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Abstract

Context. Thegoalofend-of-life (EOL)communicationanddecisionmaking is to createa sharedunderstandingabout aperson’s

values and treatment preferences that will lead to aplanof care that is consistent with these values andpreferences. Improvements in

communication and decision making at the EOL have been identified as a high priority from a patient and family point of view.

Objectives. The purpose of this study was to develop quality indicators related to EOL communication and decision making.

Methods. We convened a multidisciplinary panel of experts to develop definitions, a conceptual framework of EOL

communication and decision making, and quality indicators using a modified Delphi method. We generated a list of potential

items based on literature review and input from panel members. Panel members rated the items using a seven-point Likert

scale (1 ¼ very little importance to 7 ¼ extremely important) over four rounds of review until consensus was achieved.

Results. About 24 of the 28 panel members participated in all four rounds of the Delphi process. The final list of quality

indicators comprised 34 items, divided into the four categories of our conceptual framework: Advance care planning (eight

items), Goals of care discussions (13 items), Documentation (five items), andOrganization/System aspects (eight items). Eleven

items were rated ‘‘extremely important’’ (median score). All items had amedian score of five (moderately important) or greater.

Conclusion. We have developed definitions, a conceptual framework, and quality indicators that researchers and health care

decision makers can use to evaluate and improve the quality of EOL communication and decision making. J Pain Symptom

Manage 2015;49:1070e1080.� 2015 American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction

Improvements in communication and decision
making at the end-of-life (EOL) have been identified
as a high priority from a patient and family point of
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view. The main goal of EOL communication and de-
cision making is to create a shared understanding
about a person’s values and care preferences that
will lead to a plan of care that is congruent with these
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values and preferences. In EOL situations, most pa-
tients lack the capacity to make these decisions,2 but
patients who have participated in advance care plan-
ning (ACP) are more likely to receive care that reflects
their preferences.3 ACP is associated with higher qual-
ity of life and higher satisfaction with care among pa-
tients, lower rates of depression and anxiety among
bereaved family members,3 and significantly lower
health care costs.4 Accordingly, health care organiza-
tions worldwide have established policies for ACP.5e7

To be effective, decisions made in the process of
ACP must be available when the patient has a life-
threatening illness. These plans are frequently not
available or not requested; this is a missed opportunity
to improve EOL care.8

There remain important gaps in EOL communica-
tion and decision making for sick, elderly patients
who are admitted to acute care institutions.8 The inad-
equate discussions and/or documentation of the goals
of care is an error of omission,9 and this omission often
results in more invasive care than that is desired by the
patient.8,10 Improving communication and decision
making has the potential not only to improve patient-
centered care and reduce harm but also to reduce
health care costs. Unfortunately, very few health care or-
ganizations measure the quality of EOL care in general,
and specifically, aspects of EOL communication and
decision making.11 Although much has been done to
develop quality indicators in the broad field of pallia-
tive/EOL care,12 we are unaware of any other quality in-
dicators specifically related to EOL communication and
decision making.

Quality indicators are one type of performance mea-
sure used to drive quality improvement in health
care.13,14 Quality indicators are defined as ‘‘norms,
criteria, standards and other direct qualitative and quan-
titative measures used in determining the quality of
health care’’.15 Although there has been clear progress
and measurement of performance in other areas of
health care, there is no consensus about indicators
related to EOL communication and decision mak-
ing.13,14 Accordingly, we posit that to improve EOL
communication and decision making, we must be
considerate of the following elements, namely ACP, a
communication process wherein a capable patient dis-
cusses their values, wishes and preferences with their
substitute decision maker and/or a member of the
health care team, to prepare for future decisions or in
case the patient cannot make decisions for him/herself;
and Goals of Care Discussions (GOCD), which occur be-
tween a physician, patient, and/or a substitute decision
maker in an institutionalized setting to obtain informed
consent for a plan of care; and documentation of these
discussions and plans that must be present across time
and place in the health care system. Therefore, the
aim of this study was to first develop a conceptual
framework and standardized definitions and then a list
of indicators that might be used to assess the quality of
communication and decision making at the EOL within
the acute care setting.

Methods
Panel Members
To develop quality indicators to evaluate communi-

cation and decision making at the EOL, we convened
a multidisciplinary panel of experts from Canadian
networks of health care professionals and researchers
who work in palliative or EOL care. Most of the panel
comprised individuals involved in the inpatient man-
agement of acutely ill patients, which was consistent
with the setting of where the communication and de-
cision making occurs. The sample of experts was a pur-
posive sample,16 identified by two of the authors (D. K.
H. and T. S.). Inclusion criteria for selecting panel
members were expertise in clinical health services
research and/or practice as it relates to EOL commu-
nication and decision making, ACP, or palliative care.
A letter of invitation was sent to the potential partic-

ipants clearly stating the aim of the study, the research
technique, a description of the tasks, an estimated time
of completion for each round of surveys, and the confi-
dentiality of the opinions and feedback provided by
each of the panel respondents. A total of 28 partici-
pants who responded to the research team stating
that they would like to participate in the study were
included. Ethics approval for the study was obtained
from the Research Ethics Board at Queen’s University.

Development of Definitions and a Conceptual
Framework
We developed a conceptual framework to guide the

panel review to ensure that key domains were
captured and organize the quality indicators. Concep-
tual frameworks have an important role in informing
quality measurement.17 To ensure clarity and consis-
tency in our discussions and to guide the development
and categorization of indicators, we used iterative elec-
tronic, telephone, and in-person facilitated discus-
sions among the panel members to develop standard
definitions and a conceptual framework for EOL
communication and decision making (Appendix).
All panel members were invited to participate in these
discussions; 18 panel members made up the core
group that developed the conceptual framework. To
facilitate the development of the conceptual frame-
work, a priori we defined EOL communication and
decision making as a clinical interaction, which in-
cludes discussion of death and dying as part of the
progression of illness or a potential outcome despite
treatment efforts. It is not limited to the terminal
stages of dying and includes discussions about care
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with patients who have advanced chronic diseases as
well as discussions with healthy people who are plan-
ning for care related to unexpected illnesses.
Selection of Quality Indicators
To develop the initial list of quality indicators, we re-

viewed published literature from the year 2000 to 2014
to identify clinical practice guidelines, documents
about quality indicators, and other best practice state-
ments that were directly related to EOL communica-
tion and decision making for adult patients and their
families in the community or hospital setting. We iden-
tified threemain references18e20 to inform this process.
From this literature review, we found that the Audit of
Communication, Care Planning, and Documentation
study investigators8 developed an initial set of 23 items
that they considered to be important indicators of EOL
communication and decision making.
Table 1
Demographic and Professional Characteristics of the

Delphi Panel

Characteristics n (%), N ¼ 28

Age (yrs)
30e39 10 (36)
40e49 7 (25)
50e59 6 (21)
60e69 5 (18)

Gender
Female 13 (46)

Province of residence
Alberta 4 (14)
British Columbia 5 (18)
Manitoba 1 (4)
Ontario 14 (50)
Quebec 4 (14)

Professional backgrounda

Physician 19 (68)
Researcher 15 (54)
Nurse 4 (14)
Administrator 2 (7)
Social worker 2 (7)
Other

Professor 1 (4)
Ethicist 1 (4)
Educator 1 (4)

Representative of health care sectorb n (%), N ¼ 24
Acute care 15 (63)
Primary care 0 (0)
Long-term care 3 (13)
Otherc 6 (25)

Training in palliative care n (%), N ¼ 24
10 (42)

aParticipants may be counted more than once.
bTotal is 24 and represents those participants who completed all four Delphi
rounds.
cHealth Services regional (acute, community, clinics) (1), Health Services
researcher (palliative care) (1), Geriatric rehabilitation and palliative care
(1), palliative care (2), NGO (1).
Delphi Method
Based on the initial 23 items, we used a modified Del-

phi method21,22 to refine the list of indicators. Hence,
the focus of this Delphi process was item generation to
achieve consensus on a comprehensive, clinically sensi-
ble list of items. This methodology allowed us to elicit
expert knowledge about a topic where evidence is
limited. Consensus was sought to identify items that
would measure the quality of EOL communication and
decisionmaking. To achieve this consensus, we conduct-
ed four rounds of online surveys between March 2013
and June 2013 using the web-based FluidSurveys� plat-
form (� 2015 FluidSurveys. All rights reserved. A Survey-
Monkeyproduct.).We initially planned to conduct three
rounds of surveys. However, at the end of three rounds,
we had not yet achieved consensus and stability of the re-
sults. Hence, we added a fourth round. In each round,
respondents rated the importance of each item using a
seven-point Likert scale ranging from 1 ¼ very little
importance to7¼ extremely important. In thefirst three
rounds, we also included an open-ended question,
asking panel members to list any additional important
items that were not included in the previous list.

Starting with the second round, participants pro-
vided feedback on the results of the previous round
(simplifying and clarifying), suggested new items, and
repeated their rating of the importance of each item,
including the new items. Each round aimed to further
refine the list of items by deleting those considered
less important and adding new items that were consid-
ered to be more important. We used our conceptual
framework to separate the final set of items into four
categories: the three components of EOL communica-
tion and decision making (ACP, decisions about goals
of care and consent for medical treatments, documen-
tation of the output of the discussions), and health care
system issues (see Appendix for detailed definitions).
Conference calls were held at the end of the third
and fourth rounds to determine clarity of items, to
get consensus on items to delete, and to revise the con-
ceptual framework developed as part of this study. A
final report examining the study’s major findings was
distributed to the expert panel and their feedback was
sought during the final conference call of the study.

Statistical Analysis
The analysis was descriptive. For each item, we deter-

mined the mean and standard deviation, and median
and interquartile range of the ratings of importance.
Items were then ranked within each of the four cate-
gories and overall by the median. Where the medians
were the same, to achieve greater separation, we used
the item means to further rank the items.
Results
The initial panel comprised 28 participants, primar-

ily physicians (68%) and researchers (54%) (Table 1).
Of these, 24 participated in all rounds of the Delphi
process.



Fig. 1. Conceptual framework for improving end-of-life (EOL) communication and decision-making. The figure is intention-
ally not linear (Advance Care Planning [ACP] leading to Decisions about Goals of Care or Consent for Treatment leading to
Documentation) as sometimes it is the requirement to fill out a form that initiates the conversation. The arrows are meant to
communicate that an ACP process results in an ACP document that should be used to inform decisions about treatment op-
tions at the EOL (consenting to a treatment plan), which again, feeds back into documentation. Furthermore, within this
cycle of EOL communication, with onset of illness or changing clinical conditions, discussions around goals of care may
further influence ACP documents. The communication and decision-making processes are supported by institutional policy
and procedures (structures). The ultimate goal is to ensure medically appropriate care received at the EOL is consistent with
patient values and preferences (outcomes). MOST ¼Medical Orders for the Scope of Treatments; POLST ¼ Physician Orders
for Life-Sustaining Treatment. Developed by the Canadian Researchers at the End of Life Network (www.thecarenet.ca).
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Relationship Between Conceptual Framework and
Quality Indicators

Within this conceptual framework, the three compo-
nents of EOL communication and decision making
occur along a continuum, between community and insti-
tutional settings. We assumed that ACP would be con-
ducted primarily, but not exclusively, in the community
setting and that GOCD would occur primarily in institu-
tional settings. It was expected that support for these
communication processes, decisions, and documenta-
tion would be provided by structures within the health
care system. To facilitate process improvement in EOL
care, we focused on process measures related to the first
three categories of our conceptual framework.
Quality Indicators
The second round of the survey included 11 new

items suggested by panel members during round
one, plus the initial set of 23 items (total of 34 items).
After the fourth round, there was consensus to
include 34 items, which were then divided into the
four categories of our conceptual framework
(Fig. 1): ACP, eight items; GOCD, 13 items; Documen-
tation, five items; and Organization/System, eight
items (Table 2).
Eleven items had a median importance score of

seven (extremely important). All items had a median
importance score of five (moderately important) or
greater. There was a narrow spread of median

http://www.thecarenet.ca


Table 2
List of Quality Indicators

1. ACP Category

Indicator
Ranking in ACP

Category
Overall
Ranking Mean (SD) Median (IQR)

Before hospitalization, the patient discussed his/her preferences for using or not using life-sustaining
treatments with their substitute decision maker (SDM).

1 7 6.58 (.72) 7.0 (6.0e7.0)

Before hospitalization, the doctor talked to the patient and/or a family member about a poor prognosis
or indicated in some way that the patient has a limited time left to live.

2 8 6.54 (.59) 7.0 (6.0e7.0)

Before hospitalization, the patient and/or a family member discussed their preferences for using or not
using medically appropriate life-sustaining treatments with their family doctor or other doctor.

3 14 6.25 (.90) 6.5 (6.0e7.0)

Before hospitalization, the patient discussed his/her preferences for using or not using medically
appropriate life-sustaining treatments with other family members.

4 18 6.17 (.92) 6.0 (6.0e7.0)

The patient has formally designated, in writing, someone who they trust to be their SDM concerning
medical treatment decisions in the event they are not able to do so (using appropriate legal
documentation depending on jurisdiction). In case of power of attorney, it should be related to
health care.

5 23 6.04 (.86) 6.0 (5.0e7.0)

Before hospitalization, a member of the health care team offered to arrange a time when the patient
and his/her family could meet with the doctor to discuss the use of medically appropriate life-
sustaining treatments they would want, or not want, in the event the patient’s physical health
deteriorates.

6 24 6.00 (1.02) 6.0 (5.0e7.0)

The patient has an advance directive or living will or has indicated in some other way (verbal, video, and
so on) the medical treatments they would want (or not want) in the event they are unable to
communicate for themselves as a result of a life-threatening health problem.

7 27 5.88 (.90) 6.0 (5.0e6.5)

Before hospitalization, the patient and/or a family member discussed their preferences for using or not
using medically appropriate life-sustaining treatments with other health care professionals (i.e.,
nurse, social worker, and spiritual carer).

8 34 4.83 (1.13) 5.0 (4.0e6.0)

2. Goals of care/scope of treatment discussion category

Indicator
Ranking in Goals
of Care Category

Overall
Ranking Mean (SD) Median (IQR)

Since admission, a member of the health care team has talked to the patient and/or SDM about a poor
prognosis or indicated in some way that the patient has a limited time left to live.

1 1 6.75 (.44) 7.0 (6.5e7.0)

Since admission, a member of the health care team has talked to the patient and/or SDM about the
outcomes, benefits, and burdens (or risks) of life-sustaining medical treatments.

2 4 6.63 (.65) 7.0 (6.0e7.0)

Since admission, a member of the health care team has talked to the patient and/or substitute decision
maker about outcomes, benefits, and burdens of focusing on comfort care as the goal of the patient’s
treatment (e.g., palliative care or treating symptoms like pain without trying to cure or control their
underlying illness).

2 4 6.63 (.65) 7.0 (6.0e7.0)

Since the patient’s admission, a member of the health care team has offered to arrange a time when the
patient/SDM and/or their family can meet with the doctor to discuss the treatment options and
plans.

4 6 6.58 (.58) 7.0 (6.0e7.0)

Since the patient’s admission, a member of the health care team has asked if the patient (or SDM if
patient is incapable) had prior discussions or has written documents about the use of life-sustaining
treatments.

5 10 6.50 (.72) 7.0 (6.0e7.0)

Since the patient’s admission, a member of the health care team has asked the patient/SDM and/or
their family what is important to them as they consider health care decisions at this stage of the
patient’s life (i.e., values, spiritual beliefs, and other practices).

6 11 6.29 (.86) 6.5 (6.0e7.0)

Since admission, a member of the health care team has given the patient the opportunity to express
their fears or discuss what concerns them.

6 13 6.29 (.81) 6.0 (6.0e7.0)
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Since admission, a member of the health care team has asked the patient and/or their family if they had
any questions or needed things clarified regarding the patient’s overall goals of care.

8 14 6.25 (.90) 6.5 (6.0e7.0)

Since admission, a member of the health care team has asked the patient what treatments they prefer to
have or not have if they develop a life-threatening illness.

9 16 6.21 (1.02) 7.0 (5.5e7.0)

Since admission, the patient has been informed that they may change their minds regarding their
decisions around goals of care.

10 26 5.92 (1.02) 6.0 (5.0e7.0)

Since admission, the patient and family have been offered an opportunity to discuss with members of
the health care team issues around capacity and consent with regard to advance care planning (ACP);
specifically what actions would take place in the possible event of losing capacity to consent to care.

11 29 5.71 (.95) 6.0 (5.0e6.0)

Since admission, the patient and family have been offered support from the allied health care team
(e.g., spiritual care, social work, and clinical nurse specialist) as needed.

12 30 5.63 (1.10) 6.0 (5.0e6.5)

Since admission, a member of the health care team provided the patient and/or their family with
information about GOCD to look at before conversations with the doctor.

13 32 5.42 (1.38) 6.0 (5.0e6.0)

3. Documentation category

Indicator
Ranking in Documentation

Category
Overall
Ranking Mean (SD) Median (IQR)

Documentation of a Goals of Care is present in the medical record. 1 2 6.71 (.55) 7.0 (6.5e7.0)
The Goals of Care present in the medical record is consistent with the patient’s stated preferences. 1 3 6.71 (1.08) 7.0 (7.0e7.0)
If the hospital uses a standardized folder or other strategy to locate ACP/Goals of Care documents in
the medical record, these are present in the medical record.

3 9 6.54 (.66) 7.0 (6.0e7.0)

Documentation of the outcomes of ACP conversations (including any prior expressed wishes, diaries,
and power of attorney documents) is present in the patient’s medical record.

4 18 6.17 (1.05) 6.5 (6.0e7.0)

Since admission, a member of the health care team has helped the patient and/or their family access
legal documents to communicate the patient’s ACPs.

5 33 5.17 (1.13) 5.0 (5.0e6.0)

4. Organizational/System Category

Indicator
Ranking in Organizational

Category
Ranking in
Total Score Mean (SD) Median (IQR)

A mechanism is in place to enable access to the most current ACP/GOCD documents with the patient
in other settings within the health care system (i.e., electronic medical record and paper files).

1 12 6.29 (.69) 6.0 (6.0e7.0)

Institution uses a standardized folder or other strategy to locate ACP/Goals of Care documents in the
medical record.

2 16 6.21 (.88) 6.0 (6.0e7.0)

The Institution ensures that clinical staff has access to the necessary professional development resources
to ensure ACP facilitation skills can be attained or maintained.

3 20 6.13 (.74) 6.0 (6.0e7.0)

The Institution has documented ACP policies and/or procedures. 4 21 6.08 (.83) 6.0 (6.0e7.0)
The Institution has policies and procedures in place so that ‘‘high-risk’’ (as defined by the institution)
patients participate in ACP/GOCD processes.

5 22 6.08 (.93) 6.0 (5.0e7.0)

The Institution has a continuous quality improvement initiative that audits and provides feedback to
teams on specific ACP elements outlined in previous items.

6 25 5.96 (.95) 6.0 (5.0e7.0)

Institution management evaluates ACP knowledge and skills amongst relevant staff. 7 28 5.75 (.85) 6.0 (5.0e6.0)
The Institution has a process in place whereby patients with a specific disease, such as advanced chronic
obstructive pulmonary disease, cancer, neurological disease, or heart failure are offered disease-
specific advance directives.

8 31 5.46 (1.22) 6.0 (5.0e6.0)

GOCD = Goals of Care Discussion.
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importance scores between the overall highest and
lowest rated indicators as well as those within each
subgroup.

The highest rated indicator overall was ‘‘Since
admission, a member of the health care team has
talked to the patient and/or substitute decision maker
about a poor prognosis or indicated in some way that
the patient has a limited time left to live (from the
GOCD domain, mean score 6.75).’’ The top rated in-
dicators in each category were:

1. ACPdBefore hospitalization, the patient dis-
cussed his/her preferences for using or not using
life-sustaining treatments with their substitute de-
cision maker.

2. GOCDdSince admission, a member of the
health care team has talked to the patient and/
or substitute decision maker about a poor prog-
nosis or indicated in some way that the patient
has a limited time left to live.

3. Documentation (two indicators tied for first
rank) - Documentation of a GOCD is present in
the medical record; and the goals of care present
in the medical record are consistent with the pa-
tient’s stated preferences.

4. Organizational/systemdA mechanism is in place
to enable access to the most current ACP/GOCD
documents with the patient in other settings
within the health care system (i.e., electronic
medical record and paper files).

The two lowest rated indicators, with median scores
of 5.0, were:

1. ACPdBefore hospitalization, the patient and/or
a family member discussed their preferences for
using or not using medically appropriate life-
sustaining treatments with other health care pro-
fessionals (i.e., nurse, social worker, or spiritual
care; median score of 5.0 [4.0e6.0]).

2. DocumentationdSince admission, a member of
the health care team has helped the patient
and/or their family access legal documents to
communicate the patient’s ACPs (median score
of 5.0 [5.0e6.0]).

Discussion
Improving EOL communication and decision mak-

ing are high priorities from the perspectives of patients
and their families,1 and experts in palliative and EOL
care.23 We cannot begin to improve these processes un-
til we have some measures of success. Accordingly, we
convened a panel of experts to develop definitions, a
conceptual framework, and a list of indicators to mea-
sure the quality of EOL communication and decision
making. Because EOL communication takes place
mostly in times of crisis or transition, such as hospital
admission,24 we focused on processes that occur or
could be measured on admission to acute care settings.
Our conceptual framework illustrates the inter-
relationships among ACP, GOCD, documentation,
and the health care system that supports these pro-
cesses. The 34 quality indicators identified through
our modified Delphi process mapped onto each of
these four categories. It is notable that our expert panel
considered a large number of items to be extremely
important, with very little spread in importance scores
for the items overall or within domains. This ceiling ef-
fect makes it difficult to assess the relative importance
of each quality indicator.
Our conceptual framework complements that pub-

lished by Stewart et al.25 The framework of Stewart
et al25 describes the inter-relationships between
patients, processes of care, structures of care, and out-
comes of care at the EOL. Outcomes of care (e.g.,
quality of life, quality of dying, and satisfaction with
care) are seen as functions of patient-specific variables
at the EOL (clinical status, social supports, and so on),
the processes of care patients undergo (such as the
communication and decision-making process), and
the structures in which these processes occur (build-
ings, health care professionals, support services, and
so on). Complementing Stewart et al, our conceptual
framework highlights specific elements of structure,
processes, and outcomes of care related to EOL
communication and decision making. Intrinsic to
our conceptual framework is a set of definitions that
ensure a common language for all stakeholders
involved in improving EOL communication and deci-
sion making. The applicability or generalizability of
these definitions and the conceptual framework to
all clinical settings remains an open question.
Our study is the first of many steps in developing a

robust set of validated quality indicators that will ulti-
mately help guide quality measurement in the area
of communication and EOL care. The contribution
of the present study is to highlight the key process
measures associated with care at the EOL that focus
on patients’ values and preferences. The comprehen-
sive list of items that we have developed will require
validation in subsequent research to assess the relative
importance of each item. Indeed, we suspect that our
current list may be too long for routine clinical or
administrative use. Further item reduction should
come from studies within specific sectors (acute,
long-term, or primary care) or by specific stakeholders
(patients, decision makers, or clinicians). For each of
these settings and for each of these stakeholders,
different items may be of varying levels of importance.
There are a number of important next steps in the

process of validation of this scoring system. This
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would include a survey to test face validity across a
wider group of stakeholders (patients, their families,
and health care providers across settings). For those
indicators that do have face validity, the next step
would be to develop criteria (i.e., target population,
numerator, denominator, threshold, risk adjustment
strategy, and so on) and measure construct and crite-
rion validity and reliability so that they can be opera-
tionalized as performance measures to actually
measure care. Specifically, criterion validity needs to
be established and can be done by demonstrating a
relationship between the quality indicators and
patient-reported experience measures such as those
previously developed in the validated Canadian
Health Care Evaluation Project (CANHELP) instru-
ment.1,26 Ultimately, it will be important to determine
whether measuring these quality indicators facilitates
improvements in patient-centered EOL care.
Although further research is needed, there is evi-
dence that interventions designed to improve commu-
nication and decision making can be effective in
improving patient-centered outcomes.27

Our study has several strengths. First, we used an
explicit literature search to inform the initial selection
of items for the scoring system. Second, we used a Del-
phi process and explicit scoring of importance. Third,
our team included both clinicians and researchers to
refine the items that were ultimately selected. There-
fore, the final list of indicators has both face and con-
tent validity. Further validation of these quality
indicators would include comparison with other forms
of patient-reported experience measures (the CAN-
HELP satisfaction instrument26) or health care pro-
vider assessments of EOL care (such as the Quality
of Death and Dying score28). These indicators and
future scoring systems derived from them may provide
important metrics for health care organizations to use
as quality indicators for both ACP and goals of care de-
cision making and related documentation. Ultimately,
the use of these indicators should be shown to be asso-
ciated with improved decision making that leads pa-
tients to receive care consistent with their values and
preferences.

Our study also has a number of limitations.
Although our rating system allowed us to rank items
based on degree of importance, these final rankings
reflected the composition of the group participating
in the Delphi process. As most participants were phy-
sicians who work in acute care environments
(Table 1), the rankings could be biased toward pro-
cesses that occur in hospital, rather than in the com-
munity. Furthermore, the narrow spread of
importance scores precluded an understanding of
the relative importance of different items.
Conclusions
We have used best available evidence and a rigorous

process to develop definitions, a conceptual frame-
work, and a comprehensive list of quality indicators
for evaluation of the quality of ACP, GOCD, documen-
tation, and system supports for EOL care. Measure-
ment of these indicators may inform initiatives to
enhance the quality of EOL care. Further work will
be needed to identify practical and contextualized
criteria to assess the quality of EOL care processes
within different sectors and stakeholder groups.
Disclosures and Acknowledgments
This research received no specific grant from any

funding agency in the public, commercial, or not-
for-profit sectors.
The authors specifically would like to acknowledge

the following individuals who participated in the Del-
phi process: Peter Dodek, Tasnim Sinuff, Michael
Hartwick, James Downar, John MacDonald, Jeff Myers,
Jessica Simon, Doris Barwich, Aynharan Sinnarajah,
Chris Frank, Chris Klinger, Kevin Willison, Amanda
Roze des Ordons, Alexis Turgeon, Jennifer Krywor-
uchko, Robert Sibbald, Carolyn Tayler, Cari Hoff-
mann, Amane Abdul-Razzak, Deborah Cook, Fiona
Crow, Gina Bravo, John You, Lori-Lynn Rietze, Louise
Hanvey, Mary Lou Kelley, Patricia Rodney, Rick Sa-
watzky, St�ephane P. Ahern, and Daren K. Heyland.
References

1. Heyland DK, Cook D, Rocker G, et al. Defining priorities
to improve end of life care in Canada. CMAJ 2010;182:
E747eE752.

2. Silveira MJ, Kim S, Langa KM. Advance directives and
outcomes of surrogate decision-making before death.
N Engl J Med 2010;362:1211e1218.

3. Detering KM, Hancock AD, Reade MC, et al. The impact
of advance care planning on end of life care in elderly pa-
tients: randomised controlled trial. BMJ 2010;340:c1345.

4. Zhang B, Wright AA, Huskamp HA, et al. Health care
costs in the last week of life. Arch Intern Med 2009;169:
480e488.

5. Accreditation Canada. Hospice, palliative care and end
of life services. Ottawa, ON: Accreditation Canada, 2010:23.

6. National Institute for Health and Care Excellence. Qual-
ity standard for end of life care for adults. Available at:
http://publications.nice.org.uk/quality-standard-for-end-of-
life-care-for-adults-qs13. Accessed November 17, 2011.

7. Advance Care Planning, Australia. Respecting patient
choices. Available at: http://www.respectingpatientchoices.
org.au. Accessed November 17, 2011.

http://refhub.elsevier.com/S0885-3924(15)00044-5/sref1
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref1
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref1
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref2
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref2
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref2
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref3
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref3
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref3
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref4
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref4
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref4
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref5
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref5
http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13
http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13
http://www.respectingpatientchoices.org.au
http://www.respectingpatientchoices.org.au


1078 Vol. 49 No. 6 June 2015Sinuff et al.
8. Heyland DK, Barwich D, Pichora D, et al. Failure to
engage hospitalized elderly patients and their families in
advance care planning. JAMA Intern Med 2013;173:
778e787.

9. Allison TA, Sudore RL. Disregard of patients’ prefer-
ences is a medical error: comment on ‘‘failure to engage hos-
pitalized elderly patients and their families in advance care
planning.’’ JAMA Intern Med 2013;173:787.

10. Wright AA, Zhang B, Ray A, et al. Associations between
end-of-life discussions, patient mental health, medical care
near death, and caregiver bereavement adjustment. JAMA
2008;300:1665e1673.

11. Weiss A, Downar J. Ontario hospitals are not using palli-
ative care performance indicators in their balanced score-
cards. J Pain Symptom Manage 2013;46:e1ee5.

12. De Roo ML, Leemans K, Claessen S, et al. on behalf of
EURO IMPACT. Quality indicators for palliative care: update
of a systematic review. J Pain Symptom Manage 2013;46:
556e572.

13. Stelfox HT, Straus S. Measuring quality of care: consid-
ering measurement frameworks and needs assessment to
guide quality indicator development. J Clin Epidemiol
2013;66:1320e1327.

14. Stelfox HT, Straus SE. Measuring quality of care: consid-
ering conceptual approaches to quality indicator develop-
ment and evaluation. J Clin Epidemiol 2013;66:1328e1337.

15. U.S. National Library of Medicine. Medical subject
headings, quality indicators, health care. Bethesda, MD: Na-
tional Institutes of Health, 2012. Available at: http://www.
nlm.nih.gov/mesh/MBrowser.html. Accessed June 19, 2014.

16. Kuzel AJ. Sampling in qualitative inquiry. In: Crabtree B,
Miller W, eds. Doing qualitative research, 2nd ed. Thousand
Oaks, CA: Sage Publications, 1999:33e45.

17. McGlynn EA, Adams JL. What makes a good quality
measure? JAMA 2014;31:15117e15118.

18. Royal College of Physicians, National Council for Pallia-
tive Care, British Society of Rehabilitation Medicine, British
Geriatrics Society, Alzheimer’s Society, Royal College of
Nursing, Royal College of Psychiatrists, Help the Aged, Royal
College of General PractitionersIn: Advance care planning.
Concise guidance to good practice series, Vol 12. London:
Royal College of Physicians, 2009.

19. Harle I, Johnston J, Mackay J, et al. Advance care plan-
ning with cancer patients: Evidentiary base. A quality initia-
tive of the program in evidence-based care (PEBC).
Toronto, ON: Cancer Care Ontario, 2008.

20. Clayton J, Hancock KM, Butow PN, et al. Clinical prac-
tice guidelines for communicating prognosis and end-of-
life issues with adults in the advanced stages of a life-
limiting illness, and their caregivers. Med J Aust 2007;186:
S77eS106.

21. Campbell SJ, Braspenning J, Hutchinson A, et al.
Improving the quality of healthcare. Research methods
used in developing and applying quality indicators in pri-
mary care. BMJ 2003;326:816e819.

22. Jones J, Hunter D. Consensus methods for medical and
health services research. BMJ 1995;311:376e380.

23. Hanson LC, Winzelberg G. Research priorities for geri-
atric palliative care: goals, values, and preferences. J Palliat
Med 2013;16:1175e1179.

24. Mack JW, Cronin A, Taback N, et al. End-of-life care dis-
cussions among patients with advanced cancer: a cohort
study. Ann Intern Med 2012;156:204e210.

25. Stewart AL, Teno J, Patrick DL, et al. The concept of
quality of life of dying persons in the context of health
care. J Pain Symptom Manage 1999;17:93e108.

26. Heyland DK, Cook D, Rocker G, et al. The development
and validation of a novel questionnaire to measure patient
and family satisfaction with end of life care: the Canadian
Health Care Evaluation Project (CANHELP) Questionnaire.
Palliat Med 2010;24:682e695.

27. Fawole OA, Dy SM, Wilson RF, et al. A systematic review
of communication quality improvement interventions for
patients with advanced and serious illness. J Gen Intern
Med 2013;28:570e577.

28. Patrick DL, Engelberg RA, Curtis JR. Evaluating the
quality of dying and death. J Pain Symptom Manage 2001;
22:717e726.

http://refhub.elsevier.com/S0885-3924(15)00044-5/sref8
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref8
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref8
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref8
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref9
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref9
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref9
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref9
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref10
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref10
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref10
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref10
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref11
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref11
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref11
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref12
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref12
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref12
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref12
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref13
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref13
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref13
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref13
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref14
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref14
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref14
http://www.nlm.nih.gov/mesh/MBrowser.html
http://www.nlm.nih.gov/mesh/MBrowser.html
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref16
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref16
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref16
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref17
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref17
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref18
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref19
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref19
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref19
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref19
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref20
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref20
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref20
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref20
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref20
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref21
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref21
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref21
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref21
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref22
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref22
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref23
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref23
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref23
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref24
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref24
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref24
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref25
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref25
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref25
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref26
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref26
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref26
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref26
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref26
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref27
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref27
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref27
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref27
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref28
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref28
http://refhub.elsevier.com/S0885-3924(15)00044-5/sref28


Vol. 49 No. 6 June 2015 1079Quality Indicators in EOL Communication and Decision Making
Appendix
Definitions for End-of-Life Communication and Decision Making

We define end-of-life (EOL) communication and decision making as a clinical interaction, which includes dis-
cussion of death and dying (e.g., as part of progression of illness or a potential outcome of treatment). It is not
limited to the terminal stages of dying and includes discussions about care with patients who have advanced
chronic disease as well as discussions with healthy people who are planning for care related to unexpected ill-
nesses. The EOL communication and decision making comprises the following process steps or elements: 1)
Advance care planning (ACP); 2) Goals of care discussions and related decisions; and 3) Documentation of these
discussions and decisions/plans.
1 Advance Care Planning
Definitions
The ACP is a communication process wherein people plan for a time when they cannot make decisions for

themselves. It includes reflection, deliberation, and determination of a person’s values and wishes or preferences
for treatments at the end-of-life. By values, we mean an expression of a person’s overarching philosophies or pri-
orities in life. Wishes and preferences are used interchangeably and refer to specific preferred options for treat-
ments or health states. These expressions are generally made outside of the clinical context and are not to be
misconstrued as a medical decision; a medical decision requires consideration as to whether the wishes and pref-
erences are clinically indicated. The ACP includes communication among an individual, their loved ones, future
substitute decision maker(s), and health care provider(s) about these values and wishes. It may result in the
naming of a person to make decisions for the patient, should they become incapable, and the specification of
treatments they do or do not want at the end-of-life. It may also result in a written expression of wishes and pref-
erences (advance care plans), although verbal or other expressions are also useful.

Context
In some provinces, this process may lead to the option of a written instructional directive or living will (specific

instructions for treatments to be used or not used, or choices for future medical care), whereas these documents
do not have legal standing in many other provinces and have limited clinical utility. The ACP should occur prin-
cipally in home and community settings with everyone but especially among those who have advanced medical
illness and their families and/or substitute decision makers.
2 Decisions about Goals of Care and Consent for Medical Treatments
Definition

This is also a communication process but is different from ACP as it usually occurs in an institutionalized
setting, follows a prescribed communication process according to local laws or health care acts governing
informed consent, and results in (a) medical decision(s). This process involves a competent patient or, if inca-
pable, with a substitute decision maker as legally prescribed (possibly the person nominated in the ACP).
When dealing with substitute decision makers and making decisions about the patient’s medical treatment,
consideration needs to be given as to how the patient’s prior expressed wishes or directives apply to the current
situation and/or are ‘‘clinically indicated.’’

Elements of this decision-making encounter include:

- Understanding of the illness (including curable, incurable, and chronic illnesses), including trajectory and prognosis, and
potential outcomes of treatment options (including quality of life) from the perspectives of the patient, the family
(including the surrogate decision maker), and the health care team.

- Expression of the person’s values and what has meaning for him/her, and the goals of care identified in the current context
of care.

- Fears the person may have, including concerns about the disease trajectory and, ultimately, the dying process.
- Disease and/or symptom thresholds that may inform when to change goals of care.
- Understanding how the person and/or their surrogate decision maker prefer to make decisions (their desired role).
- Recommendations by healthcare team members regarding the potential benefit and harm of life-sustaining treatments
given the patient’s clinical situation and their values and wishes for care.

- Ensuring that medical decisions regarding care are clinically indicated, made and aligned with the patient’s goals for their
care, and adequately translated into care plans and medical orders.

- Obtaining consent to provide treatment or to withhold treatment (should include discussions on resuscitative measures,
options for care without resuscitative measures, and care focused on comfort and support for the family).
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These conversations are enacted through a physician order for scope of treatment (including use or non-use of
life-sustaining treatments) that may guide current management (e.g., primary focus on comfort measures) or
future management (e.g., use of cardiopulmonary resuscitation in the event of cardiac arrest). These orders
should specify both interventions that are not going to be done (i.e., this patient is not for resuscitation) and
interventions that are to be done (i.e., provide support for family).

3 Documentation of the Output of the Discussion and Decision
Various documents such as Physician Orders for Life-Sustaining Treatments, Medical Orders for the Scope of

Treatments, Goals of Care Designations, or other ‘‘levels of care’’ forms are used to document medical orders.
Henceforth, we will use Goals of Care Documents to refer to all documents that capture the medical orders re-
sulting from previous ACP and discussions about goals of care and consent for medical treatment as described
previously. Other forms used to document patients’ wishes, for example, ‘‘advance care plans’’ or ‘‘advance direc-
tives’’ or ‘‘living wills,’’ are not medical orders although are important documents to include in this section.
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