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Abstract: The aim of this scoping review is to give an overview and appraisal of the development of
outcome measurement throughout time and its present importance to healthcare and specifically to
palliative care clinical practice. It is based on a search and search results of a published systematic review
on implementing patient reported outcome measures in palliative care clinical practice. Medline, PsycInfo,
Cumulative Index to Nursing and Allied Health Literature, Embase and British Nursing Index were
systematically searched from 1985. Hand searching of reference lists for all included articles and relevant
review articles was performed. A total of 3,863 articles were screened. Sixty were included in this scoping
review. Outcome measurement has a long history in health care and some of the strongest advocates were
Florence Nightingale for using patient outcomes besides mortality rates, Codman for the “end result idea”
of evaluating the patient status one year after orthopaedic surgery, and Donabedian for taking Codman’s
work further and developing the structure-process-outcome model. The contribution of patient-centred
outcome measurement is vast and paramount in education, audit and as an informative tool for healthcare
professionals and decision makers. It is possible to collect these data nationwide which would then allow for
cross country comparisons, as well as, economic evaluations in palliative care interventions to contribute to

appropriate resource allocation.
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Introduction

“Measurement is an abstraction. It involves developing a set of
rules to assign numbers to represent a concept.” (p. 8) (1). An
individual concept can be deconstructed in ordered levels,
usually represented by numerical values, which constitutes
a system. This system is the commonality which allows for
communicating and understanding about that concept. It is
then possible to represent quantities of a trait, an attribute

or a state and classify subjects against a standardised scale
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which will aid in the interpretation and meaning of that
quantity. To measure a concept, one must define it and
deconstruct it in its several components to build an outcome
measure (2).

Depending on the field of inquiry, outcome measurement
is defined in different ways. A broad definition would be: “to
determine and evaluate results of an action, or program and
their comparison with the intended or projected results” (3).
However, to understand an outcome and give it meaning,
one needs to measure it and consider its context. Choosing
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which outcomes to measure and why will first depend on
the field of use. In health, an outcome is “the change in a
patient’s current and future bealth status that can be attributed to
preceding healthcare” (4).

In an era of evidence-based medicine, measurement is a
fundamental aspect of medical research and clinical practice:
it makes diagnosis, prognosis and evaluation of interventions
possible (5). Hence, the rigor of the methodological steps
regarding measurement properties, the correct use of the
measure, and the interpretation of results are paramount
because these will influence the quality of care provided
to patients (5). Choosing the correct measure requires
taking the purpose of measuring into consideration, the
population under study, the context and defining what will
be measured. Moreover, the measure should be culturally
adapted and validated for the targeted population.

Since Dame Cicely Saunders introduced, on the palliative
care arena, the concept of holistic care for the dying
patient and the concept of “total pain”, it became clear
that patient-centred care, which takes into account all that
it is considered to be important by the individual, is the
appropriate care to be delivered to this population (6). This
includes understanding and respecting individual and cultural
preferences and belief systems about treatments and death
for each individual patient. Palliative care strives toward
providing holistic support by assessing all multidimensional
aspects of the patient whilst addressing diagnosis, prognosis
and the complexity of problems that arise during the disease
trajectory (7-10). Cultural values, beliefs, needs and individual
preferences of each patient should, ideally, be considered in a
joint clinical decision-making process (11).

Methods

Scoping reviews are a relatively new approach for
synthesizing research evidence and lack a definitive
methodology internationally accepted (12,13). Based on
recommendations by Levac et al. (14), whose work is built
on the framework developed by Arksey and O’Malley (12),
we present the following five key phases: (I) identifying
the research question; (II) identifying relevant studies; (III)
study selection; (IV) charting the data; and (V) collating,
summarizing, and reporting the results. The optional final
step, “consultation exercise”, was not performed. For steps
4 and 5 we present the data according to the following
headings: “Outcome measurement in health care: historical
development” and headings based on the User’s Guide for
Implementing Patient-Reported Outcomes Assessment in
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Clinical Practice (15) proposed by The International Society
for Quality of Life Research (ISOQOL): (I) identifying
the goals for collecting patient reported outcome measures
(PROMs) in clinical practice; (II) selecting the patients,
setting, and timing of assessments; (III) determining
which questionnaire(s) to use; (IV) choosing a mode for
administering the questionnaire; (V) designing processes
for reporting results and identifying aids to facilitate score
interpretation; (VI) developing strategies for responding to
issues identified by the questionnaires; and (VII) evaluating
the impact of the PRO intervention on the practice.

Identifying the research question

This review was guided by the question “What are the
issues to be considered and the decisions to be made when
using outcome measurement in palliative care clinical
practice?”.

Identifying relevant studies and study selection

This scoping review is based on a search and search results
of a published systematic review on implementing PROMs
in palliative care clinical practice (16). Medline, Psyclnfo,
Cumulative Index to Nursing and Allied Health Literature,
Embase and British Nursing Index were systematically
searched from 1985. Hand searching of reference lists for all
included articles and relevant review articles was performed.
A total of 3,863 articles were screened. Sixty were included
in this scoping review.

Charting the data and collating, summarizing, and
reporting the results

Outcome measurement in health care: historical
development

Outcome measurement has a long history in health care,
especially using mortality to assess outcomes. One of the
early examples of routine collection of mortality rates goes
back to 1532 when Henry VII began gathering weekly “Bills
of Mortality” due to epidemic plague-related deaths (17).In
1754 the first trial was conducted for the treatment of scurvy
in British sailors, by Lind (18,19). Lind studied 12 scurvy
sailors by observing putrefaction of gums, spots, weakness
of knees and overall health condition. He gave six different
treatments to 6 pairs of sailors and observed that within
6 days the oranges and lemon group had returned to being
fit and healthy. The other groups did not have any major
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changes (20). By recording and learning from outcomes
it was then possible to make recommendations for dietary
modifications, although the British Navy took almost
50 years to implement the recommended intervention
(dietary modification) (19).

In the 19" century Florence Nightingale developed a
routine clinical outcomes system during the Crimean war in
1854 to study, and try to reduce, the number of deaths. She
collected data on cause of death and showed the association
between sanitary conditions and mortality rates: wounded
soldiers were not dying solely due to actual injuries they
had sustained in the battle field but rather due to insanitary
conditions in the hospital they were being cared for (21).
By 1856, after several improvements to the hospitals and
the care provided, mortality fell (17). However, Nightingale
was not keen on hospital mortality numbers alone as an
outcome measure and maintained the belief that collection
of non-mortal information was more appropriate and useful
to understand interventions (22).

During the same century John Snow became the
precursor of epidemiology after elucidating the cholera
outbreak source in the Broad Street water pump in London,
by associating contaminated water and gastrointestinal
symptoms (19). The outcomes collected were incidence
of cholera and mortality throughout the weeks of the
occurrence (23).

In the early 20" century, closer to the current concept
of outcome as a result of an intervention, Ernest Amory
Codman, an American orthopaedic surgeon developed the
notion of following the patient’s recovery long enough to
observe whether or not the treatment (intervention) had
been successful, and if it had not, to ask why (24). This was
the “end result idea”, a major step in collecting outcomes
beyond just mortality rates, and Codman operationalised
it further by developing a card system which was filled
with details of each case before and after surgery. One year
later he went back to the card, examine the patient and the
surgery outcome would be evaluated based on the condition
of the patient. Some of Codman’s colleagues did the same
in his own hospital and other hospitals, making evaluation
of the outcome of the surgical treatment and comparison of
individual surgeons and hospitals available to the public (24).
This was not welcomed by most of his peers, especially the
more senior ones, “whose status was measured by seniority
and not by the results of their practice” (24). Nevertheless,
it was a major advance since the early 1800s and the solely
collection of hospital mortality rates. About a century
ago, Codman advocated that in order to clearly establish a
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relation between care and its results, it was paramount to
record data on a large number of observations throughout
time and that the different uses of those that included
monitoring quality, advancing clinical science, establishing
accountability, allocating resources and managing them
efficiently, setting personnel policies, promoting functional
differentiation, allowing informed choice by physicians and
prospective patients, pricing services and remunerating
providers, and stimulating fair competition (25).

By 1966 Donabedian takes this work further and
publishes “Evaluating the quality of medical care”
describing the structure-process-outcome model and
concluding that it is only by evaluating the outcome of the
intervention that one can understand the effectiveness and
quality of the care provided (26). In addition, he noted that
choosing the correct outcome(s) is paramount and that
measuring easily-collected outcomes, which are irrelevant,
is of little use. Also, having different perspectives (patient,
clinician, family member) and considering the context of
those outcomes is the best way to avoid several pitfalls of
health outcome measurement (27).

Nowadays, an era of evidence-based practice, routine
outcome measurement is not only seen as a necessity but
also as a requirement to improve the quality of patient
care. But the questions “Who”, “When”, “How”, “What”
to measure and how to store, analyse and interpret the
data remain as barriers to its use in clinical practice (28).
Moreover, defining the quality of care to enable
measurement has its own pitfalls: on the one hand the
definition of quality of care is influenced by societal values
such as compassion and value for money, by who sets the
criteria and how those criteria are set and by the technicality
of medical procedures: “Too much concern with the technical
management of illness will result in a diminution in attention
to prevention, rebabilitation, and coordination and continuity
of care, and the consequent effects on the clinician-patient
relationship” (19); on the other, it depends on the individual’s
subjective experience with health and disease, and their
expectations based on their life experiences (29).

Identifying the goals for collecting PROM:s in clinical
practice

PROMs are a category of outcomes that one can distinguish
from other types of outcomes, including laboratory measures,
clinician ratings, and caregiver reports because PROMs
require that the information captured comes directly from
patients, informing about symptoms and constructs on how
patients function or feel in relation to a health condition and
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its therapy (30). Due to its subjective nature, each construct is
inherent to each patient and only they can inform how they
feel at a particular time. Hence, PROMs are more and more
considered to be the gold-standard of outcome measurement
of subjective experiences (31,32).

Having relevant questions on a particular disease, may
help acceptance of the questionnaires by patients. In addition,
by being sensitive to the condition these measures might
detect small clinical changes relevant to patient care (33).
Traditionally, PROMs have been developed for clinical
research. However, in recent years there has been a shift and
the use of PROMS in clinical practice has increased, as well
as for health policy decisions. Data collected in a systematic
way, may benefit clinical practice both at the individual
patient level by aiding in clinical decision making, and at the
population level to support efficient health service delivery
processes, by performing audits and benchmarking (34).
Care of individual patient
Measuring health outcomes is essential in making a diagnosis,
because based on scores obtained decisions are made on
possible diagnosis and/or application of subsequent diagnostic
tests; for the decision-making process on managing symptoms
and other phenomenon which occur in patients. In some
cases, outcome measurement helps to predict which patients
could benefit from a particular intervention and allows to
document whether there was an improvement or not after
an intervention. PROMs can be an aid to identify and screen
physical, psychological, spiritual and social unmet needs.
Additionally, these measures can act as a communication
aid between the patient and their family and the healthcare
professional, as well as, between different clinical teams. This
is crucial since evidence suggests that continuity of care and
multidisciplinary collaboration improve the experience and
patients and families when transitioning from curative to
palliative care (35).

Service/population level

As a means to evaluate the quality of care provided to
patients, health services and organisations can benchmark
their own processes with others in a continuous way by
measuring and comparing outcomes of the same processes.
By doing this, it is possible to reveal leaders in particular
areas, which can inform others on their processes, so
they can improve, and, to identify issues which need to
be refined. Hence, benchmarking is a team effort because
the outcome will involve changes of current practices,
with effects felt throughout the service/organisation (36).
Aggregating data by patient population, healthcare
professional, service or organisation will aid in answering
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questions of improvement of care by conducting periodical
internal audits on specific issues, to continually measure
current practice against a defined (desired) standard (36).

In a reality of limited resources, evidence on costs and
cost-effectiveness of healthcare interventions is paramount
to aid in deciding how those resources are allocated (19).
It is estimated that 20% to 25% of hospital beds are
allocated to end-of-life care (37). There is no doubt that
there are difficulties in capturing relevant outcomes to be
able to conduct economic studies in different palliative care
populations and settings (37,38). In general, tools used to
collect cost data are not standardised, but rather developed
for each individual study, which presents a major problem
to make any sort of comparison (39). Another problem
is deciding which perspective(s) should be taken for the
analysis, and indeed, there is a lack of studies which use the
patient and family perspective in term of cost, even though
there is evidence that direct and indirect costs of care have
an impact regarding health and well-being (39).

Selecting the patients, setting, and timing of
assessments

Regardless of a specific diagnosis, patients with advanced
disease have unique needs and, as the disease progresses
and their physical condition deteriorates, changes in
cognitive abilities are also expected to occur closer to
the time of death, making it increasingly challenging to
capture the desired outcomes directly from the patient (40).
It would be important to plan for assisting the patient
when collecting those data and to think about proxy
collection when the patient is no longer able to answer the
questionnaires alone. One can refer to patient reported
and proxy reported measures as patient-centred outcome
measures (PCOM) (41).

In 1995, Wilson and Cleary published a conceptual
model of patient outcomes arguing that, Health Related
Quality of Life (HRQoL) measures are responsive to crucial
clinical changes and therefore important supplements to
physiological and biological measures of health status (42).
These authors incite thinking of different measures in a
continuum of complexity of five levels: (I) biological and
physiological factors; (II) symptoms; (III) functioning; (IV)
general health perceptions and (V) overall quality of life, and
describe the relationships among them. The model takes
into consideration the characteristics of the individual and of
the environment they are a part of. The higher the level, the
more difficult it is to define and measure constructs because
the number of variables or inputs increases. They advocated
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that if the main goal of care is to improve patient outcomes,
then there is a need to identify causal pathways that link
different types of outcome to each other to facilitate the
association between diagnosis and therapy. A flow in the
reverse direction might also be possible, which might
have important implications for clinical practice. This was
explored by Ferrans and colleagues (43) when developing a
modified Wilson and Cleary model: if, for instance, anxiety
is the cause for low overall QoL, then anxiety should be
treated, but, if anxiety is the result of low overall QoL,
then the cause of low overall QoL should be diagnosed and
treated which should make anxiety levels decrease. Building
on the modified Wilson and Cleary model, in 2007 Osoba
published a model for HRQoL assessment in clinical
practice, describing how to incorporate HRQoL measures
in clinical practice, throughout the disease trajectory (44).
Four key moments are described, in which patient reported
outcomes should be collected in clinical practice, to inform
and assist in clinical decision making: (I) during initial
history and physical examination to provide baseline data
and understand multidimensional needs of the patient at
that moment; (II) during laboratory and imaging testing
so that all information on health outcomes relating to each
particular patient is available to the clinician; (III) during
treatment(s) to understand, and, if needed act upon, the
impact of the treatment on the patient; and (IV) during
monitoring and follow up to determine if the treatment
had the expected outcomes and if not, to inform and aid on
the best way to proceed. Hence, this is an iterative process,
especially if the aim of the treatment(s) is to keep the disease
under control or if the disease is progressing. The timing of
assessments and the setting will inevitably vary and must be
taken into account when planning.

Determining which questionnaire(s) to use

Whether collecting health outcomes is for patient
assessment, for gathering population level data or for an
audit cycle, the development of new measures continues
to thrive and choosing an outcome measure is increasingly
complex. In the past two decades many PROMs have been
developed, and increasingly their role in clinical practice
has been stressed. Harding et a/. (45) published results
of the first pan-European survey describing the views of
professionals on the use and preferred features of outcome
measures in palliative care. The main findings suggest
that new tools are not required but that refinement of
existing ones with appropriate scientific properties should
be advocated. There is now international consensus on
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what psychometric properties outcome measures should
be assessed for, whether during the development of
new measures or assessing existing ones (46,47). Those
properties are: reproducibility, internal consistency,
content validity, construct validity, criterion validity, floor
and ceiling effects, responsiveness and interpretability
(28,31,48,49). See Table 1 for an example of a measure and
Mokkink er al. (47) for definitions of these concepts.

For advance disease populatons, PROMs should be simple,
short, multidimensional so that patients are not burdened
with data collection. When considering using them in clinical
practice, these measures should provide relevant clinical
data which can be used in real time, assisting healthcare
professionals caring for their patients. The tendency seems to
be of a modular approach: a core, condition specific instrument
and several modules specific to a disease (50-52).

Choosing a mode for administering the questionnaire
The introduction of these measures in clinical practice
has been slow and difficult (16,53). This leads to a lack of
standardised measurement, making it difficult to compare
health outcomes in populations, settings or even countries
(54-58). The frequency of administration can vary greatly
depending on setting, but also, as the disease progresses and
if the patient is in active treatment. Whether it is at each
visit, between visits, weekly or monthly, it is important to
be vigilant of changes in patient’s outcomes (59,60). Using
paper questionnaires or electronic versions has advantages
and disadvantages. Although not all settings/organizations
may have both options, it is important to understand if
patients are comfortable and are able to complete PROMs
with the selected mode. Other methods published in the
literature include phone, email, mail, web-based, app for
smartphone (15). Nurses are the healthcare providers at a
privileged position to contribute to using PROM:s in clinical
practice. The role of nurses in the provision of palliative
care is paramount regardless of the patient diagnosis and
the context of care. Whether by direct contact with patients
and families by assessing and responding to physical,
psychosocial, emotional and spiritual needs or by indirect
contact by making use of management and multidisciplinary
skills, nurses could potentially contribute to the
implementation and development of outcome measurement
in palliative care clinical practice (61).

Designing processes for reporting results and

identifying aids to facilitate score interpretation
A systematic review has looked at means of capturing the
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Table 1 Measurement properties of the Palliative care Outcome Scale (POS)

Domain

Measurement
property

Aspect of a
measurement property

Results

Reliability

Validity

Responsiveness

Interpretability®

Internal
consistency

Reliability

Measurement
error

Content validity

Construct validity

Criterion validity

Responsiveness

Face validity

Structural validity

Cross-cultural validity

a reliability coefficients were 0.65 (n=128), and 0.70 (n=308) for the
patient rated scale and the staff rated scale, respectively

The proportion agreement within one score between assessments for
the questionnaire items was very good, ranging from 0.74 to 1

Weighted k for three items—pain, other symptoms, and personal
affairs—showed low values but were tested in a population where
there was little score variation

Staff noted some degree of change in four patients since their last
visit to day care, and these were therefore excluded from the analyses

The items in POS were developed by participant observation of

care, interviews and with patients and staff and repeated testing and
revisions with clinical services and patients. Staff in the validation
study reported that the measure was useful as a basic tool for
measuring outcomes in palliative care, covering more than simply the
physical problems experienced by patients with advanced disease.
The extent to which this held true was dependent on how much
research and evaluation had previously been done by staff in the
individual centres. Those who had never used an outcome measure
before felt it gave them the opportunity, under the guise of research,
to introduce and discuss what they felt were the more difficult
existential domains and social aspects of care with their patients. In
one setting there were concerns raised about the question on whether
“life was worthwhile”. Staff found this question difficult to ask, and
believed that patients found it difficult to answer. In two other settings
this question was welcomed and found to be helpful in initiating
discussions

12 patients were interviewed, none of whom found completing the
questionnaire tiring or any questions confusing. One patient found the
questions relating to family members upsetting. One patient felt the
question on wasted time was irrelevant to their own circumstances.
None of those interviewed reported feeling that there were any
questions missing

29 patients completed both POS + EORTC QLQ-C30 questionnaires,
and 43 staff completed STAS + POS staff. The correlations ranged
from 0.43 to 0.80

There appeared to be some floor effects

See Bausewein 2011 for all translated and validated POS in different
countries and cultures

There are no studies

For patients who completed all 3 assessments: by the second
assessment improvements were seen for all but the item “support”
rated by the patient, and the item “personal affairs” rated by the staff.
The improvements were only statistically significant (P<0.05), however,
for the patient rated pain and family anxiety, and the staff rated pain.
Some items, particularly “wasted time” and “personal affairs”, were
rarely severe

See content validity for staff qualitative meaning of POS scores

?, interpretability is not considered a measurement property but an important characteristic of a measurement instrument.
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desired patient reported outcomes in palliative care settings,
including pen and paper, laptop, and tablet, and feeding them
back to clinicians. Feedback consisting of a one-page report
with numerical and graphical display of main needs at that
point in time does improve clinician awareness of patient
unmet needs, hence benefiting patient outcomes. However,
most evidence comes from cancer populations, thus,
more evidence on non-cancer populations is needed (41).
This information can be available prior to the consultation,
during or after the consultation, depending on when the
questionnaire is filled by the patient and whether it is in
paper or electronic format. Electronic questionnaires’
software makes it possible to immediately have the results
available, and, if there are multiple assessments in time, to
have those longitudinal data displayed in a way that helps
clinicians understand how the patients’ condition is evolving
throughout time. It is important to explore the clinical
utility of each item of a measure as well as defining possible
cut-offs to aid in clinical decision making to make a PROM
more suitable for routine use (62).

Developing strategies for responding to issues
identified by the questionnaires

Collecting data with validated measures and not use the
information it provides in clinical practice to the immediate
benefit of the patient and family, seems like a big waste of
resources, and raises ethical issues because if an individual
is providing clinical information, then it should be used for
their clinical benefit.

Predicting the course of the illness to make the
best treatment decision for each individual patient has
relied mostly on using multivariate models (frequentist
approach). Typically, predictors are selected by adjusting
the variables and their effect on the chosen outcome is
checked. If there is statistical significance the variable
is called an independent predictor. One of the main
criticisms to this approach is that often correlation is
confused with causation (63). Just because there is a
correlation does not mean that the independent predictors
are causal factors, it could be that there is correlation due
to the available data and the selection of variables made to
conduct the analysis (63). Another issue is heterogeneity:
relying on the population “mean” treatment effect may
not be the correct choice for an individual patient. Other
approaches are being advocated to support clinical
decisions, since these allow for a more personalised
prediction of the disease trajectory. Bayesian networks
are probabilistic graphical models suitable for inference
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and can be used to model causality (64). They allow to
incorporate prior knowledge, multiple variables and
independence assumptions, while learning the structure
and parameters of the network. Each time new data are
added to the model there is the possibility to calculate
new probabilities which in turn updates the evidence and
allows to manage uncertainty (65,66). By collecting data
in clinical practice, we are gathering data which are much
closer to the “truth” or reality of patients and families.
However, one of the main criticisms to this approach is its
subjectivity (66) because you select the parameters to be
measured.

Evaluating the impact of the PRO intervention on the
practice

In the past years, the gap between research findings
and their application in clinical practice has been well
documented (67,68). Different interventions to bridge that
gap, such as development of clinical guidelines, continuing
professional education and financial incentives have been
developed and continue to be used today (69,70). However,
one of the main challenges in the implementation field
is how to conceptualise, measure and evaluate whether
those interventions are successful (71). In 2013 the World
Health Organization (WHO) published a Practical Guide
for implementation research in health, field which has been
expanding and becoming more and more important as
the global health community continues to grow (72). The
document describes basic concepts and language, definitions
and who should be involved, as well as, methodology,
study designs and implementation outcomes. It has been
recognised that implementation research is a fundamental
research topic in health, since it contributes to maximise the
beneficial impact of interventions.

Modern statistical models allied with computer
technology, help making this a reality. Palliative care is
multidisciplinary and often deals with the last phase of
someone’s life. So, having those data available for clinicians
would be a tremendous help in gathering and understanding
the patient clinical history. Ultimately, feeding back data
to clinicians in real time will allow better individual care
and feeding back aggregated data at nation level will allow
international comparisons and inform decision makers to
improve/change health policies nationally (73). This will only
be feasible and effective when PROM scores are integrated
in the health organization’s information system (74).
One successful example is The Palliative Care Outcomes
Collaboration (PCOC) in Australia, a national program
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Table 2 A summary of the PCOC model as an example of a PROM system

Rational
There is a need to ensure that every service is delivering the best possible care to the people who most need that care
Needs to be ways to compare patient outcomes in a small rural service with those in a large university teaching hospital
Focus is on individual patients’ measurements regardless of setting, as it is the patients’ outcomes that ultimately define quality of care
Building routine data collection into clinical care is the critical foundation to understand patient outcomes
Aims
To improve clinical outcomes in palliative care through an explicit audit and feedback quality cycle

To improve understanding of the reasons for variations in clinical outcomes between specialist palliative care patients and differences in
service outcomes as a critical step in an ongoing process to improve both service quality and patient outcomes

Methods
National service level performance derived from patient outcome measures

Systematic benchmarking between participating services or relevant subgroups of them. This involves measuring each service against
national benchmark standards that PCOC sets and reports against

Actively implementing quality improvement initiatives. While each service implements their own quality improvement programs, nationally
employed staff facilitate identifying priorities for clinical and systems change and support change management processes across each
participating service through communities of practice (Quality Improvement Facilitators)

For individual patients, outcomes are recorded at each encounter (if in the community) and at least with each phase change (in hospital)

Aggregate data are analysed and reported back to participating services allowing comparison to all other participating (deidentified)
services nationally every 6 months. Outcome measures used: Palliative Care Problem Severity Score; Symptom Assessment Score;
Palliative Care Phase of Care; Episode of care

Results

Meaningful outcomes can be routinely collected in hospice/palliative care and by providing a feedback loop and service to service,
benchmarking, patient-focused improvements can be delivered

Data collected in this prospective way are of high quality because their collection is built into routine clinical practice

The simplicity of the measures is a major strength especially with the ability to complement this work with direct patient and family/
caregiver surveys

Achievements
Expand the evidence base that supports improved health outcomes for people at the end of life
It is feasible to measure patient-centred palliative care outcomes routinely at point-of-care as an integral part of the clinical encounter

It is possible to work with services to improve systematically the care that is provided in ways that can be measured using patient- and
family-centred outcomes

Ongoing work
Possible for funders to consider linking funding levels to patient-centred quality outcomes

By controlling for patients’ overall physical status (which is the major predictor of resource utilisation at the end of life) in the comparisons
made, residual variations are largely going to be due to variations between services: models of care, clinical competencies, resourcing or
combinations of these factors

which uses standardised clinical assessment tools to measure Conclusions
and benchmark patient outcomes in palliative care by

coordinating patient outcomes reporting, education program, Outcome measurement has a long history in health care.

and quality activities (74-76). See Table 2 which summarizes The routine use of PCOMs will change and improve how
the PCOC model as an example of a PROM system. healthcare is delivered and ultimately organised. It allows to

© Annals of Palliative Medicine. All rights reserved. apm.amegroups.com Ann Palliat Med 2018;7(Suppl 3):5S196-S206
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monitor and document patient progress in real time, as well
as, over time. Additionally, there is possibility to provide
audits and comparisons, cost-effectiveness studies and,
at an international level, for cross-country comparisons.
Ultimately it will inform policy decision makers to improve
the quality of services and the care provided and by allowing
and facilitating decisions on allocating resources.
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