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Objective: The PlanWell Guide™ (PWG) is a decision aid that empowers lay persons to better understand different types
of care and prepares them, and their substitute decision-makers, to express both their authentic values and informed
treatment preferences in anticipation of serious illness. We aimed to determine the acceptability of the newly trans-
lated French PWG and to evaluate decisional readiness and decisional conflict following its use by lay people.
Methods: This is an acceptability and exploratory outcomes evaluation.Participants were requested to read and com-
plete the French PWG and to engage in an online interview. We used the Acceptability Scale to determine the accept-
ability and the Preparation for Decision-making Scale and decisional conflict Scale to evaluate decisional readiness.
Results: Forty-two (42) people participated. The average score on the Acceptability Scale was 18.1 (scale range: 4–20
[high–better]) and 26.6 on the Preparation for Decision-Making Scale (scale range: 6–30 [high–better]). A significant
number of respondents reported needing more support to help them make better decisions.
Conclusion: The French PWG has been deemed acceptable and relevant for lay people not currently facing clinical
decisions.
Innovation: The Plan Well Guide is innovative as it is the first decision aid empowering lay people for advance serious
illness planning.
1. Introduction

In North America, prolonging life at all costs with all available
life-sustaining interventions, including CPR attempts and admission to an
intensive care unit (ICU), has become the de facto default option [1-3].
Thinking and discussing values and preferences regarding life-sustaining
treatments and admission to intensive care units (ICU) has become more
crucial than ever due to the global COVID-19 pandemic [4]. Between
14% and 17% of hospitalized COVID-19-positive patients during the pan-
demic's first wave required ICU admission [5]. Of those patients who re-
quired mechanical ventilation, 50–97% died in the hospital [6]. Seriously
ill patients are frequently incapable of communicating and getting involved
in decisions regarding their care. As a result, families are left making
decisions with healthcare professionals about initiating, withholding, and
withdrawing mechanical ventilation [7]. Long-term psychological conse-
quences such as depression and post-traumatic syndrome affect a signifi-
cant proportion of relatives who were called upon to make life-or-death
decisions on behalf of a critically ill loved one [8].To engage fully in serious
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illness decision-making, one needs realistic and accurate information about
care options and likely outcomes [9]. In general, people must have a high
level of death literacy [10] which is defined as a set of knowledge and skills
that make it possible to gain access to, understand, and act upon serious-
illness, and end-of-life options [11].

1.1. From advance care planning (ACP) to advance serious illness planning
(ASIP)

Advance Care Planning (ACP) has long been considered the solution to
aligning care with values and preferences. ACP entails becoming knowl-
edgeable about life-sustaining treatments, selecting preferred treatment
options beforehand, talking with family members about end-of-life prefer-
ences, and completing advance directives [12].

ACP relies onmany assumptions that are rarely confirmed in actual clin-
ical settings. Expectations of laypersons' abilities to express their values,
preferences, and care goals in a meaningful and reliable way. Furthermore,
there is a reliance that clinicians will read directives and take patient
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preferences into account when speaking with supportive decision-makers
[13]. ACP tools are structured for patients following one of the three trajec-
tories of chronic illnesses: terminal disease, major organ failure, and frailty
[14], not for serious illness [15]. When it comes to serious illness, no one
knows with certainty whether the patient will live or die or how survivors
will be affected by long-term adverse outcomes [16]. In these situations,
ACP documentsmade under the conditions of a certain death or permanent
condition are invalid, leading tomedical errors [17] and contributing to the
stress people experience trying to apply end-of-life plans to a seriously ill
person [16].

The concept of ASIP is centered on empowering laypersons in prepara-
tion for a future serious health crisis. Ideally, before an acute medical epi-
sode, ASIP aims to motivate people to learn about the various types of
care, their risks and benefits, and to reflect on their values in a way that
highlights the trade-off with their competing values [16]. The Plan Well
Guide™ (PWG) helps demystify the different types of care and prepares fu-
ture patients (or their supportive decision-makers) to express their authen-
tic values and informed treatment preferences. PWG was evaluated in two
randomized trials. In the first one, conducted in an outpatient setting in On-
tario, exposure to PWG increased the engagement of supportive decision-
makers in ACP [18]. In the second one, conducted in three primary care
practices in Alberta, the PWG reduced patient decisional conflict. More-
over, physicians spent less time finalizing goals of care documents with pa-
tients in the intervention group (mean 9.7 v. 13.2 min, adjusted mean
difference −3.5, 95% CI −5.5 to −1.5 min) [19]. The PWG is currently
being used and promoted in English-speaking Canadian provinces [20].

In Canada, French-speakers are the minority and face increased barriers
to accessing information and care [21]. A study found that the end-of-life
experiences of French-speakers and English-speakers in Ontario, Canada,
were statistically different. French-speakers spent more time in long-term
care facilities, used less home care, and died more often in hospitals than
English-speakers [22]. Until recently, PWG was available in English only.
No similar tools were accessible in French, which was a driving force be-
hind translating and adapting the decision aid from English to French.
The process of translation and adaptation was done with the participation
of 12 experts and 15 laypersons from Quebec, Canada. From the beginning
of the translation and adaptation process, both groups of stakeholders had a
favourable opinion towards the PWG and indicated that they would recom-
mend the final adaptation [23].

Our overall objective was to improve access to ASIP for French-speaking
Canadians. The specific goals were to determine if the French adaptation of
PWG was acceptable and to evaluate further decisional readiness and deci-
sional conflict associated with the use of PWG. We also explored the partic-
ipants' values and preferences regarding serious illness preparations and
planning.

2. Methods

2.1. Study design

This is an acceptability and exploratory outcomes evaluation.Using on-
line questionnaire interviews, we conducted the data collection 100% on-
line during the COVID-19 pandemic. The SUNDAE checklist (standards
for universal reporting of patient decision aid evaluation) was used to com-
pose the manuscript [24]. The study was approved by the Queen's Univer-
sity Health Sciences and Affiliated Teaching Hospitals Ethics Board
(HSREB).

2.2. Plan well guide (PWG)

PWG is an evidence-based person-centered decision aid developed
within the framework of the domains and items of the International Patient
Decision Aid Standards criteria [25]. The PWG is a 20-page educational
document containing information about ASIP and the benefits, harms,
and expected outcomes of the different types of care. PWG also includes
a section on the deliberation and communication of health care
2

preferences to family members and those who will serve as their repre-
sentative if they become incapacitated. PWG has two unique features:
an interactive grid that helps users transparently translate their values
into potential medical orders for the use or non-use of life-sustaining
treatments (Fig. 1) and a unique method for instructing the public on
the different levels of care that include full ICU care with or without a
cardiopulmonary resuscitation attempt, short-term admission to ICU
with or without a cardiopulmonary resuscitation attempt, medical
care, and comfort care (Fig. 2).

The PWG [20] and its French translation and cultural adaptation [23]
weremadewith end-users and healthcare professionals as part of the design
process. The public can use PWG with or without professional help. Many
financial, legal and healthcare planners such as end-of-life doulas are cur-
rently using the PWG with their clients. The Plan Well Guide's English
and French versions are free at www.planwellguide.com.

2.3. Participants and recruitment

2.3.1. Partners
We developed partnerships with non-profit groups that promote pa-

tients' rights. The task of the partners was to assist with gaining access to
community members that would be interested in joining the research pro-
ject. The partners hosted webinars, during which an expert explained the
concept of ASIP.

2.3.2. Participants and recruitment
Webinar attendees who chose to participate and others recruited by

word of mouth contacted the research team. Participants had to be of
legal age as per provincial law, be able to give informed consent, and
have the ability to speak and write French. We did not include laypersons
who took part in translating and adapting the decision aid [23]. After
reviewing a consent form and completing the evaluation interview, partic-
ipants received a $10 gift card.

2.4. Data collection

The French version of the PWG was emailed to participants. They were
asked to read and fill out the decision aid by themselves. Next, they partic-
ipated in a 30-min interview over Zoom held in French.

2.4.1. Questionnaire material
The questionnaire included 30 closed-ended questions and one open-

ended question asking participants to clarify their previous reply. The ques-
tionnaire's purpose is tomeasure howwell the decision aid is accepted, how
it affects decision-making readiness, and how it affects decision-making
conflict. Participants' values and preferences about using life-sustaining
treatments and going to the ICU were also captured.

2.4.2. Demographic questionnaire
Participants were asked to report their age, gender, country of birth,

place of residence, education level, and length of time it took to read and
complete the French PWG.

2.4.3. Acceptability
We used the Acceptability Scale to assess the acceptability of the French

PWG [26]. The Acceptability Scale has face and content validity and fea-
tures four statements assessing clarity of language, endorsement, amount
of information and overall rating of utility. Response options are 5-point
Likert scales (scale range: 4–20 [high–better acceptability]). The scale
also features open-ended questions asking participants to explain their pre-
vious replies.

2.4.4. Decisional readiness
We used an adapted version of the Preparation for Decision-Making

Scale [27] to determine how using the French PWG affected the decisional
readiness of participants. The adapted Preparation for Decision-Making

http://www.planwellguide.com


Fig. 1. PWG Interactive Grid.

Fig. 2. PWG Levels of Care.
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Scale features six statements related to decisional process and decisional
quality and a 5-point Likert scale (scale range: 6–30 [high–better readi-
ness). In its validation study, the Preparation for Decision-Making Scale cor-
related with the informed (r = −0.21, p0.01) and support (r = −0.13,
p = 0.01) subscales (DCS) and differentiates between patients who found
the decision aid helpful and those who did not (p.0.0001). Internal consis-
tency was 0.92 to 0.96 [27].
3

2.4.5. Decisional conflict
We used the 4-item Scale SURE (Sure of myself; Understand informa-

tion; Risk-benefit ratio; Encouragement) to assess participants' decisional
conflict. The SURE screening tool was developed to help health profes-
sionals identify patients with significant clinical decisional conflict [28].
In its validation study, the internal consistency of SURE was 0.7 (KR-20).
There was a significant correlation between the score of the Preparation



Table 2
Scores for the acceptability scale.

Questions N = 42

How clear is the language used?
Clear/very clear, n (%)
Neither clear nor unclear, n (%)
Very unclear/ unclear, n (%)

40 (95.2)
2 (4.8)
0 (0)

How likely would you be to recommend the final version of PWG to
someone?
Probably/definitely would recommend, n (%)
Might recommend, n (%)
Definitely/probably would not recommend, n (%)

42 (100)
0 (0)
0 (0)

The amount of information provided in the Plan Well Guide is
About right
Less than I wanted
More than I wanted

29 (69.1)
3 (7.1)
10 (23.8)

Overall, how would you rate the guide?
Good/very good, n (%)
Fair, n (%)
Very poor/poor, n (%)

39 (92.5)
3 (7.5)
0 (0.0)

Table 3
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for Decision-Making Scale and SURE scores (Spearman's ρ = −0.45,
P < 0.0001). Sensitivity and specificity of SURE≤3 to detect clinically im-
portant decisional conflict were 94.1% (95% CI 78.9–99.0) and 89.8%
(95% CI 87.1–92.0), respectively [28].

2.4.6. Content of value clarification and deliberation sections
Participants were asked to share their answers to three questions from

the section on clarifying and discussing values:

● How willing are you to accept the risks of ICU treatments or cardiopul-
monary resuscitation?;

● How willing are you to accept a significant reduction in your ability to
look after yourself or a significantly lower quality of life following ICU
discharge?

● If life support were needed to keep you alive, which type of care would
you prefer?

2.5. Data analysis

We used thematic analysis to review the replies to the open-ended ques-
tion asking participants why theywould or would not recommend the deci-
sion aid. Two researchers identified four emerging themes and classified
the material independently. Conflicts were solved through discussion.

We analyzed quantitative data using descriptive analysis and basic sta-
tistics (means, standard deviations, and percentages).

3. Results

3.1. Participants' characteristics

The study was conducted from January to November 2022. Partners
were located in Ontario (n = 3), Nunavut (n = 2), British Columbia
(n = 1), and Quebec (n = 1). We held eight webinars in French, with a
total of 69 attendees, resulting in 31 participants (44.9% of webinar at-
tendees) signing up to participate in the study. An additional 11 partici-
pants were acquired through word of mouth (Table 1).

3.2. Acceptability

The overall score on the Acceptability Scale was 18.1 (scale range: 4–20
[high–better acceptability]). The sole item causing participants' dissatisfac-
tion was the amount of information provided, which 23.8% considered
more than what they wanted and 7.1% less than what they wanted
Table 1
Participants' socio demographics information.

Sociodemographic information N = 42

Age, mean (SD)
24–44, n (%)
45–64, n (%)
65 and over, n (%)

55.5 (16.5)
8 (19.0)
17 (40.5)
17 (40.5)

Gender
Female, n (%) 35 (83.3)

Country of birth
Canada, n (%)
France, n (%)
Vietnam, n (%)
Ivorian Coast, n (%)

37 (88.1)
3 (7.1)
1 (2.4)
1 (2.4)

Province/territory of residence
Quebec, n (%)
Ontario, n (%)
British Columbia, n (%)
Nunavut, n (%)

22 (52.3)
12 (28.6)
6 (14.3)
2 (4.8)

Education
Elementary school
High school or professional diploma
College degree
University degree

1 (2.4)
2 (4.8)
4 (9.5)
35 (83.3)
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(Table 2). The participants said it took them an average of 47 min (SD:
20) to read and fill up the guide. (See Table 3.)

3.3. Thematic analysis

Four themes emerged from the analysis of the open-ended questions. In
order of importance were: the high significance of the matter, the absence
of such reflection triggers in society, the quality of the French PWG, and
concerns about it would benefit everyone.

First, 24 participants (57.1%) stated that they would recommend the
French PWG because the matter at hand is of great significance:

“I would recommend PWG because it helps to be aware of the powerwe
have.”

Second, 16 (38.1%) participants highlighted the appealing visuals and
the capacity of the PWG to make important information available:

“I would recommend PWG because the language is accessible, with a lot
of relevant information to lead to a free and informed decision. It is visually
appealing.”

Third, 15 participants (35.7%) stated that they would recommend the
French PWG because it is relevant and contains information that is unique:
Scores of the preparation for decision-making scale.

Did the PWG N = 42

Help you recognize that a decision needs to be made?
Quite a bit/a great deal
Somewhat
Not at all/a little

39 (92.9)
0 (0)
3 (7.1)

Prepare you to make a better decision?
Quite a bit/a great deal
Somewhat
Not at all/a little

39 (92.8)
2 (4.8)
1 (2.4)

Help you think about the pros and cons of each option?
Quite a bit/a great deal
Somewhat
Not at all/a little

40 (95.2)
2 (4.8)
0 (0.0)

Help you think about which pros and cons are most important?
Quite a bit/a great deal
Somewhat
Not at all/a little

35 (83.4)
4 (9.5)
3 (7.1)

Help you know that the decision depends on what matters the most to
you?
Quite a bit/a great deal
Somewhat
Not at all/a little

36 (85.8)
3 (7.1)
3 (7.1)

Help you organize your own thoughts about the decision?
Quite a bit/a great deal
Somewhat
Not at all/a little

38 (90.4)
2 (4.8)
2 (4.8)



Table 4
Scores for the SURE scale.

Questions Yes
(N = 42)

Do you feel sure about the best choice for you? 36 (85.7)
Do you know the benefits and risks of each option? 38 (90.4)
Are you clear about which benefits and risks matter most to you? 41 (97.6)
Do you have enough support and advice to make a choice? 24 (57.1)

Table 5
Content of the value clarification and deliberation sections.

Questions N = 42

Short-term Risk Assessment
On the short-term, on a scale of 1–7, while in the ICU, select the number
to best describe how willing you are to accept the other risks of ICU
treatments/resuscitation (pain, loss of mobility or ability to talk, etc.):
1 Very willing
2
3
4 Equally important
5
6
7 Not willing at all

6 (14.2)
12 (28.6)
4 (9.5)
12 (28.6)
2 (4.8)
2 (4.8)
4 (9.5)

Long-term Risk Assessment
On the long-term, on a scale of 1–7, select the number to describe how
willing you are to accept a significant reduction in your ability to look
after yourself or a significantly lower quality of life following recovery
from an ICU stay than you currently experience:
1 Very willing
2
3
4 Equally important
5
6
7 Not willing at all

1 (2.4)
3 (7.1)
6 (14.3)
10 (23.8)
7 (16.7)
7 (16.7)
8 (19.0)

Which treatment options are right for you?
A Full ICU care with cardiopulmonary resuscitation attempt
B Full ICU care without cardiopulmonary resuscitation attempt
C Short-time ICU care with cardiopulmonary resuscitation attempt
D Short-time ICU care without cardiopulmonary resuscitation attempt
E Medical care
F Palliative care

4 (9.5)
3 (7.1)
17 (40.5)
11 (26.2)
3 (7.1)
4 (9.5)
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“I would recommend PWG because it is very relevant. We just did our
will with our lawyer and now I see that I have to work again”.

“Because it's information that's not at our fingertips. We are not natu-
rally inclined to plan. Culturally speaking, it's not in our culture to plan”.

Finally, ten participants (23.8%) said they would recommend the
French PWG but qualified their answer by mentioning the characteristics
of those they would recommend it to (people with a high level of literacy,
elderly people).

“This is good, but the complexity of the information is not for
everyone”.

3.4. Decisional readiness

The overall score on the Preparation for Decision-Making Scale was
26.6 (SD: 3.3) (scale range: 6–30 [high–better preparation])

3.5. Decisional conflict

Three of the four items on the SURE scale received >85% agreement,
but only 57% agreed on the item about support and advice (Table 4).

3.6. Content of value clarification and deliberation sections

Overall, participants were more willing to accept the short-term risks of
admission to the ICU than the long-term risks. Two-thirds of participants
(n = 28, 66.6%) would prefer a short-term admission to the ICU with or
without a cardiopulmonary resuscitation attempt (Table 5).

4. Discussion and conclusion

4.1. Discussion

In this acceptability and exploratory outcomes evaluation, we assessed
the usefulness and acceptability of the first French ASIP decision aid from
the perspective of its intended end-users. During the COVID-19 pandemic,
we conducted the entire study online, exploring innovative recruitment
and data collection methods. Overall, participants found this innovative
tool aid acceptable and useful in leading to person-centered decision-
making. Analysis of the content of value clarification and deliberation sec-
tions informed us of future directions.

Participants found that the PWG was acceptable. The majority (69%)
thought the amount of information was “just right,” yet some (7%) would
have wanted more, and 24%would have wanted less. The amount of infor-
mation included in a decision aid is challenging for developers, as users typ-
ically desire as much information as possible in a straightforward format
[29,30]. Ninety-three (93) percent thought the decision aid was good or
very good, and 100% were either likely or very likely to recommend it to
others. However, due to the content's complexity, the document's length,
or the high level of literacy needed to understand the content, 24% of par-
ticipants would only recommend it to some types of people (e.g. educated,
older). Overall, participants thought the PWG was accessible, thought-
provoking, relevant, and led to informed decisions.

Some participants noted that PWG provides information not available
elsewhere and different from information and documentation obtained
from legal services. Completing advance medical care planning documents
with a lawyer under conditions of certainty is not useful in making
5

informed clinical decisions during a serious illness and may contribute to
high prevalence of medical errors in serious illness decision-making and
the stress of supportive decision-makers [16]. Part of the problem is that
health planning with a lawyer is framed around end-of-life wishes and
not about planning for a serious illness and these wishes get codified in
such a way that they are considered ‘treatment decisions’ when in fact,
they are not fully informed treatment decisions.

The overall score on the Preparation for Decision-Making Scale was rel-
atively high, 26.6 on a maximum of 30. When considering the risks and
benefits of life-sustaining interventions, the vast majority of participants
(95%) were confident in their knowledge. However, fewer participants
(83%) were confident when asked about life-sustaining interventions they
would want for themselves. Having to decide on life-sustaining interven-
tions is a new, disruptive necessity that may go against societal values
and our nature of thinking [31].

After reading and completing the PWG, most participants (67%)
expressed that they would opt for a short ICU stay, with or without cardio-
pulmonary resuscitation attempts. This is not even reflected in the options
available in most hospitals in Canada and elsewhere, as most GOC forms do
not include the option of a short-term ICU admission. In a study conducted
in Canada, 395 GOC forms were assessed. It appeared that the open-ended
section was frequently used to add a second goal of care applicable in the
event of health deterioration. This indicated that the GOC form could not
capture the patient-centered nuances required regarding values and prefer-
ences in the event of severe illness [33].

This problem likely exists because of the North American norm of
prolonging life at all costswith all available life-sustaining interventions, in-
cluding CPR attempts and admission to an intensive care unit (ICU) [1-3].
Stemming from the ethical principle of beneficence, is the idea that all pa-
tients should receive life-saving treatments, and that the sanctity of life is
the most important value. However, life-saving care happens without con-
sidering the risks and benefits for each patient, their family, and society as a
whole [34]. Research in cognitive psychology shows that default options
are often interpreted as recommendations or guidelines or as the path of
least resistance [35]. Using default decisions to care for patients is a blanket
approach that leads to over use of full ICU care even when it brings little or
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no benefit and risks harm [1]. A new GOC form featuring more treatment
options, including short-term admission to an intensive care unit with or
without cardiopulmonary resuscitation attempts, should be implemented
in the health care system to allow patient's informed treatment preferences
to be honored. A draft of such a medical order form is currently available
(www.planwellguide.com).

Having access to professional help when completing ASIP would pro-
vide an accurate account of a person's wishes, values, and preferences. Par-
ticipants (43%) said they would need more support and advice to get the
most out of using the PWG. Participants also thought that other persons
would need help to find their way through the amount of information
and understand the concept of ASIP. Lack of understanding or skills to com-
plete ASIP can lead to inconsistent answers or the abandonment of comple-
tion due to the amount of information. In trying to overcome these barriers,
we introduced supportive PWG navigators. These navigators provide non-
medical, inclusive, and judgment-free planning that empowers PWG
users. A supportive PWG navigator can also help improve communication
between users, the healthcare team and the caregivers. A similar program
was associated with significantly improved self-efficacy in preparing and
completing advance care planning and lower rates of resource utilization
near the end of life [36]. Creating a low-literacy version of the PWG in col-
laboration with final end-users and hosting a free scientific café or webinar
where advance serious illness planning and the PWG are explained to lay-
people are other implementation measures we envision.

Despite our efforts to recruit participants with a variety of educational
backgrounds (i.e., men and lower education levels), 83.3% were women
with a university degree. Previous research has reported challenges associ-
ated with recruiting men [37,38] and people with lower levels of educa-
tion [39]. Moreover, we aimed to partner with non-profit groups
catering to French-speaking citizens in every Canadian province and
territory. However, we could only mobilize partners in four of them
partly because of access barriers from the labor shortage caused by
COVID-19 leaving us unable to evaluate the PWG's effects in all prov-
inces and territories. Lockdowns and social distancing brought about
by the COVID-19 pandemic have led researchers to look for alternative
recruitment and data collection methods [40].

In an effort to ensure the recruitment of a representative sample (persons
located in many parts of Canada), this study was conducted entirely online.
Although the interactionsweremeaningful, wewere limited inour ability to
observe and interpret participants' nonverbal communication. In human
communication, nonverbal signs are as critical as spoken words [41]. This
study is the first assessment of the French version of PWG. The recruitment
method, inspired by participatory action research, which involved partners
and encouraged both individual and collective reflection on ASIP added
strength to the study. Community-based methods like these are likely to
get more people on board and make it easier to put the PWG into action.

4.2. Innovation

The COVID-19 pandemic has brought to light the fact that many people,
especially the elderly, are on the verge of developing a serious illness. Those
suffering from a severe COVID-19 infection or other serious disease must
decide whether to enter intensive care or use mechanical ventilation. No
one knows if they are going to die or not. Under such uncertain outcomes,
their end-of-life planning are not valid [16]. In 2022, palliative care experts
discussed ACP's current challenges and limitations and concluded that, at
best, ACP is only part of the solution. They also wrote that new tools and
definitions, like Advance Serious Illness Planning (ASIP), are needed to en-
sure patients get care that is in line with their goals and meets their needs
[42]. As such the PWG is innovative as it is the first decision aid framed
around ASIP rather then end-of-life.

4.3. Conclusion

All Canadians should be able to get clear, useful information about their
care options in case of a serious illness. The PWG™, a person-centered
6

decision-aid, helps lay individuals demystify different types of care and em-
powers them (and their supportive decision-makers) to express their authen-
tic values and informed treatment preferences. The results of this evaluation
showed that the French PWG is acceptable and relevant for French-speaking
lay people who aren't facing significant medical decisions right now. Future
research includes an assessment of the supportive PWG navigator services
and the development of more inclusive versions in both French and English.

Ethics approval

The study was approved by the Queen's University Health Sciences and
Affiliated Teaching Hospitals Ethics Board (HSREB).

Funding

This work was not funded by a grant.

Credit authorship contribution statement

AP made substantial contributions to: conception and design; acquisi-
tion of data; analysis and interpretation; and drafting the manuscript. JM
made substantial contributions to: data analysis and interpretation; drafting
the manuscript, and critically revising the manuscript. AKmade substantial
contributions to: interpretation of data, and critically revising the manu-
script. DKHmade substantial contributions to: conception and design; anal-
ysis and interpretation; and the critical revising of the manuscript. All
authors read and approved the final manuscript.

Data availability

The datasets are available from the corresponding author upon reason-
able request.

Declaration of Competing Interest

The authors declare that they have no known competing financial inter-
ests or personal relationships that could have appeared to influence the
work reported.

Acknowledgements

We are grateful to the partners and the participants.

References

[1] Blinderman CD, Krakauer EL, Solomon MZ. Time to revise the approach to determining
cardiopulmonary resuscitation status. JAMA. 2012;307:917–8.

[2] Field RA, Fritz Z, Baker A, Grove A, Perkins GD. Systematic review of interventions to
improve appropriate use and outcomes associated with do-not-attempt-
cardiopulmonary-resuscitation decisions. Resuscitation. 2014;85:1418–31.

[3] Fan S-Y, Wang Y-W, Lin I-M. Allow natural death versus do-not-resuscitate: titles, infor-
mation contents, outcomes, and the considerations related to do-not-resuscitate deci-
sion. BMC Palliat Care. 2018;17:114.

[4] McAfee CA, Jordan TR, Cegelka D, Polavarapu M, Wotring A, Wagner-Greene VR, et al.
COVID-19 brings a new urgency for advance care planning: implications of death edu-
cation. Death Stud. 2022;46:91–6.

[5] Richardson S, Hirsch JS, Narasimhan M, Crawford JM, McGinn T, Davidson KW, et al.
Presenting characteristics, comorbidities, and outcomes among 5700 patients hospital-
ized with COVID-19 in the new York City area. JAMA. 2020;323:2052–9.

[6] Auld SC, Caridi-Scheible M, Blum JM, Robichaux C, Kraft C, Jacob JT, et al. ICU and
ventilator mortality among critically ill adults with COVID-19; 2020. https://doi.org/
10.1101/2020.04.23.20076737.

[7] Bibas L, Peretz-Larochelle M, Adhikari NK, Goldfarb MJ, Luk A, Englesakis M, et al. As-
sociation of Surrogate Decision-making Interventions for critically ill adults with patient,
family, and resource use outcomes: a systematic review and Meta-analysis. JAMA Netw
Open. 2019;2:e197229.

[8] Johnson CC, Suchyta MR, Darowski ES, Collar EM, Kiehl AL, Van J, et al. Psychological
sequelae in family caregivers of critically III intensive care unit patients. A systematic
review. Ann Am Thorac Soc. 2019;16:894–909.

[9] Waller A, Sanson-Fisher R, Ries N, Bryant J. Increasing advance personal planning: the
need for action at the community level. BMC Public Health. 2018;18:606.

http://www.planwellguide.com
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0005
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0005
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0010
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0010
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0010
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0015
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0015
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0015
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0020
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0020
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0020
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0025
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0025
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0025
https://doi.org/10.1101/2020.04.23.20076737
https://doi.org/10.1101/2020.04.23.20076737
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0035
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0035
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0035
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0035
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0040
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0040
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0040
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0045
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0045


A. Plaisance et al. PEC Innovation 3 (2023) 100182
[10] Rootman I, Ronson B. Literacy and health research in Canada: where have we been and
where should we go? Can J Public Health. 2005;96(Suppl. 2):S62–77.

[11] Noonan K, Horsfall D, Leonard R, Rosenberg J. Developing death literacy. Prog Palliat
Care. 2016;24:31–5.

[12] Sinuff T, Dodek P, You JJ, Barwich D, Tayler C, Downar J, et al. Improving end-of-life
communication and decision making: the development of a conceptual framework
and quality indicators. J Pain Symptom Manage. 2015;49:1070–80.

[13] Morrison. Advance directives/care planning: clear, simple, and wrong. J Palliat Med.
2020;23:878–9.

[14] Lynn J. Sick to death and not going to take it anymore! University of California Press;
2004.

[15] Moorman S, Boerner K, Carr D. Rethinking the role of advance care planning in the con-
text of infectious disease. J Aging Soc Policy. 2020:1–7.

[16] Heyland. Advance care planning (ACP) vs. advance serious illness preparations and
planning (ASIPP). Healthcare (Basel). 2020;8:218.

[17] Heyland Ilan R, Jiang X, You JJ, Dodek P. The prevalence of medical error related to
end-of-life communication in Canadian hospitals: results of a multicentre observational
study. BMJ Qual Saf. 2016;25:671–9.

[18] Howard M, Slaven M, Bernard C, Borhan S, Elston D, Arora N, et al. Decision support
intervention (plan well guide) for patients and their substitute decision-makers to im-
prove engagement in advance care planning: protocol for a randomised trial. BMJ
Open. 2019;9:e027897.

[19] Howard M, Elston D, Borhan S, Hafid A, Arora N, Forbes R, et al. Randomised trial of a
serious illness decision aid (plan well guide) for patients and their substitute decision-
makers to improve engagement in advance care planning. BMJ Support Palliat Care.
2022;12:99–106.

[20] Heyland DK, Heyland R, Bailey A, Howard M. A novel decision aid to help plan for se-
rious illness: a multisite randomized trial. CMAJ Open. 2020;8:E289–96.

[21] de Moissac D, de Moissac D, Bowen S. Impact of language barriers on access to
healthcare for official language minority Francophones in Canada. Healthc Manage
Forum. 2017:207–12. https://doi.org/10.1177/0840470417706378.

[22] Guérin E, Batista R, Hsu AT, Gratton V, Chalifoux M, Prud’homme D, et al. Does end-of-
life care differ for Anglophones and Francophones? A retrospective cohort study of de-
cedents in Ontario, Canada. J Palliat Med. 2019:274–81. https://doi.org/10.1089/
jpm.2018.0233.

[23] Plaisance Skrobik Y, Moreau M, Pageau F, Tapp D, Heyland DK. Cultural adaptation of a
community-based advance serious illness planning decision aid to the Quebec context
involving end-users. Health Expect. 2022. https://doi.org/10.1111/hex.13447.

[24] Hoffman AS, Sepucha KR, Abhyankar P, Sheridan S, Bekker H, LeBlanc A, et al. Expla-
nation and elaboration of the standards for UNiversal reporting of patient decision aid
evaluations (SUNDAE) guidelines: examples of reporting SUNDAE items from patient
decision aid evaluation literature. BMJ Qual Saf. 2018:389–412. https://doi.org/10.
1136/bmjqs-2017-006985.

[25] Elwyn G, O’Connor AM, Bennett C, Newcombe RG, Politi M, Durand M-A, et al.
Assessing the quality of decision support technologies using the international patient de-
cision aid standards instrument (IPDASi). PloS One. 2009;4:e4705.
7

[26] Barry MJ, Fowler FJ, Mulley AG, Henderson JV, Wennberg JE. Patient reactions to a
program designed to facilitate patient participation in treatment decisions for benign
prostatic hyperplagia. Med Care. 1995;33:771–82.

[27] Bennett C, Graham ID, Kristjansson E, Kearing SA, Clay KF, O’Connor AM. Validation of
a preparation for decision making scale. Patient Educ Couns. 2010;78:130–3.

[28] Légaré F, Kearing S, Clay K, Gagnon S, D’Amours D, Rousseau M, et al. Are you SURE?:
assessing patient decisional conflict with a 4-item screening test. Can Fam Physician.
2010;56:e308–14.

[29] Agbadje TT, Rahimi SA, Côté M, Tremblay A-A, Diallo MP, Elidor H, et al. Evaluation of
a prenatal screening decision aid: a mixed methods pilot study. Patient Educ Couns.
2022;105:474–85.

[30] Grynne A, Browall M, Fristedt S, Ahlberg K, Smith F. Integrating perspectives of patients,
healthcare professionals, system developers and academics in the co-design of a digital
information tool. PloS One. 2021;16:e0253448.

[31] Gilbert DT, Wilson TD. Miswanting: Some problems in the forecasting of future affective
states. In: Lichtenstein S, Slovic P, editors. The construction of preference. Cambridge:
Cambridge University Press; 2009. p. 550–64.

[33] Plaisance A, Morin M, Turcotte S, LeBlanc A. A quality assessment of goals of care forms
of older patients in various care settings. CAREUS. 2023;15(1). https://doi.org/10.
7759/cureus.33872.

[34] Dignam C, Brown M, Thompson CH. Moving from “do not resuscitate” orders to stan-
dardized resuscitation plans and shared-decisionmaking in hospital inpatients. Gerontol
Geriatr Med. 2021;7 23337214211003431.

[35] Halpern SD, Ubel PA, Asch DA. Harnessing the power of default options to improve
health care. N Engl J Med. 2007;357:1340–4.

[36] Rocque GB, Dionne-Odom JN, Sylvia Huang C-H, Niranjan SJ, Williams CP, Jackson BE,
et al. Implementation and impact of patient lay navigator-led advance care planning
conversations. J Pain Symptom Manage. 2017;53:682–92.

[37] Rounds T, Harvey J. Enrollment challenges: recruiting men to weight loss interventions.
Am J Mens Health. 2019;13 1557988319832120.

[38] Randolph S, Coakley T, Shears J. Recruiting and engaging African-American men in
health research. Nurse Res. 2018;26:8–12.

[39] Stuber JM, Middel CNH, Mackenbach JD, Beulens JWJ, Lakerveld J. Successfully
recruiting adults with a low socioeconomic position into community-based lifestyle pro-
grams: a qualitative study on expert opinions. Int J Environ Res Public Health. 2020:17.
https://doi.org/10.3390/ijerph17082764.

[40] Brody AA, Convery KA, Kline DM, Fink RM, Fischer SM. Transitioning to remote recruit-
ment and intervention: a tale of two palliative care research studies enrolling under-
served populations during COVID-19. J Pain Symptom Manage. 2022;63:151–9.

[41] Frith C. Role of facial expressions in social interactions. Philos Trans R Soc Lond B Biol
Sci. 2009;364:3453–8.

[42] Periyakoil VS, von Gunten CF, Arnold R, Hickman S, Morrison S, Sudore R. Caught in a
loop with advance care planning and advance directives: how to move forward? J
Palliat Med. 2022;25:355–60.

http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0050
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0050
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0055
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0055
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0060
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0060
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0060
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0065
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0065
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0070
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0070
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0075
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0075
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0080
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0080
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0085
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0085
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0085
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0090
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0090
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0090
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0090
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0095
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0095
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0095
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0095
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0100
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0100
https://doi.org/10.1177/0840470417706378
https://doi.org/10.1089/jpm.2018.0233
https://doi.org/10.1089/jpm.2018.0233
https://doi.org/10.1111/hex.13447
https://doi.org/10.1136/bmjqs-2017-006985
https://doi.org/10.1136/bmjqs-2017-006985
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0125
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0125
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0125
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0130
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0130
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0130
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0135
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0135
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0140
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0140
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0140
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0145
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0145
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0145
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0150
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0150
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0150
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0155
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0155
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0155
https://doi.org/10.7759/cureus.33872
https://doi.org/10.7759/cureus.33872
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0170
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0170
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0170
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0175
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0175
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0180
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0180
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0180
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0185
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0185
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0190
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0190
https://doi.org/10.3390/ijerph17082764
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0200
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0200
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0200
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0205
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0205
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0210
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0210
http://refhub.elsevier.com/S2772-6282(23)00062-6/rf0210

	Evaluation of a French adaptation of a community-�based advance serious illness planning decision aid
	1. Introduction
	1.1. From advance care planning (ACP) to advance serious illness planning (ASIP)

	2. Methods
	2.1. Study design
	2.2. Plan well guide (PWG)
	2.3. Participants and recruitment
	2.3.1. Partners
	2.3.2. Participants and recruitment

	2.4. Data collection
	2.4.1. Questionnaire material
	2.4.2. Demographic questionnaire
	2.4.3. Acceptability
	2.4.4. Decisional readiness
	2.4.5. Decisional conflict
	2.4.6. Content of value clarification and deliberation sections

	2.5. Data analysis

	3. Results
	3.1. Participants' characteristics
	3.2. Acceptability
	3.3. Thematic analysis
	3.4. Decisional readiness
	3.5. Decisional conflict
	3.6. Content of value clarification and deliberation sections

	4. Discussion and conclusion
	4.1. Discussion
	4.2. Innovation
	4.3. Conclusion

	Ethics approval
	Funding
	Credit authorship contribution statement
	Declaration of Competing Interest
	Acknowledgements
	References




