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Abstract

Background: Advance Care Planning (ACP) is established as a standard of care in many settings. However,
no validated tool exists to measure participants’ perspectives on ACP. The purpose of this study was to develop and
validate a questionnaire to assess ACP from the perspectives of patients and their family members, and to pilot the
use of this questionnaire in both English and French.

Methods: To develop the ACP-specific questionnaire, items were generated from focus groups with health care
professionals and face-to-face interviews with hospitalized patients and their families. The items from this novel
questionnaire were combined with other validated evaluation instruments and then piloted in English-speaking
hospitalized patients who had advanced, life-limiting illnesses and a version for their family members. Revisions were
made based on that experience and feedback from content experts and this questionnaire was then piloted in another
sample of French-speaking respondents.

Results: The novel questionnaire was divided into 2 parts, the first part focusing on ACP activities before admission
to hospital (6 questions) and the second part relating to ‘goals of care’ discussions that occur during hospitalization
(8 questions). For the English pilot study, the average duration of the entire interview (including consent, baseline
demographics and other questionnaires) was 53.1 mins (range 35-80 mins) for patients and 60.8 mins (range 33-125
mins) for family members. English-speaking patients rated the burden of participating in the interview as a mean of 2.8
(Standard Deviation [SD] 1.9, 1=no burden, 10=extreme burden) and family members as 1.9 (SD 1.9). For the French
pilot study, the results were similar.

Conclusions: This is the first ACP questionnaire to be developed that has face and content validity. Despite a
relatively lengthy interview process, the ACP audit process seems feasible and is not associated with undue burden.

cancer patients, the absence of ACP in any of its forms was associated
with poorer patient ratings of quality of life in the terminal phase of
the illness, lower ratings of satisfaction by their families during the
terminal illness, and increased family ratings of anxiety and depression
[4]. In contrast, when physicians and patients/families engaged in
ACP, there was less ‘intensification of care’ (use of intensive care units,
life-sustaining technologies, or feeding tube insertions) and greater use
of hospice services [4].

Keywords: Advance care planning; End-of-life; Questionnaire

Introduction

Many patients will require decision-making about specific
interventions and overall goals of care at the end of their lives, but
this is frequently a time when they lack the capacity to make decisions
[1]. By having conversations about their preferences regarding end-
of-life care with loved ones and health care professionals, and by
documenting these preferences in advance, there is a higher likelihood
that these preferences will be realized [2]. Furthermore, there is
emerging evidence that communication about end-of-life care or
Advance Care Planning (ACP) can have positive effects on the dying
experience. In a recent randomized trial done in Australia, more than
300 patients 80 years or older were randomized to participate in ACP
or usual care. Of those who received the ACP intervention, 108 (84%)
expressed wishes or appointed a surrogate, or both. Of the 56 patients
who died within six months, EOL wishes were much more likely to be
known and followed in the intervention group (25/29, 86%) than in the

ACP is also associated with significantly lower health care costs
during the final week of life [5]. In patients who had terminal cancers,
the mean (standard error) aggregate cost of care (in 2008 US dollars)
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control group (8/27, 30%; P<0.001). In the intervention group, family
members of patients who died had significantly less stress, anxiety, and
depression than those of the control patients [3].

The converse can be said for the absence of communication and
planning at the end of life. In an observational study of terminal
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was $ 1876 ($ 177) for patients who reported EOL discussions compared
with $ 2917 ($ 285) for patients who did not, a cost difference of $ 1041
(P=0.002). In the United States, based on the annual number of cancer
deaths reported, this could translate into savings of over $ 75 million
per year [5].

Given the initial success of the Respecting Choices program in the
United States [6], ACP has become an established standard of care and
many clinicians around the world have begun to implement various
forms of ACP and to make the systemic changes that would embed
ACP into health care. However, low rates of uptake have been reported
[7-9]. There has been no evaluation in Canada of the effectiveness of
these efforts from the perspective of patients and families. The purpose
of this study was to develop and validate a questionnaire that could
be used in both official languages (English and French) to determine
the extent to which patients and their families have engaged in ACP
and to determine their current satisfaction levels with end of life
communication and decision making.

Methods

We conducted a multi-center prospective study to develop and
validate a novel questionnaire to audit ACP practices. To generate items
for the questionnaire, we considered that the essential components of
ACP at the individual level include: 1) asking the patient about their
personal values and wishes related to care provided at the end of life,
2) disclosing to the patient (and family) their prognosis, 3) discussing
with both patient and family the various treatment options, and their
associated risks, benefits, and expected outcomes, 4) deciding on
future care or goals of care if the patient is not able to engage in future
discussions in a manner that is consistent with the patient’s preferred
role in decision-making, and 5) documenting these discussions and
decisions in some way that is accessible to health care providers in
various settings of care. Accordingly, we drafted a set of questions
pertinent to the different steps of the ACP process and then used this
questionnaire to assess whether patients and their families had engaged
in each of those steps.

After generating potential items for this questionnaire, we held a
focus group with 25 selected members of the Canadian Researchers at
the End of Life Network (CARENET) in attendance at their biannual
research protocol developmental meeting. This group includes experts
in critical care medicine, palliative care medicine, nursing, research
methodology,and psychometricsand they providedinput on the content
of the questionnaire and study procedures in a session facilitated by
the Principal Investigator. Response options were “yes or no” for some
items and multiple choice for other items. In several other sections of
the questionnaire (such as asking about reasons for not completing an
advance directive), we initially used open-ended questions. In addition
to measuring ACP practices, an additional objective of this audit was
to evaluate the quality of these decisions made near or at the end of life.
We used validated instruments to measure 1) satisfaction with EOL
communication and decision-making (the recently validated Canadian
Health Care Evaluation Project (CANHELP) Questionnaire[10]), 2)
decisional conflict (Traditional 16-item Decisional Conflict Scale [11]),
and 3) patient and caregiver values regarding end-of-life (End-of-Life
Values scale [12]). Accordingly, these 3 instruments were added to the
interview after the novel questionnaire about ACP practices to assess
the feasibility of combining the novel ACP evaluation questionnaire
with these validated measurement tools.

At 2 sites (Kingston General Hospital, Kingston, Ontario and St.
Pauls Hospital, Vancouver, British Columbia), we attempted to enroll
30 patients or family members of eligible patients to assess the clarity,

sensibility, and acceptability of this questionnaire. Study research
nurses conducted face to face interviews with consenting patients or
family members (separately). At the conclusion of the interview, the
research coordinator administered a separate questionnaire for the
respondent to rate the clarity of the wording, appropriateness of the
response options, comprehensiveness (were there other important
aspects of ACP that should be considered?), relevance, and overall
acceptability of the ACP questionnaire. Response options were: “Very
Poor”, “Poor”, “Fair”, “Good”, “Very Good”, and “Excellent.” If
problems were identified, we sought to identify the exact question(s)
that were problematic for the respondent. In addition, all participants
rated the overall burden of participating in the interview on a 10 point
scale where 1=“Not a burden at all” and 10="Extremely burdensome.”

At the conclusion of this pilot study in English, we considered
feedback from patients, families, and research coordinators to make
additional changes to the questionnaire. Once the English version of
the questionnaire was finalized, it was translated into French, back-
translated into English by a professional translator and reviewed for
inconsistencies in meaning with the Principal Investigator. Then, we
piloted the questionnaire in a convenient sample of 20 French-speaking
subjects at the Centre Hospitalier Universitaire de Sherbrooke,
Sherbrooke, Quebec. To further minimize the overall burden of
the study to the patients and to gain a different perspective on the
evaluation of the questionnaire, acceptability was assessed by the study
nurses after the interview and thus, the results reflect their assessment
of the clarity, sensibility, and acceptability of the questionnaire in a
French-speaking population.

From direct interviews with the patient and/or family member,
and chart abstraction, we captured standard baseline demographics
including a brief frailty scale [13], numbers of co-morbid illnesses, and
other key demographic information related to preferences for care.

Study Subjects

1. For this study, we enrolled patients who were at high risk of
dying and/or their family members (where available), and
thus for whom ACP is highly relevant. We define "high risk’
according to the following criteria:55 years or older with one or
more of the following diagnoses:

Chronic obstructive lung disease - 2 of the 4 of: baseline PaCO, of >
45 torr, cor pulmonale; respiratory failure episode within the preceding
year; forced expiratory volume in 1 sec < 0.5 L.

Congestive heart failure - New York Heart Association class IV
symptoms and left ventricular ejection fraction < 25%.

Cirrhosis - confirmed by imaging studies or documentation of
esophageal varices and one of three conditions: a) hepatic coma, b)
Child’s class C liver disease, or ¢) Child’s class B liver disease with
gastrointestinal bleeding.

Cancer - metastatic cancer or stage IV lymphoma.

End-stage dementia (inability to perform all activities of daily
living, mutism or minimal verbal output secondary to dementia, bed-
bound state prior to acute illness)

OR

2. Any patient 80 years of age or older admitted to hospital
from the community because of an acute medical or surgical
condition.

These clinical criteria identify a patient population that, on average,
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has a 50% probability of death in 6 months [14]. We have successfully
used these eligibility criteria and the recruitment strategy below in our
previous evaluations of quality of end-of-life care [15,16].

Potentially eligible patients were identified by a study nurse after
reviewing the hospital record and in consultation with the attending
physician, medical residents, or responsible nurse. Patients unable to
communicate due to language limitations (English or French only)
or cognitive reasons were excluded but if their family member was
available, we still approached the family member. The research nurse
approached eligible patients and families, explained the purpose of the
study and obtained informed consent. After obtaining written informed
consent from willing subjects, the research assistant conducted separate
interviews with patients and family members so that their responses
would remain independent.

Analysis

The analysis was largely descriptive. The focus of this paper is on
the methodological development of a novel ACP questionnaire and,
when combined with other validated questionnaires, the feasibility,
acceptability and burden of the whole questionnaire process. To assess
for differences in the demographics between English and French
respondents, p values for continuous variables were calculated by

Patient Version
Prior to hospital admission...

1. Have you formally designated someone you trust (e.g. Power of Attorney for
Health) to represent your wishes concerning medical treatment decisions in the
event you are not able to do so?

2. Do you have an advance directive or living will or some other written document
describing the medical treatments you would want (or not want) in the event you
are unable to communicate for yourself as a result of a life threatening health
problem? If no, why not?

3. Have you ever considered or thought about what kinds of life-sustaining
treatments you would want or not want in the event your physical health
deteriorated? If no, why not? If yes, did you discuss these wishes with anyone?

Wilcoxon-Mann-Whitney test and for categorical variables, we used
Fisher’s exact test. A p value of <0.05 was considered to be statistically
significant.

This study was approved by local Research Ethics Boards of
Queen’s University, Providence Health Care, and Sherbrooke Hospital.
All participants provided written informed consent.

Results

In our initial consultation with experts, we realized that aspects of
EOL communication and decision-making or ACP occur both before
hospitalization and during hospitalization. Accordingly, we divided
our questionnaire into 2 parts, the first part covering ACP activities
before admission to hospital (6 questions) and the second part relating
to health care decision-making and ’goals of care® discussions that
occurred during the index hospitalization (8 questions). Table 1
describes the nature of the questions pertaining to ACP practices (final
version).

In the initial pilot in English-speaking respondents, we approached
19 eligible patients and 16 eligible family members; 15 patients and 16
family members provided informed consent. There were 2 incomplete
interviews because one patient was taken for a test and discharged next
day and another patient became too tired to complete the interview.

Family Member Version
Prior to hospital admission...

1. Has your relative (spouse, parent, etc) formally designated someone to represent
his/her wishes concerning medical treatment decisions (e.g. Power of Attorney for
Health) in the event s/he is not capable to do so?

2. Does your relative have an advance directive or living will or some other written
document expressing her/his wishes in case s/he is unable to communicate for her/
himself as a result of a life threatening health problem? If no, why not?

3. Have you ever considered or thought about what kinds of life-sustaining treatments
such as CPR, breathing machines or dialysis you would want or not want in the

event your relative’s health deteriorated? If no, why not? If yes, did you discuss these
wishes with anyone?

4. If they said they did not have a discussion with doctor (or family member): What 4. If they said they did not have a discussion with doctor (or family member): What

are the reasons for not having that discussion with doctor (and family if relevant)?

5. In general, what kind of things make it difficult for you to talk with your doctors
and health care professionals about your plan of care including discussion
about your prognosis and the use of life-sustaining treatments in the event your
condition deteriorated?

6. What kinds of things make it easier for you to talk with your doctors and health
care professionals about these same concerns?

Since your admission...

1. Were you asked if you had prior discussions or written documents about the
use of life-sustaining treatments?

2. Has a doctor talked to you about a prognosis or indicated in some way that you
had a limited time left to live?

3. Has a doctor or other member of the health care team provided information
about comfort measures to control symptoms such as pain, shortness of breath,
anxiety, or depression?

4. Has a doctor or other member of the health care team provided information
about supportive care services such as palliative and spiritual care that may be
helpful in the event of a life-threatening illness?

5. Has a doctor asked what is important to you as you consider health care
decisions at this stage of your life?

6. Has a doctor talked to you about the benefits and burdens (or risks) of life-
sustaining medical treatments?

7. Was a decision made about whether to use or not to use life-sustaining
treatments in the event of a life-threatening illness during this hospital stay?

8. Was there anything we could have done differently to improve the process

of making a decision about medical treatments to sustain life the event your
condition deteriorated?

are the reasons for not having that discussion with doctor (and family if relevant)?

5. In general, what kind of things make it difficult for you to talk with the doctors and
health care professionals about your relative’s plan of care including discussion
about her/his prognosis and the use of life-sustaining treatments in the event his/her
condition deteriorated?

6. What kind of things make it easier for you to talk with doctors and health care
professionals about these same concerns?

Since your relative’s admission...

1. Were you asked if s/he had prior discussions or written documents about the
use of life-sustaining treatments such as CPR, dialysis, breathing machines, or ICU
admission?

2. Has a doctor talked to you about a prognosis or indicated in some way that s/he
had a limited time left to live?

3. Has a doctor or other member of the health care team provided information about
comfort measures to control their symptoms such as pain, shortness of breath,
anxiety, or depression?

4. Has a doctor or other member of the health care team provided information about
supportive care services such as palliative and spiritual care that may be helpful in
the event your relative’s condition deteriorated?

5. Has a doctor asked what would be important to you as you consider health care
decisions at this stage of your relative’s life?

6. Has a doctor talked to you about the benefits and burdens (or risks) of life-
sustaining treatments in the event her/his condition deteriorated?

7. Was a decision made about whether to use or not to use life-sustaining treatments
in the event her/his condition deteriorated during this hospital stay?

8. Was there anything we could have done differently to improve the process of
making a decision about life sustaining medical treatments in the event your relative’s
condition deteriorated?

Table 1: List of Questions Included in the Final ACP Questionnaire.
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In the French pilot study, we approached 14 eligible patients and 12
eligible family members; 12 patients and 8 family members provided
informed consent. The characteristics of participating patients and
family members are in table 2.

For the English pilot study, the average duration of the interview
including the consenting procedure and obtaining baseline
demographics was 53.1 mins (range 35-80 mins) for patients and 60.8
mins (range 33-125 mins) for family members. Because of the long
duration of some of the interviews, at the end of the piloting process,
we reduced items on the questionnaire, changed the majority of the
open-ended questions to closed ended, changed from the 16 item
Decisional Conflict Scale to a 4 item version, and used only relevant
domains of the CANHELP satisfaction questionnaire instead of the
complete questionnaire. These were: Relationship with Doctors,
Communication, Decision-making, and Role of the Family for the
patient version and Relationship with Doctors, Communication and
Decision-making, and Your Involvement for the Family member
version. For the French pilot study, which used this shorter, revised
questionnaire, the average duration of the interview including the
consenting procedure and obtaining baseline demographics was 52.8
mins (range 38.0-75.0 mins) for patients and 53.0 mins (range 35.0-
78.0 mins) for family members.

The results of the evaluation of the questionnaire are shown in table
3 (patients) and table 4 (family members), for both the English and
French pilot samples. In the general comments section of the form,
some English-speaking respondents noted that the questionnaire was
too long. Problematic concepts or words were identified and revised on
an ongoing basis. In response to the question on comprehensiveness,
no additional items related to ACP were identified. English-speaking
patients rated the burden of participating in the interview as a mean
of 2.8 (standard deviation 1.9, range 1-7) and family members as 1.9
(standard deviation 1.9, range 1.0-4.0). Using the modified version of
the questionnaire, the Research Coordinators perceived the burden
of participating in the interview as mean 1.5 (standard deviation 1.2,
range 1.0-5.0) and family members as 1.0 (standard deviation 0.0,
range 1.0-1.0).

Discussion

We went through a thorough and comprehensive process to
develop and validate a questionnaire to elicit patient and family
member perspectives on the ACP process, both pre-hospital and
during the index hospitalization. We considered that because the
development process included basing the items on published literature
and existing frameworks, consulting with experts, and piloting with
the target population, the questionnaire has face and content validity.
Based on the evaluation of the questionnaire, from the perspective of
patients, families and study personnel, it would seem that the questions
are clear, easily understood and therefore, responses will tell us what
we want to know.

Herein, we do not report the ‘results’ of the questionnaire itself.
Rather, we focus on the developmental procedures and evaluation
of the questionnaire process. We considered that we had too few
participants (27 patients and 24 family members) to state with any
degree of confidence or reliability what the answers to our questions
might be. The final version of this questionnaire is currently being
used in a multicenter study, Advance Care Planning Evaluation in
Elderly Patients: A multicenter, prospective study (the ACCEPT
Study). For more information on the questionnaire or the ACCEPT
study, we refer readers to our website, www.thecarenet.ca. We note
that this questionnaire is not a tool to promote advance care planning,

like so many other tools that have been developed. But rather, this
questionnaire is an audit tool that will answer key questions about the
quantity and quality of ACP and in-hospital medical decision making,
and the barriers to these processes.

In a qualitative study of ACP in advanced cancer, over one third
of participating patients suggested that it was “too soon” for them to

Patients
Englishn (%) Frenchn (%) p values
N 15 12
Mean Age (yrs) 70.3+10.4 82.4+38 0.005
Female 8 (53.3) 7 (58.3) 1.00
Inclusion Criteria <0.001
CHF 5(33.3) 1(8.3)
CA 7 (46.7) 1(8.3)
Cirrhosis 2(0.1) 0
COPD 0 1(8.3)
>80 1(0.1) 9(75)
Location of living 0.32
Home alone 9 (64.3) 5(41.7)
Home with spouse 5(35.7) 4 (33.3)
Home with children 0 2(16.7)
Retirement Residence 0 1(8.3)
missing 1 0
Marital Status 0.89
Married 6 (40) 6 (50)
Widowed 5(33.3) 4 (33.3)
Never married 0 0
Divorced/separated 4(26.7) 2(16.7)
Education 0.18
Elementary school or less 2(13.3) 7 (58.3)
Some high school 3 (20) 2(16.7)
High school graduate 3(20) 0
Some college 3(20) 1(8.3)
College diploma 2(13.3) 2(16.7)
Attended University 1(6.7) 0
University degree 0 0
Post graduate 1(6.7) 0
Mean # of comorbidities 3.7+17 5727 0.04
Frailty estimate 0.94
Very Fit 0 0
Well 3 (20) 2(16.7)
Managing Well 1(6.7) 2(16.7)
Vulnerable 3 (20) 4 (33.3)
Mildly Frail 3 (20) 2(16.7)
Moderately Frail 4 (26.7) 2 (16.7)
Severely Frail 1(6.7) 0
Very Severely Frail 0 0
Family Members
Englishn (%) Frenchn (%) p values
N 16 8
Mean Age (yrs) 58.8 +13.4 68.1+13.1 0.12
Female 9 (56.3) 5 (62.5) 1.00
Relationship 0.64
Spouse/partner 5(33.3) 3(37.5)
Parent 0 1(12.5)
Parent-in-law 0 0
Daughter/son 10 (66.7) 4(50)
Sister/brother 1(6.7) 0
Education 0.32
Elementary school or less 0 2 (25)
Some high school 5(33.3) 1(12.5)
High school graduate 3 (20) 1(12.5)
Some college 1(6.7) 2 (25)
College diploma 2(13.3) 1(12.5)
Attended University 3 (20) 0
University degree 1(6.7) 1(12.5)
Post graduate 1(6.7) 0
Yes they are Substitute Decision 15(93.8) 7 (87.5) 1.00

Maker

Table 2: Characteristics of Patient and Family Members.
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discuss ACP [17]. In contrast, the clinical criteria we used in this study English French?
enabled us to identify a hospitalized patient population that was willing n 16 8
to discuss ACP. In piloting this novel questionnaire, we encountered a Mean time mins 60.8+23.7 53.0+13.7
very low consent failure rate (17%) and all but 2 participants finished the General language
interview process confirming the feasibility of the evaluation process. Very Poor 0 0
Moreover, despite taking almost one hour to complete, the majority Ezi?r 8 g
of participants considered the experience as acceptable and rated their Good 2 (12.5) 3(37.5)
participation as not very burdensome. Anecdotally, the reason for the Very Good 7 (43.8) 3(37.5)
prolonged interview was that participants had many stories to tell and Excellent 7(43.8) 2(25)
concerns to share with the research nurses, prompted by the questions Clarity
Very Poor 0 0
that were asked. Poor 0 0
Fair 1(6.3) 0
We acknowledge that there are other methods to evaluate the Good 4 (35) 6 (75)
success of ACP within institutional settings. Others have examined Very Good 5(31.3) 0
hospital records or administrative databases for evidences of discussions Excellent 6 (37.5) 2(25)
and documentations of ACP or goals of care [18,19]. However, these Fit
Very Poor 0 0
Poor 0 0
English French? Fair 0 0
N 15 12 Good 4 (25) 4 (50)
Very Good 9 (56.3) 2 (25)
Mean time (minutes) 53.1+18.5 52.8+13.5 Excellent 3(18.8) 2 (25)
General language Acceptability
Very Poor 0 0 Very Poor 0 0
Poor 0 0 Poor 0 0
Fair 0 0 Fair 0 0
Good 6 (40) 8(66.7) Good 1(6.3) 5 (62.5)
Very Good 7(46.7) 4(33.3) Very Good 7(43.8) 1(12.5)
Excellent 2(13.3) 0 Excellent 8 (50) 2 (25)
Clarity Relevance
Very Poor 0 0 Very Poor 0 0
Poor 0 0 Poor 0 0
Fair 1(6.7) 0 Fair 0 0
Good 3 (20) 9 (75) Good 1(6.3) 5 (62.5)
Very Good 9 (60) 3(25) Very Good 3(18.8) 1 (12.5)
Excellent 2(13.3) 0 Excellent 12 (75) 2 (25)
Fit Psychological Burden
Very Poor 0 0 No burden 1 7 (43.8) 8 (100)
Poor 0 0 2 4 (25) 0
Fair 0 0 3 4 (25) 0
Good 6(42.9) 12 (100) 1 1(6.3) 0
Very Good 6 (42.9) 0 5 0 0
Excellent 2(14.3) 0 6 0 0
missing 1 0 7 0 0
Acceptability 8 0 0
Very Poor 0 0 9 0 0
Poor 0 0 Extreme burden 10 0 0
Fai 0 0
G?)Icrxd 4(26.7) 12 (100) Aas perceived by the Research Coordinator
Very Good 6 (40) 0 Table 4: Assessment of the Questionnaire by Family Members and Study Nurses.
Excellent 5(33.3) 0
Relevance chart audits do not provide any account from the patient or family
\éery Poor 8 8 member’s point of view on whether in fact the conversation actually
oor . . . .
Fair 0 0 occurred or any evaluation of the quality of the interaction. We also
Good 2(13.3) 12 (100) acknowledge that patients’ and family members’ perspective are not
Very Good 6 (40) 0 the only views that matter in ACP, and that doctors’, nurses’, and other
Excellent . 7(48.7) 0 health care providers’ views are also important and may illuminate
:(s)yt::ullzlec:]glczzl Burden barriers and facilitators to ACP. Accordingly, we have developed a
2 4(28.6) 9 (75) separate study to evaluate these health care professionals views on ACP
3 4 (28.6) 2(16.7) (Decision-making about goals of care for hospitalized medical patients:
g ; g; )3) 8 A multicentre, mixed-methods study [The DECIDE Study]) [20].
2(14.3) 1(8.3) The data we generate from evaluating all these perspectives (patient,
6 0 0 family member, doctor, and nurse) will most certainly inform quality
7 1(7.1) 0 improvement activities that should result in increased quantity and
S 8 8 quality of end of life communication and decision making.
En’i(;rs‘?:;e burden 10 (1) 8 This study has several limitations. We have already acknowledged

Aas perceived by the Research Nurse

Table 3: Assessment of the Study Questionnaire by Patients and Study Nurses.

the limited sample size and limited number of participating centers.
Thus our findings of the acceptability and feasibility of engaging
hospitalized patients and their family members in an evaluation of ACP
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practices may not be generalizable to other acute care settings. Whilst
we did include both English- and French-speaking respondents in
our study, we did not evaluate the questionnaire in other languages or
other settings such as primary care or long-term care settings. Finally,
we did not assess the reliability of the results in the context of this pilot
study. Future work with this questionnaire will have to establish the
acceptability and feasibility of this audit tool in these different patient
populations and practice settings.

We conclude that hospitalized patients and their family members
are willing to discuss ACP issues and participate in a questionnaire
process that evaluates the quantity and quality of ACP, from their
perspective. Notwithstanding the fact that it takes considerable time
to administer, we have developed and validated a questionnaire that
can be used, in English and in French, to ‘audit’ ACP experienced by
patients and their family members prior to and during hospitalization
in an acute care setting.
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