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W hen patients are incapable of making decisions 
for their own medical care, choices are made by 
their substitute decision-maker in the spirit of 

their previously expressed wishes, values and beliefs.1 Con-
forming to an established advance care plan is associated 
with better quality of life for patients, positive emotional 
outcomes for families and reduced use of health care 
resources near the end of life.2–5 Too often, however, patient 
wishes have not been addressed ahead of time, a default sub-
stitute decision-maker is appointed ad hoc per a hierarchy 
established in most provinces, and these conversations 
become particularly challenging in the time pressures of 
critical illness. Such decisions are increasingly common with 
an aging demographic: in one US study, 67.8% of patients 
more than age 65 years required a decision made by substi-
tute decision-makers within 48 hours of admission to hospi-
tal.6 Many barriers to having these conversations remain, 
and errors are common.7,8

Although there are many studies that report interventions 
to engage patients in their own advance care plan,9 none have 
described public readiness to act as a substitute decision-
maker on behalf of patients. Our primary objective was to 
measure public self-reported preparedness to act as a substi-
tute decision-maker, and explore the attitudes, barriers and 
enablers associated with preparedness. Second, we aimed to 
quantify public support for a population-level curriculum cen-
tred on substitute decision-making in end-of-life and resusci-
tative care.
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Background: When a patient is incapable of making medical decisions for him- or herself, a substitute decision-maker makes 
choices according to the patient’s previously expressed wishes, values and beliefs; however, little is known about public readiness to 
act as a substitute decision-maker in Canada. Our primary objective was to measure public self-reported preparedness to act as a 
substitute decision-maker, and explore the attitudes, barriers and enablers associated with preparedness.

Methods: From November 2017 to June 2018, we conducted a mixed-methods street intercept survey at 12 pedestrian areas in 
Ottawa, Ontario. We used descriptive statistics and logistic regression analysis to assess predictors of perceived preparedness to be 
a substitute decision-maker and determine support for high school education. We analyzed qualitative interview questions using 
inductive thematic analysis.

Results: Of the 626  eligible respondents, 196 refused to participate, leaving 430  participants (response rate 68.7%). A total of 
404 surveys (94.0%) were fully complete with no missing data. The respondents were mostly female (243 [56.5%]) and residents of 
Ontario (364 [84.6%]). The average age was 33.9 years. Although 314 respondents (73.0%) felt prepared to be a substitute decision-
maker, 194 (45.1%) reported never having had meaningful conversations with loved ones to understand their wishes in the event of 
critical illness. A total of 293 participants (68.1%) identified important barriers to feeling prepared. Most respondents (309 [71.9%]) 
agreed that high school students should learn about being a substitute decision-maker, citing age appropriateness, potential societal 
benefit and improved decision-making, while cautioning the need to respect different maturity levels, cultures and experiences.

Interpretation: The lack of conversation between loved ones reveals a gap between perceived and actual preparedness to be a substi-
tute decision-maker for a loved one with a critical illness. The overall acceptability of high school education warrants further exploration.
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Methods

Study design
This was a mixed-methods, cross-sectional public intercept 
survey. Being prepared as a substitute decision-maker is a 
health behaviour; thus, the development of the survey was 
informed by the Health Belief Model, which describes how 
personal characteristics (e.g., age, gender, income), perceived 
susceptibility, benefits and barriers, and cues to action predict 
engagement in a health behaviour.10 We used our collective 
expertise in emergency medicine, family medicine, education 
and palliative care to refine the questions. To our knowledge, 
no validated measure of preparedness exists, and, given that 
self-perception underlies behaviour, we chose self-reported 
preparedness as our primary outcome.

Setting
The survey was conducted in Ottawa, Ontario from Novem-
ber 2017 to June 2018 at 12  locations with high pedestrian 
traffic, chosen to represent geographically and economically 
disparate regions of the city (Box 1). Previous street intercept 
studies on health behaviour attitudes have targeted similar 
locations to maximize diversity.11

Participants and sampling
Our target population was the population of Ottawa. Partici-
pants were included if present in the study area and aged 
16  years or more, the minimum age to act as a substitute 
decision-maker in Ontario. Potential participants were 
excluded if they were not residents of Canada, were unable to 
communicate in English or French, or were unable to provide 
informed consent. We also excluded those doing activities 
inappropriate to interrupt (i.e.,  working, exercising) or in 
groups of 3 or more.

For the quantitative analysis, we estimated the sample size 
needed using Cochran’s formula for large populations.12 
Based on a 95% confidence interval (CI), 5% margin of error 
and an estimated proportion of 0.5, the minimum sample size 
needed was 385. We chose a priori to continue data collection 
to 400 fully complete surveys.

Questionnaire
We optimized the survey according to the methods described 
by Dillman and colleagues.13 That is, the brevity and anonym-
ity of our survey, along with its standardized verbal prompts 
for participants to elaborate, were designed to maximize 
response rate and qualitative detail. The questionnaire 
(Appendix 1, available at www.cmajopen.ca/content/7/3/
E573/suppl/DC1) was then pilot tested among 15 volunteers 
(acquaintances of the authors with no medical or health care 
background) and revised for clarity.

Participants provided basic demographic characteristics 
and indicated whether they were a health care provider. Ques-
tions explored self-reported preparedness to be a substitute 
decision-maker in the context of critical illness or end of life, 
including open-ended questions that asked participants to 
describe barriers to and enablers of their own preparedness. 
Respondents were also asked about the acceptability of an 
educational intervention for 16-year-old students regarding 
substitute decision-makers and critical and end-of-life care. 
We probed open-ended questions using standardized verbal 
prompts for clarity and detail.

We chose this triangulation mixed-methods design to 
deepen and broaden our understanding of the attitudes and 
beliefs beyond demographic and experiential factors.

Data collection and procedures
Each location was visited 3–4 times for 2 hours at a time. We 
used a random-number generator to evenly distribute start 
times between 0700 and 1900 among the 12 locations. At each 
excursion, pairs of investigators approached every third per-
son in the area using a standardized script. Potential partici-
pants were told that the interviewers were a resident physician 
and medical students conducting research to explore enablers 
and barriers associated with being a substitute decision-maker 
and that the survey would take 10 minutes to complete. After 
consent was obtained, the survey was completed in English or 
French and in verbal or written format according to partici-
pant preference. All participants were asked to answer all 
quantitative and qualitative survey elements. The 2 investiga-
tors transcribed verbal answers and recorded field notes if a 
participant elaborated verbally on written answers. Partici-
pants approved final answers and field notes.

Quantitative analysis
We analyzed participant sociodemographic characteristics and 
responses to binary and Likert scale questions descriptively. 
For Likert scale items, we constructed binary variables by 
grouping “Agree” and “Strongly agree” together, and “Neu-
tral,” “Disagree” and “Strongly disagree” together. We pre-
sented sociodemographic characteristics and responses to 
other questions descriptively, stratified by the 2 main outcome 
variables, self-reported substitute decision-maker preparedness 
and acceptability of an education intervention. We conducted 
multivariate logistic regression for these 2  outcomes with 
covariates selected a priori by consensus. For substitute deci-
sion-maker preparedness, selected predictor variables included 
sociodemographic characteristics, previous experience as a 

Box 1: The 12 data collection locations

1.	Rideau Centre (bus station and mall)

2.	Byward Market (tourist area/outdoor market/inner city area)

3.	World Exchange Plaza (high-density corporate area with 
restaurants)

4.	Lansdowne (outdoor shopping area/restaurant hub)

5.	Bayshore (bus station and mall)

6.	Place d’Orléans (bus station and mall)

7.	University of Ottawa (bus station and campus)

8.	St. Laurent (bus station and mall)

9.	Mooney’s Bay (public park/beach)

10.	Billings Bridge (bus station and mall)

11.	Britannia Beach (public park/beach)

12.	Tanger Outlets (suburban mall)
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substitute decision-maker, having engaged in advance care 
planning for oneself, belief that one will have to act as a substi-
tute decision-maker someday, having had a conversation with 
loved ones about their values and comfort in initiating a con-
versation. For belief that 16-year-olds should be taught about 
substitute decision-makers, the selected predictor variables 
included sociodemographic characteristics, substitute decision-
maker preparedness, having engaged in advance care planning 
for oneself, previous experience as a substitute decision-maker, 
belief that one will have to act as a substitute decision-maker 
someday, having had a conversation with loved ones about 
their values and belief that substitute decision-making is a 
learnable skill. Data points with missing data on either the 
independent or dependent variables were excluded from the 
multivariate analysis. Model assumptions, including absence of 
collinearity for the independent variables and an appropriate 
number of covariates for our sample size, were confirmed to 
be apt. We conducted all statistical analyses using SAS 9.4 
software (SAS Institute).

Qualitative analysis
Following the approach described by Braun and Clarke,14 
2  independent reviewers (M.K.Y.W. and W.J.C.) conducted 
inductive thematic analysis for open-ended questions that 
explored perceived enablers of and barriers to acting as a substi-
tute decision-maker and whether 16-year-old students should 
learn about resuscitation, end-of-life care and being a substitute 
decision-maker. The 2 reviewers conducted line-by-line coding 
of all field notes and survey responses. Through joint discus-
sions between the 2 reviewers, codes were synthesized and gen-
eral themes identified. Data saturation was defined as no new 
themes identified after 5 consecutive interviews. Integration of 
the qualitative and quantitative results occurred during data 
interpretation and manuscript preparation.

Ethics approval
This study was approved by the Ottawa Hospital Research 
Institute Ethics Board. Consent was obtained verbally 
through a standardized script (Appendix 1).

Results

A convenience sample of dates with a total of 31 weekday and 
9 weekend-day excursions was necessary to reach the target 
sample size. Of the 873  people encountered, 217 were 
excluded owing to activity (e.g., running, working; 185) or 
group size (≥ 3 people; 32). The remaining 656 people were 
approached, of whom 30 were excluded (because of country of 
residence in 13 cases, language barrier in 11 and ineligible age 
in 6). Of the remaining 626 people, 196 refused to participate 
(time constraints in 97 cases, not interested in 76 and reason 
unknown in 23), leaving 430  participants, for an overall 
response rate among eligible participants of 68.7%. A total of 
404 surveys (94.0%) were fully complete with no missing data, 
and no individual question had a missing data rate greater 
than 3.5% (Appendix 2, available at www.cmajopen.ca/
content/7/3/E573/suppl/DC1).

Overall, our sample had an average age of 33.9 years, and 
there was a slight preponderance of female participants (243 
[56.5%]) (Table 1). A total of 359  respondents (83.5%) had 
completed at least some college/university. Most respondents 
were residents of Ontario (364 [84.6%]) or Quebec (52 
[12.1%]). Sixty-seven respondents (15.6%) had previously 
acted as a substitute decision-maker for an adult loved one. 
The youngest respondent with substitute decision-maker 
experience was 18 years old. About one-third of respondents 
(137 [31.9%]) had previously created advance care plans for 
themselves.

Substitute decision-maker preparedness
Although 314 respondents (73.0%) felt prepared to be a sub-
stitute decision-maker, 127 (40.4%) of those prepared and 

Table 1: Characteristics of survey respondents

Characteristic

No. (%) of 
respondents
n = 430

Age, yr

    16–17 23 (5.3)

    18–34 253 (58.8)

    35–49 62 (14.4)

    50–64 53 (12.3)

    > 64 36 (8.4)

    Missing 3 (0.7)

Gender

    Female 243 (56.5)

    Male 186 (43.3)

    Other 1 (0.2)

Health care professional 34 (7.9)

Province of residence

    Ontario 364 (84.6)

    Quebec 52 (12.1)

    Other 8 (1.9)

    Missing 6 (1.4)

Education

    Did not complete high school 20 (4.6)

    High school diploma 49 (11.4)

    Some college/university 124 (28.8)

    College/university diploma 166 (38.6)

Working on/completed postgraduate 
studies

48 (11.2)

    Professional degree 21 (4.9)

    Missing 2 (0.5)

Previously acted as substitute decision-
maker

67 (15.6)

Previously created advance care plan for 
self

137 (31.9)
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194 (45.1%) of all respondents had never had a meaningful 
conversation about their loved one’s wishes in the event of 
critical illness. Three-quarters of respondents believed that 
they would act as a substitute decision-maker in the future 
(325 [75.6%]) and felt comfortable initiating a conversation 
with loved ones about values in critical illness (318 [74.0%]).  
Most (358 [83.3%]) believed that having such conversations is 
a learnable skill.

Figure 1 shows rates of self-reported preparedness to be a 
substitute decision-maker by demographic characteristics and 
selected predictor variables. There was a trend toward higher 
rates of self-reported preparedness among older participants, 
health care professionals, those who reported previous substi-
tute decision-maker experience, those with previous advance 
care planning experience and those who believed that they 
would act as a substitute decision-maker in the future. The 
rate of preparedness was higher among participants who had 
had a previous conversation with loved ones about their 
wishes in a critical care scenario than among those who had 
not had such conversations; however, the difference was not 
significant (odds ratio [OR] 1.23, 95% CI 0.72–2.08). Only 
2 factors were significantly associated with preparedness to be 
a substitute decision-maker: age 50–64 versus 16–18 (OR 
7.46, 95% CI 1.25–44.51) and the belief that one would have 
to act as a substitute decision-maker in the future (OR 2.36, 
95% CI 1.34–4.17) (Table 2).

Although we analyzed all 430  interviews, data saturation 
was achieved at the 80th interview. Enablers and barriers 
associated with preparedness to be a substitute decision-maker 
and representative quotations, by theme, are shown in 
Table 3. Key enablers included an understanding of a loved 
one’s preexisting wishes, the role of the substitute decision-
maker and its legal framework, the medical information, 
strong relationships among the substitute decision-maker, 
patient and family, and trust in the medical team. A total of 
293 participants (68.1%) identified barriers to preparedness, 
which included potential for family conflict, the daunting 
nature of high-stakes decisions, social or cultural barriers to 
communication, and need for time and a quiet setting. Many 
respondents with previous substitute decision-maker experi-
ence reported difficulty knowing how to prepare for such a 
difficult life event.

Support for population-level education
A total of 309  respondents (71.9%) (including 22/23 of 
those aged 16–17) believed that 16-year-olds should learn 
about substitute decision-makers for resuscitation and end-
of-life care, 65 (15.1%) were neutral, and 41 (9.5%) dis-
agreed. Principally, there was strong agreement between 
those who believed such topics “can” versus “should” be 
taught (Spearman’s correlation coefficient 0.60). There was 
a trend toward agreeing with high school education among 
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Figure 1: Rates of self-reported preparedness to be a substitute decision-maker (SDM) for a loved one with a critical illness, by demographic 
characteristics and selected predictor variables. Note: conversation refers to conversation regarding the wishes of loved ones in the event of 
critical illness or end of life.
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Table 2: Logistic regression models identifying associations with preparedness to act as a 
substitute decision-maker and acceptability of high school education around substitute decision-
making and critical care

Variable

OR (95% CI)

Self-reported 
preparedness to act as 

substitute decision-maker 
for adult loved one

Belief that 16-year-olds should 
learn about resuscitation and 

end of life

Age, yr

    16–17 Reference Reference

    18–34 1.13 (0.30–4.17) 0.11 (0.01–1.16)

    35–49 3.29 (0.69–15.57) 0.07 (0.01–0.78)

    50–64 7.46 (1.25–44.51) 0.10 (0.01–1.08)

    > 64 3.44 (0.64–18.52) 0.11 (0.01–1.23)

Gender

    Female Reference Reference

    Male 1.64 (0.98–2.74) 1.16 (0.71–1.89)

Health care professional

    Yes 1.74 (0.53–5.75) 0.67 (0.28–1.59)

    No Reference Reference

Province

    Ontario Reference Reference

    Quebec 0.53 (0.26–1.08) 1.02 (0.50–2.07)

    Other 1.70 (0.19–15.14) 1.16 (0.20–6.87)

Education

    Did not complete high school Reference Reference

    High school diploma 0.76 (0.18–3.24) 1.30 (0.20–8.62)

    Some college/university 0.86 (0.20–3.70) 1.01 (0.16–6.23)

    College/university diploma 0.66 (0.15–2.90) 1.22 (0.20–7.52)

Working on or completed 
postgraduate studies

1.46 (0.25–8.43) 0.90 (0.13–6.02)

    Professional degree 0.35 (0.05–2.29) 1.24 (0.15–10.11)

Previously acted as substitute 
decision-maker

0.98 (0.37–2.57) 0.77 (0.37–1.60)

Previously participated in advance care 
planning for self

2.01 (1.06–3.83) 1.71 (0.96–3.07)

Belief that one will have to act as 
substitute decision-maker

2.36 (1.34–4.17) 1.90 (1.07–3.37)

Had previous conversation with loved 
ones about wishes in critical illness

1.23 (0.72–2.08) 1.20 (0.72–2.01)

Willing to initiate conversation with 
loved ones about wishes in critical 
illness

1.47 (0.84–2.57) −

Belief that having conversation with 
loved ones about wishes in critical 
illness is learnable skill

− 2.57 (1.37–4.80)

Self-reported preparedness − 0.98 (0.55–1.74)

Note: CI = confidence interval, OR = odds ratio.



E578	 CMAJ OPEN, 7(3)	

OPEN
Research

participants who believed that the skill of having a conversa-
tion with loved ones about values in critical illness was learn-
able, those who had previously had such a conversation and 
those who believed they would be a substitute decision-maker 
in the future (Figure 2). In a logistic regression, however, the 
only significant predictor was the belief that having conversa-
tions about values around end of life and critical illness was 
learnable (OR 2.57, 95% CI 1.37–4.80) (Table 2). Con-
versely, compared to age 16–17, age 35–49 was a negative pre-
dictor (OR 0.07, 95% CI 0.01–0.78).

 Enablers and barriers associated with whether 16-year-
olds should learn about being a substitute decision-maker in 
resuscitative and end-of-life care and representative quota-
tions, by theme, are shown in Table 4. Themes included the 
age appropriateness of teaching 16-year-olds, a potential 
developmental benefit, and an overall societal benefit in 
breaking taboos and raising awareness of what is a universal 
issue for an aging population. Participants also encouraged a 
nuanced approach respectful of different maturity levels, cul-
tures, and individual experiences and readiness.

Table 3: Self-reported enablers of and barriers to preparedness to be a substitute decision-maker

Theme Subtheme Representative quotation

Real-life experience Difficulty in knowing how to prepare 
oneself

“My mother had advanced dementia. When [she died], we did 
not know what to expect. We wanted her to be comfortable, but 
she didn’t look comfortable [when she died]. If we had known 
how difficult it would be to watch [cardiopulmonary resuscitation], 
we would have stopped. [We need] more guidelines on how to 
prepare oneself. What questions to ask a parent. We thought we 
were prepared and we weren’t. ... We really didn’t know what 
questions to ask.” (62 yr-old woman [describing her experience 
with changing the code status of her parent from Do not 
resuscitate to full code as she died])

Information necessary for 
decision-making

Understanding preexisting wishes 
through such means as conversation, 
living wills

“I watched my dad go through this with my grandfather and he 
had Alzheimer’s, but they had discussed this sort of things 
beforehand, so it made things a lot easier on him because he 
already knew what my grandfather wanted and how to handle 
the situation.” (31-yr-old man)

Understanding role of SDM Understanding capacity and SDM 
legislation
Clarity regarding who legal SDM is
Voluntary nature of being SDM
No secondary gain

“Need to have legal rights [explained], especially if you were to 
come [to] odds with the medical team.” (47-yr-old man)
“It’s not clear what we expect from the SDM — it’s important to 
know and understand the different options that are available to 
help guide the SDM.” (66-yr-old man)

Relationships among SDM/
patient/family

Fear of family conflict and social 
pressures
Family consensus

“We [made] some bad decisions for my mother trying to keep 
some of my siblings happy. … Experience is a huge factor in 
empathy and understanding, and differentiating between what a 
loved one is saying and what [he or she] needs.” (62-yr-old 
woman)

Attributes of SDM Maturity, strong value system
Willingness to separate personal and 
loved one’s values
Previous life experience
Ability to act rationally despite distress 
of situation

“[You] need to be a good listener so you can understand the 
situation, need to be considerate of what the loved one would 
want, need to be rational and not too emotional.” (42-yr-old 
woman)

Relationship with medical 
team

Need for clear communication of 
medical information: prognosis 
regarding quality of life; risks, benefits 
and alternatives of treatments
Trusting relationship with medical 
team

“My mother didn’t have a [power of attorney] in place before 
getting sick and I was the SDM, but the health care team treated 
me as if they didn’t think I had a right to be making decisions, so 
this made it very difficult. I had to advocate on her behalf to the 
medical team.” (64-yr-old woman, health care professional)

External influences on SDM Social and cultural barriers to 
communication
Need for time and quiet setting
Previous training

“I am more open than the rest of my family to having 
conversations about end of life. Every time I try to initiate 
conversations about their wishes, they stop me. They are not 
open to discussing these kinds of things.” (51-yr-old woman)

Fears Fear of guilt after decision
High stakes/burden of responsibility

“[Barriers include the] uncertainty of you making the final 
decision for someone else … [and the] responsibility of living 
with that decision for the rest of your life. (40-yr-old man)

Note: SDM = substitute decision-maker.
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Interpretation

About three-quarters of our respondents felt prepared to be a 
substitute decision-maker, but almost half reported never hav-
ing had a meaningful conversation with their loved ones about 
their wishes in the event of critical illness. Lack of this crucial 
conversation — the key to a substitute decision-maker’s 
understanding of the loved one’s wishes, values and beliefs — 
strongly suggests a discrepancy between actual and perceived 
preparedness. This gap has also been noted in previous work, 
where disagreements as to whether a conversation had even 
taken place were common.15

This discrepancy between actual and perceived prepared-
ness has direct clinical implications. Physicians should take 
care to ensure that substitute decision-makers fully under-
stand their role and base their understanding of the patient’s 
wishes, values and beliefs on reasonably detailed conversa-
tions. Some of our respondents noted that it could be difficult 
to separate their own beliefs from the patient’s, highlighting 
that physicians should inquire about the patient’s wishes in 
such a way as to mitigate this risk. Ideally, before acute illness 
strikes, chronic care physicians should meet with the patient 
and his or her substitute decision-maker to ensure that the lat-
ter has a good understanding of the role of a substitute 
decision-maker and the patient’s wishes should he or she 
become unable to communicate. Past work has shown that, 

although physicians trigger discussions regarding end of life 
and critical care when a patient’s disease becomes severe, 
severity does not predict readiness for a discussion.16 Further-
more, members of the public generally welcome the opportu-
nity to discuss their wishes, even when well.17

Previous Canadian studies showed that the greatest barri-
ers to discussions regarding goals of care, as perceived by cli-
nicians, were patient and family factors, especially “difficulty 
understanding the limitations/complications of life sustaining 
therapies, [and] lack of agreement among family mem-
bers.”18,19 The public perspective in our study supports that 
patient, and family factors are major barriers to overcome. 
Although lacking medical knowledge was identified as a bar-
rier by our respondents, multiple themes emerged regarding 
difficulty knowing how best to prepare for such a high-stakes 
life-altering event, including a fear of decision-making guilt, 
and a need to overcome sociocultural barriers and family con-
flict. Our findings underline the need for greater public edu-
cation on these topics.

Many of the elements described by our participants as 
necessities to be a prepared substitute decision-maker have 
already been enshrined by provincial laws describing capacity, 
informed consent and decision-making in the best interest of 
the patient. Yet a common theme emerging from our inter-
views was a need for more effective communication to facili-
tate an effective relationship among health care providers, 
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Figure 2: Rates of belief that 16-year-old students should learn about being a substitute decision-maker (SDM) in the context of critical illness. 
Note: conversation refers to conversation regarding wishes of loved ones in the event of critical illness or end of life.
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patients and substitute decision-makers, learn the preexisting 
wishes of loved ones and better negotiate family conflicts. 
This is consistent with previous work highlighting effective 
communication as the crucial element of end-of-life care.7,20,21 
Ongoing emphasis on training of health care providers to 
improve communication is needed.

The Ontario government has prioritized “support for more 
public education about [advance care plans] so that patients’ 
wishes for end-of-life care are understood,”22 with the auditor 
general underlining this as an unmet need.23 About one-third 
of our respondents had previously created advance care plans 
for themselves, consistent with low rates in previous Canadian 
studies.7,24 Qualitative studies in Canada and Australia showed 
that inaccessibility and lack of knowledge lead to fear, avoid-
ance and mistrust when it comes to advance care planning.25,26 
Although interventions to facilitate advance care planning 
continue,9 preparation to care for loved ones as a substitute 
decision-maker should be synergistic and provide more cues 
to action, as per the Health Belief Model.10 Three-quarters of 
our participants believed they would act as a substitute 
decision-maker in the future; the universality of this issue war-
rants consideration of population-based solutions.

The high school setting provides an opportunity for uni-
versal education. This is the ideal age group for education on 

resuscitation and end-of-life care, given that, in Canada, the 
law bestows the right to act as a substitute decision-maker on 
people at the age of 16–19 years, depending on the province 
or territory. Indeed, several participants described their expe-
riences as a substitute decision-maker at a young age, includ-
ing respondents as young as 18. Most respondents (71.9%) 
supported high school education around substitute decision-
making. Some pioneers have begun to deliver such programs. 
Beccaro and colleagues27,28 have described a pilot program in 
Italy, and an intensive care physician has delivered classes and 
advocated for the idea in California.29 Future studies are 
needed on a national level with an eye toward eventual curric-
ulum design.

Limitations
We minimized selection bias through our protocolled inter-
ception of every third person and choice of geographically 
and economically diverse sites. However, street intercept 
methodology is inherently biased toward active, healthy peo-
ple. Our study population had higher proportions of young, 
female participants with postsecondary education than would 
be expected for Ottawa or Ontario.30 Among others, this 
underrepresents rural, elderly, impoverished and disabled 
people. We chose not to recruit participants in health care 

Table 4: Reported benefits and disadvantages of high school education

Theme Subtheme Representative quotation

Age appropriateness Existing experience within families
Legal right denotes societal 
responsibility to prepare
Cognitive and emotional maturity
Subset of immature students who may 
not be ready

“I agree because I think that if someone can legally make a 
decision, [he or she] should know all the information that comes 
with that right. People are taught about sex at 14; this is just as 
important, and they are mature enough to understand this as 
well.” (18-yr-old woman)
“Some 16-year-olds are pretty immature, and they would have to 
be mature to be taught this.” (82-yr-old woman, health care 
professional)

Developmental benefit Improved decision-making
Increased sense of responsibility and 
maturity
Development of personal beliefs

“By 16 they understand that death happens. … They will walk out 
of learning this and have bigger conversations with their friends 
and family about this topic.” (49-yr-old woman)

Decreases stress/distress at 
time of decision

Unpredictability in timing of real-life 
situation

“I had to make these decisions as a 24-year-old. My mom, as a 
health care provider, always let me know what she wanted. From 
when I was young (10 and onwards) I felt equipped to support 
her and her decisions when the time came regardless of my 
personal feelings.” (43-yr-old woman)

Societal benefit Universal issue — awareness needed
Breaking taboos
Taking care of parents

“It’s like sex ed — are you going to hide it from them? It’s 
important to have these conversations because they can be put 
in this situation at any time. If you see your parents going 
through it you might wonder what’s going on, so it’s good to be 
educated on this topic. It shouldn’t be a taboo subject.” (66-yr-old 
man)

Potential difficulties/harm in 
selected students

Mandatory v. opt in v. opt out “People are having kids later these days, and this could come up 
sooner in a person’s life. Someone could be an only child and 
would need this [information]. No one is ever prepared for the 
psychological and emotional stress that comes with this.” 
(47-yr-old man)

Risk of bias Teacher and facilitator dependent “[You] have to consider religious [implications], family members, 
customs, language and country of origin.” (82-yr-old woman, 
health care professional)
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settings as substitute decision-makers include all people, not 
only those actively using health care services. Overall, the 
external validity of our findings to Ontario and Canada 
remains to be established. There is a self-serving and social 
desirability bias toward presenting oneself in a favourable way, 
i.e., reporting preparedness.31 It is even more concerning that 
we identified a substantial gap in preparedness despite this. 
Finally, we were unable to collect income, rural residence and 
other variables of interest. Cultural differences are likely to 
affect family discussions regarding goals of care. However, 
many self-identify as hailing from multiple cultures, and it 
would be difficult to categorize a person into a single culture 
for a robust analysis.

Conclusion
Our study reveals a gap between actual and perceived pre-
paredness to be a substitute decision-maker and highlights the 
need for clinicians to help families overcome barriers to effec-
tive substitute decision-making. This work also provides pre-
liminary support for the development of a high school curric-
ulum around these issues. We hope further efforts will help 
normalize the conversation around resuscitation, end-of-life 
care and death.
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