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Thesis Abstract

Introduction

Medical Assistance in Dying (MAID) was legalized in Canada in 2016. In 2021, an update in
legislation included changes to MAID eligibility and procedural safeguards.

Purpose

Guided by the Ottawa Decision Support Framework (ODSF), the overall aim was to describe
how Canadian patients considering MAID are being supported in making the decision about end-
of-life care.

Literature Review

Eleven articles were included in the literature review. ODSF themes are evident in MAID
literature. Nurses play key roles in end-of-life decision-making.

Environmental Scan

Environmental scan of publicly available MAID resources identified 58 eligible resources. Sixty-
nine percent of MAID resources were updated with 2021 legislation. None met the International
Patient Decision Aid Standards criteria. Thirty met Patient Education Materials Assessment

standard for adequate understandability and 11 for actionability.

Conclusions

Although patient decision aids are effective for supporting health care decisions, none exist for

MAID and current resources are inadequate for supporting people of lower health literacy.
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Introduction

Introduction to Medical Assistance in Dying

In June 2016, Canada joined the growing list of countries that have legalized voluntary
euthanasia (VE) and physician-assisted suicide (PAS). VE is the practice in which a physician
administers medications that intentionally end a person’s life at their explicit request to relieve
suffering; while PAS is the practice in which a person receives a prescription for life-ending
medications that are self-administered (EImore et al., 2018). Under the Canadian Criminal Code
(i.e., Bill C-14), VE and PAS are collectively referred to as medical assistance in dying (MAID)
(Government of Canada, 2021b; Suva et al., 2019). MAID involves the administration of
medications to both safely and intentionally end the life of an eligible adult who has specifically
requested MAID (Government of Canada, 2021a; Ontario Ministry of Health and Longterm
Care, 2021). Health Canada outlines two forms of MAID that are currently available. Health care
providers (HCPs) such as a physician or nurse practitioner (NP) may: (a) directly administer a
substance that causes death, or (b) prescribe a drug that the eligible person takes themselves to
cause their own death (Government of Canada, 2021b).

Eligibility for MAID expanded when Bill C-7, passed in 2021, An Act to amend the
Criminal Code (medical assistance in dying) (Department of Justice, 2021) included individuals
whose natural death is not reasonably foreseeable (Government of Canada, 2021a; Pesut et al.,
2021). Since then, current eligibility criteria include: (a) being 18 years of age or older and able
to make health care decisions for oneself; (b) being eligible for publicly funded health coverage
in Canada; (c) having a grievous and irremediable health condition; (d) making a voluntary
request for MAID; and (e) giving informed consent to receive MAID (Government of Canada,
2021b). The updated MAID legislation introduces a two-track system whereby safeguards are

lessened for individuals whose natural death is reasonably foreseeable, while additional
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safeguards are added for those whose death is not reasonably foreseeable. Those whose death is
not reasonably foreseeable must wait 90 days between the request and the provision of MAID
(Mills et al., 2020; Health Canada, 2021). These new safeguards are designed to help HCPs carry
out MAID in a way that protects patients from abuse or misuse of the service (Government of
Canada, 2021b).

Since its enactment in 2016, MAID has become an increasingly well-known end-of-life
(EOL) option to many Canadians (Health Canada, 2021). In fact, there have been 21,589 cases of
MAID reported in Canada from the enactment of legislation to the end of 2020 (Health Canada,
2021). Furthermore, the annual growth of MAID cases has been steadily increasing with MAID
deaths as a proportion of overall deaths accounting for 2.5% of deaths in Canada in 2020. There
is wide variability of overall MAID deaths across Canadian jurisdictions, ranging from 0.9% in
Newfoundland and Labrador to 4.0% in British Columbia in 2020 (Health Canada, 2021). This
may be because of the greater acceptance of MAID in British Columbia (Health Canada, 2021).
An increasing number of Canadians see MAID as an ideal of patient-centered care and a
concrete means to alleviate intolerable suffering (Pesut et al., 2020). Although many patients
who are suffering from a grievous and irremediable health condition request an assisted death,
not everyone receives MAID (Health Canada, 2021; Wiebe et al., 2018). In 2020, 9,375 written
requests for MAID were reported and 7,595 (78.8%) had resulted in MAID (Health Canada,
2021). Of the requests in 2020 that did not result in MAID, reasons for which MAID did not
occur include patients: (a) dying prior to receiving MAID (12.7% of requests), (b) were found to
be ineligible (6.0%); and (c) withdrew their request (2.5% of requests). The total number of

MAID deaths includes formal reports completed by HCPs and received by Health Canada (7,384
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cases) and additional MAID deaths that were provided by provinces and territories for cases
where a formal report was not yet received by Health Canada (211 cases).

The following data is an analysis of the 7,384 formal reports of MAID that were provided
to Health Canada in 2020. This does not include the 211 cases that were not received by Health
Canada (Health Canada, 2021). There are some variations in the underlying medical conditions
of individuals who receive MAID (Table 1.1) and they are consistent with the leading causes of

death in Canada (Statistics Canada, 2020).

Table 1.1 MAID by Main Condition, 2020

Condition Percentage* (n)
Cancer 69.1 (5087)
Lung 24.2
Colon 12.2
Pancreas 8.0
Hematologic 7.5
Breast 6.9
Prostate 6.6
Ovary 4.2
Esophagus 3.9
Other 30.5
Cardiovascular conditions 13.8 (1015)
Congestive Heart Failure 42.2
Respiratory conditions 11.3 (826)
Neurological conditions 10.2 (743)
Amyotrophic Lateral Sclerosis 35.2
Parkinson’s Disease 18.1
Multiple Sclerosis 9.7
Progressive Supranuclear Palsy 4.4
Other 33.6
Other conditions 8.7 (622)
Multiple comorbidities 7.8 (562)
Other organ failure 6.6 (472)
Renal Failure 41.7
Cirrhosis 13.8
Bowel Obstruction 9.3

*Providers were able to choose more than one medical condition when reporting their cases therefore, the total
exceeds 100%.
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The decision to request and receive MAID may not be so straightforward given the
finality of the choice in the presence of other options requiring personal trade-offs between
benefits and potential harms across options. Other reasonable EOL options include palliative
care, counselling services, mental health, and disability support services (Government of Canada,
2021b). Ideally, patients making these difficult EOL decisions should be achieving good quality
decisions. A quality decision is defined as being informed with the best available evidence and
selecting an option that is consistent with patients informed values for outcomes of options

(Stacey et al., 2020).

Patient preferences for EOL options

Patients are known to have different preferences for EOL decisions. Decisions about
EOL are personal and often complex (Ward et al., 2021). Factors influencing EOL decisions may
include: (a) the desire to alleviate suffering; (b) wanting to have a “good death”; (c) an
individual’s previous experience with death and dying; and (c) the individual’s values and/or the
perceived values of their loved ones. Factors that lead patients to pursue MAID, include avoiding
loss of dignity, a feeling that they cannot engage in what makes life worth living, loss of an
ability to perform activities of daily living, worry about being a burden on others, and a feeling
of hopelessness (Health Canada, 2021; Wiebe et al., 2018). For some, having MAID as an option
provides a much needed sense of autonomy and independence near the end of their lives and
allows their family to be part of their loved one’s EOL choices (Variath et al., 2020). However, it
is unclear the extent to which patients are supported to make quality decisions when they submit
a written request and provide verbal consent to have MAID. To be eligible for MAID in Canada,
an individual must give informed consent for MAID. An individual may choose to revoke their
consent at any time in the MAID process (Government of Canada, 2021b). In the context of

MAID, the individual who made the request must be informed that they have a grievous and
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irremediable condition and be informed of other available options before consenting
(Government of Canada, 2021a).

Patient decision aids (PtDAs) were created to guide patients to make a quality decision
when faced with multiple healthcare options (Stacey & Volk, 2021). PtDAs describe the health
condition or problem, make explicit the decision, provide information on options, benefits, and
harms, and help patients clarify which benefits and harms matter most to them. Evidence shows
that compared to usual care, patients who use a PtDA are more knowledgeable, have more
realistic expectations, feel less decisional conflict, and are more likely to make a decision that
matches their values (Stacey et al., 2020). In a regularly updated inventory of over 300 PtDAS,
nine are focused on EOL decisions including advanced care planning and use of mechanical
ventilation (Patient Decision Aids Research Group, 2022). None discuss the option of MAID.

In summary, the decision to receive MAID is very personal and difficult decision given
the need to weigh benefits and potential harms across all options, including palliative care. Little
is known about the availability and quality of resources targeting people who are considering
MAID and whether the resources are intended to support them in making a quality decision.
Conceptual Framework

A review of 15 frameworks relevant to patient involvement in decision-making depicts
the Ottawa Decision Support Framework (ODSF) (Figure 1.1) as the only conceptual framework
that considers the decisional needs for all health and social decisions (Stacey et al., 2010). The
ODSF is a shared decision making (SDM) model that is specific for use with decisions created
by new circumstances which require careful deliberation, including EOL decision-making
(Stacey et al., 2010). SDM is defined as a collaborative approach between patients and their
HCPs that is based on the patients’ values and the best possible evidence, with the goal of

reaching a quality decision (Elwyn et al., 2017).
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Decisional Needs Decisional Outcomes
e Difficult decision type/timing Quality of the decision
¢ Unreceptive decisional stage - 4 o Tiiformed
* Decisional conflict (uncertainty) A o Values-based
L]

Inadequate knowledge & unrealistic ) — .
Quality of the decision making process

expectations
e Unclear values e Reduced decisional needs
* Inadequate support & resources* lmpact

Personal & clinical needs

* Implementation/continuance of chosen option
e Appropriate use & costs of health services

o

v
Decision Support

Establish rapport & facilitate interactive communication

Clarify decision & invite participation

Assess decisional needs

Address decisional needs with tailored support:
« Facilitate receptivity to information/deliberation
* Provide information/outcome probabilities & verify understanding
e Clarify personal values: option features that matter most

* Discuss decisional roles
e Support deliberation & mobilize resources
® Monitor decisional needs &/ facilitate progress in decisional making stages

Clinical Counseling Decision Tools Decision Coaching

Figure 1.1 Ottawa Decision Support Framework (ODSF) model (revised 2020). Based on Stacey et al.

(2020). Ottawa decision support framework, Ottawa Hospital Research Institute. Retrieved from
https://decisionaid.ohri.ca/odsf.html

The ODSF was originally published by an interprofessional team in 1998 and has been
one of the most commonly used frameworks to guide HCPs and patients in making complex
health and social decisions over the last 20 years (O’Connor et al., 1998; Stacey et al., 2020).
The conceptual framework guides users to support decision-making through assessing patients’
decisional needs, providing decision support interventions (clinical counselling, decision tools,
and decision coaching), and evaluating the quality and the outcomes of their decision and their

decision-making process (O’Connor et al., 1998; Stacey et al., 2020). It is based on theories from
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decisional analysis (Keeney & Raiffa, 1976), general psychology (Tversky & Kahneman, 1981),
social psychology (Ajzen & Fishbein, 1980), self-efficacy (Bandura, 1982), and social support
(Orem, 1995). According to the ODSF, people decide about options based on their knowledge of
the options, personal judgement of outcomes that are likely and important, beliefs regarding the
opinions of important others, personal uncertainty about the best course of action, and support
and resources to make the decisions (Stacey et al., 2020). The framework hypothesizes that when
these determinants are unmet, patients achieve suboptimal decisions. The main hypothesis
underlying this framework is interventions that address patient’s suboptimal decisional needs
improve the quality of decision-making by addressing the patient’s suboptimal decisional needs
(O’Connor et al., 1998). Quality decisions are informed with the best available evidence and are
consistent with the patient’s values (Stacey et al., 2020). The ODSF proposes that various
decision support interventions can be used to address these decisional needs and lead to
improved decisional outcomes such as decision quality. Decisions are more difficult when the
timing of deliberation is urgent (e.g., minutes, hours) or delayed (e.g., months) (Hoefel et al.,
2020b). Clinical counselling, decision tools, and decision coaching are all strategies that may

lead to improved decisional outcomes. A detailed description of the ODSF definitions is in

Appendix A.

Positioning myself within the Thesis

The idea for this thesis originates from my personal clinical experience. When | started
nursing, | worked on an inpatient oncology unit. | had the opportunity to care for many people
throughout their cancer journey including those at the most vulnerable stages of their lives, at the
end of their life. The following narrative was a defining moment in my career, it helped me
realize that MAID is a valuable option for those suffering from a grievous and irremediable

health condition.
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In 2019, five months into my nursing career, | worked as a nurse on a busy inpatient
oncology unit. One shift, I was caring for a lovely patient named Mary (pseudonym). Mary was
admitted with advanced cancer and had been on our unit for approximately three weeks. One
night, she was crying about her cancer diagnosis and I tried to comfort her as best as | could;
although, I wish I could have spent more time with her. Mary became more dependent upon the
nurses and other HCPs for her basic needs and would apologize for ‘being a bother.” When her
level of care was changed to comfort care, she made a formal written request for MAID and
received MAID a few days later.

| reflected on her decision often during the next couple of weeks. | heard her words of
‘being a bother’ and wondered if [ had made her feel that way. This was the first patient that |
had cared for who requested MAID, and | wondered if | had missed the cues of her wanting to
discuss MAID when | comforted her. Although many patients on the unit received palliative care,
few had received MAID. As most nurses on the unit had less than two years of nursing
experience, we did not have regular experiences with MAID. We were often surprised when a
patient requested information about the MAID process and were afraid to provide them with
false information. In turn, we advocated for the patient and physician to have a conversation
about the patients’ goals of care.

It was through providing care to Mary that | began to see MAID as a compassionate
option to end the suffering of those diagnosed with grievous and irremediable health conditions.
| also recognized that MAID provided family members and friends an opportunity to grieve and
to be part of their loved ones EOL decisions. After this experience, | wanted to be more sensitive
to others at EOL who may be considering their options including MAID. | wondered how I could

better support them with this EOL decision.
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Research Aims & Objectives

The overall purpose of this thesis was to investigate how Canadian patients who are
considering MAID are being supported in making this EOL decision. The content and structure
of this manuscript-based thesis is found in Table 1.2. In Chapter Two, | provide a comprehensive
review of the literature on MAID in the context of decision-making using the ODSF and assess
the current state of the literature on how nurses support patients who are considering MAID. This
chapter also identifies knowledge gaps that my thesis seeks to address. Chapter Three, the article
for this article-based thesis is titled, “Appraising resources to support patients considering
decisions about Medical Assistance in Dying in Canada: An online environmental scan”. The
aim of this study was to identify and quality appraise Canadian MAID patient-targeted resources
to support patients facing this decision. Specific objectives were to determine if available
resources for patients and families: (a) were up-to-date with the 2021 legislative changes; (b)
presented information to support quality decisions; and (c) written in plain language to ensure
patients and families could understand the information and take action. In Chapter Four, |
provide an integrated discussion of the findings of the thesis within the broader literature and
discuss implications for nursing practice, education, leadership, collaboration, consultation, and

research.

Table 1.2 Manuscript-based Thesis Structure and Content

Chapter Chapter Title Objective Study Design Manuscript

1 Introduction Describe the rationale, - -
research problem, and
structure for this
manuscript-based thesis.

2 Literature Review Assess the current state of - -
literature in the context of
decision-making. Introduce
the theoretical framework.

3 Appraising resources to  ldentify and quality Environmental Manuscript formatted
support patients appraise Canadian MAID  scan for submission to the
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considering decisions
about Medical
Assistance in Dying in
Canada: An online
environmental scan

patient-targeted resources
to support patients facing
this decision.

Canadian Medical
Association Journal
Open.

4 Integrated Discussion

To integrate the thesis
findings and identify
implications for nursing
practice, education,
leadership, consultation,

collaboration, and research.
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Literature Review
The purpose of this literature review is to assess the current state of the literature on how
nurses can support patients who are considering medical assistance in dying (MAID). The
Ottawa Decision Support Framework (ODSF) (O’Connor et al., 1998; Stacey et al., 2020) was

used to organize the synthesis of the evidence.

Literature Review Process

Collaborating with a research librarian (MCD), we created the search strategy. | searched
four electronic databases (Cumulative Index to Nursing and Allied Health Research [CINAHL],
MEDLINE, Embase, and Scopus) in July 2021 using the search terms: (a) “medical assistance in
dying” AND conflict and (b) “medical assistance in dying” AND decision making or decision-
making or decision-making process or decision-making process AND nurse or nurses or nursing.
The search strategy included all research study designs (e.g., scoping reviews, primary studies,
quantitative, and qualitative). Personal statements, including editorials, commentaries, or blogs,
were excluded. Studies on conscientious objection (CO) and questioning the legality of MAID
were excluded. | excluded citations pertaining to other end-of-life (EOL) practices, such as

palliative sedation. See Table 2.1 for the characteristics of included studies
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Table 2.1 Characteristics of included studies

25

Authors (year) Study design Purpose Participants Findings Limitations
Beuthin et al. (2018) Qualitative Understand the range of nurses’ 17 nurses - Concepts such as - Unable to generalize
semi-structured  experience in providing care for profession of nursing, findings.
interviews someone choosing MAID. personal impact, and - Participants are from one
practice of nursing. geographical area.
Brooks (2019) Scoping review  Summarize existing qualitative 21 articles - Supporting patients - No grey literature

literature focused on provider
experiences in the MAID process.

through MAID is a
complex process.

- Important to have a
therapeutic relationship
with the patient.

included.
- Limited to English-
language articles.

Bruce & Beuthin
(2019)

Qualitative
secondary
analysis using
narrative inquiry

Explore how nurses’ overall
experience of suffering is shaped by
participating in MAID.

15 Registered Nurses,
1 Nurse Practitioner, 1
Licensed Practical

- Participating in MAID
positively affects nurses
and their ideas of

- Unable to generalize
findings.

and thematic Nurse suffering.
analysis
Fujioka et al. (2018) Scoping review  Map the existing literature on health 33 articles - Nurses and other HCPs - Did not capture regional
care providers’ perspectives of their are paramount in the variation between
involvement in MAID. MAID process. perspectives.
Ho et al. (2021a) Qualitative Explore hospice and palliative care 26 HCPs - Resources to improve - Participants were not
thematic provider’s experiences with MAID. training, debriefing, and diverse.
analysis of semi- tailored bereavement may
structured support HCPs.
interviews
Ho et al. (2021b) Qualitative Explore how the Canadian MAID 48 palliative care - MAID discussions require - Unable to generalize
thematic legislation affects EOL care providers education and support to findings.
analysis of semi- discqsgions _between pgtignts and enable compassionate
§tructL_Jred mulfud_lsmplmary speuallst communication.
interviews. palliative care providers.
Nuhn et al. (2018) Qualitative Explore the experiences, wishes, 23 participants - Reasons for requesting - Participants volunteered
study using fears, and beliefs of people who requesting MAID MAID were loss of for this study.
;emi—g,tructured requested and were eligible for autonomy, loss of
interviews

independence, loss of
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MAID in Canada in the first year
after legalization.

purpose and enjoyment,
loss of physical and
communication abilities,
and suffering or fear of
future suffering.

- Participants were recruited
from a single clinic,
unable to generalize.

Suva et al. (2019)

Scoping review

Synthesize evidence on nurses’ roles
and responsibilities in relation to
MAID and to identify gaps in
literature.

24 articles

HCPs’ effective
engagement with the
individual in the decision-
making process is
important.

- Majority of included
studies are from outside of
Canada.

Thangarasa et al.
(2021)

Qualitative
semi-structured
interviews

To better understand the caregiver
experience of MAID within the
Canadian legal landscape following
Bill C-14.

22 caregivers

The caregiver experience
of MAID was found to be
understood as a “race to
the end.”

- Findings are not
generalizable.

Variath et al. (2020) Scoping review Identify influences on the 36 articles - Experiences are - Excluded grey literature.
experiences of family members and influenced by relational - Eliminated non-English
HCPs of those who had MAID and contexts including literature.
of those unable to access MAID. personal and societal.

Ward et al. (2021) Scoping review  Describes nurses’ experiences with 30 articles - Nurses’ experiences with - Excluded grey literature.

MAID.

MAID are individualized.
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To synthesize the literature, I will first discuss the MAID literature as it relates to the
three pillars of the ODSF: decisional needs, decision support interventions, and decisional
outcomes (O’Connor et al., 1998; Stacey et al., 2020). Next, | synthesize the literature focused
on the nurse’s role in supporting patients making health-care decisions.

Pillar 1: Decisional Needs

Patients experience decisional needs when faced with decisions that have more than one
option, undetermined outcomes, or known outcomes which people value differently (Stacey et
al., 2020). In general, most common examples of decisional needs include inadequate knowledge
and information, feeling unclear about personal values, feeling uncertain about the best choice,
and feeling unsupported in the decision-making process (Stacey et al., 2020). Other examples of
decisional needs include being at an unreceptive decisional stage, having decisional conflict,
having unrealistic expectations, and the decision having complex decision characteristics.
Decisional needs may be modifiable or non-modifiable. Non-modifiable decisional needs (such
as clinical needs, difficult decision timing, personal needs, and difficult decision type) must be
considered when tailoring decision support interventions to the patient (Stacey et al., 2020).

A recently published systematic review of 45 decisional needs studies included three
studies on EOL decisions with adults; none of which were about patients considering MAID
(Hoefel et al., 2020b). One of the three studies was a cross-sectional telephone survey of the
decision-making needs of 635 Canadian adults faced with complex health decisions. While most
of these decisions were related to sterilization and birth control, cessation of life support was a
complex decision that two participants faced (O’Connor et al., 2003). Fifty-nine percent of
participants indicated having decisional conflict, reporting that they were unsure of which option
to choose. These participants experienced physical stress and decision delay. Most participants

(77%) had unclear values, questioning what was important to them while making the decision.
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Approximately 17-19% of participants reported deficits in their readiness for decision-making.
The factors associated with lower decisional conflict included making a decision regarding birth
control and being 70 years of age or older. These participants wanted more information on the
available options from their physician and through educational resources (e.g., booklets,
pamphlets, Internet, videos) (O’Connor et al., 2003). A study on EOL care preferences and needs
of Canadians with chronic kidney disease found that most participants get information to make a
health decision from their nephrologist (79.5%) or family physician (65.8%) (Davison, 2010).
The same study found that 25.7% of participants gathered information from paper resources,
16.1% from the Internet, and 12.8% from television or media.

Another qualitative retrospective, cross-sectional needs assessment of 13 Canadian
women with recurrent ovarian cancer identified inadequate knowledge about the options and the
benefits and potential harms of the options provided as their main decisional needs (Jolicoeur et
al., 2009). These women wanted to be presented with more than one treatment option and to
have counselling in the decision by nurses, as they are perceived to have more time, seem to
have better skills in providing information, and know the patient better. Interestingly, 11 of 13
women did not experience decisional conflict which is a common decisional need in other
studies. One of the participants who experienced difficulty making the decision reported that she
felt like she was expected to make the decision immediately. Few women participants in the
study believed that they were presented with treatment options to consider (Jolicoeur et al.,
2009). No study reported on how patients considering MAID identified or used educational
information on the topic.

Interestingly, in the context of MAID, patients described the importance of features of

options, indicating that they did not have unclear values (Nuhn et al., 2018; Variath et al., 2020).
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A scoping review on the experiences of family members and healthcare providers (HCPs) of
those who have pursued MAID identified a strong desire for patients to control their own death
in 11 of 36 included studies (Variath et al., 2020). An additional descriptive qualitative study of
the experiences of people who pursued MAID indicated main themes including the importance
of autonomy and the desire for patients to control their own end-of-life decisions (Nuhn et al.,
2018). Only one study identified focused on the decision making needs of nurses (Beuthin et al.,
2018). This qualitative study of Canadian nurses’ experiences of providing clinical support in
MAID indicated that nurses’ experienced decisional conflict and their religious beliefs were
often the reason underlying this decisional conflict.
Pillar 2: Decision Support Interventions

According to the ODSF, decision support interventions include clinical counselling,
patient decision aids (PtDAs), and decision coaching. These interventions must be tailored to the
patient’s decisional needs and used in an approach that includes establishing rapport, clarifying
the decision, facilitating communication, and supporting deliberation (O’Connor et al., 2003).

Clinical counselling is provided by practitioners who have competence, legal authority,

and accountability to identify problems and offer support to their patients (O’Connor et al.,
2003). Practitioners engage in clinical counselling by: (a) identifying/diagnosing a problem or
health condition; (b) identifying the patient’s options; (¢) providing decision support (including
referring patients to PtDAs and/or decision coaching); and (d) facilitating implementation of a
final decision by making a referral, writing a prescription, ordering screening/diagnostic tests,
performing surgery, and/or providing care or therapy. The HCP who provides clinical
counselling depends on the decision and may include audiologists, nurses, nurse practitioners,
occupational therapists, pharmacists, physicians, physiotherapists, psychologists, medical social

workers, and speech language pathologists (O’Connor et al., 2015).
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Physicians, nurses, and social workers are HCPs that engage in aspects of clinical
counseling related to MAID (Variath et al., 2020; Ward et al., 2021). Multiple scoping reviews
stress the importance of establishing good rapport and nurturing a therapeutic relationship
between patient and nurse (Suva et al., 2019; Variath et al., 2020). In a scoping review of 24
research studies, 3 articles stress that effective communication and strong relationships between
the patient, family, and HCP are paramount in the decision-making process (Suva et al., 2019).
Finally, in a qualitative secondary analysis including 15 Registered Nurses’ stories who
participated directly or indirectly in MAID, nurses provide information on the MAID process
and EOL options available to the patient (Bruce & Beuthin, 2019).

PtDAs are another example of a decision support intervention. They are supplementary,
evidence-based tools (i.e., booklets, video, online applications) used to prepare a patient to
participate in decision-making and to increase the likelihood of reaching a decision that is well-
informed and consistent with the patient’s personal values for features and outcomes of options
(Stacey & Volk, 2021). A typical PtDA: (a) makes explicit the decision: (b) provides information
about the condition, (c) discusses available options including the option of doing nothing, (d)
provides benefits and harms for each option, and (e) helps patients clarify their values by
providing detailed descriptions of the options or including an explicit values clarification
exercise (Stacey & Volk, 2021). To minimize patients making biased decisions, they provide
balanced, information on the benefits and harms of relevant options to help the patient identify
and reflect on their personal preferences (Hoefel et al., 2020b).

A systematic review of 24 randomized controlled trials evaluating patient decision aids
created based on the ODSF reported that PtDAs had favourable impacts on both the quality of

the decision made (e.g., improved knowledge, realistic expectations, fit between the option
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chosen and patients’ values for outcomes of options) and the decision-making process (e.g.,
lower decisional conflict, improved participation in decision-making, fewer undecided patients)
(Hoefel et al., 2020b). None of the PtDAs focused on any EOL decision, including MAID. These
findings were consistent with the 105 randomized controlled trials included in the Cochrane
Review of PtDAs of which none were focused on EOL decisions or MAID (Stacey et al., 2017).
Although one study evaluated a PtDA that did not specifically mention MAID, it addressed
issues regarding the place of EOL care which is a relevant decision for people considering
MAID as an EOL option (Murray et al., 2010). A pre-/post-test study, based on the ODSF,
evaluated a PtDA titled “When you need extra care, should you receive it at home or in a
facility? 7. This PtDA is intended for patients who are living with an incurable illness, would like
to plan where they receive EOL care, and wish to share their views with others. Findings showed
that the study participants rated the PtDA as acceptable and clinically useful. Twenty-five of 38
participants (66%) who used the PtDA reported that they would recommend the PtDA to others.

The International A to Z Inventory provides a link to publicly accessible PtDAs. Each of
the PtDAs are evaluated against the International Patient Decision Aid Standards (IPDAS)
criteria (Patient Decision Aids Research Group, 2022). Within this inventory, there are 9 PtDASs
for advanced care planning and EOL care, none of which included the decision of MAID. All 9
PtDAs met the IPDAS qualifying criteria for being defined as a decision aid (7 of 7 defining
criteria met).

Decision coaching is the third intervention to address decisional needs in the ODSF and

can be used to guide patients in making difficult choices consistent with their personal values
and beliefs (Stacey et al., 2020). It is defined as non-directive guidance given by trained

healthcare professionals in an attempt to develop patients’ decision-making and implementation
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skills and to prepare them for discussing their decisions (Stacey et al., 2020). Different
professionals including nurses, psychologists, and social workers, can provide decision coaching
in-person or using communication technologies (telephone, Internet), either individually or in a
group session with a leader. Decision tools including specific PtDASs or generic personal decision
guides may be utilized during decision coaching (Jull et al., 2019). Used internationally, the
Ottawa Personal Decision Guide (OPDG) was created for use between adult patients and their
practitioners to help make difficult decisions. When used with decision coaching, the OPDG
decreases decisional conflict (Feenstra et al., 2015). When populated with evidence from a
clinical practice guideline it was shown to lower decisional conflict and improve knowledge of
the decision (Feenstra et al., 2015; Lawson et al., 2020).

One qualitative study involving 48 palliative care providers in Toronto and VVancouver
indicated that nurses and other HCPs asked their patients to clarify their values and motivations
regarding MAID (Ho et al., 2021a). A nurse asked “If you’re dying naturally, how important is it
for you that you die from MAiD? Or are you ok for us to allow you to die naturally if it’s clear
that’s what’s happening?” Findings revealed that this intervention confirmed if MAID is an end
or a means to an end for the patient. In a scoping review on family members’ and HCPs’
experiences with MAID, nurses would ask patients who had requested MAID to clarify what
they truly meant by asking open-ended questions (Variath et al., 2020). Findings showed that this
was critical in addressing patients’ and family members’ questions, expectations, and fears.
Pillar 3: Decision Outcomes

The final pillar of the ODSF is the concept of decision outcomes (Stacey et al., 2020).
Decision outcomes include the quality of the decision, the quality of the decision-making
process, and the impact of the decision. The quality of a decision is based on whether that

decision is: (a) informed (i.e., the patient has essential knowledge for making their decision, and
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possesses realistic expectations of the possible outcomes) and (b) values-based (i.e., the person’s
choice is congruent with the features that matter most to them) (O’Connor et al., 1998; Stacey et
al., 2020). The decision-making process is of high quality when there is a reduction in the
decisional needs, reduction in proportions who are undecided, and a reduction of perceptions of
feeling uninformed, having unclear values, and feeling unsupported (O’Connor et al., 1998;
Stacey et al., 2020). Based on the current evidence for interventions to support patients’
decisional needs, PtDAs have been the most evaluated intervention and demonstrated to improve
both the quality of the decision and the decision-making process (Stacey et al., 2020). Decision
impact is measured by the implementation of the chosen option and the appropriate use of health
services (Stacey et al., 2020).

Little is reported on the outcomes of decisions about MAID. Although MAID deaths
accounted for 2.5% of total Canadian deaths in 2020 (Health Canada, 2021), it is impossible to
know the exact number of people who considered MAID. One participant in a qualitative study
about family caregivers’ experiences with their loved ones’ MAID process shared that the
patients’ decision to pursue MAID was consistent with their personality and values system
(Nuhn et al., 2018). Another caregiver, in the same study, felt decisional regret about the
patient’s choice to proceed with MAID as an EOL option.

Nurses’ role in supporting people considering EOL decisions

Although there is an increasing body of literature outlining the development of MAID
programs and patient characteristics, much less explored is the role of HCPs supporting patients
in making this decision. As nurses are the HCPs that spend the most time close to patients, they
develop trusting relationships both with patients and their loved ones. Therefore, nurses play a
crucial role in EOL decision-making processes which embraces a collective inclusive approach

(Adams et al., 2011; Brooks, 2019; Ward et al., 2021).
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Three key roles nurses play in EOL decision-making are: (a) information broker, (b)
supporter, and (c) advocate (Adams et al., 2011). As information brokers regarding the decision
in question, nurses provide information to the patients and their loved ones and relay the
patients’ personal values and opinions to the interprofessional team. Multiple studies on the
experiences of HCPs role in MAID suggest that nurses answer patient and family questions
about the process of MAID as an EOL option (Brooks, 2019; Ward et al., 2021). Nurses act as
supporters to patients and their loved ones throughout the EOL process by demonstrating
empathy and compassion for their patients and their family members. Nurses found that
compassionate listening and asking open-minded questions were critical to their role as a
supporter (Beuthin et al., 2018; Bruce & Beuthin, 2019; Ward et al., 2021). This role includes
providing decisional support. The final role nurses undertake while caring for patients at the
EOL is one of an advocate (Adams et al., 2011). Nurses pride themselves on advocating for their
patient’s wishes to other members of the interprofessional team (Variath et al., 2020). They
speak to the physicians, social workers, and other allied health professionals on behalf of the
patient or family (Stacey et al., 2017). These roles are consistent with those identified by patients
in a systematic review of 45 studies reporting patient perspectives on facilitators to overcome
barriers to patient/family involvement in decision-making (Hoefel et al., 2020b). Patients in these
studies identified nurses as key mediators who explain information, provide support by listening
to patients’ preferences, and provide physicians with information on patient preferences. Hence,
for patients considering MAID as an EOL option, nurses can be knowledge brokers, provide
decision support, and advocate for patient preferences.

In summary, patients will face difficult decisions in their lifetime, including EOL

decisions. The ODSF had been used for over 20 years to guide HCPs and patients in making
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these complex decisions. The ODSF can be used by HCPs to assess decisional needs, select and
provide decision support interventions, and monitor decisional outcomes. While the ODSF has
been used to guide decisions regarding EOL about location of care, no studies have been
identified that focused on supporting patients making decisions about MAID. To date, there were
no PtDAs specifically that include the option of MAID identified in the literature and none were

found in the International A to Z inventory (Patient Decision Aids Research Group, 2022).
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Chapter Three

Appraising resources to support patients considering decisions about Medical Assistance In

Dying in Canada: An online environmental scan

This chapter was written in accordance with the Canadian Journal of Medicine Open
requirements.
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Abstract
Background: Medical Assistance in Dying (MAID) was legalized in Canada in 2016 with

legislation updated in 2021. Patients contemplating MAID must make this decision without
coercion or external influence. It is unclear whether specific resources are available to help
patients make this difficult decision. We sought to identify and quality appraise Canadian MAID

resources suitable for supporting patients making this decision.

Methods: Environmental scan of MAID resources using Canadian websites. Inclusion criteria:
published after 2016 initial MAID legislation, MAID-focused, patient-targeted, publicly
accessible, and able to inform decisions about MAID in Canada. Exclusion criteria: resources
targeting healthcare professionals and policymakers, service protocols, and personal narratives.
Two reviewers appraised resources using the International Patient Decision Aids Standards
(IPDAS) criteria and the Patient Education Materials Assessment Tool (PEMAT). Descriptive
analysis was conducted. Resources were patient decision aids if 7 IPDAS defining criteria were

met and adequate for health literacy if >70% on PEMAT.

Results: Fifty-eight MAID resources were identified. Of 58 resources, 41 (71%) provided
updated eligibility criteria updated with 2021 legislation and 4 did not discuss eligibility criteria.
The median IPDAS score was 3 out of 7; none provided benefits or potential harms of options.
The proportion of resources with adequate PEMAT understandability score was 52%, and

adequate PEMAT actionability score was 19%.

Interpretations: Although many resources on MAID were updated with 2021 legislation, few
were adequate to support patients with lower health literacy. There is a need to determine if a

patient decision aid would be appropriate for patients contemplating MAID.

Keywords: medical assistance in dying, end of life, patient decision aids, IPDAS, PEMAT
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Background
In June 2016, Canada legalized Medical Assistance in Dying (MAID; Bill C-14) which

allowed the safe and intentional end of life of patients suffering from grievous, incurable
diseases, whose death is reasonably foreseeable (Government of Canada, 2021b). MAID
involves the administration of medications to safely and intentionally end the life of an adult who
is eligible for MAID and specifically requested it (Government of Canada, 2021b). In March
2021, an amendment to the legislation (Bill C-7) broadened the eligibility criteria for MAID to
include patients whose death is not reasonably foreseeable, but this requires a 90-day waiting
period (Government of Canada, 2021b). The new regulation aimed to assist healthcare
professionals to carry out MAID, while protecting patients from abuse or misuse (Government of

Canada, 2021a).

Although patients requesting MAID are supposed to receive information about all options
available to them, as per the legislation (Government of Canada, 2021b), it is unclear the extent
to which patients actively making the decision about MAID are supported in considering
alternative end-of-life (EOL) care options (Government of Canada, 2021b). When making a
decision with multiple options requiring trade-offs among benefits and potential harms, patients
are likely to experience decisional conflict, a state described as uncertainty about the best course
of action (Stacey et al., 2020). EOL decisions, including MAID, were identified in a recent
Canadian survey of difficult decisions during the first year of the pandemic that is currently

under review (Stacey et al., 2022).

Patient decision aids are evidence-based resources proven to reduce decisional conflict,
improve knowledge, and support patients to participate in decisions (Stacey & Volk, 2021). As

compared to those who did not use a decision aid, patients with lower health literacy and socio-
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economic status who used a decision aid had higher gains in knowledge, informed choice,
participation in decision-making, decision self-efficacy, preference for shared decision-making,
and reduced decisional conflict (Durand et al., 2014). At a minimum, patient decision aids make
explicit the decision, provide information on options (including benefits, harms), and help clarify

values for outcomes of options (Durand et al., 2014).

Although there are many Canadian MAID resources available for patients, it is not clear
the extent to which they use effective approaches to support decision-making and whether they
are adequate for people with lower health literacy. Further, it is not clear if they can be identified
as patient decision aids, the gold standard of decision support tools, to ensure informed values
congruent decisions (Stacey & Volk, 2021). Therefore, we sought to identify Canadian MAID

resources for patients and appraise their quality.

Methods

Study design

We conducted an environmental scan by seeking, gathering, and interpreting information to
inform decision-making (Charlton et al., 2019; Graham et al., 2008; Hatch & Pearson, 1998).
The interpretation was informed by quality appraisal. As there are no specific guidelines used to
report environmental scans, we adapted the PRISMA reporting guidelines to write this article
(Page et al., 2021).

Search strategy

We conducted the environmental scan using Google searches and hand searching
Canadian government and organization websites. We limited the search to Canadian websites
given that the resources identified would also need to reflect the Canadian MAID legislation

(Government of Canada, 2021a). One person (AK) conducted the searches using popular
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searched keywords according to the Google Trend. Key search terms, used independently, were:
medical assistance in dying, assisted suicide, voluntary euthanasia, MAID and dying, and
physician assisted suicide.

We conducted the searches in new private window in the internet browser Safari to
prevent caching of results from previous searches (Maddah-Ali & Niesen, 2014). We
discontinued the searches when no new resources were identified within the next 50 internet hits.
We searched the Canadian federal, provincial, and territorial governments websites, as well as
relevant Canadian organizations’ websites (i.e., Dying with Dignity, Canadian MAID Assessors
and Providers) using the same search terms. Additionally, we reviewed Google Advanced Search
using the same keywords.

Eligibility of resources

All identified MAID resources were reviewed against our eligibility criteria. Eligible
resources were published after the 2016 MAID legislation, MAID-focused, able to inform
decisions about MAID, patient-targeted, and publicly accessible. To determine whether the
resource could inform decisions, it had to provide information on MAID as an EOL option,
including details about the procedure. We excluded resources if they were: exclusively targeted
to healthcare providers or policymakers, personal narratives (i.e., personal websites, blogs,
public forums), or healthcare service protocols (i.e., request forms, instructions for completion of
healthcare providers roles). We documented non-eligible MAID resources with reasons for

exclusion.

Data extraction
We extracted information on eligible resources using a standardized data extraction

spreadsheet in Excel Version 16.48 (Microsoft, Redmond, WA). One researcher (AK) extracted

the data, and it was verified by others (DS, LBP). The following were collected: resource title,
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target audience, author/developer, year of last update, languages in which the resource is
available, URL, pathway to the resource, and dates accessed.
Quality appraisal

Two reviewers (AK, LPB) independently appraised the eligible resources. Discrepancies
were resolved through consensus or consultation with an arbitrator (DS) as necessary.

Accuracy of MAID information on eligibility criteria was compared to the 2021 Bill C-7: An
Act to amend the Criminal Code (MAID) at 5 months and 13 months after legislation passed. We
scored it as yes (updated), no (not updated), or not applicable if eligibility was not discussed.

We used the 6 International Patient Decision Aids (IPDAS) defining criteria to determine
whether the resource qualified as a patient decision aid (Joseph-Williams et al., 2014). We
included a 7th criteria of ‘target audience’ as proposed in 2021 (Martin et al., 2021) (Appendix
B). We scored the IPDAS criteria as present (yes) or absent (no).

To assess health literacy, we used the Patient Education Material Assessment Tool for
Printable Materials (PEMAT-P) or Audiovisual Materials (PEMAT-AV) (Appendix C). The
PEMAT assesses resources on two domains: (a) understandability (PEMAT-P includes 17 items;
PEMAT-AYV includes 13 items) and (b) actionability (PEMAT-P 7 includes items, PEMAT-AV
includes 4 items) (Shoemaker et al., 2014). We scored the items as 0 (disagree), 1 (agree), or
N/A (not applicable) according to the PEMAT User’s Guide (Shoemaker et al., 2014). PEMAT
scores were calculated as percentages of total possible points (excluding not applicable)
(Shoemaker et al., 2014; Vishnevetsky et al., 2018). According to the PEMAT, materials are
considered understandable when consumers of diverse backgrounds and varying levels of health
literacy can process and explain the key messages and resources are actionable when consumers
of diverse backgrounds and varying levels of health literacy can identify what to do based on the

information provided. The PEMAT individual scores were standardized on a scale out of 100.
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Data analysis

We used descriptive statistics to report characteristics of the resources. As data was not
normally distributed, we analyzed findings using median, interquartile range (IQR), and range.
Resources had to meet all 7 criteria to be defined as a patient decision aid (Stacey & Volk, 2021).
An overall score of >70% indicated the resource was adequate for being understandable or

actionable (Shoemaker et al., 2014; Vishnevetsky et al., 2018).

Results

Main characteristics of resources
Of 530 Google results searched in August 2021, 58 were included and analyzed (Figure

3.1). Google Trend indicated that MAID was a common topic in Canadian Healthcare in 2020 to

2021 as evidenced by the number of search hits (Figures 3.2-3.4). Resources were available in

French and/or English, and one resource was available in English, Chinese Traditional, Chinese
Simplified, Punjabi, Spanish, and Vietnamese. Developers varied, with 3 developed by the
federal government, 10 by national organizations, 41 by provinces and 4 by the Canadian
Territories (Table 3.1). Fifty-three resources were in print and five were videos. None were

available in both formats.
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[ Identification of resources via Google
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Figure 3.1. PRISMA Diagram of search results
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Figure 3.2 Google Trends of key words graph
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Figure 3.3 Google Trends results for key words of subregions 1-5*

Compared breakdown by subregion

o medical assistance in dying e assisted suicide
voluntary euthanasia e physician assisted suicide

Color intensity represents percentage of searches LEARN MORE

Subregion v ® <>

Sort: Interest for medical assistance in dying =

1 Newfoundland and Labrador I
2 Québec I
3 New Brunswick I
4 Alberta I
5 Ontario I

Showing 1-5 of 9 subregions  »

Figure 3.4 Google Trends results for key words of subregions 6-9*

Compared breakdown by subregion

o medical assistance in dying e assisted suicide
voluntary euthanasia e physician assisted suicide

Color intensity represents percentage of searches LEARN MORE

Subregion v # <>

Sort: Interest for medical assistance in dying

6 Nova Scotia I
7 British Columbia 1 |
8 Saskatchewan I
9 Manitoba I

< Showing 6-9 of 9 subregions

*Coloured bars show the prevalence of which search term was used in which subregion
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Table 3.1. Main characteristics of publicly available MAID resources

56

ID Developer Year Resource name Format Languages Eligibility | Eligibility
last available criteria criteria
updated based on | based on

2021 2021
legislation | legislation
at5mos. | at 13 mos.
Canada
1 Government of | 2021 MAID Webpage English, French | Yes Yes
Canada

2 Government of | 2021 Canada’s new MAID law Webpage English, French | Yes Yes
Canada

3 Government of | 2021 Canada’s New MAID Law Webpage, paper, | English, French | Yes Yes
Canada (Infographic) PDF

4 Dying with 2021 Get the Facts: Canada’s Webpage English, French | Yes Yes
Dignity Canada MAID law

5 Dying with 2021 A legal overview of MAID Video English Yes Yes
Dignity Canada

6 Dying with 2021 From Bill C-14 to Bill C-7: A | Video English Yes Yes
Dignity Canada legal update on MAID in

Canada

7 LegalLine NR MAID Webpage English Yes Yes

8 Alzheimer NR MAID Webpage English, French | Yes Yes
Society of
Canada

9 Canadian 2019 How MAID is administered Video English No No
Virtual Hospice

10 CAMAP Canada | 2018 MAID in Canada Video English No No



https://www.canada.ca/en/health-canada/services/medical-assistance-dying.html
https://www.justice.gc.ca/eng/cj-jp/ad-am/bk-di.html
https://www.justice.gc.ca/eng/cj-jp/ad-am/docs/MAID_Infographic_EN.pdf
https://www.justice.gc.ca/eng/cj-jp/ad-am/docs/MAID_Infographic_EN.pdf
https://www.dyingwithdignity.ca/get_the_facts_assisted_dying_law_in_canada
https://www.dyingwithdignity.ca/get_the_facts_assisted_dying_law_in_canada
https://www.youtube.com/watch?v=-nP1JZklw_Y&t=7s
https://www.youtube.com/watch?v=AWTctfEmS3Q&t=1s
https://www.youtube.com/watch?v=AWTctfEmS3Q&t=1s
https://www.youtube.com/watch?v=AWTctfEmS3Q&t=1s
https://www.legalline.ca/legal-answers/medically-assisted-death/
https://alzheimer.ca/en/help-support/im-caring-person-living-dementia/end-life-care/medical-assistance-dying
https://vimeo.com/309490624
https://www.youtube.com/watch?v=GO8047HC7SY
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11 Canadian NR Explaining MAID Webpage English, French | No No
Virtual Hospice

12 Canadian 2018 Tara Noble MSW, RSW on Video English NA NA
Virtual Hospice explaining MAID to children

13 Centre for NR Physician-Assisted Webpage, paper, | English NA NA
Suicide Death/MAID and Suicide PDF
Prevention

Alberta

15 Alberta Health 2021 MAID: How Do I Access Webpage, paper, | English Yes Yes
Services MAID Services in Alberta? PDF

16 Alberta Health 2021 How do | make a formal Webpage, paper, | English Yes Yes
Services request for MAID in Alberta? | PDF

17 Alberta Health NR Patients or Family Members: | Webpage English Yes Yes
Services MAID

18 Alberta Health 2017 MAID: Getting More Webpage, paper, | English No No
Services Information PDF

British Columbia



https://kidsgrief.ca/mod/lesson/view.php?id=281&pageid=621
https://vimeo.com/307877263?embedded=true&source=vimeo_logo&owner=10868544
https://vimeo.com/307877263?embedded=true&source=vimeo_logo&owner=10868544
https://www.suicideinfo.ca/resource/suicide-physician-assisted-death/
https://www.suicideinfo.ca/resource/suicide-physician-assisted-death/
https://www.albertahealthservices.ca/assets/info/maid/if-maid-how-does-bill-c-7-affect-me.pdf
https://www.albertahealthservices.ca/assets/info/maid/if-maid-how-does-bill-c-7-affect-me.pdf
https://www.albertahealthservices.ca/assets/info/maid/if-maid-how-access-medical-assistance-in-dying-in-alberta.pdf
https://www.albertahealthservices.ca/assets/info/maid/if-maid-how-access-medical-assistance-in-dying-in-alberta.pdf
https://www.albertahealthservices.ca/assets/info/maid/if-maid-making-formal-request.pdf
https://www.albertahealthservices.ca/assets/info/maid/if-maid-making-formal-request.pdf
https://www.albertahealthservices.ca/info/Page14380.aspx
https://www.albertahealthservices.ca/info/Page14380.aspx
https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-getting-more-information.pdf
https://www.albertahealthservices.ca/assets/info/hp/maid/if-hp-maid-getting-more-information.pdf
https://patienteduc.fraserhealth.ca/file/medical-assistance-in-dying-maid-factsheet-407434.pdf
https://www.fraserhealth.ca/health-topics-a-to-z/end-of-life-care/medical-assistance-in-dying#.YT_N5y2963W
https://www.fraserhealth.ca/health-topics-a-to-z/end-of-life-care/medical-assistance-in-dying#.YQDDMS297fY
http://www.bccancer.bc.ca/health-info/coping-with-cancer/medical-assistance-in-dying
http://www.bccancer.bc.ca/pet-site/Documents/PHSA_Medical_Assistance_In_Dying.pdf
http://www.bccancer.bc.ca/pet-site/Documents/PHSA_Medical_Assistance_In_Dying.pdf
http://www.bccancer.bc.ca/pet-site/Documents/PHSA_Medical_Assistance_In_Dying.pdf
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24 Government of | 2021 MAID Webpage English Yes Yes
British
Columbia
25 Island Health 2021 MAID Information for Island | Webpage, paper, | English Yes Yes
Health patients and families PDF
26 Island Health 2021 MAID; A Guide to Support Webpage, paper, | English Yes Yes
Patients & Families PDF
27 Interior Health 2021 A Shared Journey: A Webpage, paper, | English Yes Yes
Authority Resource for Individuals, PDF
Families and Loved Ones
about MAID
28 Fraser Health 2021 A Guide to Support People Webpage, paper, | English Yes Yes
Requesting MAID PDF
29 Vancouver 2021 MAID patient pamphlet Webpage, paper, | English, Chinese | Yes Yes
Coastal Health PDF Traditional,
Chinese
Simplified,
Punjabi,
Spanish,
Vietnamese
30 Island Health NR MAID Webpage English Yes Yes
31 Interior Health 2019 MAID pamphlet for Webpage, paper, | English No Yes
Authority individuals and families PDF
32 Vancouver NR MAID frequently asked Webpage English No Yes
Coastal Health guestions
Saskatchewan
33 Saskatchewan 2021 Provincial MAID Program Webpage, paper, | English Yes Yes
Health Authority Frequently Asked Questions | PDF



https://www2.gov.bc.ca/gov/content/health/accessing-health-care/home-community-care/care-options-and-cost/end-of-life-care/medical-assistance-in-dying
https://www.islandhealth.ca/sites/default/files/MAiD/documents/maid-public-handout.pdf
https://www.islandhealth.ca/sites/default/files/MAiD/documents/maid-public-handout.pdf
https://www.islandhealth.ca/sites/default/files/MAiD/documents/maid-brochure-bereavement-pt-families-april-2021.pdf
https://www.islandhealth.ca/sites/default/files/MAiD/documents/maid-brochure-bereavement-pt-families-april-2021.pdf
https://www.interiorhealth.ca/sites/default/files/PDFS/821455-a-shared-journey-a-resource-for-individual-families-and-loved-ones-about-medical-assistance-in-dying.pdf
https://www.interiorhealth.ca/sites/default/files/PDFS/821455-a-shared-journey-a-resource-for-individual-families-and-loved-ones-about-medical-assistance-in-dying.pdf
https://www.interiorhealth.ca/sites/default/files/PDFS/821455-a-shared-journey-a-resource-for-individual-families-and-loved-ones-about-medical-assistance-in-dying.pdf
https://www.interiorhealth.ca/sites/default/files/PDFS/821455-a-shared-journey-a-resource-for-individual-families-and-loved-ones-about-medical-assistance-in-dying.pdf
https://patienteduc.fraserhealth.ca/file/medical-assistance-in-dying-maid-a-guide-to-suppo-460459.pdf
https://patienteduc.fraserhealth.ca/file/medical-assistance-in-dying-maid-a-guide-to-suppo-460459.pdf
http://www.vch.ca/public-health/health-topics-a-z/topics/medical-assistance-in-dying/resources
https://www.islandhealth.ca/learn-about-health/medical-assistance-dying/medical-assistance-dying
https://www.interiorhealth.ca/sites/default/files/PDFS/821318-patient-brochure.pdf
https://www.interiorhealth.ca/sites/default/files/PDFS/821318-patient-brochure.pdf
http://www.vch.ca/public-health/health-topics-a-z/topics/medical-assistance-in-dying/frequently-asked-questions-about-maid
http://www.vch.ca/public-health/health-topics-a-z/topics/medical-assistance-in-dying/frequently-asked-questions-about-maid
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Foreseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Foreseeable%20Death.pdf
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for Patients and Families
Foreseeable Death
34 Saskatchewan 2021 Provincial MAID Program Webpage, paper, | English Yes Yes
Health Authority Frequently Asked Questions | PDF
for Patients and Families
Non-Foreseeable Death
35 Government of | NR MAID Information for the Webpage English Yes Yes
Saskatchewan Public
36 Saskatchewan 2021 Provincial MAID Program; Webpage, paper, | English NA NA
Health Authority Information for Patients and PDF
Families
37 Saskatchewan 2021 Provincial MAID Program; Webpage, paper, | English NA NA
Health Authority Preparing for Provision Day PDF
Manitoba
38 Shared Health 2021 MAID in Manitoba Webpage, paper, | English Yes Yes
Manitoba PDF
39 Government of | NR Questions and answers about | Webpage English, French | No No
Manitoba MAID
Ontario

42 Government of | 2021 MAID and EOL decisions Webpage English, French | Yes Yes
Ontario

43 Ontario Ministry | 2021 MAID Webpage English, French | Yes Yes
of Health

44 The Ottawa 2021 MAID: Information for Webpage, paper, | English, French | Yes Yes
Hospital patients and families PDF



https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Foreseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Foreseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Non-Forseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Non-Forseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Non-Forseeable%20Death.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-08/FAQ%20Non-Forseeable%20Death.pdf
https://www.saskatchewan.ca/residents/health/accessing-health-care-services/medical-assistance-in-dying/accessing-medical-assistance-in-dying-services
https://www.saskatchewan.ca/residents/health/accessing-health-care-services/medical-assistance-in-dying/accessing-medical-assistance-in-dying-services
https://www.saskhealthauthority.ca/sites/default/files/2021-06/Information%20for%20Patients%20and%20Families.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-06/Information%20for%20Patients%20and%20Families.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-06/Information%20for%20Patients%20and%20Families.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-06/Preparing%20for%20Provision%20Day.pdf
https://www.saskhealthauthority.ca/sites/default/files/2021-06/Preparing%20for%20Provision%20Day.pdf
https://sharedhealthmb.ca/files/maid-information-pamphlet-for-patients.pdf
https://www.gov.mb.ca/health/maid.html
https://www.gov.mb.ca/health/maid.html
https://www.health.gov.on.ca/en/pro/programs/maid/docs/maid.pdf
https://www.health.gov.on.ca/en/pro/programs/maid/docs/maid.pdf
https://www.uhn.ca/PatientsFamilies/Patient_Services/MAiD_Patients
https://www.ontario.ca/page/medical-assistance-dying-and-end-life-decisions
https://www.health.gov.on.ca/en/pro/programs/maid/
https://www.ottawahospital.on.ca/wp-content/uploads/2021/09/MAiD-FAQ-ENG-Final-August-2021.pdf
https://www.ottawahospital.on.ca/wp-content/uploads/2021/09/MAiD-FAQ-ENG-Final-August-2021.pdf
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45 The Ottawa 2021 MAID: Information for Webpage English, French | Yes Yes
Hospital patients and loved ones

46 Waterloo 2017 Waterloo Wellington MAID | Webpage, paper, | English No No
Wellington Frequently Asked Questions | PDF
Integrated (FAQs)
Hospice
Palliative
Medicine

47 Home and NR MAID Webpage English No No
Community
Care Support
Services South
West

Québec

48 Government of | 2020 MAID Webpage English, French | No Yes
Québec

Eastern Provinces

49 Nova Scotia 2021 Patient & Family Guide; Webpage, paper, | English, French | Yes Yes
Health Authority MAID Patient and Family PDF

Guide

50 Horizon Health | NR Patient Information: MAID Webpage, paper, | English Yes Yes
Network, New PDF
Brunswick

51 Governmentof | NR MAID Webpage English, French | No No
New Brunswick

52 Government of | NR MAID frequently asked Webpage, paper, | English, French | No No
Newfoundland guestions PDF
and Labrador



https://www.ottawahospital.on.ca/en/clinical-services/deptpgrmcs/departments/medical-assistance-in-dying-maid/information-for-patients-and-loved-ones/
https://www.ottawahospital.on.ca/en/clinical-services/deptpgrmcs/departments/medical-assistance-in-dying-maid/information-for-patients-and-loved-ones/
https://www.wwpalliativecare.ca/63/I_am_a_patient_or_family_member/
https://www.wwpalliativecare.ca/63/I_am_a_patient_or_family_member/
https://www.wwpalliativecare.ca/63/I_am_a_patient_or_family_member/
http://healthcareathome.ca/southwest/en/Getting-Care/Getting-Care-at-Home/medical-assistance-in-dying-(maid)
https://www.quebec.ca/en/health/health-system-and-services/end-of-life-care/medical-aid-in-dying
https://www.nshealth.ca/sites/nshealth.ca/files/patientinformation/2229.pdf
https://www.nshealth.ca/sites/nshealth.ca/files/patientinformation/2229.pdf
https://www.nshealth.ca/sites/nshealth.ca/files/patientinformation/2229.pdf
https://horizonnb.ca/wp-content/uploads/2022/04/Maid-EN.pdf
https://www2.gnb.ca/content/gnb/en/departments/health/patientinformation/content/MedicalAssistanceInDying.html
https://www.gov.nl.ca/hcs/files/faq-pdf-medical-assistance-dying.pdf
https://www.gov.nl.ca/hcs/files/faq-pdf-medical-assistance-dying.pdf
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53 Government of | 2021 MAID Webpage English, French | No No
Prince Edward
Island
54 Nova Scotia NR MAID Webpage English, French | No No
Health Authority

Canadian Territories

56 Government of | 2021 MAID- Questions and Webpage, paper, | English, French | Yes Yes
Northwest Answers for Patients and PDF
Territories Families

57 Government of | NR MAID Webpage English, French | Yes Yes
Northwest
Territories

58 Government of | NR Find information about MAID | Webpage English, French | Yes Yes
Yukon

NR= not reported; NA= not applicable; shaded results indicate adequate scores for understandability and actionability



https://www.princeedwardisland.ca/en/information/health-pei/medical-assistance-in-dying
http://www.nshealth.ca/about-us/medical-assistance-dying
https://www.hss.gov.nt.ca/sites/hss/files/resources/maid-information-patients-families.pdf
https://www.hss.gov.nt.ca/sites/hss/files/resources/maid-information-patients-families.pdf
https://www.hss.gov.nt.ca/sites/hss/files/resources/maid-qas-patients-families.pdf
https://www.hss.gov.nt.ca/sites/hss/files/resources/maid-qas-patients-families.pdf
https://www.hss.gov.nt.ca/sites/hss/files/resources/maid-qas-patients-families.pdf
https://www.hss.gov.nt.ca/en/services/medical-assistance-dying-maid
https://yukon.ca/en/health-and-wellness/find-information-about-medical-assistance-dying#what-is-medical-assistance-in-dying
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Quality appraisal of resources
By five months after Bill C-7 was passed, 37 of 54 (68.5%) were updated with eligibility

criteria that reflected the new legislation and 4 did not discuss eligibility criteria for MAID.
Thirteen months after Bill C-7 was passed, 41 of 54 (75.9%) of resources discussing eligibility
criteria had been updated.

None of the 58 eligible resources met the criteria to be defined as patient decision aids
(Table 3.2). The median number of IPDAS defining criteria was 3 out of 7 (IQR 2, range 0-5)
(Figure 3.5). Of 58 resources, more common IPDAS criteria met were: information on the target
audience (n=49; 84.5%), describes the health condition (n=45; 77.6%); and states the decision to
be made (n=34; 58.6%). Although 18 out of 58 (31.0%) resources provided options, none
provided information on the potential benefits or potential harms of the options.

500
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400

300
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100 I
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Health Condition Decision Audience Options Benefits Harms ofall options Clarify Values

Figure 3.5 MAID resources for patients compared to IPDAS defining criteria (n=58)
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Table 3.2. Appraisal results using IPDAS defining criteria and PEMAT scores
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Resource | IPDAS PEMAT
ID Describes | Decision | Target List all Benefits | Harms | Explicit Total | Understandability | Actionability
health to be audience | available | of all of all values 7y | (%) (%)
condition | made options | options | options | clarification
1 \ N N 4 75 60
2 \ \ 2 67 20
3 \ 1 54 33
4 N N N 3 67 20
5 \ \ \ 3 64 0
6 \ N N 3 73 0
7 N N \ \ 4 67 40
8 N 1 54 40
9 \ \ 2 56 0
10 \ \ \ \ 4 70 67
11 \ N \ 3 69 40
12 0 50 0
13 N N 2 50 0
14 \ 1 70 80
15 N 1 91 60
16 \ 1 69 60
17 N 1 67 40
18 \ N \ 3 60 40
19 \ \ \ 3 92 80
20 \ 1 83 86
21 \ N \ 3 83 80
22 \ \ \ \ 4 83 80
23 \ N N 3 85 80
24 \ \ N 3 67 60
25 \ \ \ \ 4 60 40
26 \ \ 2 63 40
27 \ \ \ \ 4 67 40
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28 \ \ 2 69 40
29 \ N N \ 4 67 60
30 N N 2 60 80
31 \ \ N 3 60 60
32 N N N N N 5 75 60
33 \ N N \ 4 83 20
34 \ N N 3 85 20
35 N N N 3 63 40
36 \ N 2 83 60
37 N N 2 92 60
38 0 78 60
39 \ N N 3 75 60
40 N N N N 4 75 80
41 \ \ N \ 4 83 80
42 N N N N 4 92 60
43 \ N 2 69 17
44 \ N N \ 4 84 60
45 N N 2 82 60
46 \ N N 3 92 60
47 N 1 50 20
48 \ 1 50 20
49 v N N \ 4 92 80
50 \ N \ \ 4 69 60
51 N N 2 47 20
52 \ N N N 4 53 40
53 \ \ \ \ 4 83 20
54 \ N 2 82 60
55 \ N \ \ 4 92 80
56 N N N N 4 83 60
57 N 1 91 60
58 \ N 2 100 60
TOTAL 77% 59% 84% 31% 0% 0% 16% 3 70% 60%




MAID RESOURCES TO SUPPORT DECISIONS

* Legend: “\N” = present, “ " = not present; light shaded results indicate adequate scores for understandability or actionability;

bolded and dark shaded results indicate adequate scores for both understandability and actionability

65
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The median PEMAT understandability score was 70.0% (IQR 20, range 47-100) (Figure
3.6). Of 58 resources, 30 (51.7%) achieved an adequate understandability rating of >70%. The
applicable PEMAT understandability items met by most resources were: does not expect the user
to perform calculations (52 of 53; 98.1%), breaks down information into short sections (53 of 56;
94.6%), uses visual cues to draw attention to key points (48 of 55; 87.3%), and presents
information in a logical sequence (47 of 58; 81.0%). PEMAT understandability items met by few

resources were: provides a summary (8 of 47; 17.0%), visual aids reinforce rather than distract
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from the content (1 of 15; 6.7%), and visual aids have clear titles or captions (1 of 14; 7.1%).
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Figure 3.6 MAID resources for patients PEMAT scores (n=58)
The median PEMAT actionability score was 60.0% (IQR 25, range 0-86). Of 58

resources, 11 (19.0%) achieved an adequate actionability rating of >70%. Appropriate PEMAT
actionability items mostly met were: clearly identifies at least one action the user can take (45 of
58; 77.6%), uses visual aids to make it easier to act on instructions (41 of 53; 77.4%), and

addresses the user directly when describing actions (37 of 58; 63.8%). PEMAT actionability
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items rarely met were: explains how to use the charts, graphs, tables, or diagrams to take actions
(1 of 3; 33.3%), breaks down the action into manageable, explicit steps (15 of 58; 25.9%), and
provides a tangible tool whenever it could help the user take actions (2 of 53; 3.8%). For
example, one resource that expected the user to perform calculations did not provide simple

instructions for how to perform the calculation.

Interpretations

Of 58 publicly available resources on MAID in Canada, most reported on 2021 updated
eligibility criteria according to Bill C-7 and none were patient decision aids. According to the
PEMAT, approximately half of the resources were understandable and few were actionable.
These findings lead to the following discussion points.

First, many MAID resources were updated at five and thirteen months after the new 2021
Bill C-7 legislation expanded those who were eligible for MAID (Government of Canada,
2021b). This is reassuring given the increased complexity with this revised legislation and
challenges with ensuring educational resources are up-to-date as new evidence emerges (Stacey
et al., 2019). If publicly available MAID resources are outdated, newly eligible individuals may
be deterred from seeking more information about MAID or may seek access to MAID based on
unrealistic expectations. With the finality and legal aspects of MAID, it is essential that MAID
resources for patients are continually updated as legislation changes (Coulter et al., 1999; Pellisé
& Sell, 2009).

Second, most MAID resources for patients were produced by governments and
organizations. Nevertheless, none of the 58 resources met the IPDAS criteria to be defined as a
patient decision aid; the gold standard for achieving informed values-congruent decisions
(Stacey & Volk, 2021). Our findings revealed that the least met IPDAS defining criteria were a

description of the options including the potential benefits and harms, and explicit guidance for



MAID RESOURCES TO SUPPORT DECISIONS 68

clarifying values. Few resources listed alternative options, despite there being other treatments
that could be considered for relieving or easing unbearable suffering apart from MAID, including
palliative care, counselling services, mental health care, disability support services, and
community services (Government of Canada, 2021a). Previous studies reported that patients who
used patient decision aids for end of life decisions about their goals of care, often experienced
less decisional conflict and were more comfortable discussing the decision (El-Jawahri et al.,
2010; Stein et al., 2013; Yun et al., 2011). However, our findings cause us to reflect on the
unusual nature of patient decision aids for people considering MAID. Some health providers and
allied healthcare staff are uneasy with supporting decision-making in which one of the options
presented involves death of the patient. In a pilot project to obtain feedback on a draft patient
decision aid developed to guide pastoral workers providing nondirective discussion of EOL care
options, some pastoral workers were reluctant to consider using it as they were morally and
religiously against MAID (Louisa Blair, DPTh, e-mail correspondence).

Lastly, there is a need to improve both the understandability and actionability of MAID
patient education resources. Strategies for improving understandability include providing a
summary of key points, presenting resources in an active voice, and using visual images or
diagrams (Fajardo et al., 2019; Shoemaker et al., 2014; Yiu et al., 2020). Actionability of
decision support resources may be improved by breaking down actions into manageable steps
and providing a tangible tool to help the user take action (Lipari et al., 2019; Shoemaker et al.,
2014). Tools, such as checklists, improve understanding and recall when provided in decision
support resources (Yiu et al., 2020). Many patient decision aids are structured in a series of steps

to guide the process of deliberating and communicating with others (Rahn et al., 2021).
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Our environmental scan has strengths and limitations to consider when interpreting the
findings. The search strategy was comprehensive for Canadian federal, provincial, and territorial
governments, as well as relevant Canadian organizations’ websites. However, given the changing
nature of websites, it is possible that previously published resources may no longer be available
or be moved to different webpages making them harder to locate. Another strength was that the
appraisal of resources using IPDAS and PEMAT was done independently by two authors.
Finally, given the search was done in English and once an English resource was identified we
looked for its availability in other languages, it is possible that we missed some non-English
resources.

Our environmental scan identified and quality appraised 58 Canadian resources about
MAID for patients, of which most accurately reflect the 2021 legislation on eligibility criteria
and none were patient decision aids. Only about half met the adequate PEMAT health literacy
scores for understandability and few for actionability. Therefore, current MAID resources are
more limited for guiding decision-making or for supporting Canadians. The quality of MAID
resources for patients should be improved so that Canadians can understand the MAID process
and make a values-based, informed decision. Given the difficult and preference-sensitive nature
of MAID decisions, future research should also investigate if a patient decision aid could support

people considering MAID decisions.
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Introduction

The overarching aim of this thesis was to investigate how Canadian patients who are
receiving Medical Assistance in Dying (MAID) are supported in their decision-making. This
thesis was guided by the Ottawa Decision Support Framework (ODSF), a theoretical framework
that structures a supported decision-making process. The ODSF guides health care practitioners
(HCPs) and researchers in assessing the decisional needs of participants, providing decision
support interventions such as patient decision aids (PtDAs), and evaluating the effects of
decision support on decisional outcomes (Stacey et al., 2020). The ODSF framework was used to
organize the evidence of the literature review (Chapter 2). | will briefly provide a summary from
the literature review (Chapter 2) and the study that identified and appraised the quality of
Canadian MAID resources for patients and families (Chapter 3). Then, I will provide an
integrated discussion with the broader literature on MAID. Finally, I will discuss the
implications of this research for nurses.

In Chapter Two, | described the current state of literature on how nurses support their
patients who are considering MAID decisions at their end-of-life (EOL). Using narrative
literature review methods, | searched multiple electronic databases (CINAHL, MEDLINE,
Embase, and Scopus) using predefined search terms. Findings were structured according to the
three key elements in the ODSF: (a) decisional needs; (b) interventions to support decision-
making; and (c) decisional outcomes (O’Connor et al., 1998; Stacey et al., 2020). The literature
review identified systematic reviews, scoping reviews, surveys, and studies about decisional
needs of patients and family at EOL.

Interventions to support EOL decisions were providing information on EOL options,
supporting the patient in their decisions, and advocating for the patient’s preferences (Adams et

al., 2011; Variath et al., 2020). Although there were studies evaluating PtDAs to support patients
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and families making EOL decisions such as location of care, none were conducted in the setting
of MAID decisions. Nurses were found to play three key roles in EOL decision-making. Nurses
act as information brokers, supporters, and advocates to their patients who engage in EOL
decisions, including MAID (Adams et al., 2011; Brooks, 2019; Variath et al., 2020). In
summary, little is known about patients and their families’ decisional needs about MAID
decisions, there are no known PtDAs to support patients making these decisions, and it is unclear
the extent to which MAID resources for patients are adequate for addressing their decisional
needs.

To determine the quality of MAID resources, | conducted an environmental scan which
identified publicly accessible resources about MAID in Canada for patients and their families
(Chapter 3). I appraised each resource to determine if they were up to date with 2021 legislation,
met standards to be identified as a PtDA using International Patient Decision Aids Standards
(IPDAS) defining criteria, and met standards for health literacy using the Patient Education
Material Assessment Tool (PEMAT). Of 58 identified resources, 41 (75.9%) provided eligibility
information consistent with the 2021 MAID legislation and four resources did not discuss
eligibility. None met the criteria to be defined as a PtDA, the gold standard of decision support
tools (Stacey & Volk, 2021). While the mean PEMAT understandability score was 70.0%, only
30 of 58 resources (51.7%) achieved an adequate score of >70%. The mean PEMAT
actionability score was 60.0%; 11 of 58 resources (19.0%) achieved an adequate actionability
score of >70%. The study found that there is a need to improve both the understandability and
actionability of MAID patient education resources. In summary, Canadian publicly available
MAID resources are mostly up to date but could be improved for those with lower health literacy

and be better structured to support decision-making.
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Integrated Discussion

MAID resources should be accessible to all Canadians. The environmental scan of MAID
resources (Chapter 3) revealed numerous MAID resources that are publicly accessible, but they
are not necessarily fully accessible to Canadians who have lower health literacy. In the literature
review (Chapter 2), one strategy to make scientific resources more accessible to Canadians of
varying health literacy is by using plain language (Maurer et al., 2021). Both the IPDAS and
PEMAT stress the importance of plain, everyday language in their guidelines (Maurer et al.,
2021; Shoemaker et al., 2014). For example, IPDAS requires an 8™ grade or less reading level as
a metric for encouraging plain language (Muscat et al., 2021). Plain language is not only helpful
for people of lower literacy levels, but it is often beneficial for all readers, including people with
disabilities and those who are not experts in a topic (Maurer et al., 2021; Muscat et al., 2021).

Although PtDAs are more likely to benefit patients of lower health literacy (Chapter 2), no
PtDAs were identified in the environmental scan (Chapter 3). Systematic reviews of 19 studies
on interventions designed to support decision-making and of 25 PtDAs and other shared
decision-making interventions for socially disadvantaged populations suggest that PtDAs are
beneficial for people of lower socioeconomic status backgrounds (Durand et al., 2014; Yen et al.,
2021).

Another method to improve accessibility is to create resources in the different languages
for the target population. However, most MAID resources were written solely in English, with
few being available in both of Canada’s national languages, English and French. Only one
resource from British Columbia was available in six languages (Chapter 3). As Canada prides
itself in being multicultural with a large number of immigrants (Government of Canada, 2017),
this lack of language variety of MAID resources is surprising. As of 2022, 4.6 million Canadians

(12.7%) speak a language other than English and French predominately at home (Statistics
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Canada, 2022). This has increased from 9.7% of Canadians in 2001. MAID resources would
better support all Canadians if they were available in the most common languages spoken in
Canada including, Chinese languages, Punjabi, Spanish, Italian, German, Tagalog, Arabic,
Portuguese, Polish, Urdu, and Indigenous languages.

Nurses have various roles that can support EOL decision-making. Nurses are the
healthcare professionals that spend the most time with their patients; they have frequent and
regular contact which allows them to develop special, trusting relationships at their EOL
(Brooks, 2019; Ward et al., 2021). Therefore, nurses continue to play various roles in their
patients’ EOL decision-making, including (a) information broker, (b) supporter, and (c) advocate
(Adams et al., 2011; Variath et al., 2020). More specifically, at the patient’s EOL, nurses help
patients understand the EOL process, demonstrate compassion and empathy to their patients, and
communicate with the medical team on behalf of the patient (Variath et al., 2020).

Nurses help patients understand the EOL options and processes at EOL by providing them
with information resources on palliative care and MAID. However, none of the resources
identified in the literature review (Chapter 2) or environmental scan (Chapter 3) discuss both
palliative care and MAID together. When patients are considering EOL care options, quality
resources to support decision-making need to present all options in a balanced format to facilitate
patients making trade-offs across options. According to the ODSF (Stacey et al., 2020),
evidence-informed resources that are not designed to as PtDAs can be delivered by decision
coaches. Decision coaching is non-directive and includes assessing the patient’s decisional
needs, providing information about the options available, verifying the patient’s understanding,
and clarifying their values. Decision coaching is tailored to support each patient’s situation

(O’Connor et al., 1998; Stacey et al., 2020). This involves nurses establishing rapport with their
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patients, providing information on their options for EOL care (including palliative care and
MAID), and asking patients about the personal importance associated with the different features
and outcomes of their options (Rahn et al., 2021). However, nurses work in busy clinical
environments, particularly since the COVID-19 pandemic, with little time for patient teaching.
However, if nurses defer to the publicly available patient resources (Chapter 3), they are likely to
be inadequate given their limitations related to understandability, actionability, and decision
support; thereby increasing demands on nurses to discuss their content, answer patients’
questions, and support them in meeting their decision-making needs.

Specialized or generalist nurses can support MAID decisions. Although MAID has
been legal in Canada since 2016, there continues to be confusion about the specific role of nurses
in MAID and many Canadian nurses are uncertain about their scope of practice related to MAID
(Banner et al., 2019; Thiele & Dunsford, 2019). However, EOL care is within the scope of
nursing practice across most clinical areas and nurses have varying degrees of expertise based on
their education and practice. For example, Canadian nurses can become certified in hospice and
palliative care with the Canadian Nurses Association by way of a written examination (Canadian
Nurses Association, 2022) and, to maintain certification, nurses are required to accumulate 100
hours of related clinical learning over a five year term. The hospice palliative care nurse who
earns this certification must understand the ethics and legality of MAID. Although the Canadian
Nurses Association offered a MAID Learning Certificate, the learning certificate has not been
updated to reflect Bill C-7 and has been removed from the website (Personal Communication,
Professional Development, Canadian Nurses Association). Whether or not nurses achieve this
advanced level of education, registered nurses are clinicians who are expected to provide safe,

competent, and evidence-informed care to patients throughout their lives, including EOL that
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may involve MAID (Health Canada, 2021). Hence, nurses can benefit from having access to
evidence-informed resources providing information on EOL care options inclusive of MAID.
Therefore, no matter their level of expertise, it is crucial for nurses in all specialties to understand
MAID, their role in the process, and where to find evidence-informed quality information
resources.

There are multiple roles for nurses as part of the MAID process. Nurse practitioners
(NPs) may assess and provide MAID in Canada depending on the province where they live and
hold a nursing license (Government of Canada, 2021a). Registered nurses and registered
practical nurses may participate in MAID by providing nursing care during the procedure and
assisting a MAID provider (College of Nurses of Ontario, 2021). MAID navigators may be
nurses who specialize in the MAID process and work as part of an interprofessional team to
coordinate the necessary functions of MAID for healthcare providers and patients (Wu et al.,
2018). Part of the MAID navigator role includes: (a) educating patients and their families on
MAID and providing available evidence-informed educational resources; and (b) educating
generalist nurses about MAID. As MAID undergoes legislation changes, these MAID navigators

continue to provide up-to-date education.

Implications for Nursing

The results from this thesis have several implications for nursing. In Table 4.1, | discuss
the implications for advanced practice nurses (APNSs) through the following core competencies:
(a) direct clinical practice, (b) consultation and collaboration, (c) leadership, (d) research, and (e)

education.

Table 4.1. Implications of findings for APNs

APN Competency Implications of thesis findings for APNs
Direct Clinical - Verifies understanding and answer questions about the MAID
Practice process




MAID RESOURCES TO SUPPORT DECISIONS

88

Identifies available resources for patients and caregivers
Supports patients and families through the decision-making
process

Supplements resources with guidance in decision-making
Attends MAID cases to provide clinical support

Consultation and
Collaboration

Collaborates with individuals, families, and healthcare providers
regarding EOL care options
Provides clinical consultation for difficult cases

Leadership (clinical,
professional,

Continues education through professional development courses
Engages in leadership and managerial roles to their team in their

systems) organization, provincially, and nationally
Education Educates patients and their families on MAID
Educates generalist nurses on the MAID process
Develops MAID resources for patients and families
Research Engages in research regarding MAID, nurses’ role in MAID, and

the experiences of patients who consider MAID

Direct clinical practice

Clinical practice is the central core of APN roles (Lamb et al., 2018). APNs provide

specialized clinical practice using a patient-centered care approach that is holistic and

integrative (Canadian Nurses Association, 2019). More specifically, APNs engage in advanced

assessments, analyze the patients complex lived experiences, and disseminate knowledge to their

patients (Canadian Nurses Association, 2019). Within the speciality of MAID, the APN

completes the intake assessment for complex patients who considers MAID, helps them

understand the MAID process using their specialized knowledge and various delivery methods

including pamphlets and publications, and supports the patient and their loved ones through the

decision-making process, Given the quality and readability of publicly available Canadian MAID

resources (Chapter 3), APNs verify patients’ understanding and guide them the process of

making an informed, values-based decisions (Canadian Nurses Association, 2019). Finally,
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APNs attend MAID cases and provide clinical support to the patient (e.g., ensuring that their
intravenous line is patent and documenting during the procedure).
Consultation and collaboration

Another core competency of APNs is consultation and collaboration. It is necessary for
APNs to both consult and collaborate with their colleagues across professions and at the national
level (Canadian Nurses Association, 2019). They coordinate interprofessional teams and work
with their colleagues to gather information about their patients. APNs specializing in MAID are
well positioned to advocate for the patients’ values throughout the MAID process during
discussions with the interprofessional team. They may also provide clinical consultation for
complex MAID cases regionally and nationally.
Leadership

APNSs are clinical leaders in their specialized areas (Lamb et al., 2018). Furthermore,
APNs are agents of change involved in identifying and addressing issues that promote high-
quality patient centered care. For example, the MAID APN can provide leadership within
educational and quality improvement committees to enhance the quality of MAID services
within their organization. Nursing leadership activities can also support the enhancement of
nursing practice, education of nurses, and supporting research (Canadian Nurses Association,
2019).
Education

The APN is committed to the professional growth of all HCPs, patients, and their families
related to their area of expertise (Canadian Nurses Association, 2019). APNs continue their
lifelong learning by enrolling in professional development courses, which includes being up to

date as MAID legislation changes. Through providing information and training sessions on
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MAID and the use of MAID resources, APNs educate patients, their families, and HCPs (e.g.,
physicians, social workers, physiotherapists, and occupational therapists) on the current context
of MAID. APNSs act as mentors and role models for nursing students, novice nurses, and/or other
members of the interprofessional health team. This includes precepting and mentoring graduate
students and sharing their vast knowledge on the MAID legislation and process.
Research

APNSs are committed to creating, synthesizing, critiquing, and applying research evidence
to their practice (Canadian Nurses Association, 2019). This may involve participating in
upcoming research related to their specialty area. APNs work with the interprofessional research
team to support research as a primary investigator, collaborator, or knowledge user. They may
also disseminate evidence-based research to their colleagues and peers through developing
evidence-based clinical programs to help enhance nursing practice, or present at nursing
conferences, and publish in peer-reviewed journals. The results from this thesis have provided
direction for future research in decision-making in EOL decisions. An example of a research
project for the APN could be to engage in qualitative interviews to determine the registered
nurses’ roles in supporting decision-making for patients who are considering MAID (Appendix

D).

Conclusion

This thesis aspired to investigate how Canadian patients who are considering MAID are
being supported in making this decision. The literature review (Chapter Two) identified gaps in
knowledge, while the environmental scan (Chapter Three) appraised Canadian MAID resources
that are publicly available to support patients facing this decision. There are 58 Canadian MAID
resources, mostly updated with the latest 2021 legislation for eligibility but these resources are

limited in their ability to support people of lower health literacy and those experiencing difficulty
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making this decision. Guided by the ODSF, the thesis findings suggest that nurses are paramount

in the involvement of MAID decision-making.
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Appendices

Appendix A: Ottawa Decision Support Framework Definitions

Table 1 Ottawa Decision Support Framework Definitions (Revised 2020)

1.0 DECISIONAL NEED Deficit that can adversely affect the quality of a decision (informed, match most valued features) and require tailored decision support. Each need below describes their
manifestations (and quantitative measures?).

1.1 DIFFICULT DECISIONAL TYPE & TIMING Special characteristics that affect the quality of the decision and require tailored decision support interventions. For example, interventions may need
to be tailored according to:
a.  Difficult Decisional Type: class or features of a decision that make decision making more difficult, e.g., multiple options; scientifically uncertain outcomes; known outcomes and other features that
patients value differently.
b.  Difficult Decisional Timing: features of the time frame for deliberation that makes decision making more difficult, e.g., urgent, delayed, or unpredictable (NEW 1).

1.2 UNRECEPTIVE DECISIONAL STAGE: lacks openness to receive information and/or to deliberate in their current stage of decision making about options (not thinking about, actively
considering, close to choosing, taking steps toward/already implemented). Contributing factors may include: denial, hasty decision making, premature closure, powerful emotions affecting
information processing (NEW 2), lack of acceptance of condition or need for treatment (NEW 3), being unmotivated, e.g., because decision too far off in the future or unpredictable (NEW 4).

1.3 DECISIONAL CONFLICT A state of personal uncertainty about which course of action to take when choice among options involve risk, loss, regret, or challenge to one’s personal values®
(measured by DCS Uncertainty subscale; SURE test item).

The hallmark behavioral manifestation is verbalized uncertainty. Other manifestations while making a decision include: worrying what could go wrong/concerned about undesired outcomes,
wanting to delay the decision, questioning what is important to them, feeling distressed or upset while attempting decision, wavering between options, feeling like they cannot get the decision off
their minds, feeling physically stressed (e.g., tense muscles, a racing heartbeat, difficulty sleeping). Although personal uncertainty arises from the inherent nature of the difficult decision, modifiable
decisional needs can exacerbate it: inadequate knowledge, unrealistic expectations, unclear values, and inadequate support.

1.4 INADEQUATE KNOWLEDGE Unaware or lacks cognizance of essential relevant facts to make a decision: health problem/condition; options; features of options (known benefits, harms,
and other outcomes and features; scientifically uncertain outcomes). (Measured by knowledge test: % inaccurate; DCS Uninformed subscale; SURE test item).

1.5 UNREALISTIC EXPECTATIONS
Unaware of one’s chances or probabilities of outcomes (e.g., benefits, harms, other) for each option.
Perceptions of one’s likelihood of outcomes are not aligned with the current evidence for similar patients.
Difficulty believing that the outcome probabilities apply to them (NEW 5).
(Measured by % unrealistic expectations: perceived outcome probabilities that are not aligned with evidence for similar patients.)

1.6 UNCLEAR VALUES Lacks clarity regarding desirability or personal importance of the features of options: known benefits, harms, other outcomes and features; scientifically uncertain
outcomes. (Measured by DCS unclear values subscale; SURE test item.)

1.7 INADEQUATE SUPPORT & RESOURCES TO MAKE AND IMPLEMENT THE DECISION Lacks the quality, appropriate quantity, and/or timely access to support and resources needed
to make and implement the decision. (Measured by DCS unsupported subscale; SURE test item.)
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a. Information inadequacy/overload: lacks the quality, appropriate quantity, and/or timely access to essential relevant information for decision making: health problem/condition, available options and
their features. Examples include: known benefits, harms, other outcomes and features, outcome probabilities; scientifically uncertain outcomes, others” experiences with options, e.g., procedures,
side effects, outcomes (NEW 6), information overload (NEW 7).

b. Inadequate perceptions: others’ views/practices: unaware of, misperceives, or lacks clarity about what others decide or what important others think is the appropriate choice (e.g., spouse, family,
peers, health professional[s]). Receives conflicting recommendations from others.

¢. Social pressure: perception of persuasion, influence, coercion from important others (e.g., spouse, family, health professionals, or society) to choose a specific option.

d. Difficult decisional roles: problematic involvement in decision making about options. Manifestations may include:

i. unclear decisional role (shared with important other[s]; patient-led after considering important other{s] views; delegated after important other[s] considers patient’s views). ii.
mismatch between an informed person’s preferred decisional role and actual role.

iii. difficulty deliberating with practitioner (NEW 8). Examples of contributing factors are: the patient/family has not yet established a relationship with health professional or does not
perceive they have positive relationship with the health professional (e.g., trust, mutual respect, empathy, compassion, honesty, clear communication).

iv. difficult shared family deliberation (NEW 9). Examples of contributing factors may include different information needs, different values, communication barriers, pre-existing social/family
dysfunction (see personal needs).
V. difficulty involving family in deliberations (NEW 10), e.g., because patient does not want to worry family, family lacks knowledge.

e. Inadequate experience, self-efficacy (measured by Decision Self-efficacy Scale), motivation, skills to decide/implement a decision.
f. Inadequate emotional support, advice, instrumental help (e.g., transportation), financial assistance, health and social services to make/implement a decision.

1.8 PERSONAL & CLINICAL NEEDS Special personal and clinical characteristics that affect the quality of the decision and require tailored decision support interventions. For example, interventions
may need to be tailored according to patient characteristics listed below.
a. Patient: age, gender, education, marital status, ethnicity, socioeconomic status, occupation, locale, diagnosis & duration of condition, health status (physical, emotional, cognitive, social
limitations), religion/spirituality (NEW 11).
b. Practitioner: age, gender, ethnicity, clinical education, specialty, clinical practice locale, experience, counseling style.
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Appendix B: IPDAS Defining Criteria

The decision aid describes the condition (health or other) related to the decision.

The decision aid describes the decision that needs to be considered (the index decision).

The decision aid identifies the target audience.

The decision aid lists the options (health care or other).

The decision aid has information about the positive features of the options (e.g. benefits,

advantages).

The decision aid has information about negative features of the options (e.g. harms, side

effects, disadvantages).

The decision aid helps patients clarify their values for outcomes of options by: a) asking
people to think about which positive and negative features of the options matter most to them
AND/OR D) describing each option to help patients imagine the physical, social, and /or
psychological effect.
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Appendix C: PEMAT User’s Guide Items

Domain Understandability

Item 1  The material makes its purpose completely evident (P and A/V)

Item2  The material does not include information or content that distracts from its
purpose (P)

Item 3 The material uses common, everyday language (P and A/V)

Item4  Medical terms are used only to familiarize audience with the terms. When
used, medical terms are defined (P and A/V)

Item5  The material uses the active voice (P and A/V)

Item6  Numbers appearing in the material are clear and easy to understand (P)

Item 7  The material does not expect the user to perform calculations (P)

Item 8  The material breaks or “chunks” information into short sections (P and A/V)

Item9  The material’s sections have informative headers (P and A/V)

Item 10  The material presents information in a logical sequence (P and A/V)

Item 11  The material provides a summary (P and A/V)

Item 12  The material uses visual cues (e.g., arrows, boxes, bullets, bold, larger font,
highlighting) to draw attention to key points (P and A/V)

Item 13  Text on the screen is easy to read (A/V)

Item 14  The material allows the user to hear the words clearly (e.g., not too fast, not
garbled) (A/V)

Item 15 The material uses visual aids whenever they could make content more easily
understood (e.qg., illustration of healthy portion size) (P)

Item 16  The material’s visual aids reinforce rather than distract from the content (P)

Item 17 The material’s visual aids have clear titles or captions (P)

Item 18 The material uses illustrations and photographs that are clear and uncluttered
(P and A/V)

Item 19  The material uses simple tables with short and clear row and column headings
(P and A/V)

Domain Actionability

Item 20 The material clearly identifies at least one action the user can take (P and A/V)
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Item 21  The material addresses the user directly when describing actions (P and A/V)

Item 22  The material breaks down any action into manageable, explicit steps (P and
AlV)

Item 23  The material provides a tangible tool (e.g., menu planners, checklists)
whenever it could help the user take action (P)

Item 24  The material provides simple instructions or examples of how to perform
calculations (P)

Item 25 The material explains how to use the charts, graphs, tables, or diagrams to take
actions (P and A/V)

Item 26  The material uses visual aids whenever they could make it easier to act on the

instructions (P)
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Appendix D: Abstract of the Exploration of Ways to Support Patients Facing the Decision

About Medical Assistance in Dying (MAID)

Background Medical Assistance in Dying (MAID) is becoming a more well-known end-

of-life option for Canadians. Oncology and palliative care nurses have the
most experience with patients asking about MAID. Little is known about the

MAID experiences of nurses working in non-oncology settings.

Purpose

The aim of this study is to explore how inpatient nurses in non-oncology
settings respond to their patients asking about Medical Assistance in Dying
(MAID). Specific objectives include:

1. To identify the decisional needs of inpatient nurses to be able to provide

decision support to patients considering MAID.
2. To discover the barriers and facilitators to nurses providing decision
support about MAID.

Methods

An interpretive description design of semi-structured interviews guided by
the Ottawa Decision Support Framework. Eligible participants will include
RNs who: (a) are working on one of the following inpatient units: medicine,
surgery, neurology, cardiology, thoracics, urology, and adult intensive care
units, (b) have directly cared for patients who do not have cancer for at least
1 year at the study site, and (c) who have received requests for information
on MAID from their patients and/or family members. Exclusion criteria
include: (a) RNs working in neonatal intensive care, maternity, mental
health, and oncology units, and (b) RNs in a managerial or educator role,
Advanced Practice Nurses, Nurse Practitioners and Registered Practical
Nurses. These roles will be excluded as they all have differing levels of

specialization and interaction with patients who are considering MAID.
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