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Abstract

Background: More than a dozen countries have now legalized some form of assisted dying,
and additional jurisdictions are considering similar legislations or expanding eligibility criteria.
Despite the persistent controversies about the relationship between medicine, palliative care,
and assisted dying, many people are interested in assisted dying. Understanding how end-of-
life care discussions between patients and specialist palliative care providers may be affected
by such legislation can inform end-of-life care delivery in the evolving socio-cultural and legal
environment.

Aim: To explore how the Canadian Medical Assistance in Dying legislation affects end-of-life
care discussions between patients and multidisciplinary specialist palliative care providers.
Design: Qualitative thematic analysis of semi-structured interviews.
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Austria and New Zealand both legalized assisted
dying in 2020, with provisions coming into force
in late 2021.

Eligibility, permitted circumstances, and author-
ized methods for assisted dying vary considerably
internationally. In Canada, the 2016 Bill C-14
legalized Medical Assistance in Dying (MAiD),
allowing not only physicians but also nurse prac-
titioners to assist eligible and consenting adult
patients with foreseeable death to die by clinician-
administration or self-ingestion of lethal medica-
tion under specific safeguards. In March 2021, an
additional criminal code amendment was passed
by the Canadian Parliament with Bill C-7. This
Bill expands the MAID eligibility criteria, adding
the inclusion of individuals whose death is not
reasonably foreseeable, and those whose death is
foreseeable but are at risk of losing the capacity to
consent.!

Despite legalization, the relationship between
medicine, palliative care, and MAID remains
controversial. With notable exceptions,?3 one
complex and under-recognized issue in the
empirical literature is how MAID legalization
affects end-of-life care discussions, particularly
among palliative care providers (PCPs).# This is
an important area for practice consideration,
given that changes in end-of-life care discussions
can impact ongoing delivery of care, as the direc-
tion of these conversations may affect whether
palliative care and related social support services
would be further explored with patients.>

This paper reports findings from interviews with
multidisciplinary PCPs on how MAID enquiries
affect end-of-life care conversations. Despite the
persistent controversies about the relationship
between medicine, palliative care, and assisted
dying, many people are interested in assisted
dying. As the primary settings for MAiD adminis-
tration in Canada are hospitals, patients’ homes,
and palliative care units, where PCPs who have
been trained to accept death as a natural process
are increasingly asked to be involved in MAiD
conversations, their experience in navigating these
discussions can inform practice, professional cur-
ricula, and policies to enhance PCPs’ ability to
provide holistic care in the evolving cultural land-
scape. The study was conducted before the pass-
ing of Bill C-7, and thus the findings presented
here occurred within the context of the previous
eligibility criteria, outlined in Bill C-14. Adhering
to the Consolidated Criteria for Reporting

Qualitative Research (COREQ) guidelines,® we
report PCPs’ experiences, concerns, and recom-
mendations in discussing MAID as part of end-of-
life care planning in the evolving socio-cultural
and legal environment. The study was approved
by the University of British Columbia (H18-
03123) and University Health Network (18-6306)
Research Ethics Boards. We explore how PCPs
manage the tension between MAID and the phi-
losophy of palliative care, especially when a shared
population may access both services.

Methods

Research question

As part of a larger qualitative study on PCPs’
experiences in caring for patients who have
enquired about MAiD,” we explored the perspec-
tives of specialist palliative care clinicians on dis-
cussing MAID with patients and families within
routine end-of-life care planning.

Study design
An exploratory qualitative study using in-depth,
semi-structured interviews.

Participants and recruitment

In Canada, multidisciplinary specialist PCPs
need to navigate MAiID processes and experience
various contact points for MAiID discussions.8
Using purposive sampling, we recruited specialist
PCPs who work in acute care (n=26), commu-
nity care (n=1), hospice care (n="7), and multi-
ple sites (= 14) in Vancouver and Toronto. All
participants have had direct experience support-
ing patients who had enquired about MAiID. To
assure maximum variation in our participants and
to capture diverse perspectives, we recruited phy-
sicians (n=22), nurses (n=15), social workers
(n=1T), and allied health professionals (AHPs)
(n=4) of varying experience levels. Recruitment
materials were circulated through professional
listservs, clinical presentations by the research
team, and professional contacts. Interested par-
ticipants were contacted by a team member to
confirm eligibility and provide further study
information.

Data collection
The semi-structured interview guide was con-
structed based on a prior scoping review and
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informed by our research team’s practice experi-
ence. To ensure clear wording and smooth flow
between questions, mock interviews were con-
ducted with three PCPs with experience respond-
ing to MAID requests. Their concerns were
addressed, and the interview guide was refined
accordingly.

Semi-structured interviews were conducted
between 2018 and 2020 by one of three research-
ers (A.H., S.]., and K.S.) with extensive qualita-
tive research experience. The interviews elicited
participants’ experiences engaging in end-of-life
care discussions and care practices before and
after MAiD became legal, their roles and respon-
sibilities before and after the legislative change,
and their experiences responding to general
enquiries or formal requests for MAiD.

Interviews were recorded, transcribed, and ana-
lyzed using NVivo 12 software. Participants pro-
vided consent and were assigned pseudonyms,
with identifiable information removed from the
transcripts to protect confidentiality. Field notes
documented the recruitment and interview con-
texts as well as participants’ speech and non-ver-
bal behaviors. The same interview guide was used
for both sites.

Data analysis

Interviews were analyzed using inductive the-
matic analysis, which has a descriptive and
exploratory orientation.® Early in the data collec-
tion processes, two researchers (AH, S]) analyzed
the first three transcripts using open coding, iden-
tified emerging themes, and refined interview
questions for further probes in subsequent inter-
views. To enhance validity and facilitate a reflex-
ive process of continuing meaning-making,!® we
utilized a constant comparative approach to sys-
tematically organize, compare, and understand
the similarities and differences among partici-
pants’ perspectives as themes began to emerge.!1:12
Each research team member coded two tran-
scripts independently to further clarify themes,
subsequently compared and grouped into con-
ceptual categories to form a preliminary coding
scheme. Any coding that did not reach at least
90% agreement between coders was reviewed and
reassessed by the researchers. Coding differences
were resolved through team deliberation and bet-
ter understanding of various codes. We actively
sought disconfirming examples, adding and revis-
ing categories to form a final coding scheme to

accommodate the data adequately. The concur-
rent and iterative data collection and analysis
facilitated comparison of new themes and catego-
ries with those previously established in the data-
set!? and determination of data saturation, when
no new themes emerged from further interviews.!!
Four transcripts were coded by at least two
research team members to ensure intercoder reli-
ability of at least 90% agreement before dividing
up the remaining transcripts to be coded by a sin-
gle researcher. To promote trustworthiness of the
analysis,!* analytic memos recorded the research-
er’s self-reflections and critical analysis of the
emerging ideas.!>

Results

Forty-eight participants from Vancouver (n = 26)
and Toronto (7= 22) were interviewed in person
or by phone. Average interview length was 53
minutes (range 30-97). Participants included
physicians (n=22), nurses (n= 15), social work-
ers (n="7), and AHPs (n=4). Eight interviewees
had served as MAID assessors/providers; two
received assessment training. (Table 1)

Inductive thematic analysis identified five notable
considerations associated with how MAID
affected discussions in end-of-life care planning:
(1) concerns over having proactive conversations
about the desire to hasten death, (2) uncertainties
regarding wish-to-die statements, (3) conversa-
tion complexities around procedural matters, (4)
shifting discussions about suffering and quality of
life, and (5) the need and challenges of promoting
open-ended discussions.

Concerns regarding proactive conversations
about the desire to hasten death

Despite their general comfort in having proactive
end-of-life discussions with patients, interviewees
expressed trepidation about initiating MAiD con-
versations. These concerns arose even for partici-
pants who supported Bill C-14 and wanted to
provide an open environment for patients to
explore MAiD-related matters. Apprehensions
were particularly salient among participants who
perceived professional and institutional restric-
tions for MAiD:

We have end-of-life care conversations with
everybody because that’s our work. So, the
conversation has not shifted. [But] the College of
Nurses mandates that we’re not allowed to initiate
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Table 1. Participant demographics.

Characteristic Study sample, n = 48

Gender, n (%)

Male 9(19)]
Female 39 (81]
Age range, n (%)
25-34 8(17)
35-44 15 (31)
45-54 17 (35)
55-64 6 (13
65-74 2 (4)
Role, n (%)
Physician 22 46)
Nurse 15 (31]
Social Worker 7(15)
Allied health professional 4 (8]
Type of institution, n (%]
Faith-based 13 (29]
Secular 32(71]
Location, n (%)
Community 102
Hospice 7(15)
Hospital palliative care 26 (54)
Multiple sites 14 (29)

Work experience in years, n (%)

<1 2(4)

1-5 12 (25)
5-10 14.(29)
> 10 20 (42)

Participation in MAID, n (%]

Assessor 8(17)
Provider 5(10)
Neither 40 (83)

MAID, Medical Assistance in Dying.

[MAID] conversations. The only thing we can do is
respond. (P5, Nurse)

Some participants also questioned the congru-
ence between palliative care philosophy with
MAID, rendering wish-to-die discussions chal-
lenging for PCPs who want to explore the motiva-
tions behind patient requests. They expressed
concerns that people with a strong desire to access
MAID may consider broader discussions as
intrusive:

I’ve been talking about [wish to die] stuff for decades
with people. “Why do you feel like you want to be
dead?” “How can we make it better?” Just that it’s
all swept away now ... The law passed in June 2016,
and by September 2016 at the [international]
palliative care conference in Montreal, they had
stats from xxxx University that patients were already
saying to palliative care doctors, “get out of here, I
don’t want to talk to you, I just want to be dead.”
(P17, Physician)

Several participants reported disinclination to ini-
tiate MAID discussions unless the patient has
raised the topic:

T’ve initiated a discussion with the label of MAID if
they’ve identified a desire for hastened death and
I’'m exploring what that means ... I can’t say I've
introduced it as an option without some prompting
from the patients that it might align with what
they’re looking for. (P32, Physician)

Some participants who were comfortable with
various forms of end-of-life conversations none-
theless worried about upsetting patients by initi-
ating MAID discussions due to associated stigma:

One big difference is recognizing the potential
individual perspectives or stigmas about MAID. ...
I don’t ask, “Is it alright with you if I talk about how
we can manage your pain?” But I think with MAiD
it is important to get permission, because sometimes
we’ve noticed people can be offended. (P45,
Physician)

Participants also explained how the introduction
of MAID in end-of-life care discussions may dis-
rupt the therapeutic relationship with patients
and families:

It can change the course of the conversation that
you’re having. Like ...we’re all discussing things
where there’s support surrounding the discussion,

journals.sagepub.com/home/pcr



A Ho, JS Norman et al.

and everybody is on the same page. And then they
would talk about MAID; the patient wants it and the
family doesn’t, and then a family member might
leave the room and not be part of the conversation
anymore, or becomes quite tense, or people close off
the discussion. (P41, Physician)

Uncertainties regarding wish-to-die
statements

When patients appeared to be expressing a desire
to hasten death, participants faced challenges in
clarifying ambiguous statements:

I think people panic, when somebody says something
like “can you just put me to sleep?..”.You are
thinking, oh my god, they want MAiD. The reality
is, they’re taking dexamethasone and they are so
hyped that they literally just need something to help
them sleep. (P15, SW)

A MAID provider noted situations where non-
palliative clinicians presumed and misunderstood
patients’ end-of-life care desires:

We get lots of referrals for patients who’re wanting
MAID and it turns out that’s not what they’re asking
for ... Now that MAID is legalized, everything is
“This patient wants MAiD” when really patient
wants palliative care. (P47, Physician)

Participants also reported some patients being
referred to palliative care only after having
expressed a wish to die, and it was not until then
that the patient’s wish was clarified:

[MAID] has drawn people to the attention of
palliative care that wouldn’t have got palliative care
beforehand. And that’s because they mention the
dying word, or they mention the MAiD word. There
was a guy who said, ‘I want to die,” and it turned out
that he just really didn’t know his options. We talked
to him for quite a while, and he was quite happy
with palliative care. (P 24, Physician)

Others reported concerns about addressing wish-
to-die statements without appearing to recom-
mend MAID or influencing patients’ decisions:

When people say, “Life isn’t worth living, I hurt so
much, I can’t wait until this is over. When is death
coming?” Those kinds of statements are a bit harder
to navigate ... and you don’t want to say, “Well,

have you heard that I can help you die?” You have
to be very careful how you talk about it. (P29,
Physician)

Conversation complexities around

the MAID process

Even when patients explicitly ask about MAID,
interviewees reported extra burdens and intrica-
cies in explaining procedural logistics as part of
end-of-life care discussions, especially in cases of
institutional non-participation:

I had to use language with people in the beginning
that they’d be moved [elsewhere] for the
provision ... Patients will almost always stay here
until the hour before they die. So, we’ve done all the
work. The only thing that’s not happening is the
actual injection. (P5, Nurse)

Some participants also reported complexities in
helping patients understand and accept the neces-
sity of assessment and waiting period safeguard
requirements:

It’s hard when somebody comes in, and they’re in
pain. All they’re doing is saying: “I want MAiD.”
But they don’t understand that assessment process,
and they want to die now. We’re trying to explain to
them while they’re acutely suffering about how this
process works, and they don’t want to hear it. They
get mad ... There are ways to help that suffering,
especially once they’ve come up here with
medications and stuff. I feel that’s not necessarily
the best time to make that decision, and they get
frustrated because they don’t want to go through
that ten-day process. (P3, SW)

Other participants reported situations where
patients had upcoming MAIiD appointments and
refused pain or sleep medications because they
worried that the medications would affect their
ability to consent to MAIiD, rendering them ineli-
gible. Due to these concerns, participants dis-
cussed the need to explore if MAID is an end in
itself or a means to an end for patients:

When somebody clearly had talked about “this is
the way I want to end my life,” I ask them this
question. “If you’re dying naturally, how important
is it for you that you die from MAiD? Or are you ok
for us to allow you to die naturally if it’s clear that’s
what’s happening?” (P14, Nurse)
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Such discussions are important, especially since
some families were reportedly upset when patients
died naturally before the scheduled MAiD proce-
dure, even when the death was peaceful:

There’s been significant anger in instances from family
members after [MAID] didn’t happen. That the one
thing they wanted, the way that they wanted to go ...
they had a natural death which is very comfortable,
but it wasn’t how they wanted to go and we’ve had
some learnings around communicating how much
time it takes to set these things up. (P46, Physician)

Since patients have the right to privacy and confiden-
tiality, but families are often accompanying patients’
end-of-life journeys, some participants reported chal-
lenges in navigating the physician-patient-family
communication triad when patients wanted to keep
their MAID planning process a secret:

[MAID] was something she wanted to do and she
didn’t want us to tell the [family] ... That’s her right
... But we also felt tremendous conflict ... We spent
so much time with her ... How was this going to be
for her and how is this going to be for the [family]?...
She said, ‘when I die you can tell them anything you
want.” But she definitely did not tell them about the
fact that she was planning for MAID... She was
kind of transferring that on to us. Like, I’'m done, I
made my decision. You deal with it. And it was hard
on all of us. (P2, Nurse)

Other participants who generally supported
MAID worried about the subjective interpreta-
tions of eligibility criteria and the implementation
pathway for MAiD, and wondered if there should
be a comprehensive exploration of all end-of-life
care options before discussing MAiD:

Now I'm a little less positive, a little bit wary ... Some
of my struggles go back to the question, did we explore
all options? And then I battle with it, because why
does it matter? If the person wants MAID, why do I
say we need to make sure we’ve explored every option
to alleviate their suffering before they can practise
their legal right to MAID? I feel it should be the last
option ... Whereas sometimes I don’t feel it works
that way. Maybe there’re other things that could be
done, but we shot straight to MAID. (P4, Nurse)

Shifting discussions about suffering

and quality of life

As PCPs focus on promoting well-being and reliev-
ing suffering, some participants felt positive about

providing patients a sense of control by discussing
MAID as part of end-of-life care planning:

A lot of people have a tremendous sense of loss of
control, and how [their illness has] decimated their
life and their prospects over the future. I think
having some control over how you die is having
some control. It’s a privilege to be able to tell your
patients and their families what their options are
and choosing what makes the most sense for them.
(P45, Physician)

However, other participants reported the inade-
quacy of simply carrying out a patient’s MAiID
request without first addressing their psychosocial
and existential suffering that might have prompted
the request and supporting the patient
accordingly:

He wanted MAID because he was grieving [his
wife’s death] and didn’t really have a lot more
reason to live in his life, and he felt lonely. It wasn’t
really the suffering of his disease per se; it was the
suffering of life ... I have a lot of challenge with
patients that ask for MAiD because they’re lonely
and they’re elderly and don’t have a lot of social
connections ... I would hope, as a society, we could
figure out how to support people as much as we can,
rather than kind of committing them down this
pathway towards euthanasia. (P10, Physician)

Other participants also discussed their uneasiness
when patients’ suffering, which motivated MAiD
enquiries, could have been managed by other pal-
liative care and relational measures:

When people are in different stages and degrees of
suffering, they look for the magic bullet which is
MAID. But they don’t realize that better symptom
management and open frank discussion between
them and the families could really reduce their
suffering. They may not require MAiD. (P9, Nurse)

Such discomfort is noteworthy, given that some
participants perceived that MAiD legalization has
ironically made it more difficult for PCPs to thor-
oughly explore patients’ suffering and present
various options that may ease such suffering:

Prior to [legalization], we had greater ability and
time to deal with existential and emotional distress
... [Now] the ability to help people deal with their
existential crisis through talking and reflection is
severely constrained. Practically absent ...My being
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forced by that [MAiD] question to say, “are you
telling me that you want to implement the
government guidelines that you want somebody to
help you end your life?” Instead of saying, “that’s
horrible, tell me more. What’s going on?” It
constrains the discussion. I feel it underserves and
inappropriately serves individuals in dealing with
their suffering. (’37, Physician)

Illustrating such concern, another participant
told a cautionary tale of how even though PCPs
focus on finding ways to support patients to live
as well as possible, for as long as possible, the
MAID option may paradoxically lessen discus-
sions and efforts to promote patients’ quality of
life:

I’m thinking of a recent patient who had MAID.
Our end-of-life care conversation was different ...
She was very matter of fact about having and
wanting MAID. I would’ve had more of a
conversation about “what other activities would you
like to do,” but because we knew she was having
MAID soon, it changed my role with her. I could’ve
done more things with her. I could’ve been more
involved with her care and end-of-life care journey.
But because she was ending her journey at this
point, those conversations weren’t had. (P30, AHP)

The need and challenges of promoting open-
ended discussions

In addressing MAID as part of end-of-life care
conversations, interviewees recommended having
open, compassionate, non-judgmental, and
exploratory discussions regarding patients’ end-
of-life care goals and support them accordingly:

When I counsel patients who’re interested in MAID,
I try to present it as one of the many reasonable
pathways they can take. I frame it not as charged
and controversial, because I want them to be as
objective as possible in their decision-making ... I
try to spend time to really understand what they’re
saying. Often by sitting with people and talking, you
can understand, is this someone who wants to sign a
request form for MAID? Or is there something else
going on? I try to just tease out what they’re talking
about and how we can support them. (P48,
Physician)

Participants also noted the need to have iterative
exploratory discussions to fully uncover potential
psychosocial and existential concerns that may
have prompted a wish to hasten death and address

them accordingly rather than focusing solely on
MAID:

During the MAID process, from the time someone
initiates the conversation to the time the provision is
had or isn’t—someone dies or chooses against it or
what have you—it’s never just one conversation. It’s
multiple conversations; it has multiple layers with
different family members with different coordination
with [multiple people]. (P5, Nurse)

Other participants also recommended first mak-
ing space to explore how a potential MAID
enquiry fits in the patient’s broader end-of-life
care wishes:

If ’m in a consult and it seems like someone’s kind
of, like, “I’'m done. I’m ready to pass away,” then I
explore that a bit. First to hear what they mean by
that, and then just because I don’t want people to
fall through the cracks. If they’re asking for MAID
and they’re not being explicit, I'll be like,
“Sometimes I work with people and they say
something like that, it just means they don’t want
antibiotics and medications to prolong life. They’re
ready to allow for natural death. And I’ve worked
with others when they say something like that, they
want a doctor or a nurse practitioner to give them
something to end their life on their own timeline.”
You know, and then kind of suss that out. (P35,
Physician)

Discussion

Main findings

As the compatibility of MAiID with medicine and
palliative care remains contentious among
PCPs,16-18 and there is wide variation in the inten-
sity and timing of palliative care involvement, our
participants encountered various levels of dis-
comfort in incorporating MAiID discussions as
part of end-of-life care planning. Some interview-
ees believed that PCPs are uniquely skilled at
holding complex end-of-life care discussions and
are thus better equipped than non-palliative
healthcare providers (HCPs) to explore all options
with patients, including MAiD.1%20 Others iter-
ated the concerns noted by global palliative care
associations,?! worrying that PCPs’ involvement
in MAiID may further blur the public perception
of palliative care and erode trust in a specialty that
commits to whole-person care by easing pain and
suffering without hastening death.?2 This concern
was particularly salient among participants with
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more than ten years of practice experience in pal-
liative care. They echoed other Canadian findings
showing uneven palliative care access at individ-
ual, organizational, and population levels.?3 Some
of these participants had long fought public mis-
conceptions that palliative care would hasten
death. They worried that the inclusion of MAiID
discussions in end-of-life care planning, particu-
larly in cases of late palliative care referrals that
were initiated only after a patient’s MAID request,
would reinforce that perception. Another
Canadian study looking at inpatient palliative
care code that identified patients who received or
were referred to palliative care revealed that
76.8% of patients were only first identified as
“palliative” in their final admission before death;
for other patients receiving the designation before
their final admission, nearly half were identified
less than 2 months before death.?*

Some participants in our study also cautioned
that a gradual normalization of MAID discus-
sions, even if well-intended to promote patients’
autonomy, may inadvertently move palliative care
from being compassion-driven to process-
driven.?> This can have important social and
practice implications, as a whole-person focus on
patient emotions and suffering in their wider
socio-relational context may allow HCPs to probe
and clarify patient motivations, potential miscon-
ceptions, and needs, thereby providing tailored
education and support. Whereas a process-
focused approach that adopts a non-intervention-
ist view of autonomy may result in MAiD requests
being taken at face value. Subsequently, the cur-
rent legal process may facilitate MAiD without
fully understanding the broader patient decisional
context and intersecting concerns, including
whether they truly wanted MAID if other support
options were available.

Implications for practice and policies

To our knowledge, this is the first multi-site
Canadian qualitative study to explore multidisci-
plinary specialist PCPs’ experiences with MAiD
discussions in the broader end-of-life care context.
As PCPs continue to strive toward better holistic
care and the easing of patient suffering, while many
patients still lack early access to palliative care or
adequate knowledge of the palliative approach,2°
the intersecting perspectives, concerns, and experi-
ences of PCPs can inform practice.

Echoing empirical data from the United States,
most participants reported waiting for patients to
initiate assisted dying discussions,?’-2° partly
stemming from their perceived legislative, profes-
sional, or institutional requirements.?> Some of
these requirements may have conflicted with each
other, further complicating these difficult conver-
sations. Moreover, PCPs are more accustomed to
exploring the patient-initiated concerns with
them, rather than unilaterally introducing MAiD
into the conversation. Unlike the Australian legis-
lation,3° C-14 does not prohibit HCPs from initi-
ating MAID discussions,3! although various
professional colleges and organizations have com-
munication protocols cautioning certain prac-
tices.3233 Some nursing regulatory organizations
allow members to inform patients about MAiID
after it is clear a patient is requesting information
for MAID (versus expressing a desire to die) but
warn against appearing to be suggesting, recom-
mending, advising, or inciting uptake.3%35 HCPs
and healthcare institutions can refrain from pro-
viding MAiD based on individual or institutional
conscientious objections. Nonetheless, regulatory
Colleges require physicians to provide enquiring
patients with sufficient information and resources
to enable informed decisions and effective refer-
ral.3¢ These protocols serve as reminders of the
delicate power dynamics that may accompany
MAID discussions in end-of-life care planning.
Even when HCPs are discussing treatment
options as objectively as possible, the mere intro-
duction of MAID in end-of-life conversations
may inadvertently direct the discussion toward a
medicalized pathway while neglecting various
forms of social or community services that may
ease patient suffering. As many religious organi-
zations and palliative care units have eased some
practice restrictions,3” gradually allowing MAiD
assessment or provision within their premises,
clarity on institutional and professional protocols
toward MAIiD discussions would be important to
guide care conversations and delivery. Lessons
from other countries with longer histories with
assisted dying may also help to navigate processes
and promote smooth care management
plans.38-40

The concerns of participants that initiating MAiD
discussions may unduly influence patient deci-
sions echo international findings. In Vermont,
where clinicians have an affirmative duty to
inform patients of the assisted dying option, some

journals.sagepub.com/home/pcr



A Ho, JS Norman et al.

HCPs chose not to initiate discussions due to
worries about sending problematic messages,
influencing patients’ decisions, and damaging
therapeutic relationships.4-42 Family physicians
in Switzerland noted three reasons for similar
reluctance: managing their own emotions in help-
ing patients end their lives, conflicts with their
religious/moral values, and a perceived tension
with their professional role.43

While some participants worried that initiating
MAID discussions might upset patients, other
international studies, including a cross-sectional
study in Italy with advanced cancer patients,
show that many patients appreciate the explora-
tion of their potential desire to hasten death by
HCPs.#* Findings from the United States, the
Netherlands, and other countries also reveal that
many patients want to confirm their assisted
dying eligibility for psychological comfort,29-45
even if they may not intend to seek the proce-
dure.*® Some wish to hasten death but lack knowl-
edge of assisted dying being legal.4:42 Others may
have talked to relatives and await the opportunity
to discuss with HCPs.31:47 Internationally, assisted
dying is discussed more than it is performed,*®
suggesting that many patients welcome or accept
other holistic approaches and social services to
ease their distress, whereas others may be more at
risk of having unmet needs and unresolved suffer-
ing that prompt them to resort to assisted dying.
Echoing a systematic review and meta-ethnogra-
phy that included studies from Australia, Canada,
China, Germany, the Netherlands, Switzerland,
Thailand, and the United States,*¢ our interview-
ees indicated that some enquiring patients were
expressing despair and seeking relief rather than
wanting to hasten death. Even though the World
Health Organization and the Canadian Palliative
Care Association recommend incorporating pal-
liative care early in the course of illness and in
conjunction with curative therapies,?* some par-
ticipants reported palliative care being consulted
only after patients have endured extended periods
of poor physical and/or psychological suffering,
and sometimes only after a MAiD enquiry had
been made. This highlights the need for early dis-
cussions and palliative care referrals to explore
and clarify patients’ broader contextual concerns,
proclamations, motivations, values, and goals to
help ease their suffering accordingly,*%:5 includ-
ing many social services and evidence-based pal-
liative care options.41-42 Early and open discussions
may strengthen therapeutic relationships and
help PCPs to determine when they may need to

refer patients for additional specialist consulta-
tions or other supporting services.48:50

Nonetheless, some participants reported that
MAID legalization may have inadvertently con-
strained shared decision-making in the specialist
palliative care setting, as offerings of palliative
options that can ease suffering and facilitate
peaceful natural death may be misconstrued as
being paternalistic by patients who are only inter-
ested in MAID. Even though a patient’s desire to
pursue MAID does not necessarily mean that the
person would lose eligibility for various services,
some participants reported that patients’ deci-
sions to have MAID deterred them from offering
or discussing additional services. They also noted
that MAID discussions sometimes diverted care
plans from the best whole-person care possible3!
to more mechanical or procedural matters. This
may reflect how healthcare systems often focus on
finding quick “magic bullet” physical solutions,
rather than taking a more holistic public health
approach focused on addressing the complex psy-
chosocial and existential issues that contribute to
trauma and suffering for patients and their
families.

While patients can qualify for MAID if their suf-
fering is grievous and irremediable, Bill C-14
does not require patients to first consider pallia-
tive care or other support services to determine
their effectiveness in alleviating suffering.
Nonetheless, 82.1% of patients who received
MAID in Canada in 2019 reportedly received pal-
liative care services.>2 In that year, 7,336 patients
submitted a MAID request, and 73.5% subse-
quently received a MAID provision.>? 54.6% of
these recipients received palliative care for more
than 1 month, whereas 39.2% of these recipients
received palliative care for less than 1 month.52
Out of the small number of 263 patients (3.6%)
who withdrew their request for MAiID, 69 of them
(26%) reported that they withdrew their MAID
request because they found palliative care meas-
ures to be sufficient, making up 0.94% of all
MAID requests.>2 As some interviewees perceived
that patients were sometimes referred to palliative
care too late, further chart review and documen-
tation studies on how the timing and nature of
palliative care involvement may impact MAID
requests are required.

Some participants perceived MAiD to be broadly
permissible and raised concerns about its practi-
cal consequences,3 since different responses exist
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for multifaceted sources, expressions, or experi-
ences of suffering.43:5%55 They reported that most
enquiring patients did not have severe refractory
physical symptoms that required medical inter-
ventions. Rather, some were grieving or feared
the loss of autonomy and control over their cir-
cumstances.’® Others experienced a reduced
sense of self-worth due to negative social norms
about disability and terminal conditions,” or felt
despair about lacking support services or being a
burden on others.>” The patient’s wish to hasten
death may thus be a reactive phenomenon inter-
twined with physical, psychosocial, and existen-
tial suffering that reflects a desire to retain control
and spare others from burdens, raising complex
social and ethical questions of using a lethal phar-
maceutical means to address identity and rela-
tional angst.>8

Shared decision-making at the end of life involves
a complex interplay between the contextual envi-
ronment and the decision-making triad of the
patient, the clinician, and their social network.>
As people live and experience illnesses and end-
of-life journeys in relationships and communities,
a clearer understanding of patient motivations in
their personal and relational contexts by clini-
cians can facilitate discussions of available sup-
port and resources to meet these goals. Using
semi-structured conversational guides to uncover
the wider context of the patient’s suffering early
on as an upstream measure may help PCPs to
build trust and clarify ambiguous statements,>?
explain the palliative care philosophy, and offer
targeted treatments and support resources to
address symptoms and suffering holistically. As a
German study revealed, in strengthening thera-
peutic relationships with patients who express a
desire to hasten death, PCPs can help to ease
patients’ suffering by generating hope and new
perspectives through refocusing or activating
patients’ mental and social resources.>®

The perspectives on MAID conversations in the
broader end-of-life care discussions reflect an
ongoing tension for participants about the appro-
priate relationship between palliative care and
MAID.2 Interviewees recognized that patients
should not be abandoned or discriminated against
because of their potential interest in MAiD. They
strongly supported upholding patient autonomy
and alleviating suffering, and recognized that
these are values held in common between MAiD
and palliative care.®® Nonetheless, in the evolving

cultural landscape that may accept a wish to has-
ten death at face value while neglecting the socio-
relational context of the request, some participants
questioned whether “in the guise of autonomy,
we are abandoning people” (P17, Physician).t!
The focus on autonomy, even if well-intended,
may fail to see people in the context of their lived
experiences, beliefs, health literacy, and social
connections that affect their decision-making.
The exploration of a person’s end-of-life narrative
also requires the depth of perspectives provided
by family and friends, alongside the professional
therapeutic relationships, to collectively attempt
to understand that person. Our findings can
inform policies, medical curricula, communica-
tion training, and practices to clarify what it
means to truly promote patient autonomy and
support holistic care regardless of whether
patients are dying or will ultimately receive
MAID.

As Canada expands MAID eligibility to individ-
uals who are not at the natural end of their lives,
but are experiencing severe suffering,! initiation
and incorporation of MAID discussions into
clinical consultations may pose further chal-
lenges for all healthcare providers. PCPs have
noted the increase in administrative workload to
coordinate eligibility assessments and imple-
mentation, as well as the associated emotional
burden in these processes.”-2 Echoing our
findings on the influence of family members
and the social context on patients’ MAiD deci-
sions, evidence from the Netherlands also
raised the importance of attending to the
patient-physician-family triad.4? Ideally, end-
of-life discussions should be free from coercion,
misinformation, and miscommunication. MAiD
conversations are demanding experiences for all
stakeholders, requiring clinicians to have exqui-
site skills in talking about end of life and in
shared decision-making with patients and fami-
lies, which are “neither commonplace nor
included in existing curricula.”3®

The importance our participants placed on the
ability of doctors to facilitate open end-of-life
care discussions in trusting therapeutic relation-
ships is well recognized in the international lit-
erature.39-63:6¢4 Regardless of legislative changes,
early, respectful, and competent communication
is essential to optimize responsive support to
ease patients’ suffering. Further research is
needed to understand whether or how the
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gradual normalization and potential expansion
of MAiID may affect the roles and practices of
HCPs, and how we can improve professional
curricula to enhance HCPs’ ability to engage in
open and compassionate end-of-life care discus-
sions in the evolving cultural and legal
environment.

Limitations

Qualitative research often forgoes generalizability
in favor of in-depth explorations of a phenome-
non. Our findings should therefore be interpreted
in this light, rather than as a representation of how
MAID affects all end-of-life care discussions.
Specialist PCPs were recruited from two diverse
Canadian cities. They were mostly female (reflect-
ing the demographic makeup of PCPs) and
worked in secular institutions. The transferability
of our findings may be limited to PCPs of similar
backgrounds. As MAID remains a contentious
medical practice,% but is widely accepted among
the Canadian public, there might have been
reporting bias in how participants portrayed the
practice in interviews compared to anonymous
questionnaires. Since recruitment mostly relied on
professional listservs, professional contacts, and
snowball sampling, PCPs who were not exposed
to these materials or whose work was unknown to
the research team would have been excluded.
Further research with patients and families regard-
ing their experience may determine experience
congruence among stakeholders.%¢

Conclusion

Our study revealed that MAiD discussions as part
of end-of-life care planning pose challenges, and
requires education and support to enable com-
passionate health professional communication. It
remains essential to address psychosocial and
existential suffering, but also to provide timely
palliative care to ensure suffering is addressed
before it is deemed irremediable. Hence, clarifi-
cation is required regarding assisted dying as an
intervention of last resort. Furthermore, profes-
sional and institutional guidelines need to better
support PCPs in maintaining their holistic stand-
ard of care, as they navigate the legislative and
cultural shifts.
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