fall outside
the MSOC as they would offer no medical benefit. If there is a conflict between an SDM
and health care provider, Ontario physicians can refer the case to the CCB. For
physicians the issue in similar situations is whether life support falls within the MSOC,
yet the Court ruled that consent is required and the CCB is to adjudicate in the event of
intractable conflicts. We argue, unless the statute is clarified as we have discussed
above and will elaborate on now, that the CCB, in its evaluation of whether the
standards of substitute decision-making are being met in terms of determining the
patient’s “best interests,” therefore effectively now has the power to rule either that
the MSOC (as outlined in s. 21(2)(c) of the HCCA) is more important than the incapable
person’s wishes and values as perceived by his or her SDM (as outlined in s. 21 (2) (a)
and (b)), or conversely, it could rule that the patient’s wishes and values are more key to
substitute consent or its refusal than the MSOC considerations outlined in the Act.

We claim that while the letter of the law would not permit the CCB to adjudicate
whether treatment falls within the MSOC, the wording of HCCA s. 21(2)(c) as part of the
“best interest” test to include the very factors that form the basis of the assessment of
whether a treatment falls within the MSOC for a patient does give the CCB the ability
(intended or not) to effectively adjudicate that wishes and beliefs outweigh the MSOC.
Effectively this could mean that the CCB can rule that patients have a “right” to
treatment outside the MSOC based on their SDM’s interpretation of their wishes and
beliefs. However, the “best interests” test is supposed to only be engaged once different
treatment options are being offered, in other words once the physician has determined
what treatment choices fall within the MSOC. Therefore the concerns regarding the
unintended (non-statutory) powers of the CCB in adjudicating that wishes and beliefs
trump the MSOC can be seen as unfounded. There is confusion among legal experts
and, in our experiences, within clinical practice as we have discussed. While the CCB
presumably only has a role in determining substitute consent or its refusal for
treatments that fall within the MSOC, the ruling in Rasouli was that life-sustaining
treatments could not be withdrawn without consent—whether or not such treatments
fell outside the MSOC as was the physicians’ position before the Court. Hence the CCB,
as a result of the Rasouli ruling which aimed, as the Court has stated to respect the
“critical interests” and the role of the SDM in such decisions and required consent,?®
can now weigh the role of wishes and beliefs and adjudicate if these “trump” the MSOC
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in conflicts over withdrawal (and, likely in view of the wording of the Act, though not
tested in case law, the withholding) of life-sustaining treatments.

In clinical practice, therefore, the question of how factors relating to the MSOC and
wishes and values are to interact in decision-making is unclear and confusing to
physicians and SDMs.

E. Case Law after Rasouli: EGJIW v MGC

Since the Supreme Court’s ruling, legal arguments in a subsequent case in Ontario have
been made that Rasouli stands for multiple, and possibly conflicting, propositions. In
EGJW v. MGC,?’ the Health Professions Appeal and Review Board (HPARB) was called on
to determine if a critical care physician had acted improperly when, prior to Rasouli, he
entered a “Do-Not Resuscitate” (DNR) order in a patient’s record, in the belief that
cardiopulmonary resuscitation fell outside the MSOC for this particular patient. This
order was in contravention of the wishes of the patient’s SDM, who had previously
communicated her desire for resuscitation to a resident physician. A DNR order is an
order to withhold CPR in the event of a cardiac arrest. A DNR order, in practice, is often
written with the consent of a patient, but it has also been written in situations when the
attending physician felt that CPR would fall outside the MSOC because it would not
benefit the patient. In recent years since this case, the DNR order has been replaced
with a “No CPR” order in some institutions for clarity.

In September 2008, the patient was admitted to the emergency department at
Sunnybrook Health Sciences Centre with sepsis from peripheral vascular disease in both
legs. Both legs were amputated above the knees, but following the operation his
condition began to deteriorate. The consulting ICU physician, in view of his multiple
conditions (comorbidities) and his current state of health, wrote a DNR order on his
medical record. The patient’s condition worsened quickly and he died later that day. The
patient’s daughter, his substitute decision-maker, did not consent to the DNR order and
believed in the event of a cardiac arrest he would be resuscitated based on prior
discussions she had had with the treating medical team. A complaint was made to the
CPSO and a hearing held by the Complaints Committee (“the Committee”). The
Committee determined that the physician acted reasonably because the DNR order was
appropriate since treatment that is non-beneficial does not have to be provided.”® On
appeal, HPARB’s initial ruling returned the matter to the CPSO with the request that the
HCCA and existing policies be considered.? In the second hearing the Committee ruled
the placement of a DNR order was in accordance with the HCCA and existing policies
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since any attempt to resuscitate would only cause suffering and death was inevitable.
Once again this was appealed to HPARB, at which time the Rasouli ruling had been
released. On this second occasion, the HPARB ruled that writing the DNR order was a
change in the treatment plan, which would require consent under the HCCA.*

The issue under review by the CPSO and the HPARB in EGJW v. MGC was not whether
resuscitation would fall under the MSOC; the issue was whether consent is required to
withhold (in effect to not offer) CPR, where CPR would fall outside the MSOC. ** This
issue was not the one at stake in Rasouli, which concerned the withdrawal of life
support. lllustrating the confusion as a result of the Rasouli ruling, counsel for the both
the SDM and the physician relied on Rasouli in support of their client’s position.>? The
confusion around the application of Rasouli apparent in EGJW persists: the literature®
and subsequent case law demonstrate that health care providers, substitute decision-
makers, lawyers and others continue to struggle with understanding the law
surrounding the withdrawal and withholding of treatment in end of life situations.

F. Policies and the College of Physicians and Surgeons of Ontario

In Canada, all health care related policies whether at regulatory or health care facility
levels, must be in accordance with statute and case law, and ideally would offer
guidance to physicians regarding the role of the MSOC and consent in decision-making.
Few provincial policies have been able to do so until the CPSO released its guiding policy
document, “Planning for and Providing Quality End-of-Life Care” in September 2015. *
The CPSO policy clearly acknowledges that there may be situations where in the
physician’s opinion CPR should not be provided, including but not limited to where:

e  CPR will almost certainly not resuscitate the patient,

e the patient’s quality of life will be extremely poor should they survive,
or

e there are no further treatment options for the patient’s underlying
iliness. *

However, the policy also says that physicians cannot make a unilateral decision to not to
perform CPR. If the physician is of the opinion that CPR should not be offered this must
be discussed with the patient or SDM. In the event of a disagreement, a No-CPR order
cannot be written without consent even if resuscitation would fall outside the MSOC. In
other words, the CPSO recognizes that in a physician’s opinion, there may be situations
in which CPR should not be offered, but it mandates that physicians effectively obtain
consent to apply what they believe to be the MSOC. For although the CPSO policy does
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not use the term “MSOC,” by stating that there are situations in which physicians would
opine that CPR should not be provided and then going on to defining these situations,
the CPSO effectively does outline and create MSOC considerations in its policy.

In subsequent amendments in June 2016,% the CPSO clarified that there is “a narrow
set of circumstances in which CPR need not be provided: instances where the patient's
condition would prevent the physiologic goals of CPR from being achieved.” These
situations are very narrowly defined and describe “instances where the patient's
condition would prevent the physiologic goals of CPR from being achieved” in that
oxygenated blood could not be delivered to the heart and brain. While the amendments
“provide an important clarification of the policy position, while maintaining important
policy content to ensure that no-CPR orders cannot be unilaterally written by physicians
and that physicians engage in conflict resolution when there is disagreement regarding a
no-CPR order,”*” the situations defined in the amendment are, in clinical practice, rare
and very narrow in nature in that they describe irreversible situations where death is
not only imminent but also inevitable.

The CPSO’s policy also outlines processes to minimize and resolve conflicts in which
physicians must:

e Communicate clearly, patiently, and in a timely manner information
regarding:

= The patient’s diagnosis and/or prognosis;

=  Treatment options and assessments of those options;

= Availability of supportive services (e.g., social work, spiritual care,
etc.); and

= Availability of palliative care resources.

e Identify misinformation and/or misunderstandings that might be
causing the conflict and take reasonable steps to ensure that these are
corrected and that questions are answered;

o  Offer referral to another professional with expertise in the relevant
area and facilitate obtaining a second opinion, as appropriate;

e  Offer consultation with an ethicist or ethics committee, as appropriate
and available;

e Where appropriate, seek legal advice regarding mediation,
adjudication or arbitration processes that are available; and

e Take reasonable steps to transfer the care of the patient to another
facility or health-care provider as a last resort and only when all

Commissioned by the Law Commission of Ontario 21 April 2017



Balancing The Interests Of Patients, Substitute Decision-Makers, Family And Health Care Providers In Decision-Making Over The
Withdrawal And Withholding Of Life-Sustaining Treatment

appropriate and available methods of resolving conflict have been
exhausted.®

Though policies are not binding, they do inform what can be expected by administrative
bodies like the CCB and the courts. The CPSO’s policy does emphasize the importance of
qguality end-of-life care, and the clarity it provides will improve understandings about
the MSOC. However, in our view, the policy will most likely also result in more patients
receiving CPR at the end of life when resuscitation would fall outside of the MSOC in the
opinion of the physicians it regulates.a'9 The policy states physicians should seek, when
appropriate, legal advice regarding mediation, adjudication and arbitration processes
however the policy provides no guidance on which process is best suited, nor does it
consider whether such processes are responsive to the needs of patients, SDMs and
health practitioners in such circumstances.

G. Other Provincial Statutes

Across Canada, the fundamental principle that consent is needed prior to the
administration of treatment has been stated in a number of statutes in various
provinces, “0unless the situation is an emergency.41 In some provinces, these principles
are found in mental health legislation,*” court appointed guardianship legislation,*® or
legislation concerning advance care planning mechanisms.** To the extent that the
statutes do not explicitly state these principles, case law such as Fleming45and Malette
V. Schulman46provide a framework. British Columbia’s Health Care (Consent) and Care
Facility (Admission) Act (HCCCFAA)* and Prince Edward Island’s Consent to Treatment
and Health Care Directives Act (CTHCDA)*® is the only health care consent legislation to
codify elements of consent similarly to Ontario’s HCCA. These elements largely parallel
one another as each statute states consent must be related to the proposed treatment
and must be informed, voluntary and not obtained through misrepresentation or
fraud.*

Most provinces across Canada have statutes specific to consent in the health care
context or that address advance care planning and substitute decision-making. Most of
this legislation incorporates definitions of “treatment”, “treatment plan”, “health care”,
or “health service” that are similar to concepts that are defined in Ontario’s HCCA.*®
British Columbia, Saskatchewan, Manitoba, Nova Scotia and Prince Edward Island use
very similar language to define treatment and health care and incorporate the concept
of treatment plan into their definitions. In Alberta, the Health Information Act defines

“health service” instead of treatment and, in our view, this definition is in some ways
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clearer as a “health service” is provided to an individual for any of the following
purposes:

(i) protecting, promoting or maintaining physical and mental health; (ii)
preventing illness; (iii) diagnosing and treating illness, (iv) rehabilitation;

(v) caring for the health needs of the ill, disabled, injured or dying, but
does not include a service excluded by the regulations. >*

The definition of “health service” does not specify a distinction between treatment,
treatment plan or course of treatment as seen in the HCCA and avoids reference to a
“health related purpose” through the use of more specific terminology. While the
similarities between provinces outweigh differences, the differences in statutes that do
exist are important and may be a source of confusion for physicians, patients, SDMs,
lawyers and others as any conflicts that arise with respect to the need for consent may
result in different rulings across the country should they require adjudication if the
ruling is ultimately based on the provincial statute. This has been seen after the Rasouli
ruling which due to its interpretation of the HCCA has resulted in some confusion as to
how and whether it applies across Canada.>?

No provincial statute besides that of Ontario mentions withholding and withdrawal of
treatment in any of its definitions of health care, health services or treatment plan.

Statutory frameworks place considerable emphasis on a patient’s right to self-
determination and have provisions to ensure this right is protected and that consent or
refusal of consent may be provided by a substitute decision-maker even if the patient
loses capacity to make decisions on his or her own. Some statutes state that consent or
refusal of consent given when a patient is capable is not invalidated by any subsequent
development of incapacity.>® When statutes dealing with substitute decision-making are
considered, some variation exists around who can act as substitute decision-makers,
and different limits are placed on the decisions that can be made on behalf of an
incapable patient. But there are many similarities, in particular that an SDM must act in
accordance with the individual’s wishes if they are applicable to the circumstances and
are possible to comply with and otherwise, SDMs must act according to what would be
in the individual’s best interests as stipulated by statute.”* As a general principle, with
the exception of emergency situations, treatment cannot be provided without consent.
Even in emergency situations, if a physician has reason to believe the patient would not
have consented to a specific treatment, that treatment cannot be provided. In general,
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this holds true across Canada, though such provisions may not be codified in all
provincial statutes with respect to emergency treatments of incapable patients.”

No statutes in Canada explicitly address the role of the MSOC when conflicts arise
because a patient or an SDM requests “treatment” or refuses to consent to the
withholding or withdrawal of treatment that a health care provider believes to fall
outside the MSOC.

H. Case Law in Other Canadian Jurisdictions

Prior to the Supreme Court of Canada’s Rasouli decision, jurisdictions (mainly outside of
Ontario) had grappled with the question of whether a refusal of treatment constitutes a
form of treatment and therefore requires consent. Jurisdictions have also struggled to
determine whether treatment needs to be provided when it falls outside the MSOC but
is nonetheless requested by a patient or the patient’s SDM. The cases above provide
some guidance with respect to the resolution of conflicts in end-of-life care, and in
particular those conflicts involving the provision of CPR and life support. The cases were
adjudicated on specific facts and in view of the statutes in the provinces in which they
arose. A review of some of the key cases will be provided here. Since Rasouli did not
resolve all the issues that arise in end-of-life care, these additional cases help build an
understanding of how statutory definitions, issues of consent, and the MSOC have been
adjudicated across Canada. Overall, at law, it is not clear whether life-sustaining
treatments can be withheld or withdrawn without consent if they fall outside the MSOC.

The province that has dealt most often with these issues is Manitoba. In Child and
Family Services of Manitoba v. R.L, (also known as the Lavallee case),”® a three-month-
old infant was physically abused by his parents and as a result was in a persistent
vegetative state. His physicians wanted to place a DNR order on his medical record but
his parents refused consent to such an order. >’ The initial application was heard before
Cummings P.J. who ruled that under s. 25(3) of the The Child and Family Services Act,
the court “had jurisdiction under the section to authorize a negative as well as a positive
treatment plan and, being convinced by the medical evidence that non-resuscitation
was in the best interest of the infant, granted the order sought.”*® Twaddle J (for the
Court of Appeal) found there is “no legal obligation on a medical doctor to take heroic
measures to maintain the life of a patient in an irreversible vegetative state” and “the
only fear a doctor need have in denying heroic measures to a patient is the fear of
liability for negligence in circumstances where qualified practitioners generally would
have thought intervention warranted.”®® Twaddle J further ruled that “the word
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“treatment” when used in s. 25(3) is used only in a positive sense. There is no need for

consent from anyone for a doctor to refrain from intervening."60

However, since Lavallee, it has been increasingly recognized that all treatments and
treatment plans include acts of omission as well as acts of commission. For instance, in

1% which involved an individual who

Golubchuk v. Salvation Army Grace General Hospita
was kept alive by a ventilator and feeding tube, the patient’s family wanted to maintain
the life-sustaining activities, while the hospital wanted to remove the ventilator and
feeding tube in order to not prolong his perceived suffering and allow Mr. Golubchuk to
die. Part of the analysis hinged on whether physical contact was required to remove the
life-sustaining apparatus, which would constitute assault without consent. The court
explained that trying to distinguish between “treatment” as an act of omission or
commission is unhelpful and fails to reflect medical realities that nearly all treatment
consist of both acts of omission and commission. Further, in the event of disagreement
between the health care provider and patient or SDM, Justice Schulman outlined the

rights of patients and SDMs to access a conflict resolution process by stating:

the right that should be afforded to patients who disagree with their
doctors to be provided with a written outline of the procedures available
to them and an opportunity to have the disagreement addressed with the
help of a knowledgeable, trained and objective mediator, who would, in
appropriate cases, be chosen from outside the hospital environment.®

In contrast, in Sawatzky vs. Riverview Health Centre,®in caring for a patient with
Parkinson’s disease and multiple co-morbidities, physicians placed a DNR order on the
patient’s chart without informing the family. When the family applied for an injunction
to block the order, Beard J. determined that the injunction was appropriate. She also
considered the role of the Public Trustee, who took no role in the proceedings based on
their interpretation of Lavallee, and characterized this as “the complete abdication of

her [the Public Trustee’s] responsibility to Mr. Sawatzky, for whom she is

n 64

responsible. Beard J. went on to state as follows:

Surely the role of the Public Trustee as committee and her duty to her
wards extends past consenting to active treatment and encompasses
participating in decisions leading to death even if, at the end of the
consultation process, the doctor can act contrary to the wishes of the ward
as they are expressed by the Public Trustee. She is still to express the
ward’s wishes to the doctor. In many cases, if she refused to do so, there
will be no vehicle for those wishes to be expressed. Surely, those who are
not competent to speak on their own behalf deserve at least this level of
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representation in the decision to end their lives. | cannot believe that the
Court of Appeal ever intended their decision to be used by the Public
Trustee in this manner.®

This analysis of Sawatzky was subsequently applied by the Alberta Queen’s Bench in
L.I.C. (Re), which concluded that:

Based on the case law to date, the courts have stated that a decision not
to provide treatment is exclusively within the purview of the doctor and is
not a decision to be made by the courts. Thus, it appears that the courts
would not interfere with a medical decision not to provide treatment.®

After the conflicting rulings in these cases, in 2002, the Manitoba Law Reform
Commission (MLRC) decided to broach these issues of MSOC and unilateral orders to
withhold treatments at the end of life in order to explore if further guidance for
patients, SDMs, physicians, lawyers and others could be achieved. ®’ In its review of the
Lavallee case, the MLRC pointed out the narrow set of facts and framework on which it
was decided and thus questioned its generalizability. The MLRC found no recognized
positive right to life-sustaining treatments in its research and recommended that
physicians retain authority to withdraw or withhold life sustaining treatment without
consent based on considerations of the MSOC and the ability of such treatments to
continue to provide medical benefits. The MLRC concluded,

it is fair to conclude as a general proposition that the physician has the
ultimate power to withhold or withdraw life sustaining treatment without
the consent of the patient. In exercising that power, there are onerous
ethical and legal obligations of consultation, information and discussion
the objective of which is to lead to a consensus decision, but where an
impasse is reached the physician may withhold or withdraw life sustaining
medical treatment. This may appear to be reflective of the discredited
authoritarian, paternalistic medical practices of the past but there is
reason for caution before entertaining a right to life sustaining medical
treatment.®

However, the report nicely outlined the “intuitive attraction of the notion of personal
autonomy and support for a patient’s right not only to refuse life sustaining treatment

7% The report also explored the perception

but also to demand life sustaining measures.
that consent is required in all situations of proposed withholding and withdrawal of life
sustaining treatments, and the opposite view that consent should not be required when

such treatment would not offer any medical benefit.
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The MLRC called for a uniform and consistent approach to decision-making regarding
withholding and withdrawing life-sustaining treatments across the province and across
institutions. Its recommendations focused on communication and ensuring this process
to decide on withholding and withdrawal was consistent, transparent and equitable.”®
The MLRC however did issue recommendations regarding conflict resolution practices
that reflected the process previously outlined in Golubchuk, stating:

Where a consensus cannot be reached between the physician and the
patient or substitute decision maker about withholding or withdrawing life
sustaining medical treatment resort should be had to other available
informal dispute resolution procedures. Institutional facilitators and
mediators such as ethicists, pastoral care workers and other qualified
persons can assist in finding a consensus between the physician and the
patient/substitute decision maker. In some circumstances, independent
external mediators may be helpful. Every reasonable effort should be used
to secure agreement in as informal and sensitive a process as possible.”

The MLRC ultimately stated that when “all preceding measures have failed to produce
an agreement the physician may, after an appropriate notice period, withhold or
withdraw life sustaining medical treatment where such treatment would be medically
inappropriate or professionally unethical.”’? As the MLRC explained further:

A corollary of the foregoing is that we do not favour a right to indefinite
life sustaining medical treatment. The appeal of autonomous decision
making and personal control of all end of life medical decision making is
initially attractive. An unfettered right to life sustaining treatment,
however, may result in unreasonable demands being made for indefinite
inappropriate medical treatment. We cannot judge how significant a risk
this is and we cannot quantify the burden on the health care system but
there are additional and independent reasons for caution. First, the
recognition of such a right may be inconsistent with the fundamental
professional and ethical obligations of physicians not to provide medically
inappropriate treatment. Second, it opens the door to a more general right
to other forms of inappropriate medical treatment prior to the end of life
situation. Third, human and economic health care resources are strained
and some professional control over the use of medical technology to
sustain life indefinitely is appropriate.”

The MLRC reviewed a proposed draft policy of the College of Physicians and Surgeons of
Manitoba (CPSM) in its report and proposed changes according to its own findings. The
CPSM subsequently issued a “Statement on Withholding and Withdrawal of Life-
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Sustaining Treatment” in 2008.”* It states that physicians can unilaterally withhold or
withdraw treatment if “the minimum goal of life-sustaining treatment is not realistically
achievable or that it is realistically achievable but there are likely to be significant

negative effects on the patient including, but not limited to, pain and suffering.””

Since this policy statement, the CPSM passed “By-Law 11, Standards of Practice of

Medicine,”’®

which revokes all previous policies of the College. However, in its new
“Code of Ethics of The College of Physicians and Surgeons of Manitoba” (approved
December 2015), the CPSM states as an overarching and guiding principle in relation to
life-sustaining treatments that physicians are to “ascertain wherever possible and
recognize the patient’s wishes about the initiation, continuation or cessation of life-

nl7

sustaining treatment.”’” At the same time, By-law 11 maintains the earlier definition of

the “minimum goal of life-sustaining treatment” as:

clinically defined as the maintenance of or recovery to a level of cerebral
function that enables the patient to:

e achieve awareness of self;

e achieve awareness of environment; and

e experience his/her own existence.

For pediatric patients, the potential for neurological development must be
factored into the assessment.”®

According to the Standards of Practice, if this minimum goal is not achievable and
consent to withhold or withdraw is not obtained by the patient or SDM, a second
opinion is required. If the second opinion supports the determination that the minimum
goal cannot be reached, unilateral withdrawal of life-sustaining treatments can proceed
with written notification to the patient and SDM that includes the physicians’ findings,
those of the second opinion, and the time and date upon which withdrawal will
proceed.79

Manitoba is currently the only province in Canada to include such a definition of a

III

“minimum goal” of life sustaining treatment and a process to unilaterally withhold
treatments in its standards of practice. The Standards of Practice have not been
challenged in court subsequent to the Supreme Court’s ruling in Rasouli. It is unclear if a
court challenge arising in Manitoba regarding the unilateral decision to withdraw life-

sustaining treatments would result in a very different ruling.

Elsewhere, pre-Rasouli cases across Canada highlight the tension between the MSOC,
best interests, and consent. While these cases highlight the importance of considering
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these issues, they do not resolve the tension in any definitive manner. In the Alberta
case of Sweiss v. Alberta Health Services, Mr. Sweiss, the patient whose serious health
conditions resulted in 98 previous hospital admissions and who suffered from significant
cardiac disease, had sustained a cardiac arrest and severe neurological injury.SOHis
physicians recommended withdrawal of life support and a DNR order. The family of the
patient felt that this impugned their father’s Islamic faith, and sought an injunction to
discontinue the DNR order of the doctor and to prevent any doctor from removing the
mechanical ventilation machine.®! Ouellette J ruled that life-sustaining treatment does
not need to be provided if it is not in a patient’s best interests and that patient wishes
do not trump all other considerations. Ouellette J stated:

In light of the above, it is my opinion that simply because a medical
procedure can be done does not mean that it should be done. | agree with
the general premise that courts and patients should not require that
doctors provide a course of treatment which is not in their best interest. |
also believe that the patient’s wishes and directions regarding his or her
treatment are a factor which must be considered by the Court. It makes
little difference whether these wishes and directions are grounded in
religion or otherwise. Rather, what is key is that the patient’s wishes,
values, and beliefs are considered by the Court in making a determination
in this context. However, it is also my view that a patient’s wishes and
beliefs should never be said to trump all other factors, principles, or
opinions where a determination as to what is in the patient’s best interest
is being made. There may be situations where the patient’s wishes or
directions run contrary to his or her best interest or where they are
inconsistent with what is just and equitable in the circumstances. For
example, a direction not to provide a child or adult a necessary blood
transfusion to avoid death.

In summary, | am of the view that the proper test to be applied is what is
in the best interest of the patient. In determining the best interest of the
patient there are several factors and considerations which should be taken
into account. Although not exhaustive, they include:

(i) the patient’s actual condition;

(ii) the medical treatment that is recommended;
(iii)  the wishes and directions of the patient; and
(iv)  whatis just and equitable in the circumstances.

All of these factors and considerations must be weighed and balanced and no one factor
should be considered determinative.?

The ruling provided no specification on how any conflicts between perceived “best
interests” and the MSOC could be resolved. In other words, the ruling does not clarify if
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the MSOC “trumps” or outweighs considerations of “best interests.” The factors that are
fundamental to determine if a treatment falls within the MSOC are engaged once again
as part of the “best interests” test to determine which amongst various treatment
options may be the best choice for the patient. But if the wishes and beliefs of the
patient “run contrary” to the MSOC, the ruling provides no further guidance on how to
resolve the conflict. Nor was further information on how to determine “what is just and
equitable” provided.

In L.I.C. (Re), a dependent patient with a long-standing brain injury under the
guardianship of the Public Guardian suffered a cardiac arrest and was in a vegetative
state.® Her physicians recommended that life support be withdrawn and a No CPR
order be placed on her chart.®* The family did not dispute this treatment pIan85 and the
Public Guardian sought direction from the Court who relied on Airedale NHS Trust v
Bland, which stated:

the question is not whether it is in the best interests of the patient that he
should die. The question is whether it is in the best interests of the patient
that his life should be prolonged by the continuance of this form of
medical treatment or care.

LIC went on to conclude:

Based on case law cited above, it appears that the decision of whether or
not to withhold or withdraw life sustaining medical care is inherently a
medical decision, within the sole purview of a patient’s treating doctors.®’

In IHV (Re), an incapable patient with end stage cancer and renal failure was
recommended for palliative care and the withdrawal of other treatments.®® One of her
daughters refused to consent while the other agreed to the physician’s proposed
treatment plan. The Court appointed a guardian and held “that it would be
inappropriate for the courts to mandate by injunction medical treatment that may be
contrary to the unanimous view of health care practitioners, as they are the ones with

the expertise, experience, and the compassion.” %

And in 2010, May v. Alberta Health Services reviewed the role of consent for a child who
suffered severe neonatal encephalopathy at birth and required life support.gOThe
physicians wanted to withdraw life support. The parents, acting as SDMs, refused to
provide consent and sought an injunction to obtain independent medical opinions. The
child died before the court could rule. However, the court subsequently issued an
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advisory decision on the issue of the injunction. There the court held that an injunction
sought in context of end-of-life or urgent life-threatening conditions should be tested in

the “best interests of the patient.”**

Among these “best interests” factors are the role
and value of additional medical opinions.?” Again, the court declined to discuss how

these considerations should be weighed.

In British Columbia, the leading case on this issue is that of Rotaru v. Vancouver General
Hospital Intensive Care Unit.*® In this case the patient had developed an ischemic colitis
that was not treatable.’ She had recurrent episodes of shock and bleeding requiring
admission to the intensive care unit and developed multisystem organ failure include
renal failure. The nephrology team refused to offer dialysis as they felt it would fall
outside the MSOC. All physicians involved recommended withdrawal of life-sustaining
treatment since the patient had an irreversible, untreatable illness and was dying. The
daughter refused to consent to this plan. At issue was whether a court could “order a
doctor to treat a patient in a manner contrary to the judgment of the doctor.”** The
court ruled that hope for a better outcome and a SDMs’ love for a patient is not grounds
for a court to order treatment outside the MSOC. Burnyeat J stated:

There is no doubt in my mind that the Petitioner hopes that something can
be done to reverse what the medical advisors believe is the inevitable
result of the condition of her mother. The love for her mother was clearly
evidenced by the submissions made by the Petitioner. However, that is not
enough to ground an order to a medical advisor to treat Ms. Priboi in a
manner which is contrary to his or her clinical judgment even if such an
order could be made by this Court.”®

The ruling in Rotaru dealt with whether the court could order treatment once it had
already been ceased and did not however deal with the same issues as seen in
Manitoba and Alberta — that is to say at issue was not whether the court could prohibit
physicians “from withdrawing forms of treatment or life support systems.” This
distinguishes it from the decisions in Golubchuk, Swastzky and Sweiss. The Court did
however also order that the patient’s medical records be made available to the
daughter so that a second option could be sought in a further attempt to resolve the
conflict.

I. United Kingdom

The challenge of balancing consent with the MSOC at the end-of-life is recognized
worldwide. An exhaustive review of British law in this area is outside the scope of this
paper, but some key aspects are worthy of note. Courts in the United Kingdom, which
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many Canadian courts reference in their rulings, seem to consistently take the approach
that the legal framework allowing for the withdrawal of life-sustaining treatment is
based on the assumption that improved quality of death is preferable to prolonged life
with increased suffering. This approach can be seen in the obiter of many cases.?’

The British courts have placed significant weight on the importance of the MSOC in
determining how to resolve conflicts about the patient’s best interests at the end of life.
While consent is important, the MSOC has been perceived as the cornerstone of
treatment that protects the patient from the real harms caused by aggressive
treatments at the end of life. The courts’ rulings reflect that in these conflict situations,
death is inevitable and medical treatments are appropriately aimed at alleviating pain
and suffering rather than adding to them. The medical opinion to cease treatment even
without family or SDM consent flows from a value system placing a premium on the
physician’s responsibility to minimize suffering. This perspective was perhaps best
articulated in the seminal House of Lords’ case Airedale N.H.S. Trust v Bland.”® The
Airedale ruling noted that “the question is not whether it is in the best interests of the
patient that he should die. The question is whether it is in the best interests of the
patient that his life should be prolonged by the continuance of this form of medical

treatment or care.””’

In addition to the case law are two important pieces of legislation: the Mental Capacity
Act 2005 (in England and Wales), along with its “Code of Practice;” and the Adults with
Incapacity (Scotland) Act 2000, along with its “Code of Practice.”*®
legislation set out the determinants of a person’s capacity; determine who can make

These pieces of

decisions in the event of a person’s incapacity, and how these decisions should be
made; describe how a person may make provisions for future treatments should
incapacity ensue. The statutes also include provisions to protect incapable patients in
need of “serious medical treatment.”

In the United Kingdom the authority to make decisions on behalf of an incapable patient

rests with the physician and not the family.***

This is an important distinction from the
legal framework in Canada, which makes the UK model more challenging to apply here.
However, in certain circumstances, physicians must make an application to a specialized
court, the Court of Protection, to determine whether treatment will be withheld or
withdrawn. The Court of Protection relies in part on “Practice Direction 9E —
Applications Relating to Series Medical Treatment,” which specifies that an application
must be made when an incapable patient requires a “serious medical treatment,”

meaning:
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treatment which involves providing, withdrawing or withholding
treatment in circumstances where:

(a) in a case where a single treatment is being proposed, there is a fine
balance between its benefits to P and the burdens and risks it is likely to
entail for him;

(b) in a case where there is a choice of treatments, a decision as to which
one to use is finely balanced; or

(c) the treatment, procedure or investigation proposed would be likely to

involve serious consequences for [patient].'®

These circumstances include the withholding or withdrawing of artificial nutrition and
hydration from a patient in a permanent vegetative state (PVS) or a minimally conscious
state (MCS), and for any situation involving an ethical dilemma in an untested area. It is
important to note however that artificial nutrition and hydration can be withdrawn or
withheld if consent is obtained from a capable patient or if a patient is incapable and
continuing artificial nutrition and hydration would not be in his or her best interests, but
the patient is not in a PVS or MCS.*®
an application to the Court of Protection must be sought in these circumstances.

It is only those patients in a PVS or MCS for whom

Lawyers appearing before the Court of Protection are requested to seek an order that
“the patient lacks capacity to consent to the continued life-sustaining treatment
measures; and that, it would be in the patient’s best interests to withdraw the life-

»10% Hearings by the Court of Protection are generally private,

sustaining treatment.
which doesn’t facilitate understanding or promote the education of health care teams
regarding best practices in decision-making, though there are provisions to make either
the hearing or the publication of its reasons public.105 Furthermore, since the authority
to make decisions on behalf of an incapable patient rests with the physician and not the
family in the UK, the Court of Protection has limited authoritative scope and it is difficult
to see what advantages a similar Court could offer Ontarians when faced with disputes

regarding the MSOC with respect to life sustaining treatments and CPR.

On the other hand, the General Medical Council (GMC), the British medical profession’s
governing body, in its policy on “Treatment and Care towards the End of Life,”**
emphasises a presumption in favour of prolonging life by requiring physicians to take
“all reasonable steps to prolong a patient’s life” though stating “there is no absolute
obligation to prolong life irrespective of the consequences for the patient, and

»107

irrespective of the patient’s views. It states that in the event of conflicts regarding

the withholding or withdrawal of life support physicians should try to achieve
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consensus, to provide a second opinion, hold a case conference or use mediation taking
into account the legal framework for resolving disagreements. If conflict persists
physicians are advised to seek legal advice in order to apply to the appropriate statutory
body or court. When case law is considered the GMC advises that the courts will apply a

“best interests” standard in England, Wales and Northern Ireland while courts in
108

"

Scotland will adjudicate whether the treatment s of benefit.”

The Intensive Care Society (the society of critical care medicine professionals in Britain)
in its “Guidelines for Limitations of Treatment for Adults requiring Intensive Care”'%
states that life-sustaining treatments can be withheld or withdrawn if they “will not
benefit the patient or the expected benefits are outweighed by the burdens of
treatment”, and includes consideration of the wishes of the patient if possible and that
attempts need to be made to determine what his or her wishes were. Moreover, “every
withdrawal decision should be made upon its own merits and must not be made on the

»119The guidelines do not however provide

basis of either cost or medical convenience.
any guidance in the event of conflicts regarding withholding or withdrawal of life-

sustaining treatments.

Case law has also provided further clarification of the term “best interests” which
includes medical, emotional and all other factors relevant to the patient’s welfare but
does not mean that treatment should be aimed at prolonging life no matter the
consequences to the patient.111 Different than seen in Canada, most of the cases that
have arisen in the United Kingdom have dealt with issues around artificial nutrition and
hydration and not withholding or withdrawal of life support. Furthermore in Re J(A
Minor)**?the court ruled that if a patient requests a treatment outside the MSOC the
physician has no obligation to provide it however a second opinion should be sought.
The responsibility remains with the physician to decide what treatments to offer, in
other words, which treatments fall within the MSOC. If asked to adjudicate on
withholding or withdrawing a treatment, the courts have considered if such a
withholding or withdrawal accords with a responsible body of medical opinion however
the court will makes its own determination of whether such a proposal is within the

patient’s best interests.**

In Aintree University Hospitals NHS Foundation Trust v. James''*

the patient was
admitted in 2012 with sepsis from an infected stoma originally created in 2001 after
resection of a colon cancer. He developed multisystem organ failure, and sustained a
cardiac arrest and anoxic brain injury. His physicians applied to the Court of Protection

to withhold further life-sustaining treatments including CPR if he worsened. The Court
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of Protection ruled against the physicians, however, the ruling was overturned on
appeal which held the Court of Protection had used “too narrow a view of futility" and
should have been “concerned instead with whether the treatment was worthwhile in

the interests of the general wellbeing.”*"®

The patient died before the Supreme Court
could rule; however, the appeal was heard due to the importance of the issues raised.
The Supreme Court ruled physicians are permitted to withhold life-sustaining treatment

when it is not in the patient’s best interest or is “overly burdensome.”**

There is scarce guidance on how to address issues of the MSOC in withholding and
withdrawal of life sustaining treatments in other jurisdictions worldwide. This report
explored legal frameworks in the United Kingdom which appear to give significant
weight to the MSOC in determining the best interests of a patient in adjudicating
conflicts regarding the withholding and withdrawal of life-sustaining treatments. Though
not discussed here, the legal approach in other commonwealth countries such as New
Zealand and Australia would generally appear to be similar to that of the United
Kingdom.117

J. Summary and Conclusions

Canadian statute and case law to date have not clearly addressed all of the issues that
arise in end-of-life care, in particular those surrounding issues of the MSOC and the
withholding and withdrawal of life-sustaining treatments and CPR. The case law across
Canada has somewhat clarified issues of the medical standards of practice, in particular
the role of legal constructs of capacity; the need for consent; the need to consider the
patient’s best interests (including that these include more than prolonging life itself);
and the standards of substitute decision-making that need to be met. However as
discussed above, it remains unclear whether the different statutory and policy
considerations in different provinces would result in different court rulings if disputes
about withholding and withdrawal of life-sustaining treatments require adjudication.
This may result in inequity in the provision of treatment, which would be difficult to
justify in law. In particular, the CPSM policy, which under certain circumstances permits
the unilateral withdrawal of life-sustaining treatments, has not been subject to a legal
challenge since the ruling of the Supreme Court in Rasouli. It is unclear if such a
challenge could be withstood since the Rasouli ruling did hinge on a statutory
interpretation of Ontario’s HCCA.
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However, this significant discrepancy in approach to balancing the MSOC and patient
wishes in resolving disagreements about withholding and withdrawal of life sustaining
treatments arguably should prompt a consideration of:

1) the underlying reasons for such differences in policy approaches (for
example, between Manitoba and Ontario);

2) the advantages and potential risks of using the MSOC to determine
when such treatments should be withheld and withdrawn;

3) the means to more effectively, fairly and transparently resolve
disagreements in a timely manner when SDMs want life-sustaining
treatments to continue for incapable patients when such treatments
fall outside the MSOC;

4) potential changes to statutes to clarify the legal underpinnings of
treatment decisions and to render adjudications more just and
transparent to all involved parties; and

5) the means through which statutes can and should effectively promote
quality end of life care in these areas.

These issues remain inconsistently resolved in law, and variable approaches in
addressing them in clinical practice only generate more confusion. Such variability and a
lack of transparency raises significant concerns with respect to equal treatment of
patients within the health care system that challenge notions of equality, equal benefit
and protection in law.

Il. MEDICO-ETHICAL CONCEPTS AND  STAKEHOLDER
PERSPECTIVES

In this section we build upon the legal review above and describe some key medical and
ethical concepts relevant to decision-making for life-sustaining therapies. We begin with
an explanation of the prevailing model of decision-making then explore the perceptions
of CPR and decisions about CPR and life support in the medical community, legal
community and the public. Since these perspectives vary in different parts of the world,
we cite Canadian or Ontario literature whenever possible. Since the perspective of the
legal community and SDMs has not been reported in the literature, we conducted a
gualitative study to gain this perspective and report a summary of our findings.

Once again, the focus of this project was specifically on balancing the interests of
patients, substitute decision-makers, family and health care providers in decision-
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making over the withdrawal and withholding of life-sustaining treatment. Our review of
the literature and our research were predominantly focused on this area.

A. Shared Decision-Making: the Prevailing Model within the Health Care
Community for Treatment Decisions Nearing the End of Life

In the health sciences literature, the most commonly described model of decision-
making for any medical decision is known as “shared decision-making”, where decisions
are shared between the patient (or substitute decision-maker) and the health care
team. Broadly speaking, this model involves using patient values (provided directly by
the patient or through substitute decision-making) to select a treatment plan from a list
of medically reasonable options (those treatments that fall within the MSOC), using a
communication style and deliberation process that respects the patient’s preferences.
When applied to a seriously ill patient, this model involves specific practices that are
commonly grouped into 4 dimensions:

e Providing Medical Information
0 Discuss the nature of the decision
0 Describe treatment alternatives available within the MSOC
0 Discuss the pros and cons of these choices
0 Discuss uncertainty of benefits, risks and outcomes
0 Assess patient or SDM understanding
e Eliciting patient values and preferences
e Exploring the patient or SDM’s preferred role in decision-making
0 Discuss their knowledge of legal standards of substitute decision-
making and the SDM’s and/or family members’ role and
responsibilities in decision-making
0 Assess the need for input from others
e Deliberation and decision-making
0 Explore the context of the decision
O Elicit the patient or SDM’s opinion about the treatment decision.'®

The use of this shared decision-making model in the existing literature is associated with
a high degree of patient and SDM satisfaction and, in most cases, when physicians,
patients and SDMs discuss whether or not to provide life-sustaining treatment, all

119 CIinicians,120 patients, and SDMs*??

stakeholders are able to reach an agreement.
alike show a strong preference for consensus approaches to decision-making rather

than unilateral decisions. Disagreements and intractable disputes are relatively rare.
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Yet there are problems with the shared decision-making model. It is a challenging model
to apply, and even in academic hospitals with a reputation for strong communication,
only a small percentage of decisions include all of the elements described above.'*

The main problems with shared decision-making can be summarized as follows:

1) Communication: shared decision-making depends on good
communication. The existing literature demonstrates that patients typically
wish to avoid life-sustaining measures at the end of Iife,123 but very few

124

have discussed their wishes with their physician or an SDM, " even after

125 At the same

they have been admitted to hospital with serious illness.
time, clinicians often feel untrained to have these conversations,126 and
perceive that patients and SDMs are unwilling to discuss goals of care,?’
which leads to cursory conversations that are lacking in content and
context or, often, no conversation at all prior to a crisis.

2) Expectations for treatment: shared decision-making depends on a good
understanding of illness, prognosis, and the likelihood of benefitting from
specific therapies. Most patients and SDMs have an unrealistically
optimistic expectation of the benefit of life-sustaining measures™?® and lack
the ability to understand the implications of a single decision on the
subsequent cascade of decisions common among patients at the end of
life. This may drive them to request treatments that could potentially be
inconsistent with their values.**

3) Substitute decision-making: shared decision-making depends on an SDM
being able to represent the wishes, values and beliefs of an incapable
patient. Research suggests that most SDMs cannot do this without
considering their own relationship with the patient, and the value of life in
general.130

4) Trust in health care providers: shared decision-making depends on trust,
and patients or SDMs with low levels of trust in doctors are also less willing
to share responsibility with physicians and health care teams for
determining the range of options in more value-sensitive decisions, such as
whether or not to withdraw or withhold life-sustaining measures.

5) Time constraints: shared decision-making requires time, and important
treatment decisions often have to be made in urgent or emergent

situations. When this happens, stakeholders often revert to a
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“paternalistic” decision-making model in which the physician makes the

decision him or herself.'*?

When shared decision-making breaks down, there is a strong possibility that the patient
will end up having no clear treatment plan, or having a plan that is inconsistent with
their values. A recent study showed that only a minority of seriously ill hospitalized
patients in Ontario have a documented treatment plan that is consistent with their
values.™?

B. The MSOC for Life-Sustaining Measures at the Bedside in Ontario

The first section outlined how MSOC is defined in law and policy, and discussed some
inconsistencies in the use of the term. As mentioned previously, outside of the courts,
the MSOC is generally framed by professional societies for prospective or in-the-
moment decisions; professional societies focus on a physician’s obligation to offer only

133 This is a subtle distinction,

treatments that they feel would “benefit” the patient.
placing the emphasis on determining whether something will be of benefit rather than
whether or not another physician with similar training would offer it. But it can be
challenging to define “benefit” since this may depend on the goal of medical care in any

particular situation.™®”

CPR is one treatment that can become the focus of a dispute between health care
providers, patients and SDMs about benefit. For CPR, there are scenarios in which there
is no reasonable prospect of successful resuscitation, such as unwitnessed cardiac
arrests in a long-term care facility,**® or patients with treatment-refractory metastatic
cancer.”’ But there are also many situations where the medical literature has clearly
shown the likelihood of survival is not zero, but still very low. In such situations, a
reasonable person might feel that CPR is worthwhile because if CPR is withheld, the
chances of surviving a cardiac arrest would be zero. But this consideration only

considers survival and not what life after resuscitation would be like.

Survival alone as an endpoint overlooks the very real harms that CPR and life-sustaining
measures can cause for some individuals at the end of life, which have been well
documented. For instance, patients who survive CPR often require prolonged efforts at
resuscitation, suffer severe anoxic brain injury, and only “live” to die in the near future.
Those who survive long enough to be placed on life-sustaining measures often

h.138 survivors often have a

139

experience significant pain, anxiety, and shortness of breat

very poor quality of life and functional impairment after critical illness.”” Patients who
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receive more aggressive care report a lower quality of life prior to death,* and
bereaved family members of patients who die in intensive care settings report higher

rates of depression.**! Health care providers who provide non-beneficial aggressive care

at the end of life report higher rates of post-traumatic stress disorder and burnout.**

Finally, advance care plans that specify limitations on aggressive end-of-life care are

associated with lower health care costs at the end of life even though patient outcomes

are not cha nged.143

In other words, a reasonable person could feel that CPR is not justified in some cases
because it would lead to a very high likelihood of suffering for the patient, family
members and health care workers alike, and at great cost to the health care system.
Withholding CPR, on the other hand, would lead to a much higher likelihood of a
peaceful and comfortable death.

Of course, this places a great deal of importance on how one defines “benefit.”
Published studies of “non-beneficial treatment” generally include one or more of the
following definitions:

o Ineffective treatment

O “Quantitatively futile”: There is no chance that the treatment will
achieve the desired effect of resuscitation (e.g. CPR in a decapitated
patient).

O “Qualitatively futile”: The treatment may restore circulation and
vital signs but there is no chance that this patient will recover to
leave the ICU environment (i.e. the patient is permanently unable to
recover to the point of independent function).

0 Inconsistent with patient-defined goals: The treatment may restore
vital signs and the patient may be able to leave the ICU
environment, but the best possible outcome is still below the
minimum functional level that the patient would find acceptable.

e Not Cost-Effective: Life-sustaining therapy is often costly, and when the
likelihood of benefit is extremely low, these therapies may not appear cost
effective. Of course, anything that is not effective is by definition also not
cost effective, but the two concepts should not be conflated and any
discussion of cost-effectiveness involves a broader discussion of effective
use of health care resources and rationing, which is beyond the scope of
this paper.

e Effective, but the burdens of treatment grossly outweigh the benefits:
Life sustaining therapy is often associated with a significant burden in
terms of symptoms and functional decline. Some may not feel that these
burdens are justifiable in the face of a small potential benefit (e.g. a
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patient with a short prognosis due to an undercurrent terminal illness).
This is not equivalent to ineffective care, however, and the balance of
benefits and burdens is best determined by the patient him or herself. ***

Canadian clinicians generally share similar definitions of “non-beneficial treatment”.
One qualitative study revealed that ICU-based physicians, nurses and respiratory
therapists generally defined non-beneficial treatment to be “the use of considerable
resources without a reasonable hope that the patient would recover to a state of

relative independence or be interactive with his or her environment.”***

A subsequent
survey found that the most commonly accepted definitions of non-beneficial treatment
were: “advanced curative or life-prolonging treatments that would almost certainly
result in a quality of life that the patient has previously stated that he or she would not
want" and “advanced curative or life-prolonging treatments that are not consistent with

the goals of care (as indicated by the patient).”**°

Ontario physicians are often able to
define “benefit” in specific cases, but when defining the MSOC, they will commonly

make reference to patient values and consent.

These observations show the degree to which medical standards can relate to patient
values or goals of care. This may be a good thing when it helps to arrive at agreement on
a plan of treatment, but it can also be a bad thing when those values are unknown,
unrealistic or incorrectly conveyed (as described above). Indeed, a large proportion of
ICU clinicians report routinely providing life-sustaining therapies that they feel are non-
beneficial."”’ In other words, a broadly-defined MSOC relies on patient values to a
considerable degree, but patient values cannot always be smoothly incorporated into
the MSOC.

C. The Therapeutic Imperative and the Idea of CPR as a “default” option

Some people believe that CPR is a default option, one that must be provided unless
there is an agreement to withhold it. But this “default” approach is problematic at the
bedside for many reasons, one of which can be illustrated in a realistic vignette:

Three Ontario physicians are called urgently to the emergency room — an
oncologist, a surgeon and an intensivist. They are asked to see a patient
with widely metastatic cancer, a malignant bowel obstruction and renal
failure, clearly in his final hours of life. The patient is delirious and not
capable of making medical decisions. The SDM is at the bedside pleading
with the doctors to "do everything" to prolong his life, insisting that the
patient receive chemotherapy, surgery and life support. All three
physicians recognize that the patient is imminently dying and refuse to
provide these therapies, offering palliative medications instead. The SDM
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does not agree to this recommendation, and when the patient dies, the
SDM registers a complaint with the CPSO. Only the intensivist would be
disciplined in these circumstances, because CPSO policy treats CPR
differently than chemotherapy and surgery.

In order to understand this apparent double standard for CPR (compared with other
therapies), we must appreciate the history of resuscitation. CPR was first developed as a
means of resuscitating patients who suffered a cardiac arrest apparently as a result of a
primary cardiac arrhythmia. Much excitement surrounded CPR as it permitted outcomes
that were unachievable in the past. In subsequent years, the use of CPR expanded to

148
In

include virtually any situation in which a patient’s cardiac output was undetectable.
modern times, regardless of location, medical practitioners who encounter a pulseless
individual would be typically expected to initiate CPR with the hope of resuscitating the
patient. This is consistent with the traditional medical culture of “saving lives” and

“erring on the side of life” whenever possible.

At the same time, physicians often wish to avoid CPR in patients nearing the end of life,
reasoning that it can cause suffering for no apparent medical benefit. Accordingly, many
professional societies have adopted policies that advise against the provision of CPR and
life-sustaining therapies that health care providers consider to be non-beneficial. Some
of these were reviewed in the previous section on law and policy regarding the
withdrawal and withholding of treatment. Other policies are addressed below.

For instance, the CMA “Statement on Life-saving and -sustaining interventions”
(updated 2013) specifies how:

There is no obligation to offer a person medically futile or non-beneficial
interventions. Medically futile and non- beneficial treatments are
controversial concepts when applied to life-saving and life- sustaining
interventions. For the purposes of this document, “medically futile” and
“non- beneficial” are understood as follows: in some situations a physician
can determine that an intervention is medically futile or non- beneficial
because it offers no reasonable hope of recovery or improvement or
because the person is permanently unable to experience any benefit; in
other cases the utility and benefit of an intervention can only be
determined with reference to the person's subjective judgment about his
or her overall well-being.**®
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The British Medical Association’s policy on “Decisions relating to cardiopulmonary
resuscitation” (updated October 2014) indicates that:

In other cases, the decision not to attempt CPR is a straightforward clinical
decision, if the clinical team has good reason to believe that a person is
dying as an inevitable result of advanced, irreversible disease or a
catastrophic event and that CPR will not re-start the heart and breathing
for a sustained period. If there is no realistic prospect of a successful
outcome, CPR should not be offered or attempted.150

The Australian Medical Association “Position Statement on End of Life Care and Advance
Care Planning” (updated 2014) specifies that:

Doctors should understand the limits of medicine in prolonging life and
recognise when efforts to prolong life may not benefit the patient. In end
of life care, medically futile treatment can be considered to be treatment
that gives no, or an extremely small, chance of meaningful prolongation of
survival and, at best, can only briefly delay the inevitable death of the
patient....doctors are generally not obliged to provide treatments that are
considered medically futile.™

While these organizations underscore the importance of respecting patient wishes and
values, they state that a demand for CPR from a patient or SDM that is considered to be
non-beneficial from the health care providers’ perspective should be treated the same
way as a demand for chemotherapy or surgery that health care providers believe would
not result in benefit to the patient. Such requests should prompt an exploration of
patient values, and a clarification of misunderstandings about the limitations of
treatments.

From a medico-legal perspective in Ontario, CPR is a treatment. The HCCA does not
specify that any treatments should be provided by “default,” but a treatment can be
provided without consent in situations where a patient “is apparently experiencing
severe suffering or is at risk, if the treatment is not administered promptly, of sustaining
serious bodily harm” under the “emergency treatment” section (s. 25). Presumably,
emergency treatment would only apply to therapies that are expected to alleviate
suffering or prevent serious bodily harm, and certainly not if the therapy itself would
cause suffering for no realistic chance of benefit. In addition, a health practitioner
cannot invoke s. 25 if there are reasonable grounds to believe that the patient
expressed a capable wish that he or she did not want the treatment in question.’
Thus, an order to withhold CPR (effectively pre-empting the use of the emergency
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treatment provision of the HCCA to perform CPR) could be justified on the grounds of
either non-benefit or patient wishes.

The idea of CPR as a “default” treatment for cardiac arrest may be considered analogous
to the idea of surgery and chemotherapy as “default” options for cancer. If a patient
presents with cancer, they would usually be offered surgery and chemotherapy. But it
would not be the MSOC to offer surgery or chemotherapy in all situations without
considering the clinical circumstances and patient’s unique needs, or to continue such
therapies even if they are only harming the patient until the patient agrees to stop.

Following the Rasouli decision (described in the previous section), some have argued
that CPR is actually part of a “plan of treatment.” Again, under Ontario’s HCCA, a “plan
of treatment”:

(a) is developed by one or more health practitioners,

(b) deals with one or more of the health problems that a person has and
may, in addition, deal with one or more of the health problems that the
person is likely to have in the future given the person’s current health
condition, and

(c) provides for the administration to the person of various treatments or
courses of treatment and may, in addition, provide for the withholding or
withdrawal of treatment in light of the person’s current health condition.

If CPR were considered to be part of a plan of treatment that would exist by “default” or
as the result of a conversation that occurred previously (e.g. on admission), then CPR
would have to be provided in the event of a cardiac arrest (unless CPR would not
provide oxygenated blood to the brain), and this plan of treatment could not be

changed without consent.**

However, there are some practical issues with this interpretation. First, most
resuscitation conversations are brief and rarely achieve the standards of informed
consent indicated in the HCCA, resulting in a very poor understanding of CPR and its
risks, benefits and alternatives.™ Second, resuscitation and life-sustaining treatments
are commonly offered by physicians who do not themselves provide such treatments
and may have an imperfect or mistaken understanding of their abilities to help and
harm. In clinical practice, physicians are not always bound to follow treatment plans
offered by another physician, or plans offered previously by the same physician under
different circumstances. Even if the patient initially provided informed consent for CPR,
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the second physician might have more expertise and experience with CPR and life-
sustaining treatments, or the clinical situation may have changed. A primary care
physician could refer a patient to a surgeon or oncologist with the plan to treat a newly-
diagnosed cancer with chemotherapy or surgery, but the surgeon and the oncologist are
not bound to provide those therapies if they feel that the therapies are inappropriate,
even if the primary care physician obtained informed consent for that plan of treatment.
Resuscitation is also conceptually different from many other treatment plans in that no
specific therapies are provided immediately after consent is obtained for the plan of
treatment. Resuscitation is provided after an event that is difficult to predict with
precision (e.g., a cardiac arrest), and so by necessity the plan of treatment requires
consent given in advance. An analogous situation would be organ transplantation.
Patients with end-stage organ disease who are eligible for organ transplantation will be
offered the option of being placed on an organ transplant waiting list. This is essentially
a plan of treatment that triggers a specific therapy in the event that the patient comes
to the top of the list and an organ becomes available. But if the patient deteriorates, or
information becomes available that would make the transplant team feel that the
patient was no longer eligible for a transplant, the patient will be removed from the
transplant waiting list. This decision can be difficult and upsetting for patients and family
members, but the decision is ultimately a medical one and consent is neither sought nor
required.

Thus, there are a number of practical and ethical challenges to considering CPR a
“default” treatment that requires consent to be withheld. This requirement would be a
unique double standard in medical practice, one that is not applied to analogous
decisions to withhold cancer therapies, or remove a patient from an organ transplant
waiting list, among other examples.

D. How do Patients view Decisions about CPR?

From the public perspective, CPR is sometimes viewed as a “miracle” treatment, with
the ability to restore patients to life. Although the expected success rate of CPR is very

low for patients with advanced medical illness (<10%), the public perceives the success

h."®The sources of this unrealistic optimism appear to be CPR

157

rate to be quite hig
awareness programs, personal medical training, and television.™" Television appears to
be a particularly strong influence on perception, since the average estimate of CPR
success (~70%) is almost exactly the same as the success rate seen on popular television
programs.158 Patients who perceive higher rates of successful CPR are more likely to

request it for themselves,™® even if patients are not good at determining their own
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likelihood of success. Patients often do not appreciate the harms of CPR and subsequent
life-sustaining therapy, which include a high prevalence of pain, shortness of breath and

180 When patients are informed about the actual process and low success rate of

anxiety.
CPR, they will usually opt not to receive it."®* Yet one study found that a substantial
proportion of ICU survivors would want such treatments even if there was no chance

162

that they would prolong life,”* and another found that many patients request CPR even

though their goals are to prioritize comfort care.'®3

Many patients also do not learn specifics about CPR from their health care providers.
Even seriously ill hospitalized Canadians often cannot recall having had a discussion
about resuscitation and life support with their physician, and very few can describe CPR

%4 Those who can recall having had a discussion about CPR would often

in specific terms.
describe it differently depending on whether they requested CPR or a No-CPR order.'®®
Those who request CPR describe the procedure as a “restoration of life”, or they have
no clear idea what is involved. Those who request a “No CPR” order view CPR as violent,
traumatic and painful, with complications and only a brief, futile prolongation of life.
Conversely, when asked about the meaning and consequence of a “No CPR” order,
those who request CPR feel that this would result in substandard care, in some cases
tantamount to euthanasia or assisted suicide. Patients who request a “No CPR” order
feel that the medical team would provide comfort care and allow a natural process to

186 Clearly, all patients understand CPR and CPR orders in fairly stark terms,

take place.
focusing on specific concerns or hopes that may not necessarily reflect a typical

experience.

When making decisions about CPR orders, patients often consider personal factors
related to their quality of life, both current and anticipated.'®’ Those who opt for CPR
are typically experiencing and expecting a good quality of life, whereas those who opt
for a “No CPR” order are often unsatisfied with their current or anticipated quality of life
in the event of CPR. But patients also cite factors that are apparently unrelated to
medical considerations, such as relational factors. Many speak of a desire to remain
with family members, or to avoid being an emotional and physical burden on others.
They also cite philosophical factors, such as a desire to complete life goals or to avoid
delaying the inevitable.®®
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E. How do Substitute Decision-Makers view decisions about CPR and Life-
Sustaining Measures?

Since there was limited literature specifically representing the perspective of SDMs on
this issue, we conducted qualitative research to better understand this important
viewpoint. We sent out an invitation to a group of SDMs to participate in focus group
sessions to discuss some of their experiences around substitute decision-making, and
their views on different means of resolving disputes about withholding and withdrawing
life-sustaining measures. A description of the research methodology and the qualitative
coding scheme are available in the Appendix. We will summarize here some of the key
themes identified in our research.

When discussing challenges in disputes about CPR and life-sustaining measures, SDMs
identified challenges relating to understanding their role as an SDM, dealing with the
emotional stress of having a critically ill loved one, and difficult interactions with
physicians.

SDMs reported having limited discussion of their role as a decision-maker, usually in the
context of the patient preparing a power of attorney document when the patient was
updating his or her will. Of course, the SDM is often not present at the time that legal
documents are prepared for other people, and they only come to appreciate the
specifics of their role when the patient becomes ill. Some SDMs ultimately found the
role very burdensome, and spoke of the need to inform prospective SDMs about the
role prior to it being assigned to them. One commented that “...it's not something that
anybody wants.” SDMs felt that a better explanation of the SDM role would be helpful.

SDMs emphasized the emotional strain of having a critically-ill relative, and the
perceived need to balance the wishes of the patient with the needs of other family
members, while also considering the personal relationship between the SDM and the
patient. Although SDMs could sometimes recall the patient having given them
instructions or wishes (to avoid life-sustaining measures, for example), other relational
issues meant that it was a “struggle to do the right thing.”

SDMs routinely identified poor communication as a major challenge that they faced in
their role. They identified deficiencies in both quantity and quality of communication
with physicians. SDMs felt that honest and timely communication was important for
developing trust, and that SDMs would feel much more comfortable following the
suggestions of people who they trusted.
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Many SDMs had only a vague understanding of the idea of a MSOC. Some understood it
as a form of legal protection for physicians, and others understood it as a form of
protection for patients, to prevent physicians from applying their own values to a
decision. There was a general feeling that the uncertainty of prognosis made it difficult
to have certainty around a medical decision or standard of care.

When SDMs were presented with different ways of explaining a decision- essentially a
request to give consent to withdraw life-sustaining measures versus assent to a stated
medical decision, there was a range of opinions from respondents. Some preferred the
example where physicians gave options and asked the SDM to decide. Others preferred
that the physician bear some of the burden of the difficult decision.

Similarly, there was a range of opinion about the ideal means of resolving disputes
between physicians and SDMs, and whether CPR should be provided to patients if they
develop a cardiac arrest while dispute resolution processes are ongoing. Some preferred
a process of in-hospital conflict resolution, whereas others thought that it was better to
seek adjudication within the legal system. Likewise, some felt that the medical team
should “provide care to the maximum until the situation is resolved”, while others felt
that the physicians should make the final decision.

Overall, our qualitative research was able to capture the various perspectives of SDMs.
There were relatively few points of agreement among all participants- they agreed on
the difficulty of fulfilling the role of SDM, and the poor quality and quantity of
communication they received from physicians. SDMs had little to say about the MSOC
and how it could play a role in decision-making around CPR and life-sustaining
measures.

F. How do Physicians and Health Care Providers view Decisions about
CPR and Life-Sustaining Measures?

Health care providers tend to view discussions of CPR and life support as part of a core

h 7169

concept of medical practice- “saving lives and warding off deat Although there is a

broad realization of the limitations of medical care, there is still an underlying

»19This may be one

therapeutic imperative, and a notion that “death is like a failure.
important reason why these conversations are avoided or postponed until very late in

the disease course.'’*
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When physicians do propose limitations on CPR or life-sustaining therapies, they
perceive the conversation as a process of “making meaning” of the situation together
with the patient or SDM. 172
achieved. At other times, the progress is slower or it fails to arrive at consensus. In such

At times, this proceeds easily and consensus is quickly

cases, both qualitative’”® and quantitative'’* studies indicate that from the physicians’
perspective, decisions to provide CPR and life-sustaining measures that they believe to
be non-beneficial are driven by the patient or SDM’s poor understanding of prognosis
and the limitations of treatments. These drivers are made more powerful by the
concerns about the medico-legal ramifications of a decision to withdraw or withhold
CPR or life-sustaining therapies. As one participant in one study explained, “Right now a
lot of the physicians perceive that the medical-legal environment is stacked against

them »175

This perspective, whether true or not, is understandable in the face of the decision in
Rasouli,*’®the HPARB ruling in EGIW v. MGC,*”” and the subsequent CPSO policy
discussed in the previous section. Each of these is an example where consent from a
patient or SDM is prioritized over the MSOC, which is to say what the health care
provider believes to be the appropriate treatment.

It would not be uncommon for physicians to complain that in the current medico-legal
environment, it is much easier in a situation of potential conflict to accede to a patient
or SDM’s demand for aggressive care than to engage in prolonged negotiation, pursue

conflict resolution, or apply for a hearing with the ccs.'’®

There is also little personal
incentive for physicians to advocate for a comfort-based approach in the face of
disagreement from an SDM. The above-mentioned CPSO policy merely gives advice
about the benefits of integrating palliative care into the treatment plan, while avoiding
the stronger language (e.g. “must”) used to describe a physician’s obligation to provide

CPR.

In other words, physicians perceive little risk if they decide to provide the most
aggressive care available to them, but potentially significant risk if they propose a
palliative-focused approach, even if the latter would meet what they believe to be the
MSOC.
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G. How do Members of the Legal Community View Decisions about CPR
and Life-Sustaining Measures?

Since we could not find any literature representing the perspective of practicing lawyers
on this issue, we conducted qualitative research to better understand this important
viewpoint. A description of the research methodology and the qualitative coding
scheme are available in the Appendix. We will summarize here some of the key themes
identified in our research.

When discussing challenges in disputes about CPR and life-sustaining measures, lawyers
identified challenges related to the family, health care system, legal system, and power
dynamics between these actors. Other lawyers highlighted the challenges associated
with letting families decide what to do. Families were emotional, they argued: they
were emotionally affected by and invested in the situation, decision-making, and
conflict, which was important to consider throughout the process.

There were three health system-related challenges that legal professionals emphasized.
First, physicians’ communication was limited both in the sense of whether the physician
communicated with SDMs or how end-of-life communication was conveyed. To unpack
limited communication, they said physicians many times didn’t prepare the families for
the situation of advanced illness: they didn’t explain the patient’s condition early
enough, and discussed patient wishes and values too late. When requesting end-of-life
decisions, they often presented the decision options bluntly, as a yes or no question,
without much explanation and empathy.

Second, lawyers found that doctors did not really understand the law: they often made
mistakes about determining the appropriate SDM, they didn’t request consent when it
was necessary, or requested consent without fully informing the patient or SDM about
the options and potential consequences. Some lawyers also found that physicians
guestioned capable wishes only when the physicians wanted to withhold or withdraw
life-sustaining measures, and didn’t present the legal process if disagreement occurred.

Third, legal professionals felt that health care resource constraints were a challenge.
Lawyers sometimes sensed that hospital bed and financial constraints were influencing
proposals to withdraw life sustaining therapies, which is inappropriate because such
concerns should not be part of end-of-life decision-making under the law. Legal
professionals also recognized the constrained medical resources in various parts of the
province that curtailed their access to experts and second opinions in conflict resolution
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and adjudication processes. Time was also mentioned as a limited resource- one that
shaped and constrained physicians’ and patients’ availability in end-of-life decision-
making and conflict resolution.

Legal professionals identified three legal system-related challenges. First, litigation is
expensive and time-consuming. Although parties might appear without representation
in front of the CCB, self-represented litigants face challenges and lawyers cost money,
and legal aid supported SDMs only in a limited number of cases. While the CCB made
decisions relatively quickly, the appeal process through the courts took a long time. A
few lawyers expressed concerns about the medical expertise of the CCB, since the
physician was usually a psychiatrist instead of an expert in the appropriate medical field,
such as an intensivist. Lawyers expressed concern about colleagues who had clients sign
power of attorney documents without explaining to them and their named SDMs the
roles and responsibilities of substitute decision-making and the nature of decisions
covered in the form.

From the lawyers’ perspective, both the health-care and the legal systems were
characterized by uneven power relationships. In the health care system, physicians’
knowledge and expertise put them in a position of power vis-a-vis their patients and
SDM. Physicians could misuse their power, and lawyers felt that doctors sometimes
“bully” or “coerce” substitute decision-makers in EOL decision-making and conflict.
Doctors’ expertise commanded them power in front of the CCB, recreating the doctor-
SDM imbalance of power in the legal arena. The legal system also has its own issues
with the balance of power, as it is most accessible to those who could afford legal
assistance. While patients and SDMs often have to pay for their lawyers, the Canadian
Medical Protective Association (CMPA) provides lawyers for physicians, giving a financial
advantage and enhancing the physicians’ position of power. Conversely some lawyers
pointed out that their role was to represent their client and to strive to achieve the
client’s goal of keeping the patient alive for as long as possible (rather than to determine
the patient’s best interest). The lawyers commented that the slow pace of proceedings
could work strategically in the SDM’s favour in achieving the client’s objectives.

Many lawyers criticized how physicians interpreted the Rasouli case, and the way in
which it created inertia among physicians as they let families dictate care in end-of-life
cases, even if they felt it was inappropriate. Disheartened by the legal process,
physicians often did not challenge “wrong” SDM decisions, creating a problematic
intersection of health and law.
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We asked legal professionals about the role of the MSOC in cases of dispute, but most
explained that the MSOC had not been used as an argument in their experience. They
mostly understood the term from cases involving negligence. Most of them thought that
MSOC could be used as a useful argument in these cases, but there were a couple of
important considerations to keep in mind. First, the MSOC could help explain what
medicine can potentially achieve and the limits of medical science. Second, the MSOC
could be interpreted in multiple ways, especially at end-of-life. Lawyers argued that
medical standards were often inconsistent, both locally and internationally. They also
dissected the language of the definition of MSOC, and questioned such terms as
“reasonable” and “disproportionate risk of harms and side effects,” which they felt
suggested a subjective perspective.

For lawyers, there was a rift between the MSOC and the law. The MSOC defined the
medical consideration and the law considered capable wishes, values, and best
interests, shaped by culture, religion, and personal relations. Given the necessity of
informed consent under the law, some felt that discussions could at times include
alternatives that fall beyond the MSOC.

Yet we found that there was disagreement within the legal community about the idea of
not offering treatment outside the MSOC. Some lawyers agreed that physicians didn’t
have to offer treatments that they viewed inappropriate, or falling outside of the MSOC.
Others thought physicians had to offer everything. There was also disagreement about
how they viewed the protection of patients under the MSOC. Some thought that the
MSOC protected patients and patients’ rights, especially if they were provided adequate
information about options. Others, however, thought that the MSOC provided
treatment options for patients and the law provided protection for them.

Most recognized the tension between respecting the MSOC and honouring an SDM’s
request for a specific treatment, as SDMs do not have medical training and might not
know the patient wishes. We also found disagreement among lawyers about decision-
making, or rather, whom they consider to be the decision-maker. There were legal
professionals who thought that physicians could make decisions about certain matters,
while others thought that decision-making was solely the SDMs’ responsibility if the
patient was incapable. In some cases, SDMs may agree with the idea of withdrawing
life-sustaining treatment but are unwilling to say so explicitly. To address this concern,
physicians will sometimes offer an “assent” model of decision-making, in which the
physician proposes that he/she will bear the burden of the decision-making (with the
agreement of the SDM). When presented with an example of “assent”, the lawyers all
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felt assent did not meet legal standards even if some perceived it as a form of
empathetic communication.

We also asked legal professionals to suggest mechanisms for improving decision-making
and dispute resolution, and they identified family-related, health care- and legal-system
related improvements. Some of the lawyers acknowledged that families were relational
and thus made decisions relationally. In other words, they implicitly challenged the
individualist conception of substitute decision-making, and recognized that SDMs were
relational beings, and their decisions were influenced by their relationship to the patient
and other family members, just as patients’ wishes were influenced by their relationship
to their family members. Accordingly, many lawyers called for educating about
substitute decision-making when physicians and other providers ask SDMs to make
decisions or when lawyers prepare power of attorney documents. They thus
encouraged health care providers and lawyers to spell out the roles and responsibilities
of SDMs to help the latter perform their duties.

Legal professionals had three health care system-related suggestions. First, they
encouraged physicians to communicate better with SDMs, admitting their own
uncertainty in certain medical situations, preparing families by communicating patients’
conditions at an early stage, explaining treatment options, being empathetic towards
the family, presenting the legal process of conflict resolution if they disagree and
conveying their support even in situations of dispute. Legal professionals emphasized
that it was important to have conversations about resuscitation framed appropriately
and conducted at family meetings by experienced staff physicians. Second, they
highlighted the importance of educating physicians about lawful decision-making and
consent, as part of their core educational curriculum. Third, they encouraged the
integration of the MSOC with the law, with physicians bringing the medical
considerations, and SDMs contributing the wishes, values, and best interests of the
patients. In this way, the MSOC and the patient’s best interests could be woven
together.

Lawyers also had suggestions to improve the legal system by instituting pre-hearing
mediation. Many of them believed that some of the end-of-life cases could be avoided
or settled by more communication and mediation among the parties in conflict.

Overall, our research was able to capture the perspective of key members of the legal
community. The participants identified many challenges, and they were not always able
to identify solutions for every challenge. Notably, the solutions they did make, including
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communication, education, and mediation, are strategies intended to avoid or settle
conflicts within the existing structures for adjudicating disputes that are in use today.
While the lawyers called for better integration of the MSOC within the process of legal
adjudication, they held onto the priority of the existing legal structures and the
significance of consent under the law. While the lawyers acknowledged the role of
relational personhood on decision-making, they did not make suggestions for how to
overcome this issue while respecting the need for consent. The lawyers also did not
mention any suggestions for addressing the perceived imbalance of power in the legal
process, and the unequal access to justice and representation.

H. Summary and Conclusion

In this section, we described some of the key medical and ethical concepts relevant to
decision-making regarding life-sustaining therapies. We reviewed the prevailing model
of decision-making (known as “shared decision-making”), then explored the perceptions
of CPR and decisions about CPR and life support in the medical community, legal
community and the public.

We proposed that shared decision-making is an ideal model that seeks to blend medical
facts with patient values, using a process aimed at achieving consensus. When this
model works, it works very well. But this model relies on a number of key factors that
are often missing in practice, including good communication, realistic expectations for
the effectiveness of treatments, accurate substitute decision-making, trust, and time.

The MSOC is an important concept in decision-making, but as in the previous section,
health care providers often struggle to define and communicate a precise definition of
“benefit”. All stakeholders agree that the MSOC is rooted in patient values, but they do
not necessarily agree on what this means for resolving disagreements in practice.

Recent policy developments have seemed to create a special status for CPR and life-
sustaining measures in Ontario. But decisions to withhold or withdraw CPR and life-
sustaining therapies are very complex and nuanced as well. No stakeholder group
approaches these decisions through a logical analysis of medical facts and values, and
every group has focused on different aspects of the decision. For example, patients and
SDMs focus heavily on relational elements, and the effect of CPR and death on family
members rather than the patient him or herself. Physicians focus on the benefit or non-
benefit of the therapies, but they struggle to define or communicate these concepts; in
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practice, physicians often accede to demands for CPR and life-sustaining measures in
order to avoid professional and legal sanction. Legal professionals focus on the precise
wording of the law, in particular the identification of the correct SDM and the need for
consent for medical decisions. Notably, no stakeholder group appears satisfied with the
current system for resolving disputes, but there is also no apparent consensus about a
solution.

li. MECHANISMS FOR DECISION-MAKING AND CONFLICT
RESOLUTION

In this section, we build on the previous two sections by describing and critiquing the
existing mechanisms for decision-making and conflict resolution in Ontario, and
mechanisms that exist in other jurisdictions. In particular, we will focus on how these
mechanisms attempt to balance the desire to respect the MSOC (or at least the
limitations of medical therapies) with the desire to obtain consent (or at least
agreement among all stakeholders).

A. How do we currently balance the standard of care with the importance
of consent?

In Section 2, we outlined a model for shared decision-making, but also detailed some of
the challenges involved in shared decision-making, and some of the perspectives of
patients, substitute decision-makers and health care providers on CPR and orders to
withhold CPR and life-support. Patients, substitute decision-makers and health care
providers are usually able to reach an agreement about the plan of treatment, but this is
not always the case.

The CPSO outlines a dispute resolution process for disagreements about life-sustaining
therapies in section 8.1 of their “Planning for and Providing Quality End-of-Life Care”
policy. It mandates the following approach:

e Communicate clearly, patiently, and in a timely manner information
regarding:
0 The patient’s diagnosis and/or prognosis;
0 Treatment options and assessments of those options;
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0 Availability of supportive services (e.g. social work, spiritual
care, etc.); and
O Availability of palliative care resources.

e |dentify misinformation and/or misunderstandings that might be causing
the conflict and take reasonable steps to ensure that these are corrected
and that questions are answered;

e Offer referral to another professional with expertise in the relevant area
and facilitate obtaining a second opinion, as appropriate;

e Offer consultation with an ethicist or ethics committee, as appropriate
and available;

e Where appropriate, seek legal advice regarding mediation, adjudication
or arbitration processes that are available; and

e Take reasonable steps to transfer the care of the patient to another
facility or health care provider as a last resort and only when all
appropriate and available methods of resolving conflict have been

exhausted.”®

Finally, Section 8.2 indicates that in specific situations where a physician and SDM
disagree about an interpretation of a wish or the applicability of a wish to a specific
treatment decision, the physician is advised to apply to the CCB for a determination.*°

Although this approach would be reasonable in many situations, there are a number of
potential concerns with it. Most importantly, it focuses on the goal of achieving
agreement; unless the CCB is consulted (and the decision is not appealed), consensus is
the only means by which the resolution process can end. Agreement is desirable from a
human perspective, but it does not necessarily mean that all stakeholders are meeting
their ethical and legal obligations. Either stakeholder may agree to an inappropriate plan
of treatment and compromise on important medical or ethical principles simply to avoid
conflict, or out of a belief that they did not have the option of disagreeing. Indeed, this

181 and observational studies'®

is likely a very common event, since both surveys
indicate that physicians frequently provide care that they feel is non-beneficial, and
conflict avoidance is commonly cited as a reason for this. '8 Perceptions among lawyers
of an uneven balance of power lead them to suggest that SDMs may also acquiesce to

plans of treatment simply because they did not believe that they had other options.

The CCB is also not appropriate for most disputes about life-sustaining measures. The
CCB is an administrative tribunal, created under the Mental Health Act and given an
expanded legal mandate under the HCCA to, among other functions, review the legal
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standard of substitute decision-making. The CCB was created to provide a more
accessible and expeditious dispute resolution mechanism than the courts, and with
strict timelines for commencing proceedings. Due to its creation under the MHA, its
membership includes lawyers, psychiatrists and members of the public; its composition
wasn’t changed nor was its expertise expanded under the HCCA. There is currently no
critical care or end-of-life care expertise on the Board.

The CCB’s mandate is stipulated by statute (under the HCCA) to include limited powers
to adjudicate the specific applications discussed below. It has no role in cases where the
patient is capable, or where there is a clear prior applicable capable wish that is
supported by the SDM (even if the requested treatment falls outside the MSOC). Nor
does it have a statutory mandate to evaluate if treatment falls outside the MSOC. If a
capable patient clearly requests CPR or life-sustaining measures (either personally or via
prior expressed wishes) that fall outside the MSOC, the CCB could not be consulted. In
such a case, without further clarity from statute or the courts, the patient might need to
be initiated or maintained on life-sustaining measures indefinitely, regardless of the best
interests of the patient and the health care providers’ perceptions about the lack of

medical benefit. '8

In cases of dispute about life-sustaining therapy, the CCB can have one of four possible
roles:

* Application to become a representative of a person who is incapable
with respect to treatment in order to give or refuse consent (Form C)

* Provide directions about a prior wish in various situations in order to
consider whether the wish is applicable to the present circumstances
(Form D)

* Consider a request from an SDM to depart from prior capable wishes
(Form E; usually not involving a dispute with the medical team)

* Review SDM’s compliance with rules of substitute decision-making (Form
G)

In most cases, it is a Form G hearing where disagreements about life-sustaining
therapies are brought to the attention of the CCB. Between 2009 and 2013, 23 such
hearings were held;® sixteen ruled in favour of the medical team’s proposal (i.e.
withholding or withdrawal of treatments) while 7 ruled against the proposal (i.e.
ordering that such treatment be initiated or continued). In the wake of the Rasouli
decision from the Supreme Court of Canada (which suggested that the CCB could

Commissioned by the Law Commission of Ontario 57 April 2017



Balancing The Interests Of Patients, Substitute Decision-Makers, Family And Health Care Providers In Decision-Making Over The
Withdrawal And Withholding Of Life-Sustaining Treatment

adjudicate such cases), many expected that CCB consultation would become more
common. On the contrary, only 3 Form G hearings were held in 2014 and 2015, a
substantial decline.'®

The literature demonstrates that Ontario physicians prefer to avoid the CCB and the
courts as a means of resolving disputes about life-sustaining therapy. In fact, a national
survey of intensive care providers revealed that 87% of Ontario respondents felt that
“our current means of resolving non-beneficial treatment are inadequate”, which was
significantly higher than the result from the rest of Canada.’®’ While the CCB was
devised to be a timely process, in clinical practice the panel rarely schedules sufficient
time to hear the evidence in end-of-life cases and hearings need to be adjourned until
the same panel members can be reconvened. In the authors’ experience, this once
resulted in a delay of a month before the next hearing could be convened. A study of
the medical teams who participated in CCB hearings found that although there was
some value in going through the process, the benefits were tempered by the time

8 This is very important for

involved and the lengthy appeals process (to the courts).
decisions about life-sustaining treatments and CPR, where the decision is often urgent
and would need to be made long before the CCB could be convened. A conflict
resolution strategy should be fair, transparent and feasible, and not create expectations

of timeliness that cannot be met.

This leads to another important limitation of the open-ended dispute resolution process
outlined by the CPSO. If the process can only end with consensus or with legal
adjudication, and the patient could deteriorate at any time, a decision often needs to be
taken while the process is underway. And since there is no room to compromise
between CPR and “No CPR”, that decision will have to support one side’s position and
not the other’s. The CPSQ’s policy indicates that the decision to write a No CPR order
“...cannot be made unilaterally by the physician”, and if a cardiac arrest occurs while the
dispute resolution process is underway, the policy requires physicians to provide CPR
unless the physiological goals cannot be achieved. In other words, the focus of the
policy is on achieving agreement, but if that agreement is not achieved, it prohibits
unilateral decision-making by the physician in favour of unilateral decision-making by
the patient or SDM. No clear rationale is provided to explain why one form of unilateral
decision-making would be more desirable than the other.

More concerning is the provision in the following paragraph, which instructs physicians
to “..act in good faith and use their professional judgment to determine how long to
continue providing CPR.”™ This is a highly problematic instruction to a physician who
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has already used his or her good faith and professional judgment to determine that CPR
would be wholly inappropriate for any amount of time. Deciding when to start using
judgment is itself an act of judgment. It also begs the question of why a physician can
use their judgment to withdraw CPR, but not to withhold it. Cardiac arrests are also
dynamic scenarios- patients frequently recover their cardiac output for a brief period,
only to lose it again. Should each subsequent loss of vital signs be treated as a new
cardiac arrest? And of course, this provision could lead to a scenario in which a physician
would comply with a patient or SDM’s request for a written “full code” order, knowing
that he or she would almost immediately discontinue CPR in the event of cardiac arrest
due to an irreversible illness. This would appear disingenuous to any observer, and
undermine trust in the health care system.**

B. What are Alternative Models of Dispute Resolution?

There is generally a strong preference to resolve disputes by arriving at consensus
through negotiation or mediation, and approaches to mediating conflict in the ICU have
been published.®* Agreement is a desirable outcome, but when agreement cannot be
achieved, we have to consider approaches such as arbitration or litigation. These may
appear attractive in that they can result in a clear decision, but both parties run the risk
of disappointment since they lose control of the outcome.

A recent national survey of intensive care providers sought to determine their

agreement with different potential solutions to resolving disputes about therapy that is

| 192

perceived by health care providers to be non-beneficia We received the following

responses:

Potential Solution % Agreement
Better advance care planning 92

Improved communication training 88
Communication “outreach teams” 74
Legally-supported guidelines for admission or treatment 74

Public awareness campaigns about the limitations of ICU therapy 70
Committees to resolve cases with binding decisions 61

Although every option was endorsed by a majority of respondents, a few observations
are noteworthy. First, respondents appear to prefer mechanisms that rely on consensus
methods, such as better communication training and advance care planning. The non-
consensus approaches were less popular. Notably, we found very similar results in a

193

qualitative study of senior intensive care providers in Ontario.””" This underscores the
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strong preference of health care providers to also achieve consensus when possible, and
suggests that they would prefer adjudication approaches be only a second-line option.
Yet if consensus is the goal, conflicts may not be resolved as consensus may not be
achievable.

Few would argue that decisions of this nature should be made unilaterally by one
physician.194The considerations are complex and not purely medical, and the public
would lose trust in the medical system if the process of arriving at those decisions is not
transparent and subject to appeal. The CPSM mandates a process that includes a second
opinion, and gives the family an opportunity to mount a legal challenge to any
withholding or withdrawal of life-support yet it also permits unilateral decision-making
on part of physicians if certain conditions are met in well-defined circumstances.'®”

Some jurisdictions have opted for an open, binding arbitration process. The Texas
Advance Directives Act specifies that disputes about withdrawal of life support should
be referred to a panel of ethicists, which would issue binding decisions that cannot be
appealed in the courts.'®® This approach has met with a mixed response from members

197 5ome have lauded the Act for the timeliness

of the medical and bioethics community.
and transparency of the decisions. Others have concerns about the fact that it does not
allow for judicial oversight and appeal, or that the panel has no physician members to
provide expertise and skill in evaluating the MSOC considerations and challenging the
claims regarding the MSOC specific to the patient’s situation.*®® Another approach is
that of the Court of Protection in the United Kingdom. The function (and limitations) of

this approach were reviewed in the legal section above.

One review suggested the option of a judicial “shadow” to guide extrajudicial
solutions.® This would involve the courts providing written opinions on some exemplar
cases that would indicate to all parties how such cases would be handled by the courts,
so that the same decisions might be implemented by the CCB or another hypothetical
adjudicative body. This would permit judicial guidance without the delays and expense
involved in an actual referral to the courts. However, as was shown in the first section
of this paper, legal decisions usually hinge on specific details of each case, and so it may
be challenging to decide which exemplar case to apply in a specific conflict. The shadow
guidance would need to include many examples of different cases that could become
subjects of a court case, and be very nuanced to avoid misunderstandings or
generalizations.
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Some have called for an adaptive response to decision-making, to match the preference

of the substitute decision-maker.2®

But this approach does not necessarily address
concerns about violating the MSOC; some substitute decision-makers would want to
have decisional authority over even technical medical decisions, such as the type of

antibiotic used to treat an infection.?*

C. How can we discuss this Issue Constructively among Stakeholders?

Discussions of these complicated issues in the public forum can easily escalate into
emotional and bitter discussions about the value of life in general, and concerns about
how our society treats the vulnerable and the elderly. For this reason, many
stakeholders choose to avoid these issues, as they are politically very controversial. This
carries the risk that the resulting policies and legislative solutions may not benefit from
the multiple inputs that are necessary to construct an appropriate framework.
Unfortunately, our review of the literature and our qualitative research were not able to
identify a useful approach for addressing this issue.

D. Summary and Conclusion

In this section, we built on the previous 2 sections by describing and critiquing the
existing mechanisms for decision-making and conflict resolution in Ontario, and
mechanisms that exist in other jurisdictions.

Our current mechanism for resolving disputes is focused primarily on achieving
“agreement” rather than ensuring that the decision respects the MSOC (or at least some
medical standard) or than ensuring it reflects patient values. Agreement is desirable, but
it does not necessarily mean that all stakeholders are meeting their ethical and legal
obligations. Ontario’s CCB has been suggested as an adjudicative method for dispute
resolution, but the legal mandate of the Board is very limited in these situations; it could
not be used to resolve many disputes, and in practice it is almost never used for this
purpose.

Concern has also been expressed about the time required to engage in dispute
resolution mechanisms. Since these disputes typically occur for patients who are
deteriorating, the patient often dies or requires life-sustaining measures before the
process is concluded. In Ontario, physicians are now required to provide CPR and most
life-sustaining therapies if required while dispute resolution processes are underway.
This means that the question underlying the dispute- whether or not to provide CPR or
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life-sustaining measures- may be decided by the rules of the dispute-resolution process
itself rather than any consideration of the respective roles of the MSOC and consent.

There is a strong preference among all stakeholders to use consensus approaches to
conflict resolution when possible, and unilateral or adjudicative processes are less
popular. Nevertheless, Manitoba and Texas have adopted non-judicial mechanisms for
resolving disputes and withholding or withdrawing life support in situations where
agreement or consent has not been achieved. Such mechanisms may offer more timely
forms of dispute resolution. Others have suggested different models of providing
judicial input into these decisions.

IV. ISSUES AND SUGGESTIONS

In this final section, we compile some of the key points and concerns from sections 1-3,
and suggest policy approaches to address these concerns when possible. As a general
comment, we feel that it is unlikely that we will ever develop a “perfect” model for
decision-making and conflict resolution, or even one that everyone will find acceptable.
This issue involves multiple complex factual, emotional, cultural and philosophical
considerations, and disputes are common even in parts of the world that are much
more culturally homogeneous than Ontario.

The law has provided some clarity for approaching these decisions, but large gaps and
“gray areas” remain. Case law is helpful at times but heavily dependent on specific
statutes and the facts of each case, which limits broad interpretation. Our current model
of shared decision-making can work well, but it is unrealistic at times because it relies on
key factors that are often missing in practice. Stakeholders frequently fail to approach
these decisions through a rational analysis of facts and values. Patients and SDMs often
fail to appreciate the severity of illness and the limited effectiveness of medical
therapies in advanced illness; SDMs are poor at representing patient values; physicians
often fail to communicate effectively, and fail to define a clear MSOC.

However, even if we cannot achieve a perfect solution, all stakeholders have an
obligation and an interest in improving our current system. Incremental improvements
in multiple aspects of our process of decision-making and dispute-resolution could lead
to a dramatic improvement in outcomes for all stakeholders. This would be more
realistic than seeking to adopt radical changes.
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Once again, the focus of this project was specifically on balancing the interests of
patients, substitute decision-makers, family and health care providers in decision-
making over the withdrawal and withholding of life-sustaining treatment. Our
suggestions are focused on this area specifically. The authors have tried to avoid generic
or ubiquitous recommendations (e.g. “promote advance care planning” or “better
communication”) that are found in other reports addressing broad limitations in end-of-
life care.

Issue #1: Patients and SDMs often have a poor understanding of issues relevant to
decision-making around CPR and life-support. This is due to:
e Poor communication by health care providers about the patient’s illness and
prognosis
e Unrealistic patient and SDM expectations of prognosis and treatment effect
e Poor preparation of SDMs to fulfill their role

Suggestion: Emphasize the importance of communication regarding life-sustaining
treatments and CPR as a professional obligation for practicing physicians, and a core
component of training for future physicians.

Suggestion: Normalize and mandate the systematic use of advance care planning efforts
that are tailored to the specific situation of the patient,’®? including a frank discussion of
illness and prognosis, and the likely effectiveness of treatments including CPR and life-
sustaining measures (and how this changes with advancing illness). Existing experts
(including Intensive Care Unit health care providers) should be employed to discuss this
issue with patients and SDMs in situations where communication has broken down or
prognosis is unclear. We should not consider patients or SDMs to have given consent to
a plan of treatment until these events have occurred.

Suggestion: Advance care planning discussions should always involve at least three
individuals- the patient, the SDM, and a health care provider well trained to prepare the
SDMs for their role by ensuring they are informed of legal standards, the roles and
responsibilities of substitute decision-making, and some typical future decisions that
they might have to make.

Issue #2: The Medical Standard of Care is poorly defined in general and rarely explained
in practice.

e The MSOC is defined inconsistently among health care providers, particularly in

regards to the potential “benefit” of a treatment in individual cases. There is a

lack of clarity in general regarding the purpose of medicine and how this
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interacts with the medical standard of practice (the “medical standard of
practice” is distinguishable from the MSOC and both are explained later in this
report).

e Even when treatments are felt to lie outside the MSOC, health care providers are
not clear about whether they need to be discussed and offered to patients and
SDMs.

e The MSOC has not been clearly raised as an issue in situations of conflicts with
SDMs and both SDMs and lawyers are unclear regarding its role in decision-
making and in conflict situations

Suggestion: A multi-stakeholder process (involving medical, ethical and -cultural
considerations) should be convened to establish a MSOC for life-sustaining measures,
including CPR. This process should also develop explicit standards of practice for when
and how the MSOC should be explained and specific treatments should be offered or
discussed with patients or SDMs.

Suggestion: Enhanced education at the undergraduate, postgraduate and continuing
educational level regarding the MSOC, and its relationship with standards of consent
and decision-making.

Issue #3: Ontario’s current mechanisms for conflict resolution are ill-suited to resolving
most disputes about CPR and life-sustaining treatment. This is because current
mechanisms:

e Focus on achieving “agreement” among all parties rather than ensuring that the
treatment plan reflects both patient values and medical realities regarding
prognosis and treatment effectiveness.

e Make reference to the Consent and Capacity Board (CCB), which does not have
the mandate or expertise to resolve many disputes about CPR and life-sustaining
therapies (e.g. where the patient is competent, there is a clear prior capable
wish, or there is a dispute about the MSOC for end of life treatment options).

e Can include lengthy appeals and a delay in access to justice, meaning that
patients will often deteriorate and (according to current policy) receive CPR or
life-support before the issue is resolved. Once life-support is initiated, it cannot
be discontinued without consent. This also discourages the use of “trials” of
therapy in situations where the potential effectiveness of life-sustaining
measures is unclear. A decision to engage in formal conflict resolution, due to
the length of this process, is effectively a decision to provide CPR and life-
support- the same outcome as if the health care team had simply acceded to the
patient or SDM’s request for life-support in the first instance.
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Suggestion: In the event of conflict regarding the MSOC in end of life situations, clarify
the HCCA to require greater timeliness and expertise in end of life care within the CCB or
within any new conflict resolution mechanism that may be created to establish a conflict
resolution mechanism that is transparent, responsive, expert, and considers both
patient values and medical facts in arriving at timely, binding decisions about the use or
non-use of life-sustaining measures. To ensure timely legal oversight, we may consider a
hybrid approach to decision-making, including local adjudication boards (e.g. a modified
CCB tribunal or even the regulatory college) guided by an explicit MSOC and/or a
“shadow” judicial guidance (e.g. where an authoritative judicial body will give sample
written rulings on a series of exemplar cases to guide local adjudication boards on real
cases). The CCB could otherwise continue to speak to issues of capacity, consent and
substitute decision-making, but include critical care expertise for such cases. Any
processes should have a “fast track” access to courts with a clear timeframe for
decisions to allow rapid resolution of any appeals.

Suggestion: Explicitly define the standard of practice to include the use of “trials” of life-
sustaining therapy for situations of genuine uncertainty about prognosis or expectations
of treatment. If the trial is not effective, and further life-sustaining therapy would be
outside the MSOC, health care providers should be permitted to withdraw life-
sustaining therapy (see Issue #4 below).

Issue #4: There is a lack of clarity about which treatments or treatment plans require
patient or SDM consent.

e The Ontario Health Care Consent Act is not explicit about the treatments and
treatment plans that do not require consent, which leads to inconsistent or
overly literal interpretations about situations in which consent is required to
withhold or withdraw CPR or life-sustaining measures.

e The current College of Physicians and Surgeons of Ontario policy functionally
establishes CPR as a “default” treatment that must be provided unless the
patient or SDM gives consent to have it withheld, even if CPR would be
considered outside the MSOC. This is a unique double standard in medicine,
which can lead to problematic situations at the bedside.

Suggestion: Clarify the definitions in s. 2 (1) of the Health Care Consent Act to formally
eliminate the requirement for consent to withhold or withdraw treatments outside the
MSOC, including CPR and life-sustaining treatments when appropriate. Furthermore, the
medical criteria of “best interest” (s. 21 (2) (c)) should only be engaged when decisions
are being made among treatment options that fall within the MSOC in the first place.
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Suggestion: Discourage the resolution of disputes on the basis of interpretations of
unclear statutory wording. Decisions and policy modifications should be based on
foundational legal principles that serve the public best by promoting better decision-
making for all stakeholders.
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Appendix A — Qualitative Research Methods and Data
A. Qualitative Research Methods

Focus groups and semi-structured interviews were used to address the research
guestions among substitute decision-makers (SDM) and members of the legal
community. Focus groups offered the advantage of exploring the participants’ beliefs,
views, and experiences, leveraging the social interaction among them to elicit shared
experiences and cultural norms. Semi- structured interviews also explored participants’
beliefs, views, and experiences, yielding more extensive and nuanced information about
the individual. While focus groups were scheduled far in advance, interviews were more
flexible adapting to research participants’ schedule.

We relied on purposive sampling strategy to recruit focus group and interview
participants between May and June 2016. TGH’s Research Ethics Board approved the
study, and all interview participants provided informed consent. We tapped into TGH’s
Patient Partner Program and Virtual Patient Focus Group to recruit a diverse pool of
substitute decision-makers for the focus groups. We approached these groups because
they have had experience with the health care system and had expressed an interest in
being involved in providing their perspective on aspects of health care. Given the
accelerated timeframe of this project, it was more efficient to approach the groups who
have pre-indicated a willingness to participate, and simply acknowledge the potential
bias that this would introduce than open the recruitment more publicly. We believe that
any recruitment strategy would have introduced some potential bias.

Purposive sampling with criterion and snowball techniques were used for the
recruitment of legal community members. We aimed to include chairs of the CCB,
lawyers whose practice involves health law cases heard by the CCB or the Ontario
Superior Court, and judges from the estate list.

Focus group sessions and interviews were conducted using an interview guide (available
on request), audio-recorded and transcribed. NVivo Qualitative Software was used for
data management and storage. We coded the transcripts inductively and iteratively
following interpretive analysis, and recurring themes were identified.
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B. Data and Results

We conducted two focus groups with a total of 8 substitute decision-makers (SDM;
Appendix Table 1), following a semi-structured interview guide. Each focus group lasted
2 hours. We also conducted a semi-structured interview with an SDM who volunteered
for the study but could not attend any of the focus group sessions. The interview
followed the same semi-structured interview guide as the focus group, but only lasted
an hour.

We conducted semi-structured interviews with 11 members of the legal community
(Appendix Table 2). These were all conducted in person and lasted on average 57
minutes, ranging between 20 to 100 minutes.

The main themes from the legal interviews are provided in Appendix Table 3, and
summarized in the main text. The main themes from the SDM interviews are provided in

Appendix Table 4, and summarized in the main text.

Table 1. Substitute Decision Makers’ Characteristics (n=9)

Characteristics Value
Female 6
Age, mean 53 (range from 23 to 65)
Race/Ethnicity
White” 7
Black
Asian
Arab
Latin American
Aboriginal
Religion
Christian
Jewish
Muslim
Hindu
Buddhist
Sikh
Non-religious
Not reported
Substitute Decision Maker
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Table 2. Legal Community Members’ Characteristics (n=11)

Characteristics Value

Age, mean 52 (range from 36 to 64)

White" 9

Asian 0

Latin American 0

Other 1

Christian 3

Muslim 0

Buddhist 0

Non-religious 3

Professional Role*

CCB Member 2

SSC Chair 0

N.B. Some of these legal interview participants play or have played several professional
roles, depending on the case, which they reflected on in the interviews.
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Appendix Table 3

Name

LEGAL

1 CHALLENGES

FAMILY

Families are
Emotional

| say the people that are affected most by this are typically substitute
decision makers and of course the incapable person... Families are
always going to be very emotional at these times, there's no doubt
about that. And that all has to factor into all of this.

When we talk about who's got the most skin in the game, who's got the
most in this, these people. It's the incapable person, the substitution
decision makers.

HEALTH SYSTEM

Physicians’
Limited
Communication

I think one of the reasons families and doctors get into this big
disagreement is because there's no good communication. And | think
that sometimes the doctors are really good at being doctors but they
don't have a good bedside manner, they don’t know how to
communicate.

Doctors haven’t done a good enough job, either substantively or in
some cases procedurally, of explaining why they are proposing what
they’re proposing.

Sometimes we see the conflicts arise, because the patient and the
substitute actually don’t know their condition. They haven’t been given
the full information, and I’'m going to say that the health practitioners
think that they have communicated, but there’s no communication
taking place, so people don’t know what their condition is. They don’t
know what the real options are. They’re not always told all the options.
They’re basically told this or that.

Physicians
Misunderstanding
the Law

They're not making sure it's the correct substitute, if it's a substitute.
They -- often the family members will -- or whoever bring the person in
-- may not be the person with legal authority.

Physicians, nurses, it doesn't matter who you are, they do not
understand Health Care Consent Act; they do not understand
consent...On questions of consent and capacity and how those are
utilized in end-of-life issues, whether they're getting consent from the
correct person, whether they're getting consent at all. In the health
profession there's a huge problem about not getting consent.
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I run into the same problems with prior capable wishes because, and |
haven't done a study on it, but my impression is that where the prior
capable wish or the alleged or asserted prior capable wish is to
withdraw or withhold treatment, extraordinary efforts are made to
reason that it's applicable in circumstances. Whereas if the prior
capable wish or purported prior capable wish is to give all treatments,
extraordinary efforts in reasoning are made to say that well, it's not
applicable in circumstances.

Health Care’s
Resource
Constraints

Sometimes I've come across situations where | pick up, or | detect that
the health care practitioner might be doing a bit of a cost benefit
analysis. Trying to also kind of look through that piece, because that's
not what |, as an adjudicator, should be considering.

I'm not saying that the regional care is not excellent, but I'm just saying
that it's a lot harder to ask for a second opinion in Gravenhurst or in
Kenora or in Sue Saint Marie or North Bay or in some regional hospital
than it is to ask for a second opinion if you've got a client at the Toronto
Western Hospital. That's really about the fact that resources are
different in different parts of the province.

I mean obviously | know for the physician, the health care practitioners,
time is limited, they're under a ton of pressure, all of these matters are
time sensitive.

LEGAL SYSTEM
Iéltlgat|9n IS d The cost of litigation is ridiculous. Unless you've got bags full of money
prenswe an that you want to just throw in principle at something, it doesn't pay,
Oong and most people aren't in that situation.
You know, if it takes a week or two weeks to get to the Consent and
Capacity Board, too bad. If it takes six months to get to the end of the
appeal system, that’s a legitimate complaint.
No A.p.propnate So the CCB is supposed to be an expert tribunal but they're an expert in
Physician Expert . | . '
CB psychiatry. And they're still doctors and I'm sure they have some
at experience because they've done other cases, but they don't know
anything about that area of medicine. So | think that's the problem.
Power of | mean one of the problems is that —and hopefully this is changing, but
Attorney . .
b N lawyers used to do some like boilerplate power of attorneys for
ocument ot personal care that already had advanced directive in it... But often |
Explained to

think that wasn't really brought to public attention. Or people can
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Families

change their minds later, but mostly | don't think it wasn’t necessarily
brought to people's attention, and the attorney signed it thinking that
the power of attorney is basically just saying okay, my son is going to
make decisions for me if | can't.

UNEVEN POWER

Obviously there's an access to justice issue, because most people can't
afford to go out and hire a lawyer to go through the process.

I think the CCB often is very medical-model pro doctor. | think thereis a
built in bias of some sort against families and patients. And it might not
be a bias per se; | think maybe it's a power imbalance. Like the doctor
shows up at the hearing and he or she is an expert. They can already
give their opinion to families, but families, unless they have money, are
not going to have their own expert. They are stuck with me.

Physicians have a very special relationship that requires the utmost
trust and good faith in dealing with their patients or the substitute
decision makers because of the imbalance of power and knowledge.

REPRODUCTION OF

THE SYSTEM
:;ett'.rll.g ﬂ_]re I But then we see physicians not ever wanting to go before the board. |
Piml'l?s eWh had a person say to me, “We just concede to the substitutes rather
; yllasmans at than go to the board, even though we think it’s totally wrong.” And I'm
o Do

shaking my head.

The doctors who think you need consent for everything, and some
physicians who think | have to do what the family says, misunderstand
the Rasouli case, misunderstand the Health care Consent Act, and
misunderstand their obligations to their patients.

Differences in
Advocacy

if I'm retained by the substitute decision-maker, my goal is not to do

what is — I'm not instructed to do what’s in the
patient’best interest. I'm instructed, “Don’t let them kill
grandpa.”

I’'m not acting in your best interests. I'm acting according to your
instructions. That’s the lawyer’s job. So when my
substitute decision-maker client says to me, “Keep
grandpa alive,” they’re not saying it’s in dad’s best
interest to be kept alive. They're saying “keep him alive.”
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They don’t want me to argue with them. They want me
to keep grandpa alive.

So for example, if the substitute decision-maker retains me and says,
“Keep my father alive,” then here is my answer. “Okay.
I’'ve looked at the case. | think you’re going to lose. It will
cost you $10,000 in legal fees to lose at the Consent and
Capacity Board. It will cost you another 10 to $15,000 to
appeal that decision and lose at Superior Court, but that
will buy 1 to 3 months. And then, it will cost you a
further $30,000 to lose at the Court of Appeal, and that
will add another 2 to 6 months. How much do you want
to spend on grandpa’s life?”

And | need to be that cold-hearted and that crass about it so that they
understand what the prospects are, because people are coming to me
with the belief that the health care system is trying to kill grandpa for no
good reason, and | don’t wish to mislead them. Because they will hear —
they will frequently not hear what | say in any event, but my obligation
in these cases, | think, is to be harsh to the extent necessary to convey
the message that this is probably not a successful case. You’re paying for
delay. And from the doctor’s perspective, of course, well, now we’ve got
grandpa for six more months of torture, as we work our way through the
appeal system, the courts need to figure out how to expedite that to re-
enhance the physicians — and just, by the way, some of the lawyers who
represent those physicians, because there are some lawyers who are
highly critical of how long the process takes, and with some legitimate
observation.

Strategies for
Client advocacy

So strategically, even if your case doesn't have a lot
of merit, even if you think you're going to lose your
appeal there might be strategic in appealing it to
the Board of Appeal, because it's going to take the
time. It's probably going to take about six months to
do all of that. And | don't know, | guess it could be
done quicker if everyone's trying to really move it
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along. But it's going to take a few months.
Strategically it may be of value to the family.

And then at the Supreme Court, | mean you have to
ask for permission, right? There's a no automatic
right of appeals at the Supreme Court. It gets
thousands of petitions every year and every year for
the [different] cases. But just the process of asking
for permission takes time.

an appeal acts as a stay. So that adds more time, so
if a family member wants to keep a relative alive
and the board renders a decision against them, why
don't they just file an appeal? And until that appeal
is heard, the treatment cannot be withdrawn

2 MSOC
MSOC Not Found In In all the cases | have litigated or adjudicated, | don’t think Standard of
EOL Cases ..
Care was ever argued by a physician.
We use standard of care usually in law for negligence. But that's
different I think from what you were talking about.
MSOC Can B.e If you were looking at, especially when you're talking end of life, you're
Interpreted in going to get opinions all over the map. And so the problem is that there
Multiple Ways

really isn't agreement on a lot of things, and so what one clinician will
tell you, another clinician will have an exact opposite opinion. So his is
nice to say but I'm not sure that it has much meaning to it at the end of
the day when you're talking about specific situations.

| don't think there's a medical consensus, especially if you look at it
globally. Like maybe if you look at Toronto, you get a lot of doctors but
if you start looking across jurisdictions and different cultures...

So, when you use words like “reasonably” and when you use words like
“help” and when you use words like “disproportionate risk of harms
and side effects,” in whose estimation? Like from what perspective is
that coming?

Rift Between MSOC

MSOC just gets you up to the point of whether to offer treatment. It
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and the Law

doesn't go into what comes after, which might be consideration of prior
capable wishes, consideration of values and wishes of the individual if
they can be obtained,

And | think part of the problem is that when it comes to end-of-life care
medicine is not the only consideration...It's really a fraught issue. | guess
| don't think it's purely a medical issue... So | think their cultural,
religious, personal — even just a personal sense of where do you draw
the line?

Not only the standard of care but the law of course requires an
informed consent, requires discussion of the alternatives. And
therefore it's a very live question whether informed consent can be
obtained when the alternatives are not discussed regardless of the fact
the alternatives may not be consistent with the standard of care.

Disagreement about
Not Offering Treatment

Health practitioners have the right not to offer something to meet this
standard. And that’s their professional role. They don’t have to offer
anything.

It's simply within the purview of the physician, and | think in terms of
what you offer | think that you should offer all the options that are
available. If the doctor has an ethical conflict | think they still have an
obligation to have someone find the option that they want.

Disagreement about
Protection Under
MSOC

Standard of care should protect patient rights, if the standard of care is
adhered to effectively.

It is protecting patient rights when it is really explaining to people the
information that they are entitled to have. And this protects both the
health practitioner and the patient and the substitute. This is the basis.

| think the law offers protection for the rights of these patients. The
standard of care offers treatment for these patients. | don’t think the
standard of care required of health care professionals is a means by
which patients are protected. So, it's a good thing but not for that
purpose.

Tension Between
MSOC and
Requesting
Treatment

| think there is a tension in some cases. ... | think there's a tension when
there is either ambiguity in terms of the SDM knowing what the patient
would have wanted, and there's definitely a tension when the health
care practitioners try to apply the standard of care and it conflicts with
what the patient would have wanted. SDMs don't have - they're not
adhering to the standard of care. They're just adhering to that health
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care directive and they don't have the scientific knowledge you have
that's based on medicine and clinical experience to really draw on.

3 CONSENT

Disagreement
around Decision-Making

I don’t have a problem with physicians saying that certain things are
their decision and not the decision of a substitute decision-maker, as
long as the SDM is not being bushwhacked, ambushed, and as long as if
there is any significant disagreement, it gets adjudicated instead of the
SDM being overrun.

Physicians do not make decisions, they propose treatments. It's the law.

Transferring the responsibility to the physician | think is wrong. | think
ultimately it is the responsibility of the substitute decision maker.

Consent is Needed,
Assent is Not Legal

| don’t think assent is — you’ve got to get consent. That’s what the law
says.

You need consent for treatment whether you're withholding or
withdrawing.

I'm not sure that it fits within a legal framework at all. And it feels like a
bit of a cop-out to me of the physician's responsibility to get informed
consent from the patient.

4 IMPROVEMENTS

FAMILY

Acknowledging
that Families Are
Relational

Not just the individual. | don't know if we're just made up of ourselves,
but we are a combination of all of our experiences. You're not making a
decision just for me. You're making a decision for all these people who
are closest to me. | say philosophically, we consider what the wishes of
the individual are, then | think we have to include the love they have for
their family, and how they would want their family to feel as part of
their wishes and part of who they are.

The substitute is doing this because they’re grieving, and they feel that
mother liked you more, so I’'m going to have to defend her. There’s lots
of that social stuff around this,

Educating about
Substitute
Decision Making

| think it would be nice if people were counseled to be more thoughtful
about who their substitute decision makers are and were counseled to
have more realistic understanding of what some of the decisions will be
that have to be faced, and have had more discussion with their
substitutes, their doctors about the kinds of situations that are going to
arise.

As a health practitioner you not only have to get consent but you have
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to advise the person this is how you make a decision, then it's all set
out. And it's as simple as you can photocopy the sections from the Act
and put it on and say here it is. You go competent wish. If there's no
competent wish, you go to best interest test.

HEALTH SYSTEM

Communicating
Better with SDMs

Giving someone the knowledge is empowering. Letting them know that
you don't have all the answers, that you could be wrong. And you
would hope for them that you were wrong, but when it comes right
down to it you don't believe you're wrong. But if they believe you are,
then by all means, you won't feel offended as a physician if they were
to apply to the board, to do everything to assist them. And | think
sometimes that goes a long way with families.

| say all this stuff is much earlier in telling people about their actual
health and giving them the information about this so they really know
their condition. Because when we’re really at the end of life in those
tough ones, that’s a bad time to start that understanding. That’s why |
think it’s got to start earlier.

One needs to be careful in how that encouragement happens, because
encouragement can fall into coercion quite quickly. For example, is it
encouragement to tell a patient that if we continue to treat mom she
will be in pain and agony and blood will start pouring out of her various
orifices? Is that an attempt at a conversation or is that coercion? Is that
making it worse, in order to achieve that result, and what's the
appropriateness of that and how far should physicians go, | ask, in
trying to convince a family that it's not appropriate to continue
measures to prolong life

Educating
Doctors About
Decision-making
and Consent

The physicians and nurses and whomever else is involved in this have to
go back and have to know what the law is that relates to their practice.
| mean there should be mandatory training.

Integrating MISOC
With the Law

| think it's important to remember that physicians don't know anything
about their patients beyond what their physical status is when it comes
to seeing them. They don't know anything about who they are as a
person. The family knows that, and that's why the Health care Consent
Act balances that. Like when you're looking at what is the best interest,
they balance it out with values and beliefs, which is something that the
family will know more about usually, versus like some more medical
explorations, which is what the doctor knows.

As long as it integrates what a doctor should be proposing with what
the rules are in the Health Care Consent Act, then that's a great start.

LEGAL SYSTEM
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More Mediation

I've been making submissions on changes to the Consent and Capacity
Board processes, through the mental health legal community. I've
asked them to consider more mediation options. | think that's always
helpful because often some of them might be resolved by a
conversation like this.

When | am dealing with a family | try and get them back to the facility
and the physicians and try and encourage a team meeting, so that there
can be an open dialogue and a reflection of concern. Sometimes people
are so bitter, so upset that that's not option, and you kind of have to
size that up as you're moving along.

Appendix Table 4

Name

SDM

1 CHALLENGES AS SDM

Limited Discussion of SDM

My mom, a long time ago, when she updated
her Will, her lawyer suggested that she also
do the Power of Attorney and also the Power
of Attorney for health, so there’s a financial
one and then the one for health. So |
understand within that context, but not that
I've recently had a conversation about it.

For us | don’t think there was any — my sister
did have some papers done but doctors or
health team | don’t think that they
participated or even mentioned anything like
that.

How the SDM Definition Should be
Communicated (see vignettes)

Probably option one | think from my
perspective, because it lays it out a little bit
better. So when | make these decisions about
the treatment they’re offering, they’re saying
specifically whether it is going to improve
your wife or husband state. So | will keep it in
my mind based on the treatment or what I’'m
seeing make that decision. That’s one
checklist, go to the next one and do it. As
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opposed to the second one that’s kind of just
a blurb but doesn’t really get into the nitty-

gritty.

2 DECISION-MAKING

Decision-Making is Relational

My mother’s in a dreadful state and she’s
there again in that role, and it’s hard to
balance it because it raises all kinds of things
about your relationship with your siblings,
your relationship with the person you’re
making decisions about and you don’t
recognize that at the time as you struggle to
do the right thing.

And | feel that sometimes you’re not the only
person who makes the decision, it’s like a
group decision. Not just one person would
like to make that decision, but within
consultation with the whole family or
everybody who is part of this person’s life will
give some input. Some people might think
this is better or some people think the other
is better, it’s hard to find balance to
accommodate everybody’s wishes. And in the
end you want to respect the patient’s final
wishes and stuff..

Patient Considerations in Decision-
Making

But | think what | found was dealing with
seeing my mother in pain. It was disturbing to
me to see that she was suffering. As a
decision maker, I’'m sure that impacted my
thinking or ability to think, witnessing the
uncomfortable, stressful situation for her
made it more stressful for me and for my
sister.

| don’t know how many times my mother has
said, “If | go to sleep and die, I've had a great
life, | am exhausted by trying to stay alive, |
don’t want to be here anymore”, and then
they get to the point that they can’t articulate
that but you know because it’s been talked
about before.

Disagreement about Physicians’
Decisional Authority

| guess at the end of the day; | probably side
with the doctor. | probably rely on the
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doctors by their conclusion or final advice.

Because of white coat syndrome, | think very
often there is a universal sense of, “l can’t
because who they are and who | am”. We like
to think we do, we like to think in more
modern evolved times we would. | think 90%
of the time | would just believe it. | would sit
there and listen to what they said and,
“Okay.”

I've seen it from the medical side and how the
doctors made decisions or how they didn’t
inform us and how others did it differently.
And ultimately, | don’t want the medical
community making the decision for me to a
certain point either. So I'm going to make the
decision for me.

3 EMOTIONS

Disagreement about Decisional
Responsibility

We kind of came to that conclusion on our
own but there was no major discussion from
the doctor with us to explain all that. That
would have been helpful because we felt
terribly guilty. It’s a big responsibility for a
family member to take on.

It seems that a human being has a right to be
informed of that if they are taking this
incredible burden on. It’s like power of
attorney is a burden, it’s not something that
anybody wants.

| consider it a privilege actually.

Families are Emotional

For me it was difficult to see someone dying
that | care for and | wondered and asked — it
was very emotional of course and painful.

So then there’s all the guilt issues involved for
the family member. Am | making the right
choice?

There’s always a hope that some miracle is
going to happen, that this doesn’t need to be
the end. This decision doesn’t need to
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facilitate someone dying. And yet it’s the
balance of that with the rationale watching
someone you love in pain, knowing that there
really is no hope for the kind of life, kind of
quality of life that you know that person
would want.

4 FAMILY-PROVIDER
COMMUNICATION, RELATIONSHIP

Physicians’ Limited Communication

| felt kind of lost and in a way | was a primary |
guess with certain things. So | never even got
to talk to a doctor and that kind of alarmed
me.

And it’s the shuffling in, it’s the over verbiage
that’s medical and not human.

There has to be compassion, | find that she
was not shown compassion whatsoever or —
and | felt that she was just left out because
“Let’s move to the next person, that’s it, this
is the end”.

Rationale for Physicians' Limited
Communication

| think there is an armor that you wear just to
that you cannot get destroyed by each and
every case that you’re pulled into.

| know the doctors are very busy but still | felt
it would have been nice if the doctor had
talked to me even though | got in late.

Need for Better Communication

| think most everything comes down to one
basic thing, it’'s communication and | think
people at this point are hungering for really
honest fair communications, look me in the
eye you know tell me here are the options,
this is what we can do and this is what can’t
do, how can we best help the family.

So especially in a situation if somebody’s
dying or they get — there has to be sometimes
compassion because compassion is very
important and knowing that this person really
cares.

But | think also what is exactly the cause or
condition of that person, is there anything
really that can be done, and how can we
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make sure, trust the decision that what
they’ve given us. Considering they did explain
everything they’ve done and is there anything
or there’s nothing else, then if the trust has
been established and | think that if they did
explain everything and they took that
moment to kind of discuss it with us then it
would be easier to make a decision to
withdraw.

But when you get that honest
communications and it’s not going to be the
result that you want, | mean | don’t think
people die with dignity unless you’re on the
golf course and you have a heart attack, then
that’s it. But you can die with some humanity
you know and that comes from people
treating you and your family like real people
in this terrible situation, inevitable situation.

5 MSOC

Vague Understanding of MSOC

That there’s sort of a baseline or threshold
about how we treat human beings. So we’re
not going to stick them on a gurney in the
hallway, we’re going to put them in a bed,
we’re going to feed, change or clean or keep
the body nice or presentable, if they need
oxygen they need oxygen, if they need this or
need that. There are some basics, | can’t list
them all, but there are some sort of known
basics if you're a doctor, and alleviating
suffering is somehow in there.

| don’t know what it is to be honest. Unless |
go and look it up.

Protection of Both Physicians and
Patients Under MSOC

| think it protects physicians. | think it
protects patients, but you've always got that
same issue. You've got a question of whether
or not something was the standard and
whether the care met the standard. So
there's always going to be that grey around
interpreting, both the standard and the care,
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which complicates things.

It’s definitely drafted by a lawyer to make
sure that they don’t get sued.

| would think that if a patient presents with
certain clinical factors then the physician is
duty bound by that standard of care to
present this list of treatment options and so
to that extent the physician isn’t again in a
position to have their own values influence or
limit or narrow or for that matter expand
what care services they're offering.

No one Knows What's Beneficial,
Noone Knows When People will Die

And | know that nobody knows 100 percent in
most cases what'’s going to be beneficial,
what’s exactly happening. For example, Paul
had mentioned his mom had dementia. | read
into Alzheimer’s — nobody knows until after
the person had passed away anyway what
was really going on. So there’s always an
element of doubt there..

There is no ability to be god in this
relationship whether you believe in a god or
not, there is no ability for anybody to know.
For example, my mother was supposed to —
we were told once she was going to die 8
years before she did. Nobody really knows.
There’s a standard where we know things are
very close but 8 years is a long time. And |
think misdiagnosis played a part. So we aren’t
divine beings with an absolute god like
power.

Asking for Explanation

| don’t think | have a problem with asking. |
would expect the doctor to have a more
fulsome discussion about — “l understand why
you might want to do this but let me explain
why | think this is very harmful.”

that’s a possibility to ask, but at the same
time, it’s definitely the responsibility of the
medical team to help that person understand
why that will not necessarily be the decision
to follow.
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6. DISAGREEMENT ABOUT ASSENT
AND CONSENT COMMUNICATION
(comments refer to 3 vignettes given
to patients, describing approaches
that ranged from asking for consent
to giving assent for a medical
decision)

And so number one | think contains the key
messages, “We’ve done what we can, we
don’t think we can do more, do you give us
the consent”.

So | take that as I’'m giving full authority to the
doctor and it’s out of my hands...Okay, I'm
not sure that | could — that would sit well with
me. Again, the team approach and hopefully
by then | would just give the consent.

“Oh we’re going to bear the burden
together”, bite me. | know you have feelings,
don’t get me wrong but —and | know when
you go home tonight | know you will feel bad,
don’t get me wrong either, but we’re not
bearing this burden in the same way. So that
sounds insincere to me. So that’s my thought
about number three. So number two was kind
of the same thing, there’s just fewer
sentences.

And if you can’t make the decision, we will
bear that burden and make the decision for
you. So what you’re asking me in option three
is telling you that. It's communicating what
the law is and they are going to take on the
burden for you if you can’t take it.

In a situation where you’re very ill or a family
member’s very ill, you're going to be
overwhelmed. Option one doesn’t to me, it
almost led you into agreement. Option three
while it bears more of a burden on the family
| think, at least you have the choice of like
passing this burden onto someone else or
owning it - | would want my family member
to get option three.

| definitely prefer option three. It also seemed
to be more of a partnership. | kind of like the
idea. | mean suffering is a big deal but | also —
| like the idea that if somebody feels that
more needs to be done that that can be done.
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7 CONFLICTS BETWEEN PROVIDERS
AND SDMS

(comments refer to 3 vignettes
describing (1) no conflict resolution,
(2) in-hospital conflict resolution, and
(3) adjudication through the Consent
and Capacity Board and the courts)

Preference for In-Hospital Conflict
Resolution Communication

Option 2 is, in my opinion, the better option
because it tells the decision maker what all
the options are so everything is on the table.
So they’re not — they express their
disagreement, but they’re saying, however, to
help you, here’s what we can do to come to a
decision. So that is — how it’s worded | think is
very inclusive of all the things that need to be
considered. Whereas option 1 is more
confrontational and it’s not supportive at all.
It’s almost like it’s saying, look this is the right
thing to do and we wash our hands of it.

Well wait a minute, all these people in the
process are from the hospital and you protect
each other, so who's helping me in making
this decision,

| like that option two mentions the consent
and capacity board though.

Preference for Legal System
Adjudication Communication (see
vignette)

Option 1 is just too clinical because it just
explains it matter of fact and then puts the
responsibility on the social worker to deal
with the decision maker.

| prefer option 3 because it sort of
summarizes the act and why we have to
move forward and why they have to go to the
Consent and Capacity Board but it also then
explains what will happen once a decision is
made so that the decision maker also has an
understanding of, okay so this may not work
for me, this may not play in my favour. Option
2 is fine but | think it helps to have that extra
sentence or two to explain what the
aftermath will look like.
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The relationship in option 3 is so positive as
they want to work together whereas option 1
is just, this is how it is, if you have any
questions talk to the social worker. So it’s not
a very —it’s not a clean approach, there’s no
partnership.

Disagreement about Life Support
and CPR While Waiting for Legal
Decision (see vignette)

So my personal opinion is under no
circumstances do | want my loved ones to
suffer any longer than they have to. And so
that is one of the reasons why | would go for
number two...I like the fact that at the end of
the day, the doctors will have to make the
final decision and they will not provide life
support but will provide any other medical
therapy that they feel is appropriate given her
medical situation and values.

| said one. No, what I’'m saying is | think that if
the family believes that there is value in the
process of mediation, then | think the medical
staff team should provide care to the
maximum until the situation is resolved.
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