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Abstract

Published literature on family members’ experiences with assisted dying is minimal, with only a
limited number of studies exploring the perspectives of bereaved family members. Studies have
shown family members can play a significant role in assisted dying. My study aimed to
understand the experiences of bereaved family members who have had a loved one receive
medical assistance in dying (MAID) and describe how MAID implementation, policy, and
processes in two different settings in Canada influenced these experiences. The study used
interpretive description, a qualitative research methodology framed by the theoretical lens of
relational ethics. A total of 31 family members and 15 key informant participants took part in the
study. The analysis of the data identified three descriptive themes: (a) they want MAID, now
what, (b) prepared but maybe not ready, and (c) evolving understanding of this type of death,
with associated subthemes that revealed the complex and layered experience of family members
whose loved one received MAID. Study findings also revealed the experience of family
members was influenced not only by individual-level factors but also by meso-level factors,
including programs, processes, policy, and macro-level elements, including MAID legislation.
These elements did not operate in isolation; instead, they interconnected to influence family
members. Based on study findings, recommendations focus on policy, practice, and education, as
well as future research and propose options to address the elements that affect the experiences of

bereaved family members of MAID recipients.
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Chapter 1: Introduction

History shows that in much of the developed world the trajectory toward death and the
process of dying has dramatically changed, moving from an intimate social experience to a
solitary one influenced by the health care system’s focus on curing illnesses (Stajduhar, 2011;
Thorne, 2008a). This shift has led to death being something to be feared and controlled rather
than a natural and inevitable part of life (Aries, 1974; Arnup, 2018; Storch et al., 2013). Changes
in public attitudes related to peoples’ choice and desire for control at the end of life are now part
of the complexity of death and dying in jurisdictions across the world. This results in pressure for
significant legislative and policy changes to enable access to euthanasia and assisted suicide
(Emanuel et al., 2016; Raisio et al., 2015; Salem, 1999). As a result, not only are individuals who
want assisted death impacted but so are their family members and friends.

This chapter provides context for my dissertation by outlining the historical background
and significance of my study. This chapter also includes a description of my study’s purpose,
research questions, aims, and underlying assumptions. Additionally, I briefly explain the
methodological approach used and provide definitions for key terminology. Finally, I conclude
by reviewing the organization of my dissertation. Throughout this dissertation, | have used
identifiers (e.g., KI-01 through to KI-16, excluding KI-08 as they withdrew, for key informant
participants) to ensure participants remained anonymous and to protect their confidentiality.
Situating the Study in a Historical Context

On June 17, 2016, Canada entered the complex end-of-life landscape of assisted dying
when medical assistance in dying (MAID) became legalized. MAID legislation (Bill C-14, 2016)
resulted from decades of advocacy, activism and reflection by individuals, organizations, groups,

and the government. In the years that preceded the legislation (Bill C-14, 2016), critical elements



came into focus, including justice, reasonable limits on the right to refuse treatment, as well as
the discrimination believed to exist as a result of the decriminalization of suicide (Arnup, 2018;
Emanuel, 1994). After prior legal attempts were unsuccessful, in February 2015, the Supreme
Court of Canada (SCC) issued a unanimous decision in Carter v. Canada (2015), supporting that
provisions against assisted suicide as outlined in the Criminal Code were invalid because they
infringed on the right to life, liberty, and security as defined in the Canadian Charter of Rights
and Freedoms (1982). Through Bill C-14 (2016), MAID legislation became the product with
established requirements and safeguards for assisted dying in Canada.

According to the federal government’s most recent annual report on MAID, more than
44,000 Canadians have received MAID since 2016, with many more having connected with it
because of being a family member, caregiver, or friend of a recipient (Health Canada, 2023). The
total number of MAID deaths accounted for approximately 4.1% of estimated deaths in Canada
in 2022 (Health Canada, 2023). Cancer-related diagnoses were the most common underlying
health condition; this reflects international data. Private residences were the primary location
reported nationally for MAID provisions (39.5%), with Ontario (48.1%) and British Columbia
(43.8%) reporting a more significant percentage of MAID provisions in this setting (Health
Canada, 2023). Before 2019, reported rates between the facilitation of MAID at home and
hospital settings were relatively comparable, with British Columbia consistently demonstrating
higher provision in home-like settings compared to the rest of Canada (Health Canada, 2018,

2019, 2022Db).

1 Most significant of note, Rodriguez versus the Province of British Columbia; the Supreme Court of
Canada decided 5-4 against amending the Criminal Code to allow assisted death (1993).



Since the implementation, MAID has been taken up differently across the country, with
the highest MAID deaths reported in Québec, Ontario, British Columbia (BC), and Alberta, and
fewer MAID deaths recently reported in Yukon and Manitoba (Health Canada, 2022b, 2023).
There has also been considerable variability in provincial and territorial policy, processes, and
implementation of MAID legislation (Alberta Health Services, 2016; Beuthin et al., 2018;
Downie & Chandler, 2018; Government of BC, n.d.-a; Health Canada, 2017a, 2017b; Robertson
& Beuthin, 2018). Various factors, such as geographical location, regulations, and cultural
norms, contribute to the differences in the implementation of MAID.

The impact of including MAID in clinical practice has been significant, affecting both
individuals and the broader health care system. Canadian research on MAID primarily focuses
on the attitudes and perspectives of health care team members (Antifaeff, 2019; Beuthin et al.,
2018; Brown et al., 2021; Gallagher et al., 2019; Rousseau et al., 2017; Shaw et al., 2018) or the
health care system in the context of this option (Ball et al., 2018; Beuthin, 2018; Downar &
Francescutti, 2017; Fujioka et al., 2018; Heggerud & Faulder, 2018; M. Li et al., 2017,
Oczkowski et al., 2017). While this research is important, the implications of MAID are much
broader than what these studies address. Specifically, how variations and the accompanying
policies and procedures in different jurisdictions affect family members still needs to be studied
(Health Canada, 2017a, 2018, 2023). The conceptualization of death and dying is a process that
affects the family in its entirety (Stajdubar et al., 2013; Steinhauser et al., 2000; Storch et al.,
2013) as the diagnosis of a life-limiting illness affects not only the individual but their loved ones
as well. The relationship dynamics may shift, and family members must navigate the inevitable
transitions as their loved one nears the end of their life (Davies et al., 1995). While there has

been research on how family members experience palliative care, little knowledge is available on



their experiences when their loved one chooses assisted death as their end-of-life option.
Although there is existing international research on assisted dying practices, including studies by
Hurst and Mauron (2003), Kouwenhoven et al. (2018), Rurup et al. (2012), and Snijdewind et al.
(2015), and research on those who choose this type of death by Buchbinder (2018), Dees et al.
(2011), Maessen et al. (2014) and Van Den Noortgate and Van Humbeeck (2020), there is still
limited knowledge about the experiences of family members who have lost a loved one through
assisted dying even though there are known challenges associated with this type of death
(Buchbinder et al., 2018; Gamondi et al., 2018; Ganzini et al., 2009; Swarte et al., 2003). It is
clear within MAID’s layered complexity that there is a need to expand our comprehension of the
experiences of bereaved family members who have had a loved one receive MAID. This is the
focus of my dissertation research.
Background to the Problem

The deleterious effects of caring for a dying loved one are well documented, in part
because of the responsibilities that family members have to fulfill their caregiving duties
(Anderson & White, 2018; Aoun et al., 2005; Arnup, 2018; Brémault-Phillips et al., 2016;
Hudson, 2004; Schulman-Green & Feder, 2018; Stajduhar et al., 2010). Taking care of an ill
person involves many responsibilities, including providing transportation, attending medical
appointments, offering emotional and psychological support, managing symptoms, and aiding in
decision-making and financial management (Kristjanson & White, 2002; Statistics Canada,
2018; Wilson et al., 2018). This can place a heavy burden on family members, leading to
overwhelming demands and unmet needs for information, communication, and support from
health care professionals and the health care system (Anderson & White, 2018; Aoun et al.,

2005; Arnup, 2018; Brémault-Phillips et al., 2016; Genworth Financial, 2018; Hudson, 2004;



Starks et al., 2007; Stenberg et al., 2012). After a loved one dies, family members may face
ongoing challenges throughout the grieving process (Starks et al., 2007). Studies conducted in
countries with assisted dying laws indicate that the experience of family members may become
more intense in this context (Buchbinder et al., 2018; Gamondi et al., 2015; Gamondi et al.,
2018; Holmes et al., 2018; Snijdewind et al., 2014). However, there are still gaps in our
understanding of this phenomenon.

The research on assisted dying mainly occurs in the jurisdictions of Switzerland,
Belgium, the Netherlands, and Oregon, where laws, society, and cultural perspectives may differ
from Canada (Dees et al., 2013; Ganzini et al., 2008; Kouwenhoven et al., 2018; Lemiengre et
al., 2014). Published literature on family members’ experiences with assisted dying is minimal,
and only a limited number of studies have explored the perspectives of bereaved family members
(Buchbinder et al., 2018; Gamondi et al., 2019; Gamondi et al., 2015; Gamondi et al., 2018;
Ganzini et al., 2009; Holmes et al., 2018; Lowers et al., 2020; Swarte et al., 2003; Wagner,
Keller, et al., 2012; Wagner, Muller, et al., 2012). Studies have shown that family members can
play a significant role in the assisted dying process (Buchbinder et al., 2018; Gamondi et al.,
2019; Gamondi et al., 2015; Ganzini et al., 2009). Regardless of their level of involvement, they
may face moral dilemmas (Buchbinder, 2018; Gamondi et al., 2015; Gamondi et al., 2018;
Ganzini et al., 2009), feel isolated and compelled to keep the process a secret (Gamondi et al.,
2015; Hales et al., 2019), with a range of grief and bereavement experiences reported (Beuthin et
al., 2021; Gamondi et al., 2019; Ganzini et al., 2009; Swarte et al., 2003; Wagner, Mller, et al.,
2012).

Over the past 7 years since Canada legalized MAID, the number of published studies on

the experiences of family members whose loved ones have chosen MAID has gradually



increased. In the first 3 years following implementation, only two published studies focused on
the experience of family members of MAID recipients (Holmes et al., 2018; Shaw et al., 2018).
The first study, by Holmes et al. (2018), comprised a convenience sample of 18 individuals
whose significant others requested MAID through a clinic in Vancouver, BC. The findings
revealed that participants eventually supported their significant other’s decision and that their
roles and responsibilities during the MAID process involved emotional and practical assistance.
In reflecting on death, participants perceived their significant other’s death as “peaceful”
(Holmes et al., 2018, p. e392).

In the study by Hales et al. (2019), a sample of 11 family members and friends of
individuals who received MAID at an academic hospital setting in Toronto, Ontario, identified
the complexities of the MAID process that influenced their experience. Family members felt
judged by some health care professionals, had privacy concerns, and thought that grief and
bereavement support might be beneficial. The findings also highlighted that some aspects of the
legislation, specifically the requirement for a waiting period, influenced their overall experience
(Hales et al., 2019).

Since these two studies were published, the research has expanded and focused in the
provinces of Nova Scotia (Crumley et al., 2023), Ontario (Frolic et al., 2020; Hashemi et al.,
2021; Thangarasa et al., 2021), Québec (Laperle et al., 2022; Roest et al., 2019), Saskatchewan
(Brown et al., 2020b), and BC (Beuthin et al., 2021). Publications have also demonstrated that
research teams are designing studies within multiple study settings, which allows for a broader
perspective on the experiences of bereaved family members (Oczkowski et al., 2021; Smolej et
al., 2022). The literature provides a minimal description of the sampling strategies used in the

studies (Goldberg et al., 2021). Limitations of these studies included small sample sizes (Beuthin



etal., 2021; Hales et al., 2019; Hashemi et al., 2021; Laperle et al., 2022; Smolej et al., 2022).
The knowledge from these Canadian studies is valuable and provides a beginning understanding
of family members’ perspectives in the MAID context; however, gaps remain. The literature did
not contain any studies that examined the impact of policy, system, and implementation strategy
differences on the experiences of bereaved family members. As such, when my dissertation
study commenced, there was a pressing need for knowledge generation regarding MAID, given
its relatively recent legalization, diversity in implementation strategies across the country, the
vital role of family members during end-of-life care, and the scant publication of research on the
experiences of bereaved family members and MAID.
Purpose of the Study

My study aimed to understand the experiences of bereaved family members who have
had a loved one receive MAID and describe how MAID implementation, policy and processes in
different provinces influenced these experiences. The knowledge produced from this study will
be used to inform MAID practitioners, health care providers, health care leaders, health and
social care educators, and advocacy groups about the perspective of family members; and has the
potential to inform supportive interventions, policies, and programs for family members who
have had a loved one receive MAID. As such, this study provides important information on the
experiences of family members whose loved one acquired an assisted death, contributing to the
global understanding of this topic and beginning to fill a significant gap in knowledge within the

Canadian context.



Research Question and Aims

For this dissertation, | explored the following overall research question: What are the
experiences and perspectives of bereaved family members who have had a loved one end their
life through MAID? The specific aims of my study were as follows:

1. Describe bereaved family members’ experiences of having a loved one participate in

MAID, including moral and ethical dilemmas associated with this choice.

2. Gain an understanding of the ways in which the implementation of MAID legislation

has influenced family members’ experiences.

3. Provide direction for interventions designed to support family members.

4. Provide health care professionals, MAID practitioners, health care administrators, and
advocacy groups who influence decision making, with knowledge to inform policy

directions related to bereaved family members and MAID.

Assumptions Underpinning the Dissertation Research

There are several assumptions underlying the study purpose and research question. These
include that MAID is ethically layered and morally complex, the health care system is innately
complex, which can be challenging for family members to navigate, and the expected family
members will take on responsibilities for their loved ones during the end-of-life process.
Additionally, supportive interventions can help bereaved family members and health care
professionals who lack confidence discussing death and dying.

It is essential to acknowledge that access to MAID may differ based on the region or
jurisdiction, and this can affect both individuals seeking MAID and their families. Additionally,

some of the eligibility criteria and safeguards outlined in the MAID legislation (Bill C-14, 2016)



may pose challenges for those seeking MAID, such as the requirement for late-stage consent.
Furthermore, there are disparities in the availability and quality of palliative care across Canada.
Methodological Approach

| used the qualitative research methodology of interpretive description, framed by the
theoretical lens of relational ethics (Bergum & Dossetor, 2005), to address my dissertation
study’s research question and aims. Interpretive description is situated in a paradigm
underpinned with naturalistic assumptions, thus ensuring that the knowledge identified is socially
constructed through the person experiencing it (Thorne, 2008b). In health care ethics, the
relational ethics approach acknowledges that actions, decisions, and experiences are all
interconnected. It also recognizes individuals’ complex understandings in this context (Bergum
& Dossetor, 2005). Within this orientation and using an interpretive description approach, I
undertook critical analysis, conceptualization, and reconceptualization of study data to
distinguish possible micro-, meso-, and macro-level understandings. My goal was to create
knowledge that would benefit bereaved family members both individually and within the broader
system. Additionally, | expect to share this new knowledge with nurses, health care practitioners,
and leaders who work with family members and make policy decisions related to MAID,
palliative care, and care following a life-limiting diagnosis.
Terminology

For the purposes of my dissertation research the following terms are defined.

Assisted dying and assisted death: Death that takes either of two forms: euthanasia or

assisted suicide (Sumner, 2017).
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Assisted suicide/physician-assisted suicide: When a physician provides an individual, at
their explicit request, with a lethal prescription or medication with the intent that the individual
can then end their own life at a time of their choosing (Emanuel, 1994; Sumner, 2017).

Bereavement: The state of losing someone through death and covers the time period of
grief (C. Hall, 2014; Machlin, 2009).

Bill C-7: Reflects the evolution of federal MAID legislation. It is also referred in the
literature as An Act to Amend the Criminal Code (medical assistance in dying) and received
Royal Assent on March 17, 2021.2

Bill C-14: This was the initial MAID legislation, also referred in the literature as An Act
to amend the Criminal Code, that articulated assisted dying provision in Canada. This legislation
received Royal Assent in June 2016.

Clinician-Assisted Medical Assistance in Dying: The MAID practitioner performs the act
of aiding in the death of an eligible person, through intravenous injection of lethal medications
(Bill C-14, 2016; Government of Canada, 2023b).

Euthanasia: The intentional ending of an individual’s life through the administration of
lethal medication, generally by a physician, and at the explicit request of the individual receiving
it (Emanuel, 1994; Sumner, 2017).

Family Member: Any individual who had significant ties regardless of kinship ties,
common household, biological relationships, or marital status (Vanier Institute of the Family,

n.d.).

2 Recruitment of study participants for this dissertation occurred prior to Bill C-7 legislation being
enacted.



Grief: A complex reaction to the loss of someone or something that affects people
emotionally, physically, cognitively, socially, and spiritually (C. Hall, 2014).

Guidelines: An evidence-based course of action (Villeneuve, 2017).

Implementation: A process of initiating or completing planned actions
(“Implementation,” n.d.).

Intervention: Actions or treatments performed while interacting with the individual,
patient, and family (e.g., administration of medication, counselling during grief; Engel, 2024).

Legislation: An exercise of the power and function of making rules through individual
laws or sets of laws; the government has the authority to make the rules or laws and provides
directives to enact them (Villeneuve, 2017).

MAID practitioner: A unifying term to encompass both physicians and nurse
practitioners (NP) who engage in MAID assessment, MAID provision, and MAID assessment
and provision.

Medical assistance in dying (MAID): Describes assisted dying that is available in
Canada. Two types of assisted dying practices comprise this term: voluntary active euthanasia,

referred to as clinician-assisted medical assistance in dying in the legislation; and assisted

11

suicide, identified as self-administered medical assistance in dying in the legislation (Bill C-14,

2016; Government of Canada, 2023b). If there is a need to differentiate between the two

practices of MAID in my dissertation, the specific term will be used.

Policy: A set of decisions relating to a specific issue that an organization or government

needs to address, including to support new or revised legislation and regulations (Villeneuve,

2017); a policy describes a plan of action or direction resulting from a decision-making process
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that applies evidence, values, and reasoning (Villeneuve et al., 2019). Policies exist in both
public and private sectors and reflect the context in which they are developed (Villeneuve, 2017).

Procedures: Established or official ways of performing a task or activity (Villeneuve,
2017). In the health care context, a procedure is often evidence based.

Process: A term that refers to the “elements of the care or services actually provided”
(Clarke, 2015, p. 440) to an individual, patient, or population.

Program: Comprises an initiative or project with a specific focus, need, goal or objective
(e.g., palliative care program, MAID program). A governmental, non-governmental, or non-
profit organization can create a program. Developing a program involves multiple stakeholders
and requires funding, human resources, and infrastructure. Programs can be evaluated, and,
based on feedback and evidence, they can be modified or adapted (Villeneuve et al., 2019).

Self-administered medical assistance in dying: The MAID practitioner prescribes or
provides lethal medications to an eligible person, who then self-administers it to cause their own
death (Bill C-14, 2016; Government of Canada, 2023b).

Standards: Established expectations and legal guidelines for the provision of safe and
competent care. May be outlined in written policies and procedures in the health care context
(Shapiro & Dunsford, 2024).

Structure: Comprises components such as human and physical resources, care provision
contexts, organizational elements, and decision-making mechanisms (Clarke, 2015).
Organization of the Dissertation

This chapter offered a brief overview of my dissertation research. Specifically, I
discussed the problem, study purpose, research question, study aims, and underlying

assumptions. Additionally, | briefly explained the methodological approach used and defined key
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terminology. Chapter 2 reviews relevant literature, MAID legislation, and policy to give context
to the study’s focus on family members and MAID. Chapter 3 outlines the study’s methodology
through a review of the interpretive description methodological approach, the study design, and
ethical considerations. Chapter 4 presents the research findings, while Chapter 5 offers an
interpretation of the descriptive findings and outlines the implications for nursing, MAID and
palliative care practitioners, MAID teams and services, palliative care programs and services,
advocacy groups, and senior health care leaders. | also present limitations of my study. Finally,
in Chapter 6 I put forward recommendations for policy, practice, education and training, and

future research. | conclude my dissertation by proposing knowledge translation activities.
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Chapter 2: Review of the Literature, Legislation, and Policy

This chapter delves into the literature on the experience of family members who have lost
a loved one through MAID. Firstly, I explore the relevant literature on the experiences of family
members dealing with end-of-life situations. Following this, | examine assisted dying in
international and Canadian contexts and review research on family members’ experiences with
assisted dying. Next, | provide a summary of MAID legislation (Bill C-14, 2016), followed by an
overview of the organization of MAID at the federal, provincial, and territorial levels. Finally,
the literature concerning this topic area, including the gaps in knowledge that my study attempts
to address, is summarized.

When someone is diagnosed with a life-limiting illness, their family members are also
affected by the changes in their relationship and the inevitable transitions as their loved one
approaches death (Davies et al., 1995). While there is research on family members’ experiences
with palliative care, there is not as much information on their experiences when a loved one
chooses an assisted death as their end-of-life option. Additionally, there is a lack of
understanding about how the organization and implementation of assisted dying legislation,
practices and policies might impact the perceptions and experiences of family members.

Family Members’ Experiences at End-of-Life

In Western society before the 20th century, death was a constant presence due to
epidemics, accidents, wars, and risks related to maternal-infant health (Arnup, 2018). Most
people died at home, with their families caring for them and receiving support from their local
community (Aries, 1974). As a result, individuals became familiar with death and its processes

through personal experience (Ariés, 1974; Arnup, 2018).
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In the latter half of the 20th century, scientific and technological progress shifted toward
a “cure-focused ideology” (Stajduhar, 2011, p. 9). This changed expectations around health and
life expectancy, resulting in more people living with chronic life-limiting conditions (Aoun et al.,
2005; Aries, 1974; Arnup, 2018; Battams, 2018; Doane & Varcoe, 2015; Kortes-Miller, 2018;
Storch et al., 2013). Research has shown that these conditions affect the individual and impact
their family members (Dees et al., 2013; Stajduhar et al., 2013; Stajduhar & Davies, 2005; Starks
et al., 2005; Statistics Canada, 2018).

In the following section, I review the research on family members’ experiences when
their loved one has a terminal illness to establish a foundation for the current knowledge in this
area. The literature focuses on the involvement and experiences of family members in providing
care to their loved ones at end of life, as well as the challenges they encounter.

When Loved Ones have a Terminal Illness

Research on caring for individuals with terminal illnesses has primarily focused on
seniors (Battams, 2018; Brémault-Phillips et al., 2016; Durepos et al., 2018), those with chronic
conditions (including children; Ferrell et al., 2013; Silva et al., 2015; Spillers et al., 2008;
Stenberg et al., 2012), and end-of-life and palliative care (Funk et al., 2015; Giesbrecht et al.,
2013; Holm et al., 2013; Rainsford et al., 2017). Many of these studies center around cancer as
the primary medical condition (Canadian Hospice Palliative Care Association, 2013).

Within this body of literature, a particular set of studies conducted by Davis et al. (1995)
provides a detailed analysis of the challenges faced by family members of individuals with life-
limiting illnesses. The research identifies seven dimensions encompassing the experience,
including redefining roles, feeling burdened, struggling with paradox, adapting to changes,

seeking meaning, living in the moment, and preparing for death. Family members experience
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these dimensions when they realize their loved one’s illness is advancing and there is no hope for
recovery. These dimensions are closely intertwined and cannot be separated (Stajduhar &
Dionne-Odom, 2019), and are experienced differently based on a member’s position in their
family (e.g., spouse, adult child, adolescent, a young child; Davis et al., 1995). During this time,
family members also tend to adapt their perspectives on their loved one, themselves, other family
members, and the family as a unit. This period can also affect their lives, such as socializing,
employment, relationships, and roles (Stajduhar & Dionne-Odom, 2019).

When a terminal diagnosis happens, Davis et al. (1995) identified that it was essential for
individuals to work on creating, enhancing, and adjusting relationships within the family (Q. Li
& Loke, 2014). This aspect appeared crucial for each family member’s connection with their
loved one and embodied what Davies et al. called redefining. For spouses, this dimension begins
as they attempt to continue on their usual path with their loved ones. However, as they
acknowledge the disease progression and altered functioning while coping with new
responsibilities, spouses feel sorrow and experience ‘reciprocal suffering’ in their redefined
relationship (Davies et al., 1995). Adult children also face the challenge of redefining their
relationship with their parent(s) as their loved one’s illness progresses, and they approach the end
of their life. This dimension tends to be even more challenging for younger children and
adolescents as they navigate their emotions and attempt to adjust to the situation (Davies et al.,
1995; Huizinga et al., 2011).

The level of ‘burdening’ experienced by family members appears influenced by how
much the terminally ill family member has redefined their identity and relationship with others
(Davies et al., 1995). When couples have adequately redefined roles and expectations, they are

more likely satisfied with the support and care they provide to their loved ones, even if they may
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feel overwhelmed. However, individuals in relationships where ‘redefining’ has yet to occur,
express exhaustion and underappreciation (Davies et al., 1995).

Adult children caring for a dying parent experience a mixture of satisfaction and fatigue
as they navigate role changes and additional responsibilities. This combination of feelings and
changes is commonly called the “burdening” dimension for adult children (Steele & Davies,
2015). If these adult children have both parents living, the health of the well parent partly
influences this dimension for them. For example, when the well parent offers the care and
assistance, it may help reduce the stress and responsibility for their adult child (Davies et al.,
1995). Similarly, when an ill parent redefines their relationship with their adult children, it can
have a positive impact. This can also lead to increased pride and support from the adult children
toward their sick parent. Adult children who can manage their time and prioritize their
responsibilities overall seem to have a more positive experience, resulting in feelings of being
less burdened (Steele & Davies, 2015).

Davies et al. (1995) conceptualized that the spouse of a terminally ill individual
experiences a paradoxical struggle. This arises from the tension between their desire to spend
time with their loved ones and their interest in returning to their previous way of being while also
adapting to their redefined self. In order to address this issue, spouses try to prioritize self-care
and attend to their needs. Neglecting to do so appears to lead to exhaustion and potential health
problems (Steele & Davies, 2015).

For adult children, there are several dominant paradoxes identified in this dimension. The
primary struggle is one between (a) wanting their parent to live and realizing the potential
suffering or continued suffering that may result and (b) yielding to the trajectory that includes the

death of their ill parent (Davies et al., 1995). As the child grapples with this dilemma, they may
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become exhausted and experience “decreased ability[y] to concentrate or focus on other aspects
of their lives” (Davies et al., 1995, p. 30). The second paradox involves a tension between
wanting to engage in their everyday world and the desire to spend as much time as possible with
their ill parent. Sometimes, children decide to “put certain aspects of their lives on hold” to begin
to confront death (Davies et al., 1995, p. 31). The third central paradox for adult children is the
strain experienced between their multiple roles and the associated responsibilities. The struggle
between the need to spend time with their terminally ill parent and their own family often
comprises this dilemma. Adult children invest much energy in addressing this tension.

Adolescent children may experience a sense of confusion known as ‘struggling with
paradox’ when their parents do not communicate openly and honestly about their illness and
prognosis (Davies et al., 1995). This can create a dilemma where they want to know about their
parent’s situation and what to expect but do not want to engage in a discussion that could cause
emotional pain for themselves or their parents.

The dimension ‘contending with change’ characterizes one of the core features of
families that experience terminal illness in one of their members. Changes in this context seems
to happen in every aspect of an individual’s life, but each family member may experience and
undergo these alterations uniquely (Davies et al., 1995). According to Davies et al. (1995), the
most meaningful change a spouse experiences is in their relationship with their partner who is
terminally ill.

For children, however, a more extensive change is noted throughout their life. They start
to feel responsible for caring for their sick parent as they become more vulnerable, while the well
parent becomes more stressed, tired, and requires assistance themselves. This role shift is

noticeable in their behaviour towards their parents (Davies et al., 1995). Assuming more
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significant responsibilities within their family of origin can bring a sense of fulfillment to
children but can also lead to exhaustion (Davies et al., 1995).

When faced with the impending death of a loved one, family members often engage in
the process of ““searching for meaning” (Davies et al., 1995). This involves reflecting on past
experiences and trying to gain perspective on the present to reevaluate and develop coping
strategies for their current situation. They also confront their mortality during this period.
According to Davies et al. (1995), when family members find significance in their situation, they
can engage in daily living instead of just enduring it (Stajduhar & Dionne-Odom, 2019). Adult
children, however, tend to be impacted by their competing roles and responsibilities as they
search for meaning. According to the researchers, children seem to understand that their parents
do not want them to sacrifice important aspects or events in their life, and through this, they try
to prioritize. However, they may still face difficulties and obstacles in this dimension (Davies et
al., 1995).

In the dimension ‘preparing for death,’ practical aspects are addressed by family
members (Stajduhar & Dionne-Odom, 2019). When a person is diagnosed with a terminal
illness, family members tend to become “decision partners” to help their loved one make
important choices regarding end-of-life care. By working together, these family members can
assist in fulfilling their loved ones’ wishes (Stajduhar & Dionne-Odom, 2019). To fully address
this dimension, family members appear to also consider spiritual and emotional components.
This includes a dedication to the family unit and preparing oneself mentally for the expected loss

(Davies et al., 1995).
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Caring and Supporting Loved Ones

Research indicates that family members are typically the primary source of assistance for
individuals with terminal illnesses approaching the end of their lives (Hudson & Payne, 2011,
Ullrich et al., 2020). In Canada, an estimated 46% of the population (equivalent to 13 million
people) have provided unpaid care to a loved one in this circumstance (Battams, 2018). It may be
necessary to care for a loved one if they have a disability, chronic illness, are frail, or have a life-
limiting medical condition. Many family members take on this role, but it can be challenging and
only sometimes straightforward, even though it is essential (Anderson & White, 2018; Brémault-
Phillips et al., 2016; Dees et al., 2013; Giesbrecht et al., 2015; Hudson & Payne, 2011;
Linderholm & Friedrichsen, 2010; Rainsford et al., 2018; Stajduhar et al., 2013; Stajduhar et al.,
2008; Ullrich et al., 2020).

Family members’ roles and responsibilities vary in end-of-life and palliative care,
depending on a significant other’s condition and change in health (Canadian Virtual Hospice,
n.d.). Deterioration in mental status, for example, is particularly challenging for family members
as they adjust to the resultant demands (Hull, 1990).

The environment where a significant other resides also influences family members’ roles
and responsibilities (Canadian Hospice Palliative Care Association, 2013; Wong & Ussher,
2009). According to Funk et al. (2022), many people prefer to receive care and die in their own
homes. In many cases, managing this process requires unpaid care and support from family
members (Canadian Hospice Palliative Care Association, 2013). Consequently, family members
are typically the only ones with ongoing awareness of their loved one’s health status, level of

comfort, and overall condition (Milberg & Strang, 2003; Rabow et al., 2004).
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Despite the challenges, many family members feel it is essential that they support their
loved one with a terminal illness to be cared for in the home. Studies indicate that supporting a
loved one at home can improve family connectedness, reduce obstacles to maintaining other
relationships, and provide easier access to support systems (Davis et al., 1995; Milberg & Strang,
2003; Proot et al., 2003). Family members also perceive that maintaining the home environment
as the location of death makes the end-of-life experience more peaceful and dignified for their
loved one (Sinead Donnelly & Battley, 2010; Wong & Ussher, 2009). Overall, this can have a
positive impact on family members. However, when family members provide support and care to
a loved one with a terminal illness in the home environment, emotional stressors like worry,
anxiety, and depression can also intensify (Burton et al., 2012).

In the home environment, family members’ activities range from providing routine tasks®
to specialized care* through direct® and indirect® measures (National Alliance for Caregiving,
2009). Balancing new roles and responsibilities alongside existing commitments while caring for
a loved one can be stressful for family members. It often requires effective time management,
support from other systems, or hiring a caregiver to assist with these demands (Stajdubhar &
Dionne-Odom, 2019).

Having a loved one with a terminal illness in a hospital or hospice setting is characterized
by roles and responsibilities for family members that are no less crucial (Sarah Donnelly et al.,

2018; Sinead Donnelly & Battley, 2010; Evans et al., 2006). Assuming roles as advocate,

3 May include the preparation of meals, housework, outside home maintenance, and transportation
(Genworth Financial, 2018; National Alliance for Caregiving, 2009).

* May include medication management, symptom monitoring, emotional support, spiritual care, and
assistance with activities of daily living.

® E.g., medication and wound management, activities of daily living.
6 E.g., health care decision-making, emotional support, and appointment coordination.
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information agent,” emotional and spiritual companion, and physical care provider can be
essential to the dying individual and meaningful to family members (Funk et al., 2022; Stajduhar
& Dionne-Odom, 2019). Depending on their loved one’s condition and perspective, their
physical location and the overall setting may provide additional stress and challenges for family
members as they support their loved one (Dionne-Odom et al., 2014; Sarah Donnelly et al.,
2018; Ullrich et al., 2020). In some cases, the hospital or hospice may be the location of death;
however, discharge from these environments to the home setting may occur, adding to family
members’ responsibilities as they coordinate the process and initiate care.
Challenges and Needs of Family Members

Research has shown that family members tend to become caregivers for their loved ones
when they are nearing the end of their life. However, these family members need proper
preparation and support to fulfill their caregiving duties effectively (Etkind et al., 2018). With
adequate support, they may avoid additional challenges and unmet needs (Appelin et al., 2005;
Given & Reinhard, 2017). In particular, family members require better support when
communicating and exchanging information (Bee et al., 2009). They typically need more
information about plans, the palliative care process, and potential complications. Various
obstacles, such as practical, process and relational barriers, may impede communication for
family caregivers, which can be problematic in their roles (Kristjanson & White, 2002). As a
result of an unclear exchange of information, family members may seek answers from other

sources like the internet, friends, or other family members instead of asking for guidance directly

" May include providing historical background about medications and conditions and conveying and
reinforcing information between their significant other and health care professionals, and vice versa,
gathering and holding information.
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(Kristjanson & White, 2002), which can lead to a trial and error approach to caring for their
loved one (Bee et al., 2009).

Studies indicate that caring for a loved one can be burdensome for family members,
regardless of age. Providing physical and emotional support can be challenging (McNamara &
Rosenwax, 2010; Proot et al., 2003). Physical care tends to be demanding for family members
and may trigger emotions such as anxiety, fatigue, and being overwhelmed (DePasquale et al.,
2015; Reid et al., 2010; Roth et al., 2015). As a result, family members may feel encumbered and
struggle to keep up with the responsibilities of caregiving (Funk & Obedzinski, 2019; Roth et al.,
2015; Stajduhar et al., 2010).

Feeling a sense of burden and being overwhelmed is linked to the emotional health of
those who care for loved ones (Holland & Neimeyer, 2005; Ullrich et al., 2020). According to
the research by Choi and Seo (2019), spirituality as a means of support and coping for family
members can be beneficial. Their study revealed that having solid spiritual well-being seems to
be associated with lower levels of burden. According to Yoon et al. (2018), complex and
stressful situations may end up harming the spirituality of family members.

The literature highlights that in addition to feeling a degree of burden, family members
can associate supporting and caring for a loved one with isolation (Koenig Kellas et al., 2021).
Their roles and responsibilities tend to affect their time, regular activities and socialization
(Given & Reinhard, 2017), creating additional tension and psychological distress (Koenig Kellas
etal., 2021; Q. Li & Loke, 2014; Milberg & Strang, 2007; Torke et al., 2014). Feelings of
isolation may become even more intense if their roles and involvement in care go unnoticed or
unacknowledged by others, including health care professionals (Etkind et al., 2018; Hunstad &

Svindseth, 2014; Lundberg et al., 2013).
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For family members who support their significant other in the home environment,
financial stressors can occur and are seen to be related to the loss of income® or general costs® for
which they become personally responsible (Genworth Financial, 2018; National Alliance for
Caregiving, 2009). Family members may experience a significant burden related to the financial
aspect of care, which is tends to be disregarded by health care professionals (Gardiner et al.,
2016).

Summary of Family Members’ Experiences around End-of-Life

When an individual is diagnosed with a terminal illness, their family members experience
dynamic changes as they prepare for the impending death of their loved one. According to
Davies et al. (1995), this transition occurs within seven dimensions as they adjust their
perspective on the future. Many family members identify that it is vital to support and care for
their loved ones in this situation, and many family members take on these roles and
responsibilities (Stajdubar et al., 2013). At the same time, they also cope with their loved ones’
prognosis (Canadian Hospice Palliative Care Association, 2013).

Family members caring for loved ones at the end of life have identified both positive and
negative aspects (Brémault-Phillips et al., 2016; Stajdubar et al., 2010). However, family
members are generally not adequately prepared or supported in their caregiver roles. Family
members can experience feelings of isolation and a degree of burden, and the challenges and
unmet needs can result in fatigue, stress, exhaustion, and psychological distress (Morris et al.,

2015). It is essential to acknowledge these experiences of family members who care for a loved

8 Associated with quitting or losing their job, unpaid leave, using vacation/holiday/special leave time
(Genworth Financial, 2018; National Alliance for Caregiving, 2009).

® Includes prescription and over-the-counter medications, home care, and support equipment.
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one with a life-limiting illness at the end of their life. As assisted dying becomes more widely
accepted, broadening our understanding to include family members affected by this choice is
essential. Particularly as assisted dying laws are modified and evolve in different regions, and
governments provide direction for enacting adjustments to legislation and rules surrounding
assisted dying.
Assisted Dying in the International and Canadian Context

When considering aid in dying, the experience of death and dying may become more
complex or more manageable, depending on a loved one’s condition and the involvement of
family members (Gamondi et al., 2015; Gamondi et al., 2013; Holmes et al., 2018). Before
exploring the specifics of assisted dying in Canada, the next section of the chapter provides a
broad overview of the key aspects of assisted dying in the international context. Next, | provide a
brief history of Canada’s version of assisted dying, medical assistance in dying (MAID), and
focus on aspects that could affect family members. | also describe legislative components, such
as eligibility criteria, implementation measures, policy features, and regulatory measures (Bill C-
14, 2016). Finally, | present federal data on the current context of MAID from a pan-Canadian
perspective.
International Context of Assisted Dying

The following is a list of international jurisdictions in which some form of aid in dying is
legal: Austria; Australia,'® including all states'! ; Belgium; Canada; Columbia; Germany;

Luxembourg; Netherlands; New Zealand; Spain; Switzerland; and the United States, including

10 \/oluntary assisted dying became legal for eligible individuals in New South Wales effective 28
November 2023.

11 Although not all are yet in force.
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the states of Oregon, Washington, Vermont, California, Montana, Colorado, New Mexico, New
Jersey, Maine, the District of Columbia, and Hawaii (Canadian Association of MAID Assessors
and Providers, 2022a). In each of these jurisdictions, legal and ethical guidelines provide a
framework for assisted dying, offering a distinct perspective for comprehending the option and
eligibility requirements (Emanuel, 1994; Emanuel et al., 2016; K. Wright et al., 2017). The
language used in jurisdictional documents to describe the type of assisted dying is important as it
identifies key elements, including the intentions? of the health care provider, the actions taken to
aid®® in the person’s death, and whether the person’s consent!* is necessary (Emanuel, 1994).
The subject of aid in dying encompasses not just laws but also societal and cultural
beliefs (Dees et al., 2013; Gamondi et al., 2015; Gamondi et al., 2018; Kimsma, 2010;
Snijdewind et al., 2014). For instance, the Netherlands had widespread approval for the Law on
Termination of Life on Request and Assisted Suicide, which occurred in 2002, with widespread
support by the public and physicians for over 30 years before it was legalized (Emanuel, 1994).
In Canada, over the past few decades, opinion polls have indicated that most Canadians were
receptive to having some type of assisted dying as a legal option, with regional differences seen®®
(Angus Reid Institute, 2010). When the Supreme Court of Canada struck down the federal law
that criminalized assisted dying in 2015, public support for assisted dying was on the rise, with

physicians remaining divided about the option. Few'® physicians at that time identified they

12 Include the intentional administration of the lethal medication or providing the lethal medication to the
individual for self-administration

13 Terms identified include active or passive
14 Noted as voluntary or involuntary

15 Quebec had the highest level of support (78%) and Alberta the lowest (49%) (Angus Reid Institute,
2010).

18 In 2015, a significant minority of Canadian physicians, only 29 per cent, said they would be willing to
assist a gravely ill patient who wants to end their life (Picard, 2015).
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would be willing to assist with this choice (Forum Research, 2015; Picard, 2015). After 7 years
into the legalization of MAID, attitudes toward assisted dying continue to evolve among
individuals, health care providers, advocates, and society (Ipsos, 2022).
Canadian Context of Assisted Dying

Legalization of assisted dying in Canada resulted from several decades of advocacy,
activism and reflection, and the legislative requirement for laws to comply with the Canadian
Charter of Rights and Freedoms. Critical developments, including a ruling by the Supreme Court
of Canada in the Rodriguez case'’ and several unsuccessful private members bills focusing on
assisted dying, were crucial in the history of MAID in Canada (Martin, 2018). The turning point
for MAID legalization, however, transpired in 2011 when the BC Civil Liberties Association
filed a claim on behalf of Kay Carter, Hollis Johnson, and Dr. William Shoichet, who challenged
the laws, and sought to allow “serious and incurably ill, mentally competent adults the right to
receive assistance to hasten death under certain specific safeguards” (BC Civil Liberties
Association, 2012, para. 1). Their claim was later amended to include Gloria Taylor (Carter vs.
Canada (Attorney General), 2012). On June 12, 2012, the BC Supreme Court found the Criminal
Code provisions against assisted dying to violate the rights of the seriously ill in Carter vs.
Canada (BC Civil Liberties Association, 2012). Following this Decision in June 2014, the
federal government applied to the BC Court of Appeal, prompting the BC Civil Liberties
Association to appeal. The case then proceeded to the SCC.

While this case occurred at the federal level, a doctor-led movement around end-of-life

care began in the province of Québec. It resulted in the introduction of legislation in the Québec

17 Decision came on September 30, 1993, with the Supreme Court judges’ ruling in a majority 5-4
decision that section 241(b) was constitutionally valid and did not violate the Canadian Charter of
Rights and Freedoms.
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National Assembly in June 2013. By focusing on the provincial mandate to provide health care
and care to the population, Québec politicians avoided attention to the Criminal Code playing out
in federal court. Québec then became Canada’s first jurisdiction to pass legislation allowing for
choice around the right to die (Browne & Russell, 2016). The provisions in the Act Respecting
End-of-Life Care came into effect on December 10, 2015 (Bill 52, 2014).

At the federal level, the unanimous SCC decision in Carter v. Canada (2015) prompted
the legalization of assisted death on February 6, 2015. In its decision, the SCC declared that key
sections of Canada’s Criminal Code (1985) that prohibited assistance in terminating life
infringed on the right to life, liberty, and security of the person by impacting the principle of
fundamental justice (Carter v. Canada, 2015, Section 7). More specifically, the SCC identified
that Sections 14 and 241(b) violated Section 7 of the Canadian Charter of Rights and Freedoms
(Constitution Act, 1982) and declared that those sections

are void insofar as they prohibit physician-assisted death for a competent adult person

who (1) clearly consents to the termination of life; and (2) has a grievous and

irremediable medical condition (including an illness, disease or disability) that causes
enduring suffering that is intolerable to the individual in the circumstances of his or her

condition. (Carter v. Canada, 2015, para. 127)

At the time of the decision, the SCC issued a 1-year extension to the federal government
(followed by an additional 4 months) to allow time to address potential legislative changes
(Carter v. Canada, 2015).

It was during this time that the government created the Special Joint Committee on

Physician-Assisted Dying to develop the framework for MAID legislation. The committee

sought input from various stakeholders, including interest groups, professional organizations,
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government representatives, community members, and regulatory bodies. The report titled
Medical Assistance in Dying: A Patient-Centred Approach (Ogilvie & Oliphant, 2016) by the
Special Joint Committee on Physician-Assisted Dying played a crucial role in shaping the final
MAID legislation. Most of the committee’s key recommendations became incorporated into the
legislation, which also amended other federal Acts®® (Bill C-14, 2016). MAID became permitted
in Canada on June 6, 2016, but only a legal option once it received royal assent on June 17,
2016.
MAID Legislation

When MAID through Bill C-14 was legalized in June 2016,° eligibility criteria and
safeguards were included to assure that critical elements surrounding MAID were present for
individuals desiring this choice; and to protect potentially vulnerable individuals, regardless of
the Canadian jurisdiction. Eligibility requirements outlined in Bill C-14 (2016) MAID legislation
included that an individual have decision-making capacity and (a) be eligible for government-
funded health care; (b) be at least 18 years old; (c) have a serious and incurable illness, disease or
disability;?° (d) are in an advanced state of irreversible decline in capability; () that the illness,
disease, or disability or state of decline must cause enduring physical or psychological suffering
that is intolerable to them and that their suffering cannot be relieved under conditions that they

themselves consider acceptable; and (f) that the individual’s natural death had become

18 Other acts were amended to ensure that no financial or other losses would result for individuals who
chose MAID.

¥ Bill C-14 (2016), also known as Medical Assistance in Dying (MAID) legislation, is the foundation of
assisted dying in Canada. Legislative changes through Bill C-7 (2021) are now recognized; however, at
the time of this study, only Bill C-14 impacted study participants.

20 Mental illness as the sole underlying reason for a request for MAID is not currently permitted. This will
change as of March 17, 2024.
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reasonably foreseeable (Bill C-14, 2016; Government of Canada, 2022).2* Within the legislation
(Bill C-14, 2016), an individual was expected to give their informed consent to receive MAID
after having all information including the medical diagnosis, available forms of treatment, and
options to relieve suffering, such as palliative care. The legislation (Bill C-14, 2016) addressed
concerns of influence and coercion by stating that the request for MAID must be voluntary and
not due to external pressure (Bill C-14, 2016; Government of Canada, 2023a).

Another feature of the legislation (Bill C-14, 2016) is procedural safeguards. The
inclusion of safeguards was designed to balance the protection of choice and autonomy while
protecting vulnerable individuals?? and avoiding potential abuse (Bill C-14, 2016). Safeguards in
MAID legislation (Bill C-14, 2016) include that an individual’s request be made in writing,?3
was done so in the presence of two independent witnesses and occurred after being informed that
their medical condition, disease, or disability is grievous and irremediable (2016). Following a
request, an individual must undergo independent assessments by two MAID practitioners to
determine that all the eligibility criteria are met, with each assessor providing their assessment
results and decisions in written form. Medical assistance in dying legislation through Bill C-14
(2016) outlined a requirement for “at least 10 clear days between the day on which the request
was signed ... and the day on which the medical assistance in dying is provided” (Safeguards

section, para. 10); however, if there was concern from both MAID assessors that an individual

2L1n March 2021, Bill C-7 modified this criterion into two categories or tracks. There was only one-track

option in this study and the participants, ‘“reasonably foreseeable natural death” through Bill C-14
(2016).

22\/ulnerable individuals include the elderly and people with disabilities.

2 The request must include the individual’s signature and a date.
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may lose capacity during the waiting period or that the individual’s death was imminent, the
legislation allowed for the 10-day waiting period to be waived (Bill C-14, 2016).

Late-stage consent was also a safeguard contained in the legislation (Bill C-14, 2016).
This criterion specified that an individual requesting MAID must have the capacity to decide
about ending their life at the time of their MAID eligibility assessments and at the time of the
MAID provision. The legislation also outlined that regardless of the phase in the MAID process,
even on the day of the planned provision, the individual could stop proceeding toward an assisted
death (Bill C-14, 2016).

The legislation also articulated a safeguard related to access, specifically indicating that
various forms of communication can and must be utilized for those working in MAID roles to
ensure that communication does not become a barrier (Bill C-14, 2016). Medical assistance in
dying legislation articulates that everyone, including MAID practitioners, are liable if they fail to
comply with the requirements and safeguards outlined in the legislation (Bill C-14, 2016). If
found guilty, the legislation states that the punishment could include imprisonment for up to 5
years (Bill C-14, 2016).

MAID Legislation and the Canadian Health Care System

In addition to amending the Criminal Code, Pension Act, Canadian Forces Members and
Veterans Re-establishment and Compensation Act, and Corrections and Conditional Release Act,
the federal government also made a “commitment to uphold the principles set out in the Canada
Health Act” concerning MAID (Bill C-14, 2016, p. 2). This obligation was necessary given that
decriminalizing aid in dying through MAID legislation directly affected end-of-life options and,

as a result, practice and health care across Canada.
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The Canada Health Act (1983) is the legislation that establishes principles and conditions
that guide health plans in provinces and territories across Canada. This legislation allows
jurisdictional decisions based on a local understanding of the five principles (universality,
accessibility, comprehensiveness, portability, and public administration) as criteria for provinces
and territories to frame health care (Armstrong & Armstrong, 2016). It is also a requirement for
provinces and territories to qualify for federal health funding (Armstrong & Armstrong, 2016).

When MAID became legalized and brought into the purview of health care, provincial
and territorial governments were given the authority to implement MAID as they determined.
Some provinces used the parameters outlined in the legislation to establish guidelines and
modified existing legislation?* within their jurisdictional context (Canadian Nurses Association,
2017b; Health Canada, 2017b; Rivard et al., 2018). These amended provincial Acts addressed
actual or potential MAID-related issues.?® Additional matters have been evident in areas across
Canada with demands from families, the public, advocacy groups, and scholars to develop
standards, procedures and principles, or modify legislation, to address concerns and ensure that
the principles of the Canada Health Act (1985) are upheld (Downie, 2018; Health Canada,
2017a; Mertz, 2018). For example, there are reports from across the country that provincial
governments have continued to permit institutions to refrain from allowing access to or
providing MAID or that provincial health authorities still need to enforce their mandates
requiring MAID provision in facilities (DeRosa, 2023; Gilbert, 2020; “Group Opposes Forced

Transfer,” 2022; Jones & Cousins, 2020; Russell, 2018a).

24 For example, the Province of Ontario’s Medical Assistance in Dying Statute Law Amendment Act (Bill-
84) received assent on May 10, 2017, amending several provincial Acts relevant to the MAID context.

% For example, the protection of identifying information about providers and the coroner’s role in MAID.
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The Organization and Implementation of MAID

After the passing of Bill C-14 in 2016, MAID implementation was widespread in the
health care system throughout Canada, and how it was provided and experienced varied across
the country (Dying with Dignity Canada, n.d.; A. C. Wright & Shaw, 2018). “Ambiguity” and
“limited guidance” (Silvius et al., 2019, p. 398) were cited as some of the barriers to preparation
at that time. The context of not anticipating or being prepared for individuals requesting MAID,
including during the exemption period, created particular challenges for those individuals and
their family members waiting for the changes to the Criminal Code to follow the SCC decision
(Valentich, 2021). Although MAID has been legal for only 7 years, the legislation (Bill C-14,
2016) has already undergone one amendment (Bill C-7, 2021), and we anticipate further
adjustments, leading to ongoing discussions about balancing the rights of individuals, health care
providers, and institutions, as well as protection of vulnerable Canadians.

Implementation. MAID implementation was determined at provincial, territorial and
regional levels (Ball et al., 2018; Feldstain et al., 2016; M. Li et al., 2017; Taylor, 2018). The
range in implementation has been broad, with individuals accessing MAID services either by
speaking with their primary care provider, accessing information via telephone, email, or through
a provincial or territorial website which health care professionals monitor and respond, or, in
jurisdictions where they exist, directly contacting MAID care coordination teams (Canadian
Association of MAID Assessors and Providers, 2022b; Dying with Dignity Canada, 2021). Over
the past 7 years, care coordination services have become more common as the primary resource
for individuals seeking help with, receiving guidance on, or accessing MAID (Canadian

Association of MAID Assessors and Providers, 2022b; Dying with Dignity Canada, 2021). In
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some jurisdictions, clinicians identify themselves as MAID practitioners?® and can be contacted
directly by individuals or family members when they want to access MAID. Often no referral is
required. Once an individual submits a request for MAID to the appropriate point of contact in
their jurisdiction, the MAID process?’ is activated.

MAID care coordination teams not only interact with individuals and family members,
but they also support health care professionals and organizations in identifying appropriate care,
facilitating patient transfers, and connecting individuals with MAID practitioners (Canadian
Association of MAID Assessors and Providers, 2022b; Dying with Dignity Canada, 2021).
Although care coordination teams nationwide provide similar services, each is implemented
differently and comprises different interprofessional health care providers? (Clark et al., 2018).
For example, in at least one jurisdiction, a speech pathologist is a team member and joins when
beneficial for the patient or at the request of a MAID practitioner (Dunsford & Wiebe, 2018).
Spiritual care practitioners are also involved with some MAID care teams (KI-14).

With nuances in MAID implementation identified across Canada, there is consistency in
that MAID is provided by a diverse group of professionals working in collaboration to facilitate
choice within the framework of MAID legislation and policy. The objective of MAID teams and

practitioners is to appropriately address the needs of an individual choosing MAID; however,

%6 In British Columbia, this is the case, with Island Health (n.d.), for example, listing clinicians’ names
and contact information on their website. As of April 17, 2022, 17 MAID providers were on the Island
Health site.

2" This may mean follow-up by a MAID team member for information gathering and the scheduling of
two independent MAID assessments.

2 Including physicians, nurse practitioners, registered nurses, social workers, and spiritual care
practitioners.
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how MAID implementation and provision may impact the experiences of family members or
their bereavement has only begun to be uncovered.

Policy. The decriminalization of aid in dying and the subsequent introduction of MAID
legislation was a paradigmatic policy shift in Canada (P. A. Hall, 1993). In preparing the
legislation, the federal government did not enter into provincial or territorial domains to address
how the implementation of this end-of-life option should unfold. Following royal assent,
jurisdictions and institutions developed their MAID policies, which included operationalizing
processes such as MAID access, inquiries, assessments and provision. Scant literature, and of
this primarily in media reports, have outlined the degree to which elements of operationalization
and policies have been a factor in the experience of individuals and their family members in the
MAID context (Adams & Ogbogu, 2018; Goldberg et al., 2021; Grant, 2018).

In some provinces and territories, faith-based medical and long-term care institutions can
decide whether to conduct assessments or offer MAID in their facilities (De Bono, 2017; Gilbert,
2020; Grant, 2018; McPhee, 2018). In some cases, MAID care teams, individuals and their
family members have had to make adjustments and difficult decisions about how to gain access
to MAID (DeRosa, 2023; Grant, 2018; “Group Opposes Forced Transfer,” 2022; Markusa, 2017;
Rieger, 2018) including where to complete the MAID request form while residing in a faith-
based institution or facilities that have chosen to refrain from allowing MAID (Russell, 2018d).
At the same time, in an objecting facility, a MAID practitioner may only be permitted to initiate
the eligibility process and assess the individual if the patient or resident relocates (Russell,
2018b). Other individuals admitted to objecting facilities may require family and friends to assist
and facilitate access, or MAID practitioners may choose to violate the institutional policy and

assess individuals onsite (Vikander, 2021).
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Another group of individuals impacted are those not allowed to receive MAID in their
home-like, objecting institution (DeRosa, 2023). In these scenarios, the individual who has
qualified to receive MAID must be transferred to another facility or residence or not have access
to MAID (Patterson, 2023). Individuals may be unaware that their access to MAID may be
impacted by where they are admitted or live.?°

In some rural and remote communities, there is also the reality that the only option for
health care services is at a faith-based, MAID objecting institution. To provide context, Alberta
Health Services (AHS), the single, integrated health authority in the Province of Alberta,
provides all acute care services and a few palliative care beds in the South Zone of the province.
In contrast, Covenant Health® facilities contain almost all palliative care beds in the South zone,
including the hospice in Lethbridge and Medicine Hat and long-term care facilities (Dr. Dionne
Walsh, Palliative Care Physician, personal communication, April 18, 2022). In order to consider
the effects of non-provision facilities and their policies on individuals seeking MAID, navigators
in certain zones of AHS aim to avoid admitting individuals to hospice or palliative care while
they are in the process of MAID. Instead, they try to find an available bed in a secular hospice or
setting that allows MAID access on-site (Dr. Misty Watson, Medical Lead—Medical Assistance
in Dying Calgary Zone, personal communication, April 19, 2022).

Sometimes, people who want to receive MAID may have to move to a different facility
outside their community to receive their choice (Adams & Ogbogu, 2018; Gilbert, 2020; Grant,
2018; McPhee, 2018; Rieger, 2018). Reports suggest that policies and processes not only impact

individuals seeking MAID, but anecdotal information also reveals that family members can be

29 Faith-based residential or long-term care institutions, for example.
30 This contracted partner is a healthcare organization led by Catholic values (Covenant Health, 2019).
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affected during the assisted dying process and into bereavement (Grant, 2018; Russell, 2018e;
Willick, 2018). Currently, there is minimal research on how these policies may affect the
experiences of family members, their roles and responsibilities, or their grief and bereavement.
In the multi-methods study by Hales et al. (2019), surveys, focus groups and unstructured
interviews were conducted with 11 family caregivers (five spouses/partners, three
sons/daughters, two brother/sisters; one friend) to “identify opportunities for improvement in the
delivery of MAID in [their academic] hospital setting” (Hales et al., 2019, p. 5). Potential
participants were family members or friends of an individual who had accessed MAID services
from this single site. They received MAID in the hospital’s inpatient or palliative care unit
between July 2016 and June 2017.3! The family members who participated in this study
expressed that the MAID process caused them to feel anxious and negative as their loved ones
went through it. They found the process to be complex, which added to their stress. They felt that
they needed more information about important aspects of the MAID process, such as the
involvement of health care professionals and how the eligibility criteria were determined (Hales
etal., 2019). This research from a single centre was the first published study in Canada that
highlighted that there may be aspects of MAID legislation, including eligibility criteria and
components of MAID processes, that may influence the experience of family members. This
study provided foundational knowledge for understanding how these aspects may impact family
members and since this study was published, other research reveals similar findings (Oczkowski

et al., 2020; Smolej et al., 2022; Thangarasa et al., 2021); however, conducting more extensive

31 Twenty-one patients received MAID from 27 eligible participants during this period. Researchers sent
23 invitations to participate. The response rate was 48%.



38

research with a broader jurisdictional focus is vital, given the variability identified across regions
in Canada.

Regulation. The practice of MAID in health care is regulated by criminal law, making it
unique in the Canadian health care landscape. MAID legislation outlines key regulatory
elements, including eligibility and provision, safeguards, monitoring and oversight regulations,
and death certificate guidelines (Bill C-14, 2016). Early in implementation, some of these
regulatory elements were particularly burdensome for individuals seeking a MAID death, but
also for their family members who may be supporting their loved one and have an active role in
the process. Some of the contentious elements became addressed with amendments in Bill C-7
(2021).%2

MAID legislation (Bill C-14, 2016) outlined that federal guidelines were to be published
by the federal Minister of Health related to medical death certificates for individuals who
received MAID. The medical death certificate is necessary to record an individual’s death and
vital statistics for health policy purposes and to deal with an individual’s estate, insurance claims,
pensions, and genealogical purposes (Brooks & Reed, 2015; Swain et al., 2005). Terms used on
medical death certificates are significant from a legal and epidemiological perspective, but also
from a personal view as they may stigmatize some family members or relatives of the deceased
(Brown et al., 2018).

Medical death certificate guidelines for MAID were available in April 2017 for use by
provinces and territories. According to the guidelines, when reporting a death resulting from

MAID, it is necessary to specify that the cause of death was drug toxicity. Additionally, the

32 This dissertation research does not cover aspects of Bill C-7. However, you can find relevant
information at: https://www.justice.gc.ca/eng/csj-sjc/pl/charter-charte/c7.html
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primary medical condition that led to the MAID death be identified as the primary reason for the
death, with MAID noted as a contributing factor (Health Canada, 2017b, 2023). According to
federal guidelines, medical death certificates should specify the type of MAID provided and
acknowledge the manner of death as ‘natural.” (Health Canada, 2017b, 2023). These federal
guidelines are non-binding elements, with some provinces and territories adopting a different
approach to this oversight mechanism (Brown et al., 2018).

In 2018, an environmental scan by Brown et al. revealed variability in classifying the
manner of death in MAID cases, including it being noted as ‘natural,” ‘unnatural’ (including
suicide and unclassified), and ‘MAID.’3* According to the research, four jurisdictions followed
the federal government’s directions, but none wholly adhered to the guidelines (Brown et al.,
2018). Using stigmatizing or inaccurate terms on a medical death certificate could affect the
reflections of family members of MAID recipients, impacting their memories of their loved one
in the future and their overall after-death experience (Bridges, 2017; Taylor & Bridges, 2018).
There has not been a study that reveals how the completion of these certificates may have
impacted bereaved family members; there has only been anecdotal information from bereaved
family members whose loved ones’ medical death certificates reported suicide following their
MAID death in media reports (Taylor & Bridges, 2018).

Medical assistance in dying legislation (2016) also mandated the federal Minister of
Health to regulate the collection and reporting of information related to requests for and the
provision of MAID. Regulations in the original MAID legislation (Bill C-14, 2016) enforced
mandatory reporting by physicians, nurse practitioners, and pharmacists on the assessment and

provision of MAID (Health Canada, 2022a). With the passage of Bill C-7 on March 17, 2021,

3 This is evident in at least one jurisdiction in Canada.



however, amendments were required to align the regulations with the new legislation (Health
Canada, 2022b).
Current Data on MAID

In jurisdictions where assisted death is permitted, monitoring is crucial. Public reports
provide a clearer understanding of how legislation works and its impact. In Canada in 2018,
monitoring regulations outlined in MAID legislation (Bill C-14) were enforced, mandating
medical professionals involved in MAID to collect and report specific information (Health
Canada, 2022a). Health Canada (2022b) prepared each report3* in consultation with provinces
and territories to ensure that the federal report aligned with those jurisdictions.

According to collected data, since 2016 there have been more than 44,958 Canadians
who have chosen to end their life with MAID (Health Canada, 2023). The number of MAID
provisions continues to grow steadily each year. In 2022, there was a 31.2% increase in total
MAID provisions compared to the previous year, and overall there was an increase in MAID
deaths seen across all jurisdictions. Within these percentages, however, there are regional
differences noted in the uptake of MAID. In 2022, for example, Québec, Alberta, Newfoundland
and Labrador, Ontario, and BC had the highest percentage of year-over-year increases, with rates
of 45.5%, 40.7%, 38.5%, 26.8%, and 23.9%, respectively. Nova Scotia (11.8%), Prince Edward
Island (7.3%) and Saskatchewan (4.0%) had lower rates.. Since the introduction of MAID
legislation in 2016, the highest number of MAID cases have been reported in Ontario (13,732),

Québec (14,578), BC (9,219), and Alberta (2,937; Health Canada, 2023).

3 The fourth year of data collection following the implementation of these regulations occurred in the
latest report from 2023.
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MAID deaths accounted for 4.1% of all deaths in Canada in 2022, an increase from 3.3%
in 2021,2.5% in 2020 and 2.0% in 2019 (Health Canada, 2023). In 2022, all provinces except
Manitoba and the Yukon continued to experience increases in the number of MAID provisions as
a percentage of total deaths, ranging from a low of 1.5% (Newfoundland & Labrador) to a high
of 6.6% (Québec ). Québec and BC experienced the highest percentage increase of MAID as a
proportion of all deaths within their jurisdiction in 2022 (6.6% and 5.5%, respectively). This
trend was fairly consistent with 2020 and 2021 and reflective of the socio-political dynamics of
these individual provinces. Coronavirus disease 2019 (COVID-19) was seen tocause some
variation in the overall numbers of deaths in 2020. Despite the rise in deaths in 2020 due to
COVID-19, however, Canada’s percentage of MAID deaths remained unchanged®® (Health
Canada, 2022b).

Monitoring data shows the geographic location of MAID recipients remained consistent
in 2022 compared to prior years, with the highest proportion of deaths through the practice of
MAID in urban areas in Alberta and BC (84.3% and 82.4%, respectively; Health Canada, 2023);
and enacted relatively equally between males (51.4%) and females (48.6%)% (Health Canada,
2023). According to Health Canada, in 2022, the average age of individuals who received MAID
was 77.0 years old, slightly higher than in 2021 (76.3) and 2020 (75.3). Females had a higher
average age of 77.9 years compared to males who had an average age of 76.1 years. There is no
information at this time on the approximate gender or age of family members who were involved

in the MAID process with their loved ones.

% Health Canada (2022b) noted this was because the number of MAID provisions is relatively low
compared to the total number of deaths in the country.

3 This is consistent with 2021 (52.3% of males vs 47.7% of females) and 2020 (51.9% males vs 48.1%
of females; Health Canada, 2023)
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Most reported deaths among MAID recipients are associated with cancer-related
diagnoses, comprising 63.0% of cases (Health Canada, 2023). This is consistent with statistics
from other countries. The subsequent most common underlying health conditions are
cardiovascular conditions at 18.8%, respiratory conditions at 13.2%, neurological conditions at
12.6%, organ failure at 7.7% to 8.6%3' , with multiple comorbidities®® and “other condition™°
consolidated in reporting for 2022 and comprising 22.6% of individuals receiving MAID.

Individuals requesting MAID may have more than one underlying medical condition that
can be reported for monitoring purposes, and in 2022, 25.6% of those receiving MAID had two
or more underlying conditions*® comprising 24.6% to 26.7%%! of cases (Health Canada, 2023).
These figures are similar to those reported in 2020 and 2021 and are in line with the country’s
most common causes of death (Health Canada, 2022b, 2023).

According to international studies, the location of an assisted death impacts the
experience and bereavement of family members (Swarte et al., 2003; Wagner, Miiller, et al.,
2012). In Canada, private residences remain the top location for MAID provision, accounting for
39.5% of event locations, which is down from 44.2% in 2021 and 47.6% in 2020, which may
have been a result of addressing public health measures due to COVID-19 (Health Canada,
2023). In 2022, just 30.5% of people who received MAID were in hospitals (Health Canada,
2023). This percentage is higher than 2021 and 2020 (28.6% and 28.0%, respectively; Health

Canada, 2023). It is important to continue to monitor the reporting on these two settings for

37 Males and females.

3 1t encompassed various diseases or conditions, including frailty, diabetes, chronic pain, and
autoimmune conditions.

% 1t encompassed osteoarthritis, osteoporosis, fractures, vision or hearing loss, dysphagia and falls.
0 This percentage is consistent with data in 2021 (23.7%; Health Canada, 2023).
1 Females and males.
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MAID deaths given the trend of moving towards more familiar and desired environments for
patients’ deaths (Funk et al., 2022). In 2022, 20.8% of individuals who underwent MAID did so
in palliative care facilities, slightly more than in 2021 (19.6; Health Canada, 2023). This
percentage has increased from 17.2% in 2020 but is comparable to the levels observed in 2019
(20.6%; Health Canada, 2022b).%> The percentage of provisions in residential care facilities were
up in 2022 (7.6%) and other settings like medical offices, and clinics or funeral homes remained
consistent at 1.5%(Health Canada, 2023). There is no published data on whether individuals
seeking MAID, their family members, health care providers or policy requirements impacted the
location of MAID provisions. Few Canadian studies have been published that aim to
comprehend how the setting of a MAID event might affect the experiences of family members
whose loved one receives MAID (Hales et al., 2019; Hashemi et al., 2021; Oczkowski et al.,
2021).

To qualify for MAID, an individual must endure unbearable physical or psychological
suffering due to their medical condition or deteriorating state, and this suffering is not alleviated
in a way that the individual finds acceptable (Bill C-14, 2016). According to 2022 reporting, the
most commonly cited source of suffering of an individual requesting MAID was their loss of
ability to engage in meaningful activities (86.3%), followed by difficulty in performing daily
tasks (81.9%) and inadequate or concerns about pain control (59.2%; Health Canada, 2023).
These findings are similar to those from 2019 to 2021, suggesting that the type of suffering that
prompts an individual to request MAID has remained unchanged over the past 4 years.*® Data

were only collected on the individual requesting MAID, there was no data on the family

2 This increase may be related to the easing of COVID-19 restrictions (Health Canada, 2022b).
43 The 4 years include 2019, 2020, 2021, 2022.
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members impression of their significant others’ suffering or how the suffering impacted them as
family members, friends or caregivers in federal monitoring data (Health Canada, 2022b).

According to reporting from MAID practitioners, in 2022, most MAID recipients
(77.6%) had received palliative care (Health Canada, 2022b). This is down from 80.7% in 2021
(Health Canada, 2022b, 2023). Of those who received palliative care services in 2022 (49.9%)
did so for at least a month, which is similar to the results in the previous 3 years (Health Canada,
2022b, 2023). Of the MAID recipients who did not receive palliative care (19.6%), 87.5% had
access (Health Canada, 2023). These data are consistent with the results from 2019, 2020, and
2021 (89.6%, 88.5%, and 87.5%, respectively), indicating that palliative care was available and
accessible to individuals (Health Canada, 2023). This reporting, however, lacks data on the
quality and adequacy of the available and provided palliative care services.

During the MAID assessment, practitioners evaluate whether the individual requesting
MAID needed and had access to disability support. This includes how long they received such
support or whether they utilized any disability support. These data help to shape the
circumstances and supports available to individuals with disabilities who seek MAID. In 2022,
MAID practitioners identified that 36.8% of the individuals who received MAID needed
disability support services, down from 43.0% in 2021 (Health Canada, 2023). MAID
practitioners also reported most (89.5%) of those individuals received the support they needed
(Health Canada, 2023). Of these individuals, 39.8% received these supports for 6 months or less,
and 38.4% received services for longer than 6 months (Health Canada, 2023). For 21.9% of
individuals, it was reported as ‘unknown’ how long the disability support was received.
Unfortunately, a percentage (4.1%) of people who reported needing disability support services

did not receive them; reporting suggests that 75.0% of these individuals had access to the
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services. These results are similar to those from the last 3 years of monitoring data (Health
Canada, 2022b, 2023). It is important to note that the current MAID reporting requirements do
not ask practitioners for detailed information about the type, length and acceptability of disability
support services received by MAID requesters (Health Canada, 2022a).

Starting January 1, 2023, enhanced data collection requirements began to address the
Regulations for Monitoring amendments within Bill C-7 (2021). In 2024, Health Canada will
provide more comprehensive information in the Annual Report, based on the full year of data
collected in 2023 (Health Canada, 2022b). These data include more detailed information on the
type and location of palliative care services, as well as, more detailed reporting on the specific
types of disability support services provided (Health Canada, 2022a).

Summary of Assisted Dying in the International and Canadian Context

Assisted dying is an option in several international jurisdictions, with Canada legalizing
MAID in June 2016. Following royal assent, provincial and territorial governments implemented
MAID in their jurisdictions resulting in variability identified across the country. Over the past 7
years, over 44,958 Canadians have accessed MAID, with a steady increase in MAID provisions
continuing each year (Health Canada, 2023).

Key features of MAID legislation (Bill C-14, 2016), implementation processes, policies
and health system factors have potentially impacted the experience of family members during the
MAID process and into bereavement (Adams & Ogbogu, 2018; Downie & Chandler, 2018;
Goldberg et al., 2021; Leeder & Grant, 2018; Patterson, 2023). At this time, however, there has
yet to be a published study that has taken a broad perspective on how these elements may

influence the experiences of family members who have had a loved one participate in MAID.
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Family Members Experiences with Assisted Dying

To gain insight into the experiences and perspectives of family members throughout
assisted dying, | conducted a literature review using a comprehensive list of search terms** in
MEDLINE, EMBASE, Cumulative Index to Nursing and Allied Health Literature (CINAHL),
and PsycINFO databases. | also reviewed the list of published research on the Canadian
Association of MAID Assessors and Providers website. The studies | found were a mix of
qualitative and quantitative research, with most from Europe* and the United States. Of the
studies, most only included one family member of the recipient of assisted dying instead of
multiple members or family units. The majority of participants were female spouses of the
assisted dying recipient. The primary diagnosis of the loved ones of many of the study
participants was cancer (M. Li et al., 2021). The Canadian studies on MAID and family members
mainly focused on one setting or region, usually at a large academic hospital in Ontario.
Primarily nominated sampling strategies were employed and the studies had small sample sizes.
The time from a loved one’s death to study participation ranged from months to years, resulting
in varied lengths of bereavement of family members.

Although the literature on family members of assisted dying recipients is limited, the
information | gathered was instrumental in shaping my understanding of this area of study and
my dissertation research. | have categorized the following section into three parts for clarity. The
first part explores the current understanding of the roles and involvement of family members in

assisted dying. The second part focuses on the experiences of families whose loved ones have

% This included physician-assisted death, medically assisted death, MAID, family members, family
caregivers, grief, and bereavement.

 Primarily Switzerland.
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undergone assisted dying. Lastly, | discuss the literature on the grief and bereavement
experienced by family members after a loved one has received an assisted death.
Roles and Involvement of Family Members in Assisted Dying

The involvement of family members and individuals close to the MAID recipient may be
critical in an individual’s journey toward assisted death (Gamondi et al., 2015; Holmes et al.,
2018) with research highlighting that family members are generally not surprised by requests for
assisted dying by their loved ones, as they had expressed or alluded to this choice prior.
However, family members who oppose aid in dying acknowledge that they found it challenging
to discuss the option when their loved one brought it up (Harvath et al., 2006).

The experiences and involvement of family members during the assisted dying process
are seen to differ depending on the location and stage of the process (Goldberg et al., 2021;
Hashemi et al., 2021; Kimsma & van Leeuwen, 2007). Studies described that the location of an
assisted death may impact the experiences and bereavement of family members (Goldberg et al.,
2021; Hashemi et al., 2021; Swarte et al., 2003; Wagner, Keller, et al., 2012) including the
policies of locations and settings that may prevent full access to MAID (Patterson, 2023). In
most jurisdictions, the stages where a family member may be involved in the process include
when a loved one requests this option and (if desired) discloses the request to a family
member(s), during assessment and eligibility determination, when the planning and scheduling
of the date of death occurs and during the reflective waiting period, during the administration of
the lethal medications, and in the after-death period (Gamondi et al., 2018; Goldberg et al., 2021,
Wu et al., 2018).

Two primary forms of support identified in the literature are emotional and practical or

instrumental (Buchbinder et al., 2018; Ganzini et al., 2009; Holmes et al., 2018). Several factors
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seem to influence family members’ involvement and support during their loved one’s process,
including the type of assisted death chosen,*® their loved ones’ capacity, family relationships,
individual beliefs, and interaction with health care professionals and right-to-die advocacy
groups (Buchbinder et al., 2018; Frolic et al., 2020; Thangarasa et al., 2021). In jurisdictions
were assisted suicide is the option for chosen death, family members describe their involvement
as a complex and burdensome undertaking because it requires them to prepare the lethal
medications and assist with ingestion (Buchbinder et al., 2019; Buchbinder et al., 2018; Gamondi
et al., 2018; Srinivasan, 2019). Given the burden and emotional challenges that seem to be
experienced by family members when they provide support (Dees et al., 2013; Gamondi et al.,
2015; Ganzini et al., 2002; Smolej et al., 2022; Thangarasa et al., 2021), it is important to
consider the form of assisted death, as well as the degree and type of family member
involvement and support when a loved one proceeds (Buchbinder et al., 2018; Gamondi et al.,
2018; Snijdewind et al., 2014; Thangarasa et al., 2021).

During the process of assisted dying, family members had different levels of involvement
and varying responsibilities, ranging from being passive to actively engaged (Gamondi et al.,
2015). The level of participation by family members appears to primarily be a decision made by
the individual family member, resulting in increased demands on them (Gamondi et al., 2018). In
a secondary data analysis of the Vermont Study on Aid-in-Dying, Buchbinder et al. (2018)
analyzed data from 19 semi-structured in-depth interviews (that had occurred between 4-30
months post-death) with family members and friends who were present at the assisted-suicide of

their loved one. The family members and friends who participated in the assisted death process

6 Some of the practical tasks include preparing and administering lethal medication, and problem-solving
adverse events.
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were significantly involved, and the findings suggest that they felt deeply implicated, both
socially and morally. Study participants also indicated that they had to suppress their emotions
during the process to focus on their loved one and during specific periods when others in the
family unit needed support (Buchbinder, 2018). It was noteworthy that family members who
experienced this type of loss seemed to express minimal regret about the level of support they
provided (Buchbinder et al., 2018; Ganzini et al., 2009; Kimsma, 2010; Starks et al., 2007).
Studies indicate that involving family members in this type of supportive role may help reduce
potential stress if they do not feel coerced or pressured (Gamondi et al., 2013; Holmes et al.,
2018; Snijdewind et al., 2014).

Although family members do not have formal roles in the assisted dying process, they
may be present during important periods such as the request, assessment, and death. Snijdewind
et al. (2014) used this as the foundation for their research and studied the complexity of the
assisted dying process from the time of the request until the death of a loved one from the
perspective of family members. Twenty-six relatives*’ of 24 patients who had explicitly
requested assisted dying participated. Sampling was primarily nominated, through physicians,
with purposeful sampling* also employed. Of the family members interviewed, 19 loved ones
died in the manner they had requested. In contrast, the remaining patients died through other
means, such as suicide (n = 2) and palliative sedation until death (n = 30; Snijdewind et al.,

2014).

47 participants included 22 females and four male relatives; Connection to the deceased: 11 spouses, nine
children, one parent, one sibling, one cousin, three others (including neighbour and friend).

%8 Study recruitment notices with right-to-die organizations enabled family members to self-identify.
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According to Snijdewind et al. (2014), two main categories of complexity were identified
in family members’ experiences: relational challenges and unexpected occurrences. Relational
complexities, which typically occurred before an assisted death, were noted to involve
miscommunication, uncertainty about the degree of suffering experienced by a loved one, and
the time needed to come to terms with the situation (Snijdewind et al., 2014). In addition, poor
collaboration and a lack of respect from those in health care seemed to make family members
feel uneasy and further complicated their situations (Dees et al., 2013; Denier et al., 2010).

The second category of complexity, unexpected occurrences, is broader issues beyond
relationships (Snijdewind et al., 2014). These include changes in the person’s health status or the
need to transfer to a different setting on the day of their assisted death (Snijdewind et al., 2014).
These factors seemed more likely to add complexity to the experiences of family members, who
also feel anxiety and negative emotions due to ambiguous, unexpected, or poorly coordinated
assisted dying processes (Hales et al., 2019; Oczkowski et al., 2021). Understanding the potential
impact of these elements on family members, given the emotional ramifications, is important,
especially in the context of governmental, organizational, and institutional policies and processes
that may inadvertently create challenges and emotional unrest for family members (DeRosa,
2023; Buchbinder, 2018; Hales et al., 2019; Oczkowski et al., 2021).

Given the context that family members are often involved in the assisted dying process
and their involvement may be crucial when family members chose to disengage, it was
significant. The literature suggested this may be a result of moral tension or objection to the
chosen option (Thangarasa et al., 2021); however, a clear understanding of why family members

chose to withdraw from being involved is not well known (Gamondi et al., 2018; Ganzini et al.,
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2002, 2008; Snijdewind et al., 2014; Starks et al., 2007), nor is it known how their decision may
impact their emotional state.
Experiences of Family Members in Assisted Dying

Assisted dying is a complex and emotional family experience (Dees et al., 2013;
Srinivasan, 2019). Although it brings hope of ending their loved one’s pain and suffering, the
sadness associated with the process can also be overwhelming (Frolic et al., 2020; Holmes et al.,
2018; Srinivasan, 2019). These factors can cause an increase in emotional distress for family
members (Hales et al., 2019; Holmes et al., 2018).

During the assisted death process, family members generally support and care for their
loved ones just as they would for someone with a terminal illness (Gamondi et al., 2015).
Research shows that sharing the same beliefs and values with their loved ones about end-of-life
choices may facilitate active involvement and more significant inclusion and collaboration in the
assisted dying process (Goldberg et al., 2021; Thangarasa et al., 2021). While support for
assisted dying may be high among some family members, this attitude does not reflect an
absolute willingness to participate (Emanuel et al., 2000; Frolic et al., 2020).

Engaging in the emotional work to determine one’s moral understanding and level of
acceptance of an assisted death appears to be an essential responsibility for family members to
undertake (Gamondi et al., 2015; Gamondi et al., 2018; Kortes-Miller, 2018; Holmes et al.,
2018; Snijdewind et al., 2014; Starks et al., 2007). Studies highlight that moral dilemmas may be
quite common for family members connected to aid in dying and that these dilemmas appear to
be a result of tension between family members support of a significant other and their decision,
and being morally ambiguous about the choice (Frolic et al., 2020; Gamondi et al., 2015;

Ganzini et al., 2009; Harrison, 2018; Holmes et al., 2018). According to Gamondi et al. (2015),
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some family members also perceived their moral dilemmas as unrecognized by health care
professionals, friends or other relatives.

Family members with passive involvement in their loved one’s assisted dying process are
more likely to experience moral dilemmas, according to Gamondi et al. (2015). In these
situations, family members are more likely to report a significant burden associated with their
moral tension (Frolic et al., 2020; Gamondi et al., 2015). According to researchers, family
members appear to experience moral dilemmas during two main times in the assisted dying
process (a) when a significant other contemplates assisted dying and (b) during the planning and
administration phase of assisted dying (Buchbinder et al., 2018; Gamondi et al., 2018).

In situations where an advanced request for assisted dying is in place but their loved one
is not capable of providing verbal consent at the time of death, experiences can become morally
complicated (Variath et al., 2020). In these cases, research reveals that family members may be
reluctant to adhere to the advanced request and through this, tend to experience distress (de Boer
et al., 2011). Similarly, moral tension can occur when family members cannot observe and
understand that a loved one is suffering, making it challenging for them to support their loved
one’s choice for an assisted death (Dobscha et al., 2004; Snijdewind et al., 2014).

While respect for autonomy and understanding the degree of suffering experienced by
their loved ones appears foundational for supporting this choice of death (Dobscha et al., 2004;
Frolic et al., 2020; Ganzini et al., 2008; Holmes et al., 2018; Snijdewind et al., 2014), the
literature does not connect this with a resolution of family members’ moral dilemmas (Gamondi
et al., 2015). For some, their ethical conflicts may continue throughout most of the assisted dying
process, with resolution tending to be identified in the immediate after-death period. For others,

unresolved moral dilemmas may continue for months to years following the death (Frolic et al.,
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2020; Gamondi et al., 2015). Given this, it is vital to further understand the ethical conflicts that
may be experienced by family members of recipients of assisted dying, and if or when these
dilemmas resolve.

In the first published study in Canada focusing on family members and MAID, Holmes et
al. (2018) used a qualitative approach to study the experiences of these individuals at a
Vancouver, BC, clinic within the first 9 months following the Carter v. Canada (2015) decision.
The researchers used convenience sampling, and 18 individuals participated. Through thematic
content analysis, the findings revealed that although family members may not have been initially
comfortable with their loved one’s choice, they eventually came to support it. An element of this
study that may have influenced family members’ comfort and choice for MAID included that
some interviews occurred soon after legalization, before royal assent of the legislation (Holmes
et al., 2018). Other studies also describe that individuals with fewer religious beliefs and those
with health concerns themselves may be more likely to support a loved one’s desire for assisted
death (Ganzini et al., 2006; Ganzini et al., 2008; Ganzini et al., 1998).

A multi-methods study by Hales et al. (2019) was the second Canadian study to be
published related to family members and MAID. In this study, the researchers used structured
surveys, focus groups, and unstructured e-mail and telephone conversations to understand MAID
delivery from the perspective of family members at a large academic hospital in Toronto,
Ontario. During the study period, 21 MAID deaths occurred and 11 family members participated.
A qualitative descriptive approach guided the identification of themes with two broad categories
acknowledged: operational and experiential improvements (Hales et al., 2019). Operational
improvements connect to the complexity and lack of clarity with the MAID process and

eligibility criteria resulting in increased anxiety and negative emotions among some family
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members. Unexpected challenges that potentially impacted the MAID event, such as
rescheduling the date or location of death, were also distressing for some family members (Hales
et al., 2019). These complexities are similar to those in international studies (Snijdewind et al.,
2014).

This study conducted by Hales et al. (2019) is crucial to understanding Canada’s MAID
landscape. There is an indication from this research that assisted dying legislation, policies, and
processes may impact the experiences of family members. The findings also emphasize the need
to explore various study settings and regions to consider other factors that may also complicate
or alleviate the effects on family members.

In a qualitative study conducted by Gamondi et al. (2015), 11 family members of cancer
patients who died through assistance were interviewed. The study discovered that family
members faced moral and ethical challenges both before and after the death of their loved ones.
Some participants reported feeling like they were going against cultural norms by assisting in
their loved ones’ request for assisted dying, while others worried about being blamed for the
death and facing social stigma. When confronting challenges, family members weighed factors
such as the patient’s autonomy, degree of suffering, and the inevitability of death. Keeping
promises to their loved ones and considering assisted death as an alternative to unassisted suicide
were also considered. Unfortunately, some family members reported ongoing concerns about
these issues years after their loved ones died (Gamondi et al., 2015). This study also revealed
that many family members experienced feeling isolated because they feared judgement,
stigmatization, or getting involved in moral and ethical conflicts with family members or friends.

According to Gamondi et al. (2015), some family members experienced isolation when

trying to keep the type of death a secret. They created boundaries that prevented them from
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discussing their loved one’s choices, making it difficult to process their experiences (Gamondi et
al., 2015; Hales et al., 2019; Roest et al., 2019). Ciesielski-Carlucci and Kimsma (1994)
conducted a study in the Netherlands with a focus on nondisclosure of an assisted death of a
loved one. Researchers found that when physicians failed to disclose an assisted death, it caused
complications and tended to make family members uneasy because of the secrecy about the type
of death (Ciesielski-Carlucci & Kimsma, 1994). Other studies supported the findings that family
members are more likely to encounter difficulties when they are unable to discuss their loved
one’s choice of death openly, leaving them with the impression that they should maintain secrecy
about it (Brown et al., 2020b; Dees et al., 2013; Frolic et al., 2020; Gamondi et al., 2019; Roest
et al., 2019). This burden of secrecy seems to impact family members’ ability to process their
experience while also causing stress and anxiety (Gamondi et al., 2015; Hales et al., 2019; Roest
etal., 2019).

Establishing and upholding relationships can foster a positive experience for family
members (Hashemi et al., 2021). Additionally, ensuring elements such as effective
communication, collaboration, and mutual respect within personal relationships and those with
the health care team seem to enhance the positives in family members’ overall experience
(Beuthin et al., 2018; Crumley et al., 2023; Dees et al., 2013; Denier et al., 2010). By
incorporating these social elements, family members may also be better able to address the
secrecy and isolation inherent in their experiences (Brown et al., 2020; Dees et al., 2013; Frolic
et al., 2020; Goldberg et al., 2021; Roest et al., 2019; Variath et al., 2020).

Family Members’ Grief and Bereavement
Experiencing grief after losing someone important is a common response (Swarte et al.,

2003). According to the Canadian Hospice Palliative Care Association (2017), around five
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people are affected by grief for each death in Canada (Beuthin et al., 2021). As access to aid in
dying increases due to legislative changes, shifting attitudes about assisted death, and provisions,
a rise in the number of individuals who become bereaved following an assisted death is expected
(Yanetal., 2022).

Throughout this section, | discuss several factors that can affect the experience and
quality of grief of family members following the assisted death of a loved one. There is,
however, limited research focused specifically on the grief and bereavement in this group of
individuals. Of the studies published, only one has shown that family members present during
assisted death had a higher occurrence of post-traumatic stress disorder and depression than the
general*® population (Wagner, Miller, et al., 2012). In this research, Wagner, Miiller, et al.
(2012) studied the experience of witnessing the assisted death through assisted suicide.
According to their cross-sectional survey, 13% of the participants met the full post-traumatic
stress disorder criteria, while 6.5% met the partial post-traumatic stress disorder criteria.
Additionally, the researchers found that 16% of the participants had a higher prevalence rate of
depression compared to similar groups. The prevalence of anxiety among participants was 6%.
There were no significant gender differences among participants in diagnoses of depression,
anxiety or general functioning. The researchers noted that 4.9% of the participants showed signs
of complicated grief, which characterizes grief as separation distress, including being
preoccupied with thoughts of the deceased, longing for them, and feeling lonely (Wagner,
Miller, et al., 2012). The prevalence rate of 4.9% is similar to complicated grief after a

significant bereavement (Wagner, Muller, et al., 2012).

49 Swiss population.
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Additionally, traumatic distress was present, which involves feeling disbelief about the
death, mistrust, anger, shock, and somatic symptoms. These symptoms caused significant
impairment for some family members, leading to a clinical diagnosis (Forstmeier & Maercker,
2007). It is unclear whether the rates of post-traumatic stress disorder, depression, or grief in
study participants differed from those experienced by bereaved family members who witnessed a
loved one’s natural death or death from another cause during the same time frame. Additionally,
it is uncertain whether the level of connection and involvement with the individual and the
assisted suicide process varied among bereaved family members, and if this could be a factor
(Wagner, Miiller, et al., 2012).

Conversely, other studies have shown no significant disparities in psychological factors,
such as prolonged grief, depressive symptoms, or the need for mental health services following
the death of a loved one through assisted means (Andriessen et al., 2020; Crumley et al., 2023;
Ganzini et al., 2009; Hashemi et al., 2021; Laperle et al., 2022). Although psychological
symptoms may also go unrecognized by health care professionals (Boivin et al., 2019; Brown et
al., 2020a; Crumley et al., 2021; Gamondi et al., 2018), one of the first studies, and one of the
first to focus on bereaved family members, included two groups of participants, bereaved family
and friends of cancer patients who (a) died by euthanasia (n = 189) or (b) died from natural
causes (n = 316). According to this cross-sectional study, family members involved in the
assisted dying process seemed to experience fewer grief symptoms and post-traumatic stress
reactions. Both groups had similar levels of depressive symptoms but family members of
euthanasia recipients scored slightly better on general well-being compared to family members

of individuals who died naturally (Swarte et al., 2003).
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The level of agreement with the decision for a loved one to receive an assisted death can
also impact the amount of grief experienced by family members or friends (Pronk et al., 2021,
Srinivasan, 2019). Those who agree to support their loved one may feel guilty about being
involved, which can complicate their grief (Beuthin et al., 2021; Crumley et al., 2023; Frolic et
al., 2020). Even those who are only passively involved may feel uneasy (Buchbinder et al., 2018;
Oczkowski et al., 2021). Researchers highlighted that encouraging families to enter into
conversations early in the end-of-life process (Schutt, 2020) may be one way to improve the
quality of their grief and bereavement when assisted dying comes into focus (Andriessen et al.,
2020; Gamondi et al., 2019; Hashemi et al., 2021; Pronk et al., 2021).

When supporting a loved one through to an assisted death, having open and collaborative
health care professionals in the process can ease the grieving of family members (Crumley et al.,
2023; Yan et al., 2022). A systematic review of end-of-life care from the perspective of family
caregivers found that family caregiver involvement and preparation tended to lead to better
outcomes in bereavement (Nielsen et al., 2016). A Canadian study by Hashemi et al. (2021) also
found that positive interactions between health care professionals and family members led to a
better understanding of the MAID process and suggested a more positive bereavement
experience. Hashemi et al. (2021) noted possible elements to foster this positive experience
included a lack of perceived barriers to MAID, lack of judgement by health care professionals,
including overt support for MAID, enabling caregiving and MAID provision in the home setting.
Several other factors can lead to less grief, even less complicated grief according to the literature.
These include knowing the date of their loved one’s death (Oczkowski et al., 2021), having open
conversations before the death and possibly resolving any issues (Beuthin et al., 2018), and being

able to say final words to their loved ones (Swarte et al., 2003). However, planning the day of
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death can cause emotional upheaval for some family members, which may continue into
bereavement (Brown et al., 2020a; Holmes et al., 2018; Smolej et al., 2022).

Interactions with others, and relationships, may cause bereaved family members to have a
complicated experience, particularly when a health care professional(s) or family member
decides not to be involved in the process (Brown et al., 2020b; Crumley et al., 2023; Hales et al.,
2019; Ho et al., 2021). When values conflict, either from a professional or personal perspective
because of moral tension with the choice for an assisted death, boundaries and emotional
distancing appears to occur (Crumley et al., 2023; Gamondi et al., 2019; Lowers et al., 2020;
Thangarasa et al., 2021). Studies suggest the potential consequences of this are families
experiencing increased stress and anxiety, and a higher risk of prolonged and complicated
bereavement (Beuthin et al., 2021; Goldberg et al., 2021; Wagner, Keller, et al., 2012).

Inconsistent coordination and planning of an assisted death can also increase anxiety and
distress during family members’ grief (Hales et al., 2019; Smolej et al., 2022). Frolic et al.
(2020) described that family members may be left with challenges during their bereavement
period when discussing their experience candidly with others or when feeling that their loved
one’s death was somehow more stigmatized than other ways of dying.

In end-of-life care, the stigma surrounding assisted dying appears to be a significant
issue. As discussed previously, some family members hesitate to disclose their loved one’s
decision to pursue assisted dying due to various concerns, many related to the issue of stigma
and secrecy (Andriessen et al., 2020; Bruce et al., 2020; Frolic et al., 2020; Gamondi et al., 2015;
Wagner, Keller, et al., 2012; Yan et al., 2022). These concerns may be in reference to the
perceived societal stigma of the type of death (Hales et al., 2019; Srinivasan, 2019), worry about

how relatives will react (Crumley et al., 2023; Hashemi et al., 2021; Oczkowski et al., 2021), or
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the controversial nature of the death (Yan et al., 2022). Unfortunately, these worries can cause
added burden and distress, even during bereavement (Crumley et al., 2023). Mental health issues,
specifically post-traumatic stress disorder and complicated grief, tend to be found to be more
severe when disclosure about an assisted death is kept a secret because of a fear of disapproval
(Wagner, Keller, et al., 2012). Research by Gamondi et al. (2015) also indicated that secrecy
surrounding an assisted death, whether self-imposed or by request from a loved one, may result
in fewer opportunities for family members to discuss their experience and reduced the
circumstances where another could share in the death experience (Gamondi et al., 2018; Hales et
al., 2019; Srinivasan, 2019). This made some family members develop a higher risk for post-
traumatic stress disorder (Gamondi et al., 2015; Wagner, Mller, et al., 2012) and other
psychological issues (Ganzini et al., 2009; Wagner, Keller, et al., 2012).

Some family members indicate that receiving support and talking about the assisted death
of a loved one can positively impact their well-being, even during the grieving process and into
bereavement (Gamondi et al., 2018; Hashemi et al., 2021). These insights complement the
research by Ciesielski-Carlucci and Kimsma (1994), which suggested that disclosure and open
communication about assisted death were ways of providing a more natural grief process for
bereaved individuals.

Another feature of assisted dying is anticipatory grief. Although not unique to assisted
dying, anticipatory grief is associated with expecting impending death (Yan et al., 2022). Since
assisted dying allows an individual to choose a date of death and enables the preparation and
planning for their end of life, anticipating a loved one’s death is an important part of a family
member’s experience (Beuthin et al., 2021). Knowing the exact day of a loved one’s death can

be both helpful and stressful for family members, as it removes uncertainty about when the death
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will happen (Frolic et al., 2020; Thangarasa et al., 2021). For some family members, they
described experiencing anticipatory grief to a greater extent than grief following the death of
their loved one (Hales et al., 2019). Setting aside their feelings so they can support a loved one to
an assisted death (Buchbinder et al., 2018; Crumley et al., 2023; Gamondi et al., 2015; Gamondi
et al., 2018; Lowers et al., 2020) appears comforting for some family members because of being
able to fulfill their loved one’s wish and see an end to their suffering (Hashemi et al., 2021,
Holmes et al., 2018; Schutt, 2020; Srinivasan, 2019).

There is scant literature available that specifically addresses the impact of bereavement
support on family members (Gamondi et al., 2013). In the studies where family members did
receive psychosocial support, they suggested that these supports appeared crucial to their
aftercare and bereavement experience (Smolej et al., 2022). Some bereavement studies also
highlight that interdisciplinary bereavement support would ideally begin before the assisted
death and into aftercare and bereavement (Brown et al., 2020a; Hales et al., 2019), with
indications that the greatest need for support occurring close to and on, the day of death (Hales et
al., 2019).

Connecting with individuals with similar experiences or perspectives during bereavement
was noted in the literature as important (Smolej et al., 2022), as this appeared to lead to feeling
less judgement (Gamondi et al., 2015). However, bereaved family members generally did not
require specialized support services or more intensive aftercare than individuals bereaved by
other forms of death (Laperle et al., 2022). The logistics of accessing bereavement support
following the death tends to be challenging for some family members because of the emotional
investment while attempting to return to their usual activities (Hales et al., 2019) and due to

concerns of being judged or confronted by an individual who objected to their loved one’s choice
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(Bruce et al., 2020; Crumley et al., 2023; Yan et al., 2022). Overall, the literature indicated
minimal consensus on which supports would be valuable for bereaved family members (Smolej
etal., 2022).

Summary of Literature on Family Members and Assisted Dying

When assisted dying becomes part of the end-of-life trajectory for an individual, research
suggests that family members may be vital for this type of death to proceed as desired (Gamondi
et al., 2015). Having shared values about the type of death with a loved one may permit greater
engagement in the process, but not necessarily (Emanuel et al., 2000; Frolic et al., 2020;
Gamondi et al., 2015; Gamondi et al., 2013; Gamondi et al., 2018). According to the literature,
family members seem to consider many factors in determining their level of involvement in the
assisted dying process. Personal and broader factors influence this. Family members provide
emotional and practical support during the assisted dying process (Ganzini et al., 2009; Hashemi
et al., 2021), with positive aspects acknowledged within both categories (Holmes et al., 2018;
Starks et al., 2007; Swarte et al., 2003). Regardless, family members can play a vital role in most
instances of assisted suicide (Buchbinder et al., 2018; Gamondi et al., 2015; Gamondi et al.,
2018; Snijdewind et al., 2014) and seem to be not well supported during their experience (Brown
et al., 2020a; Gamondi et al., 2018; Holmes et al., 2018; Roest et al., 2019; Thangarasa et al.,
2021; Trouton et al., 2020; Variath et al., 2020).

As this section outlined, family members can experience challenges related to their
involvement in the assisted dying process, including feelings of guilt and isolation, the need for
secrecy, and a sense of burden (Ciesielski-Carlucci & Kimsma, 1994; Crumley et al., 2023;
Gamondi et al., 2015; Hales et al., 2019; Holmes et al., 2018; Swarte et al., 2003; Wagner,

Keller, et al., 2012). Moral dilemmas may also emerge for family members. Unfortunately, the
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type and impact of psychological or other types of support are not well-detailed in the literature
(Gamondi et al., 2015; Hales et al., 2019).

The available research has offered a suitable foundation for comprehending the
experiences of family members when a loved one receives an assisted death. However, gaining
more knowledge related to the Canadian context, one which builds on international findings, is
necessary. This review suggests various aspects of MAID legislation could impact the
experiences of family members. Additionally, understanding the possible influence of MAID
policies, processes, and procedures on the experience of family members is also essential,
particularly given the evolution and amendments to Canadian MAID legislation that has, and is,
expected (Hales et al., 2019; Oczkowski et al., 2021). To gain an understanding of how different
settings and locations affect experiences during the process and into bereavement, conducting
studies beyond individual hospital units or settings would also be useful for knowledge
development (Hashemi et al., 2021).

Chapter Summary

After the legalization of MAID, provincial and territorial governments had the authority
to implement it as they saw fit. Health Canada (2023) reports an increasing number of Canadians
choosing this option. However, their monitoring data focuses on the individual receiving MAID
rather than family members or caregivers. Nevertheless, family members’ support seems to be
crucial when a loved one chooses assisted death, and their involvement may address
complexities associated with this option (Buchbinder et al., 2018; Ganzini et al., 2009; Kimsma,
2010; Starks et al., 2007).

Also noted in the literature are that family members’ roles and responsibilities during this

time seem to impact their loved one’s experience and themselves (Arnup, 2018; Stajduhar, 2003;
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Stajduhar et al., 2010). Of published research, international jurisdictions where laws, society, and
cultural perspectives differ from Canada are central locations of this knowledge. While there has
been a notable increase in studies published on family members whose loved ones have chosen
MAID within the past 7 years that contribute to our understanding of these experiences (Beuthin
et al., 2021; Boivin et al., 2019; Brown et al., 2020b; Crumley et al., 2023; Frolic et al., 2020;
Hales et al., 2019; Hashemi et al., 2021; Holmes et al., 2018; Laperle et al., 2022; M. Li et al.,
2021; Schutt, 2020; Smolej et al., 2022; Thangarasa et al., 2021; Yan et al., 2022), a knowledge
gap exists concerning how family members may be involved in the MAID process in different
settings and what factors may have impacted their experiences, including bereavement. Some
factors identified in the literature include legislation, policy, and procedures. Conducting an
exploratory study in this area can offer pragmatic knowledge for MAID practitioners, health care
providers, health care leaders, health and social care educators, and advocacy groups. The
findings of this study may help improve MAID programs and supportive interventions for family
members while prioritizing the individual requesting MAID, overall, leading to a more positive

experience for family members during the assisted dying process and in their bereavement.



65

Chapter 3: Methodology

This chapter will first provide an overview of the interpretive description approach,
including theoretical scaffolding, a synopsis of the theoretical framework, and relational ethics
used to orient this research, including the rationale for my choice of methods. Then, I will outline
the methodological considerations relevant to the study’s design, including detailing the
recruitment and sampling approach, data collection strategies, and the process | undertook for
data analysis. Finally, I discuss the methods used to optimize the research integrity and will
respond to anticipated and unexpected ethical considerations.
Interpretive Description

Interpretive description is a qualitative methodology developed by nursing scholars to
address the challenges of using social science research methods in applied health fields such as
nursing (Thorne et al., 1997). The interpretive description approach aims to address these
challenges by implementing effective strategies during the research process, resulting in tangible
benefits for individuals involved in or utilizing health care. The interpretive description
methodology draws from various research approaches, including grounded theory,
phenomenology, and ethnography (Thorne, 2014). Rather than having rigid elements,
interpretive description condones a degree of flexibility that “search[es] out and explore[s]
features... of a common issue” to understand and recognize the complexity of a phenomenon
(Thorne, 2016, p. 83).

Undertaking interpretive description for this doctoral research enabled the identification
of patterns and commonalities of the experiences of bereaved family members of MAID
recipients while retaining individual variation that was meaningful and applicable (Hunt, 2009)

in a phenomenon where diversity in implementation, policy and processes has been identified
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(Health Canada, 2018, 2023). This research methodology also enabled the contextual
understanding of the experiences of bereaved family members to be uncovered and for this
knowledge to be presented in a meaningful way for MAID practitioners, nurses, health care
administrators, non-profit leaders, and other health care providers (Teodoro et al., 2018; Thorne,
2008b, 2016; Thorne et al., 1997).

The process of scaffolding is a crucial feature of interpretive description that allows for
incorporating disciplinary, theoretical and practical knowledge into the study frame (Thorne,
2008b, 2016). Scaffolding unfolds in two ways: through a review of the literature and theoretical
foregrounding (Thorne, 2008b). In the previous chapter, the literature review focused on family
members’ experiences at end-of-life, a review of research and the current knowledge on assisted
death in international and Canadian contexts, and a scan of MAID legislation, processes and
policy documents. This review was one element in the scaffolding of this study and, through it,
identified that family members’ support in the assisted dying process was crucial and may be a
way to address complexities associated with the assisted death process and that regardless of
their level of involvement, some family members experience moral dilemmas. The literature
review also highlighted that this study might be the first, within the Canadian context, to focus
on how MAID legislation, policy, processes, and guidelines may have influenced the experience
of family members whose loved ones received assisted death.

The second scaffolding element, theoretical foregrounding, entails explicating the
researcher’s personal, academic, and disciplinary understanding (Thorne, 2016). This feature is
designed to help shape the study and determine the potential impact of the findings based on the
researcher’s knowledge (Teodoro et al., 2018; Thorne et al., 2016). Interpretive description

research is philosophically underpinned by fundamental beliefs about knowledge and knowing,
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including its nature, different forms, and where it resides. As such, the theoretical stance and
methods we adopt to guide the research influence these ontological and epistemological
understandings and are explored in interpretive description research through theoretical
foregrounding.
Epistemological and Foregrounding Orientation

How we conduct research is influenced by our beliefs about knowledge, such as what it
consists of, what forms it can take, and who can possess it (Campbell & Bunting, 1999; Crotty,
1998). These beliefs are shaped by the theoretical views and methods we use to guide our
research, and we choose theoretical perspectives and strategies based on our beliefs (Crotty,
1998). This section explores my approach to this study, including my epistemological and
theoretical foregrounding and focus on relational ethics in the research process.
Theoretical Foregrounding

In the following section, | explain my disciplinary and philosophical standpoint and
outline relational ethics, which influenced my perspective on this study. I will begin by
discussing my position as a researcher, my chosen topic, and the principles that directed my
research. Before proceeding with designing the study, | engaged in critical self-reflection to
establish my initial position based on my knowledge and subjective understanding of the
research topic for this study (Thorne et al., 2004). Reflecting on my researcher and clinical
practitioner positioning, life experience, beliefs, and theoretical viewpoint, which were all crucial
factors in designing this study.
Researcher Positioning

I have worked as a Registered Nurse for over 20 years, specializing in oncology and

palliative care. | am an Associate Professor at a teaching-focused undergraduate university in
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Western Canada, teaching in the Bachelor of Nursing program. My research is therefore
grounded in the discipline of nursing.

When MAID became a legal option for individuals, it seemed to me that it might create
moral challenges for family members, friends, health care professionals, and within health care
institutions. As a nurse, | understand the importance of a broad understanding of the
phenomenon of MAID, which includes knowledge about conscientious objection, death, dying,
palliative care, family members and caregivers in the context of a life-limiting illness, end-of-life
care, grief, and bereavement. This perspective was crucial in developing this study as it brought
my attention to these experiences which may have been overlooked or given less attention in
other research methodologies.

Disciplinary epistemology provides the intellectual structure for interpretive description
methodology, with no requirement for positioning a formal theory within the design (Thorne,
2016; Thorne et al., 2016). Instead, interpretive description considers a discipline’s principles,
elements, and assumptions, which form the basis of a study’s design (Hunt, 2009; Pesut &
Johnson, 2008; Thorne, 2016). As a researcher, | focus on nursing’s disciplinary epistemology,
which emphasizes the uniqueness of the individual human experience, its diversity, and how it
can relate to knowledge in the context of larger populations (Thorne & Sawatzky, 2014). In this
study, I considered the crucial role of the natural world in the lives of individuals and families
and the context of their communities and the broader population, meaning the natural world’s
influence, impact, and complexity are essential disciplinary epistemology elements for this
research (Thorne & Sawatzky, 2014). As a doctoral researcher, | needed to recognize and
acknowledge the significance of contextual factors to attain an understanding of the knowledge

landscape related to MAID and foster meaningful learning. These factors encompassed social,
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political, structural, ethical, and cultural aspects, which all may potentially influence the
experiences of MAID recipients’ bereaved family members (Rodney et al., 2013).
Clinical Perspective

Through my experience in clinical practice, | have gained a unique perspective on cancer
and end-of-life care. | firmly believe that health and social care practitioners can integrate
palliative care and MAID within patient-centred approaches, despite there being tension between
the two (Amies, 2018; Dierickx et al., 2018; Downar et al., 2023; Gamondi et al., 2018; A. C.
Wright & Shaw, 2018). Some of the strongest advocates and voices in hospice palliative care
have declared that “euthanasia and physician-assisted suicide are incompatible” with palliative
care (Dierickx, 2018, p. 115), and prominent organizations released a Joint Call to Action that
states that “MAIiD is not part of hospice palliative care; it is not an ‘extension’ of palliative care
nor is it one of the tools ‘in the palliative care basket’” (Canadian Hospice Palliative Care
Association & Canadian Society of Palliative Care Physicians, 2019, para. 2). | however, believe
that the common principles of palliative care and MAID provide a strong foundation from which
to provide patient-focused, family-centred care.

Palliative care is a specialized type of care to improve patient well-being, dignity, and
quality of life by relieving suffering, including when an individual is diagnosed with a life-
limiting illness (Canadian Hospice Palliative Care Association & Canadian Society of Palliative
Care Physicians, 2019; Canadian Institute for Health Information, 2023; Sumner, 2017).
Through quality palliative care, an individual’s physical, psychological, social, spiritual, and
practical concerns are inquired about, and efforts are made to address them (Canadian Hospice
Palliative Care Association, n.d.). A palliative approach to care focuses on patient autonomy and

broadly on the well-being, quality of life, and reduction of harm to families (Canadian Hospice
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Palliative Care Association, n.d.; Hentelef et al., 2011; Stajduhar & Mollison, 2018). Access to
and integration of quality palliative care in Canada varies from setting to setting and across
jurisdictions (Reimer-Kirkham et al., 2016; Stajduhar, 2011). Health care professionals
acknowledge that palliative care is consistently inadequately funded, creating challenges to
providing quality care that eases suffering and supports dignity and quality of life (Canadian
Hospice Palliative Care Association, n.d.; Canadian Institute for Health Information, 2023).

For practitioners involved in MAID, their focus is also on patient autonomy and on
relieving the suffering of the individual (Canadian Association of MAID Assessors and
Providers, 2020; Downar et al., 2023; Sumner, 2017). As outlined in MAID legislation (Bill C-
14, 2016), which is foundational for health care professionals working in this practice area, an
individual’s right to self-determination and choice is essential. As the Canadian Association of
MAID Assessors and Providers (n.d.) outline in their document on End-of-Life Care and MAID,
“MAID should be included as an option in all end of life goals of care conversations with
potentially eligible patients” (para. 5); “should a patient choose to pursue MAID ... all medical
care, including palliative care if involved, should be continued” (para. 4). Meaning
acknowledging and respecting an individual and their wishes, which may include an assisted
death, is a core element in the work of MAID teams (Canadian Association of MAID Assessors
and Providers, 2020; Woods, 2005).

There are common principles that palliative care and MAID share such as relieving
suffering, upholding dignity, respect, and respecting an individual’s right to make their own
choice as they sometimes prioritize quality over quantity. These commonalities make them

compatible with a person-focused approach during end-of-life care (Sumner, 2017).
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Finding My Question

| was aware of the Supreme Court of Canada’s decision in Carter v. Canada (2015)
related to physician-assisted dying; however, my awareness elevated when | attended a national
oncology nursing conference in Toronto, Ontario, in 2015. | attended the conference before the
implementation of Québec’s Act Respecting End-of-Life Care (2013) and during the Supreme
Court of Canada’s 16-month suspension of the Carter v. Canada (2015) decision. In a workshop
titled “Medically Assisted Death in Canada: Careful and Thoughtful Practice Directions for
Oncology Nurses,” I listened to my nursing colleagues express their concerns about how MAID
would affect their patients, family members, and nursing practice. Their worries changed my
professional focus and research interest toward MAID.

I have actively sought knowledge about MAID and assisted dying since October 2015.
This has involved connecting with individuals with firsthand experience with this option. Along
the way, | have interacted with bereaved family members who have had a loved one receive
MAID. Through these experiences, | have come to understand the diverse complexity
surrounding MAID. For example, choosing MAID may conflict with the moral beliefs of a
family member or the individual’s support community, such as a religious community. Before
conducting this study, I learned about and from individuals and their family members who went
through the MAID process and faced challenges, such as being estranged from loved ones or
their community, accessing MAID, or issues of competency (e.g., when to receive MAID with
the requirement for late-stage consent®°).

One advantage of using interpretive description methodology is that | could use the

knowledge | obtained from speaking with family members and health care professionals

%0 The eligibility criteria and safeguard in Bill C-14 (2016) was late-stage consent.
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involved in MAID and palliative care and the literature in the research design. This knowledge
provided important foregrounding for this study and fostered the development of a credible and
more meaningful study (Hunt, 2009; Thorne et al., 2016).

Philosophical Perspective

Knowledge, including nursing knowledge, is not discovered but rather is socially
constructed (Creswell, 2014). The context and people involved influence and create the
knowledge (Crotty, 1998; Lincoln et al., 2011). | recognize that there can be multiple realities
within a single experience and that truth can be subjective. My perspective on individuals,
families, nursing, and health care is shaped by a feminist and critical social justice perspective,
allowing me to gain a more profound understanding.

Theoretical Orientation: Relational Ethics

| approached my research with a concern for the ethics shaping health care practices and
moral values. Since health care and end-of-life care are complex and involve multiple
perspectives (D. Wright et al., 2009), I used relational ethics as a foundation for this study.
Through this, | recognize that every action, decision, and experience are interconnected and that
individuals have layered understandings of experiences (Bergum & Dossetor, 2005), including
the experience of bereaved family members of MAID recipients.

Relational ethics was developed by Bergum and Dossetor (2005) through a research
project that aimed to identify the ethical commitments necessary for everyday health care
situations (Keyko, 2014). This study resulted in a conceptualization of relational ethics
emphasizing the importance of justice and a care ethic while also valuing autonomy through

connection and recognizing the significance of ethical questions in our practice environments
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(Austin et al., 2003). Additionally, the study highlighted the impact of practice environments on
moral responses.

In relational ethics, which emphasizes the moral responsibility of nurses to understand
and appreciate our patients’ unique perspectives and vulnerabilities, it is essential to prioritize
building quality relationships with individuals, families, communities, and populations (Thiele &
Dunsford, 2017). The foundation of relational ethics lies in creating a moral space, or relational
space, where patients, family members, and health care providers in health care environments or
society can come together and share experiences and perspectives (Bergum & Dossetor, 2005).
By focusing on relationships, nurses can better ensure ethical action and compassionate care
according to the relational ethics framework.

Bergum and Dossetor (2005) stress the importance of viewing relationships and moral
space in health care from three levels: micro, meso, and macro. They contend that
interprofessional interactions and broader factors, such as social and structural contexts and
power structures within the health care system, intertwine with a patient or family’s experience
at the bedside. These factors can impact individuals and families (K. Wright et al., 2017).
Therefore, it is important to consider these factors comprehensively within relational ethics
rather than from a narrow perspective. Bergum and Dossetor believed that this type of relational
paradigm could advance the health of individuals in society (2005).

Relational ethics involves four main components: engagement, mutual respect,
embodiment, and environment (Bergum & Dossetor, 2005). These aspects are essential to
relational ethics and can be used to analyze the experiences of bereaved family members whose
loved ones received MAID. The following section will provide an overview of these relational

elements.
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Environment. In a relational ethics framework, when considering ethical action in the
relational space, the environment is seen to play a significant role (Bergum & Dossetor, 2005;
Keyko, 2014). The environment is not just the individual or the system but a combination of both
(Bergum, 2013). This perspective of the environment is called a “living system” (Doane &
Varcoe, 2013, p. 129) and comprises various contextual factors that change with daily activities.
It allows people to interact, understand, and address one another’s needs.

According to K. Wright et al. (2009), in palliative care nursing, the environment is a
metaphor that helps us understand the complexity and interdependence of families. Illness does
not just affect the individual - it also challenges family members and their relationships (Meiers
& Brauer, 2008). This conception of the environment was an essential consideration in this
study.

The environment also comprises the health care system’s effect on one’s quality of
relationships with self, individuals, families, and communities. Bergum (2013) suggested this
aspect of the environment is a complex, dynamic, and interdependent system that requires a
nurse, or other health care professional, to assess, adjust, and readjust continuously to engage in
respectful relationships. As an example, many health care and hospital policies reflect the
importance of self-determination, autonomy, informed decision-making, and transparency as key
values (Armstrong & Armstrong, 2016; T. Bryant, 2016) in policies and guidelines, yet they may
conflict with the beliefs of some individuals or make it difficult for nurses and other health care
professionals to build strong relationships with patients and families (Bearskin, 2011). These
factors are essential to consider in the context of MAID.

Embodiment. According to Bergum (2013), the concept of embodiment acknowledges

that the physical body and the objects around it are interconnected and equally significant. In the



75

context of relational ethics, embodiment highlights that in the relational and moral space,
objective and subjective awareness determine what is ethical (Bergum & Dossetor, 2005). These
factors are a prerequisite for ethical action to occur.

Bergum and Dossetor (2005) suggest that the context of quality relationships and the
importance of thinking about how our decisions affect others in those relationships establish a
foundation for ethical action. It is relevant to consider this when looking at the experiences of
bereaved family member participants in this study, as their beliefs and struggle with moral issues
may come into play during the MAID process with their loved ones or in their grieving process
(Thiele & Dunsford, 2017). To fully comprehend the effects of MAID, it was crucial to consider
the perspective of grieving family members and how the implementation of MAID policies and
procedures could affect their experience. This aspect was critical to understanding the complex
nature of MAID.

Mutual Respect. In health care, mutual respect involves acknowledging and valuing
differences in beliefs, knowledge, and relationship experiences (Bergum & Dossetor, 2005;
Thiele & Dunsford, 2017). However, this can be challenging in cases with significant differences
in opinion, values, or beliefs, such as the case of MAID. Mutual respect is an interconnected
element in relational ethics, where respect for self and others is equally important (Bergum,
2013). By practicing mutual respect, ethical action can be initiated, resulting in improved
understanding between each other, in part because of establishing a more balanced power
dynamic in the relationship (Bergum & Dossetor, 2005).

In the context of this study, relational ethics also recognizes the significance of
autonomy, personhood, and interdependence in building mutual respect (Bearskin, 2011).

However, neglecting the viewpoints and concerns of family members may cause relational
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tension and lead to feelings of relational exclusion (Abma, 2005), ultimately affecting their
experience. Hence, it was crucial to explore mutual respect when applying relational ethics as the
theoretical lens in this study.

Engagement. Empathy and understanding toward others are essential in a relational
ethic, especially in health care (Bergum, 2013). According to the literature on palliative care,
engagement is crucial for developing a relational ethic and enabling compassion (D. Wright et
al., 2009). Engagement occurs when a health care professional and patient or family member
connect emotionally and approach a situation or experience together (Bergum, 2013; D. Wright
et al., 2009). However, when nurses or other health care professionals seem disengaged, others
can interpret this as being unethical. This ethical attention was critical in my study because it
provided a foundation to make meaning from an experience with moral features (Bergum, 2013;
Doane & Varcoe, 2013). | used relational ethics as a theoretical framework to explore how
MAID policy and implementation, and critical process features, affected bereaved family
members’ relational engagement.

Overview

This section provides an overview of the research question, study aims, and methods used
to answer the research question. It includes sample settings, the recruitment process, and
participant characteristics. | outline the data collection strategies, analysis process, and quality
measures used to maintain research integrity. | also review the ethical considerations.

Research Question and Study Aims

This study was designed to understand the following question: What are the experiences

and perspectives of bereaved family members who have had a loved one end their life through

MAID? In addition, | sought to address four aims:
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1. Describe bereaved family members’ experiences of having a loved one participate in
MAID, including moral and ethical dilemmas associated with this choice.

2. Gain an understanding of the way in which the implementation of MAID legislation
has influenced family members’ experiences.

3. Provide direction for interventions designed to support family members.

4. Provide health care professionals, MAID practitioners, health care administrators, and
advocacy groups who influence decision-making, with knowledge to inform policy

directions related to bereaved family members and MAID.

Participants

This study featured two participant groups: (a) bereaved family members of MAID
recipients and (b) key informants. While understanding the experiences of bereaved family
members was the primary focus of this study, Thorne (2016) suggests that broadening the lens to
include multiple perspectives may be necessary to comprehend a complex issue. To more fully
understand the experience of bereaved family members and generate relevant findings, it was
necessary to explore the perspective of key informants connected to the MAID process and
experience. The inclusion of key informants in this study allowed the opportunity for MAID
practitioners and other members of MAID teams, health care professionals working in palliative
care, nurses, social workers, spiritual care practitioners, health care administrators, volunteer(s)
with local chapters of Dying with Dignity Canada or other support organizations who have
specific experience and knowledge about implementation, policies and processes related to
MAID to inform the research. To maintain confidentiality when presenting data, | used
participant codes beginning with FM followed by a digit for family members (e.g., FM-01,

FM-02) and KI followed by a digit for key informants (e.g., KI-01, KI-02).
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Study Setting

Although federal MAID legislation sets out basic requirements, it is up to the health
authorities, regions and zones in each Canadian province and territory to develop implementation
guidelines, policies, and services that comply with federal regulations. As a result, there has been
variability in the structure of MAID services in each jurisdiction (Health Canada, 2022b, 2023),
with some of the reasons for the diversity in implementation related to the geographic, regulatory
and cultural distinctions (Health Canada, 2022b). This variation continues at this time. This
variability and how it has influenced both the uptake of MAID and processes in provinces and
territories led me to the decision to include two provinces in this study.

The settings for this study include jurisdictions in Alberta, with a primary focus on South,
Calgary and Central Zones,> and BC, with a primary focus on Vancouver Island. Alberta has the
fourth-highest total MAID deaths in Canada (Health Canada, 2021) and Vancouver Island has
consistently reported the highest percentage of MAID deaths in Canada®? (Courtney et al., 2022;
Robertson & Beuthin, 2018). Also, Vancouver Island’s proportion of MAID events that take
place at home has been consistently higher than the national average since implementation
(Health Canada, 2017a, 2018, 2019); and the nature of rural communities also makes this
jurisdiction unique® (Robertson & Beuthin, 2018). Although my overall intent was not to do a

comparative analysis, laying out the differences in the two identified study settings, including

%1 This study focused on the Calgary, South, and Central Zones as they offered a mix of urban and rural
healthcare access.

52 Island Health, the Health Authority (HA) for Vancouver Island, noted that MAID accounted for 6.29%
of all death in the HA in 2019 (Courtney et al., 2022, p. 14). In contrast, MAID accounted for 2.0% of
all deaths in Canada during the same period (Health Canada, 2022D).

%3 Vancouver Island is geographically composed of multiple islands, remoteness, and it often requires
individuals to travel long distances to health care facilities or providers.
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how MAID implementation has unfolded, formed an important part of my interpretive
description.

The Alberta Context. In the Province of Alberta, there is a single, integrated health
authority called AHS. As the body responsible for authorizing health care in Alberta, AHS
delivers health care and partners with other organizations (e.g., Covenant Health, Carewest) to
deliver care to people living in Alberta, as well as in some areas of BC, the Northwest
Territories, and Saskatchewan. Partner health care organizations in Alberta are managed
independently and have their policies and procedures. There is, however, an expectation of some
alignment with AHS and meeting deliverables (KI-02). At the present time, AHS comprises five
geographic zones: North, Edmonton, Central, Calgary, and South (AHS, 2021a; Appendix A).
According to AHS, the zones were established to improve local decision-making and provide
improved responsiveness within regional communities (AHS, 2021a).

The Alberta MAID framework is AHS’s response to MAID legislation and the
requirement to implement MAID in the province. The Framework is composed of (a) MAID
policy (AHS, 2021b; Appendix B), (b) MAID clinical guidelines that outline the process of
MAID (Wu et al., 2018), and (c) the AHS MAID Care Coordination Service (CCS; Silvius et al.,
2019; Wu et al., 2018; Appendix C). The AHS MAID CCS is a single point of contact for
patients, family members, and care teams (including consultants and pharmacists) within AHS’s
geographic zones (Silvius et al., 2019). The AHS MAID program “support[s] patient-centred
thinking” (Silvius et al., 2019, p. 400) while also “balancing the rights and values of a
practitioner who may not be willing to participate” (p. 400). Physicians, operational leaders, and

MAID navigators compose the AHS MAID CCS. The MAID navigators play a vital role in the
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overall process. MAID navigators,> therefore, address key elements of MAID legislation within
the Alberta MAID framework, including being a conduit of information, responding to general
inquiries, and facilitating the MAID process, including scheduling assessments and provisions.
MAID navigators also facilitate patient transfers from conscientious objecting facilities or home
settings if requested or required (Silvius et al., 2019).

MAID assessments are permitted in all facilities®® within AHS zones, and assessments
and provisions are permitted in all AHS facilities and on all AHS units.>® Access to MAID
services may vary depending on the authority given to non-AHS health care organizations and
institutions in Alberta. These organizations have the authority to create their policies regarding
MAID within their institutional framework. This may include the option to exclude MAID
provisions on site (AHS, 2016; Covenant Care, 2016; Covenant Health, 2018; Appendix D).

The British Columbia Context. In BC, the Provincial Health Services Authority
“oversees the coordination and delivery of provincial programs and highly specialized health-
care services”®’ (Government of BC, n.d.-b, para. 1). Within the five regional health authorities
(HAs) and the First Nations Health Authority that exists in BC, collaborative coordination occurs
with the Provincial Health Services Authority. The regional health authorities provide health care

to people living in BC and parts of Alberta and include the Fraser Health Authority, Interior

% At implementation, there were two nurse navigators for the province of Alberta; at present, there are
five nurse navigators (two for the Edmonton and North zone; two for the Calgary and Central zone; and
one for the South zone)

% This was different when MAID legislation was enacted and implemented in 2016 (Covenant Care,
2016). Policies and processes have evolved, most notably within Covenant Health (2018), which now
permits assessments at their facilities.

% In the first few years of implementation, however, some AHS units did not permit MAID provisions,
for example, the Tertiary Palliative Care Unit at the Foothills Medical Centre in Calgary.

5" This includes resource-intensive services such as cancer treatment, heart surgery, and transplants.
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Health Authority, Northern Health Authority, Vancouver Island Health Authority (VIHA),
Vancouver Coastal Health Authority and the province-wide First Nations Health Authority
(Government of BC, n.d.-b; Appendix E).

At this time, multiple pathways exist to facilitate the MAID process in BC, including a
MAID®® program in each HA. The MAID program is the CCS for medical assistance in dying.>
In addition to being the point of contact for patients, each MAID program within the HAs
supports health care professionals and organizations to identify the care that is appropriate for
individuals, as well as to facilitate patient transfers and connect individuals with MAID
practitioners (Government of BC, n.d.-a). Some clinicians identify themselves as Island Health
MAID providers and can be contacted directly by individuals or their family members when they
want to access the MAID process.

Similar to Alberta, there are hospitals and long-term care facilities that are members of a
denominational health care association, where an agreement is in place that permits opting out of
providing care that goes against the faith tenets of organizations, including MAID. Within
VIHA, the BC setting for this study, most facilities permit full access to MAID, with only a few
facilities not permitting MAID provision on site (e.g., Baptist, Dutch Reform, and Catholic
institutions).

The differences outlined in the two study settings during the time of data collection are
essential to acknowledge. In some cases, they may have influenced the experiences of bereaved

family members of MAID.

%8 In BC, the acronym used for medical assistance in dying is MAiID. However, MAID will be used for
consistency unless there is a direct reference to a document or title that uses a different version of the
acronym.

9 Within VIHA, the CCS for MAID office is located at the Victoria General Hospital.
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Sampling and Inclusion Criteria

The study utilized a qualitative approach, and its objective was not to draw statistical
conclusions or control for variables concerning the experiences of bereaved family members.
Hence, probability sampling was not suitable (Creswell & Poth, 2018). Instead, purposeful,
theoretical, and nominated sampling was used (Patton, 2015).

Bereaved Family Member Participants

To understand the phenomenon of the experiences when a loved one proceeded through
to MAID, I used purposeful sampling of bereaved family members in each study setting
(Merriam & Tisdell, 2016). This strategy enabled information-rich data to be gathered, allowing
for an in-depth understanding of the phenomenon (Morse, 1991; Robinson, 2014).

As there is little consensus in the literature on how soon to recruit bereaved individuals to
participate in research, | did not select a particular time frame for recruitment after the death of a
loved one (Beck & Konnert, 2007; Bentley & O’Connor, 2015). Studies suggest that some
bereaved family members feel comfortable and volunteer to participate in research as early as a
few days after the death of a loved one to several years post-death (Beck & Konnert, 2007,
Bentley & O’Connor, 2015). A study conducted by Beck and Konnert (2007) on the opinions of
bereaved adults on ethical issues, such as attitudes toward bereavement research and timing of
recruitment, highlighted that bereaved individuals do not feel it necessary to wait more than 2
years after a death to be a study participant. Research conducted with victims of trauma also
suggested that being a study participant in the bereaved period rarely results in re-traumatization
(Collogan et al., 2004). As no formal guidance existed regarding an appropriate time frame for
study recruitment and participation with this population, and drawing on studies that have

examined and published in this topic area (Addington-Hall & McPherson, 2001; Beck &
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Konnert, 2007), in collaboration with my supervisor, | determined that for this study, potential
family members would decide for themselves when they were ready to participate. When |
screened potential participants, if it appeared that discussing their experience would cause
unanticipated risk, I discussed this with the individual and provided them with grief and
bereavement resources. | also invited them to reconnect at a later time.

Guiding the purposeful sampling, | used the following inclusion criteria for bereaved
family member participants: (a) was 19 years of age or older; (b) was able to speak and read
English; (c) was able to give informed consent; (d) resided on Vancouver Island or throughout
BC, in the Calgary, South, Central zones in Alberta or elsewhere in Alberta at the time of the
study; (e) was a family member of an individual who enacted clinician-assisted MAID;® and
(f) MAID provision occurred on Vancouver Island, elsewhere in BC, or in the Calgary, South,
Central zones in Alberta or elsewhere in Alberta. Exclusion criteria included any bereaved
family member whose loved one enacted self-administered MAID.

In order to obtain maximum sample variation, | attempted to include bereaved family
members with varying attributes from each study setting. This included individuals of different
genders with different connections to the loved one who received MAID, varying degrees of
involvement in the process, and experiences with MAID policy and legislation.5! I also aimed to
include family members who experienced MAID in different locations, such as hospitals, homes,
long-term care facilities, nursing homes, hospices, and other settings and those bereaved for

different periods of time. Nominated sampling was employed when attempting to diversify the

€0 Clinician-assisted MAID has been the primary mode of MAID in Canada since 2016 (Health Canada,
2021).

61 For example, transfer of their loved one to receive MAID; reflection period waived.



84

sample. The foundational understanding of the experiences of bereaved family members gained
through this sampling approach also enabled better-informed interview questions for the key
informant participant group.
Key Informant Participants

Key informants were selected using a purposeful sampling strategy. To encourage
maximum sample variation in the study, I included participants with varying knowledge and
roles related to MAID, palliative care, and end-of-life care. This included MAID practitioners
and team members, health care professionals in palliative care, nurses, social workers, spiritual
care practitioners, health care administrators, and volunteers from organizations with experience
in MAID implementation and policies. | also included participants of different genders and from
various geographic regions within the study settings.

| utilized the following criteria for inclusion of key informants: individuals over 19 who
could speak and read English, provided informed consent, and were connected to MAID on
Vancouver Island or in the Calgary, South, and Central zones in Alberta guided the sampling
strategy. In addition, participants should have critical knowledge about MAID policy, processes,
and implementation, which may have included developing policies and guidelines, MAID
practice, and end-of-life care in the study settings. They should also have supported family
members during or after a MAID provision. | used nominated sampling when some family
members connected me with a MAID practitioner. After analyzing some of the collected data, |
used theoretical sampling to gain additional insights.
Sample Size

While there is no definitive answer on what constitutes an appropriate sample size for an

interpretive description study, it is vital that the reasoning behind the chosen sample size is clear
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(Thorne, 2008b). Concurrent data collection and analysis are iterative in interpretive description
and inform the sample size. In some cases, data analysis reveals gaps and subsequent interviews
may result in additional data that is vital in the analysis (Thorne, 2009; Thorne et al., 1997).
Interpretive description acknowledges the complexity and the infinite variability of the human
experience (Thorne, 2008b). It seeks to gain an understanding through exposure to variations in
an area of study rather than saturation (Thorne, 2016). Based on the literature, gathering data
from 15-30 individuals in each participant group in a study would lead to a solid understanding
of an issue of interest (Sandelowski, 1995). The overall intent of this study was not to do a
comparative analysis based on provincial or regional variation but rather to understand how
health care and MAID implementation in each of the study settings potentially impacted the
experience of bereaved family members of MAID recipients. Considering the nature of my
research question and aims, | anticipated a sample size of 15 to 20 bereaved family members and
10 to 15 key informants from each study setting.
Recruitment Strategy

Recruitment for this study started in April 2020 but had to be postponed after the
COVID-19 pandemic announcement on March 11, 2020%? (Appendices F and G). The study
recruitment resumed in June 2020 after obtaining approval of amendments from both study
settings (Appendices H and I). The recruitment process continued until February 2021.

Depending on the participant group, | used different methods to recruit participants. The
primary group comprised bereaved family members of recipients of MAID. | advertised to this

group through social media platforms like Facebook and Twitter. A script for social media and

62World Health Organization Director-General declared the COVID-19 pandemic at a media briefing on
March 11, 2020 (World Health Organization, 2020).
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online recruitment through Facebook was employed (Appendix J), as was a script for social
media and online recruitment for Twitter (Appendix K). A brief recruitment notice was attached
to the online script regardless of the social media platform. The online recruitment notice
extended an invitation to bereaved family members of MAID recipients. The notice provided
details about the study’s purpose, the requirements for participants, the eligibility criteria, and
how to contact the researcher via email or phone for more information or to express interest in
participating (Appendix L). Recruitment of bereaved family members also occurred directly
through organizations likely to have contact with this group of individuals, including the
Victoria, BC, and Calgary, Alberta, Chapters of Dying with Dignity Canada, Wellspring Calgary
(Wellspring Cancer Support Alberta, n.d.)® and through the Institute on Aging and Lifelong
Health at the University of Victoria. These organizations distributed recruitment notices in their
newsletters(s), email, and websites.

When an individual showed interest in the study, I talked with them either over the phone
or on Zoom, based on their preference. During the conversation, | addressed their queries,
examined if they met the eligibility requirements, and elaborated on the study, including the data
collection procedures. When individuals contacted me, | offered them a more extensive version
of the recruitment document to accommodate various learning styles and ways of retaining
information (Appendix M). Thirty-four individuals within the bereaved family member group

contacted me about the study.

8 Wellspring Calgary amalgamated with Wellspring Edmonton in 2022. This charitable organization is
now called Wellspring Alberta (n.d.).
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When a bereaved family member met eligibility and agreed to participate after this
interaction, they received the consent form®* specific to their study setting (Appendices N and
0). I encouraged all potential bereaved family member participants to review the consent form
and followed up with the potential participant 2—3 days after if they had yet to contact me.

Due to COVID-19 public health restrictions during study recruitment (and data
collection), | obtained verbal consent from all participants by asking the questions at the end of
the consent form, which the participant would typically sign. | recorded their verbal consent.5°
Of those individuals who indicated interest and received the consent form, 32 bereaved family
members provided consent and became study participants in the primary participant group. |
documented when | obtained consent and the process used.%¢ | reminded all participants that they
could withdraw their consent at any time with no consequences. One bereaved family member
participant withdrew from the study after providing consent.®” They did not provide a reason for
their withdrawal of consent to participate.

Following the sampling strategy, | sent a recruitment letter that outlined the study, my
reason for seeking their participation, and details on how they could contact me if they wanted to
gain further information or participate in the study to potential key informant participants
(Appendix P). After a potential key informant participant contacted me, | explained the study
further, answered any questions, and determined if they met the eligibility criteria. When a key

informant agreed to participate or indicated an interest in additional information, the consent

641 offered to send the consent form electronically via email or hard copy by mail through Canada Post.
All potential participants requested that the consent form be sent electronically.

8 Recording was done via Zoom or audio-recorded if the participant preferred to use the phone.
6 Zoom or audio-recorded.
®7 Prior to data collection.
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form corresponding to their study setting was sent electronically via email (Appendices Q and
R).

Potential key informant participants were encouraged to connect with me with any
questions or concerns or to seek clarification. Once there has been an agreement to participate, |
obtain verbal consent from key informants by asking the questions at the end, which the
participant would typically sign. I recorded their verbal consent. In total, 16 key informants
contacted me about the study and consented to participate. | documented the date and time of the
verbal consent and the process used to obtain consent for each key informant participant. I also
reminded participants in this group that they could withdraw their consent without consequences.
One key informant participant withdrew consent before data collection, citing workload issues
due to the pandemic.

Data Collection

In order to foster a holistic and in-depth understanding of bereaved family members’
experiences, five collection strategies construct data for this study. As stated, data collection
commenced in June 2020. Data sources included the following:

e demographic questionnaire (one specific to bereaved family member participants, one

specific to key informant participants),

e in-depth, open-ended interviews with bereaved family members participants,

e open-ended interviews with key informant participants,

e documents and artifacts, and

e supplementary memos and field notes.
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Once a participant provided consent, | collaborated with them and scheduled their
interview day and time. | then sent them the demographic survey and told them to complete and
return it to me before their interview.

Demographic Questionnaire

Before each interview, | verified that each participant had completed their demographic
questionnaire. The demographic data from bereaved family member participants included
gender, age, ethnicity, the highest level of education, marital status, employment status, %8
relationship to the deceased, year, month, and date® of the MAID event, underlying medical
condition of their loved one who received MAID, location of the death (e.g., hospital, home,
long-term care/nursing home, hospice, or other) if the MAID event was in the desired location or
setting,’® what health care providers were present at the MAID event if palliative care services
were involved prior to MAID,”* where the bereaved family member lived in relation to where
their loved one resided in the period before the death, if the bereaved family member saw the
medical death certificate of their loved one and whether it used terms they expected (Appendices
S and T). The key informant demographic survey questions included gender, age, their highest
level of education, their profession or occupation, their role related to MAID and end-of-life
care, and when they became connected to MAID (Appendix U). This data collection strategy

allowed for a description of both participant groups.

& Both at the time of filling out the questionnaire and throughout the MAID experience.
% Date was only collected from family member participants from the province of BC.

0 If not, there was space on the form to indicate why not.

11 not, there was space on the form to indicate why not.
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In-Depth, Open-Ended Interviews With Bereaved Family Members

This data collection strategy allowed for fluidity and the generation of rich data while
also seeking “deep” information and understanding from participants (Johnson & Rowlands,
2012, p. 101; Roulston, 2012). As the researcher, | embedded myself in bereaved family
members’ perspectives and their experiences, explored the broader context, challenged my
perspectives and assumptions, and uncovered multiple views through this strategy (Johnson &
Rowlands, 2012).

| used an open-ended interview format to guide this process (Appendix V). | employed a
conversational approach during each interview, allowing flexibility and reducing any power
differential between participants and myself (Patton, 2015). This approach also allowed
participants to be comfortable expressing their positive or negative perspectives. During the
interviews, | also asked participants to describe, explain further and elaborate on responses when
their narrative had me wondering (Merriam & Tisdell, 2016). When thought-provoking
descriptions and perspectives occurred, | noted them and recorded them in my supplemental
notes for later self-reflection (Johnson & Rowlands, 2012). When needed, | also redirected
questions and sought clarification from participants.

This study incorporated the concept of a first and second round of interviews. The initial
first round of interviews with bereaved family members began on June 21, 2020, during which |
focused on core questions from the interview guide. After conducting 16 interviews, | paused to
undertake more in-depth data analysis (see the “Data Analysis” section for more detail). The
pause at this juncture enabled future data collection to be augmented and additional questions
identified. The second round of interviews with an additional 14 bereaved family members began

on September 21, 2020. All bereaved family member participants’ interviews were completed by
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January 15, 2021. This process, including the pause for data analysis, enhanced the study’s
validity and extended my understanding of the experience of bereaved family members of MAID
recipients.

Regardless of whether the participant interviewed through video-conferencing or
telephone, | recorded each interview. I stated the identification number assigned to the
participant at the beginning of each interview recording. Interviews lasted between 0.45-3.0
hours. The interviews, at times, were highly emotional; and it was necessary to “capture[s] the
mood and affective components” in my supplemental field notes so I could relate these data to
the context during data analysis (Butler et al., 2019; Yin, 2018, p. 84). The transcriptionist
transcribed every audio recording word-for-word and removed personal details from the
transcripts, including the names of health care providers, hospitals or care facilities.

| sent a thank-you email to each family member participant following their interview. In
the email, | attached a document listing available resources and support for bereavement and
grief both online and in their area (Appendices W, X, Y, and Z). In that email, | also stated that I
would check in with them again in approximately 5 days to see how they were doing and that if
they had any questions or concerns, to contact me.

In-Depth Key Informant Interviews

Key informants’ interpretations of MAID implementation, policy, and processes, as well
as their understanding of broader factors that may influence the experience and perspectives of
family members of MAID recipients, were essential to highlight through questions in the
interview guide (Appendix AA). After conducting interviews with bereaved family members, |
refined key informant interview questions based on the insights gathered. I used the first and

second-round interview process with the key informant participant group. The first round of
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interviews with key informant participants began on September 30, 2020, and during this time, |
focused on core questions from the interview guide. After conducting six interviews, | stopped to
engage with these data (see the “Data Analysis” section for more detail). Following this, |
enhanced data by developing additional questions identified during analysis and identified areas
requiring follow-up or additional probing. | re-engaged with key informants beginning
November 25, 2020. The second-round interviews with participants were completed by February
4, 2021. This process of first and second-round interviews with key informants again enhanced
my understanding of these data.

Each key informant interview was audio recorded (Patton, 2015), and | noted the
identification number assigned to the participant at the beginning of each interview recording.
Interviews lasted between 0.45-1.5 hours. Each audio recording was transcribed verbatim, and
the transcriptionist removed all identifying information from transcription documents.
Documents and Artifacts

The purpose of constructing data through documents and artifacts’? was to provide
context to the experience of bereaved family members. These data are considered secondary
sources and important for data triangulation (Miller & Alvarado, 2005). Documents such as
MAID implementation guidelines, policies, and processes that framed and may have influenced
the experience of bereaved family members comprise these data. Public documents made
available by federal or provincial governments; and organizational and institutional guidelines,
mandates and policies (e.g., policy and program documents, guidelines, and frameworks) were

also examined (Patton, 2015). | purposefully selected information-rich and appropriate data

2 Artifacts are considered “objects in the environment that represent some form of communication that is
meaningful to participants and/or the setting” (Merriam & Tisdell, 2016, p. 162).



93

sources relevant to the aims of this study. Theoretical selection of documents was also conducted
based on insights and preliminary analysis from bereaved family members and key informant
interviews (Miller & Alvarado, 2005). Thirty-six documents were collected and reviewed
(Appendix BB). By including these data, they increased the comprehensiveness and validity of
this study (Miller & Alvarado, 2005).

Data collected included personal documents and artifacts. The purpose of reviewing these
documents or objects was that they were considered a “good source of data [relating to] a
person’s attitudes, beliefs, and view of the world” and could provide another account of the
participant’s experience (Merriam & Tisdell, 2016, p. 166; Polkinghorne, 2005). If bereaved
family members offered them, I considered excerpts from diaries and journals, along with letters,
videos and photos, personal notes and reflections, medical notes, email exchanges,
announcements and obituaries, and physical objects in these data. In total, 13 bereaved family
member participants provided personal documents and artifacts connected to their experience as
their loved one journeyed to an assisted death (Figure 1).

Figure 1

Type and Number of Personal Documents and Artifacts submitted by Family Members

Book(s) read [T

Newspaper Article(s) T
Audio or Video Recording T
Photo T
——

Poem (written)

Emails sent or received |
Letter(s) |

Diary or Journal ]

Type of Document or Artifact

Obituary, Eulogy or Funeral Program ]
Medical Note(s) |

0 1 2 3 4 5 6 7 8
Number of Documents or Artifacts

Note. This figure represents the type and number of personal documents and artifacts submitted
as data by bereaved family member participants.
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Supplementary Field Notes and Memos

This strategy aimed to add more rigour to the study by ensuring I regularly recorded my
thoughts, feelings, and observations after every interview (A. Bryant, 2014; Patton, 2015). |
recorded operational information about the interview (e.g., date, time, setting/location) and
assumptions and observations that could establish a context for interpreting and meaning-
making. Following each interview, | reflected on and expanded upon my observations. This
allowed me to identify potential emerging themes and connections to existing literature, which
helped me form initial analytical impressions (Patton, 2015). Recording of subjective and
objective information gathered from interviews is crucial to the interpretive description research
process (Thorne, 2016).

After each interview, supplemental field notes and memos were recorded in a typed
fashion (Patton, 2015). During interviews, | made mental notes, and following the interview, |
wrote personal memos, including particular phrases and keywords that resonated and engaged
my memory. Recording personal memos and supplementary field notes (Appendix CC) was
facilitated by purposefully scheduling time to allow for long uninterrupted periods when
reflection and the notes could be composed. | recorded 46 memos, which corresponded to the
number of study interviews. Taking the time to compose the memos allowed me to connect with
possible insights from the interviews, and | could note any questions or curiosities that arose.
(Patton, 2015).

Description of the Sample

The size of the sample for this study was 46. Thirty-one bereaved family members

comprised the primary participant group, and 15 key informants comprised the secondary

participant group.
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Bereaved Family Member Participants

Of the 31 bereaved family member participants, 19 were from Alberta, and 12 were from
BC. The family members had ages ranging from 28 to 81 years old, with an average age of 63.06
years and a standard deviation of 13.99 years.

As Table 1 presents, 26 bereaved family members were female, and five were male.
Examples of ethnic origin were not provided in the study questionnaire; as a result, bereaved
family members self-identified their ethnicity and cultural identity. Some participants provided a
single-ethnic or cultural response, while others indicated multiple ethnicities and cultural
identities (Statistics Canada, 2016). Twenty bereaved family members reported their ethnic
origin or cultural identity as Canadian/Caucasian/white, three family members indicated a
European ethnic origin, three reported a European-Canadian origin, one of Chinese origin, one
Croatian, one Jewish, one German Canadian and one bereaved family member participant
reported as Métis.

Table 1

Demographic Characteristics of Bereaved Family Member Participants

Frequency

Province of the participant (n = 31)

Alberta 19

British Columbia 12
Gender (n =31)

Female 26

Male 5
Ethnic or cultural background (n = 31)

Canadian/Caucasian/white 20

European 3

European-Canadian 3



Chinese
Croatian
Jewish

German Canadian

R = = =

Meétis

Highest degree of schooling (n = 31)

Baccalaureate degree 12
Post-graduate degree
College diploma

High school diploma

N B~ O

Below high school

Marital status (n = 31)

Widowed 14
Married 11

Common-law

3
Single 1
Separated 1

1

Engaged

Relationship to the deceased (n = 33)*

Daughter 12
Wife
Sister
Son
Mother
Husband

Sister-in-law

R = = = S B < )

Best friend

Employment status when loved one had MAID event (n = 33)*

Retired 18

Full-time employment 8
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Part-time employment
Self-employed
Casual/contract

Unemployed

R = = R I N

Semi-retired

Current employment status (n = 31)
Retired 18

Full-time employment
Part-time employment
Self-employed
Casual/contract

Unemployed

= = e T =2

Semi-retired

Note. This table outlines the characteristics of the sample of bereaved family members.
*Two participants had two loved ones who were MAID recipients.

Most bereaved family member participants stated that their highest level of education or
schooling was a baccalaureate degree (n = 12). Eight had a post-graduate degree, five had a
college diploma, four had a high school diploma, and two did not have a high school diploma. At
the time of study participation, 14 bereaved family members were widowed, 11 were married,
three were in a common-law relationship, one was single, one was separated, and one was
engaged to be married. Twelve were the daughter of the MAID recipient, eight were the wife,
five were the sister, four were the son, one was the mother, one was the husband, one was the
sister-in-law, and one was the best friend of the MAID recipient. At the time of their loved one’s
MAID event, 18 of the family member participants were retired. Eight were working full-time,
three worked part-time, one was self-employed, one worked casual/contract, one was
unemployed, and one considered themselves semi-retired. The employment status of bereaved

family members at the time of study participation included 18 who were retired, six who were
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employed full-time, three on a part-time basis, and one who was unemployed. Three indicated
‘other’ employment (one was self-employed, one worked casual/contract, and one considered
themselves “semi-retired”; see Table 1).

In addition to demographic information about bereaved family member participants, the
demographic questionnaire also focused on characteristics related to the MAID recipient and
their death (see Table 2). Twenty MAID deaths occurred in Alberta and 13 in the Province of
BC. Sixteen bereaved member participants lived in the same city but in a different home as their
loved one before the MAID event, ten lived in the same home, four family members lived in the
same province but another city as the MAID recipient, one participant relocated to the same city
as the MAID recipient, but to a different home. One family member relocated to the same home
as the MAID recipient, and one bereaved family member lived in a different province. Twenty-
three bereaved family members reported that palliative care services were involved before their
loved one received MAID, and nine highlighted that palliative care was not involved. One family
member participant did not know or recall if their loved one had received palliative care. Of
those who indicated their loved one did not receive palliative care before their death, one stated
there was a conversation, but their loved one “did not qualify.” One family member noted that
home care was involved but did not perceive it as palliative home care. The remaining
participants, who indicated palliative care was not engaged in care, did not comment further.
Table 2

Characteristics of the Loved Ones of Bereaved Family Members Participants

Frequency

Province of the participant (n = 33) *
Alberta 20

British Columbia 13
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Lived/resided in relation to MAID recipient (n = 33)

Same city but in a different home 16
Same home 10
Same province, different city 4
Relocated to the same city, different 1
home
Relocated to the same home 1
Lived in different province 1
Palliative services involved prior to MAID event (n = 33)
Yes 23
No 9
Do not know/cannot recall 1
Year of MAID death (n = 33)
2018 8
2019 8
2020 8
2016 5
2017 4
Underlying medical condition of MAID recipient (n = 33)
Cancer-related 18
Neurological 10
Cardiovascular 2
Other” 2
Respiratory 1
Where the MAID recipient died (n = 33)
In their home 20
Hospital 8
Long-term care facility/nursing home 3

3 <Other’ medical conditions included untreatable diarrhea (n = 1), liver cirrhosis (n = 1)



100

Hospice 1
Other” 1

Location/setting of MAID event chosen by recipient (n = 33)
Yes 27

No 6

Professional/provider present for MAID event**

Physician 35
Registered Nurse 32
Other 5
Nurse Practitioner 3
Spiritual care provider 3
Social worker 2

Reviewed medical death certificate (n = 21)

Yes 12
No 9
Cannot recall/unsure 0

Note. This table outlines the characteristics of the MAID recipient, as recalled by bereaved
family member participants.

* Two participants had two loved ones who were MAID recipients.
** Participants could indicate as many professionals or providers as were present.

Eight of the bereaved family members’ loved ones died through MAID in each of 2018,
2019, and 2020, five died in 2016, and four of the loved ones died in 2017. Only 11 bereaved
family member participants reported their loved one’s death date.

As outlined in Table 2, the primary medical condition of the MAID recipients whose
family members were participants in this study was cancer (n = 18). The next most common

conditions were neurological (n = 10), cardiovascular (n = 2), other (n = 2), and respiratory

" Physician’s office
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(n =1). According to the collected demographic data, the number of MAID team members and
health care professionals present at the MAID event ranged from 1 to 7 (M= 2.42). A physician
was the most common health care professional present (n = 35), followed by a registered nurse
(n =32), then ‘other’ (n = 5), nurse practitioner (n = 3), spiritual care provider (n = 3) and social
worker (n = 2).

Twenty of the bereaved family member’s loved ones received their MAID event in their
home. Eight had MAID at hospital, three in a long-term care facility or nursing home, one in
hospice and one at another location.” Of the MAID event locations, 27 bereaved family
members indicated that the place was of the loved one’s choosing. Of these, three participants
highlighted that the location of their loved one’s MAID event had been chosen but also had
required relocation because of COVID-19 public health measures and the desire to have family
members and support systems attend the death. Six bereaved family member participants
indicated that the location or setting of the MAID event was not of their loved one’s choosing.
Table 3 outlines the reasons and explanations provided by bereaved family members participants
for why the participant’s loved one did not choose the location or setting for MAID.

Table 3

Reasons and Description for the Location or Setting not being Chosen

*Participant Reason Explanation
1 Forced transfer ~ They were in hospice, but the hospice did not support MAID.
(policy) Therefore, they had to transfer to home on the day of the
MAID event.
2 Forced transfer At the time, their loved one wanted to go to a hospice but was
(policy) told that no hospice would accept someone whose choice was

MAID. So, the future MAID recipient went home, but then

'® Physician’s office.



102

*Participant Reason Explanation
returned to hospital less than a day later because of a broken
hip (cancer metastases).

3 Forced transfer Moved off their regular unit to a different unit in hospital on
(policy) the day of the MAID event. This policy was not discussed with
the MAID recipient or family. The family found out when they
arrive at the hospital on the day of the MAID event.

4 Required level of  Preferred to be at home but the palliative care unit was needed
care due to symptoms.
5 Forced transfer and  Preferred to be at home but no provider could be found to

resources (policy) accommodate the MAID assessment and provision. Required
to fly to a different province so that MAID could be obtained.
No home-like setting was available at the time.

6 Forced transfer The MAID recipient’s preference would have been to have his
(policy) death in the long-term care facility in which he lived; however,
the facility would not allow MAID to be provided there.

Note. This table outlines the reasons recalled by bereaved family member participants about why
the location or setting for the MAID event was not the one chosen by their loved ones.

* Participant study 1D was removed to maintain confidentiality.

Following their loved one’s MAID event, 12 bereaved family members indicated that
they reviewed the medical death certificate, with nine participants reporting no issues with the
document completion. Nine bereaved family members reported they had not reviewed the
medical death certificate. From this sample (n = 21), two bereaved family member participants
indicated seeing unexpected details on the medical death certificate (Table 2). In the narrative
section of the questionnaire, one participant explained,

The medical death certificate listed cause of death as the four intravenous medications

mom was administered at the time of her death. To me it is technically accurate, but

cancer was actually the cause of her death and not secondary. The medications she was
administered at the end helped her die from cancer. And it distressed my dad who was
worried about collecting life insurance subsequently. He was able to submit the funeral

home certificate and a letter from the family doctor, so that worked out okay. My
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husband is a retired police officer/lawyer, so I understood the “WHY™ of it all, and why it
was written like that. I just didn’t like it feeling so “criminalized.” He tells me that I can
request to have it amended. I haven’t done that step. (FM-13)
Another bereaved family member reported, “It has the cancer on the document, but also the
medical assisted dying — my Mom was upset about that” (FM-25).
Key Informants
Of the 15 key informants who comprised the sample of the secondary participant group,
13 were female, and two were male. Key informant participants ranged in age from 33 to 75
years (M=51.2 years, SD= 11.5 years). As Table 4 outlines, the most frequent level of education
or highest degree noted by this group was a post-graduate degree (n = 7), followed by a
baccalaureate degree (n = 4), Doctor of Medicine (n = 2), college diploma (n = 1), and one
participant noted having two post-graduate degrees.
Table 4

Characteristics of the Key Informant Participants

Frequency

Gender

Female 13
Male 2

Highest level of education
Post-graduate degree
Baccalaureate degree
Doctor of Medicine
College diploma
Two post-graduate degrees

S S NN

Profession/occupation
Registered nurse
Physician
Nurse practitioner
Social worker

NN B~ O
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Spiritual health practitioner 1
Licensed practical nurse 1

Role related to MAID and end-of-life care

Only a MAID service team member 8
Member of palliative care and MAID 4
service

Facilitator of psychosocial support 2
services

Only a member of palliative 1

care and hospice service

When became connected to MAID

Before implementation (prior to June 2016) 7
During first year of legalization (July 2016 to 4
June 2017)

At the time of implementation (June 2016) 3
Since July 2018 1

Note. This table outlines the characteristics of the sample of key informants.

Nine key informant participants were from the Alberta study setting, and six were from
BC. Five key informant participants were registered nurses, four physicians, two nurse
practitioners and two social workers, one spiritual health practitioner and one licensed practical
nurse. The role of these key informants in relation to MAID included eight who were only a
MAID service team member, four who were a member of the palliative care and MAID service,
two participants were facilitators of psychosocial support services for individuals seeking MAID
or family members of MAID recipients, and one key informant was a member of a palliative care
and hospice service. Seven key informants noted they became connected to MAID before
implementation (before June 2016), four during the first year of legalization (July 2016 to June
2017), three at the time of implementation (June 2016), and one had become involved with

MAID since July 2018 (see Table 4).
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Data Analysis

Data collection and analysis occurred concurrently and iteratively, as expected within the
interpretive description approach. Doing this allowed for the refinement of interview questions
and reflection on the research process (Thorne et al., 2004). During data analysis, knowledge was
sought at both the individual and broader contextual levels to ensure relevance. This involved
examining the “context beyond the obvious” (Teodoro et al., 2018, p. 2; see also Thorne, 2016;
Thorne & Sawatzky, 2014; Figure 2). The fluid and emergent nature of a naturalistic inquiry,
such as interpretive description, meant there was no proper distinction between data collection
and data analysis. | immersed in these data from the beginning of the study, from the point of
personally collecting these data (e.g., demographic survey and interviews), and recorded my
insights and reflections in personal memos following each participant interview. My immersion
continued as | reviewed, reflected on, and engaged with personal documents and artifacts from
bereaved family member participants. Circling back to the literature, policies and processes, and
data continued throughout the data analysis process. At the same time, | worked towards
inductively building a coherent picture of the experience of bereaved family members (Thorne,
2016). This iterative process of data analysis began at the time of data collection with the first
participant (FM-01) and concurrently as I collected data from subsequent participants (Patton,

2015).
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Figure 2

Concurrent and Iterative Process for Data Analysis in Interpretive Description

Literature;
Process

Analysis

Note. This figure is a representation of the concurrent, iterative processes of recruitment, data
collection, and data analysis in this interpretive description study. The diagrammatic depiction
also conveys the role of literature, as well as process and policy scans which aided in
comprehending the phenomenon of bereaved family members’ experiences of MAID.

As outlined previously (see the “Interpretive Description” section in this chapter), current
health care systems consist of social and structural influences, including power structures,
relationships, and practices that have the potential to impact individuals and families (Krawczyk
etal., 2019; D. Wright et al., 2018). In the context and complexity of MAID, | anticipated some
of these influences and interconnections to be evident. Given this, | decided to employ a

multilevel analysis that would assist in distinguishing between micro-, meso- and macro-level
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considerations that may have impacted the experience of bereaved family members of MAID
recipients (Krawczyk et al., 2019).

As discussed, all interviews were audio recorded and transcribed verbatim by a
professional transcriptionist. Identifying information was removed from each transcript. To
ensure that transcripts were correct and personal details were removed (e.g., health care
provider’s or facility’s name), | read each transcript and compared them to their audio recording.
By engaging with the interview transcripts and audio recordings at this juncture, | began to sort
and organize data while continuing to establish some early comprehension of the perspectives
and experiences of bereaved family members (Appendix DD). If additional reflections or
impressions arose when | re-engaged with these data, | would note them on the associated memo
document for the individual participant.

| carefully read the transcripts and personal memos multiple times to gain an early
understanding of these data (Morse, 1994). In an open process, | then organized these data using
broad, vague terms to identify what seemed significant’® (Lofland et al., 2006; see “Continued
Comprehension & Early Synthesis” in Appendix DD). As I became more familiar with these
data, I made sure not to evolve into a process of coding because of the potential to “detract from
the mind’s inherent capacity to see patterns, follow intuitions, and retrace a line of logical
reasoning among and between pieces of data” (Thorne et al., 2004, p. 14).

As | continued analyzing and organizing, | used descriptive labels instead of vague terms
(Braun & Clarke, 2019). During this phase, I followed Thorne’s (2016) suggestion to sort codes

into areas of commonality or patterns to allow for the consideration of relationships amongst

81 would do this by asking questions such as “What are these data saying?” and “What is going on
here?” (Lofland et al., 2006).
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patterns while also remaining focused on the research question. As | centred on the phenomena, |
grouped ideas and patterns and committed to doing constant comparative analysis. In doing so, |
compared all study data (e.g., policy, interviews, documents, codes) so that | could understand
the similarities and differences as well as identify possible relationships amongst these data
(Creswell & Poth, 2018; Zamawe, 2015; sce ‘Synthesis” in Appendix DD). As I began
identifying credible patterns and developed groupings (Thorne, 2016), | was mindful of being
flexible in how I labelled, coded and uncoded data (Lofland et al., 2006). As patterns emerged, |
compared and contrasted them, shifting from individual to whole sets of data, from groupings of
similar to particular differences that seemed relevant, and comparing them to existing data
(Patton, 2015; see “Theorize and Conceptualize” in Appendix DD). I maintained descriptive
memos that outlined meanings and underlying assumptions about these data, the patterns and
relationships, and noted ideas and interconnections among and about patterns and relationships
(Patton, 2015; Zamawe, 2015). | also reflected on this in my journal. Decisions about creating or
collapsing categories were noted (Merriam & Tisdell, 2016).

Additional insights and reflections occurred as the patterns and relationships that seemed
relevant to the bereaved family members’ experiences became more apparent (Morse, 1994;
Thorne, 2016). Articulating how the gained knowledge contributed, including expanding or
extending the knowledge about bereaved family members’ experiences, was essential at this
time; and came about by interrogating the patterns and relationships (see “Reconceptualization”
in Appendix DD). Reconceptualizing the patterns and relationships was a way to ensure that the
research question was the focus and that the analysis was exhaustive and addressed all relevant
data. This allowed insight and sensitivity into the nature of knowledge for the MAID

phenomenon (Merriam & Tisdell, 2016).



109

| engaged in reflexive discussions with my supervisor throughout the data analysis
process. These discussions and the guidance | received were vital as | continued to interrogate
these data and conceptualize and reconceptualize the patterns, themes and relationships related to
the research question and study aims. Being able to make sense of the findings and locate them
in a meaningful way within current knowledge (Thorne, 2016) was the final part of the analysis.
All members of my doctoral committee were engaged in this part of the process.

Data Management

| used the data management system, NVivo, to organize all the data collected in this
study. During the data analysis phase, I utilized NVivo as a management tool to aid me in the
process without replacing my immersion in data analysis (Morse & Field, 1995)

All personal documents, artifacts, memos, and physical documents collected from the
data collection strategies were stored electronically. For this study, | stored the audio recordings
and transcripts on a computer that | exclusively used. To ensure their safety, | protected the files
with a password (Flick, 2014). Once | confirmed the transcript accuracy, | destroyed the audio
recordings.

Research Integrity

To conduct a credible interpretive description study, | looked to the literature for
recommendations and carefully considered strategies to ensure this study was rigorous (Creswell,
2014; Thorne, 2016; Thorne & Sawatzky, 2014). Thorne (2008b) suggests four strategies to
enhance the quality and integrity of qualitative research, including (a) epistemological integrity,
(b) representative credibility, (c) analytic logic, and (d) interpretive authority. To begin, I will

discuss the epistemological integrity of the study (Dowling, 2006; Merriam & Tisdell, 2016).
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Epistemological Integrity

A logical and coherent approach must be followed to maintain epistemological integrity
in interpretive description research, from the research question to the interpretation of the study’s
findings (Thorne, 2016). In my study, | ensured epistemological integrity by carefully
developing the research question with guidance from my supervisor and selecting a sampling
strategy that focused on potential participants with knowledge about the phenomenon of interest.
This strategy aimed to ensure enough detail and diversity among the participants (Morse et al.,
2002; Thorne, 2008b). I also employed multiple data collection strategies that would provide a
variety of data from which to engage in analysis. While working on the research design and
process, | reflected on my experience as a nurse; thoughtfully evaluating how my background
could impact the study’s development and my analysis of these data.
Representative Credibility

The measure of representative credibility in interpretive description studies refers to
consistency in the knowledge links between the outlined theoretical claims, the research topic,
and whether the study can be substantiated based on the sample of participants (Thorne, 2008b).
This measure assumes that health research findings are more likely to be applied or implemented
if they appear meaningful (Thorne, 2014). During the study, | ensured credibility by collecting
and analyzing data. | also ensured that there were clear links between the claims, the process of
inductive reasoning, and the findings supporting those claims (Maxwell, 1992; Thorne, 2008b).

The transcripts of participant interviews were carefully reviewed multiple times during
the analysis process to ensure | contextualized data excerpts correctly. In order to have a better
understanding of MAID, | also considered my personal experience, education, and perspective,

while remaining alert to my assumptions’ influence (see the “Researcher Positioning” and



111

“Clinical Perspective” sections in Chapter 3). This is known as contextual awareness (Thorne,
2016).

Throughout my dissertation, | considered the study’s objectives and how the findings
might be interpreted by bereaved family members, and in a clinical context by nurses, and other
health care professionals, including MAID practitioners. This approach helped me maintain
credibility in my analysis, reporting, and discussion of the data.

Analytic Logic

Analytic logic refers to the ability of researchers to demonstrate their decision-making
process throughout their study. In order to provide assurance to both the research process and the
findings and to establish credibility as a researcher, | maintained an audit trail (Thorne, 2016). In
the audit trail for this study, | provided a clear description of how the research process unfolded,
key decision points and the reasoning behind them, as well as the process of data analysis. This
measure of integrity contributed to the validity of my qualitative study (Lincoln & Guba, 1985).
Interpretive Authority

Ensuring a reliable and genuine representation of participants’ experiences in a study,
rather than being biased by the researcher’s personal views, is known as interpretive authority. |
practiced transparency through reflexive journaling to ensure consistency in the research process
(Dowling, 2006; Lincoln & Guba, 1985; Merriam & Tisdell, 2016). Reflexive journaling
involves remaining alert to and explicitly stating my experiences and viewpoints that may impact
how I interpret data (Patton, 2015). In this process, | shared my beliefs, thoughts, and choices
and documented any obstacles during data collection and analysis and their resolution (Dowling,
2006; Merriam & Tisdell, 2016). During meetings with my supervisor, | communicated my

thoughts and reflections that evolved from my reflexive journal. This practice allowed me to
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articulate my understanding, insights, and perspectives, especially during data analysis. |
received questioning, which enhanced my reflexivity.

Reflexivity is a crucial practice whereby the researcher reflects on their personal views,
assumptions, biases, and abstract thoughts that could impact the research process and results
(Patton, 2015). This process requires more than just a brief acknowledgement; it is engaged in by
the researcher throughout the entire process, including study design, data collection, analysis,
and writing. Reflexivity involves identifying and addressing any barriers, power imbalances, and
ethical concerns that may exist throughout the research process. | engaged in critical self-
reflection, self-understanding, and ownership of my perspective and preconceptions throughout
the research process to foster interpretive authority (Patton, 2015). To understand the factors that
possibly affected my internal and external reactions, I carefully examined my knowledge and
experience. | approached data collection with mindfulness and reflection and considered my
biases and assumptions during data collection and in relation to MAID legislation,
implementation, policy, and processes. | remained alert to the ways my beliefs and perspectives
could influence my results and interpretations. For example, after each interview, | reflected on
the content and process of the interview, then, when re-engaging with the audio recording as |
reviewed the transcripts, | took the time to listen and critically reflect on how | interacted with
each participant. This prompting of self-reflection assisted me in becoming more aware of my
perspective and possible preconceptions that could impact data collection. It also aided in
framing subsequent interviews in some cases. This process was essential if | encountered
participants who expressed surprising or divergent views or beliefs from my own, as it could
impact data collection, data analysis, and study findings. By practicing reflexivity, | could

conduct this research more effectively, contributing to the research’s integrity (Band-Winterstein
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et al., 2014). Including rich data excerpts to demonstrate the themes and patterns in the findings
was an additional measure to promote interpretive authority in this study (Mauthner & Doucet,
2003; Maxwell, 1992; Thorne, 2008b).

Ethical Considerations

This study received ethical approval from the Harmonized University of Victoria Health
Research Ethics Board (REB), the Health Research Ethics Board of Alberta- Community Health
Committee (HREBA-CHC), and the Human Research Ethics Board at Mount Royal
University.”” In conducting this study, it was necessary to adhere to ethical standards such as
obtaining informed consent, being mindful of participants’ possible emotional and physical
reactions, and safeguarding participants’ confidentiality.

Potential participants received a copy of the consent form for their reference and review
to address any potential concerns about informed consent. After reviewing the consent form,
they were encouraged to contact me with any questions or to seek clarification. This practice
promoted the autonomy of bereaved family members by allowing them adequate time to review,
discuss, and understand what participation in the study involved. Before and during the data
collection process, participants re-confirm their consent. | also reinforced to participants that
participation in the study was entirely voluntary, that they had the right not to answer a question
on the demographic questionnaire or during the interview, and that they could cease the audio

recording at any time during the interview.

" This was a requirement for grants that | received from Mount Royal University. This study received
ethical approval from the Harmonized University of Victoria Health Research Ethics Board (REB), the
Health Research Ethics Board of Alberta- Community Health Committee (HREBA-CHC), and the
Human Research Ethics Board at Mount Royal University.
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As outlined in my discussion on the sampling criteria for bereaved family members,
seeking this group of individuals as participants was feasible and acceptable (Beck & Konnert,
2007; Butler et al., 2019; Whitfield et al., 2015). From an ethical perspective, there was no
substantial evidence to suggest that being a study participant during the bereaved period resulted
in re-traumatization (Collogan et al., 2004). The literature notes that individuals feel positive
about participating in bereavement research; however, opinions about timing and recruitment
method for bereavement studies vary (Beck & Konnert, 2007). Regardless, | was mindful that
the focus of this research could have potential risks to participants.

Due to the personal, private and possibly intense experience of MAID, bereaved family
members could experience difficulties if they chose to participate in this study. There was the
potential that family member participants could feel emotional or physical responses ranging
from “mild discomfort to significant psychological distress” (Butler et al., 2019, p. 228; EImir et
al., 2011; Sque, 2000) as a result of retelling their experiences. Published literature indicates,
however, that bereaved individuals identify being “grateful for the opportunity to tell their story
and... find increased self-awareness, empowerment, emotional relief and a sense of healing”
(Butler et al., 2019, p. 228).

Throughout data collection, the priority was on each participant’s well-being rather than
solely on the study or data. Given the potential distress that could result from participation in this
study, | provided a list of resources for family member participants following their interview
(Appendices W, X, Y, and Z). | also had a plan if a participant demonstrated or articulated

distress or their safety was questioned’® | reconnected with each participant approximately 5

81 would ensure they connected with their healthcare provider and were safe.
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days after their interview to see how they were doing and to contact me if they had any questions
or concerns (Butler et al., 2019).

As noted earlier in the dissertation, | maintained confidentiality in several ways in this
study. To ensure the confidentiality of participants, | implemented a pseudonym identification
system. This system used the participant group’s initials (e.g., FM, KI) and the order of their
study participation (e.g., FM-01, KI-01). | maintained spreadsheets that connected the
identification system with participant information. | kept the spreadsheets in a password-
protected folder on my computer that was separate from other files.

Data were collected using the University of Victoria hosted Zoom conferencing service
primarily due to the health-protection measures in place due to the COVID-19 pandemic. As a
result, I notified participants that Zoom servers, located outside of Canada, stored users’ names
and usage data outside of Canada. Also, Zoom stored no other information outside of Canada,
and no Zoom servers stored recordings of meetings. The following measures were employed to
provide increased security and confidentiality during video conference interviews: | was the host
for each meeting or interview with a participant; a pre-meeting ID was established and exclusive
to every single interview and meeting; | provided the pre-meeting ID to each participant; the
waiting room feature was enabled in the Zoom program so that | could identify who was
attempting to join the interview or meeting before access was permitted; I ensured that the ‘join
before the host’ function was disabled in Zoom settings, as well, that screen-sharing for non-
hosts, remote control functions, all file transferring, annotations and autosave features for chats
were also disabled. Once the interview began, the Zoom conference locked outsider visitors. |
informed participants that they could protect their identity and increase the protection of their

personal information if they used a nickname or substitute name, rather than their real name,
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while on Zoom. | told participants they could turn off their cameras while on the Zoom
conference for additional security.

The audio recordings of the interviews were sent to the transcriptionist via email in a
password-protected data file. Only the transcriptionist and myself had the password for the data
file. As discussed, the transcriptionist removed all identifying information at the transcription
time, and | destroyed data files after confirming the accuracy of the transcripts. At no time were
specific comments attributed to any participant unless there was prior agreement. Any hard copy
documents with contact information or documents produced during this study were in a locked
cabinet in a private office, at Mount Royal University. These documents will be stored as such
for 5 years, after which time the researcher will destroy them through confidential shredding.
Chapter Summary

Interpretive description is a valuable research method in nursing research and practice-
driven inquiries. Understanding the complexity surrounding MAID required collecting detailed
and comprehensive data. | used five data collection strategies including demographic
guestionnaires, documents and artifacts, supplementary field notes and interviews with bereaved
family members and key informants connected to MAID to address the research question and
study aims. This study included a sample size of 46 participants, consisting of 31 family
members and 15 key informants. | conducted data analysis in a concurrent and iterative process
to gain a better understanding of the experiences of bereaved family members whose loved one
was a recipient of MAID. The study design and processes were carried out with quality criteria

to ensure the findings’ trustworthiness.
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Chapter 4: Findings

In this chapter, | present the findings of my study. To provide an understanding of the
experiences of bereaved family members, | have divided my findings into two main sections. In
the first section | identify three contextual factors that seemed to frame the experiences of
bereaved family members as a loved one moved through the process of choosing and receiving
MAID. In the second section, | describe my gained understanding of the experience of bereaved
family members using three overarching themes that emerged from the study data. | conclude
with a summary of the complex nature of the experience of family members.

Throughout this chapter, I include excerpts from participants’ interviews to illustrate the
findings. As outlined in Chapter 3 (see the “Ethical Considerations” section), | implemented a
pseudonym identification system to ensure the confidentiality of participants and | have used this
throughout this chapter. Participant identifiers FM-01 to FM-32 (excluding FM-15, as they
withdrew) were used when citing material from family member interviews, and identifiers KI-01
to KI-16 (excluding KI-08, as they withdrew) when quoting key informant participants.
Understanding the Context for Family Members

During this study, family members shared emotional and impactful descriptions that shed
light regarding their experiences as well as illuminating contextual factors that created tension
and complexity to these experiences (Patton, 2015) and seemed to have significant impact on the
bereaved family members. Three factors emerged as key contextual considerations for family
members of MAID recipients: knowing the perspective of their loved one, being aware of their
loved ones’ suffering, and the family members’ personal beliefs about assisted dying. These
contextual elements appeared crucial to gaining an understanding of the experience of family

members as they moved through the MAID journey with their loved ones.
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Knowing the Perspective

Many family members revealed they knew their loved one’s views on death, dying, and
assisted death. However, | discovered the timing at which they gained this knowledge differed
and impacted their experience. Some shared that their loved ones had already expressed their
comfort with the idea of assisted death before it became legal in Canada. It was not uncommon
for family members to anticipate their loved ones’ choice for MAID as an option, as this
daughter shared,

Medical assistance in dying, it was always on our radar, because of my mother, she had

MS [multiple sclerosis]. Long before it [MAID] became legal, she had talked about it and

mentioned that this would probably be something that she would deal with. It was

through her that | came to know about it. As soon as it became legal, she was right on it
and said this is what she wanted to do. (FM-17)

A loved one’s perspective on MAID also came into focus following the diagnosis of a
life-limiting condition. They expressed that this life event sometimes prompted their loved ones
to share their viewpoints about assisted dying. Others spoke of their loved ones openly
discussing their outlook on death and how they wanted to die for many years before any health
issues arose, much like the father of this participant:

My dad had always expressed ages ago that if he was ever terminally ill, that that would

be his choice even before it was legal in Canada. He commented he would fly overseas.

That would always be his choice, particularly if it was a terminal illness. (FM-25)

As this daughter described, her father’s declaration occurred before any diagnosis of a life-
limiting condition or illness, yet the sharing of his beliefs seemed to provide a foundation for

later understanding. For other bereaved family members, their knowledge of their loved ones’
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perspective about death and assisted dying came to be known gradually over time, as this son
explained,

She had been an advocate for MAID. | remember her forwarding me things from Dying

with Dignity [a national human-rights charity focused on protecting end-of-life rights] to

write MPs [members of parliament] about. During these 6 years she would have the
conversation with me about when she is hospitalized and when the medical directives are
updating changes; she would [laughing], she would set up treasure hunts for me to find
around the house where different important documents were. She was actively
participating in planning for her own death and way more actual planning when we get to

MAID. (FM-22)

Although some family members were aware of their loved one’s perspective, other family
members expressed that knowing this perspective did not necessarily make their experience less
profound or easier to manage.

Some family members also expressed they were surprised that their loved ones’ beliefs
were compatible with MAID or that their loved ones would even consider it. When their loved
ones then expressed their desire to begin the process for MAID, these family members were
taken aback and expressed that they were not mentally or emotionally prepared for it, as
described by the daughter: “At that time ... I felt like I had been hit by a ten-tonne truck”
(FM-05). Not knowing that a loved one would consider MAID also intensified the experience for
some family members. As one participant recalled, her brother-in-law “cried and cried” (FM-32)
when her sister brought up that she wanted MAID, he had no idea that she would contemplate an
assisted death, but as this family member recalled, the husband gradually “got more used to it as

the time when on” (FM-32). The contextual factor of knowing a loved ones’ perspective on
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assisted dying appeared to be an important element in the experiences of bereaved family
member participants.
Being Aware of the Suffering
For the most part, family member participants understood the suffering of their loved
ones, and recognized that suffering had a negative impact on their loved ones. Family members
seemed somewhat prepared when their loved one announced they were pursuing MAID in the
context of being aware of the suffering. Some family members also acknowledged that through
this recognition of suffering, feelings and discussions about their loved one’s situation and
circumstances occurred, as this wife articulated,
We were talking a lot and talking about it and discussed our feelings about it and kept
coming back to he’s suffering so much, and he was getting worse every day, and this was
a way to end that, and this was the best thing. He was a shell of a human. (FM-16)
There was variability in when family members came to realize the suffering of their loved
ones and its impact on their loved one’s life. When a loved one had been diagnosed with a
progressive, life-limiting condition, family members seemed to more easily confront the idea of
suffering of their loved one, as this daughter recalled,
My family already talked, and we all supported Dad a hundred percent and told him that
right from the start. The Parkinson’s he was dealing with, and it was a very fast onset,
rapid progression, we were all one hundred percent behind him, whatever he wanted.
(FM-26)
Being aware of their loved one’s suffering tended to influence the context of family members’
experiences, as this wife recalled “seeing the rapid progress of his disease and knowing that his

suffering would be over. That was a big thing. That was central” (FM-27). For some, like this
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wife, it meant they had to be honest about what they saw and the challenges their loved one was
experiencing:

Seeing someone like [my husband] suffer and struggle like, you could physically,

viscerally see it and witness it. It was awful and the worst thing | have ever witnessed,

So, trying to dissipate that but being unable to was hard. (FM-16)

When family members did not observe their loved one’s deteriorating health or understand the
degree of suffering, this seemed to establish a more intense experience for family members.
When a family member lived far away and was not able to see the changes in their loved one’s
health firsthand, this seemed to occur more frequently, as this mother reflected,

The closer people were, the more they saw the need for it [MAID]. The person who had

the most resistance, that’s the wrong word, the person who had maybe some feeling of

dismay, was my daughter. She is far away and doesn’t see him very much. She hadn’t
seen him for a year. A lot changed in a year. (FM-28)

This mother seemed to indicate that her daughter’s situation was more complex than her
other children’s, as it was dependent on the time spent with her father. At times, family members
needed to witness the suffering their loved one was going through to understand and more likely
accept their situation. In a particular case, a mother remembered her son’s reluctance to consider
MAID as an alternative for his father: “He didn’t believe [his dad] was dying” (FM-23). She
explained how her son started spending more time with his dad, even staying overnight because
“he didn’t believe it” (FM-23). Sometimes, conversations also made family members aware of
their loved one’s suffering. For some, these discussions helped them acknowledge the suffering

and formed the foundation of their understanding:
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We talked about what was important to [my husband], particularly about what he wanted
the remainder of his life to be. I know that he was pretty firm in his belief that MAID was
the right decision for him. To prolong the torture, he was going through was not quality
of life at all; it was just endurance. (FM-07)
This participant found that her husband’s conversations about his experience and feelings helped
his family better understand what he was going through. Despite knowing that he was suffering,
his family still experienced intense emotions, as this same participant described, “As we waded
through the process [of MAID], [it] was just horrific to know this” (FM-07).
Personal Beliefs
It became evident to me during this study that family members’ moral and ethical beliefs
seemed to be a crucial contextual element to their overall experience. Many described how they
worked through their perspective about MAID, including this son who spoke of his worldview
that framed his perspective around assisted death:
| am a former geologist, so | am a scientist. | am atheist, agnostic so | am not bound by
those conventions. | have had many pets over the years. Taking care of an animal makes
you realize you have this obligation to minimize suffering, and I understand that the
medical profession going all the way back to do no harm, yada, yada, yada. That is very
narrowly interpreted a lot of times. The question is, are you actually doing more harm by
prolonging an existence as opposed to a life when you are ending it? We [he and his
family] had that discussion many times about how we treat our animals and the way we
treat our ageing parents and it was a pretty easy conversation to have. My sister and |

were on the same page. My brother needed to come to terms with it. (FM-01)
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For the most part, family members appeared to try to balance their personal, moral and ethical
perspectives about MAID with the choice of their loved ones, as this daughter described,

That human beings should have that opportunity. Morally without having it a part of my

life or thinking too deeply about it, yeah, that makes sense, why wouldn’t we? Our dogs

and our animals get sick and we euthanize them and so on and so forth. | always agreed
with self-determination in that respect. When he said it, it kind of shocked me, I didn’t
really feel ready for that in the moment, but then I realized he’s been waiting for this for
years and his time is here [pause], then ethically, there’s no way | would have put any
seeds of doubt in his mind, not that we could have. I just felt like this opportunity was
here, this is what he wanted. He clearly had been thinking about this. (FM-06)
Many family members shared this common experience of reflecting on their personal beliefs and
interpreting what MAID meant to them, within the framework of their loved one’s desires. A
daughter recalled that she “always held back a little bit about how [she] felt” as “it [was]
definitely what mom wanted” (FM-17).

In reflection on family members’ personal, moral, and ethical beliefs it appeared to me
most significant when the choice for MAID was incompatible with their beliefs. In coming to
terms with her mother’s (the aunt’s sister) choice for MAID, this daughter recalled that her aunt
had asked if a friend could speak with her mother in hopes of obtaining a different outcome:

At one point, my aunt had a lady that she played bridge with, and the lady was quite

religious, and my aunt asked my mom if this lady could come and talk to her. My mom

said, “Sure, why not.” This lady came and tried to, a stranger, in essence, tried to
convince my mom that she was going against God and going against, just pulled out

every religious card in the book. | was disgusted to hear this. Then my mom told me, she
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said, “You would be proud of me.” I guess my mom listened to the lady and did a lot of
nodding, my mom was a really good listener, and when the lady started on the religious
bent, my mom just said, “I understand your opinion, but I truly believe if God did not
want me to have this right then He would not have allowed our Canadian Government to
put it into practice.” (FM-11)
As another family member recalled, her sister’s religious perspectives conflicted with her
father’s decision to enact MAID, which became an element to the contextual background of their
experience in the weeks before their father’s death. After several discussions and encouragement
from the sister, the family member decided to engage with her father before his death:

I couldn’t be mad at my sister either; that was something she struggled with. She didn’t

agree with it. That was hard for her, and part of what she had to go through. Within a

couple of weeks coming up on the event, I did finally tell her, “If you don’t go talk to

him, you will regret it. Go take the kids in to see him. You will regret it for the rest of
your life. You will be unhappy with yourself about this one thing, so you have to go at
least and see him and say goodbye.” It was about a week before and she and her family
went in and spent a Saturday with him. Did all the things I would normally do with him
there. (FM-25)

Key informant participants suggested that family members and friends, even though they
seemed uncomfortable with MAID due to personal, religious or moral reasons, often
demonstrated support for their loved ones. For the most part, family members managed to get
through to the MAID event, as this wife of a MAID recipient highlights,

He asked [others] to leave the room and he [the best friend] was with [her husband] and

tried to talk [her husband] out of it, one last time because he said, “I won’t get to see you
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in the after-life because this is a sin based on my religion.” [Her husband] said, “You

know what man, | love you, you are my best friend, but I am doing this for me, and I

believe we will meet again some time.” (FM-16)
This wife recalled that her husband’s friend “believed so strongly [against the decision for
MAID] that he tried one last time” (FM-16) to alter the decision. Her husband did not reverse his
choice but replied, “thank you, I respect you, but no, there’s no way [I will change my mind]”
(FM-16). The friend stayed and supported the MAID recipient and afterwards told the recipient’s
wife that “he was going to do a lot of praying [for her husband]” (FM-16). In this wife’s
experience, she was not personally impacted by what occurred or the inclusion of this
individual’s beliefs into the experience because her husband was so confident in his choice but it
seemed to establish an element to the contextual framework as the family gathered in the room
before the MAID event. However, other participants suggested they experienced more intense
emotional conflict regarding their choice to participate in supporting their loved one, as this
husband shared,

It’s murder. She doesn’t die, she’s killed by us. I'm being very careful to separate my

relationship with [my wife] and how comfortable I am with that and how comfortable |

am with her decision. I’m talking about me in that moment, in abstract. I don’t know if

you could prepare anyone for that. I don’t know how you do that. (FM-02)

Although this perspective was not frequent among the study participants, it indicates that
the moral, religious and personal perspectives of a family member could impact their overall

experience.
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Summary of the Contextual Elements of the Experience of Bereaved Family Members

The stories coming from bereaved family members suggested three contextual
considerations: (a) knowing the perspective of their loved one, (b) being aware of their suffering,
and (c) the family members’ own personal beliefs. Each of these factors appeared to impact and
influence bereaved family members’ experiences throughout the assisted dying process.
Although it was not easy to hear, most family members spoke of knowing their loved one’s
perspective on assisted dying and generally were not surprised when they chose MAID. For
those unsettled by a loved one disclosing that the MAID process would begin, it appeared that
having prior knowledge of their loved ones’ perspective influenced the context of family
members’ experience. Acknowledging the suffering of a loved one seemed important for many
family members in that it provided context to their experience; most notably for those who were
physically distant or unprepared to accept that their loved one was suffering and preparing to die.
Family members’ perspectives, including their religious, moral and personal beliefs, also tended
to influenced the context of family members’ experiences. Most family members worked
through their perspective about MAID, understanding and balancing their beliefs about MAID to
support their loved one’s choice. Even though some family members had unresolved conflicts
with this choice, it was my observation that most chose to set aside their apprehension and
supported their loved ones, regardless.
Understanding the Experience of Bereaved Family Members

Beyond the individual and personal experiences, family members seemed to describe
broader system and policy factors that impacted them during this time in their life. The
interconnections between these considerations added layers and complexity to the experience of

bereaved family members. I have described these as three overarching themes: (a) they want
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MAID, now what, (b) prepared but maybe not ready, and (c) evolving understanding of this type
of death. Several subthemes further illuminate the perspectives of bereaved family members and
how their experience with MAID impacted them.

They Want MAID, Now What?

Family members were affected in varying degrees by their loved one’s choice to receive
MAID. According to most family members, once their loved one indicated they wanted to pursue
MAID, they responded by supporting them, and some felt they needed to become actively
engaged to enable their loved one’s choice. I also found that there were several external (meso-
level) elements why and to what degree a loved one became involved to navigate the process.
The three that I identified are (a) how health care organizations and provincial and territorial
jurisdictions responded to MAID legislation, (b) how challenging it was to access information
about MAID, and (c) how integrated MAID was in the system. In addition, the philosophy of
palliative care services in relation to MAID, and the intersection between palliative care and
MAID programs seemed to factor into family members’ involvement. These meso-level
considerations seemed influential in the experiences of family members as their loved ones
proceeded to MAID.

Navigating Access. Family members described varying degrees of involvement, support
and responsibility as their loved ones pursued their choice for MAID. Some family members did
not have to do much, or anything at all, once their loved one expressed their desire for MAID
(FM-03; FM-23; FM-26; FM-27). In these situations, the process towards MAID appeared to be
seamlessly integrated into the system with accessible health care professionals who were
knowledgeable and able to assist and guide individuals through the process, as one sister

recalled,
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She said, “What do | need to do to have, to be allowed to go [have MAID]?” And that
hospital was absolutely stellar. I’m so glad she was there. The staff were absolutely the
most amazingly compassionate, empathetic people | have ever met. They have witnesses
right on staff. (FM-18)
When this level of integration and collaboration occurred, the family members seemed to report
the overall experience as being positive. However, regardless of the level of integration of MAID
services, when a loved one declared they wanted MAID, many family members reacted to this
by accessing and gathering information on their own:
Being able to help my dad get what he wanted. That was the huge thing.... When my dad
said, “This is what | want,” it was like, “T wish you hadn’t said that but okay. What do we
need to do?” (FM-25)
For some, like this daughter, their involvement seemed to be by choice because they wanted to
have some responsibility; for others, their engagement appeared to be related to whether their
loved ones could determine how to access information and initiate the MAID process
independently (FM-01; FM-02; FM-04; FM-21; FM-23; KI1-09). This wife described that the
“most challenging” part of her experience was “getting it [MAID] activated [initiating the
process” (FM-29):
We said right up front, he wants to be able to register for it [MAID]. If somebody had
taken ten minutes to say, this is the paperwork, this is the process. Repeatedly having to
push for information, to [get her husband] registered. If you look at the documentation,
you need to have two people [witness the signature]. [He] couldn’t just do the
documentation [himself]. The doctor told me to download it and to [get my husband to]

sign it and drop it off at the [doctor’s] office. (FM-29)
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This wife went on to express,

It would be helpful at the front end, if there was a bit more hand holding ... and here is

someone to talk to you about what the [MAID] option is. You try to research stuff and try

to figure it [the MAID process] out, so you can give the best support you can on the
journey. We finally got the paperwork done but that was months after we had initially
instituted the inquiries. (FM-29)

Some family members identified there was a lack of clarity on how to obtain information
about the MAID process, program, and services which made their experiences a little more
complicated (FM-07; FM-12; FM-13; FM-14; KI1-09). As this wife remembered, “Trying to
figure out the paperwork. Just getting it organized and lined up. It’s hard to find, first of all”
(FM-12). When health care professionals, even those who did not know the MAID process,
engaged with family members, sought out the information needed and openly shared it with
family members, this tended to help ease the tension during this part of their experience (FM-11;
FM-12; FM-14; KI1-09). As this daughter recalled, her interactions with this health care
professional made a difference for her:

I had talked to the palliative nurse before, and said, “Listen, my mom wants MAID. What

do I do? Can you help? Because nobody at the hospital was helping.” It was that

uncertain time and people still didn’t know what the heck they were doing. She said, “I

don’t know, I’ll have to talk to my supervisor and get back to you.” So, then she called

me the next morning, she basically walked me through it. “This is what you need to do to
apply for MAID, for your mom to apply. You need to go to the website. You need to go
to this place; you need to download the form. You need to find witnesses, fill out the

form and send in the form.” I needed somebody to verbally walk me through the steps. I
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was just thankful that she told me because | needed somebody to actually say those

words. (FM-14)

When family members confronted unexpected impediments to information about MAID,
it typically was surprising and appeared to cause stress for some during an already anxious time
(FM-10; FM-13; FM-20; FM-21; FM-25; KI-07). In her interview, this wife recalled, “At that
time, the hospice would not give me any information. Any of their personnel would not answer
any questions or give me any direction” (FM-13). This wife went on to note how she “expected
better at the hospice” (FM-13) and described how she handled the lack of access: “My sister and
| were causing angst among some of the nursing staff because of our questions and because of
our assertiveness and what we expected” but as a result, she “got called to the principal’s office
[the Director of the hospice] a couple of times” because of her persistence (FM-13). When
family members suggested that a MAID program was not well integrated into health care or
organizational systems, this appeared to influence their level of involvement and, for some, their
experience (FM-01; FM-07; FM-10; FM-13).

Variation in access to MAID, including provisions, were also described by some family
member participants as a memorable part of their experience (FM-11; FM-13; FM-16; FM-17,;
FM-19; FM-22; FM-28). Meso-level elements, including organizational policies and processes,
tended to be perceived by some to get in the way and potentially inhibit their loved one from
accessing some or all aspects of MAID. This could include providing information and education
about MAID, permitting members of the MAID team to enter the facility for the purpose of
discussing aspects of MAID, allowing MAID assessments onsite and allowing a MAID event to
occur in a facility or organization or on the unit. In some organizations and institutions, policies

seemed to have evolved since implementation in 2016 (KI-02; KI-06; KI-13), but others have
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continued to refrain from allowing complete access to MAID, possibly resulting in loved ones
having to be relocated for access to MAID to occur (FM-19; FM-21; KI1-03; KI1-09; KI-10). For
some family members, the restrictive policies did not seem to impact their experiences (FM-19;
FM-24); while others found this challenging (FM-16; FM-25; FM-28).

Where restrictive institutional policies existed, they seemed connected to faith-based
organizations, a specific unit, or facilities where palliative care was the principal focus (KI-03;
KI-09; KI-10). When in place, these policies refrained from permitting full access to MAID and
sometimes resulted in family members needing to take more responsibility, including potentially
bringing their loved one elsewhere for MAID to occur (FM-13; FM-14; FM-19; FM-25). As this
daughter recalled, “The assessment took place at my sister’s place. He [her father] told the Lodge
he was going to my sister’s house. Everything took place at my sister’s place. We just knew
that’s where it would be” (FM-19). For this daughter, she knew the institution where her father
lived was “staunch[ly] Catholic” (FM-19) and adapted since MAID could not occur there.

When unit or institutional policies restricted full access to MAID, including the above-
mentioned provisions, many family members felt the burden of this as this daughter recalled,

They wouldn’t [allow MAID provisions] at the facility. So, we had to take him over to

the hospital which was just a block away. [We] got all of his room cleared out. Bundled

him up because it was cold out. Took him to the hospital. The hardest part of this was that
it was in the outpatient area of the hospital. It was really sterile, it was just weird. He
didn’t want to do it at home because he didn’t want mom to go back to it afterwards.

(FM-25)
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For some of these family members, when their loved ones lived in a home-like
institutional setting’® for many years prior, and relationships had been established, bereaved
family members appeared to be more tolerant of restrictive policies®® (FM-19; FM-25; FM-27).
Alternatively, family members tended to be impacted by policies that affected access when their
loved ones were admitted before MAID occurred (FM-13; FM-16; FM-17).

When family members confronted unexpected impediments to information, such as,
when MAID was being considered in the context of legalization and implementation, it appeared
to create tension during an already stressful time (FM-10; FM-13; FM-20; FM-21; FM-25; K-
07). Family members who met knowledgeable and supportive health care professionals more
likely spoke of a positive experience in these cases, even if there had been challenges with
gathering information and access initially (FM-05; FM-11; FM-12; FM-14; FM-18; FM-26; FM-
27; K1-09). When information about MAID could be accessed easily, and the process was
understandable, family members suggested a positive experience. There also seemed to be an
impact on the experience of bereaved family members when organizations and health care
institutions prohibited full access to MAID, as defined in their policies. However, the degree to
which this impacted them seemed possibly dependent on the prior relationship with the
organization, the leaders and health care team.

Appreciating Palliative Care. As presented in Chapter 3 (see the “Description of the
Sample” section, “Bereaved Family Member Participants” subsection), most bereaved family
member participants recalled that their loved ones received palliative care before their MAID

death. As this husband reflected, “She [his wife] qualified for palliative care the moment she was

" A lodge, assisted-living facility, or long-term care institution.
8 Restrictions include not permitting access to MAID or requiring a forced transfer.
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diagnosed with ALS [amyotrophic lateral sclerosis], right from Day 1, as soon as there was a
formal diagnosis” (FM-02). While most family members recalled conversations about palliative
care for their loved ones, some family members remembered these conversations being “scary”
(FM-16) because of the negative connotations they had associated with palliative care, as this
wife recalled,
They provided him with extra pain meds that would help but said, otherwise, wait for
your meeting with the oncologist Monday. That’s when we saw both oncologists come
into the office and that was another big red flag and they said they wanted to admit him
into the Palliative Care Unit because he had a lot of unmanaged symptoms.... That was
very scary hearing that word. (FM-16)
It appeared that due to preconceptions about what a palliative approach to care means, family
members seemed uneasy regarding this type of care. Several family members thought that
palliative care was provided only to eminently dying individuals (FM-05; FM-20; FM-29),
which they were not prepared to admit, as described by this wife,
| had a misunderstanding of, as many people do | believe, about palliative care. | thought
that automatically meant end of life, which it does not. They were very great in trying to
alleviate some of his pain and suffering and doing everything possible to make him the
most comfortable, which was wonderful. (FM-16)
As a result of misunderstanding and miscommunication, the consequence seemed to be a delay
in access to palliative care for some of the loved ones, as the wife of a MAID recipient described,
I didn’t know what the significance was of being on palliative versus not being on
palliative. There was confusion. We got the nurse to come so my son and his wife came

so they could hear what the nurse had to say, and that’s when some of the right questions
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got asked. She said, “You refused hospice.” I said, “We don’t want to put him in a
hospice. I thought that meant that he had to go into a care facility.” He wanted to be at
home. I didn’t realize that hospice care meant a level of caring in the home or access to
support or other things. (FM-29)

After starting palliative care, some family members regretted not advocating for a change
in their loved ones’ care level sooner (FM-13; FM-27). As this wife, a former palliative care
professional, described,

If I had one regret, he was palliative in the broad sense of palliative, the whole time he

was there. If | have any regrets, | wish | had pushed for that earlier. Then, it was a total

change. I’m not criticizing... I don’t know why I didn’t push for that [palliative care], but

I wish I had. I was so caught up in this COVID virus and they wouldn’t let us in [to the

assisted living facility where my husband lived]. It was still early days in terms of trying

to figure out what to do with family and COVID. (FM-27)
Although this husband did receive palliative care, what resonated for this participant was that she
felt it was her responsibility to advocate for her husband’s change in care as his condition
deteriorated (FM-27).

Once palliative care was in place for their loved ones, some family members reflected
that this did not mean it alleviated their experience or challenges, especially when MAID was
chosen by their loved one. One son described his experiences as “compartmentaliz[ation]” (FM-
30) of palliative care as MAID came into focus, with “little fluidity” between the two services
(FM-30). Several other participants suggested palliative care and MAID services as poorly

intersected, as this son continued to describe,



135

There are multiple branches of the process ... not just with MAID, but palliative care. It’s
all compartmentalized and doesn’t really flow into one, and it’s like, “We are going to do
early palliative care. Oh, you will do this part, and now you have been determined that
your cancer is terminal and now we will go onto here.” There’s very little fluidity to it all.

It’s all broken up. (FM-30)

When MAID was involved, several family members indicated that the continuity of care for their
loved ones receiving palliative care at home through community-based services felt
compromised, resulting in fragmentation of care. This tended to result in some family members
engaging or re-engaging in caregiving activities (FM-07, FM-13, FM-21, FM-30).

In further reflecting on his experience, this participant wondered if the quality of
palliative care services provided might have been a factor in the timing of his father’s MAID
death, “If he [his father] had been more comfortable and [it had been] easier, maybe he would
have held off a little bit longer [before getting MAID]?” (FM-30). However, there seemed to be
little more that many family members felt they could do other than continue supporting their
loved one’s choice and providing care as needed. This impression that individuals may choose
assisted death due to inadequate care is a concern also heard in society and among health care
professionals and disability advocates (Miyasaki, 2021; Raycraft, 2022).

| noted that access to palliative care prior to the choice for MAID seemed to be one
component of the experiences of family members. Like faith-based institutions, however, when
MAID became legalized, some hospice programs also chose to refrain from providing MAID,
thus separating palliative care services from MAID programs, as this palliative clinician

described,
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When the MAID legislation was first enacted, | was working on the hospice unit. It was
really clear that hospice palliative care was separate from MAID. There was a lot of
effort to distance that this wasn’t our work—this isn’t what we do. I feel like within our
hospice, it wasn’t a religious based one. We felt like this is a choice that people have, but
it certainly wasn’t part of our program. It was very separate. (KI-10)

Certain family members observed a difference in the provision of palliative care after
their loved ones decided to pursue MAID, and their eligibility confirmed. As this wife recalled,
“At the beginning, I had this idea that MAID would be linked with palliative care. | realized as
time went on, that wasn’t the case. It shocked me” (FM-27). Some family members seemed to
feel that professionals on palliative care teams overlooked their loved ones once MAID was in
focus (FM-07; FM-13; FM-16; FM-22), as this wife described, “Basically the Palliative team
disappeared once [her husband] applied for MAID” (FM-07). From this wife’s perspective, even
though her husband had been receiving palliative care before MAID became his choice, he
continued to experience poor pain and symptom control, and she was having trouble coping; the
care did not seem as the same quality. This wife®! also described,

It saddens me. It came as a shock to me. I can be naive. I didn’t work when MAID was

happening. | just assumed that MAID would be hand in hand with palliative care and that

they would work together. When I started hearing bits and pieces, [I thought], “Oh my

God.” (FM-27)

In instances where palliative care services did not seem to support MAID, and the patient
was in inpatient palliative care, this sometimes required a move to a new facility for the MAID

provision, which added challenges during an already difficult time, as this daughter described,

8 This wife had worked as a palliative care professional.
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Even when my husband’s mom and dad passed away, they were still in the palliative care

rooms at the hospital or the long-term care facility. You were still there and able to stand

by the bed and hold their hand. That didn’t happen here [with her father]. (FM-25)

Key informants corroborated the identified benefits for family members when
intersections between palliative care and MAID services were made (KI-01; KI-02; KI-06; K-

10; KI-12; KI-14; KI-15; KI-16). As this MAID practitioner reflected,

It’s really nice when I do work with the palliative care nurse because they make sure that
they have given them all the grief support, the family, all the grief support. They offer to
stay and wait for the funeral home with them. If it’s another nurse, you don’t get that
usually. (KI-11)

When family members suggested a disconnection between palliative care and MAID
services, it gave the impression that access to both care options was not optimal for individuals
and their family members. The influence of program and policy decisions by organizations and
institutions appeared to be challenges for family members during the MAID process and into
their grief and bereavement (FM-07; FM-13; FM-27; FM-29; FM-30; KI-07; KI-14; KI-16).
Some of these challenges included having to take on additional caregiving responsibilities and
potentially seeing more suffering of their loved one when the fragmentation of care resulted in
less adequate pain and symptom management.

For the most part, palliative care was in place prior to a loved ones’ request for MAID
(FM-02; FM-03; FM-16; FM-21; FM-23). Some family members wondered if palliative care was
accessed by their loved one, or if the quality of the palliative care had been better, would their
loved one have chosen to delay their MAID event (FM-07; FM-13; FM-23). Some family

members seemed to feel that when their loved one chose MAID, there was a fragmentation
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experienced between MAID and the palliative care services that had previously been in place.
This sometimes required that they take on additional responsibilities. Few family members felt as
though they, personally, had received adequate support from the palliative care service as their
loved one proceeded through to MAID (FM-02; FM-05; FM-26).

Prepared but Maybe Not Ready

Once their loved one opted for MAID, most family members valued being actively
involved, although this closeness sometimes resulted in tension. Even when family members
seemed to feel prepared for their loved one to receive MAID, the mental impact of this
experience, mainly coming to terms with the fact that their loved one was going to die and,
possibly, that they had supported them in achieving MAID still had to be dealt with. Family
members also appeared to experience living in a state of suspension while waiting anxiously to
hear if their loved one would be eligible and proceed to MAID. When their loved one decided on
MAID and scheduled their day of death, the impression was that this was a significant part of the
experience of family members as they confronted that their loved one was going to die. This part
of their experience appeared to impact some family members throughout their grief and
bereavement, as well.

Reconciling Involvement. Family members provided diverse perspectives on their
experience of involvement. Some were already caregivers for their loved ones; for others,
pursuing MAID seemed to prompt them to relocate or have their loved one move closer to be
with them. With these changes, different responsibilities arose. Some family members spoke of
being engaged with their loved ones in the time leading up to the request for MAID, with many
noting they became most involved when MAID came into focus. Of those who spoke of their

involvement with their loved ones before MAID was in focus, most talked about caregiving,
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providing transportation, and seeking additional treatments for their loved ones. Within these
discussions, an acknowledgement of guilt appeared to frame their experience during this time, as
this daughter recalled,
From my perspective | felt guilt. | felt that if I could have done something more, maybe
might have been able to visit more often [crying], or if | had been able to [pause, crying],
have her live with me. Her family was everything to her, it was very important to her. |
know it’s ridiculous and I can’t take that on, but that’s something that I felt. (FM-17)
Several family members mentioned feeling exhausted before their loved ones decided to have
MAID. Afterwards, family members sometimes expressed uneasiness in thinking about that
time, as this wife described,
| often wonder if he would have chosen to live longer, but he knew that | was exhausted.
He knew the family were tired too. | have never been that tired in my life. Even when he
was in care. | was there [at the long-term care facility] every day and if there were issues
with his pump, I wasn’t able to go to the cabin. [ wasn’t comfortable leaving him.
(FM-27)
When MAID was requested, these family members wondered if they had been more involved,
would their loved ones have chosen to live longer, as this daughter remembered, “I keep having
to remind myself that I did my best. [My mother’s friend] said to [me] that [my mother] knew
that [1] didn’t know how much [I] was actually doing for her”. This daughter shared that it was
good for her to hear this “because that meant it’s true [that she was involved enough and her
mother appreciated it]” (FM-20). In working through their grief, some family members like this
daughter spoke of reconciling that they had been involved as much as possible and had done

enough for their loved ones, indicating a perspective that their level of involvement did not
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determine why or when their loved ones chose MAID. As a key informant participant also
described, “[1t] is fairly universal in the people that are left behind. The question is, did | do
enough? If I didn’t do enough, is that why they chose to end their life?” (KI-14). All participants
who shared their experience gave the impression that they were aware that they were not
responsible for their loved one’s choice for MAID and that they had done enough in caring for
and supporting them. However, coming to terms with this realization appeared essential in the
overall experience of family members.

When MAID became the option for loved ones, the level of support and degree of
responsibility family members assumed varied. Despite differences in experiences, most family
members mentioned they centred their attention around their involvement and connection so
their loved ones could receive MAID. Many described a need to reconcile their involvement
within this context. For some family members, there was little they needed to come to terms with
(FM-01; FM-03; FM-04; FM-06; FM-28), but for others, this was not an easy part of their
experience (FM-02; FM-17; FM-22). llluminating that in some experiences, although family
members were engaged and supportive, they may have had reservations about their involvement
in facilitating access to MAID and, thus, their loved one’s death. The impact of this tension
seemed to continue into bereavement for some family members.

After accessing information about MAID following a request from her father, this
daughter spoke of sharing her learning with him:

The first conversation | had with him [her father] about the MAID thing after | had

explored, I told him what the process would be... I made up a document and gave him a

simplified one about what would happen and what had to happen. (FM-28)
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This daughter seemed to describe that being actively involved in this way was crucial to her
experience: “I was unwavering because I knew why I was doing this. I would never not have
done this. | felt this was the last but very significantly good thing I could do for my dad”
(FM-28). Knowing what she needed to do and being prepared seemed comforting; others also
described it eased their experience as their loved one made their choice.

Not all family members, however, expressed having a choice whether they engaged when
their loved one brought up MAID as an option. Since requesting MAID involved certain
regulatory and procedural aspects, including completing documents, finding independent
witnesses, and submitting the request, some family members and friends felt they needed to be
involved in completing the requirements. As one son remembered, their family experienced
challenges from the beginning while they attempted connect their father with the MAID option:

At [the hospital], nobody seemed to know what the process was. We went around, and

you have to get two people and two doctors they know and then you have to get

witnesses and they are all volunteers and they are hard to find. It struck me as being a

convoluted process. I had a moment of frustration with the Minister of Health, “What’s

going on here?” I ended up speaking to someone in their office, whose parents had gone
through the process, and they were sensitive to my cause, things started to happen fast
after that. It was just a question of getting it organized. (FM-01)
Without this son’s involvement and advocacy, it seems that his father’s pursuit of MAID may
have been much more challenging; and the wife whose husband was told to simply sign the form
and have it dropped off at the doctor’s office also noted difficulties in initiating the MAID

process and felt that she needed to “speak for him a lot. Just because he [was] tired” (FM-29).
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When a loved one had limitations or symptoms affecting their ability to complete the
requirements or tasks to initiate MAID, their family members recognized the need to be
involved. This seemed to happen most often with family members who were in caregiver roles.
For example, this husband recalled that his responsibility in initiating the MAID process was
necessary because of his wife’s physical condition: “[She] couldn’t control her hands anymore.
She could use her keyboard but couldn’t control a pen. I was involved in the administrative part
of it completely, and I would make the phone calls” (FM-02). It appeared that some family
members did not see they had a choice in being involved when their loved ones expressed
wanting MAID, and when confronting this, they seemed to prioritize their loved ones. Although
they did not express it in this manner, as an interviewer | wondered whether they were signalling
a feeling that they had abandoned their loved ones if they did not assist and support them.

For some family members, their involvement affected them deeply. Most often, for these
individuals, it seemed that the greatest impact was when it was close to when their loved ones
would die and after the death. This son recalled that, after providing information on accessing
MAID, his mother got approved. His perspective was that his mother might not have considered
MAID if he had not given her the information, leading him to feel strongly about his
involvement in the situation:

Once she was approved, I tried to not display my reticence, I didn’t feel very confident

about [pause], | was scared because she was approved, then maybe she would be

influenced, like she was influenced by me to get approved. | was worried she would be
influenced to go ahead with it. I remember feeling a lot of turmoil inside. (FM-22)
This son described reconciling his level of involvement once his mother delayed her MAID

event by about a month. She had been experiencing significant symptoms at the time she was
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approved, and following the easing of some of her suffering, she postponed her death. The son
said he felt more comfortable about his involvement once his mother made a “very sober”
(FM-22) decision about her date for MAID.

While many family members generally reconciled their involvement and their feelings
and emotions about their connection to their loved ones” MAID journey, others struggled. For
some, their discontent and uneasiness continued into bereavement, as this husband discussed,

We were supportive, we were comfortable that [she] was comfortable that she wished to

do and did. Setting that aside, the actual act of killing her, which is what it is, was a total

shock to me. Nothing in my experience had prepared me for that reality.... It’s the actual
act itself. I am not an accessory after the fact, | am a participant. (FM-02)

Family members had different viewpoints about their involvement. Many individuals
shared that when their loved ones began discussing MAID, this began a level of involvement in
care that they had not anticipated; others spoke of being engaged beforehand. Many of these
family members discussed coming to terms with the fact that they had done everything they
could to help their loved ones before MAID became their loved one’s choice. Most family
member participants spoke of coming to terms with their involvement and supporting their loved
ones through the MAID process.

Primarily, family members reflected that they found positive elements to ensuring their
loved one received MAID, which helped them reconcile their uneasiness in their experiences.
For some, however, this part of their experience continued to cause unrest into bereavement.

Living in Suspension. Regulatory processes, guidelines and procedures evolved from
legislation and policy and framed the time from when a loved one contemplated MAID to their

event. According to some family members, the elements in the regulations and guidelines that
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required a pause in the MAID process caused family members to sometimes feel apprehensive
and nervous while they waited for things to proceed (FM-07; FM-11; FM-20; FM-21; FM-25;
FM-28; FM-31). Some family member participants also gave the impression that organizational
and institutional policies and processes created a sense of loss of agency because of waiting
periods as their loved ones sought MAID (FM-01; FM-04; FM-06; FM-11; FM-13). These
periods seemed to result in family members being in a holding pattern, tending to have difficulty
doing anything beyond waiting, nor did they give the impression that they could prepare for the
potential that their loved ones may die because they may not qualify for MAID. This daughter
described this part of her experience as an anxious and stressful time: “That was the stuff that
was the most stressful. The most difficult was waiting to hear” (FM-11). Recall that many of
these experiences were from the family members’ perspective of supporting and being involved
with their loved one’s choice.

Many family members seemed describe feeling stuck in a state of uncertainty until their
loved one received approval or the MAID event date was determined. Several family members
articulated being unable to move forward psychologically, that their loved one may die through
assistance, as this daughter described,

What we really needed them to do was set up those assessments. Mom’s assessments

took almost a week to set them up and they were 3 days apart. Her last assessment was 3

days before she died. It was like Day 8, in the 10-day waiting period I’m talking. We

didn’t know [that the loved one qualified] until it was close to the end of the 10 days.

(FM-14)

Interviews with several key informants highlighted that they seemed aware that the

suspended waiting time that tended to be inherent in the journey towards MAID in the early days
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of implementation and through Bill C-14 was experienced differently by family members versus
those within the health care system:

Time runs on a different scale. Waiting for contact time, meaning, sending a message to

coordination, or coordination saying, | need to look for an assessor. Any of those process

related waiting times, I think for the family it’s like five or 10 times longer than the actual
clock time. (KI-05)

When a loved one opted for MAID, regulatory requirements (Bill C-14, 2016) seemed to
cause family members to feel like they were in limbo at times, primarily because of safeguards
and eligibility criteria noted in the legislation.8? Additionally, organizational and institutional
challenges seemed to lead to similar experiences. Some family members felt that the health care
team’s understanding of institutional MAID procedures and policies, especially during the first
few years of MAID implementation, appeared to make things difficult. According to this
daughter’s recollection, the health care team on her father’s unit admitted to being unsure how to
proceed when her father requested MAID:

They commented that they weren’t, they were trying hard [pause], but this was new to

them too, so sort of “bear with us while we try to figure this out.” Of course, my dad is

done with this and wants to get the process going. There were a couple of days there
where it was stressful where everyone tried really hard to figure out what to do next. The
comment was made, if these were the other hospitals [in the city], they are more familiar
with this [MAID], and it would have gone more smoothly there. (FM-04)

Like this daughter, other family members tended to experience periods of anxious waiting due to

factors that paused progression. It seemed that when this was related to a lack of knowledge

82 Some of the safeguards and criteria have since been modified in Bill C-7 (2021).
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about crucial elements of the MAID process by those in the health care system, family members
also felt they were living in suspension. In this son’s case, there were complications when a
health care professional requested a suspension in the progress of his mother’s MAID request
until she underwent additional assessments:
Another challenge, my mom was diagnosed in Germany. Her full diagnosis was all
written in German. [I got the documents] professionally translated and certified. That’s
what we provided to the MAID navigators. The person who was doing the scheduling [of
the MAID assessments], made contact with us, and she said that they wanted mom to be
diagnosed in Canada. | felt like because [the MAID team member] was unsure, we got a
little bit lost in the system. [The MAID navigator] then called me back finally and said,
the doctor who will be assigned to your mother’s MAID case, is the neurologist from the
ALS clinic and he insists on a diagnosis in Canada and his soonest available appointment
is two months away. I lost my shit. My mother doesn’t want to die six months down the
road, no. This is imminent and especially with something where she can lose her capacity
to consent. (FM-20)
Waiting for supplementary requirements created a highly stressful experience for this family
member as they witnessed their loved ones suffering and wondered if the delay would affect
their opportunity for MAID. Such occurrences also seemed to make the psychological
preparation of family members more challenging. These family members seemed to experience
an emotional upheaval in these situations, as this son recalled, “The emotion for me was more
tumultuous. When we finally got that [approval], it was tears of joy, and we don’t have to worry

anymore” (FM-20).
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In some cases, family members also gave the impression of living in a state of suspension
as organizational leaders modified existing policies to permit access to MAID. Through this, as a
daughter recalled, “there was a lot of back and forth” (FM-11) until progress was possible on
access. Family members noted that when this occurred, it was unnerving to wait to find out if
their loved one could access their choice in their location (FM-11; FM-12; FM-13; FM-14; FM-
21; FM-26).

After the death of a loved one, some family members recalled that the feeling of living in
suspension seemed to recur as a result of system and organizational factors they encountered.
This created challenges for some family members and appeared to impact their experiences
during grief and bereavement. As this wife recalled,

They gave us some time with [my husband] and then the kids and I left the room. At that

time, the individual had to be transported to the Coroner’s Office, but no transportation

had been arranged. It was hours, and they were trying to find somebody to transport [my
husband]—[pause] it was uncomfortable because here there were strangers in our house
and they were trying to make phone calls and sort out how [my husband] was going to be
transported and who was going to do that. The kids and I went down to the creek and
waited down there for an hour. They finally found someone. (FM-07)
Her husband’s body remained at home for approximately 5 hours and there was nothing she
could do about it. The lack of control that this wife had, in her home, after the MAID death of
her husband seemed to be a factor in her experience. This situation appeared to significantly
impacted her at the time, in grief and into bereavement. This participant recalled that she “can’t
shake that experience of where we waited, where we sat, what we did” (FM-07). At the time of

the interview, she had listed her house for sale.
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Waiting during the MAID process had disparate aspects and was interpreted differently
by family members in their experiences. During the MAID process, some family members
appeared to experience living in a state of suspension, particularly when involved with their
loved one’s request. This caused many family members to feel anxious, apprehensive, and in
emotional unrest. Some family members also seemed to articulate that this pause impacted them
in preparing earlier for their loved one’s death because they were uncertain if MAID would
occur. It is important to note that not all family members felt that when the system, an
organization or regulatory requirements resulted in a period of waiting, it negatively impacted
them (FM-11; FM-17; FM-25).

Realizing the End. Although many family members supported and were actively
engaged with their loved ones as they proceeded to MAID, it seemed to be met with mixed
emotions when it was official that their loved one would receive MAID. These feelings
connected to their experience were generally not about the assisted death itself but rather that
their loved ones’ life was ending, and they knew the date and time when it would happen. As this
son described, “Death is always a random thing. When you say, the 18th of October, then it’s not
random anymore. It’s very tough” (FM-30). This spouse also articulated this poignant aspect:
“[1t] puts a pin in your heart” (FM-29). Knowing the day of death placed concrete parameters
around their loved one’s life length. It became more tangible and felt “unnatural and like [their]
brain could not process it,” as one wife recalled (FM-16).

Although most family members understood their loved one’s wishes and supported them,
it seemed from interviews that they might have put their feelings aside and focused externally on
their loved ones while they pursued MAID. In doing so, and because of other experiences in the

process, such as the periods of waiting, family members may not have fully addressed or
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reconciled their own emotions and feelings about their loved one’s death until decision on the
date of death. This final realization was an aspect of their experience that many family members
seemed to identify as requiring much more of them than they anticipated. It was intense, as this
wife shared,

Honestly, I didn’t take it [going through the process and qualifying for MAID] that

seriously because we weren’t there yet; it [MAID] wasn’t something we had to seriously

consider. I almost, I wouldn’t say I ignored it, but I didn’t give it [that her husband
initiated the MAID process] much attention.... Maybe he just wants to have the idea, the
option in the back of his mind, just in case, because things are pretty unbearable right
now, but perhaps if they can get a better handle on everything, it won’t be necessary. |
don’t know, in my mind I am obviously trying to justify any way to keep him around
with me longer because, how could this be happening? (FM-16)

Once MAID was scheduled, as this daughter recalled, it was accompanied by a sense of disbelief

in knowing this:

It was really strange. For the next couple of weeks, oh my God, this time next week,

dad’s not going to be here. How can I be thinking that? I don’t know when he’s going to

die. Yeah, I do know when he’s going to die. So strange. (FM-19)

Family members seemed to find knowing the exact date and time of their loved one’s
death to be an almost overwhelming aspect of their overall experience. When they were involved
in determining and organizing the date, the reality of the situation appeared even more apparent.
Despite the emotional and influential nature of the decision, most family members did not

hesitate to participate in deciding the date, according to one daughter’s recollection,
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I said, “What about the summer? Why don’t we wait until July?” Of course, the kids
weren’t in school because of COVID. Dad said, “Summer is the time for the kids to be at
the lake. I want the kids to be at the lake” [crying]. (FM-26)

It was not only knowing the date that had them confront the realization of their loved
ones’ pending death, but it seemed the process of deciding the day was also impactful in family
members’ experiences. As this husband discussed, he found it jarring how the decision about his
wife’s MAID event came about:

So, we call the doctor, and she [the doctor] is in her own headspace because she [the

doctor] can stand MAID for 6 weeks at a time and then she takes 6 weeks off to keep

from burning out. She says, “I’'m around for a couple of weeks, then I’m taking 6 weeks
off.” [His wife] looks at that and says, “I have already decided to die, what difference
does it make?” [It was] like being hit in the head with a two-by-four. They discussed it
back and forth, and from her initial comment that “I am going to die at the end of

November” to dying was 11 days. Like booking a pizza; there’s the discussion, which is

how it feels, of setting a time. Like we are talking to an airline booking agent or

something like that. No, that flight is not available, there’s another one leaving at such
and such. Yes, it came as a deep shock to me. (FM-02)
He indicated that the conversation could have been more personal, relational, and not so
mechanistic. He suggested that discussing something as important as the day his wife would die
should not feel so casual and unfeeling.

Once the day of the MAID event arrived, it did not mean that some family members’

emotions had settled. This son remembered that the arrival of the MAID team nurse caused him

to feel anxious and upset all over again because the end had arrived:
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We played her favourite music that she wanted playing, and what did surprise me was
that the nurse who was assisting the doctor arrived like a half hour early. Which, when it
happened, I was like, “No, no, no, no! Please leave. You said twelve o’clock.” That
bothered me a bit, because [pause] I didn’t want to feel rushed, and, in that moment, I felt

a bit rushed. (FM-20)

There were poignant times in the experiences of family members, often when they
confronted the realization of their loved ones’ death. For many, internal tension seemed to
surface when they realized the MAID death of their loved one was inevitable. Knowing the exact
date and time their loved ones would die seemed to be an important part of their experience and
grieving process. When family members were involved in the decision-making about the MAID
event, this tended to make the reality of the situation more tangible and shocking for some.
Evolving Understanding about this Type of Death

Given the nature of assisted dying, for family member participants, MAID seemed to
allow them a different death experience, including an opportunity for families to remember,
honour and bid farewell to their loved ones. While emotional, having the time to reminisce and
celebrate their loved one’s life appeared to help prepare family members as they grieved. Being
able to say goodbye while their loved one had the capacity to do so tended to be a positive part of
their experience.

When it came to the MAID death of their loved one, some family members expressed
concern about sharing knowledge about the death. My findings illuminated that, for various
reasons, many family members selected to keep the type of death private. For some individuals,
maintaining privacy about the choice for MAID continued into bereavement and appeared to

cause their experience to be stressful.
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Enabling Celebration, Reminiscing, and Saying Goodbye. Although the impending
death of their loved one was a difficult time, many family members described their experience as
a time to celebrate, reminisce, and say goodbye to their loved ones. They recognized a desire to
make memories not only for themselves but also for their loved ones and other members of the
family. There seemed to be an acknowledgement of the feelings associated with the connection
that came through these practices and how it influenced their overall experience. As one wife
recalled, “The only way I can describe it is, it was basically a love orgy of the five of us all
together” (FM-30).

Due to the MAID experience, many family members seemed encouraged to connect with
their loved ones and create memories because they were aware of their loved one’s capacity and
expected time of passing. This was described by one son who experienced the benefits firsthand:

The night before she passed, my fiancé arrived, and we had a little engagement party

because my mom wouldn’t make it to the wedding. It was me and my mom and my

fiancé and my mom’s friend. My mom wrote a toast to us, ... with my mom’s no-bullshit
attitude.... The weeks leading up, we looked through boxes of photos and her telling me

stories. | was recording stories and recording conversations with her, learning family and
her history. (FM-22)

Giving attention and spending time, sharing favourite foods, reminiscing, or recalling
fond memories (e.g., slideshows, presenting photo albums, a memaoir) were just some of the
elements described during this period. These interpersonal interactions and activities tended to be
meaningful to family members. As this daughter recalled, they also marked a time that enabled

reflection, connection, and togetherness:
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So, [our family friend] drove for us. It was my brother and his wife. My sister and her
partner. My husband and I, my mom and my good friend all went on this final bus ride.
He wanted to go for this big, long bus ride and [our family friend] said, as long as he
wants to go, we are going to go. Mom, the practical one [said], he is going to need to be
back to have lunch in time for the nurses to come at three. We had to rein him in a bit.
We did this lovely tour. He [dad] didn’t point out a single [thing]. He was at the very
back of the bus and he told us afterwards that just seeing us [crying] that he had forgotten
the [things he wanted to talk about], watching us was enough. (FM-26)

Another daughter reflected that having the opportunity to say goodbye and engage with family

traditions was a memorable part of her experience:
By this time, it was more intimate. People who weren’t closely connected to him did not
participate on this day, which meant it was his family and [his partner’s family]. They
were all people he was close to, and a few other people showed up. The plan was, we
would have that room available as our base because we couldn’t crowd around his room
the whole day. People would go up and down and had what they knew was their last visit.
Then he had lunch. This was a funny thing because what we were going to do afterwards
was, we were all going to go to our house and have European wieners and a dinner
around European wieners—he loved them. We were planning on doing that and have a
meal that he might have had prepared. We need to be together for a bit. We can’t have
this happen and then go on our own way. We picked them [the wieners] up and had them
in the car; it was February, so it was cold. My husband and | were there when he [her
dad] was having lunch and he wanted to know what we were going to do later, so we told

him about our European wiener dinner, and | thought he would like that idea. We were
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carrying on his traditions. He just heard that we had European wieners in the car. | had to

go get a package and get a couple out and had to figure out how to heat them up. They

had a kitchen with a microwave, so he had some European wieners and French’s mustard
for his last lunch. (FM-28)

Some family members suspected their loved ones did not care about what happened in
those days leading up to their death, the celebrating and reminiscing. These family members felt
that, in some way, their loved one had placated them. It seems these actions were more about
what family members needed, as this daughter described,

Our youngest son would come up there with his daughter and she would jump on

grandpa’s bed, and she brought him a Build A Bear, and I think he would have been fine

if that didn’t happen, but I don’t know. He would eat the food that everyone brought. I

think he was trying to make us happy too. My niece came up with her iPad and watched a

baseball game with him, which he couldn’t see or hear, brought him hot dogs, tried to

keep him happy, I guess, and I think he tried to keep us happy too. I’'m not sure that we
were keeping him happy as much as we were making ourselves happy. (FM-04)

Saying goodbye and reminiscing was not without sadness, however. The realization that
the connection, actions, and activities were occurring because of the known, pending death of
their loved one was difficult for many:

[My husband] also talked to his sister and her now husband on Facetime, and that was

also very strange and odd, and they were talking about and bringing up different

childhood memories and laughing and crying. (FM-16)

Final preparations varied among family members, but most described this time as one to

embrace each other, remember, and connect. As this daughter suggested, “It’s that idea of people
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having their funeral before they die so they can hear all the good things people say about them.
[We] had that experience, and it was lovely” (FM-28). This seemed to be when family members
could “just be present” (FM-20) with their loved one as a son remembered. When thinking about
the days before her husband’s MAID event, this wife described,

They [their adult children] started coming around and spending their evenings here. They

started pulling out photo albums and asking questions. There’s something maybe you

want to know. He was writing his memoir. He was writing a book and had been doing
this for 10 years or perhaps more, in very short gribs and grabs. Eventually it was coming
together and almost done. Some of the conversations were around finishing the book
before he died, and we did, or he did, or we did. (FM-23)

Key informant participants also highlighted the impact of reminiscing, ceremony, and life
review. This health care professional and MAID team member reflected their observation of a
family member’s grief and bereavement:

If the person could have that life review before the actual procedure and include the

family and friends in that life review, I think the after pain would be different and also

probably less because there would be a real understanding of the individual’s life that has
chosen MAID. It’s a huge piece. (KI-14)

Family member participants described many emotions on the day of the MAID event,
regardless of the degree to which they supported or were ready for their loved ones’ death.
Sadness, emotional pain, calmness, dignity, and beautiful were some of the descriptors bereaved
family members used in their interviews. Although it was difficult to know when their loved one
would die, family members also spoke about the positive aspects, as well as the freedom and

comfort it provided them. As this son recalled, “I just asked the doctor if it would be okay if | got
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into the bed with my mom.... I wanted to hear her heartbeat. I laid on her chest until I couldn’t
hear her heartbeat anymore” (FM-20). Intimately experiencing the death of their loved one
seemed to be a way for this son to say goodbye and engage in a final ceremony with his mother:

I was holding my mom in my arms and kissing her forehead and crying and telling her

she’s beautiful while she was dying. I didn’t look up for the next 10 minutes while she

was dying. Even after they said she had died, we were all just sitting there crying.

Eventually, | asked everyone to give me a moment to be alone with her. (FM-22)

Each family member participant seemed to find their own way to say goodbye to their
loved one:

Before he died, after the group hug, there were also some individual goodbyes. | was the

last one. They all left the room, and I got left alone with him. That didn’t last very long

but it was a goodbye. He said to me that | was the best thing that ever happened to him,
and I said I knew that [laughing]. I wished him luck. It was like going away on a trip. |
said, “You are going to do fine.” (FM-23)

For most family members, their loved ones’ MAID death was one that they were grateful
and appreciative of, as this daughter expressed, “This was such a positive experience, not the loss
of my mom, not that part, but the whole process, being able to say goodbye and wrap everything
up” (FM-11). Some participants also shared that MAID provided an opportunity to shift some of
their beliefs about assisted dying: “Since it has come into my household, I definitely have had a
change of my opinion” (FM-20). One unique perspective appeared to be that sharing a MAID
death did not feel “any different from any other death” (FM-32), as this loved one’s sister

expressed.
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For most, MAID facilitated an opportunity to reminisce, celebrate, and say goodbye to
their loved ones, which most family members identified as positive. However, this part of their
experience was not without sadness as well. Although activities and interactions might have not
appeared to be desired by their loved ones, this did not prevent many family members from
engaging in ceremonies or reminiscing before their loved one’s death, perhaps for themselves. It
appeared that most family members felt it was beneficial to their experience that they had the
opportunity to somehow say goodbye to their loved ones while they had capacity.

Keeping the Type of Death Private. When loved ones expressed interest in pursuing
MAID, it appeared to spark discussions with family members about the decision. These
conversations seem to have enabled a broader understanding of life, death, and dying that may
not have happened otherwise. After these open conversations, many family members indicated
that they did not see a need to share widely that their loved one had MAID; instead, some wanted
the choice to remain private and were mindful of their word selection in communications.

Although MAID seemed to provide an opportunity for openness and sharing, not all
experiences of family members reflected this. Instead, some felt it an isolating and frustrating
experience, particularly when accessing information about MAID was challenging or when
health care professionals were unapproachable. This feeling seemed to more likely persist for
family members when they identified that others might judge or not support their loved one’s
choice or their engagement in the process, as this daughter recalled,

My sister’s kids were older and I remember when my sister told my niece, she was like,

“Is that even legal? Can you even do that?”” You walk away feeling like you have done

something wrong, just because of the way it [MAID] was all set up. You don’t really
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want to tell people that you aren’t sure of or comfortable with because [of the reactions].

(FM-25)

When family members confronted organizations or institutions that did not fully support
MAID, this seemed to influence a family member’s decision to disclose that their loved one was
requesting or having MAID and that they were supporting the request. These factors, both
individually and in combination, suggest that micro-level and meso-level elements appeared
influential in the experiences of family members and their decision to keep the knowledge that
their loved one had MAID private. For some, their need for privacy about the type of death
continued into bereavement.

When legislation was enacted (Bill C-14, 2016), it seemed that family members
experienced unexpected impediments to information about MAID processes, programming, and
services (FM-07; FM-12; FM-13; FM-14; KI-09). As discussed, this experience depended on
when MAID was being considered in the context of legalization and implementation; however, it
appeared to create tension and a feeling of apprehension for some family members (FM-10; FM-
13; FM-20; FM-21; FM-25; KI1-07). Family members who confronted restrictions, either from a
health care provider or through policy and processes, seemed to feel unrest. For this daughter, the
health care team who cared for her father told her that they,

cannot do anything to support this [MAID], but would not interfere. That was their stand.

This was just a normal day and he [her father] was going to get an expected visitor who

would give him a lethal injection. They knew it, but they did not assist” (FM-28).

Some participants seemed to interpret this to mean that their loved ones’ MAID event
should be kept a secret in that institution or on that unit (FM-13; FM-14; FM-19; FM-25). For

example, the daughter of a MAID recipient who lived in a faith-based residential Lodge took her
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father to her sister’s home® on the day his was scheduled for MAID#* under the guise of lunch
with his daughters. After her father’s death through MAID, the family called the Lodge and “told
them that dad didn’t wake up from his sleep in the afternoon” (FM-19). What appeared to
emerge through these experiences was that when policies and processes did not allow full
access® to MAID, some family members interpreted that the choice for MAID should be kept
private. One participant described that this explicit or implicit secrecy became “a major source of
stress and anxiety” for some family members (KI-09).

When MAID policies and processes were not known, unclear, or misunderstood, they
appeared to impact the experiences of some family members (FM-04; FM-07; FM-12; FM-13;
FM-16). This wife recalled being utterly unaware of a unit-level MAID policy that restricted
MALID provision until she and the rest of her husband’s family arrived on the scheduled day of
MAID:

We had to arrive at the hospital a few hours before the planned time. We showed up back

at the Palliative Care Unit where he had been for the last 2 weeks with all of the nurses

we knew. He actually had to be moved into a different unit, which we did not know was
going to be the case.

He didn’t seem to care so much because he was easy going, but [ would say for
the family, it was more bothersome because we were the ones who were going to have to

be there after he was gone and now we were going to this unfamiliar unit. So, we went

8 The MAID recipient lived in a faith-based assisted living facility that did not permit access to MAID on
site.

8 The MAID assessments were also performed secretly at the MAID recipient’s daughter’s home.
8 This includes assessment(s) and MAID provision.
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over to, I don’t know where it was, still in the same building. It was a room at the very

end of the hallway, and | would say there was a lot of nervous energy. (FM-16)

Other family member participants similarly mentioned that they were not informed about
policies regarding access to MAID, and neither were their loved ones. These family members
expressed dismay that health care professionals would not share this vital information to assist
and guide them as they tried to support their loved ones’ choices (FM-01; FM-04; FM-21; FM-
23; K1-09).

As this former MAID team member identified, when family members had difficulty
supporting their loved ones due to actual or perceived restrictions, they saw the potential impact
it had on them:

Misinformation can be really detrimental. Just making sure that people are educated.

Making it not so secret. It’s [the process request MAID] really hard to find on the [health

service] website, according to patients and their families, they didn’t have an easy time

with it. (K1-15)

Some family members’ need for privacy also appeared to stem from a concern that they
could be a target of attack or stigma if they revealed the choice for MAID. This wife recalled, I
told them they couldn’t tell anyone because I didn’t want anyone to be protesting on my front
lawn” (FM-13). Not revealing the type of death was similarly identified in key informant
interviews:

| feel like in [our area] there is this sense of hiding what we are doing because we don’t
want to offend anybody. We don’t want to make anyone uncomfortable. Don’t tell
anybody why you are here. If you are taking a medication kit, make sure you cover it up,

S0 no one suspects what it is. (KI-09)
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Some participants also expressed concerns about sharing their loved ones’ decision for MAID
with people outside the immediate family group, intimating the need for privacy and needing to
be more emotionally prepared to handle the reactions of others. For example, one sister and her
family chose to keep the details of their sister’s death private until after she died:

A couple of them knew that she was going to do it, but they didn’t know when. They live

away. They were very angry. They would have phoned her up and would have been a big

[deal]. The emotions of the people, your loved ones around you, would make you feel

sadder.... We just phoned them after it was finished. (FM-32)

Keeping private that their loved one received MAID was difficult for some family
members. This was challenging, particularly when connected to other close family members who
were unaware of the details of the death. As the daughter of a MAID recipient recounted, she had
a conversation with one of her brothers: “You can’t be telling people. That was the only glitch of
the whole thing. My son still doesn’t even know” (FM-19). In their decision about whether to
reveal that their loved one received MAID, some family members appeared to keep in mind the
potential impact of disclosing the type of death, specifically how it might reflect on others’
memory or image of their loved one, as this daughter disclosed, “I would like to tell my son
sometime, but you know, first, | have to feel out how he feels about MAID because | would hate
for him, he has such grand respect for my dad” (FM-19). It seemed that through privacy about
the type of death, family members were protecting their loved ones and themselves.

Other family members also discussed their intentionality in selecting words to articulate
their loved one’s death while not fully disclosing that it was through MAID. It seemed that some
participants chose to focus on the death itself rather than highlight the type of death, as this wife

articulated,
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Since that time, | have confided in [a neighbour] and my other neighbour that it was
MAID that he had. I didn’t feel a sense of having to say that because to me, he died of
MSAZ® [multiple system atrophy] with the help of MAID. I didn’t feel I needed to put it
in the obituary. (FM-27)
Keeping details about the death private and being selective about wording was also this
participant’s experience: “I do remember there was a decision made that once the date was set,
that we [the family] weren’t going to broadcast that and that it would just be the death
announcement. The death announcement said it was by her choice” (FM-03).

Some family members also acknowledged concerns about repercussions and potential
adverse reactions from people in their support systems, local organizations, or their community
(e.g., church, social group) if they disclosed the type of death. As the mother of a MAID
recipient described, “I didn’t talk about it that much. Especially with the people at my church. I
was worried that it would be frowned on” (FM-08).

The feeling of wanting to keep MAID private from support systems also appeared in the
descriptions of family members who sought formal psychosocial support after the death of their
loved one. Key informant participants similarly observed bereaved family members choosing not
to reveal the type of death while in broad-based group bereavement counselling sessions®” in
particular. In their interview, this retired social worker spoke about what they had noted with

bereaved family members of MAID recipients:

8 Multiple system atrophy is a rare neurodegenerative disorder that affects several areas of the brain
including the cerebellum and autonomic nervous system (Multiple System Atrophy Coalition, 2020).

87 Counselling groups not specific to those impacted by a MAID death.
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Families weren’t sharing, even with their intimate circle, that the death had been by
MAID, so | began encouraging people that they could say the person died of their cancer,
they didn’t need to declare that MAID was the cause of death because really, the
underlying illness was the reason for the person choosing MAID. (KI1-01)
This key informant discussed that family members might have been concerned about
experiencing stigmatization by others because the death of their loved one was MAID.
According to another key informant participant, this was not unusual: “Some [bereaved family
members] got comments from other members like, ‘Well, my husband had a heart attack; he
didn’t choose to die.” There was a judgement there for some people. Alternatively, they would
say, ‘In my religion...”” (KI-14). There seemed to be an impression that tension may exist,
whether real or perceived, between people who lost a loved one suddenly or through natural
means and those whose loved ones received MAID. This tension could create a negative
experience for MAID recipients’ family members and may lead them to avoid discussing the
type of death their loved one received.

When it came to the MAID death of a loved one, several family members indicated
concern about the timing, method, and details of how the information might be shared. This
study illuminated that many family members selected to keep the type of death private. Some
individuals hesitated to share knowledge about their loved ones’ MAID death due to factors such
as awareness of other people’s perspectives and the potential consequences of sharing the
information. Some family members had a different experience due to factors at the meso-level,
such as institutional and organizational policies and the moral and ethical values of the larger

community and support groups. These factors appeared to influence the decision to disclose
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information about the type of death which impacted their experience when MAID was being
pursued and into bereavement.

Some participants shared concerns about potentially being judged or stigmatized if they
revealed their loved one’s choice for MAID, even in formal support groups. In the end, family
members who chose to keep the type of death private appeared to make a personal decision
framed within their experience. Many of those who had concerns about the perspectives of others
and how they could react to their loved ones’ type of death continued to experience this into the
bereavement period.

Summary of the Understanding the Experience of Bereaved Family Members

Through an iterative process, | identified three broad themes which facilitated an
understanding of the experiences of bereaved family members of MAID recipients. The themes,
they want MAID, now what? being prepared but maybe not ready, and an evolving
understanding of this type of death primarily comprised micro-level elements; however, meso-
and macro-level aspects were evident in the analysis and assisted in illuminating the subthemes.

The first theme, they want MAID, now what, primarily described the impact of meso-
and macro-level elements on the individual, the bereaved family members. Navigating access to
MAID appeared important in understanding the experiences of bereaved family members. This
aspect of their experience seemed influenced by how health care organizations and provincial
and territorial jurisdictions handled the legislation, how easy it was to access information, and
how integrated MAID was in the system. Additionally, the philosophy of palliative care services
and the intersection between palliative care and MAID programs were illustrated through the

subtheme, appreciating palliative care.
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As | discussed, most family members valued involvement when their loved one pursued
MAID. This sometimes, however, caused them to experience uneasiness because of their
involvement, thus describing the second theme, being prepared but maybe not ready. The
subthemes to this understanding, reconciling involvement and realizing the end, described that
even when family members felt prepared for their loved one to receive MAID, there seemed to
be an emotional impact to confronting that their loved one was going to die and that they had
supported them in achieving their choice. Family members seemed to live in a state of
suspension, a third subtheme, which appeared to be important to understanding their experience.
This part of a family member’s experience tended to be unsettling as they waited to discover if
MAID would become part of their reality. This subtheme also seemed to impact when family
members started to grieve because many wanted to know that their loved one was eligible and
was proceeding to MAID before psychologically preparing.

The third and final theme, an evolving understanding of this type of death, was further
elucidated through the subthemes, enabling celebration, reminiscing and saying goodbye, and
keeping the type of death private. Family members suggested that MAID provided a unique way
to approach death. Many tended to take time to celebrate, reminisce and say goodbye to their
loved ones. Though emotional, this part of their experience appeared to help them prepare for
grieving. Maintaining privacy about the type of death seemed important for several family
members, as sharing this information could cause anxiety and concern for repercussions. The
need to maintain privacy continued even after the bereavement process had begun for some

family members, further affecting their experiences.
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Chapter Summary

In my exploratory interpretive description study, | aimed to understand the experiences
and perspectives of bereaved family members who have had a loved one end their life through
MAID. This study is a story of how families supported their loved ones regardless of their
perspective on MAID. Contextual factors of knowing the perspective of their loved one, being
aware of their loved ones’ suffering, and the family members’ own personal beliefs about
assisted death emerged and suggest that at its foundation, family members’ experiences are
complex. I also gained the perspective that each of these contextual factors seem to be essential
in the overall understanding of bereaved family members’ experiences within the MAID
phenomenon.

The support shown by family member participants for their loved ones who moved
through the process of choosing and receiving MAID was illuminated across three overarching
themes: (a) they want MAID, now what, (b) prepared but maybe not ready, and (c) evolving
understanding of this type of death. Within each of the aforementioned themes, subthemes
emerged that further illuminated experiences of bereaved family members. Not only were factors
at the individual level seen to influence the experiences of family members, but policy, program
and macro-level aspects were also appeared influential. These levels of consideration (micro-,
meso- and macro-) sometimes intersected in the experiences of bereaved family members,
seemingly adding to the complex and layered experiences from when MAID was chosen by their

loved one and into bereavement.
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Chapter 5: Interpretative Discussion

My study aimed to understand the experiences and perspectives of family members who
had a loved one receive MAID. Through the discussion in this chapter, I intend to increase
readers’ understanding of bereaved family members’ experiences and perspectives by
deciphering my findings beyond the observations described in Chapter 4 to exploring what they
might mean (Thorne, 2008b) and why they are important.

| have organized this chapter into four sections. In the first section, | provide an overview
of the findings from my study. In the next section, | present my interpretation of the findings in
relation to existing research, applying the results to the context of the practice setting, as is
expected within an interpretive description study (Thorne, 2008). In this chapter’s third section, |
acknowledge the limitations of my study. I conclude by providing a summary of this chapter.
Overview of the Findings

In this two-setting study, | had the privilege of connecting with 31 family members of
MAID recipients® about their perceptions and experiences as their loved ones accessed and
received MAID, and | also interviewed 15 key informants®® about their insights into family
members’ experiences. Compelling and emotional narratives about this time in family members’
lives uncovered the contextual elements of knowing the perspective of their loved one, being
aware of their loved one’s suffering, and family members’ personal beliefs about assisted dying
as themes. The descriptive themes (a) they want MAID, now what; (b) prepared but maybe not

ready; and (c) evolving understanding of this type of death, as well as the associated subthemes,

8 Nineteen family member participants were from Alberta and 12 were from BC. Twenty-six family
member participants were female and five were male.

8 Nine key informant participants were from Alberta and six were from BC. Thirteen key informant
participants were female and two were male.
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shed light on the complex and layered experience of family members whose loved one received
MAID (Appendix EE).

Similar to other research findings, my study illuminated that family members generally
support and care for their loved ones seeking MAID (Buchbinder et al., 2018; Gamondi et al.,
2015; Ganzini et al., 2009; Holmes et al., 2018; Snijdewind et al., 2014), much like they would
and did when a loved one had a life-limiting illness (Davies et al., 1995). Although most family
member participants highlighted support for their loved one, this did not come without its
challenges, many of which were similar to those experienced by family members of individuals
with a life-limiting illness (Davies et al., 1995).

This study also revealed that the experience of family members appeared to be influenced
not only by individual-level factors but also by aspects of programs, processes, policy, and
macro-level elements, including the legislation (Bill C-14, 2016). The experiences of family
members give the impression of being intricate and layered and influenced by micro, meso, and
macro-level elements, which seem to persist as their loved one decides about MAID, while they
interact with programs, and during their bereavement period.

Interpretation

My study’s findings complement the growing body of knowledge on the experiences of
family members who have accompanied a loved one through to MAID (Beuthin et al., 2021;
Brown et al., 2020b; Crumley et al., 2023; Frolic et al., 2020; Hales et al., 2019; Hashemi et al.,
2021; Holmes et al., 2018; Laperle et al., 2022; M. Li et al., 2021; Schutt, 2020; Smolej et al.,
2022; Thangarasa et al., 2021). Several international and Canadian studies have acknowledged
family members’ support is crucial to a loved one obtaining an assisted death because of the

complexities associated with this option (Buchbinder et al., 2018; Ganzini et al., 2009; Kimsma,
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2010; Starks et al., 2007). My study aligned with this literature but also suggests that micro-,
meso- and macro-level elements may influence family members’ involvement in the MAID
process and highlighted aspects that seem to impact their experience. | believe my study
expanded grief and bereavement research as well as | uncovered micro- and meso-level factors
that seem to influence and ease family members’ experience after their loved one’s death. Also
illuminated were family members’ perceptions of palliative care after pursuing MAID. | could
find no other published research that provides this type of exploration into the experiences of
bereaved family members, thus enhancing knowledge in this area.

My interpretation of the descriptive findings was an iterative process, critical and
reflective of the words, patterns, themes, and subthemes. It was challenging to move from
describing the findings to interpreting them (Thorne, 2008b), but doing so helped me gain a
deeper understanding of the experiences of bereaved family members. In the following sections,
| share my findings and extend these understandings, offering a more comprehensive
interpretation that helps identify what they may mean regarding family members in the context
of MAID and why they appear significant.

They Want MAID, Now What?

Since legalization, the manner of implementing MAID has varied throughout the country.
Health Canada (2022b) identified this diversity in provincial and territorial programs, structures,
and guidelines (AHS, 2016; Beuthin et al., 2018; Downie & Chandler, 2018; Government of BC,
n.d.-a; Health Canada, 2017a, 2017b, 2022b, 2023; Robertson & Beuthin, 2018) beginning in
2016, with the literature suggesting the programs, processes, as well as health system factors
may have an impact on family members throughout and including their bereavement (Adams &

Ogbogu, 2018; Downie & Chandler, 2018; Goldberg et al., 2021; Leeder & Grant, 2018;
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Patterson, 2023). As mentioned in Chapter 2 (see the “Family Members Experiences with
Assisted Dying” section), | could not locate published studies investigating the impact of MAID
policies on bereaved family members’ perceptions or experiences. Only a few studies highlight
legislation, programs, and processes that seem to affect family members’ experiences, often from
a single-centre setting (Hales et al., 2019; Hashemi et al., 2021; Oczkowski et al., 2021; Smolej
et al., 2022; Thangarasa et al., 2021). Therefore, my study generates much-needed knowledge
regarding the possible influence of the organization and execution of MAID programs,
processes, and structures and their potential impact on the experience of bereaved family
members, specifically navigating access to MAID and palliative care.

When family members became engaged in the MAID process, which typically began by
navigating access to MAID programs for their loved ones, my study suggests that meso- and
macro-level elements appeared to impact their experience. Key influences appear to include how
health care organizations and provincial and territorial jurisdictions translated the legislation into
policy, programs, and processes, the ease with which family members could access information
about MAID, and family members’ interactions with health care professionals.

Family members knew only of their experience with MAID programs as their loved ones
pursued this option. They did not discuss variability in MAID programs and processes that are
known to exist across Canada. Operational factors (Hales et al., 2019), such as knowing whom to
speak to about MAID and the MAID program, knowing where and from whom to obtain
information, locating and completing documents, as well as submitting the request for MAID,
including the appropriate point of contact in their jurisdiction,* are all points in family members’

experiences that appeared noteworthy for complexity. My study found that when meso-level

% This is required for the MAID process to become activated.
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operational factors required individuals to navigate access to MAID on their own, such as
submitting MAID request documents to a MAID service to activate the process, this seemed to
result in family members getting involved. Participants shared that becoming involved was
sometimes challenging, and it impacted them. They acknowledged it caused them stress which
seemed to be because of their lack of knowledge about MAID and their need to figure out how
their loved one could access and initiate the process (Hales et al., 2019; Oczkowski et al., 2021).
The findings of this study also illuminated that family members exhibited concern that their
difficulty in accessing the MAID program and navigating the process could impact their loved
one’s ability to access MAID promptly. However, when a MAID program or service seemed
easy to understand and connect with, including when a MAID program felt integrated into the
broader health care system or existing health care services, family members typically indicated it
required less coordination on their behalf. They seemed to experience fewer challenges, seemed
supported and suggested being satisfied. | found this to be similar to reports in other published
literature (Beuthin et al., 2021; Oczkowski et al., 2021).

Provincial and territorial health authorities and organizations developed MAID
legislation into policy and created MAID programs within their cultural context (Ball et al.,
2018; Dying with Dignity Canada, n.d.; Feldstain et al., 2016; M. Li et al., 2017; Taylor, 2018;
A. C. Wright & Shaw, 2018). Balancing health care professionals’ rights and individuals’ access
to MAID seemed to be a key influence in the development of policy and programs (Banner et al.,
2019; Silvius et al., 2019), with some jurisdictions and organizations explicitly framing MAID
programs using patient-focused, family-centred approaches (Brown et al., 2020a). As discussed
in Chapter 2 (see the “Implementation” section), MAID coordination services were structured in

MAID programs to address process elements in both study settings. However, in examining
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MAID programs, their operationalization and the level of involvement of health care
professionals and family members varied and likely evolved over the time of this study and to
the present.

In Alberta, the MAID program requires the individual, and often by extension their
family members or friends (Gamondi et al., 2018; Goldberg et al., 2021; Wu et al., 2018), to
activate a MAID request beginning with obtaining the Record of Request for Medical Assistance
in Dying form (AHS, 2019), located on the AHS (n.d.) Medical Assistance in Dying webpage. As
outlined in that form, once the individual completes the form, they are encouraged to “either
send or take the form” (AHS, 2019, p. 2) to their primary care provider, who can submit the
document on their behalf, after which it becomes that health care professional’s “responsibility to
assist [them] with the next steps” (AHS, 2019, p. 2). Suppose, however, their primary care
provider is unwilling to participate in the request for MAID. In that case, the instructions advise
the individual to send the completed form by fax to the appropriate zone or by mail to the
Provincial MAID Office (AHS, 2019). The fax numbers to the corresponding geographic zones
are on the MAID request document (AHS, 2019). Once receipt of the record of request occurs at
the AHS MAID CCS office in the appropriate zone, the MAID navigator “follows up with the
individual or family and helps find two independent assessors if they are not already identified”
(Dr. Misty Watson, Medical Lead—Medical Assistance in Dying Calgary Zone, personal
communication, April 19, 2022).

In Alberta, the MAID CCS comprises physicians, nurse practitioners, nurses, operational
leaders, and MAID navigators. Physicians and nurse practitioners request or are asked by
navigators if they will aid in the MAID process. In Alberta, health care professionals perform

MAID assessments and provisions in addition to their regular employment responsibilities.
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MAID navigators®® in Alberta coordinate with health care professionals and managers to ensure
human resourcing for MAID assessments and provisions. In some jurisdictional areas, the
program is “so low on [MAID practitioners but have] quite a number of people who are willing
to assess, but they are not willing to provide” (KI1-09). When a MAID provision occurs on an
inpatient unit, key informants highlighted challenges sometimes in finding a unit nurse to insert
an intravenous on the day of a MAID event, and it is not unusual for managers to state, “No, we
don’t have anybody here who is willing to do that” (KI-09). Nurses’®? availability is also not
guaranteed when a provision occurs in a home-like community setting.

As the legislation (Bill C-14, 2016) requires, and consistent with the Province of Alberta
(AHS, 2019), an individual who wishes to enter the MAID program and initiate the MAID
process in the Province of BC must sign and date a request for a MAID form (Government of
BC, Ministry of Health, 2023). Where the BC MAID program differs from Alberta’s, however,
is that an individual wanting MAID “can enter the system in many ways” (KI1-06). Individuals,
often with assistance from family members or friends, can (a) call a MAID practitioner’s office
directly,® (b) speak directly to their primary care provider or any specialist who could refer them
to a MAID practitioner if those health care professionals do not engage in this service, or (c) be
referred by their primary care providers to the CCS for MAID (KI-06). The public is made aware
of the diverse ways that individuals can access the MAID program on the provincial website,

including the location of CCS for MAID offices® (Island Health, n.d.). Once completed, the

% There are five MAID navigators in the Province of Alberta.
%2 Nurses are only sometimes in attendance for MAID provisions.

% Clinicians who identify themselves as Island Health MAID providers can be contacted directly by
individuals or their family members when they want to access the MAID process.

% Within VIHA, the office is located at the Victoria General Hospital.
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request form is then submitted either to the individual’s primary care provider or to the CCS
MAID office (Government of BC, n.d.-a, “Is there a request,” para. 2). In BC, physicians and
nurse practitioners who are willing and able to provide information to individuals are expected to
offer support related to the MAID process, including completing forms, and to engage by
providing a MAID assessment (Island Health, 2019). In reflecting on their experience in another
jurisdiction,®> a MAID practitioner study participant described the BC MAID program and policy
in the following way:

The infrastructure for MAID here [VIHA/Island Health] is great.... If I have a patient

who asks for MAID, | call the MAID consultant. There is someone on call all the time.

It’s very accessible here. Completely different from before because I had to constantly

ask for favours from my colleagues. “Can you be a second assessor,” and I would do all

the provisions. (KI-04)

When an individual is an inpatient in a hospital in BC, the policy is that a physician can
assess them for MAID during their admission and arrange for MAID provision. Individuals who
are “inpatients of the Royal Jubilee or Victoria General Hospitals [for example] can access
MAID®® through an in-house referral, assessment and provision service” (Island Health, n.d.,
“Requesting MAiD While in Hospital” section, para. 1) by emailing or calling the Island Health
MAID Program. This contact information is on the Learn About Health — Medical Assistance in
Dying (MAID) website (Island Health, n.d.), or an individual or family member can also speak

with the clinical nurse leader on the unit of their loved one.

% This health care professional was not previously in one of the study settings as a MAID practitioner.
% This is the acronym used in BC.



175

| understand that MAID programs have been challenging to structure and implement,
partly because of funding, the many practice contexts in which individuals inquiring about this
option may connect, such as primary care, surgical units, medical units, palliative care, and home
care (Pesut, Thorne, Storch, et al., 2020), and that MAID is associated with a “range of moral
responses” (Pesut, Thorne, Storch, et al., 2020, p. 5) from health care professionals (Bill C-14,
2016; Pesut, Thorne, Storch, et al., 2020). To focus specifically on the latter, MAID legislation
(Bill C-14, 2016) established freedom of conscience for health care professionals. In reviewing
MAID policies, programs, and processes from the study settings in the context of my study
findings, | noted that, as Pesut, Thorne, Storch, et al. (2020) identified, influential leaders made
decisions and seemed to develop policies, programs, and processes through a lens that appeared
to prioritize the rights of health care providers beyond the legislation (Bill C-14, 2016) and
guidelines established by health care professional associations (College of Registered Nurses of
Alberta, 2022). As a key informant participant recalled, leadership did not allow her office
relocation to a hospital setting, a space that was more accessible to individuals, family members,
and health care professionals alike, because a senior hospital administrator was known to object
to MAID.

My interpretation of the findings supports Pesut, Thorne, Schiller, et al.’s (2020)
assertion that influential leaders primarily designed policies and MAID programs within
jurisdictions. It is my impression based on my findings that, in certain health jurisdictions, some
leaders may have framed MAID programs and processes with a foundation that health care
professionals would likely morally or religiously oppose MAID, or perhaps potential problems
might be reduced if MAID programs were designed to require health care providers to volunteer

or notify their leadership if they did not conscientiously object and thus were willing to
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participate in MAID procedures. In contrast, in other jurisdictions and settings, my study
findings to suggest that individuals in leadership positions seemed to frame MAID policy and
programs with more visibility and a perspective that health care providers would be part of the
MAID process unless they informed their leadership or manager of their objection (Pesut,
Thorne, Schiller, et al., 2020; Pesut et al., 2021). Upon further examination, when a range of
conscience (Pesut, Thorne, Storch, et al., 2020) or “conscientious participation” (Oliphant &
Frolic, 2021, p. 51) appears to be a foundational perspective in MAID policy and programs, it
seemed to facilitate smoother access to MAID, whereas other approaches may have created
barriers. | interpret that, in jurisdictions where health care professionals’ objection rights seemed
to frame policy or the organization and execution of MAID programs and processes, it tended
not to be relational or beneficial for family members.

Another interpretation is that the development of policies and programs that appeared to
yield to the rights of objecting health care professionals more so than balancing the rights of
individuals wanting MAID; may have, in effect, reduced the opportunity for health care
professionals to gain knowledge about MAID, MAID programs, and processes connected to this
option. For example, in my study, MAID team members recalled that despite offering education
sessions to nurses and doctors on MAID programs, including access and the request process,
some primary care clinics and offices consistently refused any information or education. This
nonacceptance of information and education has the potential to hinder the ability of nurses and
physicians to increase their knowledge about the legal option for MAID and, thus, may impact
their ability to provide adequate guidance to individuals and their family members as needed.
This may have been why some family member participants felt they needed to become involved

and support their loved ones when they wanted to inquire about MAID.
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| understand that there is a broad spectrum of comfort and conscience related to assisted
dying (Pesut et al., 2019); however, as a health care professional, refusing education on a legal
option does not meet professional and ethical standards (Canadian Nurses Association, 2017a).
This example provided during data collection led me to wonder what made these health care
professionals believe they had the right to refuse information and knowledge about MAID.

If health care professionals conscientiously object to MAID, they are protected in the
legislation (Bill C-14, 2016), but do they understand their responsibility concerning this legal
option (Grant, 2019) and their ethical commitment to patients and families? Given that the
literature noted family members benefit and have a more positive experience when they interact
with health care professionals who openly and effectively communicate information about
MAID (Gamondi et al., 2018; Hashemi et al., 2021), it appears health care professionals need to
receive accurate information about this service. | suggest that this illuminates that MAID
programs comprise a reasonable balance between the rights of health care professionals and the
rights of individuals wanting access to MAID. Given my study’s findings, having policies and
programs that express an organizational message that is visible and respects all rights may foster
more robust ethical practices toward family members who are vulnerable, along with their loved
ones.

It appears from my study that family members involved with loved ones through their
trajectory from diagnosis with a life-limiting condition to death wished end-of-life discussions
included MAID, palliative care options, and palliative sedation. Family members, and potentially
their loved ones, may see MAID and palliative care as mutually inclusive in the broader context
of end-of-life care. It may be an important consideration on which leaders of programs and teams

to reflect.
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Similarly, the literature suggested some family members needed to initiate conversations
about MAID with their loved ones because they did not experience health care professionals
doing so (Smolej et al., 2022). Prior research also indicated professionals engaging in discussions
about MAID tend to reduce the challenges family members face (Yan et al., 2022). As
illuminated in my study, this may also include determining how to access MAID on behalf of a
loved one. | interpret this finding that family members generally desired engagement and (a) may
wish to be advised of end-of-life and treatment options and included in conversations if possible
(Beuthin et al., 2018) and that (b) information appears vital not only for individuals making a
decision but also for family members who seemed to indicate they more likely trusted that their
loved one is well informed about all the options. In the process of interpretation, | wondered how
health care leaders and policymakers could ensure and improve health care professionals’
knowledge about MAID and potentially improve family members’ knowledge and navigation of
MAID and other end-of-life options. One approach might be to have MAID, including programs,
be more visible in the health care system environment; this could ease some of the challenges
family members experience. Findings from my study seemed to indicate that family members
respected health care professionals who had knowledge about MAID and were comfortable
sharing their knowledge, which tended to be in jurisdictions and areas that offered an integrated-
type of MAID program.

As seen in previous studies (Hashemi et al., 2021; Milberg et al., 2003; Proot et al.,
2003), I discovered the location, as well as the circumstances surrounding the death of a loved
one, appeared to have an impact on family members. My interpretation from my study’s findings

was that those whose loved ones passed away in a hospital-type environment®” seemed to have

9 The exception to this is faith-based or objecting institutions.
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an easier time accessing the MAID program and finding knowledgeable health care providers
and professionals willing to guide them through the process. Likewise, family members tended
to experience challenges when organizational policies and processes inhibited access to MAID,
including MAID provision.

The findings from this study suggest unexpected impediments to information about the
MAID program or access to MAID processes appeared to create tension for family members
during an already stressful time. The literature supported this finding (Hales et al., 2019). For
example, family member participants shared being negatively impacted by policies in
organizations and health care institutions that restricted their loved one’s access to MAID. Most
of these situations occurred in institutions that chose to refrain from MAID, including objecting
institutions where provisions continue to be prohibited (Downar et al., 2023). When restrictive
MAID policies were in place, family members appeared to take on more responsibility to access
a MAID program, during the MAID process, and often during assessments and provision. These
cases sometimes required their loved one to be transferred from the location, and my study
suggests that this tended to result in family members feeling burdened (Patterson, 2023).

Furthermore, study findings suggest family members whose loved ones lived in a home-
like institutional setting for a significant period before pursuing MAID seemed to express fewer
concerns about restrictive MAID policies. In contrast, family members in this study appeared
dismayed and affected when their loved one had been admitted shortly before they pursued
MAID. These family members often had little to no time to interact with the unit, institution, or
health care providers. The length of time family members had to form connections with an
institution seemed to impact their experiences with MAID, as those who had become familiar

with the institution understood and appeared more sympathetic about the organization’s position
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on MAID access. | believe this may have been because family members had established
relationships with the health care leaders and team members and were more aware if the
organization was faith-based and would likely refrain from MAID and, thus, were less surprised
by the policy positions. Alternatively, when a loved one was admitted before their MAID event
or when MAID was pursued shortly after being admitted to a setting that refrained from
providing all or some elements of MAID,* family members seemed (a) unaware of the
restrictive policies impacting access to MAID and (b) more likely distressed about the policy and
what it meant for their loved one (e.g., forced-transfer). This nuance offers knowledge about the
possible influence of restrictive policies at institutions. The findings of my study will ideally
enable health care professionals and leaders to become more cognizant of the potential wider
influence of restrictive policies given their impact on individuals admitted or transferred to
objecting facilities (Downar et al., 2023) as well as the possible impact on their family members
(Patterson, 2023).

Having an appreciation for palliative care was another pattern identified in this study.
Findings suggest this relates to both the time before the pursuit of MAID and when the MAID
process was activated by a loved one. Most family member participants indicated palliative care
services were in place before their loved ones requested MAID, aligning with federal monitoring
data (Health Canada, 2022b, 2023) and that this service seemed to ease some of their burden. A
few family members wondered if the quality of palliative care services provided was a possible
consideration for their loved one pursuing MAID. Given the significant inequities regarding

access to palliative care as well as adequate funding for quality hospice palliative care in Canada

% For example, faith-based hospices, palliative care units, faith-based hospitals, and faith-based home-like
institutions.
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(CAMAP, n.d.; Reimer-Kirkham et al., 2016; Stajduhar & Mollison, 2018), this finding appears
to echo similar concerns raised by some in the health care community (Miyasaki, 2021; Raycraft,
2022; Serota et al., 2023) as to “whether Canadians are considering assisted death because they
lack access to quality palliative care (Canadian Institute for Health Information, 2017)”
(Canadian Institute for Health Information, 2018, p. 10). My impression from the family member
interviews conducted in this study is that this concern seemed fleeting for these participants and
did not appear to cause much, if any, distress; however, given this finding in association with
issues raised by palliative care stakeholders, it necessitates further investigation.

In addition to recalling their experience with palliative care before their loved one
initiated the MAID process, family members also shared their experiences with palliative care
once their loved one accessed MAID. Participants described similar concerns about the quality of
palliative care but, in these situations, wondered if their loved one may have chosen to delay
their MAID event if the care they had received had been more adequate. Features identified by
study participants as possibly impacting the quality of palliative care services included human
resource issues, irregular service, and an impression that palliative care became fractured and
providers were less attentive to their loved ones after the decision to undergo MAID.

Findings from my study suggest there may be a difference in the provision of palliative
care after a loved one decided to pursue MAID, based on the experiences recollected by family
members. For example, the continuity of palliative care at home through community-based
services felt compromised, not in synergy with MAID, according to some participants. This
perceived disconnect between the palliative care and MAID environment seemed to impact
family members, who suggested their loved ones’ care was impaired once MAID was requested.

By extension, this tended to result in family members feeling they needed to take on additional
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caregiving responsibilities, with some observing more suffering of their loved one. These
elements caused some family members to experience increased stress and burden. Alternatively,
when family members spoke of experiencing harmony and mutual respect between palliative
care and MAID programs, rather than compartmentalization, disconnection or vague
collaboration, not only did there seem to be less burden placed on them, but they also did not
appear to question whether their loved one chose MAID earlier than needed. This is important
knowledge. | offer that health care professionals providing integrated palliative care and MAID
services in a collaborative environment may more likely foster trust in the care (Downar et al.,
2023) and ease family members’ stress during their loved ones’ progress toward MAID.

| could only identify clear mandates and policies indicating a separation or disconnect
between palliative care services and MAID programs concerning hospice and palliative care
units in or associated with faith-based organizations and institutions (e.g., Covenant Health).
Findings from my study indicate that maintaining a separation between palliative care and
MAID, including providers in those programs, may be required by some organizations and in
some settings, even if health care professionals are not opposed to MAID. As Downar et al.
(2023) discussed, there is a history of dissension between palliative care and MAID; therefore,
although my findings are important to note, they are not surprising. In Canada, influential
palliative care leaders (Herx, 2015), associations (Canadian Hospice Palliative Care Association
& Canadian Society of Palliative Care Physicians, 2019), and scholars (Dierickx et al., 2018)
have taken this position of incompatibility of palliative care and MAID. However, over the past
7 years, we have seen some moderating of this position. In some jurisdictions, palliative care
leaders were part of developing MAID programs and structures (Pesut, Thorne, Schiller, et al.,

2020) at the time of implementation, which may have influenced the relationship between
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palliative care and MAID programs from “no integration, to an informal consulting relationship,
to full clinical program integration” (Pesut et al., 2021, p. 8) at the outset. As my study suggest,
having little or no integration between palliative care services and MAID programs appears to
have engendered a sense of receiving less quality palliative care, with family members feeling
the impact.

Another interpretation is that an integrated MAID program® may enable more visibility
in the health care environment and may provide stronger connections to existing services, such
as palliative care, and, as discussed previously, may affect health care professionals’ knowledge
and confidence about MAID programs and the MAID process as well as their role in caring for
someone who has chosen this option. | have also considered that moral and personal beliefs may
intrude into how care is provided to individuals wanting MAID and, by extension, their family
members (Hales et al., 2019; Pesut, Thorne, Schiller, et al., 2020; Pesut, Thorne, Storch, et al.,
2020); however, this would require further investigation.

While there is significant research on family members and their experiences with
palliative care, when a loved one is diagnosed with a life-limiting condition (Etkind et al., 2018;
Midtbust et al., 2021), little is known about their experiences when that loved one chooses
MAID (Hashemi et al., 2021). My study has added knowledge to this field of inquiry as well as
raising further areas for study. The interpretation of my study findings may also provide
supportive insight as more comprehensive information becomes available on palliative care and
MAID recipients following the revised data collection requirements that began in January 2023

(Health Canada, 2022b).

% Researchers noted when MAID programs are integrated with palliative care, they often “still have
separate organization reporting and financial structures” (Pesut et al., 2021, p.8).
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Prepared But Maybe Not Ready

The literature has shown that it is a common experience for family members to support
and be involved when a loved one pursues MAID (Gamondi et al., 2015; Gamondi et al., 2018;
Hales et al., 2019; Holmes et al., 2018; Oczkowski et al., 2021). My study has built on this
literature by deepening and expanding people’s understanding of this part of their experience.
My study findings suggest, although family members may appear to be prepared for their loved
one’s death because they are engaged in the MAID process, this closeness to the situation does
not mean they are without stress or are comfortable with the decision. As such, even when family
members seem prepared and are handling their loved one’s decision for MAID, they may in fact
still be impacted by the choice. This interpretation is important to consider in the context of prior
research.

Published research (Gamondi et al., 2015; Gamondi et al., 2018; Holmes et al., 2018) and
my study acknowledge most family members valued supporting and being involved as their
loved ones pursued MAID. Findings from this study suggest some family members also had
reservations about their involvement in facilitating access to MAID, alluding to a sense of duty
(Beuthin et al., 2021) they felt to assist their loved one in accessing the MAID program rather
than it being altruistic (Feigin et al., 2019). Some study participants also speculated if they had
been more involved, or had caregiving been less exhausting, that their loved ones might have
chosen to live longer. This knowledge was supported by research that found family members
who participate even minimally may feel uneasy about their involvement (Buchbinder et al.,
2018; Oczkowski et al., 2021).

In examining my findings, when family members spoke of their involvement in the

MAID process almost as a sense of duty (Beuthin et al., 2021; Kidder, 2009), it seemed often
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connected to jurisdictions and settings where MAID programs were less integrated into the
broader system and where policy and procedural elements were challenging. | interpreted this
time and these circumstances as a potentially significant point in family members’ experiences.
Family members’ assessments of their duty to their loved one (Beuthin et al., 2021; Kidder,
2009) also seemed to occur in the context of their moral beliefs and whether they felt they could
become involved (Boivin et al., 2019; Gamondi et al., 2018; Kortes-Miller, 2018; Holmes et al.,
2018; Snijdewind et al., 2014; Starks et al., 2007). Family members in my study seemed to come
to terms with their involvement, whether based on a sense of duty or altruism.

When MAID is requested, some family members experience guilt (Beuthin et al., 2021;
Crumley et al., 2023; Frolic et al., 2020), and in my study, this seemed to occur as family
members wondered if they had influenced their loved one’s choice for MAID. This experience of
guilt® is not unexpected, given the moral circumstances surrounding MAID (Bennett, 2018;
Beuthin et al., 2021; Kidder, 2009). Some family members explained their guilt arose not only
from a conviction of their responsibility for their loved one’s well-being, but also due to the
choice of their loved one. Some family members also wondered if their loved ones had possibly
not received adequate care and support and, thus, requested MAID, with family members’ guilt
seeming to arise because they had not advocated for quality care or perhaps provided it
themselves (see “They Want MAID, Now What?” section in Chapter 4). This finding is not
unexpected as family members connected to MAID seem to morally question themselves when
they confront a loved one’s choice (Frolic et al., 2020; Gamondi et al., 2015; Ganzini et al.,

2009; Harrison, 2018; Holmes et al., 2018).

10Guilt is a sign of a virtuous person in a morally imperfect life (Bennett, 2018).
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Nevertheless, most participants seemed to understand that they had done everything in
their power to address their loved one’s needs and that it was their loved one’s decision to
proceed to MAID, supporting current knowledge (Gamondi et al., 2015). | interpret this as
family members recognizing that external factors had determined why and when their loved ones
chose MAID.

While many family members generally reconciled their involvement, feelings, and
emotions about their connection to their loved one’s MAID journey (Buchbinder et al., 2018;
Ganzini et al., 2009; Kimsma, 2010; Starks et al., 2007), others appeared to struggle, even into
bereavement (Adams & Ogbogu, 2018; Downie & Chandler, 2018; Goldberg et al., 2021; Leeder
& Grant, 2018; Patterson, 2023). This knowledge underscores the importance of health care
professionals engaging in an open dialogue with family members to determine if they are
experiencing moral dilemmas (Gamondi et al., 2015; Yan et al., 2022) and if guilt is part of their
experience (Beuthin et al., 2021; Crumley et al., 2023; Frolic et al., 2020). The findings from my
study illuminated that, although family members may appear to embody support and
involvement, they may still have had reservations. By entering into the relational space with
family members (Bergum & Dossetor, 2005; Freeman et al., 2021) and engaging in respectful
discussions, health care professionals may more likely be able to support family members
struggling and feeling burdened as a result of their loved one’s choice (Dees et al., 2013;
Gamondi et al., 2018; Goldberg et al., 2019; Snijdewind et al., 2014; Variath et al., 2020); and
discover whether their emotions may be resistant to improvement as their loved one approaches
their death. In doing so, the literature indicated health care professionals might be better able to

intervene before family members’ grief and bereavement becomes complicated (Boivin et al.,
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2019; Brown et al., 2020a, 2020b; Crumley et al., 2023; Gamondi et al., 2018; Serota et al.,
2023).

The literature emphasizes the importance of providing care that focuses on the individual
and their family (Teno et al., 2001), particularly during the shared experience of death (Martin et
al., 2022). In the context of MAID, with individual autonomy being the foundation of the
legislation (Bill C-14, 2016), policies and programs are inevitably directed at the individual
level. This focus, which family members in this study fully supported, may be enacted in ways
that tend to overlook the role of the family according to my findings, or, as Pesut, Thorne,
Schiller, et al. (2020) highlighted, the complexity of the MAID process and system capacity
itself may be such that focusing on the patient may be the best that can be done currently by
health care professionals.

Supporting the research by Frolic et al. (2020), the findings from my study illuminated
aspects during the MAID process that appeared to have psychologically impacted family
members as they accompanied their loved ones through the MAID process. In particular, family
members experienced living in suspension due to critical elements in legislation, programs, and
services, such as waiting for eligibility assessments, determination of eligibility, and the
scheduling of the MAID event. Family members who took part in this study articulated they
sometimes experienced apprehension and nervousness while waiting for information about what
would come next during these intervals, impacting some family members’ ability to move
forward psychologically and emotionally to prepare for their loved one’s death. These imposed
latency periods during anticipatory grief seemed to result in aloss of their sense of agency.

Given the individual-focused nature of the MAID process, it is not unexpected for family

members to potentially experience this loss of agency. However, this interpretation may also
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signify that more attention needs to be paid to patient-focused, family-centred MAID programs
that may more effectively address the needs of family members (Frolic et al., 2022; Hales et al.,
2019). Another interpretation of this finding may be that health care professionals themselves
may not identify family members as a significant part of the unit of care in MAID because of the
strict regulations in the legislation (Bill C-14, 2016), the potential consequences for violations
(Bill C-14, 2016), and a focus on the autonomy of the individual or patient choosing MAID
(Frolic et al., 2022). The complexity of the MAID process and system structure may also make it
challenging for health care professionals to include family members (Pesut, Thorne, Schiller, et
al., 2020). Nevertheless, |1 suggest living in suspension as they wait for the MAID process to
unfold may result in family members being less prepared once their loved one proceeds to their
death.

The imposed waiting some family members in this study experienced also connected to a
lack of knowledge and not having full and open conversations with health care providers (Dees
et al., 2013; Denier et al., 2010). As Hales et al. (2019) found, family members tended to lack
information about the MAID process and what and when to expect changes or updates, which
caused them to feel anxious and less prepared. These relational challenges, as described by
Snijdewind et al. (2014), resulted in a psychological impact on family members, perhaps causing
this part of their experience to feel complicated. When unexpected occurrences arise (Snijdewind
et al., 2014), such as supplementary assessments for mental capacity after being found eligible,
as had occurred for one family member participant in this study, family members more likely
experienced time being suspended while they waited and wondered if the delay would affect
their loved one’s opportunity to receive MAID. This seemed to be associated with high stress

and emotional upheaval for family members.
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As a loved one proceeds to MAID, my study supported other research that found it was
often met with mixed emotions (Crumley et al., 2023; Frolic et al., 2020; Frolic et al., 2022,
Holmes et al., 2018; Srinivasan, 2019). My study also suggested many family members found it
overwhelming to know the exact date and time of their loved one’s death. Similar to other
studies, these emotions were not typically about the act of an assisted death but rather the fact
that their loved one’s life was ending and that they knew when it would occur (Oczkowski et al.,
2021). Due to experiences in the process, such as periods of waiting and focusing their attention
on their loved one’s needs (Crumley et al., 2023), another interpretation of the potential cause of
this emotional upheaval was that they may not have fully addressed or reconciled their own
emotions and feelings about their loved one’s death (Dees et al., 2013; Gamondi et al., 2015;
Ganzini et al., 2002; Smolej et al., 2022; Thangarasa et al., 2021). The knowledge of the exact
date and time meant they could no longer avoid it (Buchbinder, 2018), and my findings suggest
this may have required more emotional reserve than family members anticipated.

It was not only knowing the date of their loved one’s death that family members in this
study found impactful, some also found the process of determining the day and time emotional
and difficult. The literature identified several elements that shape this process, including a loved
one’s capacity and suffering (Shaw et al., 2019; Srinivasan, 2019). Some family members
described their experience as “orchestrating the timing” (Frolic et al., 2022, p. 420) of their loved
ones’ death while also considering the life context (Dees et al., 2013; Gamondi et al., 2018;
Holmes et al., 2018; Srinivasan, 2018), such as the suitability of specific days and dates for the
death as well as the location. These findings again suggest that, although MAID is a patient-

focused undertaking, the family is consequential, illuminating that MAID programs and health
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care professionals should be attentive to a patient-focused, family-centred process (Brown et al.,
2020a).

As indicated in a prior paragraph, findings suggest that determining the MAID event date
impacted family members, particularly the mechanistic way that discussions and arrangements
tended to occur with MAID team members, including conversations about options and the
availability of MAID providers. Family member participants explained that how the
conversations unfolded did not seem proportional to the topic of the discussion, scheduling the
day of the death of their loved one. Instead, some family members found the discussions to be
casual, impersonal, and unfeeling. These findings suggest the relational complexity of family
members’ experiences may go beyond elements Snijdewind et al. (2014) described, including the
implementation of processes and how relational health care providers are when enacting them.
To my knowledge, this study is the first to illuminate this connection.

An Evolving Understanding About This Type of Death

Family members seem to experience a different type of death when their loved ones
choose MAID. Studies highlighted this type of death provides an opportunity to reminisce and
celebrate with their loved ones while also saying goodbye (Buchbinder et al., 2018). While
emotional, the literature indicated that having this time with their loved ones seems to help
prepare family members as they grieve (Beuthin et al., 2021; Gamondi et al., 2019; Ganzini et
al., 2009; Swarte et al., 2003; Wagner, Miller, et al., 2012). A MAID death can also be
experienced differently by family members because of socio-cultural and relational influences
(Gamondi et al., 2015; Wagner, Keller et al., 2012), resulting in a perceived need to keep the
manner of death a secret (Crumley et al., 2023; Hashemi et al., 2021; Oczkowski et al., 2021).

Findings from my study build on this knowledge, illuminating the secrecy and privacy pressures
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that some family members experience not only during the MAID process but also because socio-
cultural and relational influences can gradually permeate into their grief and bereavement period,
and in ways that scholars as well as family members may not understand.

In that they may live through periods of suspension until their loved ones’ determination
to receive MAID is established, findings from my study support the literature that suggests
encouraging family members to reminisce, celebrate, and create memories with their loved ones
(Beuthin et al., 2021; Feigin et al., 2019; Holmes et al., 2018; Martin et al., 2022; Srinivasan,
2019). An essential element in this part of their experience may not only be their loved one’s
expected timing of death but also the awareness of their loved one’s capacity (Dees et al., 2013;
Gamondi et al., 2013; Gamondi et al., 2018; Hales et al., 2019; Snijdewind et al., 2014;
Srinivasan, 2019), both of which seem to provide a unique opportunity for family members and
the future MAID recipient.

According to the literature, the “orchestrator role” (Martin, 2022, p. 1041) comes with
personal, emotional, and financial costs, with my study suggesting the acts may be primarily
personal and emotional and not without sadness, as other studies have identified (Hales et al.,
2019; Holmes et al., 2018; Srinivasan, 2019). However, this aspect of their experience did not
appear burdensome. Instead, findings suggest participants tended to be grateful and appreciative
of MAID and reflected positively on these legacy-making events and the relational connections
that evolved, many recalling them as very meaningful.

Given this finding, I believe that through ceremonies, reminiscing, and saying goodbye,
MAID can provide beneficial connections to death through comfort and connection. MAID can
foster relationality and open conversations that may not have otherwise occurred (Beuthin et al.,

2018; Schutt, 2020) while embracing essential parts of a loved one’s life while they remain
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physically, spiritually, and emotionally present. A surprising finding from this study was that
some family members perceived the events that occurred in the days leading up to their loved
one’s death to be more about what family members needed rather than their loved ones, once
again lending support to an understanding that health care providers make an effort to centre care
on the family unit in the context of MAID.

While there seems to be a freedom in knowing when their loved one will die, providing
an opportunity for openness and sharing, this research also suggests that not all family members’
experiences reflect this (Frolic et al., 2020). Instead, the literature indicates that some family
members’ experiences are isolating (Ciesielski-Carlucci & Kimsma, 1994; Gamondi et al., 2015;
Hales et al., 2019) due to the perceived need to keep the type of death chosen by their loved one
private and a secret (Crumley et al., 2023). In my study, this explicit or implicit expectation to
maintain privacy sometimes came from a request by a loved one, and, on occasion, it was a self-
determined decision. For others in my study, it seemed to be due to external factors, including
system and policy elements (Patterson, 2023), health care providers (Dees et al., 2013; Denier et
al., 2010; Hales et al., 2019), and support systems. | noted that most family member participants
elected to keep the choice of their loved one’s death private.

When family members’ experiences seemed challenging, the quality of palliative care
appears to change, or when family members found health care professionals unapproachable
(Hales et al., 2019) during the MAID process, my study suggests these elements shaped the
experiences of family members. The literature identified when family members encountered
similar elements (Snijdewind et al., 2014), it appeared to convey judgement and a lack of support

for their loved one’s choice by health care professionals (Gamondi et al., 2015).
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Some family member participants’ decisions to maintain privacy appeared internally
motivated, such as an awareness of others’ perspectives, including individuals in support
systems, religious organizations, or community groups such as a church or social group (Frolic et
al., 2022; Hales et al., 2019; Holmes et al., 2018; Srinivasan, 2019; Starks et al., 2007). Being
emotionally prepared to handle the reactions of others (Buchbinder et al., 2018; Gamondi et al.,
2015; Gamondi et al., 2018; Wagner et al., 2011) also seemed to be an important factor for
family members.

Keeping private that their loved one received MAID was challenging, especially when
the information needed to be kept from another family member. The need for privacy appeared
to arise in these situations because an individual was not privy to the MAID decision and details
of the death. This study illuminated that after the death, not knowing another family member’s
perspective on assisted dying and not wanting the memory of the loved one to be negatively
affected tended to cause tension for family members. These emotions seemed to persist into
bereavement as family members remained concerned that they, or someone else involved, may
accidentally disclose the type of death.

There was also an acknowledgement of concerns about repercussions and potential
adverse reactions from support systems and people in local organizations or communities,
specifically a family member’s church community, if they disclosed the type of death their loved
one received. While study participants had not explicitly been informed not to avoid discussing
MAID with people in these groups, it was the impression of family members that if they had
chosen to do so, members of their community or church may reject the family member of a loved
one who received MAID. Only one family member participant shared or sought support or

counselling from individuals in religious groups, including family members who were closely
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affiliated with religious organizations and attended them regularly due to raised concerns. To my
knowledge, this is the first Canadian study that has suggested how implied perspectives on
MAID may create challenges for family members to disclose and seek counsel within their usual
communities, including religious organizations, churches, and social groups. Some family
members also appeared distressed by not turning to these supports or to psychosocial counselling
during grief and bereavement. Outside of their usual community connections, research notes that
family members also may seek out formal psychosocial support (Trouton et al., 2020), with some
continuing to keep private their loved one’s type of death during individual and group sessions
(Andriessen et al., 2020).

Findings from my study indicate that when family members came in contact with
organizations and institutions that limited access to MAID, this may have influenced their
decision to not disclose that their loved one sought to or had pursued MAID and of their role. For
example, some family members seemed to interpret restrictive organizational policies to mean
that they should keep secret and private their loved one’s choice for MAID and when the MAID
event would occur.* This aspect of family members’ experiences also seem to illuminate that
they saw the privacy factor as consequential in a tight-knit community, providing the impression
that keeping the type of death of their loved one a secret from those outside the immediate family
was challenging for family members. This finding builds on the research by Hales et al. (2019),
which identified concerns raised by family members surrounding both patient and family
member privacy in the hospital setting. It is also important to note that my study suggests the

length of a family member’s relationship with an institution or setting that had restrictive MAID

101 Due to restrictive policies, their loved one was moved to a different location so the MAID event
could occur.
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policies (see “They Want MAID, Now What?” section in Chapter 4) did not seem to influence
family members to disclose that their loved one sought to or had received MAID. It is also
important to acknowledge that the socio-cultural context in jurisdictions and throughout Canada
in relation MAID may have evolved since this study was undertaken.

When it comes to sharing the type of death, both the literature and my study findings
suggest that family members may have concerns about revealing their loved one’s decision for
MAID with people outside the immediate family group (Gamondi et al., 2015, Gamondi et al.,
2018; Wagner et al., 2011), noting the need to be emotionally prepared to handle the potential
reaction of others (Hashemi et al., 2021; Oczkowski et al., 2021). As my study participants
identified, it can be challenging to keep this type of death private from unaware yet close family
members. As Snijdewind et al. (2014) found, these relational challenges can cause family
members to be anxious and stressed, potentially impacting their ability to process their
experiences (Gamondi et al., 2015; Hales et al., 2019) and may further complicate family
members’ grief.

Summary of Interpretation

The findings of my study support and deepen the knowledge of MAID and family
members’ experiences, illuminating influences at the micro-, meso-, and macro-levels. This
study extends scholars’ and health care providers’ understanding of what is known about the
experiences and perspectives of bereaved family members of MAID recipients in several areas,
suggesting that health care professionals and health system leaders realize that even when family
members seem comfortable with their loved one’s decision and are involved in the process and
seem prepared for the death, they may still have reservations about supporting and being

involved in the MAID process.



196

When loved ones were in jurisdictions or settings where MAID services were not fully
integrated into the broader health care system, family members seemed to assume responsibility
for navigating the process and ensuring their loved one’s choice was respected. This appeared
connected to policies and structures that suggested to them that it was necessary to become more
involved. Family members appeared to reconcile this involvement. Some family members
experienced guilt during their loved one’s MAID process, which seemed to result from
wondering if they should have advocated for more or improved care for their loved one, and
perhaps supported them to a greater extent, which they felt may have affected their loved one’s
choice regarding MAID, or possibly have delayed their request. By the time of their loved one’s
death, however, family members tended to understand and support that MAID was an
autonomous choice their loved one had made, including the timing of their death.

Given that organizational policies and programs transmitted the individual-focused nature
of MAID legislation, it is not unexpected that some family members experienced a loss of
agency as they supported their loved ones in making their choice. This loss seemed to be
experienced during latency periods as they waited with their loved one for MAID assessments
and determination, wondering if or when they would know whether MAID would be their loved
one’s type of death. However, given the complexity and known involvement of family members,
developing programs and structures within a patient-focused, family-centred framework may
allow us to be more effective at addressing the needs of these critical members in an individual’s
journey toward an assisted death.

Knowing the timing of a loved one’s death seems to provide meaningful connections to
death that appear beneficial. In particular, MAID provides a finite amount of time for family

members to reminisce and celebrate with their loved ones while preparing to say goodbye.
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However, MAID’s relational complexity is intense, including confronting that they know when
their loved one’s life will end.

When leaders developed MAID policies and programs, some appeared to yield to the
rights of objecting health care professionals, rather than balancing the rights of individuals
wanting MAID. This seems to have resulted in increased stress for some family members. This
decision may have also reduced the opportunity for other health care professionals to gain
knowledge about MAID programs and MAID processes, adding to the possibility of challenges
that family members may experience. Hospital-type environments seem to enable easier access
to MAID overall, and the health care professionals in these settings appeared more
knowledgeable about MAID and more willing to help guide family members through the
process. However, it is important to acknowledge that the area of MAID is rapidly evolving and
this finding may have shifted since this study began.

It appears that some family member participants did not identify MAID and palliative
care as mutually exclusive and, therefore, seemed surprised that MAID was not introduced early
in the discussion about their loved one’s care, including during conversations about palliative
care. Knowing all options seemed to help family members develop trust in health care
professionals and the health care environment. Family members seemed to have more confidence
and trust in the MAID process, their loved one’s decision regarding MAID, and the health care
professionals involved when they had the impression that palliative care and MAID programs
were collaborative and cooperative. This integration also seemed to ease family members’ stress
during the MAID process.

When organizational and institutional policies were in place that restricted MAID, family

members appeared to take on more responsibility for their loved one to access MAID, including
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obtaining assessments and on the day of provision. This tended to result in family members
feeling burdened. When policies restricting access were in place, and family members had a
longstanding relationship with the institution, they appeared to generally not be surprised by the
policy position. These family members also seemed less impacted by what the restriction meant
for their loved ones. However, family members were distressed when a loved one had been
recently admitted to an institution or setting that refrained from providing full access to MAID,
highlighting that they were unaware of such a policy on their loved one’s admission. In these
situations, family members indicated this was distressing and suggested they had been concerned
about what it meant for their loved one in order to receive their choice (e.g., forced transfer).

The need that family members perceived to maintain privacy about their loved one’s
choice for an assisted death occurred during the MAID process and grief and bereavement.
Several family members identified privacy as vital and challenging to maintain, particularly in
tight-knit communities, including their town or church organizations, due to perceived socio-
cultural and relational influences. In these cases, they appeared to need to keep the type of death
of their loved one private, either from immediate family and friends or those outside the family,
because of not wanting others to have a negative memory of the loved one, fear of retribution,
further isolation or harm. The long-term impact of keeping the type of death private is unknown;
however, in the immediate future, we can see that maintaining privacy may cause tension for
family members.

When loved ones connected with jurisdictions and settings where MAID services were
compartmentalized or less integrated into the broader system, policies and structures appeared to

lead family members to experience a sense of duty to become involved navigating the process so
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their loved one’s choice could be realized. This seemed to result in family members having to
reconcile their personal involvement in the MAID process.
Limitations of the Study

Through utilizing an interpretive description methodology, this study shed light on the
experiences and perspectives of bereaved family members of recipients of MAID. The data
gathered as well as the steps taken to preserve research integrity provide trustworthiness in the
results. The results of this study are significant as it was one of the first to explore how MAID
implementation, policy, programs, and processes in different provinces may have influenced the
experiences of family members. However, as is true in all types of research, this study had
limitations.

This study’s main limitation is the need for a broader sample of participants to ensure the
sample best represented family members and key informants. For example, although health care
and administrative decision makers involved in MAID policies were in the inclusion criteria,
none were part of the study sample. Therefore, sampling policymaker and administrator
perspectives would be critical in future studies. Additionally, although the final sample of family
members reflected varying ages and familial connections to the MAID recipient, the sample did
not seem to reflect a diversity of moral beliefs surrounding MAID; there was an urban focus, and
the sample primarily identified as female.

Due to COVID-19 restrictions, most interactions with potential participants were virtual
or via telephone, including recruitment, which occurred via social media and the internet. This
excluded individuals who were without this access and, therefore, were unaware of the study.
The exchange of study documents also required access to a computer, which suggests a level of

technological privilege and comfort among the sample. Participants may have responded to the
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study advertisement for reasons such as an interest in research or for unknown reasons,
potentially influencing the findings. It is also possible those who responded to the advertisement
for research participants had a personal interest (e.g., wanted to express support for MAID) and
were more likely to participate.

Since study recruitment began during the COVID-19 pandemic, as individuals and health
care providers were adjusting their personal lives and work, this could have also influenced who
responded to the study advertisement and recruitment information, as well as their overall
perspective and emotional state given the impact and challenges that the pandemic created for
those in health care and society at large. For example, one key informant participant withdrew
their consent before data collection, citing workload issues.

Consistent with my inclusion criteria, | recruited only family members whose loved ones
received clinician-assisted MAID, and, as such, the data collected reflects the perspectives and
experiences connected with this type of MAID provision. Based on previous studies (Wagner,
Miller, et al., 2012), the experience of family members who support a loved one to receive self-
administered assisted dying may have aspects of their experiences that are distinct and, as such,
limit the findings and interpretations of my study.

Another limitation of the study was that the sample included a range of bereavement
periods of family members.1%2 Therefore, the data collected did not reflect any particular subset
of family members; rather, participants recalled their experiences, some of which occurred
several years prior, potentially impacting the accuracy of their recollection and recounting of
their experiences. It was clear that memories were still vivid, as family members easily recalled

them. The diversity in bereavement periods may have been a factor connected to the

102" From 4 weeks to 4 years.
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identification of psychosocial supports, the experience of grief, and that over the past 7 years,
modifications and adjustments have occurred in MAID programs and processes, including after
the death into grief and bereavement.

This study focused on family members whose loved ones received MAID based on the
initial MAID legislation (Bill C-14, 2016), and as a result, their loved ones’ deaths were
reasonably foreseeable. MAID legislation (Bill C-7, 2021) now includes a Track 2 option,
addressing procedural safeguards that apply to individuals whose natural death is not reasonably
foreseeable (Government of Canada, 2023a), which may impact the experiences of family
members in different ways.

Another significant limitation is that data collection occurred from 2020 to early 2021,
with bereaved experiences occurring prior to this. As a result, acknowledging that data collection
and study findings are from a particular point in time, early in the evolution of MAID in Canada,
is essential. Since this time, not only has new legislation (Bill C-7, 2021) been implemented, but
policy, programs and policies may likely have also been modified. As this study was my
dissertation project, | designed it under the guidance of my doctoral supervisor and in
collaboration with my doctoral committee. No family members participated in the design of my
study, including developing survey and interview questions. Involving family members in the
design process would be an aspect to consider when designing future studies.

Chapter Summary

MAID is experienced as complex and multifaceted by family members. In this chapter, |
interpreted the findings of my study beyond the descriptive and presented them with support
from existing literature, creating actionable knowledge for applied practice. | did this in an

attempt to invite health care professionals, policy and health care leaders, academics, and



202

advocates to determine the nature and scope of knowledge that may justify shifts in policy,

programs, and processes (Thorne, 2016).
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Chapter 6: Recommendations and Knowledge Translation

The focus of my study was to understand the experiences and perspectives of bereaved
family members who had a significant other end their life through MAID and describe how
MAID implementation, policy, and processes in different provinces influenced these
experiences. In this chapter, | present recommendations based on the findings of my study and
suggest applications with a focus on policy, practice, and education, as well as for future
research. My objective through the recommendations is to foster conversation and
contemplation. | propose knowledge translation activities and provide concluding remarks to
complete this chapter.
Recommendations

This section outlines recommendations for policy, practice, training, and further research.
Findings from my study demonstrate that, generally, family members may support their loved
one’s decision to receive MAID and engage in the MAID process to achieve their loved one’s
choice, even if it may impact them personally. My research findings suggest that family
members are impacted not only by micro-level elements but also meso- and macro-level
elements. Additionally, these factors do not operate in isolation but rather interconnect to
influence families. With this in mind, | begin this section by putting forward six
recommendations focused in the area of policy, practice, and education that address the findings
in an integrative way. | then outline seven recommendations for future research. | anticipate the
following recommendations will stimulate further discussion around the factors that influence

the experiences of bereaved family members.
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Recommendations for Policy, Practice, and Education

The following findings from my study add to these reports and health care providers’
concerns in relation to these six domains:

Recommendation 1: Evolve Faith-Based Institutional Policies to Allow Full Access
to the Practice of MAID. This recommendation may be controversial and will require a
paradigmatic shift (T. Bryant, 2016) from one that permits faith-based institutions that receive
public funds to provide health care, to develop policies in the context of their organizational
values while excluding the protection of individuals and families from potential harm caused by
such policies (Armstrong & Armstrong, 2016). The findings from my study illuminated that
MAID policies restricting access appear to result in processes that affect family members, let
alone those who seek MAID for themselves. Many family member participants also appeared to
interpret these MAID policies as meaning they should keep their loved ones’ choices private.
Organizational policies restricting or refraining from MAID also tend to cause family members
to take on additional roles and responsibilities so their loved ones can receive MAID. Family
members may not be morally comfortable with the involvement they may see as necessary so
their loved one can receive their choice. This may also impact family members’ time for
reflection and result in a need to reconcile their involvement as well as their feelings and
emotions about their loved ones” MAID journey or death. This may be particularly challenging
in a setting where family members may feel invisible and need to keep their loved ones’ choices
secret. As noted in the previous chapter, this has the potential to increase the burden on family
members during an already difficult time.

To address restrictions, some health care leaders and MAID teams have attempted to

bypass the impact of MAID policies that restrict access by implementing the practice of selecting
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admission sites and institutions that are known to permit MAID if an individual is or has alluded
to the desire to pursue this option (see the “Organization and Implementation of MAID” section
in Chapter 2; Pesut et al., 2021). Although this practice may address the potential impact of these
policies, it also has potential implications for family members. For example, this practice is only
feasible in some regions or areas because local facilities may be limited to faith-based or MAID
restrictive institutions. Family members should not have to be concerned about where their loved
one is admitted®®® with respect to whether an institution restricts access to MAID, which could
occur after their loved one is admitted or transferred to a facility. A radical shift must occur to
address the impact that seems to be occurring due to restrictive policies. This change will require
strong leadership and paradigmatic policy change at organizational, institutional and possibly
governmental levels.

While this shift occurs, leaders in institutions with MAID policies that restrict access
must realize the potential impact of their current policies on family members. Although MAID is
patient focused, given the legislation, family members are present and involved as their loved
ones pursue MAID, including assuming roles and responsibilities that may make them feel
morally compromised. Family members’ experiences appear to thread throughout the MAID
process. The literature suggests that family members seem to feel that health care providers do
not sufficiently support or openly communicate with them when MAID is part of their loved

one’s journey.

103 For example, if taken by ambulance, they are often directed to the nearest hospital or a hospital with
less wait time in their emergency department.



206

Recommendation 2: Call Upon Health Care Leaders, Administrators, and
Managers in Institutions with MAID Policies That Restrict Access to Ensure the Provision
of Family-Centred Care. Consistently providing family-centred care is a challenging
endeavour, given the complexity of MAID and the environment of the health care system.
However, providing nonjudgmental care with a patient focus while also centred on the family,
who themselves may be struggling at points during the MAID process, appears as an essential
and ethical responsibility for health care professionals in the context of care (Canadian Nurses
Association, 2017a).

To facilitate the family is part of the unit of care, | suggest that health care leaders
establish inclusive practice standards and guidelines, providing training and education about the
experience of family members of recipients of MAID to health care professionals. Leaders can
anticipate a “range in responses” (Pesut et al., 2019, p. 5) from health care professionals in their
institutions, but the conscience rights of health care providers and workers objecting to MAID
should not impede their ability to support and care for family members. It is essential to engage
health care providers to reflect on their values and beliefs related to MAID. For example, nurses
could access the MAID Reflective Guide (Pesut et al., n.d.). However, including ethical and legal
discussions about this practice expectation may also be necessary, such as providing and
encouraging access to Canadian Nurses Protective Society webinars and consultants. Moreover,
organizational support is necessary for employees and providers to address potential moral
tension and distress resulting from this recommendation (Beuthin et al., 2018). The support
should be easily accessible during and after-work hours.

Recommendation 3: Ensure MAID Programs and Processes Utilize a Patient-

Focused, Family-Centred Framework. Faith-based institutions are only one of the locations



207

where structures of MAID programs impact family members of MAID recipients and when
communication may not be experienced as open and nonjudgmental by family members (Beuthin
et al., 2018). As such, | recommend that MAID programs and processes aim to provide a patient-
focused, family-centred framework. While the patient must remain the focus throughout the
MAID process because of the nature of the request and legislative requirements (Bill C-14,
2016), just as with other end-of-life care, family members also must be encouraged to be part of
the unit of care. Family members’ roles and responsibilities during this time, their relationship to
the individual in focus (the future MAID recipient), and the impact of MAID on family members
that seems to be present during the MAID trajectory and into bereavement, are just some factors
that necessitate care being family-centred.

To begin, health care leaders, administrators, and health care professionals, including
MAID team members, could evaluate MAID programs, structures, and processes currently in
place with a patient-focused, family-centred lens. Given that studies, including this research,
highlighted the need for “influential leaders setting the tone” (Pesut, Thorne, Schiller, et al.,
2020, p. 4) for MAID programming and policy development, the design and composition of the
evaluation team is an important consideration. After implementing adjustments, it may be
essential to continuously evaluate MAID programs with a patient-focused and family-centred
lens because of the evolving nature of MAID with legislative changes and the importance of
continuing to centre on the family within the broader MAID context. Evaluations could include
understanding the long-term impacts of programs and processes on the grief and bereavement of
family members. Since access to information about MAID seemed to be identified as difficult to

navigate, developing and ensuring information resources (e.g., pamphlets, posters) other than
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those online focusing on family members could demonstrate an improved focus on family and
friends who take on these responsibilities.

Recommendation 4: Assess How Family-Centred Care is Actualized in Health Care
Settings and Develop and Facilitate Continuing Education Opportunities for Health Care
Providers on Family-Centred Care. Regardless of the findings from MAID program reviews,
this recommendation is for health care leaders, administrators, and educators to assess how
family-centred care is actualized in their health care settings and develop and facilitate
continuing education opportunities for nurses and other health care providers on family-centred
care. This would include the experience of family members when a loved one is diagnosed with
a terminal illness and supporting a loved one at end-of-life, including when MAID is the choice.
| suggest this continuing education be accessible across all settings because of the many points at
which health care providers come in contact with family members. I also suggest the education
opportunities provided be specific to MAID, since there is indication that family members may
experience feelings of isolation, the need for secrecy, and a sense of burden as their loved one
pursues MAID (Ciesielski-Carlucci & Kimsma, 1994; Gamondi et al., 2015; Hales et al., 2019;
Holmes et al., 2018; Swarte et al., 2003; Wagner, Keller, et al., 2012), while also suggesting a
need for open and respectful dialogue with health care professionals (Beuthin et al., 2021; Yan,
2022). Enhancing health care professionals’ knowledge may be a way to lessen challenges
experienced. Given the demands and structural challenges existing in Canada’s overextended
health care system, health care providers may perceive family members as difficult to include in
the patient’s care; however, the impact that nurses and other health care professionals can have
on this population is significant if they can utilize current knowledge and effectively

communicate, particularly in the context of possible broader program changes | recommend later
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in this section (see Recommendation 6). Therefore, | suggest the support for this
recommendation be evident in structures and by actions from senior leaders, not just in the words
found in program documentation and guidelines.

Recommendation 5: Modify Course and Program Objectives to Ensure Family-
Centred End-of-Life Care is Included in the Foundational Knowledge and Praxis for
Health Care Practitioners. This recommendation builds on Recommendation 4 to suggest that
academic leaders and educators, including teaching faculty and nursing educators, ensure family-
centred end-of-life care, including MAID, is foundational knowledge and incorporated into
course and program-level objectives. Reviewing and updating curricula to ensure current
evidence and knowledge on family and family-centred care should level across the years in pre-
licensure programs and be brought forward into clinical practice (where applicable) is a
beginning step. As part of this recommendation, including material on communication and
course content focused on communicating with family members is essential, as well as aligning
MAID and palliative care (e.g., ethical, legal, cultural safety, stigma). This could include
simulation learning opportunities

Developing simulation scenarios focused on end-of-life and patient autonomy while
being family-centred could facilitate a needed theory-to-practice connection. In particular, a
scenario might begin at diagnosis of a life-limiting condition, including early palliative care and
treatment, through discussions about the possibility of MAID, while involving family members
with different perspectives!® about the options including MAID. Simulation scenarios could also
evolve to address family members’ grief and bereavement, including challenges that family

members experience following a natural death and an assisted one. Through simulation, students

104 Using actors if possible.
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could also work through their beliefs and conscience relating to MAID and reflect on how to
connect with family members whose significant other may choose to pursue this option.% These
educational recommendations could prepare students for clinical experiences and competent
practice following graduation or registration.

Given nurses’ interactions with family members in all settings, the Canadian Association
of Schools of Nursing (CASN) and program accreditation committees could also engage with
this recommendation at the pre-licensure stage, possibly with entry-level competencies (where
applicable). | encourage CASN to ensure the presence of patient- and family-centred entry-level
competencies and invest in updating the CASN (2012) Palliative and End-of-Life Care Teaching
and Learning Resources to reflect the evolution in this area, for example, which includes the
option of MAID and a focus on family members during palliative care and MAID. Although
MAID deaths account for 4.1% of all deaths in Canada as of the most recent accounting (Health
Canada, 2023; see the “Current Data on MAID” section in Chapter 2), this type of death
continues to increase since implementation (Health Canada, 2023).

The literature highlighted that family members appear to want nurses and other health
care professionals to enter into conversations early in the end-of-life process (Schutt, 2020).
Doing so may improve the quality of family members’ grief. Preparing nursing students with
current knowledge and practical techniques to engage in dialogue about the patient’s end-of-life
choices, including MAID, may not only ease the impact of any death but the skills and
techniques can be transferable across settings and populations. To facilitate this

recommendation, faculty members, instructors, and clinical educators would need to maintain a

105 Simulation may also be useful for current practicing nurses and other healthcare professionals as well
(see Recommendation 4). However, it would be a human resource issue and would privilege urban
locations with access to simulation suites.



211

currency of knowledge on family-centred care at the end of life and address curriculum changes
in courses, implementing sensitive student-centred suitable teaching and learning strategies using
a trauma-informed lens. It is also important through this recommendation for teaching faculty to
support clinical educators in debriefing with nursing students and reflecting on clinical
experiences concerning the possible legacy of a MAID event on family members.

Recommendation 6: Encourage Health Care Leaders and Professionals to Support
and Integrate Palliative Care and MAID Programs. My study illuminated that%®¢ MAID
events appeared to impact family members when MAID programs, structures, and processes
were not well integrated with broader health care services, such as palliative care programs. This
is the basis of this final recommendation for health care leaders and health care professionals to
mutually support and find ways to integrate palliative care and MAID programs. | anticipate that
this recommendation may be challenging to implement because of the range of moral responses
health care professionals have about MAID (Pesut, Thorne, Storch, et al., 2020) and given that,
although possibly moderating, tension appears to continue between palliative care and MAID
(Antonacci et al., 2019; Canadian Hospice Palliative Care Association & Canadian Society of
Palliative Care Physicians, 2019; Downar et al., 2023; Gerson et al., 2020; Pesut et al., 2021;
Slade, 2020).

In some Canadian jurisdictions and settings, palliative care and MAID programs are seen
to function in mutually exclusive ways and in varying degrees of integration (Pesut et al., 2021)
rather than a “complementary and synergistic [manner]” (Downar et al., 2023, p. 898). As
findings in my study suggest, this does not ease the burden on family members; rather, it seems

to create challenges. Nevertheless, based on the literature, scholars express some optimism about

106~ As outlined in Chapter 3, family member participants were impacted by Bill C-14 (2016).
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the evolution and integration between palliative care and MAID in jurisdictions where assisted
dying is legal (Hashemi et al., 2021; VVanden Berghe et al., 2017).

The literature revealed that at least one international jurisdiction'®” permits and supports
an integrated understanding of assisted dying and palliative care (Vanden Berghe et al., 2017),
embedding physician-assisted dying and euthanasia into palliative care. This provides optimal
support to patients as well as their families and friends (Vanden Berghe et al., 2017). According
to a study focused on nurses in Canada, diverse degrees of integration were noted from having
no integration, informal consultative relationship to some with complete integration (Pesut et al.,
2021). We know that palliative care and MAID are integrated and collaborative in at least one
setting in Canada (i.e., an Ontario community palliative care program)!® and that there are
leaders in health care who making efforts to navigate between palliative care and MAID so that
patients, and families, receive the care they desire. This evolution of points to the possibility of
integrating palliative care and MAID in more settings, which could benefit family members and
those seeking MAID.

This recommendation, however, becomes more complex in the broader understanding of
MAID because of the amendments to the legislation (Bill C-7, 2021), including (a) Track 2,
which permits MAID for those whose natural death is not reasonably foreseeable and (b) the
anticipation that individuals with mental illness as their sole underlying condition will be
permitted to receive MAID if they qualify (Government of Canada, 2023a) possibly beginning in
2024. These legislative changes, in the context of the findings from my study, suggest an

integrated MAID program in the health care system may be even more essential as MAID

107 Flanders, Belgium.
108 Specifically, in the home-type setting.
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becomes more layered and complex as MAID eligibility expands. Although there are reports that
MAID programs and processes are now “settling into an equilibrium after the implementation of
Bill C-14” (Pesut, Thorne, Wright, et al., 2021, p. 11), some family members in my study
experienced it differently, possibly in part because of the time this study took to complete.
Moreover, if MAID programs and processes continue to be poorly understood (Pesut, Thorne,
Schiller, et al., 2020), health care professionals as well as family members may continue to be
impacted by program and process factors (Pesut, Thorne, Wright, et al., 2021).
Recommendations for Future Research

The findings from this study enhanced knowledge from the few prior studies published
on the experiences of family members of recipients of MAID and assisted dying. My study also
suggested how MAID policies, programs, and processes may impact their experience. | offer the
following recommendations for further policy, practice, and interdisciplinary scholarly research
into this developing area:

1. Replicate and extend the current study to focus on the experiences of family members
in rural and remote regions. Research has highlighted inequity in rural health care
access, including lengthy travel to urban centres for services and a need for more
available primary care practitioners and resources (Canadian Institute for Health
Information [CIHI], 2018; Maddison et al., 2011; Sibley & Weiner, 2011).
Individuals in rural areas often prefer receiving care in their community to avoid
potential travel-related issues and costs (CIHI, 2018); however, given the known
concerns for confidentiality in these locations, this may cause difficulties for family
members whose loved ones chose MAID. Essential elements in this future study also

include understanding barriers, such as access to palliative care and providers feeling
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less prepared to manage care for individuals at end of life, including MAID
(Kaasalainen et al., 2012; Tedder et al., 2017). Given that this population has unique
challenges and is often under-resourced, understanding family members’ experiences
as their loved one pursues MAID, including access to early and quality palliative
care, and integrating palliative care and MAID programs will be essential.

. While some faith-based health care organizations permit complete access to MAID,
other institutions do not (De Bono, 2017), and my study provides knowledge as to the
potential impact of policies in such institutions and settings on family members. My
study may be the impetus to explore this area further, possibly with the inclusion of
family member participants from the Province of Québec, where all hospitals are
required to allow MAID (Bill 52, 2014). Further understanding of these experiences
through subsequent research could enhance health care providers’ knowledge to
implement additional recommendations that may improve the experiences of family
members, including in bereavement. Such an investigation may also uncover ways to
improve programs and processes to reduce potential negative impacts and harm.

. Although some family members spoke of having difficulty because of their loved
one’s choice for MAID, my study did not illuminate if there was an influence or
impact due to their family and community connections, beliefs, or affiliation with
religion and spirituality. Investigating the possible impact of spirituality and religion
on the experience of bereaved family members is warranted at this time. Future
investigations by an interdisciplinary team of researchers could explore whether and
how family members who supported loved ones through MAID engaged with their

usual religious and spiritual communities or advisors, whether this participation was



215

challenging, and by what processes. It would be vital to understand if there were
negative impacts on family members and if or how difficulties may have been
resolved.

Given that my study and previous research in this area have highlighted that privacy
and secrecy seem to be a pattern in the experiences of bereaved family members, and
given the relative recency of MAID legalization (Bill C-14, 2016), investigating if
family members’ experience with a MAID death has resulted in any long-term
impacts or complications would be warranted.

. Although research has suggested that sharing the same beliefs and values as their
loved ones about end-of-life choices can facilitate involvement and collaboration in
the assisted dying process (Goldberg et al., 2021; Thangarasa et al., 2021), this
attitude does not reflect an absolute willingness of family members to participate
(Emanuel et al., 2000; Frolic et al., 2020). It may be meaningful to understand the
experiences of family members who chose to disengage or did not engage in
supporting their loved ones in their pursuit of MAID in an effort to identify
recommendations to assist this group.

Findings from my study suggest family members’ impressions of and experiences
with palliative care programs and services changed following the initiation of the
MAID process. Building on this knowledge to investigate further if or how family
members experience palliative care in the context of MAID is warranted.

. When Bill C-7 (2021), An Act to amend the Criminal Code (Medical Assistance in
Dying), received Royal Assent and came into force, it amended initial MAID

legislation (Bill C-14, 2016). It included provisions that excluded most individuals
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with mental illness as their sole underlying medical condition from eligibility for
MAID. However, Bill C-7 noted that this exclusion would be automatically repealed
in March 2023.1%° Individuals with mental illness as the sole underlying condition do
not currently qualify for MAID in Canada (Government of Canada, 2023a). However,
with additional changes to MAID legislation (Bill C-14, 2016; Bill C-7, 2021)
anticipated in 2024 to allow such individuals who meet eligibility criteria to qualify
for MAID (Government of Canada, 2023a), health care providers, mental health
advocates, and scholars have expressed concerns about the potential impact of these
changes given the ongoing lack of access to universal, publicly funded mental health
supports that address the full range of needs including substance use, resulting in
inequity among those with mental illness and impacting their family and friends
(Canadian Mental Health Association, 2023). In this context, it will be necessary to
replicate and extend this current study to include data collected from family members
of individuals who received MAID whose sole underlying condition was mental
illness. These family members’ perspectives and experiences will be essential to add
to current knowledge.

Knowledge Translation

The findings and recommendations from my study are relevant in the Canadian context
and globally. The knowledge produced from my study informs health care leaders and
policymakers, health care providers including palliative care and MAID practitioners, health and

social care educators, and advocacy groups. | hope that my findings not only foster conversation

199 This was extended by 1 year to allow preparation at the program and practice level (Government of
Canada, 2023a).
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but also prompt application through reflection on, enhancement of, and modifications to practice,
policy, programs, and services that may positively impact family members whose loved ones
pursue MAID. In this section, | propose several strategies for knowledge translation, beginning
with short-term approaches.

Following this study’s completion, | will email a summary of the study findings and
produce a recorded video summary, which I will make available to all participants who requested
an update on the outcomes of my study. For dissemination to individuals and family members
who are dealing with their own loved ones’ end-of-life issues and possibly contemplating MAID,
or for bereaved family members who were not study participants, | will engage with non-profit
organizations (e.g., Bridge C-14, MAID Family Support, Dying with Dignity Canada, the
Canadian Association of MAID Assessors and Providers, and Wellspring) to determine how this
knowledge can be used in the context of their groups and organizations. | anticipate this to likely
involve presentations at local chapters and through webinars. | will also direct knowledge to key
informant participants and, given their roles, will offer to disseminate findings and
recommendations (in person or virtually) to their teams and organizations. This may include in-
service training opportunities.

Knowledge dissemination at conferences and through journals focused on end-of-life,
palliative care and assisted dying will be the focus for disseminating findings to health care
professionals, policymakers, and health care leaders. Conferences may include the Canadian
Association of Nurses in Oncology Annual Conference, MAID Conference, the Canadian
Hospice Palliative Care Conference, the Canadian Gerontological Nurses Association
Conference, and the International Conference on End-of-Life Law, Ethics, Policy, and Practice.

Dissemination of findings through publications in academic peer-reviewed journals, including
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those focused on palliative and end-of-life care (e.g., Palliative Medicine), family (e.g., Journal
of Family Nursing), health policy (e.g., Health Policy and Planning and Policy, Political and
Nursing Practice), and, given my nursing background and the impact that nurses can have on the
experience of family members, targeting knowledge dissemination toward those in the nursing
profession will be vital.

Affecting change based on the findings from my study and the recommendations | put
forward in this section will require not only the dissemination of knowledge but also for
leadership (institutional, organizational, provincial, and federal government) to be open to
acknowledge the evidence and the modifications in how to possible improve MAID programs
and processes for family members. The range of this includes influential leaders in the study
settings (including all publicly funded organizations and institutions) and policy consultants in
Health Canada. | will also seek to connect with faith-based health care conference organizers
regarding opportunities to disseminate knowledge during those conferences (e.g., the Providence
Health Care Annual Ethics Conference and the Covenant Health Palliative Care Education and
Research Conference) to connect to practice-based professionals in organizations that could
implement or advocate for the proposed recommendations.

I will leverage my role as a nursing faculty member by engaging with nursing colleagues.
This may involve connecting with colleagues in nursing faculties across Western Canada. At
Mount Royal University, knowledge translation will occur at the department level, including
contributing to curriculum development, and | will also undertake university-wide dissemination
during scholarship opportunities (e.g., Faculty Lightning Talks at Mount Royal University’s
Research and Scholarship Days). Given the number of nursing programs in Western Canada,

broad knowledge dissemination through the Western and Northern Regional-Canadian
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Association of Schools of Nursing may be effective. | may also plan for knowledge translation at
the bi-annual CASN conference.

It is essential that | monitor and evaluate the impact of the proposed knowledge
translation strategies when they occur. This will require follow-up research.

Concluding Remarks

In this study, 31 bereaved family members generously shared their perceptions and
experiences as their loved ones accessed and received MAID, with another 15 key informants
sharing their insights into family members’ experiences and their impressions and experiences
with MAID and palliative care services. The interpretive description methodology provided a
framework for this two-setting study. The methodology illuminated a contextual understanding
of the experiences of bereaved family members and enabled the presentation of new knowledge
in a meaningful way for practice, policy, and education. The findings from this study support
similar research and extend health care practitioners’ understandings of micro-, meso- and
macro-level elements that seem to impact family members who have had a loved one end their
life through MAID.

This study illuminated the complex and multifaceted nature of bereaved family members’
experiences in the relatively new context of assisted dying. With the evolution of MAID
eligibility and access due to legislative changes (such as Bill C-7, 2021), along with attitude
shifts about assisted dying and the continued impact of health inequities on individuals, it is
likely that the number of people who experience bereavement after MAID will increase.
Therefore, not only does my study fill a knowledge gap, but it also provides this knowledge at a
critical time in the progression of MAID in Canada. Health care professionals, including

palliative care providers and MAID practitioners, as well as health care leaders, policymakers,
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and advocates with non-profit organizations who interact with family members, must realize that
MAID is much more than an autonomous decision by an individual at end of life who meets
eligibility criteria; the decision for MAID, the elements that frame MAID programs and
processes, and the sociocultural factors that surround patient options also all shape family
members’ experiences. | suggest that health care leaders ensure that health care providers can
engage in family-centred care when MAID is the context, particularly given, as this study shows,
family members appear to experience hidden complexities, including during bereavement, of

which health practitioners may have to this point been relatively unaware.
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Appendix A: Alberta Health Services: Zone Map 2020-2021

Fdmonton Zone

Central Zone 470,490
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South Zone 208,169

Aberta 4,087.296
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Services

Note. From AHS Map and Zone Overview, by Alberta Health Services, 2021
(https://www.albertahealthservices.ca/assets/about/publications/ahs-ar-2021/zones.html).
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I'I Alberta Health

Bl Services

TITLE: MEDICAL Assistance in Dying

SCOPE DOCUMENT # HCS-165-01
Provincial

APPROVAL AUTHORITY INITIAL EFFECTIVE DATE
Clinical Operations Executive Committee February 6, 2016

SPONSOR REVISION  EFFECTIVE DATE
Seniors Health March 26, 2021

PARENT DOCUMENT TITLE, TYPE, AND SCHEDULED REVIEW DATE
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at [email address]. The Policy Services website is the official source of current approved policies, procedures,
directives, standards, protocols, and guidelines. Only the electronic version of this document, as hosted on the
Policy Services website or www.ahs.ca, is valid.

OBJECTIVES

e To facilitate a consistent, compassionate, patient-centred approach when responding to an adult
patient’s request for medical assistance in dying.

PRINCIPLES

Patient autonomy: Patients with capacity will be able to make their own decisions about their own lives
and bodies based on their own preferences, values, and beliefs.

Equitable access: Patients who make a request for medical assistance in dying, who meet the mandatory
requirements and when all the safeguards have been addressed, should have timely and reasonable
access to this service. Consistent with other Alberta Health Services (AHS) services and program areas,
reasonable access means that medical assistance in dying services may not be available at all AHS
settings.

Respect for moral conscience: Health care providers may follow their beliefs and values when deciding
whether or not to participate in medical assistance in dying.
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Respect and dignity: Patients and their families shall be cared for by health care providers with open-
mindedness, respect, compassion, and a thoughtful regard for their dignity and unique lived experience,
including cultural elements that are important to the patient.

Health care provider qualifications: Health care providers participating in medical assistance in dying
must have the requisite knowledge, care and skill, and be acting within their scope of practice,
supported by all applicable laws, practice standards, bylaws, AHS policies, and other applicable
requirements.

Duty to provide care: Patients shall not be abandoned or denied appropriate health care because of
their request for or participation in medical assistance in dying.

Criminal law application and protections: Changes to the Criminal Code (Canada) mean that Physicians
or Nurse Practitioners may provide medical assistance in dying and allow other health care providers to
assist Physicians or Nurse Practitioners in their provision of this service for patients. Physicians, Nurse
Practitioners, and other health care providers may provide patients with information about the lawful
delivery of medical assistance in dying. The law also extends to protect those who are acting on a
reasonable but mistaken belief about a fact that is an element of the mandatory requirements or the
required safeguards in this Policy.

Protection of vulnerable patients: Attention to the conditions and context generating vulnerability which
might have an influence on a patient’s request for medical assistance in dying must be part of AHS’
comprehensive and ongoing multi-disciplinary patient care. AHS’ multi-disciplinary patient care teams
must be committed to protecting vulnerable patients from discrimination, coercion, exploitation, and
undue influence.

APPLICABILITY

Compliance with this document is required by all Alberta Health Services employees, members of the
medical and midwifery staffs, students, volunteers, and other persons acting on behalf of Alberta Health
Services (including contracted service providers as necessary).

ELEMENTS
1. Points of Emphasis

1.1 This Policy addresses the following activities associated with medical assistance
in dying:

responding to inquiries;

a. assessing whether a patient meets the mandatory requirements while ensuring that safeguards
are observed, and the provision of medical assistance in dying by the administering by the most
responsible health practitioner (for the purpose of this Policy, the most responsible health practitioner
is a Physician or Nurse Practitioner) of a substance to a patient, at that patient’s request, that causes
that patient’s death;

b. reporting requirements after the patient’s death.
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0. AHS respects a patient’s right to make informed health care decisions, including the right to
consent to or decline specific health care interventions. Only adult patients who have the capacity to
provide informed consent may be eligible for medical assistance in dying.

0. AHS shall support patients and families by providing clear and accurate information about
medical assistance in dying.

0. AHS shall respect individual health care providers’ rights to decline participation in medical
assistance in dying, while ensuring that patients’ care needs are met.

2. Patient Eligibility of Medical Assistance in Dying: Mandatory Requirements

2.1 Only adult patients that meet the following mandatory requirements, as
determined by two (2) independent Physicians or Nurse Practitioners (refer to Section 3
below), are eligible for medical assistance in dying.

The patient is eligible for health services funded by a federal, provincial, or
territorial government in Canada (existing waiting periods or minimum residency
requirements do not apply).

a. The patient has a grievous and irremediable medical condition. This means all of
the following criteria are met:

.the patient has a serious and incurable illness, disease, or disability;
i.the patient is in an advanced state of irreversible decline in capability;

ii.that iliness, disease, disability, or state of decline causes the patient
enduring physical or psychological suffering that:

e isintolerable to the patient; and

e cannot be relieved under conditions or with treatment that the
patient considers acceptable;

Note: For the purposes of Section 2.1(b) above, a mental iliness is not
considered to be an illness, disease, or disability.

iv.  except as outlined by Section 6 below, their natural death has become
reasonably foreseeable, taking into account all of their medical
circumstances. A specific prognosis as to the specific length of time
remaining is not required.

c. The patient has made a request for medical assistance in dying on the prescribed
Record of Request for Medical Assistance in Dying Form (Alberta). This request must
be voluntary.
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If the patient requesting medical assistance in dying is unable to physically
sign and date the request for medical assistance in dying on the prescribed
Record of Request for Medical Assistance in Dying Form (Alberta), another
person —who is at least 18 years of age, who understands the nature of the
request for medical assistance in dying, and who does not know or believe
that they are a beneficiary under the will of the patient making the request
or a recipient, in any way, of a financial or other material benefit

resulting from that patient’s death — may do so in the person’s
presence, on the person’s behalf, and under the person’s express
direction.

d. The patient has the capacity to provide informed consent for medical assistance in
dying, in accordance with the AHS Consent to Treatment/Procedure(s) Policy Suite.

Note: An alternate decision-maker cannot make a request for, or consent to,
medical assistance in dying on behalf of a patient who lacks capacity.

e. The patient has given express informed consent for the delivery of medical
assistance in dying after having been informed of the means that are available to
relieve their suffering, including palliative care. The patient’s express informed
consent shall be obtained in writing on the AHS Consent to Treatment Plan or
Procedure Form unless use of this form is impracticable or unreasonable.

If the patient is physically unable to provide express informed consent in
writing:

e ablind or disabled patient’s mark is recognized as a valid signature
on the consent form; or

e verbal or other express (e.g., blinking, grunting) informed consent is
acceptable with a minimum, one (1) witness, and this consent shall
be documented on the AHS Consent to Treatment Plan or Procedure
Form along with why the patient was physically unable to sign.

i.This informed consent is separate and in advance of the informed consent
required immediately prior to the provision of medical assistance in dying as
per Section 5.1(h) below and subject to Sections 5.2 or 6.1(k) below.

Determining Independence of a Physician or Nurse Practitioner

3.1 The Physician or Nurse Practitioner who provides the medical assistance in
dying, and the Physician or Nurse Practitioner who provides the opinion referred to in
Sections 5.1l or 6.1l below, are independent if they:

are not in a mentorship or supervisory relationship with each other;
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a. do not know or believe that they are a beneficiary under the will of the patient making the
request or a recipient, in any other way, of a financial or other material benefit resulting from that
patient’s death, other than standard compensation for their services relating to the request; and

b. do not know or believe that they are connected to the other Physician or Nurse Practitioner or
to the patient making the request in any other way that would affect their objectivity.

4. Determining Independence of a Witness

4.1 An independent witness must be an adult who understands the nature of the
request for medical assistance in dying. The witness must not act as a witness if they:

know or believe that they are a beneficiary under the will of the patient making the request or a
recipient, in any other way, of a financial or other material benefit resulting from that patient’s death;

a. are an owner or operator of any health care facility at which the patient making the request is
being treated or any facility in which that patient resides;

b. are directly involved in providing health care services to the patient making the request; or
C. directly provide personal care to the patient making the request.
4.2 Despite Sections 4.1l and 4.1(d) above, a person who provides health care

services or personal care as their primary occupation and who is paid to provide that
care to the person requesting medical assistance in dying, is permitted to act as an
independent witness, except for:

the Physician or Nurse Practitioner who will provide medical assistance in dying
to the person; and

a. the Physician or Nurse Practitioner who provides an opinion in Sections 5.1l or
6.1l below, as the case may be, in respect of the patient.

5. Safeguards for Natural Death that is Reasonably Foreseeable

5.1 Before a Physician or Nurse Practitioner provides medical assistance in dying to
a patient whose natural death is reasonably foreseeable, taking into account all of their
medical circumstances, without a prognosis necessarily having been made as to the
specific length of time that they have remaining, the Physician or Nurse Practitioner
must:

be of the opinion that the patient meets all of the mandatory requirements as per Section 2
above;

a. ensure the request for medical assistance in dying is in writing, dated, and signed by the patient
after the patient was informed by a Physician or Nurse Practitioner that the patient has a grievous and
irremediable medical condition;
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b. be satisfied the request in Section 5.1(b) above is signed (subject to Sections 2.1(c) and 2.1(c)(i)
above) before an independent witness (refer to Section 4 above) who then also signs and dates the
request;

C. ensure the patient was advised that they may withdraw their request at any time and in any
manner;
d. ensure that a second assessing Physician or Nurse Practitioner has provided a written opinion

confirming that the patient meets all of the mandatory requirements (see Section 2 above);

e. be satisfied that they and the second assessing Physician or Nurse
Practitioner referred to in Section 5.1l above are independent (see Section 3
above);

g. if the patient has difficulty communicating, take all necessary measures to provide a
reliable means by which the patient may understand the information that is
provided to them and communicate their decision; and

subject to Section 5.2 below, immediately before medical assistance in dying is provided, give
the patient an opportunity to withdraw their request and ensure that the patient gives express informed
consent to receive medical assistance in dying. The Physician or Nurse Practitioner shall obtain the
patient’s express informed consent for medical assistance in dying. The Physician or Nurse Practitioner
shall document express informed consent by:

.having the patient re-sign the original AHS Consent to Treatment Plan or
Procedure Form (dated again, with one [1] witness), understanding that a
blind or disabled patient’s mark is recognized as a valid signature;

i.having the patient sign a new AHS Consent to Treatment Plan or Procedure
Form (dated, with one [1] witness), understanding that a blind or disabled
patient’s mark is recognized as a valid signature; or

ii.documenting the patient’s express verbal or other express (e.g., blinking,
grunting) informed consent in front of at minimum, one (1) witness (refer to
Section 4 above), with documentation that specifies the witness name(s)
and date on the patient’s health record.

5.2 The Physician or Nurse Practitioner may administer a substance to a patient
whose death is reasonably foreseeable to cause their death without meeting the
requirement set out in Section 5.1(h) above if:

before the person loses the capacity to consent to receiving medical assistance in dying:

.the patient meets all of the mandatory requirements set out in Section 2
above and all other safeguards set out in Section 5.1 above are met;
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i.the patient enters into an agreement in writing with the Physician or Nurse
Practitioner that the Physician or Nurse Practitioner would administer a
substance to cause their death on a specified day;

ii.the patient is informed by the Physician or Nurse Practitioner of the risk of
losing the capacity to consent to receiving medical assistance in dying prior
to the day specified in the agreement; and

iii.in the written agreement, the patient consented to the administration by
the Physician or Nurse Practitioner of a substance to cause their death on or
before the day specified in the agreement if they lost their capacity to
consent to receiving medical assistance in dying prior to that day;

a. the patient has lost the capacity to consent to receiving medical assistance in
dying;

b. the substance is administered to the patient in accordance with the terms of the
agreement; and

c. the patient does not demonstrate, by words, sounds, or gestures, refusal to
have the substance administered or resistance to its administration.

.For greater certainty, involuntary words, sounds, or gestures made in
response to contact do not constitute a demonstration of refusal or
resistance for the purposes of Section 5.1(d) above.

i.0Once a patient demonstrates, by words, sounds, or gestures, refusal to have
the substance administered or resistance to its administration, medical
assistance in dying can no longer be provided to the patient on the basis of
the consent given by them under Section 5.2(a)(iv) above.

6. Safeguards for Natural Death that is Not Reasonably Foreseeable

6.1 Before a Physician or Nurse Practitioner provides medical assistance in dying to
a patient whose natural death is not reasonably foreseeable, taking into account all of

their medical circumstances, the Physician or Nurse Practitioner must:

be of the opinion that the patient meets all of the mandatory requirements set out in Section 2
above;

a. ensure that the patient’s request for medical assistance in dying was:

.made in writing on the Record of Request for Medical Assistance in Dying Form (Alberta) and signed and
dated by the patient (or in accordance with Sections 2.11 and 2.11(i) above); and

i.signed and dated after the patient was informed by a Physician or Nurse Practitioner that the patient
has a grievous and irremediable medical condition;
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c. be satisfied that the request was signed and dated by the patient (or in accordance
with Sections 2.1l and 2.11(i) above) before an independent witness (see Section 4
above) who then also signed and dated the request;

ensure that the patient has been informed that the person may, at any time and
in any manner, withdraw their request;

ensure that a written opinion from another independent Physician or Nurse Practitioner (as per
Section 3 above) confirming that the patient meets all of the mandatory requirements set out in Section
2 above has been provided;

Note: If neither Physician or Nurse Practitioner has expertise in the condition
that is causing the patient’s suffering, then one of the two (2) assessing
Physicians or Nurse Practitioners shall consult with another Physician or Nurse
Practitioner with that expertise and share the results of that consultation.

f. be satisfied that they and the Physician or Nurse Practitioner in Section 6.11 above
are independent (refer to Section 3 above);

ensure that the patient has been informed of the means available to relieve their suffering,
including, where appropriate, counselling services, mental health and disability support services,
community services, and palliative care, and has been offered consultations with relevant professionals
who provide those services or that care;

ensure that they and the Physician or Nurse Practitioner referred to in Section
6.1l above have discussed with the patient the reasonable and available means to
relieve the patient’s suffering and they and the Physician or Nurse Practitioner
referred to in Section 6.1l above agree with the patient that the patient has given
serious consideration to those means;

ensure that there are at least 90 clear days between the day on which the first
assessment of whether the patient meets the mandatory requirements set out in
Section 2 above begins and the day on which medical assistance in dying is provided
to them or — if the assessments have been completed and they and the Physician or
Nurse Practitioner referred to in Section 6.1l above are both of the opinion that the
loss of

the patient’s capacity to provide consent to receive medical assistance in dying
is imminent — any shorter period that the first assessing Physician or Nurse
Practitioner considers appropriate in the circumstances;

j.  if the patient has difficulty communicating, take all necessary measures to provide a
reliable means by which the person may understand the information that is
provided to them and communicate their decision; and
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immediately before providing the medical assistance in dying, give the patient
an opportunity to withdraw their request and ensure that the patient gives express
informed consent to receive medical assistance in dying.

7. Alberta Health Services’ Responsibilities in Medical Assistance in Dying

7.1 AHS has a responsibility to assist Albertans with reasonable access to medical
assistance in dying, in safe and clinically appropriate AHS settings, which means
environments where health services are delivered by, on behalf of, or in conjunction
with AHS, including the patient’s home.

7.2 AHS shall:

provide comprehensive multi-disciplinary care including non-Physician health care providers
working within their scope of practice, to patients and families when the patient is exploring end-of-life
decisions;

a. provide non-judgmental, comprehensive care without bias;

b. provide timely and reasonable access to information about palliative and all end-of-life care
options, including bereavement care;

C. honour health care providers’ decisions regarding their participation in the provision of medical
assistance in dying;

d. take reasonable steps to facilitate self-referrals, referrals of patients from Physicians or Nurse
Practitioners who decline to participate in medical assistance in dying, and referrals from AHS-
contracted service providers for those patients intending to access medical assistance in dying;

e. ensure patients may access medical assistance in dying in a timely and coordinated fashion;

f. accommodate requests for timely patient transfers from health care settings opting not to
deliver medical assistance in dying to an appropriate AHS setting or other non-objecting setting;

g. ensure access to consultation services, including but not limited to,
Clinical Ethics, legal services for staff, Spiritual Care, Social Work, and

Addiction and Mental Health services, as needed,;

i. ensure that if concerns about a patient’s health care experience arise, the patient
concerns resolution process shall be available in accordance with the AHS Patient
Concerns Resolution Process Policy Suite; and

enable the reporting of information related to medical assistance in dying as required by the
Office of the Chief Medical Examiner and/or the Medical Assistance in Dying Regulatory Review
Committee.

7.3 AHS’ Medical Assistance in Dying Care Coordination Service shall offer:
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support to patients and families by providing information and access to education and supports,
and linkages to all end-of-life care options including medical assistance in dying, and grief and
bereavement services; and

a. support to both AHS and non-AHS Physicians, Nurse Practitioners, and interdisciplinary health
care team members in the coordination of care and services related to medical assistance in dying and
all end-of-life care options, and provide linkages to education, resource materials, specialty consultation
services, and grief and bereavement services.

7.4 AHS’ procedures and processes shall support the Physicians’ and Nurse
Practitioners’ ability to:

support patients;
a. assess mandatory requirements and ensure safeguards are met;

b. prescribe and/or administer the drugs recommended for use that intentionally bring about a
patient’s death by established drug lists and protocols developed and maintained in consultation with
the Alberta College of Pharmacy;

C. comply with documentation requirements; and
d. comply with any legal and AHS reporting requirements.

7.5 AHS shall ensure that the care provided to the patient and family after death is
provided in accordance with established organizational policies and processes.

8. Health Care Providers’ Responsibilities in Medical Assistance in Dying

8.1 Prior to participation in any aspect of care related to medical assistance in dying,
health care providers should inform themselves of the direction being provided by their
respective regulatory bodies and must comply with that direction.

8.2 Health care providers should also inform themselves with information, support,
and guidance provided by the Medical Assistance in Dying Care Coordination Service,
referral services, and the patient self-referral process.

8.3 Health care providers who are not Physicians or Nurse Practitioners shall
respond to medical assistance in dying inquiries in a timely and non-judgmental,
comprehensive manner without bias and shall notify a patient’s most responsible health
practitioner.

If the patient does not have a most responsible health care practitioner or if the patient does
not wish for their most responsible health practitioner to learn of the request, then the health care
provider shall notify the relevant Manager and the Medical Assistance in Dying Care Coordination
Service in a timely manner.

a. Health care providers may share information about medical assistance in dying with patients.
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8.4 Health care providers electing not to participate in medical assistance in dying
for appropriate reasons, including reasons of conscience, are not required to
participate.

The health care provider shall inform their Manager if they are unwilling or unable to support
the provision of either the patient’s usual care or care specific to medical assistance in dying.

a. The Manager shall ensure another appropriate health care provider who is willing and able,
assumes the objecting health care provider’s role.

0. An AHS Pharmacist may only dispense drugs for medical assistance in dying consistent with the
list of drugs developed and maintained with the assistance of the Alberta College of Pharmacy and
supported by any applicable practice standards or other governing documents, and must comply with
any legal, regulatory body, and mandatory reporting obligations.

0. Health care providers shall ensure documentation in the patient’s health record is in accordance
with AHS policies and legislative requirements.

9. Physicians’ and Nurse Practitioners’ Responsibilities in Medical Assistance in Dying

9.1 Only appropriately qualified Physicians and Nurse Practitioners may determine
requirements for and provide medical assistance in dying. Physicians providing
assessments or provisions within AHS settings require privileges to do so. Nurse
Practitioners are required to maintain their own competency as set out by regulatory
bodies and AHS.

9.2 Prior to assessing a patient for medical assistance in dying, the Physicians and
Nurse Practitioners involved should review and follow advice documents and Standards
of Practice set out by their respective regulatory bodies regarding their participation in
aspects of care related to medical assistance in dying and may consult with their insurers
/ protective associations.

9.3 Upon receiving the formal request for medical assistance in dying, the Physician
and/or Nurse Practitioner involved shall advise the Medical Assistance in Dying Care
Coordination Service of the request.

9.4 Physicians or Nurse Practitioners who elect not to participate in medical
assistance in dying for appropriate reasons, including reasons of conscience, are not
required to participate.

Physicians or Nurse Practitioners who elect not to participate in medical assistance in dying, and
have a patient who has requested medical assistance in dying, shall provide the patient’s information to
the Medical Assistance in Dying Care Coordination Service. The Medical Assistance in Dying Care
Coordination Service shall provide the patient with information and resources to facilitate access to a
Physician or Nurse

Practitioner who is willing to provide medical assistance in dying services.
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b. Physicians or Nurse Practitioners shall continue to provide required health care to
the patient until that Physician’s or Nurse Practitioner’s services are no longer
required or wanted by the patient or until another Physician or Nurse Practitioner
has assumed responsibility for the patient.

9.5 Under no circumstances shall the responsibility for providing medical assistance
in dying be delegated or transferred from one Physician or Nurse Practitioner to another
Physician or Nurse Practitioner who:

has not independently verified the patient’s mandatory requirements and express informed
consent for medical assistance in dying; or

a. is receiving supervision or mentorship (e.g., trainee) from any Physician or Nurse Practitioner.

0. With the patient’s express informed consent, the provision of medical assistance in dying may
be observed for learning purposes.

0. Only Physicians and Nurse Practitioners shall prescribe the drugs for medical assistance in dying.
The most responsible health practitioner shall inform the Pharmacist involved when a prescription is
being prescribed or obtained for the purpose of delivering medical assistance in dying.

0. The most responsible health practitioner shall obtain express informed written (signed) consent
for a treatment plan developed together with a patient.

a) The treatment plan shall include administration of the drugs by the
most responsible health practitioner.

9.9 The most responsible health practitioner shall review, affirm, and/or determine
that the patient’s advance care planning and goals of care designation have occurred
as per the AHS Advance Care Planning and Goals of Care Designation Policy Suite.

9.10  Physicians and Nurse Practitioners shall ensure documentation in the patient’s
health record is in accordance with AHS policies and legislative requirements. This
documentation shall include, but is not limited to, capacity assessment, mandatory
requirements, goals of care designation, completed consent forms, and record of
medication administration.

9.11 Physicians and Nurse Practitioners shall comply with any legal, federal or provincial government,
regulatory body, and mandatory medical assistance in dying reporting requirements.

DEFINITIONS

Adult, for the purposes of this Policy, means a person aged 18 years and older and excludes mature
minors.

Advance care planning, for the purposes of this Policy, means a process which encourages people to
reflect and think about their values regarding clinically indicated future health care choices; explore
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medical information that is relevant to their health concerns; communicate wishes and values to their
loved ones, their agent/alternate decision-maker and their health care team; and record those choices.

Alberta Health Services (AHS) setting means any environment where treatment/procedures and other
health services are delivered by, on behalf of or in conjunction with, Alberta Health Services.

Alternate decision-maker means a person who is authorized to make decisions with or on behalf of the
patient. These may include, specific decision-maker, a minor’s legal representative, a guardian, a
‘nearest relative’ in accordance with the Mental Health Act (Alberta), an agent in accordance with a
Personal Directive, or a person designated in accordance with the Human Tissue and Organ Donation
Act (Alberta). This also includes what was previously known as the substitute decision-maker.

Capacity means the ability for the patient to (1) understand the nature, risks, and benefits of the
procedure and the consequences of consenting or refusing and (2) understand that this explanation
applies to them.

Concern means a written or verbal expression of dissatisfaction that may be related to:

e the provision of goods and services to a patient;

e afailure or refusal to provide goods and services to a patient; or

e terms and conditions under which goods and services are provided to a patient, by Alberta Health
Services or by a service provider under the direction, control, or authority of Alberta Health Services.

It may also include dissatisfaction with professional practice and/or an allegation of unprofessional
conduct. The concern may be clinical or non-clinical and may be directed at any member of the
organization or the organization as a whole. The concern may also include the dissatisfaction with an
Alberta Health Services owned or operated facility.

Express informed consent, for the purposes of this Policy, means direct, explicit agreement to undergo a
treatment/procedure(s), given either verbally or non-verbally (e.g., blinking, grunting), or in writing
(information on Consent can be found on the AHS external website by searching ‘Consent to
Treatment/Procedure’).

Family(-ies) means one or more individuals identified by the patient as an important support, and who
the patient wishes to be included in any encounters with the health care system, including, but not
limited to, family members, legal guardians, friends and informal caregivers.

Goals of care designation means one of a set of short-hand instructions by which health care providers
describe and communicate general care intentions, specific clinically indicated health interventions,
transfer decisions, and locations of care for a patient as established after consultation between the most
responsible health practitioner and patient or alternate decisionmaker.

Health care provider means a person who provides goods or services to a patient, inclusive of health
care professionals, staff, students, volunteers and other persons acting on behalf of or in conjunction
with Alberta Health Services.

Health record means the collection of all records documenting individually identifying health
information in relation to a single person.
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Informed consent, for the purposes of the Policy, means the patient’s agreement to undergo a
treatment/procedure after being provided, in a manner the patient can understand, with the relevant
information about the treatment/procedure(s), its risks and alternatives, and the consequences.

Medical assistance in dying means the administering by a Physician or Nurse Practitioner of a substance
to a patient, at their request, that causes their death.

Most responsible health practitioner means the health practitioner who has the responsibility and
accountability for the specific treatment/procedure(s) provided to a patient and who is authorized by
Alberta Health Services to perform the duties required to fulfill the delivery of such a
treatment/procedure(s) within the scope of their practice. For the purpose of this Policy, this may only
be either a Physician or Nurse Practitioner.

Patient means, for the purposes of this Policy, an adult who receives or has requested health care or
services from Alberta Health Services and its health care providers or individuals authorized to act on
behalf of Alberta Health Services. This term is inclusive of residents, clients, and outpatients.

REFERENCES

e Alberta Health Services Governance Documents: o Advance Care Planning and Goals of Care
Designation Policy Suite (#HCS-38) o Consent to Treatment/Procedure(s) Policy Suite (#PRR-01) o
Patient Concerns Resolution Process Policy Suite (#PRR-02)

e Alberta Health Services Forms: o Combined Assessment/Providing Practitioner Record for
Medical Assistance in Dying

Form (#21566) o Consent to Treatment Plan or Procedure
Form (#09741)

e Providing Practitioner Record for Medical Assistance in Dying Form (#21565) o Specialist Assessment
for Medical Assistance in Dying (#21567)

e Non-Alberta Health Services Documents:
e Advice to the Profession — Medical Assistance in Dying, June 2016, (College of

Physicians and Surgeons of Alberta) o Alberta Monitoring of MAID Physician/Nurse
Practitioner Form (#HSP12101) o An Act to amend the Criminal Code and to make related
amendments to other Acts (Medical Assistance in Dying), June 17, 2016 (Government of
Canada) Carter v. Canada (Attorney General), 2015 SCC 5, [2015] 1 S.C.R. 331 (Supreme Court
of Canada) o Criminal Code (Canada)

e Medical Assistance in Dying Care Coordination Service Ministerial Order D2-2016, June

2016 (Government of Alberta) o Medical Assistance in Dying: Guidelines for Nurse Practitioners,
March 2017, CARNA o Medical Assistance in Dying: Guidelines for Nurses in Alberta, March 2017,
CARNA o Medical Assistance in Dying Standard of Practice, June 2016 (College of Physicians and

Surgeons of Alberta) o Pharmacist Record for Medical Assistance in Dying Form
(#HSP11662) (Alberta) o Record of Request for Medical Assistance in Dying Form
(#HSP11175) (Alberta)
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Appendix C: Alberta Health Services: MAID Care Coordination Service

I'I Alberta Health
B Services

Medical Assistance in Dying Care Coordination Service

Alberta Health Services has developed a Medical Assistance in Dying Care Coordination Service to
act as a single point of contact for patients, families and health care providers. Three teams have
been set up; one based in Edmonton (to support the Edmonton and North Zones), one based in
Calgary (for Calgary and Central Zones) and one in Lethbridge (for the South Zone).

These teams are available to generally discuss all end-of-life options available, including
Medical Assistance in Dying. These teams will also connect a patient to the health care provider
or team who can best meet their unique needs so that further, in depth, discussions can be had
to understand those needs. The teams recognize that choices may vary from patient to patient
and acknowledge that there is no right or wrong choice.

Care Coordination Service Responsibilities

e Support patients and families by providing information and access to education and
supports, and linkages to all end-of-life care options including Medical Assistance in
Dying care and services.

e Support AHS physicians, non-AHS physicians and members of interdisciplinary health
care teams across the province in the coordination of care and services related to
Medical Assistance in Dying and all end-of-life care options, and provide linkages to
education, resource materials, and specialty consultation services.

Composition of Care Coordination Service teams

The “core” Care Coordination Service will be made up of nurse
navigators, physicians and operational leaders.

Local and provincial
multidisciplinary providers
(including AHS Legal, Ethics,
Addictions and Mental Health,
spiritual care, social work, cultural
care, and palliative care) may be
accessed by the core Care
Coordination Service to connect
the patient with the most
appropriate services or facilitate
the request for medical assistance
in dying.

Specialty health care providers from relevant programs and services
(e.g. Cancer Control, Neurology, etc.) may be accessed by the core
Care Coordination Service to connect the patient with the most
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appropriate services or facilitate the request for medical assistance in
dying.

Contact Information

To find out more about medical assistance in dying visit www.ahs.ca/MAID.

To request information about the Medical Assistance in Dying Care Coordination Service, email
[email address].

0. | Pagev0.06 (March 18, 2021)

Note. From Medical Assistance in Dying Care Coordination Service, by Alberta Health Services, 2021.
(https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-coordination-service.pdf).
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Appendix D: Covenant Health Policy: Responding to Requests for Medical Assistance in

Dying

/\ Covenant

¢ Health

Responding to Requests for | Corporate Policy &
. . . . Procedures Manual
Medical Assistance in Dying

Policy No. VII-B-440

Date
December 3, 2018

Approved by:
Chief Medical Officer

Chief Mission and Ethi

Date Effective
December 3, 2018

Next Review (3 years from Effective

cs Officer
pate) December 2021

Purpose

Policy

Statement

The purpose of this policy is to provide a consistent ethical and compassionate
approach, reflective of the Health Ethics Guide and Catholic teaching when
responding to a person in care within Covenant Health who voluntarily requests

assistance to intentionally end their own life, or who voluntarily requests
administration of a lethal medication resulting in their own death. The
fulfilment of these acts, when complying with Canadian law are collectively
referred to as medical assistance in dying (MAID).

As a Catholic health care organization, Covenant Health is committed to uphold
the inherent dignity of every human being throughout the entire continuum of
life from conception to natural death. Therefore, Covenant Health will not
provide nor explicitly refer for MAID given the incompatibility of MAID with the
organization’s mission and ethical tradition. At the same time, Covenant Health
is committed to the principles of justice and non-abandonment, and thus must
ensure persons in our care seeking further information, assessment, and
potentially, provision of MAID are able to access navigation resources within
the health system which can facilitate these processes independently of
Covenant Health.

This balancing of rights that respects the interests of all without compromising
personal or institutional integrity equally expresses Covenant Health’s mission
and tradition of service.
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This policy applies to all Covenant Health facilities, staff, physicians, volunteers,
students and to any other persons acting on behalf of Covenant Health
(“personnel”) when acting on behalf of Covenant Health or at one of our
facilities. It does not apply to a health practitioner whose practice is conducted
external to Covenant Health, such as physicians who hold multiple site
privileges, or to other Covenant Health staff in any role they may have
concurrently working at non-Covenant Health sites or facilities. Questions of
actual or perceived conflict of interests raised while acting simultaneously on
behalf of Covenant and an external provider must be declared and managed
appropriately among the clinical care team.

While Covenant Health personnel shall neither unnecessarily prolong nor
hasten death, the organization nevertheless reaffirms its commitment to
provide quality palliative/hospice and end-of-life care, promoting
compassionate support for persons in our care and their families, including:

1.  Honouring patient/resident self-determination through the use of
advance care planning, goals of care designation, and/or personal
directives, including clear recognition of the role of substitute decision-
makers/agents chosen by and acting on behalf of the patient/resident;

2.  Offering quality palliative/hospice and end-of-life care, at the
patient/resident’s or families’ request and agreement, that addresses
physical, psychological, social, and spiritual needs of persons who are
dying and their families;

3.  Delivering effective and timely pain and symptom management as
outlined in the Health Ethics Guide, the foundational ethics resource used
by Covenant Health; and

4.  Providing ethics services and support through the Covenant Health Ethics
Centre.

An expressed request from a person in our care for MAID must be respectfully
acknowledged in a non-coercive and non-discriminatory manner. The response
should focus on providing information and access to appropriate physical,
psychological and spiritual supports, as requested, to help address the person’s
needs that may underlie their expressed request.

This policy recognizes that suffering is part of the human experience which
occurs throughout life and is not related only to dying. A person who may be
experiencing deep existential anguish needs to be appropriately supported
to acknowledge, address, and ameliorate their suffering. The goal of care is
to reduce such suffering.

Covenant Health and its personnel are prohibited from participating in any
actions of commission or omission that are directly intended to cause death
through the deliberate prescribing or administration of a lethal agent. The
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values of Covenant Health nevertheless ethically oblige appropriate
personnel to explore and seek to understand the nature of the person’s
expressed request, and to provide unconditional support.

As affirmed in Our Commitment to Ethical Integrity and in the Health Ethics
Guide, including the standards of practice of regulated members, Covenant
Health will support those in good conscience who cannot participate in an
activity to which they morally object, or that is contrary to their professional
codes of conduct. It is our responsibility to do so without abandoning those
who may be impacted by such conscientious or professional decisions by
reviewing circumstances on a case-by-case basis and exercising prudential
judgment. At minimum, provision of information on MAID to the
patient/resident, and ensuring reasonable access to the Alberta Health
Service Care Coordination Service for further exploratory discussion is
required.

Covenant Health is morally and legally bound to work together with
patients/residents, families and personnel to resolve potential conflict
around the goals of care and find proactive solutions that seek to respect the
wishes and integrity of all. In response to both a patient/resident’s
consented request and an external provider arrangement to assume care of
the patient/resident, this may require safe and timely transfer of the
patient/resident and their records to their home or to a nonobjecting
institution which can support the provision of MAID. Consistent with
Covenant Health’s mission and values, our interaction in such
patient/resident and external provider requested assessments or transfers
should be conducted in a compassionate and respectful manner.

While Covenant Health will not participate in the formal eligibility
determination or provision of MAID, it is recognized that various
components of the determination phase undertaken by the Alberta Health
Services Care Coordination Service of such medically fragile
patients/residents will take place on Covenant sites (e.g., witnessing and
signing of legal documents, assessments of eligibility, or transfer of care
arrangements). That is a matter solely organized and arranged between the
patient/resident and AHS personnel within the privileged relationship they
share, for whom this aspect of care has been assumed by AHS within the
mandate of the Care Coordination Service.

Similarly, in those instances when the patient/resident chooses to coordinate
their own arrangements for determining eligibility and provision of MAID,
this too is conducted within the privileged relationship the person has with
the community assessor and/or provider. Timely and respectful access of
community practitioners to Covenant Health sites would be expected to
conduct assessments for eligibility, and potentially, to assume responsibility
in transferring the patient/resident to another facility or home for provision
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of MAID. Covenant Health personnel would be required to ensure a written
release of care is signed, and to support the patient/resident initiated
transfer, as per standard of practice.

Covenant Health, however, will not allow the provision of MAID on Covenant
property at any time given the incompatibility of MAID with Covenant’s
mission and ethical tradition.

Procedure A. Responsible Parties

This policy recognizes the long standing Catholic moral tradition of neither
prolonging death by subjecting persons to disproportionately
burdensome, medically inappropriate or futile treatments, nor
intentionally hastening death through assisted suicide and/or voluntary
euthanasia. Our response to persons requesting MAID therefore must be
timely, compassionate and appropriate, while respecting our institutional
identity and tradition.

1. Covenant Health will inform all individuals receiving care of the
person’s right to make decisions concerning their medical care
including the right to accept

or withdraw medical or surgical treatment and the right to formulate
advance directives.

0. Covenant Health will transparently provide information on its policy related to MAID, adhering
with the principle of non-abandonment and the duty to inform.

0. Patients/residents, families, caregivers, physicians and other
members of the care team will be encouraged to fully explore and
discuss care and treatment options for patients/residents.

0. Covenant Health respects the rights of patients/residents/caregivers and clinicians to explore
all available options, but fully expects that patients/residents/caregivers and clinicians will respect
Covenant Health’s position as set forth in this policy while providing care within Covenant Health
facilities, programs and services.

B. Specific Inpatient Physician/Nurse Practitioner, Administrative and Other Personnel Responsibilities

Physician and Nurse Practitioner Responsibilities:

See also the professional obligations of regulated members under each
respective body’s Standard of Practice.

1. When a person verbalizes a request for MAID, the attending physician,
and/or nurse practitioner will be promptly notified. The information
and support provided will be guided by the patient/resident’s or
families’ needs or explicit requests. In some settings, this may also
require concurrent notification of other allied staff, including Social
Work.
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0. The attending physician and/or nurse practitioner must review the person’s medical status and
seek to understand the person’s reasons for the request. Additionally:

The attending physician and/or nurse practitioner will discuss the full range of available options
with the person, including all factually relevant information as would be expected with any end of life
discussion. This may require responding to questions about MAID, as well as Covenant Health's
relevant policy. It may also require other information sources being left with the person such as those

available from AHS.

b. This response may require consultation with other health care
personnel to assess the person’s decision-making capacity, to be
cognizant of particular circumstances of vulnerability that might
motivate choices, and to provide emotional and spiritual
support, as indicated.

0. Covenant Health encourages physicians, nurse practitioners and patients/residents and/or
their substitute decision-makers to engage in conversations regarding the person’s treatment/care

options at the end of life, and discuss the provision of quality palliative/hospice care.

0. The patient/resident is informed of the options for meeting the
person’s care needs within the Covenant Health environment
including palliative and hospice services for comfort and support as
appropriate.

0. When, after discussion with the attending physician or nurse
practitioner, the patient/resident still expresses a desire to further
explore MAID, alternatives will be explored with clear communication
that the actual provision of MAID is not done in Covenant Health
facilities. The patient/resident may choose to involve the AHS Care
Coordination Service either through Health Link (811), or by asking
Covenant Health to contact AHS at their request (see
www.ahs.ca/MAID for a link to resources).

0. Once a discussion with the AHS Care Coordination Service has taken place, the patient/resident
may subsequently request that this team help them navigate access to external providers. The Care
Coordination Service would be responsible to arrange for further assessment of eligibility.

These arrangements will be made directly between such medically
fragile individuals and the AHS Care Coordination Service and
Navigator without Covenant Health participation, other than
ensuring AHS access to the site and an appropriate location or means
(e.g., telehealth) for conversations to take place and/or education
materials to be left.

Personnel with joint privileges acting simultaneously on behalf of
Covenant as well as an external provider which raises questions of
perceived or actual conflicts of interest must be declared and
managed appropriately among the clinical care team.


http://www.ahs.ca/MAID
http://www.ahs.ca/MAID
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0. The AHS Care Coordination Service will assume responsibility for those aspects of the MAID
process within their mandate and which are not otherwise able to be coordinated directly by the
requesting individual and/or their family/supports. This includes witnessing and signing of the “Record
of Request,” and arrangements for conducting formal assessments of eligibility and potential transfers.
It is understood that such activities may occur on Covenant Health sites but will not be arranged by
Covenant staff.
It is expected that assessments conducted by the AHS Care
Coordination Service on a Covenant Health site would be held in an
appropriate setting, including, but not limited to the patient or
resident’s room, or a private meeting room at a Covenant Health
facility if that is more appropriate for the assessment.

0. Throughout the process, Covenant Health will continue to provide ongoing treatment and care
to a person while they are in our facilities. This would be to the point of time when an external provider
has explicitly requested they are assuming total care of the person, and either:

A transfer of the patient/resident and records has been completed to a non-objecting
institution; or

a. The person is transferred home.

0. Responding to a person’s clearly consented written request to be released of their care by
Covenant Health and its personnel must always be timely, safe, compassionate, and respectful, through
non-coercive and non-discriminatory dialogue.

0. Physicians and nurse practitioners are expected to comply with all federal and provincial
regulatory reporting requirements that have been established when in receipt of a written request for
MAID. For more information on these legal obligations, see the AHS website, MAID Reporting for
Alberta Practitioners at: https://www.albertahealthservices.ca/info/Page16124.aspx as well

as:https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-faq.pdf

Administrative Responsibilities:

1. Senior Director, Operations (or appropriate clinical designate) will
serve as the main point of contact with the AHS Care Coordination
Service and address questions arising, in keeping with the principles
outlined in this policy. Escalation to the Chief Medical Officer or to the
Chief Mission and Ethics Officer is available, as required.

0. Senior Director, Operations (or appropriate clinical designate) must notify the Ethics Centre
staff at [telephone number], [telephone number] or by email at [email address] for monitoring and
statistical purposes, as well to provide additional ethics consultation support, as required. Current
internal reporting on date of known requests, location of and reason for transfers, and other supports
provided to patient/residents will be reconciled quarterly with Alberta Health Services to ensure data
integrity.

Nursing, Pharmacy, Allied Staff and other involved personnel:


https://www.albertahealthservices.ca/info/Page16124.aspx
https://www.albertahealthservices.ca/info/Page16124.aspx
https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-faq.pdf
https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-faq.pdf
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1. Personnel will respond to inquiries about MAID with compassion and
respect. This includes listening to the person to ensure they feel heard
and bringing inquiries forward to the appropriate member of the
health care team.

0. Nursing, Pharmacy, Allied Staff and other involved personnel, including those in Spiritual Care
and Social Work will continue to provide effective pain and symptom management along with
emotional and spiritual support for the patient/resident.

0. Emotional and spiritual support will be offered to family members/significant others, as
required, including for the care team.

0. Pharmacy staff will not be involved in providing medications intended for MAID, either directly
or indirectly.
0. Regarding transfers, Covenant Health Integrated Access will hold the patient/resident’s bed

until confirmation has been received from the AHS Care Coordination Service that the person will not
be returning to Covenant Health.

0. The exercise of conscientious objection as a fundamental right of all personnel, insofar as the
person in care is not put at risk of harm or abandonment, shall apply.

C. Documentation

The attending physician or nurse practitioner, and other involved
members of the care team will document in the medical record a
summary of discussion(s) with a person regarding their request for MAID
when such discussions occur. This should include all relevant information
that would normally be documented as a statement of fact in compliance
with regulatory and legal requirements to ensure safe management of the
person’s care (e.g., the CPSA Standards of Practice). Documenting the
scheduling of eligibility assessments, or potential transfer arranged by the
AHS Care Coordination Service Team would therefore be expected,
including any other required contact information to ensure timely
communication.

When MAID assessments are completed by AHS at a Covenant Health site,
the AHS assessor is encouraged to make notes in the patient/resident
chart to ensure continuity of care and good team communication. They
may wish to indicate in the progress notes that the assessment was done,
or to make suggestions to the most responsible practitioner about
enhancements to the existing care that would improve the patient or
resident’s care.

The AHS Care Coordination Service will store all forms and assessments
electronically within AHS systems on a secure drive, accessible only to the
navigation teams and the AHS clinical lead for MAID.
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If situations arise that present further ethical and/or legal issues, the Chief
Medical Officer or Chief Mission and Ethics Officer shall be contacted
about questions around the application of this policy. After consulting
Covenant Health, AHS and other relevant stakeholders, the Chief Medical
Officer or Chief Mission and Ethics Officer may provide advice or direction
concerning the interpretation or application of this policy.

Clinical Ethics, Legal Services, the Critical Incident Stress Management
Team (CISM), Social Work, or the Employee Family Assistance Program
(EFAP) can be contacted for additional individual or group support as
needed.

Definitions Advance care planning: is a process whereby individuals indicate their treatment goals
and preferences with respect to care at the end of life. This can result in a written directive, or
advance care plan, also known as a living will.

Continuous palliative sedation therapy (CPST): intentional lowering of a
patient’s level of consciousness in the last one to two weeks of life. It
involves the proportional (titrated) and monitored use of specific sedative
medications to relieve refractory symptoms and intolerable suffering.
Sedation as a consequence of medications used to relieve a specific
symptom is not regarded as CPST.

Euthanasia: means knowingly and intentionally performing an act, with or
without consent, that is explicitly intended to end another person’s life and
that includes the following elements: the subject has an incurable iliness; the
agent knows about the person’s condition; commits the act with the primary
intention of ending the life of that person; and the act is undertaken with
empathy and compassion and without personal gain.

Medical aid in dying: refers to a situation whereby a physician intentionally
participates in the death of a patient by directly administering the substance
themselves, or by providing the means whereby a patient can self-administer
a substance leading to their death.

Palliative care: is an approach that improves the quality of life of patients
and their families facing the problem associated with life-threatening illness,
through the prevention and relief of suffering by means of early
identification, assessment and treatment of pain and other symptoms,
physical, psychosocial and spiritual.

Palliative sedation: refers to the use of sedative medications for patients
who are terminally ill with the intent of alleviating suffering and the
management of [intolerable and refractory] symptoms. The intent is not to
hasten death although this may be a foreseeable but unintended
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consequence of the use of such medications. This is NOT euthanasia or
physician-assisted death.

Physician-assisted death: means that a physician knowingly and intentionally
provides a person with the knowledge or means or both required to end
their own life, including counseling about lethal doses of drugs, prescribing
such lethal doses or supplying the drugs. This is sometimes referred to as
physician-assisted suicide. Euthanasia and physician-assisted death are often
regarded as morally equivalent, although there is a clear practical distinction,
as well as a legal distinction, between them.

Withdrawing or withholding life sustaining interventions: such as artificial
ventilation or nutrition, that are keeping the patient alive but are no longer
wanted or indicated, is NOT euthanasia or physician assisted death.

Source: Canadian Medical Association, 2014

Related “Comprehensive Clinical Guide for Medical Assistance in Dying for Physicians and
Nurse Practitioners,” Alberta Health Services, February, 2017.

Documents
“Conscientious Objection” (formally issued as “Moral or Religious Beliefs
Affecting Medical Care),”Standards of Practice, College of Physicians and
Surgeons of Alberta, June 2016. See:
http://www.cpsa.ca/standardspractice/conscientious-objection/ (Accessed
November 27, 2018).

“Discussion Paper on Euthanasia and Physician-Assisted Dying,” Covenant
Health Palliative Institute, 2013.

Early Induction of Labour, Policy VII-B-10, Covenant Health.

“Evidence-Based Management Tools, Protocols and Guidelines,” Edmonton
Zone Palliative Care Program. See: http://www.palliative.org/guidelines.html
(Accessed November 27, 2018).

Health Ethics Guide, Ottawa: Catholic Health Alliance of Canada, 2012.

“Medical Assistance in Dying: Guidelines for Nurses in Alberta” CARNA
Provincial Council (College & Association of Registered Nurses of Alberta,
College of Licensed Practical Nurses of Alberta, College of Registered
Psychiatric Nurses of Alberta), March, 2017. See:
http://www.nurses.ab.ca/content/dam/carna/pdfs/DocumentList/Guidelines
/MAIDGuid elinesForNurses March2017.pdf (Accessed November 27, 2018).

“Medical Assistance in Dying — Information for Social Workers,” Alberta
College of Social Workers, December 20, 2016. See:
http://acsw.inltouch.org/company/roster/companyRosterDetails.html?com
panyld=24 355&companyRosterld=53 (Accessed November 27, 2018).
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“Medical Assistance in Dying (MAID) — Advice to the Profession,” Alberta
College of Pharmacists. June 6, 2016. See:
https://pharmacists.ab.ca/medical-
assistancehttps://pharmacists.ab.ca/medical-assistance-dying-maiddying-
maid (Accessed November 27, 2018).

“Medical Assistance in Dying — MAID,” Covenant Health CEO video interview
series, November 2018. See: http://www.compassionnet.ca/Page4921.aspx
(Accessed November 27, 2018).

“Medical Assistance in Dying Policy,” Alberta Health Services, May 5, 2016.
See: https://extranet.ahsnet.ca/teams/policydocuments/1/clp-med-assist-in-
death-hcs-165https://extranet.ahsnet.ca/teams/policydocuments/1/clp-
med-assist-in-death-hcs-165-01.pdf01.pdf (Accessed November 27, 2018).

“Ministerial Order #38/2016 Medical Assistance in Dying Review
Committee,” Minister of Health, Alberta, June 7, 2016. See:
http://www.health.alberta.ca/documents/M0-38-2016-MAID-Reg-
Reviewhttp://www.health.alberta.ca/documents/M0O-38-2016-MAID-Reg-
Review-Committee.pdfCommittee.pdf (Accessed November 27, 2018).

“Nurse Practitioner Standards of Practice for Medical Assistance in Dying,”
College & Association of Registered Nurses of Alberta, December 13, 2016).
See: http://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-
nursehttp://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-
nurse-practitioners.pdfpractitioners.pdf (Accessed November 27, 2018).

“Order in Council 0.C. 142/2016 June 10, 2016” Order respecting Medical
Assistance in Dying Standard of Practice for Physicians. See:
http://www.qp.alberta.ca/documents/orders/Orders in Council/2016/616/2
016 142.ht ml (Accessed November 27, 2018)

“Order in Council 0.C. 320/2016 December 6, 2016” Order respecting
Medical Assistance in Dying Standards of Practice for Nurse Practitioners.
See:http://www.gp.alberta.ca/documents/orders/Orders _in_Council/2016/1
216/2016 320. html (Accessed November 27, 2018).

Our Commitment to Ethical Integrity (Code of Conduct), Covenant Health.
“Provincial-Territorial Expert Advisory Group on Physician-Assisted Dying:
Final Report,” November 30, 2015. See:
http://www.health.gov.on.ca/en/news/bulletin/2015/docs/eagreport 20151
214 en.pdf (Accessed November 27, 2018).

“Transfer of Care,” Standards of Practice, College of Physicians and Surgeons
of Alberta, no. 41, April 2014. See:
http://www.cpsa.ca/standardspractice/transfer-
ofhttp://www.cpsa.ca/standardspractice/transfer-of-care/care/ (Accessed
November 27, 2018).
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Appendix E: Geographic Regions of British Columbia Health Authorities
BC Health authority area boundaries

‘ B Fraser Health

, B Interior Health
e =

.| Northern Health

B Vancouver Coastal Health

B Vancouver Island Health Authority

Note. From Regional Health Authorities, by Government of British Columbia, 2021

(https://mvww2.gov.bc.ca/gov/content/health/about-bc-s-health-care-system/partners/health-
authorities/regional-health-authorities).


https://www2.gov.bc.ca/gov/content/health/about-bc-s-health-care-system/partners/health-authorities/regional-health-authorities
https://www2.gov.bc.ca/gov/content/health/about-bc-s-health-care-system/partners/health-authorities/regional-health-authorities
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Questionnaire, Questionnaire Cover Letter, Tests:

; : - ; February 5,
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This ethics approval applies to research ethics issues only and does not include provision for any
ladministrative approvals required from individual institutions before research activities can commence.

The Board of Record (as noted above) has reviewed and approved this study in accordance with the
requirements of the Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans
(TCPS2, 2014).

The "Board of Record" is the Research Ethics Board delegated by the participating REBs involved in a
harmonized study to facilitate the ethics review.and approval process.

The application for ethical review and the document(s) listed above have been reviewed and the
procedures were found to be acceptable on ethical grounds for research involving human subjects.

This study has been approved either by the:Board ofiRecord’s full REB or by an authorized
delegated reviewer.
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Appendix G: Health Research Ethics Board of Alberta Certification of Ethical Approval

Health Research Ethics Health Research Ethics Board of Alberta
H R E B A Board of Alberta Community Health Committee
Community Health Committe 1500, 10104 - 103 Avenue NW
Edmonton, Alberta, T5J OH8
Telephone: [Telephone Number]
Fax: [Fax Number]
Email: [Email address]

Certification of Ethics Approval

This is to acknowledge that the following research has been reviewed and on behalf of the
Health Research Ethics Board of Alberta (HREBA) — Community Health Committee (CHC)
I am granting approval for your site's participation in the research.

Ethics ID: HREBA.CHC-20-0016
Principal Investigator: Kelli Stajduhar
Co-Investigator(s):

Student Co-Investigator(s):

Study Title: Experiences of bereaved family members of recipients of
medical assistance in dying (MAID)

Sponsor:

Effective: 14-Apr-2020 Expires: 13-Apr-2021

Research reviewed at the HREBA — Community Health Committee full board meeting of 27
March 2020
The following documents have been approved:

e Appendix P-Recruitment Poster FMs (Version #1), 1, November 6, 2019

e Appendix H-Notice of Recruitment FMs (Version #4), 4, November 6, 2019

e Appendix I- Letter of initial contact Key informants(Version #4), 4, October 31, 2019
e Appendix R HREBA Consent form Key Informants V1, 1, March 8, 2020

e Appendix Q_ HREBA Consent form_Family Members_ V1, 1, March 8, 2020

e Appendix T-Interview guide Key informants (Alberta) (Version #3), 3, April 8, 2020
e Appendix A- Demographic survey family members, 1, June 25, 2019

e Appendix C Interview guide Family members (Version #2), 2, February 5, 2020

e Appendix S- Demographic survey family members (Alberta), 2, April 8, 2020

e Appendix B_Demographic survey Key informants, 1, June 25, 2019

e Appendix D-Interview guide Key informants (Version #2), 2, February 5, 2020

e Powell Dissertation Proposal, June 25, 2019

e Appendix G- Timeline, 1, June 25, 2019

e Appendix L- Resources and supports Calgary zone Alberta, 1, August 9, 2019
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e Appendix F- Analysis plan, 1, June 25, 2019
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This Committee is constituted and operates in accordance with the Alberta Health Information
Act (HIA) and the Tri-Council Policy Statement: Ethical Conduct for Research Involving
Humans (TCPS 2).

Deliberations of the HREBA-CHC included elements described in Section 50 of the HIA. The
Committee found the research to be in accordance with requirements of the Act.

As arequirement of the HIA, if your study uses health information a copy of this certification
will be sent to the Office of the Information and Privacy Commissioner (OIPC).

Members of the HREBA-CHC who are named as principal investigators or co-investigators in
this research do not participate in discussions related to, nor vote on, such studies when they
are presented to the Committee. The membership of this Committee is listed at www.hreba.ca.

This approval is subject to the following conditions:

1. It is being granted only for the research described in this application.

2. Any modification to the approved research must be submitted to the Committee for
approval prior to implementation.

3. Reportable events (SAE's, new safety information, protocol deviations, audit
findings, privacy breaches, and participant complaints) are to be submitted in
accordance with the Committee's reporting requirements.

4. A request to renew this ethics certification must be submitted and reviewed by the
Committee in advance of the expiry date indicated above. Failure to submit a request
will result in the file entering into an expired state, whereby all research must cease.

5. A closure request must be submitted to the Committee when the research is complete
or has been terminated.

This approval does not guarantee that you will be able to access health records for research
purposes. Other institutional or organizational requirements may be in place that you will be
required to meet prior to initiating your research. These include approvals for the allocation of
resources in support of your study. Inquiries regarding these additional approvals should be
directed to the appropriate institutional or organizational body.

Please accept the Committee's best wishes for success in your research.
Approved on behalf of CHC by, Date:
Cyne Johnston , HREBA-CHC 14-Apr-2020

Note: This correspondence includes an electronic signature (validation and approval via an online system).
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Appendix H: University of Victoria Certificate of Ethical Approval: Amendments for
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The Board of Record (as noted above) has reviewed and approved this study in accordance with the
requirements of the Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans
(TCPS2, 2014).

The "Board of Record" is the Research Ethics Board delegated by the participating REBs involved in a
harmonized study to facilitate the ethics review and approval process.

The application for ethical review and the document(s) listed above have been reviewed and the
procedures were found to be acceptable on ethical grounds for research involving human subjects.

This study has been approved either by the Board of Record’s full REB or by an authorized
delegated reviewer.
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Appendix I: Health Research Ethics Board of Alberta Certification of Ethical Approval

Health Research Ethics Health Research Ethics Board of Alberta

H R E B A Board of Alberta Community Health Committee
ymmunity Health Committ 1500, 10104 - 103 Avenue NW

Edmonton, Alberta, T5J OH8
Telephone: [Telephone Number]
Fax: [Fax Number]
Email: [Email address]

Modification of Ethics Approval

This is to acknowledge that the modification to the research indicated below has been
reviewed and on behalf of the Health Research Ethics Board of Alberta (HREBA) —
Community Health Committee (CHC), I am pleased to advise that approval has been
granted.

Ethics ID: HREBA.CHC-20-0016_ MOD2
Principal Investigator: Kelli Stajduhar
Co-Investigator(s):

Student Co-Investigator(s):

Study Title: Experiences of bereaved family members of recipients of
medical assistance in dying (MAID)
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Effective: 14-Apr-2020 Expires: 13-Apr-2021

Modification reviewed by delegated review on 13 July 2020
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e Appendix H-Notice of Recruitment FMs (Version #6), 6, June 30, 2020
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2020
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This Committee is constituted and operates in accordance with the Alberta Health
Information Act (HIA) and the Tri-Council Policy Statement: Ethical Conduct for Research



Involving Humans (TCPS 2).

Members of the HREBA-CHC who are named as principal investigators or co-investigators
in this research do not participate in discussions related to, nor vote on, such studies when
they are presented to the Committee. The membership of this Committee is listed at
www.hreba.ca.

Please note that the approval of this modification does not change the effective or expiry
dates of this study as indicated above.

Please accept the Committee's best wishes for success in your research.
Approved on behalf of CHC by, Date:
Cyne Johnston , HREBA-CHC 14-Jul-2020

Note: This correspondence includes an electronic signature (validation and approval via an online system,).
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Appendix J: Facebook Post

Hi there, I’'m Tracy Powell and I’'m working on my PhD at the School of Nursing at the University of
Victoria. I’'m also a nursing educator at Mount Royal University in Calgary. Are you a bereaved family
member who has had a significant other receive medical assistance in dying (MAID)? I'd like to talk with
you about your experience and how it’s impacted you personally. If you are interested, please contact
me privately at [email address] or [telephone number] for further information.

Please feel free to share the information about this research within your community and contacts.

Thank you,
Tracy
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Appendix K: Twitter Post

Calling all bereaved FMs on Vancouver Island, BC or Central, Calgary, South zones in Alberta who have
had a loved one receive #MAID. | would like to hear your story for my PhD research. Read | for more
info @DWDCanada @cancersociety @WellspringCAN @BridgeC14 @CAMAPCanada

(The notice of recruitment (Appendix M: Notice of Recruitment of Family Members) will be attached to
the Tweet)
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Appendix L: Invitation to Participate in Research

AlD

island health University
of Victoria

Invitation to participate in a research study:

Experiences of bereaved family members of recipients of medical assistance in dying (MAID)

Are you a family member of someone who died through MAID?

Did your family member who received MAID live on Vancouver Island or the Central, Calgary or South
areas of the province of Alberta?

Do you live on Vancouver Island or in the province of Alberta?

If so, this study may be of interest to you!

Purpose of the study:

Tracy Powell, a doctoral candidate in the School of Nursing at the University of Victoria and a nursing
educator at Mount Royal University in Calgary, is seeking to understand your experience and
perspective of being a family member who has had a significant other end their life through medical
assistance in dying (MAID).

What is required:

Participation in this study would require you to be interviewed by Tracy (by video conference or
telephone), and to complete a demographic questionnaire.

Who can participate:

To participate, you should be 19 years of age and over; able to speak and read English; able to consent
to participate; reside on Vancouver Island, BC or in the Central, Calgary, or South areas of Alberta; are a
family member of an individual who received MAID, and, the MAID event occurred on Vancouver Island,
BC or in the Central, Calgary, or South areas in the province of Alberta. Involvement is voluntary.
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Are you interested in more information or want to participate?

Please contact Tracy Powell directly at [email address] or [telephone number] (Note: this may be a long-
distance number depending on your location and therefore long-distance charges may apply).

*If you are reading this poster online, and are interested in this study, to maintain confidentiality, do not
post your interest publicly, instead, contact Tracy directly: [email address] or [telephone number]
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Appendix M: Notice of Recruitment

AL

island health University

of Victoria

Notice of Recruitment:

“Bereaved family members of recipients of medical assistance in dying (MAID)”

Tracy Powell, a doctoral candidate at the University of Victoria School of Nursing and a nursing educator
at Mount Royal University in Calgary, Alberta, is conducting a research project to understand the
experiences of bereaved family members who have had a significant other receive medical assistance in
dying (MAID). Family members known to be primary caregivers for loved ones during serious or terminal
iliness, and research indicates that family members also experience challenges which may become even
more complex if assisted dying becomes the choice of their significant other.

This is an invitation for bereaved family members of recipients of MAID to participate in this research.
The purpose of this study is to understand the experience and perspective of bereaved family members
who have had a significant other end their life through MAID, and to describe how MAID
implementation, policies, guidelines and processes in different provinces may have influenced these
experiences. This study is focused on experiences of bereaved family members in the province of
Alberta and British Columbia.

The information gathered from this study may be used to inform doctors, nurses and social workers who
are involved in MAID and palliative care, as well as, health care administrators, support and advocacy
groups. There is also the potential that information from this study will inform supportive interventions,
policy, and programs for bereaved family members like you, who have had a significant other participate
in MAID. Findings may also be published in academic or peer reviewed papers and presented at
professional conferences.

Participation in this study is strictly voluntary and requires informed consent. Acceptance or refusal to
participate in this study will in no way affect care that you or your family receives from the health care
system. Participation in this study would require you to be interviewed by me and for you to complete a
demographic questionnaire.

Demographic questionnaire

The purpose of the questionnaire is to describe the participants. The questions in the questionnaire will
focus on your gender; age; marital status; ethnicity; education level; employment status; relationship to
the deceased; underlying medical condition of your significant other; date of death of your significant
other; location of the death (hospital, home, long-term care/nursing home, hospice, or other); if the
MAID event was in the desired location or setting; if palliative care services were involved prior to MAID;
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where you lived in relation to where your significant other resided in the period before the death; what
health care provider(s) were present at the MAID event; if you have seen the medical death certificate
of your significant other, and whether it was completed using terms you expected. If you choose to
participate, the questionnaire will be completed after you sign an informed consent and prior to the
interview. The questionnaire will be sent to you via email or hard-copy through Canada Post. The
guestionnaire will take approximately 10 minutes to complete and any information that you provide will
not be identified to you, as your name will not be on any documents.

Interview

The purpose of the interview is to explore your specific experience related to MAID, as well as,
understanding the broader factors that may have influenced your experience and perspectives. If you
choose to participate, a one-on-one interview via a video or telephone call, using the program Zoom will
be set up. The interview will be either with or without the video and can be used on a computer or cell
phone. The interview will be conducted at a time of your choice and | can guide you through the Zoom
technology prior to the interview. The interview will take about 60 to 150 minutes (1.0 to 2.5 hours). All
interviews will be audio recorded and transcribed. Your name and any other identifying information that
might be present in the audio recording will be removed from the typed transcript. Prior to your
involvement, we will go over the informed consent process.

To be considered for this study, you should be 19 years of age or over; able to speak and read English;
able to consent to participate; reside in British Columbia or in the province of Alberta; are a family
member of an individual who received MAID, and, the MAID event occurred in British Columbia or in the
province of Alberta.

If you would like more information about this study and/or are interested in participating, please
contact me directly at [email address] or [telephone number] (Note: this may be a long-distance number
depending on your location and therefore long-distance charges may apply). | can review the informed
consent process and once you confirm your wish to proceed, arrange for you to receive the consent
form, and we can establish a time to complete the questionnaire and conduct the interview. At the time
of the interview, | will review the informed consent form with you.

Thank you for taking the time to consider this invitation to be involved.

Sincerely,
Tracy L. Powell, RN, PhD(c)

School of Nursing

University of Victoria

Kelli I. Stajduhar, RN, PhD (Supervisor)
Professor, School of Nursing
Research Affiliate, Institute on Aging & Lifelong Health (1ALH), University of Victoria

Scientist, End of Life Program Fraser Health



318
Appendix N: Participant Consent Form

A

island health University

of Victoria

Experiences of bereaved family members of recipients of medical assistance in
dying (MAID)

PARTICIPANT CONSENT FORM

Family Member

You are invited to participate in a study titled experiences of bereaved family members of recipients of
medical assistance in dying (MAID) that is being conducted by Tracy Powell.

Tracy Powell is a doctoral candidate in the School of Nursing at the University of Victoria, and nursing
educator at Mount Royal University in Calgary, Alberta. Consent for this research is being sought by the
researcher, who will answer questions you have about the research now, or later in the researcher
process. Tracy can be contacted at [telephone number] (Note: this may be a long-distance number
depending on your location and therefore long-distance charges may apply) and emailed at [email
address].

As a graduate student, Tracy is required to conduct research as part of the requirements for completion
of a doctoral degree in Nursing, and as such, the document (known as a dissertation) that will be
produced from this research will be available to the public. The research is being conducted under the
supervision of Dr. Kelli Stajduhar, Professor in the School of Nursing at the University of Victoria. The
supervisor can be contacted at telephone [telephone number] (Note: this may be a long-distance
number depending on your location and therefore long-distance charges may apply) or email address
[email address].

Background and Purpose of the Study

You are invited to participate in a research study. Your participation must be free and voluntary. You are
free to withdraw at any time.

Family members are known to be primary caregivers for loved ones during serious or terminal illness.
During this trajectory, research indicates that family members experience challenges which may become
even more complex if assisted dying becomes the choice of their significant other.

In Canada, assisted dying became an end-of-life option for eligible individuals in 2016, and since
legalization, there has been variability noted across jurisdictions regarding medical assistance in dying
(MAID) implementation, as well as in the associated policies, processes, and guidelines. The purpose of
this study is to understand the experience and perspective of bereaved family members who have had a



319

significant other end their life through MAID, and to describe how MAID implementation, policies,
guidelines and processes in different provinces may have influenced these experiences.

Location of Research

This research is primarily being conducted on Vancouver Island, British Columbia (BC) and in Alberta
(Central, Calgary and South zones). Research may also be conducted in other regions throughout BC and
Alberta.

Number of Participants

We plan to interview approximately 15-20 family members from each of the provincial settings. We
expect to interview between 30-40 bereaved family members in total.

What is Required if | Participate?

If you decide to participate, you will participate in a one-on-one interview via a video or telephone call,
using the UVic-hosted version of Zoom. You will receive a unique password ID number from the
researcher prior to the interview. You will log in using the number you received to gain access to the
interview. The interview will be either with or without the video and can be used on a computer or cell
phone. You are free to turn off your camera or mute your microphone if it is not needed. The interview
will last approximately 60 to 150 minutes (1.0 to 2.5 hours). A facilitator will use a series of guiding
guestions and engage in a conversation with you regarding your experience when your significant other
died through MAID. Interview questions will ask you to tell about: your experience as your significant
other went through the MAID process; your perspectives on your significant other’s choice for MAID;
the MAID process and how it impacted your experience; and your experience since your significant
other’s death. The interview facilitator may ask additional questions in order to seek clarification or get
you to elaborate on certain parts of your story.

The interview will be arranged at a time of your convenience, and will take place online using program
Zoom, at a location of your choosing. The interview will be audio recorded for accuracy and typed by the
transcriptionist who is hired for the project. Only audio of the interview will be saved and sent for
transcription, any video of the interview will be not be saved.

You will also be asked to complete a demographic questionnaire. The questions in the questionnaire will
focus on your gender; age; marital status; ethnicity; education level; employment status; relationship to
the deceased; underlying medical condition of your significant other; date of death of your significant
other; location of the death (hospital, home, long-term care/nursing home, hospice, or other); if the
MAID event was in the desired location or setting; if palliative care services were involved prior to MAID;
where you lived in relation to where your significant other resided in the period before the death; what
health care provider(s) were present at the MAID event; if you have seen the medical death certificate
of your significant other, and whether it was completed using terms you expected. The questionnaire
will be completed prior to the interview. The questionnaire will take approximately 10 minutes to
complete. Any information that you provide will not be identified to you, as your name will not be on
any documents.

What are the Possible Risks or Inconveniences of Participating?

You may be exposed to the following risks and inconveniences:
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e Psychological or emotional risk due to the personal, private and possibly intense experience of
MAID and as a result of retelling your experience.

® Inconvenience due to time commitment.

To reduce these risks, the following steps will be taken:

e You do not have to answer any question you do not wish to answer. There are no right or wrong
answers, we are seeking your opinion and insights. If at any time you find the discussion or
telling of your experiences upsetting, you are welcome to stop the interview temporarily to
compose yourself or withdraw from the interview all together without consequence. We can
also offer you further support through a list of available resources which we will provide to you
in hard copy form, at the time of the interview.

o The interview will be scheduled at a time of your choosing to reduce inconveniences as much as
possible.

What are the Possible Benefits of Participating?

There may or may not be direct benefits to you from taking part in this study. We hope that the
information learned from this study can be used to inform MAID practitioners, health care providers,
health care administrators, health and social care educators, and advocacy groups about the experience
of MAID; and that the information may be used to inform supportive interventions, policy, and
programs for family members who have had a significant other participate in MAID.

Do | Have to Take Part?

You are free to participate or not. Participating in this study does not waive any of your legal rights to
research related harm. If you do decide to participate and then change your mind later, you can
withdraw without any consequences or explanation. If you do withdraw from the study, we will ask you
if we can still use your collected data.

Will I be Paid for Taking Part?

You will not be provided with any payments or coverage of costs for participating in this study.

On-Going Consent

If new information becomes available, or if this project takes place over a longer period of time, we will
ask you to renew your consent to participate. Sometimes a research project will recruit a subgroup of
participants to perform other research activities. If this occurs, you will be provided with another
consent form describing the new research activities and requesting your consent.

Confidentiality & How my Personal Information will be Used

Your confidentiality will be protected within limits of the law. Only the audio portion of the Zoom
interview will be collected and used. To increase the protection of your identity and personal
information, you will use the unique password ID number to access the interview.
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The interview will be transcribed by a hired, professional transcriptionist and your name will be replaced
with a unique identification number. In the event that names or identifying details about individuals,
facilities, or organizations are provided during your interview, the transcriptionist will replace this
information with pseudonyms. Interviews will be audio recorded. The recordings will be destroyed by
the Primary Research Contact once the transcripts have been verified.

You are consenting to the use of the UVic-hosted Zoom service to complete the interview. Please be
aware that Zoom servers are located outside of Canada, and Zoom stores users’ names and usage data
outside of Canada. Recordings of Zoom meetings are not stored on Zoom servers. UVic has contracted
with Zoom to have all content stored on servers inside Canada, however, the implementation of the
Canadian servers will not be completed until approximately mid-May 2020. Note that any study related
videos sent outside of Canadian borders may increase the risk of disclosure of information because of
the laws in those countries.

Until Canadian servers are confirmed, the use of the UVic-hosted version of Zoom is permitted by the
Freedom of Information and Protection of Privacy Act (FIPPA) with consent by you, the participant
attending the interview meeting.

Future Use of Data

Electronic data from this study will be retained for future graduate students and further secondary
analysis by Dr. Stajduhar and Tracy Powell, research ethics approval will be sought before any secondary
analysis is done with this data. The data will also be de-identified before used in the future. Data will be
stored securely at Mount Royal University and in compliance with the highest standard of data
management practices.

Disposal of Study Documents and Recordings

Additional documentation created during the study will be disposed of in the following manner:

Data Source How Destroyed When Destroyed

Completed consent forms, Shredded Five years after study completion.
completed demographic
questionnaires

Audio recordings Erased/digital Immediately following verification of
override transcript.
Field notes/personal Shredded One year after study completion.

memos/interview notes

Sharing of Study Results

We can inform you of the progress of the study throughout, and a summary of the study results will also
be provided to you, upon request. Results of this study may be presented at academic and scientific
conferences and at presentations to community members, including individuals and family members
who are dealing with end-of-life issues and/or contemplating MAID; or for bereaved family members of
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MAID who were not study participants. We will also engage with non-profit organizations which support
individuals and family members related to MAID, palliative and end-of-life care.

Who Should | Contact if | Need More Information or Help?

The contact information for the Principal Investigator is:

Kelli Stajduhar, RN, PhD, Professor

Address: Institute on Aging & Lifelong Health, School of Nursing, University of Victoria
Phone Number: [telephone number]

Email: [email address]

If you have any questions or want further information about the study, you can contact:
Tracy L. Powell, RN, PhD(c)

Address: University of Victoria

Phone Number: [telephone number]

Email: [email address]

For questions or concerns about your rights as a research participant, please contact research ethics at
the University of Victoria at [telephone number] or [email address].
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Study: Experiences of bereaved family members of recipients of medical assistance in dying (MAID).

PARTICIPANT CONSENT

My signature on this consent means:

e | have read and understood participant information and consent form.

e | understand that | will be using a Zoom video or telephone call to complete the interview, and it
is entirely voluntary.
e | have the opportunity to ask questions and have had satisfactory response to my questions.

e | understand that | am completely free to refuse to participate or to withdraw from this study at
any time and will in no way affect the present or future medical care that | may receive.

e | understand that all the information collected will be kept confidential and that the results will
only be used for research purposes.

e | understand that the recording will be transcribed verbatim and my identity and personal

information will be removed from the transcriptions.

e | understand that | am not waiving any of my legal rights as a result of signing this consent form.
e |lunderstand that there is no direct benefit from this study.

e | understand that the interview session will be recorded and saved for the purpose of review.

e | will receive a copy of this consent for my record.
| consent to participate in the study.

Participant’s Name (Please Print): Date:

Person Obtaining Informed Consent (Please Print): Signature:

A copy of this consent form will be given to you, and a copy will be kept by the researcher.
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The statements below are optional. Please tell the primary research contact to check those that apply
to you.

We are asking to collect your email address in the event we need to clarify or discuss any of your
interview answers in more detail. We are also asking to collect your email to notify you of publications
and presentations about the study. Although you may not be aware of this fact, emails sent to some
webmail services (e.g. Gmail, Hotmail, etc.), may be stored/routed outside of Canada (for example, in
the United States). Due to the fact that future emails will contain personal information about you,
including your name, the Freedom of Information and Protection of Privacy Act (FIPPA) requires that we
obtain your consent before we continue. Tracy Powell will only send your personal information to the
email address you have provided to her. All of the information which you provide to us will be kept
completely confidential. Providing your email address means that you voluntarily agree and give your
consent for the researcher to email your personal information to you.

I 1give permission for the researcher to follow up with me privately by phone or email to clarify
any of my interview answers or discuss any questions in more detail.

Email address:

Phone number:

O I would like to receive notification of publications and presentations about this study:

Email address:

[0 Same email address as above (if applicable).
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Appendix O: Informed Consent Form

University

iSIand health of Victoria

Informed Consent Form for Participation in a Research Study

Experiences of bereaved family members of recipients of medical assistance in
dying (MAID)

Family Member

Researcher: Kelli Stajduhar, RN, PhD, FCAHS
Professor, Institute on Aging & Lifelong Health and School of Nursing,
University of Victoria
Phone Number: [telephone number]

Email: [email address]

Student Co- Investigator: Tracy L. Powell, RN, PhD(c)
University of Victoria
Phone Number: [telephone number]
Email: [email address]
Funder(s)/Sponsor: N/A

WHY AM | BEING ASKED TO TAKE PART IN THIS RESEARCH STUDY?

You are being invited to participate in a research study because you are a family member who had a
significant other receive medical assistance in dying (MAID) in Alberta, Canada. Family members are
known to be primary caregivers for loved ones during serious or terminal illness. During this period,
research shows that family members experience challenges which may become even more complex if
assisted dying becomes the choice of their significant other. There is also information to suggest that
since MAID legalization, there has been variability noted across provinces and territories regarding MAID
implementation, as well as, in the associated policies, processes, and guidelines.

The purpose of this research study is to build an understanding regarding the experience and
perspective of bereaved family members who have had a significant other end their life through MAID,
and to describe how MAID implementation, policies, guidelines and processes in different provinces may
have influenced the experience.
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This study is primarily being conducted in Alberta (Central, Calgary and South areas of the province) and
on Vancouver Island, British Columbia (BC).Research may also be conducted in other regions throughout
BC and Alberta.

This consent form provides information about the study to assist you with making an informed
decision. The student co-investigator will discuss this study with you and will answer any
guestions you may have. You are encouraged to ask questions. When all your questions have
been answered to your satisfaction, you can decide if you want to be in the study or not.

Taking part in this study is voluntary. You may choose whether or not you take part. If you choose to
participate, you may leave the study at any time without giving reason or without penalty. Deciding not
to take part or deciding to leave the study early will not result in any penalty, or effect current or future
care.

If you decide to participate in this study, you will need to sign and date this consent form. You
will receive a copy of the signed form for your personal records.

HOW MANY PEOPLE WILL TAKE PART IN THIS STUDY?

Up to 40 people will take part in this part of the study focusing on bereaved family members. Up to 20
of the people will be bereaved family members from Alberta, primarily in the Central, Calgary and South
areas of the province; and up to 20 bereaved family members will take part primarily from Vancouver
Island, BC.

WHAT WILL HAPPEN DURING THIS STUDY?

If you decide to participate, you will participate in a one-on-one interview via a video or telephone call,
using the University of Victoria (UVic) hosted version of Zoom. You will receive a unique password ID
number from the researcher prior to the interview. You will log in using the number you received to gain
access to the interview. The interview will be either with or without the video and can be used on a
computer or cell phone. You are free to turn off your camera or mute your microphone if it is not
needed. The interview will last approximately 60 to 150 minutes (1.0 to 2.5 hours). In the interview, the
student co-investigator will use a series of guiding questions and engage in a conversation with you
regarding your experience when your significant other went through the process and had MAID.
Interview questions will ask you to tell about: your experience as your significant other went through
the MAID process; your perspectives on your significant other’s choice for MAID; the MAID process and
how it impacted your experience; and your experience since your significant other’s death. The student
co-investigator may ask additional questions in order to seek clarification or get you to elaborate on
certain parts of your story.

The interview will be arranged at a time of your convenience, and will take place online using program
Zoom, at a location of your choosing. The interview will be audio recorded for accuracy and typed by the
transcriptionist who is hired for the project. Only audio of the interview will be saved and sent for
transcription, any video of the interview will be not be saved.

You will also be asked to complete a demographic questionnaire. The questionnaire will be completed
prior to the interview. The questionnaire will take approximately 10 minutes to complete. The questions
in the questionnaire will focus on your gender; age; marital status; ethnicity; education level;
employment status; relationship to the deceased; underlying medical condition of your significant other;
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the month and year when your loved one died ; location of the death (hospital, home, long-term
care/nursing home, hospice, or other); if the MAID event of your significant other was in the desired
location or setting; if palliative care services were involved prior to MAID; where you lived in relation to
where your significant other resided in the period before the death; what health care provider(s) were
present at the MAID event; if you have seen the medical death certificate of your significant other, and
whether it was completed using terms you expected.

Any information that you provide will not be identified to you, as your name will not be on any
documents.

This study is part of a PhD program and should take 4 years to complete. The results should be known in
within 2 years of completion of data collection.

WHAT ARE MY RESPONSIBILITIES SHOULD | DECIDE TO PARTICIPATE IN THIS STUDY?
If you choose to participate in this study, you will be expected to:

e Participate in a one-on-one interview
e Complete a demographic questionnaire

WHAT WILL HAPPEN IF | CHOOSE TO WITHDRAW FROM THE STUDY EARLY?

You can choose to end your participation in this research study (called early withdrawal) at any time
without having to provide a reason and without penalty. If you choose to withdraw early from the study
without finishing all data collection, you are encouraged to contact the student co-investigator, Tracy
Powell at [telephone number] (Note: this may be a long-distance number depending on your location
and therefore long-distance charges may apply) or email at [email address]. The researcher may also
withdraw you from the study if she feels it is in your best interest.

If you do withdraw from the study, we will ask you if we can still use your collected data, but no
additional information will be collected after you withdraw your permission.

WHAT ARE THE RISKS/DISCOMFORTS OF PARTICIPATING IN THIS STUDY?
You may be exposed to the following risks and inconveniences:

e Psychological or emotional risk due to the personal, private and possibly intense experience of
MAID and as a result of retelling your experience.
e Inconvenience due to time commitment.

To reduce these risks, the following steps will be taken:

e You do not have to answer any question you do not wish to answer. There are no right or wrong
answers, we are seeking your opinion and insights. If at any time you find the discussion or
telling of your experiences upsetting, you are welcome to stop the interview temporarily to
compose yourself or withdraw from the interview all together without consequence. We can
also offer you further support through a list of available resources which we will provide to you
in hard copy form, at the time of the interview.

e The interview will be scheduled at a time and location of your choosing to reduce
inconveniences as much as possible.



328

WHAT ARE THE POTENTIAL BENEFITS OF PARTICIPATING IN THIS STUDY?

Participation in this study may or may not be of personal benefit to you. However, based on the results
of this study, it is hoped that the information learned can be used to inform MAID practitioners, health
care providers, health care administrators, health and social care educators, and advocacy groups about
the experience of MAID; and that the information may be used to inform supportive interventions,
policy, and programs for family members who have had a significant other receive MAID.

HOW WILL MY PERSONAL INFORMATION BE KEPT PRIVATE?

If you decide to participate, the researcher and student co-investigator will only collect information
needed for this study. Each participant will be assigned a unique identification number (e.g., Family
member 1 (FM-01) during the collecting of data and this unique identification number will be
maintained throughout the study.

You are consenting to the use of the UVic-hosted Zoom service to complete the interview. Please be
aware that Zoom servers are located outside of Canada, and Zoom stores users’ names and usage data
outside of Canada. Recordings of Zoom meetings are not stored on Zoom servers. UVic has contracted
with Zoom to have all content stored on servers inside Canada, however, the implementation of the
Canadian servers will not be completed until approximately mid-May 2020. Note that any study related
videos sent outside of Canadian borders may increase the risk of disclosure of information because of
the laws in those countries.

Until Canadian servers are confirmed, the use of the UVic-hosted version of Zoom is permitted by the
Freedom of Information and Protection of Privacy Act (FIPPA) with consent by you, the participant
attending the interview meeting.

The researcher and student co-investigator will do everything that they can to make sure that your data
is kept private/confidential. Interviews will be audio recorded and only the audio portion of the Zoom
interview will be collected and used. To increase the protection of your identity and personal
information, you will use the unique password ID number to access the interview. Each interview will be
transcribed by the professional transcriptionist hired for this project, and your name will be replaced
with the unique identification number on this document. In the event that names or identifying details
about individuals, facilities, or organizations are provided during your interview, the transcriptionist will
replace this information with pseudonyms. Throughout the study, electronic data will be contained in a
password protected computer. Paper copies of documents (e.g., consent form, demographic
guestionnaire, physical documents) will be kept in a locked filing cabinet at a secure location in Mount
Royal University, the institution where the student co-investigator is employed.

No data relating to this study that includes your name will be released nor will it be published by the
researcher or student co-investigator. Sometimes, by law, the researcher may have to release
information including names and therefore absolute confidentiality cannot be guaranteed. However,
every effort will be made to make sure that your information is kept confidential.

Even though the likelihood that someone may identify you from the study data is very small, it can never
be completely eliminated. Every effort will be made to keep your information kept confidential, and to
follow the ethical and legal rules about collecting, using and disclosing this information. At no time will
specific comments be connected to any participant unless an agreement is obtained beforehand.
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Audio-recordings in this study will be stored in a secure location and accessed only by members of the
research team. The audio-recordings will be kept until they have been transcribed (turned into written
records), and then they will be destroyed/digitally erased by the student co-investigator. Field notes and
personal memos will be kept at the secure location for one year after study completion, then will be
shredded. Completed consent forms and demographic questionnaires will be kept at the secure location
for five years after study completion, then will be shredded or digitally erased.

After the study is done, we will still need to securely store your data that was collected as part of the
study. Electronic data from this study will continue to be stored in a password protected computer and
will be retained for future graduate students and further secondary analysis by the researcher, Dr.
Stajduhar, and the student co-investigator, Tracy Powell. Research ethics approval will be sought before
any secondary analysis is done with this data. The data will also be de-identified before used in the
future. Data will be stored securely at Mount Royal University and in compliance with the highest
standard of data management practices. We will keep data and study records stored for 5 years after
the end of the study.

WILL THERE BE COSTS INVOLVED WITH PARTICIPATING IN THIS STUDY?

Costs for participating in this study may include long-distance telephone charges (depending on your
location); and, gas, transit, or parking costs depending on where the interview takes place.

You will receive no reimbursement or coverage for costs for participating in this study.

WILL | BE COMPENSATED FOR PARTICIPATING IN THIS STUDY?

You will not be paid for taking part in this study.

WHAT ARE MY RIGHTS AS A PARTICIPANT IN THIS STUDY?
We can inform you of the progress of the study throughout.

You will be told, in a timely manner, about new information that may be relevant to your willingness to
stay in this study. If new information becomes available, or if this project takes place over a longer
period of time, we will ask you to renew your consent to participate. Sometimes a research project will
recruit a subgroup of participants to perform other research activities. If this occurs, you will be
provided with another consent form describing the new research activities and requesting your consent.

You have the right to be informed of the results of this study once the entire study is complete. A
summary of the study results will also be provided to you, upon your request. If you would like to be
informed of the results of this study, please contact the student co-investigator, Tracy Powell.

IS THERE ANY CONFLICT OF INTEREST RELATED TO THIS STUDY?
There are no conflicts of interest to declare.
WHO DO | CONTACT FOR QUESTIONS RELATED TO THIS STUDY?

If you have questions about taking part in this study or want further information about the study, you
can contact:

Tracy L. Powell, RN, PhD(c)
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Address: University of Victoria
Phone Number: [telephone number]

Email: [email address]

Kelli Stajduhar, RN, PhD, FCAHS

Professor

Address: Institute on Aging & Lifelong Health
School of Nursing, University of Victoria
Phone Number: [telephone number]

Email: [email address]

If you have questions about your rights as a participant or about ethical issues related to this study and
you would like to talk to someone who is not involved in the conduct of the study, please contact the
Office of the Health Research Ethics Board of Alberta.

Telephone: [telephone number] Toll Free: [telephone number]
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UNDERSTANDING AND SIGNATURES PAGE

Do you understand that you have been asked to take part in a research study?
Do you understand why this study is being done?

Do you understand the potential benefits and risks/discomforts of taking part in
this study?

Do you understand what you will be asked to do should you decide to take part in
this study?

Do you understand that a Zoom video or telephone call will be used to complete
the interview

Do you understand that you are free to leave the study at any time, without out
having to give reason or without penalty?

Do you understand that we will be collecting information about you for use in this
study only?

Do you understand that by signing this consent form that you do not give up any
of your legal rights?

Do you feel that you had enough time and opportunity to consider the
information provided to you by way of asking questions, having conversations
with others and considering your options?
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of Victoria
Yes No

O O
O O
O O
O O
O O
O O
O O
O O
O O

If a potential participant has answered “no” to any question above, please make sure to go over the
relevant information with them until they do understand it. Only once they are comfortable with all the

information can you accept their decision to participate in the study.

You consent to participate in the study.

Participant’s Name (Please Print): Date:

Person Obtaining Informed Consent (Please Print):

Signature:
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STUDY TEAM ACKNOWLEDGEMENT

| believe the person providing consent understands what is involved in this research study and has freely
decided to participate.

Signature of Person Conducting the Printed Name Date
Consent Discussion

You will be given a copy of this signed and dated consent form prior to participating in this optional
research.

The statements below are optional. Please tell the student co-investigator to check those that apply
to you.

We are asking to collect your email address in the event we need to clarify or discuss any of your
interview answers in more detail. We are also asking to collect your email to notify you of publications
and presentations about the study. Although you may not be aware of this fact, emails sent to some
webmail services (e.g. Gmail, Hotmail, etc.), may be stored/routed outside of Canada (for example, in
the United States). Due to the fact that future emails will contain personal information about you,
including your name, the Freedom of Information and Protection of Privacy Act requires that we obtain
your consent before we continue. Tracy Powell will only send your personal information to the email
address you have provided to her. All of the information which you provide to us will be kept completely
confidential. Providing your email address means that you voluntarily agree and give your consent for
the researcher to email your personal information to you.

O I give permission for the researcher to follow up with me privately by phone or email to clarify
any of my interview answers or discuss any questions in more detail.

Email address:

Phone number:

[ 1 would like to receive notification of publications and presentations about this study.

Email address:

[0 Same email address as above (if applicable).
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Appendix P: Letter of Initial Contact-Key Informant
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Letter of Initial Contact-Key Informant

Tracy Powell, a doctoral candidate at the University of Victoria School of Nursing and a nursing educator
at Mount Royal University in Calgary, Alberta, is conducting a research project to understand the
experiences of bereaved family members who have had a significant other receive medical assistance in
dying (MAID). Family members are known to be primary caregivers for loved ones during serious or
terminal illness, and research indicates that family members also experience challenges which may
become even more complex if assisted dying becomes the choice of their significant other.

You have been identified as someone who could offer key insights into this research study and this is an
invitation to you to participate. The purpose of this study is to understand the experience and
perspective of bereaved family members who have had a significant other end their life through MAID,
and to describe how MAID implementation, policies, guidelines and processes in different provinces may
have influenced these experiences. This study is focused on the experiences of bereaved family
members in Central, Calgary or Central zones in the province of Alberta or on Vancouver Island, British
Columbia.

Participation in this study is strictly voluntary and requires informed consent. Acceptance or refusal to
participate in this study will in no way affect your employment or position. Your confidentiality will be
protected in this study, however, a limit to confidentiality may result if you choose to participate during
work hours, and inform your manager or supervisor about your participation. Participation in this study
would require you to be interviewed by me and, prior to this, for you to complete a demographic
guestionnaire. Please accept my invitation to share your specific experience and knowledge.

Demographic questionnaire

The purpose of the questionnaire is to describe the participants. The questions in your questionnaire
include gender, age, education level, occupation, role related to end-of-life care/MAID, and when you
became connected to MAID. If you choose to participate, the questionnaire will be completed prior to
the interview. The questionnaire will take 3-5 minutes to complete and any information that you
provide will not be identified to you, as your name will not be on any documents. Prior to your
involvement, we will go over the informed consent process and you will need to sign the consent form.

Interview

The purpose of the interview is to explore your specific experience and knowledge about
implementation, policies and procedures related to MAID as well as, your understanding of broader
factors that may influence the experience and perspectives of family members. If you choose to
participate, a one-on-one interview via a video or telephone call, using the program Zoom will be set up.
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The interview will be either with or without the video and can be used on a computer or cell phone. The
interview will be scheduled a time that is convenient for you. The interview will take about 60 to 90
minutes (1.0 to 1.5 hours). All interviews will be audio recorded and transcribed. Your name and any
other identifying information that might be present in the audio recording will be removed from the
typed transcript. Prior to your involvement, | will go over the informed consent process.

Whether or not you choose to participate in this interview will in no way effect your employment or
position.

The information gathered from this study may be used to inform doctors, nurses and social workers who
are involved in MAID and palliative care, as well as, health care administrators, support and advocacy
groups. There is also the potential that information from this study will inform supportive interventions,
policy, and programs for family members who have had a significant other participate in MAID. Findings
may also be published in academic or peer reviewed papers and presented at professional conferences.

If you would like more information about this study and/or are interested in participating, please
contact me directly at [email address] or [telephone number] (Note: this may be a long-distance number
depending on your location and therefore long-distance charges may apply). | can review the informed
consent process and once you confirm your wish to proceed, arrange a place and time to conduct the
interview. At the interview, | will review the informed consent form with you.

Thank you for taking the time to consider this invitation to be involved.
Sincerely,
Tracy L. Powell, RN, PhD(c)

School of Nursing

University of Victoria

Kelli I. Stajduhar, RN, PhD (Supervisor)
Professor, School of Nursing
Research Affiliate, Institute on Aging & Lifelong Health (1ALH), University of Victoria

Scientist, End of Life Program Fraser Health
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Appendix Q: Participant Consent Form — Key Informant
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Experiences of bereaved family members of recipients of medical assistance in dying (MAID)
PARTICIPANT CONSENT FORM
Key Informant

You are invited to participate in a study titled experiences of bereaved family members of recipients of
medical assistance in dying (MAID) that is being conducted by Tracy Powell.

Tracy Powell is a doctoral candidate in the School of Nursing at the University of Victoria, and nursing
educator at Mount Royal University in Calgary, Alberta. Consent for this research is being sought by the
researcher, who will answer questions you have about the research now, or later in the researcher
process. Tracy can be contacted at [telephone number] (Note: this may be a long-distance number
depending on your location and therefore long-distance charges may apply) and emailed at [email
address].

As a graduate student, Tracy is required to conduct research as part of the requirements for completion
of a doctoral degree in Nursing, and as such, the document (known as a dissertation) that will be
produced from this research will be available to the public. The research is being conducted under the
supervision of Dr. Kelli Stajduhar, Professor in the School of Nursing at the University of Victoria. The
supervisor can be contacted at telephone [telephone number] (Note: this may be a long-distance
number depending on your location and therefore long-distance charges may apply) or email address
[email address].

Background and Purpose of the Study

You are invited to participate in a research study. Your participation must be free and voluntary. You are
free to withdraw at any time.

Family members are known to be primary caregivers for loved ones during serious or terminal illness.
During this trajectory, research indicates that family members experience challenges which may become
even more complex if assisted dying becomes the choice of their significant other.

In Canada, assisted dying became an end-of-life option for eligible individuals in June 2016, and since
legalization, there has been variability noted across jurisdictions regarding medical assistance in dying
(MAID) implementation, as well as, in the associated policies, processes, and guidelines. The purpose of
this study is to understand the experience and perspective of bereaved family members who have had a
significant other end their life through MAID, and to describe how MAID implementation, policies,
guidelines and processes in different provinces may have influenced these experiences.

Location of Research
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This research is being conducted on Vancouver Island, British Columbia (BC) and in Alberta (Central,
Calgary and South zones).

Number of Participants

We plan to interview approximately 10-15 key informants from each of the provincial settings. We
expect to interview between 20-30 key informants in total.

What is Required if | Participate?

If you decide to participate, you will participate in a one-on-one interview via a video or telephone call,
using the UVic-hosted version of Zoom. You will receive a unique password ID number from the
researcher prior to the interview. You will log in using the number you received to gain access to the
interview. The interview will be either with or without the video and can be used on a computer or cell
phone. You are free to turn off your camera or mute your microphone if it is not needed. The interview
will last approximately 60 to 90 minutes (1.0 to 1.5 hours).

A facilitator will use a series of guiding questions and engage in a conversation with you regarding your
experience and knowledge about implementation, policies and procedures related to MAID, as well as,
your understanding of broader factors that may influence the experience and perspectives of family
members. Interview questions may ask you: about your experience with family members in relation to
MAID; the kinds of things that you have noted as impacting family members in relation to MAID and
what could enhance or ease their experience; if your colleagues ever discuss issues related to family
members and MAID (and if so, how the discussions have come about and what was the essence of the
discussion); if you perceive MAID processes in your area being enacted as the legislation and policy is
outlined; and what could be improved related to MAID processes.

The interview will be arranged at a time of your convenience (for instance, during work hours) and will
take place online using the program Zoom, at a location of your choosing (e.g., at your work site). The
interview will be audio recorded for accuracy and typed by the transcriptionist who is hired for the
project. Only audio of the interview will be saved and sent for transcription, any video of the interview
will be not be saved.

You will also be asked to complete a demographic questionnaire. The questions in the questionnaire will
focus on your gender, age, education level, occupation, role related to end-of-life care/MAID, and when
you became connected to MAID. The questionnaire will be completed prior to the interview. The
guestionnaire will take approximately 3-5 minutes to complete and any information that you provide
will not be identified to you, as your name will not be on any documents.

What are the Possible Risks or Inconveniences of Participating?

You may be exposed to the following risks and inconveniences:

e Psychological or emotional risk as a result of retelling your experiences related to MAID, or due
to the possibly intense experience of MAID.

e Inconvenience due to time commitment.

To reduce these risks, the following steps will be taken:
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e You do not have to answer any question you do not wish to answer. There are no right or wrong
answers, we are seeking your opinion and insights. If at any time you find the discussion or
telling of your experiences upsetting, you are welcome to stop the interview temporarily to
compose yourself or withdraw from the interview all together without consequence. We can
also offer you further support through a list of available resources which we will provide to you
in hard copy form, at the time of the interview.

e Theinterview will be scheduled at a time of your choosing to reduce inconveniences as much as
possible.

What are the Possible Benefits of Participating?

There may or may not be direct benefits to you from taking part in this study. We hope that the
information learned from this study can be used to inform MAID practitioners, health care providers,
health care administrators, health and social care educators, and advocacy groups about the experience
of MAID; and that the information may be used to inform supportive interventions, policy, and
programs for family members who have had a significant other participate in MAID.

Do | Have to Take Part?

You are free to participate or not. If you decide not to participate your employment status will not be
affected in any way. Participating in this study does not waive any of your legal rights to research related
harm. If you do decide to participate and then change your mind later, you can withdraw without any
consequences or explanation. If you do withdraw from the study, we will ask you if we can still use your
collected data.

Will | be Paid for Taking Part?
You will not be provided with any payments or coverage of costs for participating in this study.
On-Going Consent

If new information becomes available, or if this project takes place over a longer period of time, we will
ask you to renew your consent to participate. Sometimes a research project will recruit a subgroup of
participants to perform other research activities. If this occurs, you will be provided with another
consent form describing the new research activities and requesting your consent.

Confidentiality & How my Personal Information will be Used

Your confidentiality will be protected within limits of the law. A limit to confidentiality may result if you
choose to participate during work hours, and inform your manager or supervisor about your
participation. Only the audio portion of the Zoom interview will be collected and used. To increase the
protection of your identity and personal information, you will use the unique password ID number to
access the interview.

The interview will be transcribed by a hired, professional transcriptionist and your name will be replaced
with a unique identification number. In the event that names or identifying details about individuals,
facilities, or organizations are provided during your interview, the transcriptionist will replace this
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information with pseudonyms. Interviews will be audio recorded. The recordings will be destroyed by
the Primary Research Contact once the transcripts have been verified.

You are consenting to the use of the UVic-hosted Zoom service to complete the interview. Please be
aware that Zoom servers are located outside Canada, and Zoom stores users’ names and usage data
outside of Canada. Recordings of Zoom meetings are not stored on Zoom servers. UVic has contracted
with Zoom to have all content stored on servers inside Canada, however, the implementation of the
Canadian servers will not be completed until approximately mid-May 2020. Note that any study related
videos sent outside of Canadian borders may increase the risk of disclosure of information because of
the laws in those countries.

Until Canadian servers are confirmed, the use of the UVic-hosted version of Zoom is permitted by the
Freedom of Information and Protection of Privacy Act (FIPPA) with consent by you, the participant
attending the interview meeting.

Future Use of Data

Electronic data from this study will be retained for future graduate students and further secondary
analysis by Dr. Stajduhar and Tracy Powell, research ethics approval will be sought before any secondary
analysis is done with this data. The data will also be de-identified before used in the future. Data will be
stored securely at Mount Royal University and in compliance with the highest standard of data
management practices.

Disposal of Study Documents and Recordings

Additional documentation created during the study will be disposed of in the following manner:

Data Source How Destroyed When Destroyed

Completed consent forms, Shredded Five years after study completion.
completed demographic
questionnaires

Audio recordings Erased/digital Immediately following verification of
override transcript.
Field notes/personal Shredded One year after study completion.

memos/interview notes

Sharing of Study Results

A summary of the study results will be provided to you upon request. We will also offer to present the
findings to your health care team. Results of this study may be presented at academic and scientific
conferences and at presentations to community members, including individuals and family members
who are dealing with end-of-life issues and/or contemplating MAID; or for bereaved family members of
MAID who were not study participants. We will also engage with non-profit organizations which support
individuals and family members related to MAID, palliative and end-of-life care.
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Who Should | Contact if | Need More Information or Help?

The contact information for the Principal Investigator is:

Kelli Stajduhar, RN, PhD, Professor

Address: Institute on Aging & Lifelong Health, School of Nursing, University of Victoria
Phone Number: [telephone number]

Email: [email address]

If you have any questions or want further information about the study, you can contact:
Tracy L. Powell, RN, PhD(c)

Address: University of Victoria

Phone Number: [telephone number]

Email: [email address]

For questions or concerns about your rights as a research participant, please contact research ethics at
the University of Victoria at [telephone number] or [email address].
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A

island health

University
of Victoria

Study: Experiences of bereaved family members of recipients of medical assistance in dying (MAID).

PARTICIPANT CONSENT

My signature on this consent means:

* | have read and understood participant information and consent form.

* lunderstand that | will be using a Zoom video or telephone call to complete the interview, and it
is entirely voluntary.

* | have the opportunity to ask questions and have had satisfactory response to my questions.

* lunderstand that | am completely free to refuse to participate or to withdraw from this study at
any time.

* lunderstand that all the information collected will be kept confidential and that the results will
only be used for research purposes.

* lunderstand that the recording will be transcribed verbatim and my identity and personal
information will be removed from the transcriptions.

* lunderstand that | am not waiving any of my legal rights as a result of signing this consent form.

* lunderstand that there is no direct benefit from this study.

* lunderstand that the interview session will be recorded and saved for the purpose of review.

| will receive a copy of this consent for my record.

| consent to participate in the study.

Participant’s Name (Please Print): Date

Person Obtaining Informed Consent (Please Print):

Signature:

A copy of this consent form will be given to you, and a copy will be kept by the researcher.

The statements below are optional. Please tell the primary research contact to check those that apply
to you.

We are asking to collect your email address in the event we need to clarify or discuss any of your
interview answers in more detail. We are also asking to collect your email to notify you of publications
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and presentations about the study. Although you may not be aware of this fact, emails sent to some
webmail services (e.g. Gmail, Hotmail, etc.), may be stored/routed outside of Canada (for example, in
the United States). Due to the fact that future emails will contain personal information about you,
including your name, the Freedom of Information and Protection of Privacy Act (FIPPA) requires that we
obtain your consent before we continue. Tracy Powell will only send your personal information to the
email address you have provided to her. All of the information which you provide to us will be kept
completely confidential. Providing your email address means that you voluntarily agree and give your
consent for the researcher to email your personal information to you.

O 1 give permission for the researcher to follow up with me privately by phone or email to clarify any
of my interview answers or discuss any questions in more detail.

Email address:

Phone number:

O 1 would like to receive notification of publications and presentations about this study:

Email address:

O Same email address as above (if applicable).
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Appendix S: Demographic Questionnaire (Family Member)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Please answer all questions to the best of your ability. This information will provide additional
information about you. All information will be anonymous.

ID#
What gender do you identify with?
What is your age (in years)?
Please specify your ethnicity:
What is the highest degree or level of school you have completed?
0 Below High School 0 High School Diploma O College Diploma
O Baccalaureate Degree O Post-Graduate Degree o Other
What is your marital status?
What is your current employment status?
O Retired o Part-time o Other (Casual, contract)

o Unemployed o Full-time

What was your employment status when your loved one had their MAID event?
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Where did your loved one die? (e.g. hospital, home, long-term care/nursing home,

hospice, or other)

ID#

O Hospital O Home O Long-term care/nursing home

0 Hospice O Other

Was this location or setting chosen by your loved one?

o Yes

o No

If no, please explain:

What health care provider(s) were present at the MAID event?

o Physician O Registered nurse (RN)

0 Nurse Practitioner O Spiritual care provider

Were palliative care services involved prior to MAID?

d Yes

o No

If no, please explain:

o Social worker

o Other

Where did you live in relation to where your significant other lived in the time leading up to

their death?
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Appendix T: Demographic Questionnaire (Family Member) (Alberta)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Please answer all questions to the best of your ability. This information will provide additional
information about you. All information will be anonymous.

ID#
What gender do you identify with?
What is your age (in years)?
Please specify your ethnicity:
What is the highest degree or level of school you have completed?
o Below High School o High School Diploma o College Diploma
o Baccalaureate Degree o Post-Graduate Degree o Other
What is your marital status?
What is your current employment status?
o Retired o Part-time o Other (Casual, contract)

o Unemployed o Full-time

What was your employment status when your loved one had their MAID event?
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ID#

Where did your loved one die? (e.g. hospital, home, long-term care/nursing home, hospice, or
other)

o Hospital o Home o Long-term care/nursing home

o Hospice o Other

Was this location or setting chosen by your loved one?

o Yes

o No

If no, please explain:

What health care provider(s) were present at the MAID event?

o Physician o Registered nurse (RN) o Social worker

o Nurse Practitioner o Spiritual care provider o Other

Were palliative care services involved prior to MAID?

oYes

o No

If no, please explain:

Where did you live in relation to where your significant other lived in the time leading up to
their death?
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Appendix U: Demographic Questionnaire (Key Informants)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying

(MAID)

Please answer all questions to the best of your ability. This information will provide additional

information about you. All information will be anonymous.

What gender do you identify with?

What is your age (in years)?
What is the highest degree or level of education?
0 Below High School O High School Diploma
0O Baccalaureate Degree 0 Post-Graduate Degree

What is your profession/occupation?

ID#

O College Diploma

o Other

What is your role related to MAID/ end-of-life care?

When did you become connected to MAID?
0 Before implementation (prior to June 2016)

O At implementation (June 2016)

O In the past year (since July 2018)

o Other

0 During the first year of legalization (July 2016 to June 2017)

0 During the second year of legalization (July 2017-June 2018)
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Appendix V: Interview Guide (Family Member)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Introduction: Thank you for being willing to meet today and to participate in this discussion and the
research about the experiences of family members of MAID recipients. | am Tracy Powell, a doctoral
candidate in the School of Nursing at the University of Victoria, and a nurse educator at Mount Royal
University in Calgary. | am a nurse with a background in caring for people with cancer and other life
limiting illnesses.

In this project | am looking for your personal perspective and | would like to understand your experience
—in your own words, and with all the uniqueness of you and your family. This is, of course, a personal
and emotional subject and this is particularly why | wanted to meet with you personally, and to take our
time. If you need anything — a drink of water, a short break or otherwise, during the interview please
don’t hesitate. It is also your right to stop the interview at any time and to withdraw from the study for
any reason. If you decide to withdraw from the study, you will be given the choice of allowing your data
to be included in the study or not.

Before you begin, | would like to remind you that the interview is being audio-recorded and will be
transcribed by Angela McNally, who is hired for the project. Angela McNally has signed an oath of
confidentiality related to her work on this project.

*Review consent form.

Interview questions:

Can you tell me a little bit about yourself and how MAID came to be part of your experience?

Can you describe a bit more about your specific experience as your significant other went through the
MAID process?

Probe: Begin each with Please ...
Tell me your level of involvement and responsibility you had in the MAID process

Tell me about your family and if there were tensions among members when your loved one
chose MAID

Tell me about the most challenging part of your experience
Tell me about the most beneficial part of the experience
Tell me about any support you received during the experience
Can you tell me about your perspectives on your significant other’s choice for MAID?
Probe: Begin each with Please ...

Tell me about any moral and ethical issues you had
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Tell me about your perspective on death as a result of the EOL process your significant other
underwent

Can you tell me about the MAID process and how it impacted your experience?
Probe: Begin each with Please ...
Tell me about your loved one’s process with MAID eligibility criteria
Tell me about the MAID process as you experienced it, and if it was as you expected
Tell me about the location of your loved one’s death
Tell me if the location influenced your experience at the time of the death or after
Tell me about a situation/occurrence during the MAID process stuck with you the most
Tell me about your experience with health care professionals and the MAID team
Tell me to what extent were palliative care services discussed or offered to your significant other

Tell me if there is anything you would change about EOL care or MAID (including the process,
legislation, eligibility criteria) based on your experience

Can you tell me about your experience since your significant other’s death?
Probe: Begin each with Please ...
Tell me about your life since going through MAID with your significant other
Tell me how the death was disclosed to family, friends and members of your community

Tell me would you change related to supports and services for family members who have a
loved one choose MAID

Summary:
Is there anything you would like to talk about before we end the interview?
Would | be able to contact you if | have additional questions?

Are there any documents, that you know of, that pertain to what you have discussed with me today? (If
response is yes) Would be willing to share them with me?

Would you like to be kept up-to-date on the progress of the study and be provided with a summary of
the findings following completion of the study? (If yes, confirm how and method of contact).

Closing:

Thank you for taking the time to participate in this study, and for being willing to discuss your
experience.

| want to remind you that you are still able to withdraw from the study without any problems, but it
would need to be done prior to when | analyze the data, and to do this, you would just need to contact
me and let me know.
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This discussion today may have been of a sensitive nature for you and it may have brought up feelings
and emotions that may cause you distress. If this happens, please contact your health care provider, and

there are also other resources that are available in this (provide them with the resource list for their
area) information sheet.
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Appendix W: Bereavement Resources and Supports on Vancouver Island, British

Columbia

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Talking about your experience related to MAID and the death of your significant other may cause some
emotional reactions. If you feel your physical or emotional health is affected, it is recommended that
you make an appointment to see your family physician/nurse practitioner.

If this is not possible (for whatever reason), the following is a list of resources that you may wish to
contact if you feel you may need bereavement or grief support in your community:

If you or someone you know is in crisis, please call the 24-hour Vancouver Island Crisis Line:
o [telephone number]
O www.vicrisis.ca or go to your nearest hospital emergency department.
The Victoria MAID Bereavement Support Group meets the 1st and 3rd Thursday of each month 3:00-
4:30 P.M. Victoria Health Unit 1947 Cook St., Victoria, BC. For information contact the Clinical Specialist
at [telephone number]
Hospice Societies on Vancouver Island
Hospice Societies on Vancouver Island also offer a range of bereavement supports
Please check the one closest to you for additional resources and specific information.
o Alberni Hospice Society www.albernihospice.ca
o Campbell River Hospice Society www.crhospice.org
o Comox Valley Hospice Society www.comoxhospice.com
o Cowichan Valley Hospice Society www.cowichanvalleyhospice.org
o Nanaimo Community Hospice Society www.nanaimohospice.com
o Oceanside Hospice Society www.oceansidehospice.com
o Pacific Rim Hospice Society www.pacificrimhospice.ca
o Saltspring Hospice Society www.saltspringhospice.org
o Sooke Hospice Society www.sookehospice.com

o Victoria Hospice Society www.victoriahospice.org
Online Bereavement Resources and Supports

Victoria Hospice provides booklets and pamphlets about many aspects of grief and bereavement which
can be accessed online at: www.victoriahospice.org/patients-families/useful-brochures.

BC Bereavement Helpline is a resource for people to find bereavement support within their own
community.
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o www.bcbh.ca phone

o [telephone number]

Bridge C-14 provides compassionate support to families throughout their journey with MAID.

o www.bridgecl4.org

Canadian Association of MAID Assessors and Providers

0 Wwww.camapcanada.ca
Canadian Virtual Hospice “Ask A Professional” is a resource that offers a way to submit questions to
health care providers, including grief counsellors.

o www.virtualhospice.ca
Compassionate Friends is a peer support group for parents who have experienced the death of a child
(of any age).

o www.tcfcanada.net
Dying with Dignity Canada is the national human-rights charity committed to improving quality of dying,
protecting end-of-life rights, and helping Canadians avoid unwanted suffering.
Contact: Nino Sekopet, personal support program.

o [telephone number] or [email address]
KidsGrief.ca is an interactive network of information and support for parents and caregivers supporting
bereaved children and youth.

o www.kidsgrief.ca

Learning Through Loss offers grief and loss education and supportive programs for youth.

o www.learningthroughloss.org
MyGrief.ca is an interactive network of information and support for people dealing with life-threatening
illness and loss.

o www.mygrief.ca
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Research Title: Experiences of bereaved family members of recipients of medical assistance in dying

(MAID)
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Talking about your experience related to MAID and the death of your significant other may cause some

emotional reactions. If you feel your physical or emotional health is affected, it is recommended that
you make an appointment to see your family physician/nurse practitioner.

If this is not possible (for whatever reason), the following is a list of resources that you may wish to
contact if you feel you may need bereavement or grief support in your community:

Health Link

A telephone service, which provides free 24/7 nurse advice and general health information for

Albertans.

o Call 811; https://www.albertahealthservices.ca/info/Page12630.aspx

If you or someone you know is in crisis, please call the 24-hour Mental Health Help Line in Alberta:

o [telephone number] (Toll free)

o https://www.albertahealthservices.ca/findhealth/Service.aspx?id=68108&serviceAtFacilitylD=10

47134 or go to your nearest hospital emergency department.

Bereavement Support Program Provided by Alberta Health Services (Central Zone):

Drayton Valley Hospital and Care Centre
4550 Madsen Avenue, Drayton Valley, Alberta T7A 1N8

o [telephone number]

Red Deer Regional Hospital Centre
3942 50A Avenue, Red Deer, Alberta T4N 4E7

o [telephone number]

Rimbey Hospital and Care Centre
5228 50 Avenue, Rimbey, Alberta TOC 2J0

o [telephone number]

Rocky Mountain House Health Centre
5016 52 Avenue, Rocky Mountain House, Alberta T4T 1T2

o [telephone number]

Sundre Hospital and Care Centre

709 1 Street NE, Sundre, Alberta TOM 1X0



353

o [telephone number]

Red Deer Hospice Care provided by Red Deer Hospice Society
99 Arnot Avenue, Red Deer, Alberta T4R 356

o [telephone number]
Online Bereavement Resources and Supports:

Alberta Health provides information and videos about many aspects of grief and bereavement which
can be accessed online at: https://www.albertahealthservices.ca/info/Page13161.aspx
Bridge C-14 provides compassionate support to families throughout their journey with MAID.

o www.bridgecl4.org

Canadian Association of MAID Assessors and Providers

o www.camapcanada.ca
Canadian Virtual Hospice “Ask A Professional” is a resource that offers a way to submit questions to
health care providers, including grief counsellors.

o www.virtualhospice.ca
Compassionate Friends is a peer support group for parents who have experienced the death of a child
(of any age).

o www.tcfcanada.net
Dying with Dignity Canada is the national human-rights charity committed to improving quality of dying,
protecting end-of-life rights, and helping Canadians avoid unwanted suffering.
Contact: Nino Sekopet, personal support program.

o [telephone number] or [email address]
KidsGrief.ca is an interactive network of information and support for parents and caregivers supporting
bereaved children and youth.

o www.kidsgrief.ca

Learning Through Loss offers grief and loss education and supportive programs for youth.

o www.learningthroughloss.org
MyGrief.ca is an interactive network of information and support for people dealing with life-threatening
iliness and loss.

o www.mygrief.ca
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Research Title: Experiences of bereaved family members of recipients of medical assistance in dying

(MAID)
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Talking about your experience related to MAID and the death of your significant other may cause some

emotional reactions. If you feel your physical or emotional health is affected, it is recommended that
you make an appointment to see your family physician/nurse practitioner.

If this is not possible (for whatever reason), the following is a list of resources that you may wish to
contact if you feel you may need bereavement or grief support in your community:

Health Link

A telephone service, which provides free 24/7 nurse advice and general health information for

Albertans.

o Call 811; https://www.albertahealthservices.ca/info/Page12630.aspx

If you or someone you know is in crisis, please call the 24-hour Mental Health Help Line in Alberta:

o [telephone number] (Toll free)

o https://www.albertahealthservices.ca/findhealth/Service.aspx?id=6810&serviceAtFacilitylD=10

47134 or go to your nearest hospital emergency department.

Bereavement Support Programs (Calgary Zone):
Grief support program provided by Alberta Health Services
Bob Glasgow Grief Support Centre, Third Floor
1820 Richmond Road SW, Calgary, Alberta, T2T 5C7

o [telephone number]
Calgary Chapter - Dying with Dignity Canada
Contact: June Churchill (June is a retired social worker)

o [email address]

o [telephone number]
When you contact June she will establish a time to meet with you.
Grief support program provided by Compassionate Friends of Canada
Calgary First Evangelical Free Church

732-55 Avenue SW, Calgary, Alberta T2V 0G3
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o [telephone number]
Online Bereavement Resources and Supports

Alberta Health provides information and videos about many aspects of grief and bereavement which
can be accessed online at: https://www.albertahealthservices.ca/info/Page13161.aspx

Bridge C-14 provides compassionate support to families throughout their journey with MAID.
o www.bridgecl4.org

Canadian Association of MAID Assessors and Providers
o www.camapcanada.ca

Canadian Virtual Hospice “Ask A Professional” is a resource that offers a way to submit questions to
health care providers, including grief counsellors.

o www.virtualhospice.ca

Compassionate Friends is a peer support group for parents who have experienced the death of a child
(of any age).

o www.tcfcanada.net

Dying with Dignity Canada is the national human-rights charity committed to improving quality of dying,
protecting end-of-life rights, and helping Canadians avoid unwanted suffering.

Contact: Nino Sekopet, personal support program.
o [telephone number] or [email address]

KidsGrief.ca is an interactive network of information and support for parents and caregivers supporting
bereaved children and youth.

o www.kidsgrief.ca
Learning Through Loss offers grief and loss education and supportive programs for youth.
o www.learningthroughloss.org

MyGrief.ca is an interactive network of information and support for people dealing with life-threatening
illness and loss.

o www.mygrief.ca
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Appendix Z: Bereavement Resources and Supports in Alberta (South Zone)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Talking about your experience related to MAID and the death of your significant other may cause
some emotional reactions. If you feel your physical or emotional health is affected, it is
recommended that you make an appointment to see your family physician/nurse practitioner.

If this is not possible (for whatever reason), the following is a list of resources that you may wish to
contact if you feel you may need bereavement or grief support in your community:

Health Link
A telephone service, which provides free 24/7 nurse advice and general health information for
Albertans.
o Call 811; https://www.albertahealthservices.ca/info/Page12630.aspx
If you or someone you know is in crisis, please call the 24-hour Mental Health Help Line in Alberta:
o [telephone number] (Toll free)
o https://www.albertahealthservices.ca/findhealth/Service.aspx?id=6810&serviceAtFacilityID
=1047134 or go to your nearest hospital emergency department.
Distress Centre
o [telephone number]; www.distresscentre.com
o 24-hour crisis line, counselling and intervention services; Online counselling is available from
5-10pm daily

Bereavement Support Programs (South Zone):

Lethbridge
1107- 2A Avenue N, Lethbridge, Alberta T1H OE6

o [telephone number]

Lethbridge Family Services General Bereavement Group

o For more information, please contact the Intake Office: [telephone number]

Lethbridge Mental Health Clinic
200 — 5 Avenue South

o Phone: [telephone number]  Fax: [fax number]

TUESDAYS & WEDNESDAYS from 12:30 to 3:00 or FRIDAYS from 9:00 to 11:00. Bring Alberta
Health card, and a list of medications you are presently taking.



357

On Our Own- Lethbridge, Lethbridge Senior Citizens Organization (LSCO)

500 — 11 Street South Lethbridge

o For more information, call [telephone number]
A support group for widows, widowers and divorcees. Meet for a social hour every Wednesday in
the LSCO Dining Room at 2:00 pm; there is also the opportunity for the recently bereaved to meet
separately and share their grief
MDM Community Centre
2802-222 Street, Bellevue, Alberta TOK OEO

o [telephone number]
Alberta Health Services — Addictions & Mental Health Services

2 —346 3 St. S.E. (Provincial Building), Medicine Hat, Alberta

o [telephone number] *No fee

Medicine Hat
1 Dunmore Road SE, Medicine Hat, Alberta T1A 175

o [telephone number]
Online Bereavement Resources and Supports:

Alberta Health provides information and videos about many aspects of grief and bereavement
which can be accessed online at: https://www.albertahealthservices.ca/info/Page13161.aspx
Bridge C-14 provides compassionate support to families throughout their journey with MAID.

o www.bridgecl4.org

Canadian Association of MAID Assessors and Providers
o www.camapcanada.ca
Canadian Virtual Hospice “Ask A Professional” is a resource that offers a way to submit questions to
health care providers, including grief counsellors.
o www.virtualhospice.ca
Compassionate Friends is a peer support group for parents who have experienced the death of a
child (of any age).
o www.tcfcanada.net

Dying with Dignity Canada is the national human-rights charity committed to improving quality of
dying, protecting end-of-life rights, and helping Canadians avoid unwanted suffering.
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Contact: Nino Sekopet, personal support program.

o [telephone number] or [email address]
KidsGrief.ca is an interactive network of information and support for parents and caregivers
supporting bereaved children and youth.

o www.kidsgrief.ca

Learning Through Loss offers grief and loss education and supportive programs for youth.

o www.learningthroughloss.org
MyGrief.ca is an interactive network of information and support for people dealing with life-
threatening illness and loss.

o www.mygrief.ca
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Appendix AA: Interview Guide (Key Informants)

Research Title: Experiences of bereaved family members of recipients of medical assistance in dying
(MAID)

Introduction:

Thank you for being willing to meet today and to participate in this discussion and the research about
the experiences of family members of MAID recipients. | am Tracy Powell, a doctoral candidate in the
School of Nursing at the University of Victoria, and a nurse educator at Mount Royal University in
Calgary. | am a nurse with a background in caring for people with cancer and other life limiting illnesses.

In this project | am looking for your personal perspective and | would like to understand your experience
—in your own words, and with all the uniqueness of you and your role in health and community care
related to MAID. This is, of course, a personal and emotional subject and this is particularly why |
wanted to meet with you personally, and to take our time. If you need anything — a drink of water, a
short break or otherwise, during the interview please don’t hesitate. It is also your right to stop the
interview at any time and to withdraw from the study for any reason. If you decide to withdraw from
the study, you will be given the choice of allowing your data to be included in the study or not.

Before you begin, | would like to remind you that the interview is being audio-recorded and will be
transcribed by Angela McNally, who is hired for the project. Angela McNally has signed an oath of
confidentiality related to her work on this project.

*Review consent form.

In-depth interview questions for key informants:

Questions might include:
1. To begin, please tell me a little bit about yourself and your involvement with MAID?
2. What has been your experience with family members in relation to MAID?

3. What are the kinds of things that you have identified as impacting family members in relation to
MAID? What could enhance or ease their experience?

4. Do your colleagues ever discuss issues related to family members and MAID? If so, how have
they come about? Could you comment generally on the discussions?

5. From your perspective, are MAID processes in your area being enacted as the legislation and
policy is outlined? What do you think could be improved?

Summary:
Do you have any additional comments or questions?
Would | be able to contact you if | have additional questions?

Are there any documents that you know of that pertain to what you have discussed and would be willing
to share with me?
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Closing:

Thank you for taking the time to participate in this study, and for being willing to discuss your
experience. | want to remind you that you are still able to withdraw from the study without any
problems, but it would need to be done prior to when | analyze the data, and to do this, you would just
need to contact me and let me know.

Aspects of this discussion today may have brought up feelings and emotions that may cause you
distress. If this happens, please contact your health care provider, and there are also other resources
that are available in this (provide them with the resource list for their area) information sheet.
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Appendix BB: Documents as Part of Data Collection
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Appendix CC: Process for Recording Supplementary Field Notes and Personal Memos

Process proposed during data collection and analysis

Structure within notes/memos

* Date and time of interview

* Location and under what conditions did the interview occur

*  What personal assumptions did | bring to the interview?

= How well did | ask the questions, including probing questions?

*» How was the rapport?

= Chronicle reflections and observations from the interview
* How was the quality of the information?

*  What was most significant from the interview?

*= Concepts from the interview

= Record observations

*= Summarize each interview
= Itemize and reflect on emerging themes &/or links to the literature

= Create notes that allow the questioning or re-questioning of participants (i.e., data
clarification, elaboration, and evaluation)

Possible inductive/analytic questions

Focus on moving beyond what is self-evident; Trust your mind and ask.

¢  What emerged?

¢ What was created?

¢ Why s this here?

¢ Why not something else?

0 What does it mean, what is its role?
¢ lwonder ...

¢ Have | seen this elsewhere?

¢  What am | missing/not seeing?

¢ What else might there be?
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¢  What ideas are starting to form that address my research questions?
¢ What is their story telling me?

¢ Things | learned that surprised me?

0 Is this different/similar than what | expected? Why?

¢  Are these things related? How?

Note. Modified from (Patton, 2015)

Patton, M. Q. (2015). Qualitative research and evaluation methods (4th ed.). SAGE.
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Appendix DD: Plan for Data Analysis

Audio recordings from participants transcribed, data reviewed and analyzed concurrently. Data
manually gathered into broad ideas or units of meanings

Action: Sort, manage and organize data. Support self-reflection and critical thinking. Ask “What
is this?” “What is going on here”.

Early
comprehension

Ask if there is “enough data to be able to write a complete, detailed, coherent,
and rich description” (Morse, 1994, p.27). Interpret and develop a broad
framework based on initial coding of all data and emerging themes (e.g., the
baskets).

Continued Action: Immerse myself in these data and acknowledge influences. Begin to
comprehension &

early synthesis

develop insight into a conceptual, thematic description of the phenomenon.
Begin to group the phenomenon, ideas and patterns (into nodes).

Remember: This is a dynamic and recursive process. Be
inductive and use constant comparative analysis to critical
analysis and understand the experience of bereaved family
members in relation to MAID. Notice gaps.

Synthesis

Action: Compare and contrast each category (e.g. baskets)
with each other, collapse similar themes, develop new
categories. Collaborate with PhD supervisor to review data
and themes

Insight and clarification of themes is the

Theorize and focus. Further reflect on the phenomenon.

conceptualize Action: Construct alternative explanations
and measure them against data until there is
something reasonable to say about the
phenomenon.

Determine credibility
and trustworthiness
Re-conceptualize of interpretation of
findings. Does the
description, context
of the knowledge
expand or extend the
current appreciation
of the phenomenon?

Action: Present
findings to Supervisor.
Is it well articulated.

Prepare to re-
conceptualize.
Engage with
Committee.

Note: This figure represents the data analysis plan that was undertaken for this study. The concurrent
and iterative process in data collection and analysis approach is based on “Emerging from the data: The
cognitive process of analysis in qualitative inquiry,” by J. M. Morse, 1994, In J.M. Morse (Ed.), Critical
issues in qualitative research methods (pp. 23-43). SAGE Publications.
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