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Canadian Society of Palliative Care Physicians (CSPCP) recommends against advance requests for
MAiD for the following reasons:
1. People are poor at anticipating what life would be like with a life-changing
illness or disability under circumstances they have not yet encountered.
a. Consistent gaps exist between healthy and ill populations’ ratings of their well-being
living with disability or illness. This “disability paradox” (1) is not due to an
exaggeration of quality of life (QoL) by disabled individuals, but rather the inaccurate
predictions of non-disabled individuals. People predict whether their feelings would
be positive or negative, but cannot predict the magnitude and duration of emotional
shifts from baseline. Studies have shown we focus on what we lose, rather than
what will stay the same or be gained (2,3). Society is full of stigmatizing images of
illness and disability, depicting broken and unfulfilling lives. When studied, nondisabled people who know disabled people, view living with disabilities more
positively—perhaps because of realistic examples to imagine how they themselves
could cope.
b. Research shows that when faced with decisions one has had little or no experience
with, we are prone to construct preferences based on current issues and feelings
rather than long-held values and beliefs (4). How information is presented can
significantly influence a person, and decisions can be swayed by framing, context
and priming (5). Professional providers, especially those inexperienced in discussing
future care with patients or not mindful of their own biases for treatment influence
these effects. Advance care planning has thus moved away from deciding specific
treatments patients would not want (CPR, feeding tubes, etc.) and focuses on beliefs
and values to guide decision-making. Focusing on treatments that patients
would/would not accept has shown that patients can end up refusing treatments
that could restore good quality of life when temporarily acutely ill (5,6).
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2. People adapt to illness and disability, and shift their requirements for what
constitutes a tolerable quality of life.
a. People with serious health conditions, from paraplegia or renal failure to cancer,
consistently rank their wellbeing higher than healthy controls asked to imagine what
living in that particular health state would be like. At time of diagnosis or acute
event, people experience a reduction in wellbeing but return to slightly below
baseline levels within a year or two. The adaptation process takes time but when
complete, the person recovers their sense of wholeness and wellness. With symptom
control, therapeutic support and the necessary social or disability supports, most
people show surprising resiliency (7).
3. The idea of an advanced directive for MAiD comes primarily from degenerative
brain diseases in which there seems a loss of the sense of self and cohesiveness
of identity.
a. People with cognitive impairment can self-report their QoL, related to degree of
functional impairment and mood, not degree of cognitive impairment. Pain and
symptoms have a negative effect on QoL, while social engagement, good
relationships with caregivers, and spirituality/religious beliefs have a positive effect.
QoL is consistently rated lower by caregivers, than by the person with dementia
(PWD). However, there is frequent correlation between the two on what is affecting
QoL e.g. pain, disease symptoms (8,9).
b. The PWD’s voice has not been front and center, probably due to the stigma of losing
one’s cognitive functions. PWD have written and spoken eloquently about their
frustration being ignored in a hypercognitive society that makes worth and
personhood entirely dependent on rationality. We demean those whose memory has
dissipated by treating them with indifference or cruelty; we act as if they aren’t
there. In general, QoL is a self-fulfilling prophecy. If those around the person with
dementia make no efforts to relate to the person in ways that enhance their
experience, then QoL will be abysmal. People feel like dementia is a label that leads
society to believe a person has less purpose and value (10).
c. The role society plays in the care of PWD directly effects their QoL (11). Many living
in dementia-friendly communities where they are valued for their emotional,
relational, spiritual and creative selves, with technological aides to remind them of
their identities and memories, can continue to live meaningful lives. A palliative
approach to care ensures that symptoms are treated to maintain QoL and values are
reflected in their goals of care for treatment of new issues.
4. Many medical conditions have a long and unpredictable trajectory, and
suicidality in these conditions can wane over protracted periods of time.
a. A study of patients with stroke, traumatic brain injury, and spinal cord injury (12)
showed a higher risk of suicidal ideation than those of the general population even
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two years after initial disease or injury. Suicidal ideation was most closely associated
with the presence of clinical depression (13). Treating the depression resolved the
suicidal ideation. In those with illness, treating depression and providing support to
avoid social isolation is key to reducing the desire for death.
5. Clear lessons from other jurisdiction’s experience with carrying out advance
requests:
a. Physicians have a hard time adhering to advance directives requesting hastened
death without being able to reaffirm consent and establish the presence of current
suffering. Family members tend not to support carrying out these advanced requests
as they are also conflicted about whether their loved one is suffering and whether
the current condition matches conditions specified in the advance request (14-16).
In Canada, those who advocate for advance requests say the healthcare system
should be responsible for managing the advance request rather than family
caregivers. It should be beyond consideration that a publicly funded system would
bear responsibility for carrying out this decision.
CSPCP recommends the Canadian Dementia Strategy, in collaboration with federal and provincial
partners, make sustained efforts to change the culture of stigma around degenerative brain
conditions. All those with degenerative brain conditions should have access to care in communities
and facilities that allow them to continue to lead a meaningful life with supportive caregivers aware
of the needs of people with dementia, practicing a palliative approach to care.
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