Advance MAID requests: we need to
talk about the day of death

Will Advance MAID requests bring the relief that people are
looking for?
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The Province of Quebec has recently created procedures that allow ad-
vance requests for assisted dying. But do they really? I sent this to the
Globe and Mail as an opinion piece, but they decided not to publish it so
I thought I'd save it here. It was a response to a Globe and Mail article
and followed a short exchange on the Letters page.

Some years ago my mother told my sister: “My greatest fear is losing my mind. If
that happens you’re to give me poison and I'll drink it.” Still, Mum died in March of
this year at the age of 93, after several grim years clouded by dementia, so I share
the impulse behind Quebec’s decision to allow “advance requests for assisted dying”
and sympathize with the woman in this Globe and Mail article.

And yet... if we are to allow advance requests, we need to talk about how those
requests will be executed, and to date that public discussion has not happened. To be
specific: given the chance, many dementia sufferers will refuse and resist an attempt
to end their life, regardless of what requests they signed in the past. What happens
then?

If refusal at the point of death is respected, then the new Quebec law is a mere mirage,
offering a promise of relief that it cannot deliver. This seems to be what happened
in the Netherlands, where advance requests have been legal since 2002 but where
a 2011 study found that “Advance directives for euthanasia are never adhered to
in the Netherlands in the case of people with advanced dementia, and their role
in advance care planning and end-of-life care of people with advanced dementia is
limited.” Such an outcome helps nobody.


https://www.theglobeandmail.com/canada/article-quebec-maid-advance-request-law/
https://www.quebec.ca/en/health/health-system-and-services/end-of-life-care/medical-aid-in-dying/advance-request-medical-aid-dying
https://www.theglobeandmail.com/canada/article-quebec-maid-advance-request-law/
https://pubmed.ncbi.nlm.nih.gov/21649621/

If advance requests are to serve a useful purpose, refusal and resistance at the time
of death will have to be either overruled or bypassed. Perhaps someone (who?) will
sedate or hold down the patient, for medical personnel to administer the final dose.
Or perhaps medical staff will avoid the problem by not telling the patient what is
being done: “it’s just something to make you feel better.”

Neither of these paths is “assisted dying”. “Assistance” implies the assent of the dying
person at the time it happens. Perhaps we are OK with this change. Perhaps we agree
that the person making an advance request is the one best placed to represent the
interests of their future self, and that the dementia sufferer is no longer competent
to change their mind. But if so we should at least say so and not turn “assisted
dying” into a euphemism for something else. Instead, we should spell out what that
“something else” is.

There are other thorny questions. Anyone who has witnessed a pet being put down
knows what a profound and intense experience that can be, and it’s not uncommon
for minds to change at the last minute. Witnessing the death of a human loved one
would be another level of distress. Faced with the last moments of a drugged or
resisting loved one, even someone who has agreed to a relative’s advance request
may change their mind. Do they have an option to object? Remembering my mother,
it is easy to imagine why one might: “Yesterday she brightened up when she saw me,
so she knows who I am sometimes”, “We sat together yesterday and held hands, she
was happy. Isn’t that enough?” Similar difficult decisions already exist around “do
not resuscitate” orders, but if I put myself in the two positions, they seem to be of a
different order.

How and when and by whom death is delivered are not administrative details to be
sorted out in regulation: the moment of dying is and must remain at the heart of the
matter, and that’s why public discussion must confront it. I don’t have the answers;
I hope others do. Watching my mother lose herself was heartbreaking. An advance
request would have made the experience different for me and, more importantly, for
her. If the right framework could be found, I might make an advance request myself
in case dementia comes for me too, but as the Quebec law stands I don’t know what
I would be signing up for.
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