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Assessment of capacity to give informed consent for medical
assistance in dying: a qualitative study of clinicians’
experience
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Mirna Hennawy BSc

Background: Under the Canadian Criminal Code, medical assistance in dying (MAID) requires that patients give informed consent
and that their ability to consent is assessed by 2 clinicians. In this study, we intended to understand how Canadian clinicians
assessed capacity in people requesting MAID.

Methods: This qualitative study used interviews conducted between August 2019 and February 2020, by phone, video and email, to
explore how clinicians assessed capacity in people requesting MAID, what challenges they had encountered and what tools they
used. The participants were recruited from provider mailing listserves of the Canadian Association of MAID Assessors and Providers
and Aide médicale a mourir. Interviews were audio-recorded and transcribed verbatim. The research team met to review transcripts
and explore themes as they emerged in an iterative manner. We used abductive reasoning for thematic analysis and coding, and
continued to discuss until we reached consensus.

Results: The 20 participants worked in 5 of 10 provinces across Canada, represented different specialties and had experience
assessing a total of 2410 patients requesting MAID. The main theme was that, for most assessments, the participants used the con-
versation about how the patient had come to choose MAID to get the information they needed. When the participants used formal
capacity assessment tools, this was mostly for meticulous documentation, and they rarely asked for psychiatric consults. The partici-
pants described how they approached assessing cases of nonverbal patients and other challenging cases, using techniques such as
ensuring a quiet environment and adequate hearing aids, and using questions requiring only “yes” or “no” as an answer.

Interpretation: The participants were comfortable doing MAID assessments and used their clinical judgment and experience to
assess capacity in ways similar to other clinical practices. The findings of this study suggest that experienced MAID assessors do not
routinely require formal capacity assessments or tools to assess capacity in patients requesting MAID.

n 2016, Canada’s parliament passed An Act to amend the
Criminal Code and to make related amendments to other Acts

Having legal capacity means being able to understand the
information relevant to making a decision about treatment

(medical assistance in dying), known as Bill C-14. The law
permits physicians and nurse practitioners to give a lethal sub-
stance to any patient suffering from a “grievous and irremedi-
able medical condition,” who voluntarily requests medical
assistance in dying (MAiD) and satisfies the eligibility crite-
ria.! The act requires that patients “give informed consent to
receive medical assistance in dying after having been informed
of the means that are available to relieve their suffering,
including palliative care” and that clinicians “immediately
before providing the medical assistance in dying ... ensure
that the person gives express consent to receive medical assis-
tance in dying.” Quebec physicians are additionally subject to
the provincial Act Respecting End-of-Life Care, which likewise
requires patients to provide “free” and “informed” consent.?
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and being able to appreciate the reasonably foreseeable con-
sequences of making that decision.’ All forms of medical
intervention performed by clinicians require informed con-
sent. Informed consent is task, context and time specific and
requires voluntary choice in a patient who has been ade-
quately informed and who has capacity to consent.*” The
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assessment of capacity can be affected by contextual factors,
including the experience and values of the assessor.®

Various tools have been validated for capacity assessments,
such as the Aid to Capacity Assessment’ and the MacArthur
Competence Assessment Tool — Treatment.!” None of these
has been validated specifically for MAiD, but most accepted
tools include the following elements:

1. Understanding information relevant to a condition and
recommended treatment;

2. Appreciating the nature of their situation and the conse-
quences of their choices;

3. Reasoning about the potential risks and benefits of their
choices; and

4. Expressing a choice.

The presumption of intact decisional capacity is a bioethical

standard.”!! Patients with conditions such as dementia, mental

illness and communication barriers pose specific challenges to

assessors. In dementia, the domain of understanding has been

shown to be most frequently deficient, as it relies most heavily

on short-term memory.'>'” When mental illness impairs

capacity, it most often affects the “appreciation” clause, which

reflects insight.!® When assessing patients with communica-

tion barriers, it is not their communication skills but their

decision-making capacity that must be assessed. To do so

effectively, assessors must facilitate and maximize a patient’s

communication abilities."”

Our purpose was to understand how clinicians assessed
capacity in people requesting MAiD, what challenges they
had encountered and what tools they used, by exploring the
experience of MAID clinicians across Canada. This informa-
tion is important for both training new assessors and inform-

ing policy.

Study design

"This was a qualitative study using semistructured interviews.
Given that the literature on assessing capacity in MAID is in
its infancy, we chose to use qualitative methodology to gain a
broader understanding of the experiences of those who work
in this area.

Recruitment

We recruited participants using the Canadian English and
French MAID provider listserves. The listserves include
about 120 providers, and each member has been screened
by the sponsoring organizations (Canadian Association of
MAID Assessors and Providers [CAMAP] and Aide médi-
cale a2 mourir). The initial invitation was emailed to the
French listserve on Aug. 14, 2019, and to the English list-
serve on Sept. 18, 2019, and follow-up invitations were sent
2 weeks after the first invitation. The invitations informed
potential participants of the purpose of the study and the
background of the investigators (Appendix 1, available at
www.cmajopen.ca/content/9/2/E358/suppl/DC1). The only
inclusion criteria were experience as a MAiD assessor and
availability for interviews.
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Data collection and management

The interview guide was developed with the help of the
CAMAP working group on assessment for capacity to give
informed consent for MAiID (https://camapcanada.ca/)
(Appendix 2, available at www.cmajopen.ca/content/9/2/
E358/suppl/DC1). There were 8 members in the working
group, including 1 member of the research team (E.W.).
The working group was made up of experts including a psy-
chiatrist, a geriatrician, a speech and language pathologist,
and clinician MAID providers who had created guidelines
for MAiID assessors and providers. The working group
defined the important issues for the interview guide. The
interview guide was revised in an iterative manner as the
research team reviewed the initial transcripts and decided
that certain issues needed to be explored more fully in
future interviews.

Two of the investigators conducted the interviews (M.K.
in English and S.T.-H. in French) by phone, video or email,
depending on the participant’s preference. Both interview-
ers had experience conducting semistructured interviews for
qualitative research. We asked participants about their
experience in assessing capacity for MAiD, any challenges
or problems they faced and the resources they used. The
interviews ranged from 20 to 45 minutes and were con-
ducted between August 2019 and February 2020. The
phone and video interviews were audio-recorded and tran-
scribed verbatim. S.T.-H. translated the French transcripts
into English.

Data analysis

Phone, video and email interviews were analyzed together in
English. We reached theme saturation early, but continued
to recruit until we had a range of geographic and profes-
sional representation. Each author reviewed the interview
transcripts as they were completed, making notes and obser-
vations about emerging themes in the data. We met to dis-
cuss recurrent themes in the interview responses, with M.H.
taking the lead on developing a coding scheme, which we
used to analyze all the data. Themes were expanded or
refined in light of the coding process. When we realized that
only some participants described the challenges of assessing
patients with diagnoses of mental illness, we contacted the
13 interviewees who had not mentioned this and asked more
questions about this issue.

Throughout analysis, we used abductive reasoning to
“zoom out” to look first at the whole picture and identify the
areas that were the most important to the participants (i.e.,
major and minor themes).”*?! Then, we “zoomed in” to dis-
cuss coding and reach consensus on a codebook. When data
collection was complete and we had reached theme saturation,
M.H. and M.K. completed the coding and then we all met to
discuss and review the coded transcripts. Finally, we “zoomed
out” again, using the codes to define themes and subthemes
until we arrived at a consensus.

Demographic data were analyzed using descriptive statis-
tics. For quantitative variables, means, medians and inter-
quartile ranges were calculated using STATA version 15.
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Ethics approval

"This study was approved by the University of British Columbia
Research Ethics Board (H15-03198) and the Ontario Tech
University Research Ethics Board (15221).

There were 20 MAID assessors or providers who responded
to our invitation and all participated in an interview (Table 1).
Based on the participants’ preferences, 14 interviews were
conducted by phone, 5 by video and 1 by email. The inter-
views ranged from 20 to 45 minutes. All 13 follow-up inter-
views were done by email. Eight participants were interviewed
in French and 12 in English.

The ages of participants ranged from 36 to 82 (mean 56)
years, and they lived in 5 provinces; 8 were from Quebec and
12 were from the rest of Canada. Their clinical backgrounds
included work in palliative care (z = 9), geriatrics ( = 4), emer-
gency medicine (# = 2), intensive care (# = 2), reproductive
health ( = 2), psychiatry (z = 3) and general medicine (7 = 4).
They spoke of diverse experiences working in hospitals, clinics,
communities and homes. The participants had assessed
between 8 and 500 patents for MAID. Collectively, they had
completed 2410 assessments at the time of their interviews dur-
ing a period in which there were about 10 000 MAiD deaths in
Canada (Table 1).

We identified 3 major themes and 2 minor themes. The
major themes were using conversation to assess capacity, strate-
gies to cope with challenges and patients losing capacity because
of terminal delirium. The minor themes were using intuition to
assess capacity and dealing with concurrent mental illness.

Major themes

Using conversation to assess capacity

The most important theme was that participants usually gathered
the information they needed through a conversation with the
patient about how that individual had come to choose MAID.
The clinicians were comfortable assessing capacity and rarely
referred for formal assessments. The Quebec providers, whose
assessments are subject to review from Quebec’s Commission on
End-of-life Care, were more likely to say they used a tool, specif-
ically the Nova Scotia criteria, to assess capacity (Box 1).%

Strategies to cope with challenges

When we asked about the challenges that they faced, partici-
pants described patients who were nonverbal or were so ill
that they tired too quickly to have lengthy conversations,
patients with fluctuating capacity and patients with early
dementia. They talked about the ways they tried to foster
conditions in which the patient could demonstrate capacity.
They also used assistance from colleagues and corroborating
evidence from family and caregivers (Box 2).

Patients losing capacity because of terminal delirium
The most common situation in which participants as-
sessed someone as not eligible because of lack of capacity
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Table 1: Characteristics of study participants

No. of participants (%)*

Characteristic n=20
Sex
Female 11 (55)
Male 9 (45)
Profession
Physician 18 (90)
Nurse practitioner 2 (10)
Province
British Columbia 2 (10)
Manitoba 1(5)
Ontario 8 (40)
Quebec 8 (40)
Saskatchewan 1(5)
Community of practice
Rural 4 (20)
Urban 14 (70)
Mixed 2 (10)
No. of MAID assessments, 43(20-151)
median (IQR)
Age, yr, median (IQR) 57 (44-65)

Note: IQR = interquartile range, MAID = medical assistance in dying.
*Unless specified otherwise.

Box 1: Major theme: examples of quotes reflecting
participants’ use of conversation to assess capacity

So you know, it's more my clinical experience, to chat, to
discuss with the patient, and how | cross-check that with the
patient’s file, and | say “Well look, evidently he’s coherent, he
tells his story exactly, and he explained to me the road that
allows me to determine why this patient made a MAID request,
he is aware of his diagnosis, he is aware that his diagnosis is
terminal, and he wants to put an end to his life or to his
struggle, because for him, it doesn’t make any sense.”
(Participant 7, MD, Quebec*)

| think my capacity assessment really stems from having a
conversation with the patient and asking them to talk to me
about their life and about their experiences, and it's through
the answering and the understanding of those questions on
their part that helps me to determine whether they have
capacity to make this decision or not. (Participant 9, NP, ROC)

It's always the Nova Scotia criteria, specifically, it’s if the
patient understands his illness, understands his prognosis,
understands the options, understands what MAID means, the
advantages and disadvantages, and is able to reason, to
reflect on that. (Participant 4, MD, Quebec*)

I will go through the rigmarole [of using an assessment tool],
because | know somebody may ask for my file, or somebody
might contest, or a family member might contest. (Participant
3, MD, Quebec®)

Note: MAID = medical assistance in dying, MD = physician, NP = nurse
practitioner, ROC = rest of Canada.

*All of the quotes from participants in Quebec were translated from French to
English.
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Box 2: Major theme: examples of quotes reflecting
participants’ discussion of strategies to cope with
challenges

¢ I've learned more about facilitating capacity which means that
you choose the right time of day and you make sure that the
light is okay and it's quiet and that they’ve got their hearing
aids and their glasses on. (Participant 10, MD, ROC)

e ... using simple language, being very repetitive. Simple
language, slow language, so one item at a time, as opposed to
a multi-layered sentence, or multi-layered question ... . Lots of
repetition, lots of recall tests and checking in. (Participant 17,
MD, ROC)

e And so, you might ... go back and do repeat assessments,
especially if they don’t want the death right away, to make sure
that they still have capacity. (Participant 18, MD, ROC)

e | really learnt a lot from the speech language pathologists.
We’ve actually put together kind of a toolkit with a lot of
pictures and schematics and stuff for patients with aphasia.
(Participant 17, MD, ROC)

¢ | love having more ears involved, so | involve families as much
as possible and that helps a lot too in helping Mom or Dad
stay focused and determining whether they can get back on
track and understand this. And | even use — if my language
isn’t right, then can their children come up with a different
question? Can they reframe it to help Mom or Dad understand
it better? (Participant 11, MD, ROC)

e In this particular patient’s case, MAID was something he had
always been enthusiastic about. So, if the request is consistent
with their values, even if their assessment is somewhat
borderline, | often do feel comfortable saying that it's safe to
proceed. That's one of my litmus tests. (Participant 16, MD,
ROC)

Note: MAID = medical assistance in dying, MD = physician, ROC = rest of
Canada.

was in terminal delirium. They talked about expediting
provision in patients they assessed as at risk of losing ca-

pacity (Box 3).

Minor themes

There were 2 minor themes identified: using intuition to
assess capacity and dealing with concurrent mental illness.
Some participants referred to their intuition or gut feeling
making them want to take further steps to verify the patient’s
capacity (Box 4). Except for the psychiatrists, most partici-
pants had no experience with patients with “purely psychiat-
ric” diagnoses. With patients who had concurrent conditions,
they usually used the same approach as with their other
patients (Box 5; this information was obtained from both the
first and second interviews).

Disagreements among colleagues

We specifically asked our participants about whether they had
had disagreements with colleagues about capacity, but most
had not and no one had serious problems with this.

Training
Most of our participants relied on previous experiences and
support from colleagues more than formal training in assess-

ing capacity.

Box 3: Major theme: examples of quotes reflecting
participants’ experience working with patients with terminal
delirium

e | think the patients that | had to deem ineligible because of
capacity were clearly far along in their illness trajectory and
were very close to their natural death. (Participant 9, NP,
ROC)

* And so he went through a very rapid decline and so we
expedited, but that day, by one o’clock in the afternoon, by the
time | got the second assessment done, he actually couldn’t
say yes or no anymore. (Participant 13, MD, ROC)

* |It's that a lot of patients refuse to receive palliative care
medication by fear of losing their capacity to consent in the
process. (Participant 6, MD, Quebec*)

* | won't say “it's now or never,” but I'll kind of just say, “We’re
not going be able to wait the 10 days, so we’re going to try to
get the 2 assessments in today and tomorrow and pick a date
as soon as we know that both physicians feel you qualify.”
(Participant 19, MD, ROC)

Note: MD = physician, NP = nurse practitioner, ROC = rest of Canada.

*All of the quotes from participants in Quebec were translated from French to
English.

Box 4: Minor theme: example of quote reflecting participants’
discussion of intuition

* You know, sometimes it really is 2 patients who are very
similar, but with one of them you feel confident, and the other
you don’t, and it’s hard to put your finger on why that is.
(Participant 16, MD, ROC)

Note: MD = physician, ROC = rest of Canada.

Box 5: Minor theme: example of quotes reflecting
participants’ views of concurrent mental illness

* As mental health issues such as depression and anxiety are
common in the chronic disease or cancer populations, | ensure
capacity in a similar way with all patients — give patient info
that is relevant to making informed decision, assess patient
ability to understand the information, and also their ability to
appreciate the situation and consequences. (Participant 15,
NP, ROC, by email)

¢ | do not regard [mental illness] as an exclusion criteria for
MAID, but | carefully assess whether | feel like their thought
process and content are clear and goal-directed, or if they are
hopeless beyond the rational assessment of their
circumstances. If | feel they are unable to rationally assess
their circumstances, | would ask for a psychiatry opinion. This
has not happened to me yet, as | find most patients requesting
MAID to have been quite rational in their thinking, despite
some demoralization and their request for hastened death.
(Participant 12, MD, ROC, by email)

Note: MAID = medical assistance in dying, MD = physician, NP = nurse
practitioner, ROC = rest of Canada.

The 20 participants in this study were from across Canada,
represented different medical specialties and collectively had a
great deal of experience doing MAID assessments. They felt
confident with most assessments and relied on conversations
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with their patients about their choice for MAiD to get most of
the information they needed. They were experienced clin-
icians who had assessed patients for other medical procedures,
which may account for this finding. Our Quebec participants
were more likely to use and document the Nova Scotia crite-
ria than participants from the rest of Canada, but most partic-
ipants talked about using the same elements of understanding,
appreciating, reasoning and expressing a choice.”!%2

When discussing challenging cases, the participants recog-
nized that capacity fluctuates, and they were sensitive to the
conditions of assessment such as time of day and environ-
mental factors. Aids that facilitate communication (e.g., hear-
ing aids or glasses) can also have an impact on capacity itself,
since confusion and distraction arising from communication
barriers can impede a patient’s ability to understand and
appreciate decisions.!??3-%¢

The importance of these findings is that specific tools may
not be necessary to assess capacity to consent to MAiD and
that experienced clinicians may be comfortable assessing in a
wide range of cases. New assessors can learn from the strate-
gies these clinicians used in challenging cases.

The 2019 report on MAID in Canada reported that 7.8%
of patients were found ineligible and 32.2% of those were
ineligible because of lack of capacity.?’” Most of the cases in
which our participants found someone ineligible for MAiD
because of lack of capacity were close to death and had vary-
ing levels of terminal delirium. These experiences were tied to
their discussions about waiving the 10-day reflection period to
prevent loss of capacity before the planned date.

Our participants rarely brought up the issue of concurrent
mental illness as a challenge in assessing capacity unless they
were prompted. This may have been because mental illness is
not part of the eligibility criteria in the law! and they concen-
trated instead on the specific aspects of capacity (determining
whether the patient had the understanding, the appreciation
and the reasoning ability, and was communicating choice).
When prompted, they said that they assessed those with con-
current mental illness similarly to those without.

On Mar. 17, 2021, the Canadian law was changed to reflect
the Truchon—Gladu court decision and created 2 streams — one
for those with a reasonably foreseeable natural death and
one for those without.”® It will be important to investigate how
this change will affect capacity assessment for MAiID and
how best to help trainees learn to do these assessments.

Limitations

Our study was limited to 20 assessors, but collectively, they
had done thousands of assessments, were from 5 out of 10
provinces, were in different age groups, were from rural and
urban areas, were from different specialties and included both
nurse practitioners and physicians. They were mostly experi-
enced MAID assessors and so we had less representation of
those who had only done a few assessments. Clinicians who
focus their practices on providing MAID tend to be active on
the listserves, but we do not know how representative they are
of all providers. Our participants were very experienced and,
therefore, might be less likely to ask for psychiatric consults
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than less experienced assessors. Since 3 of the assessors were
psychiatrists, they would not have referred to others for
assessments. Further studies could evaluate this issue with
more clinicians so that we could understand how their back-
ground and experience affected their approach. The French
translations were not done by a professional translator nor
were they back translated to verify the accuracy of the transla-
tion; however, the potential for error was mitigated as the
investigator who conducted the interviews in French and did
the translations (S.T.-H.) also participated in the analysis.
Interview transcripts were not returned to the participants to
be validated.

Conclusion

The participants in this study were comfortable doing MAiD
assessments and used their clinical judgment and experience
to assess capacity in ways similar to those used for capacity
assessments in other clinical practices. The findings of this
study suggest that experienced MAiD assessors do not rou-
tinely require formal capacity assessments or tools to assess
capacity in patients requesting MAiD.
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