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Abstract

Background:Measuring performance for palliative care is complex as care is delivered in many sites, over time
and jointly to the patient and family. Measures of structural processes do not necessarily capture aspects that are
important to patients and families nor reflect holistic multidisciplinary outcomes of care. This article focuses on
the question as to whether measurement of patient-reported outcome measures improves the outcomes of
quality and access to palliative care.
Objectives: To review the international evidence thatmeasurement of indicators of desired outcomes improves the
quality of and access to palliative care, in order to apply them to the Canadian context.
Design: Rapid review.
Setting: Canadian context.
Findings: This review identified six systematic reviews and forty-seven studies that describe largely national
efforts to arrive at a consensus as to what needs to be measured to assess quality of palliative care. Patient-
reported outcome measures (PROMs) are becoming more prevalent, with emerging evidence to suggest that
their measurement improves outcomes that are important to patients. Several Canadian initiatives are in place,
including the Canadian Partnership Against Cancer’s efforts, in conjunction with other partners, to develop
common quality measures. Results from Australia’s Palliative Care Outcomes Collaborative demonstrate that
patient-centered improvements in palliative care can be measured by using patient-reported outcomes derived at
the point of care and delivered nationally.
Conclusions: Measurement of quality palliative and end-of-life care is very complex. It requires that both
administrative data and PROMs be assessed to reflect outcomes that are important to patients and families.
Australia’s national initiative is a promising exemplar for continued work in this area.
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Introduction

If we want to manage the system for improvement, then
we need to measure where things are, what is getting better,

and what is not. Measuring performance for palliative care is
complex as care is delivered at a number of sites, including the
home, clinic, hospital, long-term care facilities, and acute care.
As well, measures must capture aspects that are important to
patients and families and reflect holistic multidisciplinary
outcomes of care.1 The Institute of Medicine’s report ‘‘Cross-
ing the Quality Chasm’’ outlined the aims of the healthcare
system consistent with these aims: to deliver care that is safe,
effective, patient centered, timely, efficient, and equitable.2

Palliative Care Matters assessed those aspects that were
important to the public, including patients and their families.
The IPSOS survey showed that the majority of Canadians
thought that surveys should be conducted among family
members (84%), caregivers (82%), and patients (79%) re-
garding the care received, and 72% of Canadians agreed that
annual surveys should be conducted to measure and track
Canadians’ awareness levels of palliative care (Roulston,
this issue).

This article will:

1. Outline the components and ways of measuring
quality;
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2. The evidence that measuring patient-reported and other
outcomes improves the quality of palliative care; and

3. Canadian efforts to measure structure, process, and
outcomes related to palliative care.

Methods

A systematic identification and retrieval of articles was
conducted according to the methods outlined by Sims and
Fassbender in this issue. Articles were included if they pro-
vided evidence related to outcomes associated with palliative
care. Second, articles required that indicators were included,
regardless of the methods used to ascertain consensus. Arti-
cles that specifically addressed how, or if, measuring patient-
reported and other outcomes improved the quality of pallia-
tive care were identified. A narrative review, synthesis, and
contextualization within Canada follows.

Findings and Discussion

Measuring quality

Donabedian authored the most widely adopted framework
used to assess quality. He proposed three components as re-
quired to evaluate the quality of healthcare: structure, pro-
cess, and outcomes.3,4 These components have since been
widely adopted in the assessment of quality, although with a
preponderance of assessing the ‘‘easier’’ domains of structure
and process. Assessment of structure addresses the question
‘‘which resources are required/used,’’ including settings,
qualifications of providers, and administrative systems that
provide the service. Process evaluation addresses ‘‘how are
the resources used’’ and the components of care delivered.

Outcome evaluation answers ‘‘what have we achieved.’’ It
focuses on the change in the person’s health status (recovery,
restoration, and survival) and quality of life that can be at-
tributed to the healthcare received.4–7 Donabedian empha-
sized the need for reliable measures of structure and process
that could be linked to outcomes so that quality improve-
ments could be made. Ultimately, the outcome is the most
important as it directly affects the patient and family, assesses
the effectiveness of interventions, and encompasses the re-
sults of the whole cycle of care. Improved outcomes in
healthcare can reduce the burden of the illness on the indi-
vidual and family, and/or society.

Outcome measures

Outcome measures are used in palliative care for clinical,
audit, and research purposes.8 In clinical care, outcome
measures are used to: monitor symptom intensity, functional
status, and quality of life; aid in decision making; facili-
tate communication between team members and patients/
families; and evaluate effectiveness of treatments. Audit in-
volves setting standards for desired outcomes, monitoring
practices, and evaluating performance of individual pro-
grams, regions, and/or countries. Outcome measurement that
is critical for research sets out to demonstrate results of in-
terventions and evaluate the quality of care.

Patient and family outcomes, in particular, are often
measured by using questionnaires, which are called patient-
reported outcome measures (PROMs). A PROM allows
people to identify their baseline and changes in their health

and functional status, quality of life, symptoms, and satis-
faction with care. Studies that examined what patients and
families value most at the end of life found that these include:

� adequate pain and symptom management,
� psychosocial care,
� good communication of information,
� clear decision making,
� avoiding prolonged dying,
� preparing for death,
� dying in the preferred place,
� avoidance of aggressive care,
� sense of control,
� creating a sense of completion,
� contributing to others,
� strengthening relationships, and
� affirming the whole person.6,9,10

Outcomes also track performance at the system level and are
generally measured by using administrative data. These
outcomes include items such as: place of death (hospital or
home), number of days in an acute care hospital in the last six
months of life, and deaths in intensive care units and emer-
gency room visits in the last two weeks of life. Such measures
have value not only to individual patients, as most would like
to live and die in their own homes, but also to society through
potential resource and cost savings.

Indicators

Quality indicators are used to help measure the quality of
care and services delivered. They are well defined and
measure specific aspects of desired outcomes, processes, or
structures of care.11 They are usually described with a nu-
merator and denominator on an aggregated level such as
number or percentage of patients (e.g., 70% of patients
showed improvements).5,12 Quality indicators are effective
and quick tools for assessing service performance at indi-
vidual, program, regional, national, and international levels.
Until recently, almost all quality assessments of palliative
care focused on care structures and processes rather than
outcomes.8

The literature includes a number of systematic reviews that
identify quality indicators and measures used in palliative
care.12–17 A recent review of quality measures for palliative
care in patients with cancer conducted by Kamal et al.
identified 284 quality measures and 13 measure sets. Of
these, 35% related to physical aspects, 23% related to
structure and process, and only 4% related to spiritual and 1%
cultural aspects.

Numerous international groups have attempted to system-
atically identify and agree on quality indicators. They have:

� identified indicators or performance measures that are
relevant to hospice and palliative care;

� narrowed the list through a modified Delphi rating
process through consultation with different professional
and patient groups; and

� established consensus on a set of quality indicators
for hospice and palliative care program service
assessment.18–24

Evidence that measuring improves quality of and access to
palliative care
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Studies of routine collection of PROM in clinical practice
demonstrate strong to very strong evidence of:

� a positive effect on patient-clinician communication,25,26

� identification of unrecognized symptoms,27,28

� increased monitoring of symptoms,25

� a larger number of actions taken based on quality-of-
life data,28

� improved patient satisfaction and experience,25

� association between higher symptom scores and higher
rates of clinical action, and29

� less reports of debilitating physical symptoms at a
subsequent visit.30

A recent systematic review found that there was moderate
evidence that using PROMs and providing feedback on the
information improved psychological and emotional factors
for patients. The evidence did not show any improvement in
symptom burden or overall quality of life.28 Another review
found that interventions that focused on quality-of-life as-
sessment were moderately effective.31 Most studies, how-
ever, examined elements of the processes of care rather than
outcomes.32,33

Kamal et al. investigated the relationship between quality-
measure-based care and quality of life in a community-based
palliative care consortium to determine which components of
palliative care must be delivered consistently to achieve
improved outcomes.34 They found that measures related to
assessing emotional well-being and comprehensive symptom
screening were significantly associated with the highest
quality of life. They concluded that measuring these may
improve patient outcomes. However, because there are so
few studies, there is some uncertainty about the impact of
routinely collected PROMs on quality improvement, public
reporting, or system performance.25

In a pilot study of a quality improvement project, Aber-
nethy et al. demonstrated that an intervention and patient-
reported symptom data collected with tablet computers had a
positive effect on distress and despair for patients with ad-
vanced cancer and worsening symptoms.35 In another study,
England hospices and community palliative care teams were
able to use a set of quality indicators as a tool to help develop
plans for quality improvement and to achieve almost all of
their desired changes.36 A study by Barbera et al. found that
women with breast cancer receiving adjuvant chemotherapy
who routinely completed an Edmonton Symptom Assess-
ment System (ESAS), a measure of symptom intensity, were
less likely to present to the emergency department than those
who did not.37

Australia has a national program funded by the federal
Department of Health called the Palliative Care Outcomes
Collaborative (PCOC). The program is designed to im-
prove palliative care through an audit and feedback
quality cycle. It is helping palliative care services mea-
sure the quality of symptom control and develop national
benchmarks to understand specialized hospice and palli-
ative care service outcomes.38 Services who join the
PCOC agree to use common patient outcome measures at
the point of care.

Essential characteristics of the PCOC include:

� national service-level performance data that are derived
from the common outcome measures;

� national benchmark standards against which individual
services compare themselves;

� nationally employed staff that support palliative care
services to identify priorities for clinical and systems
change and help implement quality improvement ini-
tiatives; and

� collection of aggregated data that are analyzed and
reported back to each service every six months.

The PCOC analyzed data from January 2009 to December
2011 for eight of the routinely reported measures, including
physical, psychological, and family/carer domains. The
analysis showed there were statistically significant im-
provements in all domains of both patient- and clinician-
reported outcomes at a palliative care service level except for
pain.39 This paper, published in 2015, is the first and only one
to demonstrate that patient-centered improvements in palli-
ative care can be measured by using patient- and family-
centered outcomes derived at the point of care and tracked
nationally.

Canadian context

In 1995, the Special Senate Committee on Euthanasia and
Assisted Suicide reported that accurate statistical data re-
garding numbers of programs, institutions, number of pa-
tients, comparative costs, and other aspects of palliative care
were scarce.40 In the intervening years, strides have been
made to understand palliative and end-of-life care through
different regional, provincial/territorial, and national initia-
tives.

In 1996, Health Canada funded a pilot study to collate data
from six palliative care programs located in five cities across
Canada.41 In 2009, the Canadian Partnership Against Cancer
(CPAC) funded a project to improve palliative care pro-
grams’ electronic data sources to better understand the
characteristics of terminally ill cancer patients and their re-
source use in the final year of life. The study included non-
cancer patients as a comparator group.42

Both the 1996 and 2009 Health Canada projects used
program-level data to address structure and process ques-
tions. They found a variety of formats, software, and coding
structures with variable completeness, accuracy, and con-
sistency between the different programs.41,42 The 2009 pro-
ject found that few programs collected electronic PROMs
such as the ESAS or functional status and none collected
quality-of-life or patient/family satisfaction data.42

Currently, most provinces and territories are developing
palliative care indicators to help monitor service delivery.
Administrative data have been used to examine process and
outcome components of quality at a provincial level, in-
cluding:

� service utilization patterns43–45;
� the association between home palliative care services
and end-of-life care indicators44 and costs46; and

� to make comparisons of health service quality indica-
tors between three46 or four provinces37

At a national level, in 2013, the Canadian Institute for Health
Information (CIHI) highlighted the variation in service use
across provinces. It examined the utilization of hospital ser-
vices in the last 28 days of life by cancer patients who died in
acute care hospitals.47
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The CPACproduces an annual Cancer System Performance
Report that provides a pan-Canadian cross-section of key
performance indicators. In the 2016 report, two indicators re-
lated to palliative care were included: place of death and the
number of provinces conducting standardized screening for
distress in cancer centers, a process indicator related to
PROMs. The report indicates that there was a threefold in-
crease in the number of provinces reporting province-wide
implementation of standardized screening for distress in cancer
centers from 2007 to 2015, 2/10 and 7/10 respectively.48

The Partnership is also working with the National Pallia-
tive and End-of-Life Care Network and other partners to:

� develop common quality indicators and benchmarks;
� develop a common, systematic way to collect and re-
port on PROMs across provinces; and

� report these data from across the country.

Currently, PROMs data are only available from cancer cen-
ters. However, Accreditation Canada standards include a
recommendation that organizations administer ESAS on
admission and track performance measures for hospice and
palliative care clients,49 so data should be available to mon-
itor performance and aggregate information.

Conclusion

Measurement of quality palliative and end-of-life care is
very complex. It requires that both administrative data and
PROMs be assessed to reflect outcomes that are important to
patients and families.

Quality outcome measures, indicators, and necessary
common data elements are available and have demonstrated
value in improving outcomes and the quality of care. Al-
though there are some reports in Canada since the Senate
Committee’s observation that data were scarce, there is
currently no coordinated effort to collect common data ele-
ments at a palliative care program level.

Accreditation Canada has a standard for administration of
ESAS, a PROM regarding symptom intensity, but these data
are not collected and reported to allow for comparisons and
improvements.

The CPACs initiative to increase standardized screening
for distress for cancer patients across Canada has shown
significant growth and could be expanded to include the
noncancer palliative patient. As previously stated, CPAC is
working with the National Palliative and End-of-Life Care
Network and other partners to develop: common quality in-
dicators and benchmarks; a common, systematic way to
collect and report on PROMs across provinces and to report
these data from across the country.

Australia’s national initiative is an excellent model for
Canada to explore. It has common patient-reported outcomes,
national benchmark standards, and nationally employed staff
to support palliative care services to identify priorities for
quality improvement, coupled with collection of aggregated
data and reporting back to the individual services.
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