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Abstract

The integration of assisted dying into end-of-life care is raising reflections on be-
reavement. Patients and families may be faced with a choice between this option and
natural death assisted by palliative care; a choice that may affect grief. Therefore, this
study describes and compares grief experiences of individuals who have lost a loved
one by medical assistance in dying or natural death with palliative care. A mixed design
was used. Sixty bereaved individuals completed two grief questionnaires. The quali-
tative component consisted of |6 individual semi-structured interviews. We found no
statistically significant differences between medically assisted and natural deaths, and
scores did not suggest grief complications. Qualitative results are nuanced: positive and
negative imprints may influence grief in both contexts. Hastened and natural deaths are
death circumstances that seem to generally help ease mourning. However, they can
still, in interaction with other risk factors, produce difficult experiences for some family
caregivers.
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In Quebec, Canada, as in other parts of the world, medical assistance in dying (MAiD)
continues to spark debate. However, there is still little empirical evidence available to
inform care policies and understand the full implications of what the Quebec legislator
defines as: “care consisting in the administration by a physician of medications or
substances to an end-of-life patient, at the patient’s request, in order to relieve their
suffering by hastening death.” (Government of Quebec, 2021). Further investigation
seems necessary not only to understand MAiD’s impact on patients and health profes-
sionals, but also to understand how families, those who “survive” the loss of a significant
person, cope with this type of death (Andriessen et al., 2019; Gamondi et al., 2019; Variath
etal., 2020). To this end, several researchers have contributed to the empirical literature on
grief in the context of assisted dying (an umbrella term that includes euthanasia and
assisted suicide), particularly in recent years.

Grief after MAID is being increasingly described as an experience that is no more
challenging or more complex than grief in other dying contexts (e.g., natural/not hastened
death, and suicide) (Andriessen et al., 2019; Arteau, 2019; Aubin-Cantin, 2020; Ganzini
et al., 2009; Hashemi et al., 2021; Holmes et al., 2018; Lowers et al., 2020; Srinivasan,
2018). It may even be easier (Swarte et al., 2003). However, several scholars invite
researchers and clinicians to consider the existence of both positive and negative impacts
on the experience (Beuthin et al., 2021; Brown et al., 2020; Frolic et al., 2020; Gamondi
et al., 2015, 2018; Hales et al., 2019; Schutt, 2020; Starks et al., 2007; Srinivasan, 2018;
Wagner et al., 2011, 2012a, 2012b). Some potential risk factors for more complicated or
prolonged grief have been identified: family disagreements (Arteau, 2019; Kimsma & van
Leeuwen, 2007; Srinivasan, 2018; Starks et al., 2007), value conflicts (Gamondi et al.,
2015; Srinivasan, 2018), having to deal with the procedures and authorities that structure
the assisted death’s trajectory (Arteau, 2019; Brown et al., 2020; Hales et al., 2019;
Wagner et al., 2011, 2012a), the presence and/or perception of negative judgments, social
stigma, and silence (Hales et al., 2019; Gamondi et al., 2018; Schutt, 2020; Srinivasan,
2018; Starks et al., 2007, 2012a), and the sheer fact of witnessing death, a potentially
traumatic experience (Wagner et al., 2012b). Conversely, factors that may protect or
facilitate the grieving process have also been postulated: family consensus and consistency
between personal values and assisted death (Srinivasan, 2018), being able to prepare
oneself for the death and say goodbye (Aubin-Cantin, 2020; Beuthin et al., 2021; Hashemi
etal., 2021; Holmes et al., 2018; Srinivasan, 2018; Starks et al., 2007; Swarte et al., 2003),
a feeling of control over the other’s suffering and end-of-life—not having to witness a
slow decline (Beuthin et al., 2021; Hashemi et al., 2021; Srinivasan, 2018), and the power
to act, to get involved in the procedures, planning, and last wishes, which makes it possible
to counteract the powerlessness experienced in the face of the suffering and death of the
loved one (Beuthin et al., 2021; Hashemi et al., 2021; Schutt, 2020). However, the relative
weight of each of these factors in families’ experiences has not yet been assessed. Nor does
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this categorization of factors fully account for the phenomenon’s complexity and the inter-
and intra-individual differences. As several researchers have pointed out in their literature
review (Andriessen et al., 2019; Gamondi et al., 2019), more studies are still needed to
understand the diversity of grief dynamics in such circumstances. It also seems relevant to
collect data in different cultural, legal and care delivery contexts since the experiences of
family members can be influenced by the environment in which they unfold (Gamondi
et al., 2019; Variath et al., 2020).

In addition, the current empirical literature has several limitations that require caution in
considering the various studies’ findings and highlight the need for differently designed
studies (Andriessen et al., 2019). For example, although some researchers compare be-
reavement in assisted death’s context to comparison groups of bereaved individuals in
natural death’s context (Ganzini et al., 2009; Swarte et al., 2003), none of these authors
specify whether natural deaths were assisted by palliative care. And yet, the effects of
palliative care interventions on the well-being of patients and family members have been
described (Kavalieratos et al., 2016; Kustanti et al., 2021) and a natural death without
specialized end-of-life care cannot be considered equivalent to a death with palliative care.
In this respect, it is possible to consider a natural death assisted by palliative care NDPC) as
the current “gold standard” in terms of best practices in end-of-life care and for death
preparation. Participants in many qualitative studies on assisted dying even spontaneously
compare their grief experience to other experiences in the context of natural death (Arteau,
2019; Aubin-Cantin, 2020; Hashemi et al., 2021; Holmes et al., 2018). Such a comparison
allows to distinguish the needs that are specific to a certain group of bereaved individuals (if
any), to compare two types of death that can be considered anticipated, and to adapt death
preparation and support services according to the particularities of each type of experience
(Lowers et al., 2020). It should be noted that NDPC are also worthy of study in their own
right. Indeed, one can argue that assisted dying’s integration into the landscape of end-of-
life care is coloring and perhaps changing how natural death and the associated be-
reavements are enacted (Richards & Krawczyk, 2021).

In light of these premises, this study’s goal is to describe the grief experiences of
individuals who have lost a loved one through MAID or NDPC in Quebec. The
similarities and differences between the experiences described in these two contexts, as
well as the implications for family support, will be discussed.

Methods

Design and Participants

To provide a detailed understanding of the grief phenomenon, we employed a mixed
design, combining qualitative and quantitative methods (Creswell & Clark, 2017;
Tashakkori & Teddlie, 2010). The qualitative component allows the exploration of grief
experiences as described by bereaved individuals in MAiD and NDPC contexts. The
quantitative component is used to assess certain symptoms associated with more
difficult bereavements and for a direct comparison between the two populations. The
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integration of the two sets of data may reveal dynamics and explanations that would
otherwise remain obscure (Creswell & Clark, 2017).

Participants have lost a loved one by MAiID or NDPC. A “family member” was
defined as a person who was related to the deceased by a biological bond, an acquired bond
(e.g., spouse and adoption) or a bond of friendship (Kristjanson & Aoun, 2004). Selection
criteria included: to be 18 years of age or older, to be able to read, understand and speak
French or English, and to have been bereaved for a minimum of 6 months and a maximum
of 4 years. As of March 12, 2020, the end-of-life criterion as part of Quebec legislation to
receive MAID no longer applies. However, the data collected for this study exclusively
concerns individuals who have lost a loved one at the end of one’s life.

Data Collection

After receiving approval from Université de Montréal’s Education and Psychology
Research Ethics Board, participant recruitment was conducted between October 10,
2019, and October 19, 2020 within the province of Quebec via postings on social media
and through networks of researchers, clinicians, and community organizations. In-
terested participants first took part in the study’s quantitative component by completing
online questionnaires and then indicated whether they wished to be considered for an
in-depth semi-structured individual interview about their grief experience. The
quantitative sample consists of 25 individuals bereaved by MAiD and 35 bereaved by
NDPC. The qualitative subsample was constructed by selecting a few interested
participants. Participants for the qualitative component of the study were chosen to
diversify the subsample as much as possible according to factors that may influence
grief (Stroebe et al., 2007) (e.g., age, sex, relationship type, and time elapsed since
death). The interviews lasted between 65 and 131 minutes (mean = 86) and were
conducted by the lead author who has considerable experience with interviews in the
context of bereavement and end-of-life. Due to the COVID-19 pandemic, three
interviews were conducted online on the Zoom Video Communications, Inc.
software. It is worth mentioning that the participants’ loved ones had all passed away
before the onset of the pandemic. Participants stated that the current context did not
have a major influence on the way they grieved and felt comfortable during the
online interview. Recent evidence supports the idea that online “videoconference”
interviews may produce the same data richness as in-person interviews (Namey
et al., 2020). All interviews were subsequently transcribed verbatim and the quality
of the transcripts was assessed. The qualitative sample size (MAiD = 8, NDPC = 8§,
see Table 1) was informed and revised according to the information power concept
(Malterud et al., 2016). Thus, we do not claim to have achieved empirical saturation.
However, our sample provides a deep and novel understanding of the phenomenon
under study.
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Table I. Quantitative and Qualitative Samples Sociodemographic Variables.
Quantitative Sample MAID (n = 25) NDPC (n = 35)
M (SD) M (SD)
Age 47.16 (16.16) 43.15 (15.61)
Time elapsed since death (in months) 16.60 (11.67) 18.69 (11.94)
n % n %
Sex
Female 19 76.00 32 91.43
Male 6 24.00 3 857
Education
Elementary 0 0.00 | 2.86
High school 3 12.00 2 5.71
Postsecondary education 22 88.00 32 91.43
Spiritual/Religious beliefs
Christian 13 52.00 9 25.71
Atheist or agnostic 12 48.00 17 48.57
Other 0 0.00 9 25.71
The deceased loved one place of death Hospital 16 64.00 13 37.14
Hospice 3 12.00 13 37.14
Home 6 24.00 7 20.00
Long-term care facility (CHSLD) 0 0.00 2 5.71
The deceased loved one illness
Cancer 19% 73.08 29° 76.32
Other 7 26.92 9° 23.68
Relationship with the deceased loved one
First- and second-degree relationship (mother, 19 76.00 30° 78.95
father, brother, sister, spouse, ex-spouse,
children)
Other relationship (grandmother, grandfather, 6 24.00 8° 21.05
friend, father-in-law, uncle, aunt, cousin)
Involvement during the deceased loved one’s end-of-life
Frequency of visits
Less than | day a week 4 16.00 4 11.43
1-2 days a week 4 16.00 5 14.29
3—4 days a week 3 12.00 3 8.57
5-6 days a week 5 20.00 | 2.86
7 days a week 9 36.00 22 62.86
Duration of visits
Less than 30 minutes 0 0.00 2 5.71
Between 30 and 60 minutes 4 16.00 2 5.71
Between | and 3 hours 7 28.00 8 22.86

(continued)
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Table 1. (continued)

Quantitative Sample MAID (n = 25) NDPC (n = 35)
Between 3 and 5 hours 7 28.00 3 8.57
More than 5 hours 7 28.00 20 57.14

MAID’s degree of favorability

To what extent are you in favor of MAID?

Very much in favor 21 84.00 18 51.43
In favor 4 16.00 10 28.57
Neither in favor nor against it 0 0.00 2 5.71
Against it 0 0.00 4 11.43
Very much against it 0 0.00 | 2.86
To what extent do you think your family, friends, and colleagues are in favor of MAID?
Very much in favor Il 44.0 8 22.86
In favor 12 48.00 18 51.43
Neither in favor nor against it 0 0.00 | 2.86
Against it | 4.00 2 5.71
Very much against it 0 0.00 2 5.71
Have no idea | 4.00 4 11.43

To what extent to you think the society of Quebec is in favor of MAID?

Very much in favor | 4.00 4 11.43
In favor 19 76.00 23 65.71
Neither in favor nor against it 2 8.00 4 11.43
Against it 2 8.00 2 5.71
Very much against it 0 0.00 0 0.00
Have no idea | 4.00 2 5.71

Qualitative sample MAID (n = 8) NDPC (n = 8)

M (Range) M (Range)

Age 49.00 (25-68) 49.63 (25-72)

Time elapsed since death (in months)© 19.13 (6-47) 17.25 (10-24)

RGEI global score 66.38 (39-104) 61.75 (30-104)

PG-13 continuous score® 25.38 (19-34) 21.75 (12-32)

Sex Fe
Beliefs

Relationship with the deceased loved one

male (6), male (2)

Christian (3), atheist

(3), agnostic (2)

Mother (2), spouse

(2), father (1),
grandmother (1),
cousin (1), friend (1)

Female (6), male (2)
Christian (3), atheist
(3), Muslim (1),

spiritual (1)
Father (2), mother
and father ()¢,
spouse (1), ex-

spouse (1),
brother (1),
daughter (1),
grandmother (1)

(continued)
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Table 1. (continued)

The deceased loved one place of death Hospital (5), hospice Hospital (4), hospice
(2), home (I) (2), hospital and
hospice (1)¢,
home (1)
The deceased loved one illness Cancer (2), leukemia Cancer (3), colon
(1), esophagus cancer (l), liver
cancer (I), lung cancer (l),
cancer (I), cervical
pulmonary disease glioblastoma (1),
(1), renal lewy body
dysfunction/double dementia (1),
cervical fracture (1), arteriopathy
old age/generalized obliterans/stroke/
pain (1) treatment refusal
and colon cancer
(°
Involvement during the deceased loved one’s end of life
Frequency of visits 7 days a week (5), 7 days a week (5), 3—
5-6 days a week (1), 4 days a week (1),
3—4 days a week (1), 1-2 days a week
1-2 days a week (1) (1), less than | day
a week (1)
Duration of visits More than 5 hours (4), More than 5 hours
3-5 hours (2), (6), 1-3 hours (2),
30-60 minutes (2) less than

30 minutes (I)

MAID = Medical assistance in dying; NDPC = Natural death assisted by palliative care; RGEI = Revised Grief
Experience Inventory; PG-13 = Prolonged Grief-13.

2| participant in the MAID group reported that his loved one had died from a bladder cancer and heart
problems. He did not prioritize one of these medical conditions as the primary cause of death. Therefore, we
decided to consider both illnesses. For this item, the total n for the MAID group is 26.

®3 participants reported having lost more than one loved one in the NDPC group. They have reported more
than one illness and more than one relationship with the deceased. For those two items, the total n for the
NDPC group is therefore 38. As all the other items were multiple-choice, we cannot determine whether
these 3 participants were referring to only one of their deceased loved ones when answering the ques-
tionnaires or to their two deceased loved ones at the same time.

“Time elapsed when the interview took place.

dContinuous score: the cut-off score for Prolonged Grief Disorder’s diagnosis proposed by Pohlkamp and
colleagues (2018) is 35.

°One interviewee lost both her father and mother in a short period of time. She felt like she was grieving for
both parents at the same time and talked about both during her interview.

Measures

The 60 bereaved participants in the quantitative sample completed a sociodemographic
information sheet and two short grief questionnaires. The Prolonged Grief-13 (PG-13)
(Prigerson et al., 2009) is composed of 13 items and allows to assess the presence of
prolonged grief disorder. This questionnaire has been translated and validated into several
languages and is widely used. However, the French version (home translation) used in the
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present study has not yet been validated. The translation of the PG-13 was carried out
according to the method discussed by Wild et al. (2005) (translation in French and back
translation in English). The Revised Grief Experience Inventory (RGEI) (Lev etal., 1993) is
a questionnaire that describes grief along four scales: (1) existential tension, (2) depression,
(3) guilt, and (4) physical distress. Its psychometric properties are deemed adequate by
Sealey et al. (2015) who conducted a review of grief assessment measures. Its global
Cronbach’s alpha is 0.93. The RGEI consists of 22 items that inform beyond the intensity or
complexity of grief by identifying which of four types of grief domains are more present in
the experience. However, the French version of the RGEI has not been validated either.
Finally, as part of the qualitative component, we designed a semi-structured interview grid
informed by grief theories” literature (see Supplemental Material). To ensure a critical and
transparent approach, we also maintained a journal, in which reflective and analytical notes
were recorded (Thorne, 2016).

Data Analysis

The analyses of the quantitative and qualitative data were undertaken separately.
Statistical analyses were performed using IBM SPSS version 26 software. Descriptive
statistics were produced in order to describe the sample on a sociodemographic level.
Inferential statistics (ANCOVA) were also performed to compare the two groups of
bereaved individuals on their continuous scores on the PG-13, their global grief in-
tensity scores on the RGEI, and their scores on the RGEI’s four dimensions. We
previously performed various tests (t-tests, chi-square tests, and Pearson correlations)
to determine whether the two groups differed according to confounding variables (e.g.,
age, time since death, and illness of the deceased). We then considered the effect of the
sole problematic confounding variable in our subsequent calculations. In addition, only
one missing data was identified.

The qualitative data analysis was inspired by Interpretive Description (Thorne,
2016), an approach frequently used in applied health research that is epistemologically
consistent with mixed-methods research and encourages the researcher to produce
meaningful results that go beyond description and simple records of themes. We
conducted an initial open-ended reading of the interview transcripts in order to fa-
miliarize ourselves with the content. We then produced codes that we gradually re-
grouped and refined, moving from a more descriptive level to a more interpretive one.
We carried out these different steps in an iterative fashion for each transcript. Then, we
created four corpora of four transcripts (4 MAiD, 4 MAiD, 4 NDPC, and 4 NDPC) that
we analyzed in turn to produce increasingly refined and transversal themes. We finally
merged the corpora one last time in order to identify similarities and differences
between the experiences in MAiD and NDPC contexts.

The qualitative and quantitative analyses’ results were combined at the end of the
analytical process so as to identify convergences, divergences, nuances, and
hypotheses/explanations revealed only through the integration of the two types of data
(Pluye et al., 2018).
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Results

Quantitative Results

Sociodemographic Variables and MAID’s Degree of Favorability. Bereaved participants in
the MAID and NDPC groups are very similar with respect to the majority of socio-
demographic variables (see Table 1). It should be noted, however, that both samples are
overwhelmingly female. Unfortunately, the recruitment of men was challenging. The
results may be less representative of their experiences.

Social stigma and fear of negative judgment about the death’s modality is a
complicative factor of grief that has been reported regularly in grief literature with
assisted death (Hales et al., 2019; Gamondi et al., 2018; Srinivasan, 2018; Starks et al.,
2007; Wagner et al., 2012a). It is interesting to observe that participants in both be-
reaved groups were mainly in favor of MAiD, in addition to having the impression that
their entourage (family, friends, and colleagues) and Quebec society were also in favor
of this practice (see Table 1). Although a direct association cannot be made between the
degree of perceived favorability and the fear of social stigma, our results tend to
indicate that the social environment is experienced as generally welcoming towards
MAID.

Grief Outcomes. The two groups did not differ on grief distress. No statistically sig-
nificant or even marginally significant differences were found on the PG-13 and RGEI
scores (see Table 2). Moreover, the two types of bereavement do not appear to be
generally associated with high levels of grief symptomatology. To this end, no par-
ticipants met the minimal criteria for a PG-13 diagnosis of prolonged grief disorder and
only three participants (1 MAiID, 2 NDPC) scored above the cut-off proposed by
Pohlkamp et al. (2018) to screen cases of prolonged grief. The psychopathological
symptomatology of grief is therefore marginal, if not absent in both groups. Global
mean scores on the RGEI (MAiID: M =57.52; NDPC: M = 56.40) also remain “typical,”
even lower, when compared to scores from several other samples of bereaved indi-
viduals (Kowalski & Bondmass, 2008; Lev et al., 1993; MacKinnon et al., 2015;
MacKinnon et al., 2016; Robinson & Marwit, 2006). Based only on these results,
MAID and NDPC could be regarded both as death contexts with the potential to
produce softer grief experiences than in many other circumstances.

Qualitative Results

We consider that death circumstances can influence grief through the images, traces,
symbols or “imprints” they leave in the memory of the individual. These imprints are
more or less vivid and anchored in the mind. More so, these are constructed and
reconstructed time and time again by the bereaved person. We have conceptualized
them into two stages: imprints that may color the experiences of (1) the last moments
before death and (2) the separation.
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On the Edge of Death: Imprints of Distance. End-of-life in the context of MAiID and
NDPC are similar in some respects. Both contexts have the potential to foster greater
distance or conversely greater proximity between the dying person and family
members. This distance is temporal, as it is expressed in rthythms that we describe as
synchronous or asynchronous.

Distance and Asynchrony. When the rhythms are asynchronous, the rational and
especially emotional understanding of the impending death does not occur at the same
speed. “My heart was not there yet,” said one of our participants. In the context of
MAID, this difference in rhythm can take the form of time passing much too quickly
and/or much too slowly “and it is agonizing.” Time may be omnipresent (an extreme
awareness of the hours and minutes passing) and tinted with incomprehension: the
dying person keeps secrets, his/her experience remains in part impenetrable. The
understanding of the family member comes with delay or is done differently. For some
participants, the rhythm is not their own, it is imposed on them.

I don’t like MAID, not at all, it’s not a nice experience [crying]. I'm trying to remember things
and it’s just ... I find it aggressive. You don’t choose the rhythm. So, we should have more
choice on the pace of how it goes. [Interviewer: As if the thythm was imposed on you?] Yes.
And for me, it was too fast. Oh sure, if I put myself in my spouse’s shoes, he’ll never think that
it was too fast. You know, the person is alive, yes, he’s sick, but he’s been sick for a long time,
and now he’s ... he’s breathing, and now a fraction of a second and he’s not breathing [crying].
You see, how it’s still so painful [for me]. (Participant who lost her spouse to MAiD)

These imprints of temporal distance, where we fail to come together, can still be very
painful even months after death. In the context of NDPC, asynchrony can be embodied
in a rhythm that ultimately remains uncontrollable and where death continues to
surprise even if anticipated.

I believed in it until the end, even when he fell into a coma, I thought he was going to wake
up, and that he was going to get stronger. [...] And I think he saw that I was sad. Because
he didn’t want me to be sad anymore. So, he acted like nothing was wrong. And I find that
... that’s something that bothers me, and I often think about why it was like that [that we did
not talk about death]. And especially knowing that he talked about it with others. So, he
knew that he was going to die. But he didn’t tell me. That’s why when he died, I was so
surprised, because I didn’t expect him to die. He was in palliative care, but still ...
(Participant who lost her spouse to NDPC)

Unlike death by MAID, death imminence can be avoided in NDPC by both in-
dividuals and a distance can be maintained in this regard. One’s denial, which illustrates
that the family member and the dying person are not at the same point in their in-
tegration and understanding of death, is also possible thanks to the abstract or less
concrete nature of the forthcoming passing away. One interviewee recalls that her
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mother remained in denial of her own end-of-life for a long time and that this was a
source of conflict between the two. However, when her mother suddenly became aware
of her impending death, this shift in perception was no easier to live with.

It was like almost as bad. It’s hard ... it was as hard. You know, you go from denial to:
“Okay.” It was weird. Because as long as my mother was not suffering, for her, she was
cured. But from the moment she started suffering, she said to herself: “Okay, the cancer
won.” That’s when she started to change her approach at the end, you know, she changed
her way of... of doing things. [Interviewer: She kind of went from one extreme to the other,
just like that.] From one extreme to the other ... from one extreme to the other big bang!
That’s exactly it, yeah. (Participant who lost her mother and father to NDPC)

This participant’s mother has integrated the reality of her own death at a pace that is
not her daughter’s. And again, this difference in rhythm “it’s hard.” NDPC can also be
experienced as shortened, rushed, and quick, as can be the case with MAiD. This
finding may be surprising, but it highlights the fact that two participants had to deal with
death in the context of terminal palliative sedation performed emergently, when initially
the dying person was to receive MAID. The dying individuals were in too much
suffering to wait until the scheduled date for MAID and decided to hasten their
farewells by using continuous palliative sedation (administering medications or
substances to an end-of-life patient to relieve their suffering by rendering them un-
conscious without interruption until death ensues).

Proximity and Synchrony: At the other end of the spectrum, we have participants who
feel that they are getting closer to their loved one and moving at the same pace. For these
people, MAID does not hasten death. Rather, it comes at the right time, at the end of a fully
accomplished life and death process. The imminence of death is experienced quite serenely.

You know, it’s not a person who suddenly dies, and you feel sad at that moment. It was really
something that happened over time. [...] You know, the relationship really remained there, but it
was just, you die quietly like a soft fire. The fire goes out slowly, and then we stayed there, both
of us, until the end. I think it was a beautiful moment. (Participant who lost her father to MAiD)

We also postulate that some participants voluntarily adjusted their rthythm to feel
closer to their loved one. The other’s wish to die by MAiD, his/her last wishes, became
family members’ life mission. There is an urgent need to have the loved one’s wishes
respected and to fight even against the health care system, professionals or any other
person who would oppose MAID’s request for example. And when the bereaved
individuals feel that they have fully fulfilled their role as an advocate, they seem to
experience some degree of relief in their grief.

The fact that she is 85 years old that ... that I managed to get what she wanted, which was
MAID. Um, it was a relief to me, you know. Because ... um, it had gone so badly the
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previous months that I said to myself: “You know, okay. I was successful in my mandate.”
(Participant who lost her mother to MAID)

For participants in the context of NDPC, the “going with the flow” metaphor, used
by one interviewee, illustrates how the synchronization of rhythms can be experienced.
Time is described as less omnipresent and unbearable than within MAiD’s context.
Without a predefined appointment with death, both the dying person and their loved one
have the time to gradually come to terms with the upcoming death. They mature
together and experience themselves as a “fruit that is ripe enough to fall off the tree by
itself, instead of cutting it while it is still green.” (Participant who lost her ex-spouse to
NDPC)

When Death Do Us Part: Imprints of Hero. Once the waiting and the last moments of life
are completed, death comes to permanently separate our participants from their loved
one. We have noticed that our bereaved interviewees retain certain images or attributes
of the deceased with respect to this final separation. In other words, they seem to be
inhabited by images of what their loved one personified at the moment of their passing.

We have grouped the various representations of the dying person who leaves us (or
symbolically remains with us) under the hero’s heading. This terminology may seem a
bit strong and must admittedly be tempered according to individual experiences. Yet,
what we were told by participants seemed to echo Tourret’s (2011) description of the
modern hero. To understand the heroism behind deaths by MAiD and NDPC, we refer
to courage, the idea of defying “evil’s” forces (death, suffering, and their pernicious
effects), as well as a being who is truthful and embodies through choice and self-
sacrifice important and debated values (e.g., self-determination). He/she who is a hero
escapes the catastrophic spiral of death. In this sense, the separations produced in
MAIiD and NDPC contexts may leave the bereaved person with different heroes that
influence grieving journeys.

To Be Left with the Hero: Some participants are inhabited by beautiful images of death
and the deceased. The latter continues to be with them despite his/her death. The hero who
inhabits the bereaved individual by MAID is the one who was courageous until the very
end. It is a deceased who is strong in the face of death, even so strong that he/she has defied
death or welcomed it willingly. In the imagination of the bereaved person, he/she is almost
immortal perhaps, since he/she did not die in decay. The person dies remaining fully him/
herself until the very end, liberated, inspiring and in complete control.

With ... what I take from that [crying] is the courage, the determination and choosing the
moment when ... when she wanted to leave. She didn’t want to suffer, that’s what she
always asked me. She wanted to choose herself, she was always a person who was, the
control of everything. She wanted to be in control of that too. [...] It’s a beautiful memory.
It’s a beautiful way to go. (Participant who lost her mother to MAiD)
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In NDPC context, the deceased rather represents the beauty that never completely
fades. The dying person, who has transformed and withered away, continues to ex-
perience moments when he/she becomes his/her true self again. The dying person
pierces the clouds with his/her light until the very end. The moments when he sings and
smiles do the family members good. They remind one participant that an end of life
lived to the very end was worth it.

There were times when I was ... I was like no, like, it’s not worth it because like, he lost all
his autonomy, he couldn’t ... he’s not happy and all that. But after that, in the moments
when he was smiling or singing, it was like, okay no, I’'m glad that [he’s still alive].
(Participant who lost her father to NDPC)

To Be Left by the Hero. Other participants seemed to feel rather left behind by the
hero.

But that’s it, the exile, the survival um the ... the violence ... well maybe violence is too
strong, but the ... the harshness of the state, that is, the ... I didn’t tell my friend, the one who
referred me to the study, but I think it now, it’s that we’re left to ourselves. (Participant who
lost his spouse to MAiD)

Some bereaved individuals in MAID context tell us that the deceased is so
beautiful and inspiring that the void he/she leaves behind is even greater. He/she
was so in control, so fully him/herself up until the moment of death, that it is
difficult to integrate the reality of the departure. Some participants report that their
loved one was experiencing a surge of energy at the edge of MAiD. They described
the absurdity of seeing them moving and smiling one moment, and dead the next.
They elaborate on the difficulty of staying with an image of a somewhat abrupt
departure.

Participants sometimes also have in mind the image of a tortured hero. To defend
his/her right to receive MAiD, the dying person must be assessed, answer questions
and justify him/herself. This process can be painful. One interviewee describes it as
torture.

And in the end, he cried almost every time he was asked those questions [Why do you want
to die?]. It was like torture. Because I'm talking about what I saw in my spouse: torture.
Watching the other person being tortured, well you are also being tortured [crying].
(Participant who lost her spouse to MAID)

In the context of NDPC, the imprints that seem to hurt the most are those that we
associate with the impostor metaphor. The loved one is negatively transformed because
of his/her illness. He/she becomes unrecognizable, and participants have to deal with
the new person in front of them, when what they want most is to take care of their “real”
loved one, not this impostor, this fallen hero.
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And then she was running away [from the hospice]. She tried to take the elevator. We
didn’t want to ... in any case there were a lot of ... it wasn’t easy. We saw her wanting so
much ... it wasn’t her! It wasn’t her! We were so nice, and she was angry with us, and ...
ouhh! [Interviewer: She didn’t have the same personality?] No, no. No, no, she didn’t. She
was no longer the same person. [...] You know, because ... our last time with her, we would
have liked to coddle her, to pamper her, but it was like ... not easy to do what she wanted.
We often had to fight with her. (Participant who lost her daughter to NDPC)

The imprints described seem to do a lot of good in some cases, but can also be a
source of distress. Both MAiD and NDPC cannot therefore be described as necessarily
facilitating circumstances for bereavement. Rather, we paint a complex and open-ended
picture based on the qualitative findings.

Integrated Results

First and foremost, combining the quantitative and qualitative results allows us to
suggest that MAiID does not generally increase the risk of prolonged grief when
compared to NDPC. However, our qualitative results indicate that there is a continuum
of imprints ranging from painful to comforting. MAiD and NDPC therefore have the
potential to foster difficult grief experiences, although this would not be generally the
case. Beyond this main finding, the integration of the results sheds light on different
dynamics with respect to (1) possible interaction and potentiation effects, (2) a certain
volatility of imprints, and (3) acceptance of MAID in Quebec.

Interaction and Potentiation Effects. In general, in both groups, the participants with the
most “negative” or intense imprints are also among those with higher scores on the grief
questionnaires. However, some interviewees describe negative imprints, but the effect
of these imprints is not reflected in their questionnaire scores (scores that are low). The
three interviewees with the most intense imprints and higher scores on the grief
questionnaires all lost a spouse and above all a person to whom they were deeply
attached. They also had an intense experience of caregiving over several years. On the
other hand, one interviewee describing negative imprints, but scoring low on the
questionnaires, lost her grandmother and had little caregiving experience. These results
can be explained by the existence of interaction and/or potentiation phenomena be-
tween different factors that influence grief (e.g., the relationship with the deceased and
the degree of involvement during the illness trajectory). Thus, the effect of the imprints
created around MAiD and NDPC could be attenuated or on the contrary accentuated by
other factors. Negative imprints can then be considered a risk factor, but its impact must
be considered within a broad set of other risks and protective factors.

Imprints that Are not Ubiquitous. Some interviewees seemed to be “suffering” during
their interview, or at least the recall of events, of negative imprints, made them more
emotional and they reported a difficulty to talk about these events. Oddly, their scores
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on the grief questionnaires are (very) low when compared to the rest of the sample. It
should be noted that very little time elapsed between the completion of the ques-
tionnaires and the interview for these participants. Yet, the difficulties experienced
during the interview are not reflected in the quantitative results. We hypothesize that
MAIiD and NDPC’s imprints not only undergo interaction and potentiation effects,
but are also not ever-present in the minds and daily lives of the bereaved individuals,
who may focus on other things and may momentarily forget an imprint. Imprints are
also not necessarily conscious, and their meanings evolve. In this regard, the in-
terviews allowed us to observe that participants give new meanings to their expe-
rience by interacting with the interviewer and their social environment more
generally. The imprints can thus be brought to consciousness or modified at different
moments during bereavement.

Furthermore, it seems that several imprints can be experienced almost simul-
taneously by the same individual. The latter can alternate between positive and
difficult imprints, and it can be tricky to determine which imprints predominate
(and will predominate) in one’s experience. For example, for one interviewee,
MAID is an experience painted with paradoxes that are difficult to explain and
tolerate.

That’s why it was unbearable. It seems like we have ... well, usually, an event gives you
either a negative or a positive feeling, but here, it was really non-stop for 2 weeks. As much
positive as negative, and as much well-being as ill-being. (Participant who lost his
grandmother to MAID)

A Socially Welcomed Assisted Death. Finally, both qualitative and quantitative results
seem to indicate that the social stigma around MAiD may be less important in Quebec
than elsewhere. The majority of individuals who completed the questionnaires perceive
a supportive environment and society for MAiID. The interviewees did not report any
difficulty in expressing themselves on the modality of death in their environment. Some
even emphasized that others’ curiosity and openness to this phenomenon helped them
in their grief. These results may be an indication that this practice is consistent with
Quebecers’ values, at least for certain groups. However, there is a lack of religious,
ethnic and cultural diversity in our sample which makes it necessary to temper this
conclusion. We must also consider a possible sampling bias: perhaps individuals who
perceive social stigma did not participate in the study due to fear of stigma.

Discussion

This study’s goal was to describe and compare grief experiences in MAiD and NDPC
contexts. We have established that these two contexts do not generally favor prolonged
grief. However, a deeper look at the specifics of grief in these circumstances reveals a
much more nuanced reality for some individuals, echoing several researchers’
findings (Beuthin et al., 2021; Brown et al., 2020; Frolic et al., 2020; Gamondi
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et al., 2015, 2018; Hales et al., 2019; Schutt, 2020; Starks et al., 2007,
Srinivasan, 2018; Wagner et al., 2011, 2012a, 2012b). Frolic et al. (2020) de-
scribed the experience of MAiD for families as a set of conflicting, double-edged
experiences that the bereaved individual must come to terms with. Schutt (2020)
construes this experience as multiple voices coexisting and interacting inside the family
caregiver, some of them incongruent and contradictory. Likewise, the imprints we have
conceptualized allow for the phenomenon’s description on a continuum of experiences.
The imprints’ shifting natures and the coexistence of both comforting and distressing
imprints within the same individual speak particularly to the assumption that grief can be
made up of tensions of various intensities to be coped with. Our participants could also be
described as oscillating between different types of imprints, and this at very variable speeds
and frequencies. In this sense, our results fit well with Stroebe and Schut’s dual-process
model (2010), which organizes grief experiences into two orientations (loss and restoration)
between which the bereaved individuals oscillate. Just as they oscillate between multiple
aspects of their grief, the bereaved persons may also alternate between imprints related to
death circumstances (see Figure 1).

However, the interaction effects we posited and the volatile nature of some of the
imprints make it necessary to put into perspective the impact of MAiD and NDPC
on grief. The imprints’ effect would depend on many other factors (e.g., the at-
tachment style) that may be more influential than death circumstances. At the very
least, the weights of MAiD and NDPC in the grief experience need to be viewed
with caution. Caution is also needed in considering the impact on grief of palliative
care support for the dying. We have not directly tackled this issue in our results, but
our consideration of NDPC as a “gold standard” requires reflection. Our inter-
viewees described palliative care teams in sometimes very different ways. Some
described palliative care environments as a warm bubble and a bridge to death.
Others spoke of a team that “throws” you out into the world alone once death has
occurred. For one participant, palliative care was a sterile space made up of people
desensitized to death. Not all palliative care accompaniments can therefore be
considered equivalent. We also noticed that for some participants, NDPC is limited
in the well-being it can provide to the bereaved individuals. It cannot prevent all
negative imprints from being formed. In some respects, MAiD becomes the solution
in the face of palliative care’s limitations. NDPC seems to be colored by MAiD
discourses: some participants referred to MAiID when palliative care failed to
provide relief or to keep the dying person’s personality intact. Others praised a fully
lived end of life, saying that MAiD would have deprived them of a gradual
preparation for death experience. Dilemmas emerged, such as between continuous
palliative sedation and MAiD (Koksvik et al., 2020). Our findings suggest that
NDPC and MAID are interconnected: they are being fashioned in response to, in
opposition to, or sometimes even in synergy (Bernheim & Raus, 2017) with one
another. For some, NDPC is still the “gold standard,” but for others, there might be a
new ideal path (Cain & McCleskey, 2019). We do not die quite as we used to, and
our grief is affected by new influences and choices.
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Strengths and Limitations

To our knowledge, this study is the first to directly compare grief experiences in MAiD
and NDPC contexts using a mixed methodology. Our results are noteworthy for their
nuanced and complex nature, suggesting that our sample was not solely made up of
MAID advocates or individual who had a very positive grief experience, a concern
raised by several researchers (Andriessen et al., 2019; Gamondi et al., 2018; Holmes
et al., 2018; Srinivasan, 2018; Swarte et al., 2003). Furthermore, the study is the first to
consider the impact of MAiD’s option on death experience and grief in NDPC context.
We bring to the forefront choices and dilemmas that can leave imprints on grief. The
study finally allows us to see Quebec as a society that is rather favorable to MAiD (less
stigmatizing), or at least perceived as such by some bereaved individuals.

However, our research is particularly limited quantitatively. The sample size is small
and the questionnaires used are not validated in French. The questionnaires are also
self-reported, which forces us to rely solely on individuals’ understanding of their own
grief and questionnaires’ items. Furthermore, grief reactions are not fully quantifiable
(Fasse et al., 2014). These instruments do not allow us to disentangle what belongs to a
specific bereavement from other problems experienced in parallel or even other be-
reavements. The study’s qualitative component provides a richer account of grief
experiences, but these results cannot be generalized directly. However, they do overlap
with several themes reported in the scientific literature, which suggests that our findings
are transferable to other populations. Both the qualitative and quantitative samples also
lack sex and cultural diversity.

Practical Implications

Our results allow us to draw an empirical and theoretical portrait of bereavement in the
context of MAiD and NDPC. They inform health care providers on issues to consider
when supporting families and offer metaphors (e.g., the hero) for understanding and
explaining grief reactions. Our data interpretation suggests that individuals bereaved by
MAID do not generally require more specialized services or more intensive aftercare
than individuals bereaved in NDPC context. Rather, we encourage health professionals
to identify potentially negative imprints and assess the risk of prolonged grief by
considering a range of other factors. The non-omnipresent nature of imprints should
lead those involved in bereavement support to be cautious: it seems possible to bring to
others’ minds imprints that may cause suffering. Hence, discussing imprints should not
be done unnecessarily, but with a therapeutic aim and in a sensitive manner.

Future Directions

Many studies, including this one, have been conducted on small samples that are not
necessarily representative of the bereaved population by assisted death and NDPC.
Quantitative studies with larger cohorts would allow for a much more consequential
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Figure |. Grief Experiences in the Contexts of Medical Assistance in Dying and Natural Death
with Palliative Care — Inspired by the Dual-Process Model of Stroebe & Schut (1999, 2010).

portrayal of the phenomenon. This portrayal would complement those provided by
exploratory qualitative studies already published. Longitudinal designs are also needed
to understand the evolution and intensity of the imprints left by MAiD and NDPC in the
course of bereavement. There is also little data available on the particularities of these
types of bereavements when experienced within non-Caucasian groups. Likewise, we
know little about the grief experiences of individuals who did not attend MAiD (all of
our interviewees attended the procedure). Research on the optimal level of information
for families (talking about potential imprints) to facilitate the grieving process also
seems necessary to help and not unwittingly harm. Lastly, certain new dilemmas’
impact (e.g., continuous palliative sedation vs. MAiD) would benefit from consid-
eration, so as to better care for those who bear witness to death; deaths that are now
negotiated, chosen, and to some extent created.
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