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Abstract

Background: The global need for focused improvements in palliative care within the acute hospital setting is well noted. A large
volume of evidence exists detailing what hospitalised patients with palliative care needs and their families note as important for high
quality care. Patient Reported Experience Measures (PREMs) are one mechanism that hospitals could use to inform improvement
work. To date there has not been a review of PREMs available for hospitalised patients with palliative care needs and/or their family,
nor how they align with noted priorities for high quality care.

Aim: To identify and describe PREMs designed for hospitalised patients with palliative care needs and their families; and their
alignment with patient and family identified domains for high quality care.

Design: A systematic review.

Data sources: A systematic search of CINAHL, Medline and Psycinfo was conducted up to September 23, 2022 and supplemented
by handsearching article reference lists and internet searches. PREMs written in English and designed for patients with palliative
care needs in acute hospitals were eligible for inclusion. Included PREMs were described by: summarising key characteristics; and
mapping their items to domains noted to be important to hospitalised patients with palliative care needs and their families informed
by outcomes from a published study completed in 2021. Evidence for psychometric properties were reviewed.

Results: Forty-four PREMs with 827 items were included. Items per PREM varied from 2 to 85 (median 25, IQR 13—-42). Two-thirds
(n =534, 65%) of the items were designed for families and a third (n = 283, 34%) for hospitalised patients, and very few (n =10, 1%)
for both. Sixty-six percent of items measured person-centred care, 30% expert care and 4% environmental aspects of care. Available
PREMs address between 1 and 11 of the 14 domains of importance for quality palliative care. PREMs had a median of 38% (IQR
25.4-56.3) of items >Grade 8 measured by the Flesch-Kincaid readability test, with Grade 8 or lower recommended to ensure health
information is as accessible as possible across the population.

Conclusions: Whilst 44 PREMs are available for hospitalised patients with palliative care needs or their families, a varied number of
items are available for some domains of care provision that are important, compared to others. Few are suitable for people with
lower levels of literacy or limited cognitive capacity due to illness.
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What is already known about the topic?

A substantial proportion of hospitalised patients are likely to be in the last 12 months of their life and therefore living
with palliative care needs.

The quality of palliative care for hospitalised patients is not routinely known at jurisdictional or national levels.

Patient Reported Experience Measures (PREMs) are questionnaires that can be used to identify areas for improvement
in health care provision from the perspectives of patients and families. However, it remains unclear which tools to use
for appraising palliative care.

What this paper adds

This review identified 44 PREMs available for use for hospitalised patients with palliative care needs and their families,
and mapped them to domains of care shown to be important by previous research.

This review identified variability in the number of items for some domains of care provision (e.g. communication and
shared decision-making) that are important for patients and families, compared to other areas (e.g. cleanliness to sup-
port infection control).

Many available PREMs contain items that are not suitable for people with lower levels of literacy or with limited cogni-
tive capacity due to iliness and its management.

Implications for practice, theory or policy

Given the large numbers of PREMs available across the globe, it is important to firstly establish the core reason for use
of a PREM so as to identify the optimal tool for use. Considering alignment with what matters most for patients with
palliative care needs and their families is critical if improvement work is to be truly patient-centred.

Mechanisms for data capture and timely feedback also need to be considered if these data are to inform the under-
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standing of local needs, drive improvements and evaluate interventions.

Introduction

Globally in high-income countries people are increasingly
living longer with one or more non-communicable disease
which will ultimately lead to their death.»? The leading
causes of death by 2030 are projected to be: ischaemic
heart disease, stroke, Alzheimer’s disease and other
dementias, lung cancer, lower respiratory infections,
chronic obstructive pulmonary disease, colorectal can-
cers, diabetes, hypertensive heart disease and kidney dis-
ease.3 All of these progressive and life limiting illnesses
can inflict significant symptom burden, functional decline
and inform a need for palliative care.

Currently, the majority of people dying from an
expected death in a high-income country, do so within
acute hospitals.*8 In addition to people dying in hospitals,
many people living with palliative care needs will require
admissions within their last 12 months of life, with an esti-
mated 27%—33% of a hospital population likely to have
palliative care needs.>~!! These numbers are expected to
rise#?10.12 and a growing proportion of admissions will be
for end-of-life or terminal care, with an average length of
stay of 10.6 days.13

Globally, acute hospitals in high-income countries
struggle to ensure optimal palliative care for those who
require it.1014-1% Disjointed communication, too little
input into decision making and poor symptom manage-
ment all contribute to suboptimal care for hospitalised

patients with palliative care needs.>1>20-22 Systained
improvements in palliative care delivery within acute hos-
pitals are challenging given the dominance of the biomed-
ical model and its focus on cure, 2223 |eading clinicians to
provide a very problem-solution oriented approach to
care rather than a proactive palliative approach.1>24

A recent study focused on characterising the domains
of care that are most important to hospitalised patients
with palliative care needs, and their families?®> and the key
drivers for enabling improvement in hospital palliative
care delivery.?6 In order to understand what hospitalised
patients and families value for high-quality palliative care,
patient and family perspectives were sought from interna-
tional literature via a systematic review?’ and metasyn-
thesis.28 These studies revealed key domains of importance
for quality care, informed predominantly by patients and
families from high-income countries in the northern hem-
isphere. Adding to this work, a qualitative study informed
by 21 hospitalised patients with palliative care needs and
29 families confirmed and added depth of understanding
to these domains of care.?? Integrating these data sets, a
meta-inference confirmed 14 domains of importance
informed by data collected from 1233 hospitalised
patients with palliative care needs and 3818 families.?
The 14 identified domains of importance confirm hospi-
talised patients and families require highly skilled, person-
centred care that is provided within a therapeutic physical
environment.?> Skilled care attributes important to
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hospitalised patients with palliative care needs and their
families include excellence in physical care; impeccable
assessment and care planning; effective symptom man-
agement; technical competence; patient safety; and sup-
ported access to senior clinicians.?> Person-centred care
attributes have been described as including: respectful
and compassionate care; effective communication and
shared decision making; effective teamwork; enabling
family involvement; and maintaining role, meaning and
identity.2> Finally, both hospitalised patients and families
identified that a high quality environment should include
attention to cleanliness to support optimal infection con-
trol, alongside a range of other attributes that vary in
importance between the two perspectives.?> This work
also clarified the unique needs of hospitalised patients
imminently dying and their families.?> These 14 domains
of care are informed by thousands of perspectives from
patients with palliative care needs and/or their families
and therefore provide an ideal platform to guide focused
improvement work.

Articulating key drivers to support clinical teams to
progress this work was an important next step addressed
via a co-design study designed to identify actions required
to strengthen the delivery of palliative care in Australian
hospitals so that it addressed the domains of care identi-
fied as important for hospitalised patients with palliative
care needs and their families.26 This co-design study
included 52 key Australian palliative care and acute hospi-
tal policy, consumer, medicine, nursing or allied health
representatives and led to nine proposed actions to ena-
ble improvement including: (1) evidence-informed prac-
tice and national benchmarking; (2) funding reforms; (3)
securing executive level support; (4) mandatory clinical
and ancillary education; (5) fostering greater community
awareness; (6) policy reviews of care of the dying; (7) bet-
ter integration of advance care planning; (8) strengthen
nursing leadership; and (9) develop communities of prac-
tice.26 One proposed action focused on the need for
improved measurement to inform quality assurance and
identify targets for improvement.2¢

Routine measurement of palliative care quality is not
straightforward with many publications noting the poten-
tial role for patient reported outcome measures, patient
reported experience measures, process measures and
structural measures.3%-37 More recent publications note
the importance of prioritising the patient and family voice
when possible to ensure care is aligned to what matters
most from their perspectives.3%3335 Patient reported
experience measures (PREMS) are ‘. .survey tools used
to record patient perceptions about various elements of
the healthcare they received’® (p.4) and are gaining
prominence for their potential to identify areas for
improvement in health care provision.353%3° There is a
particular dearth of evidence regarding the routine use of
PREMs to understand the quality of care for hospitalised

patients with palliative care needs. Information is needed
by clinical services on which PREM tools are available and
best suited to appraising the quality of care against
domains of importance to hospitalised patients living with
palliative care needs and their families. Working from the
domains of importance derived exclusively from hospital-
ised patient and family data?® ensures the identification of
PREMs that measure what matters most to this popula-
tion of patients and their families.

Aim
To identify and describe PREMs designed for hospitalised
patients with palliative care needs and their families; and

their alignment with patient and family identified domains
for high quality care.

Methods
Design

Systematic review and descriptive analysis of eligible
PREMs and their measurement items. A systematic review
of eligible PREM availability confers confidence in the
state of play within this emerging field of practice, policy
and research. A descriptive analysis of both the PREMs
themselves and how they align to hospitalised patient and
family identified areas of importance for quality care pro-
vides a useful platform from which to move forward. This
systematic review has been reported in accordance with
the PRISMA statement.*°

Operational definitions

Definitions informing this work include:

e Hospital — any metropolitan, rural or remote inpa-
tient ward or unit excluding psychiatric, hospice or
inpatient specialist palliative care, and alcohol and
drug treatment centres.

e Hospitalised patients with palliative care needs and
their families — adult patients (aged 18 years or
over) predicted to be in the last 12 months of their
life, informed by having one or multiple life-limiting
conditions in accordance with the Supportive and
Palliative Care Indicators Tool (SPICT ™).41 Families
were those identified by the person as family inclu-
sive of those biologically related, members of the
community and others the patient agrees to being
involved in their care.*?

Eligibility criteria

Eligibility pertained to PREMs, rather than articles. Eligible
PREMs were those written in English and designed
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Textbox. Inclusion and exclusion criteria for PREMs.

Inclusion criteria Exclusion criteria

Written in English

Designed for patients with palliative
care needs and/or their families
Designed for adults

Designed for use in the hospital setting

Designed for paediatrics
Designed for the community or aged care setting

Written in a language other than English without a translation readily available
Focused on global ratings of quality only

Focused specifically on one diagnostic group (e.g. a PREM designed for people with Heart
Failure rather than for the broader population of people with palliative care needs)

to capture the experiences of hospitalised patients with
palliative care needs and/or their families of care received
in hospital settings. PREMs did not have to be validated
and/or published in the peer-review literature to be
included. Items or PREMs that were overall ratings of
global quality of care were deemed too general to be
informative to quality improvement and so excluded from
this review.

Information sources

An initial search was conducted on 19th November 2021
of CINAHL (EBSCO Host) and Medline (OVID), with the
addition of PsycInfo (EBSCO Host) because of its focus on
psychometric studies. This search was updated on 23
September 2022 to identify any further citations. Searches
of the internet via Google and Google Scholar search
engines and the Australian online palliative care knowl-
edge network CareSearch were also completed. The refer-
ence lists of all included studies and other relevant reviews
were searched manually to identify other potentially rele-
vant articles. Given the relevance of the recent systematic
review?’ and metasynthesis?®8 completed by members of
this research team to identify key domains of importance
for optimal palliative care for hospitalised patients, for-
ward citations from these two publications were reviewed.

Search strategy

Previous systematic reviews informed the development of
search terms for palliative care, patient, family or family
members,28 and for terms encompassing patient experi-
ence and satisfaction questionnaires and questionnaire
terms3® (Refer to Table 1). See Supplemental Tables 1-3
for full search strategies used per database.

Selection
The process for screening and inclusion were determined

a priori and included:

1. Initial abstract and title searching of whether
a paper referred to a PREM developed for

hospitalised patients with palliative care needs
(completed by one reviewer — MG — an experi-
enced research assistant with content knowl-
edge). This was determined to be appropriate
given the criteria were objective and clear;

2. Once papers with PREMs for people with palliative
care needs were identified, these were reviewed
by two researchers (MG and TL) to finalise inclu-
sion/exclusion. If any uncertainty arose, a consen-
sus discussion was held with the full research
team. Areas of uncertainty tended to be either in
relation to whether a survey tool was indeed a
PREM, or a mix of items (both outcome and expe-
rience measures); and/or whether it had been
designed for use by hospitalised patients with pal-
liative care needs. Discussions with the broader
research team (CV, MG, TL and JP) resolved these
uncertainties given experience and skill-mix in
relation to PREMs, other survey tools and pallia-
tive care;

3. MG searched for the PREM tools referred to within
the included papers and extracted all measure-
ment items. Inclusion and exclusion of items was
determined by three researchers (MG, TL and CV)
with consensus discussions held as needed with
the full research team.

Data extraction

Eligible PREMs were entered into a summary table. Data
extracted for each PREM included: the date of when the
PREM was published; the PREM name, the number of
items, its country of origin, who developed it, a general
overview of the purpose of the PREM and who the PREM
was designed to be administered to (patient; family or
both). PREM items were then extracted from each PREM
using an MS Excel proforma for further analysis and map-
ping to domains of importance. ltems were defined as the
questions in PREMs designed to elicit a response from
participants. Only closed-ended items were extracted
from PREMs. Furthermore, data informing quality
appraisal were also extracted into an Excel spreadsheet
for analysis.



902

Palliative Medicine 37(7)

Table 1. Search terms used — Palliative care PREMs.

Adult*

oOUAWNR

measure) or Patient Reported Outcome Measures
.1and2and 3 and 4 and 5 and 6
8. Limit ‘7’ with 1990 - current and English language

~N

. dying, death, ‘end of life’, terminal, ‘terminal care’, terminally ill, palliative, ‘final day*’ (combine all with ‘or’)

. ‘good death’, ‘consumer satisfaction’, ‘patient satisfaction’, perspective*, important, experience (combine all with ‘or’)
. Hospital, acute care, intensive care, emergency, inpatient* (combine all with ‘or’)

. Patient*, family, families, consumer*, family* (combine all with ‘or’)

. (Patient* or Consumer*) adj (satisfaction or experience* or opinion* or perspective*) and (questionnaire* or instrument* or

9. NB: Slight variations with truncations were used to account for database requirements

Quality appraisal

The evidence for psychometric properties of each PREM
was appraised based on criteria outlined by COnsensus-
based Standardsfortheselection of health Measurement
INstruments (COSMIN), including validity, reliability and
responsiveness.*? Interpretability was considered less
relevant for PREMs than patient-reported outcome
measures because it focuses on evidence for minimal
clinically important differences and normative data on
distribution of scores from large representative data-
sets for comparison purposes. Aspects of reliability that
were appraised included test-retest, inter-rater, intra-
rater, measurement error and internal consistency.
Aspects of validity included content validity, face valid-
ity and construct validity (structural, cross-cultural and
hypothesis testing). Criterion validity was not consid-
ered relevant for PREMs since no gold standard exists
for appraising quality of palliative care. Evidence for
psychometric properties was appraised by one reviewer
(MG), with discussions with others as needed to reach
consensus.

Synthesis

All PREM items were independently mapped by two
reviewers (MG and CV) to the domains of importance for
optimal palliative care for hospitalised patients?>27.28
using MS Excel. Mapping was informed by the key practice
points aligned to each domain?> and further refined
through discussion with the team. MG collated the two
mappings and colour coded these as green (agreement)
and red (disagreement). All red coded items were then
discussed with a third reviewed (TL) until consensus was
reached. Items were also assessed by the Flesch-Kincaid
et al. readability test* to compare reading grades of
included items, to acknowledge the cognitive limitations
often associated with hospitalised patients with palliative
care needs. The ideal reading level for health information
should be at grade eight or lower to ensure that the con-
tent is accessible to people with lower levels of

education.*> This is particularly important for people with
palliative care needs who are noted to have high levels of
potential cognitive impairment due to advanced serious
illness and/or treatment related effects.4®

Results

The search retrieved 960 citations: MEDLINE (n = 653);
CINAHL (n=179) and PsycInfo (n=128), and 30 citations
were identified through hand-searching grey literature.
De-duplication left 894 citations (see Figure 1). After
screening the title and abstracts, 99 publications report-
ing on patient/family PREMs were identified. Fifty-nine
publications were excluded as they were: not in English;
not concerned with patient/family experience; not devel-
oped for use with a palliative population; developed for a
paediatric population; were focused only on symptom
assessment or quality of life without questions relating to
patient experience; or were reporting on a modified or
outdated version of an already retrieved PREM (see Figure
1). Five of these PREMs were different variants of the
PREM CANHELP (CANHELP Patient, CANHELP Caregiver,
CANHELP Bereavement; CANHELP Lite Patient and
CANHELP Lite Caregiver).4”-%° Due to the similarity in
wording, CANHELP Bereavement and CANHELP Caregiver’
was considered one PREM, and the Lite versions*® were
excluded in analysis to minimise duplication of items. This
left 40 publications reporting on the use of 44 PREMs to
be mapped across the domains of areas of importance for
optimal palliative care provision in the hospital setting. A
summary of PREMs is provided within Table 2 (patient
PREMSs) and Table 3 (family PREMs). An updated search
run in September 2022 retrieved 43 citations that were
reviewed with none meeting stated inclusion criteria.

Quality appraisal

Supplementary Table 4 summarises evidence available for
psychometric properties for each PREM, as defined by
COSMIN. The following PREMs had no evidence available
for any psychometric property and have been excluded
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Records excluded

Full-text articles
excluded, with reasons

Variant or outdated version of

)
C
.8 Records identified through Additional records identified
© database searching through other sources
E (n=960) (n =30)
C
9]
S
v v
PR Records after duplicates removed
(n=894)
(o)}
£
o
) A
v
N Records screened
(n=99) (n=795)
—
( A
Included articles
> »
= (n=40) i
2 (n=59)
g No experience items (n=24)
e Not palliative (n=6)
Not in English (n=4)
— already captured PREM (n=9)
PREM irretrievable (n=8)
() Not hospital (n=7)
Global rating (n=1)
gl
9]
S
IS Included PREMs
c
- (n=44)
—

Figure 1. PRISMA flowchart showing selection process for included patient/family experience PREMs.

from the table: Palliative Care Clinical Network (PCCN)
Experience Survey,”! Feeling Heard and Understood,>®
Patient Satisfaction Questionnaire,”” Satisfaction with
Doctors Questionnaire,®! Marti-Garcia et al. 2020 study
developed questionnaire,®”  VOICES-SF,’!  Victorian
Palliative Care Satisfaction Instrument (VPCSI),>* and the
Family Evaluation of Palliative Care (FEPC).82 The euroQ274
includes two PREMs that have been individually validated,
but has not been validated as a single questionnaire. Of
remaining PREMs, the Caregiver Voice Survey’? was the

one with evidence available for the highest number of
psychometric properties, lacking evidence only for
responsiveness. Indeed, responsiveness — along with
cross-cultural validation — was the property that was least
tested among PREMs.

Of the 44 PREMs, most were generated in the USA
(n = 18)50,55,58,62,64,66,72,75—77,79,81,82,84,86—88With Sma”er num-
bers emerging from Japan (n = 4) 68708385, Aystralia (n = 4)
51546389, the UK (n=3) 57697, and the Netherlands
(n=2).%9% The remainder were from other high-income
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Table 2. Characteristics of included PREMs for patients receiving palliative care.

PREM name, date of publication Purpose No. of % of items above
presented in chronological order, items Flesch-Kincaid
country grade 8
consideRATE, 202150%* A measure of serious illness experience based on what 8 0
USA matters most to people who are seriously ill.
Palliative Care Clinical Network — An online survey to collect information on experiences 14 14.3
Palliative Care Experience Survey,! of palliative care quality in South Australia from
2020%* perspectives of patients, families or health professionals.
Australia
The Sinclair Compassion Questionnaire  Evaluates compassion as perceived by patients in the care 15 333
(SCQ), 202052 they received from a facility.
Canada
Quality Care Questionnaire-Palliative Evaluates four factors: communication with health care 32 46.9
Care (QCQ-PC), 201833 professionals; discussing value of life and goals of care;
Korea support and counselling for holistic care needs; and

accessibility and continuity of care in patients receiving

palliative care.
Victorian Palliative Care Satisfaction Assesses patient and family satisfaction with palliative 58 74.1
Instrument (VPCSI),>* 2016* care provision from services across Victoria, Australia.
Australia
Feeling Heard and Understood, 2015 The Heard and Understood measure was developed for 2 50
USA patients with advanced cancer who receive inpatient

palliative care consultation, to measure the degree to

which they feel heard and understood by those caring for

them in the hospital environment.
Quality from the Patient’s Perspective Measures the quality of palliative care from patients’ 51 33.3
(QPP-PC), 20155 perspectives across a variety of care contexts.
Norway
Patient Satisfaction Questionnaire, Evaluates doctor’s communication and interpersonal 12 33.3
20147 skills, from the perspective of patients with palliative care
United Kingdom needs in the inpatient hospice setting.
Quality of End-of-life Care and This questionnaire allows dying patients to rate the 15 40.0
Satisfaction with Treatment (QUEST)%8 quality of care they received from doctors and nurses,
questionnaire, 2013 and their satisfaction with care.
USA
Satisfaction with treatment decision Measures the success of a patient-doctor encounter 6 66.7
(SWTD) survey, 2013 during consults where new goals of treatment are
Switzerland identified, and satisfaction with subsequent decisions in

patients receiving a new line of palliative treatment.
Consumer Quality Index Palliative Assesses the quality of palliative care from the 32 40.6
Care questionnaire for patients, 2012, perspective of patients to give health professionals
201360 insight into which aspects of care to prioritise in quality
The Netherlands improvement.
Satisfaction with Doctors A self-administered questionnaire to determine the 8 12.5
Questionnaire, 201161 expectations and satisfaction levels of Turkish patients
Turkey receiving palliative care with their doctors and their

preferences about death.
Quiality of End-of-Life Care (QOELC) The QEOLC is an instrument in which patients with 11 54.5
Survey — Patient, 201052 palliative care needs rate a clinician’s skill at providing
USA high quality end-of-life care.
FAMCARE-Patient, 200963 A self-report scale initially designed to assess patient 13 61.5
Australia satisfaction in outpatient palliative oncology care.
Quiality of Communication A 13-item patient-centred, patient-report questionnaire 13 38.5
Questionnaire (QOC), 2006%* about the quality of end-of-life communication.
USA
Palliative Care Quality of Life The PQLI was created specifically to capture perspectives 28 7.1

Instrument (PQLI), 20045
Cyprus

of patients with advanced cancer receiving palliative care
on their quality of life.

*PREM was aimed at both patients and families.
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countries (n = 11)4849,52,53,56,59,65,67,73,74,80 or Tyrkey (n = 1).61
Of the 44 PREMs, three quarters (n =34, 77%) had some
level of data available about psychometric properties.
Items within each PREM varied from 2 to 85, median
number of items 25, (IQR 13—42). Across all PREMs, the
median proportion of items that scored above grade eight
on the Flesch Kincaid test was 38% (range 0%—100%). In
two PREMs all items’7:88 scored above grade eight, whilst
another two contained no items that scored above grade
8.5070 Included PREMs were developed for administration
to patients (n = 15),47,5253,55-6584 families (n = 26)47,60.62,66-
77,79-83,85-89 or both (n = 3)‘50,51,54

From the 44 PREMSs, 827 items assessing patient or
family experience of care were available for analysis. More
than half of the items were designed for use with families
compared to patients (n =534; 65% vs n = 283; 34%). Only
a very small number of items (n=10; 1%) assess both
patient and family experiences. The number of domains
addressed by each PREM ranged from 1 to 11, with the
CANHELP PREM (both patient and caregiver versions),
addressing the most domains (n=11) (Table 4 with addi-
tional details in the online Supplemental File). Figure 2
shows the proportions of items addressing the domains of
importance.

Person-centred care (number of
items = 548)

Respectful and compassionate care
(number of items = 132)

Of the 132 items extracted from 35 questionnaires that
assessed ‘respectful and compassionate care’ more than
half (n = 70) targetted patients, 61 items were specifically
for families, and one was designed for the use of either or
both patient and family. ltems were crafted to determine
if patients were treated with ‘dignity and respect’, or to
ask patients or their families about trust and confidence
in their clinicians.

Effective communication and shared
decision making (n = 264)

Of the 264 items extracted from 40 PREMs that assessed
‘effective communication and shared decision making’
more than half (n=169) sought families feedback, 91
items were aimed at patients, and four were aimed at
either patients or families. These items tended to ask
about whether patients or families felt they were listened
to, whether patients and/or families wishes or prefer-
ences for care were considered or whether patients and/
or families felt they were given sufficient information to
make decisions.

Effective teamwork (n = 22)

Of the 22 items extracted from 14 PREMs that assessed
‘effective teamwork’ half (n = 11) were aimed at families,
with the other half aimed at patients. These items tended
to ask if respondents could identify who oversaw the
patients’ care, or if they received consistent or contradic-
tory information between different health professionals.

Enabling family involvement (n = 101)

Of the 101 items extracted from 26 PREMs that assessed
‘enabling family involvement’, 93 items specifically target-
ted families and a smaller number sought patients (n = 8)
feedback. While these items tended to ask if families were
supported emotionally, or whether they were supported
or felt confident that they can care for the patient at
home, some items also sought to determine the emo-
tional or practical support families received following the
patient’s death.

Maintaining role, meaning and identity
(n=29)

There were 29 items identified from 10 PREMs that
assessed ‘maintaining role, meaning and identity’. Of
these, 14 items were aimed at families, and 15 were
aimed at patients. These items tended to ask patients if
they were supported outside of their illnesses, such as if
they felt that they can discuss economic or social prob-
lems with their doctors, or whether their nurses asked
about their everyday habits to help them maintain their
daily lives.

Expert care (number of items = 246)

Excellence in physical care (n = 30)

Excellence in physical care was assessed in 30 items across
14 PREMs. Of these items, 21 were aimed at families and
9 at patients. These items tended to ask respondents
about whether personal needs, such as washing or toilet-
ing needs, or assistance with positioning in bed were met.

Impeccable assessment and care planning
(n=98)

There were 98 items identified from 31 PREMs that
assessed impeccable assessment and care planning. Of
these items, 67 were aimed at families and 29 at patients.
Iltems mapped to this domain tended to be about whether
families felt that they knew what to expect about their
relatives’ conditions, including if they expected their
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role, meaning
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Person-centred care (patient)

(n=548) items >%

Respectful and
compassionate
care (patient)
24%

Enabling family
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19%

| —

Effective
teamwork
4%

Effective
communication
and shared
decision making
48%

Optimal environment
(n=33) items

Structural factors -
family
21%

Supported
access to
clinicians/timely
access and
response

Expert care
(n = 246) items

Excellence in
physical care

15% 12%

Patient safety
2%

Effective
symptom
management
30%

Impeccable
assessment and
care planning
40%
Technical
competence
1%

Cleanliness to
support infection
control
3%

-

Structural factors -
patient
76%

Figure 2. Proportion of all items (patient and family focused) mapped across domains of importance.

relatives’ death. A number of items assessing whether or
not patients’ emotional or spiritual needs were met were
also mapped to this domain.

Technical competence (n = 3)

There were three items identified that assessed technical
competence across two PREMs. Four items were aimed at
families and six at patients. Items in this domain tended to
ask patients and families whether or not they felt that
their doctors or nurses had the knowledge or technical
skills to manage their care.

Effective symptom management (n = 74)

There were 74 items identified from 26 PREMs that
assessed effective symptom management. Of these items,
54 were aimed at families, 18 at patients and two at both
patients and families. Items mapped under this domain
asked patients if their symptoms were sufficiently

managed and whether families felt sufficiently supported
in managing symptoms of their relatives.

Patient safety (n = 5)

Only five items assessed patient safety, from four PREMs.
Four of these items were aimed at families, asking families
if they felt satisfied that their relatives received good care
when families were not present, or whether families felt
that their relatives felt safe and assured.

Supported access to senior clinicians
(n=36)

There were 36 items identified from 19 PREMs that
assessed ‘supported access to senior clinicians’. Of these
items, 20 were aimed at families and 16 were aimed at
patients. Most items tended to consider access to clini-
cians in relationship to timely response of nurses in the
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hospital setting and access to specialists. Items also evalu-
ated the timeliness of access to clinicians during acute
situations or crises out of hours at the hospital.

Optimal environment (number of
items = 33)

Structural factors — patient (n = 25)

There were 25 items identified from 13 PREMs that
assessed ‘structural factors’ that impacted on the patient
care experience. Of these items, 12 were aimed at assess-
ing the families’ perspective, and 12 were aimed at
patients and one was aimed at both patients and families.
These items tended to ask if patients and families felt that
their environments in hospital were comfortable, had
adequate privacy, enabled access to high quality food or
visitation of family members/friends.

Structural factors — family (n=7)

There were seven items from one PREM that assessed
‘structural factors’ that impacted on families’ experiences.
All items were aimed at families. These items asked if fam-
ilies found the facilities to be adequately private, whether
or not they received appropriate refreshments or whether
they had access to a function or family room.

Cleanliness to support infection control
(n=1)

Only one item assessed ‘cleanliness to support infection
control’, which broadly asked families if they were satis-
fied with the cleanliness of their relative’s environment.

Items that did not directly meet the
domains of importance

A small number of items did not directly address the
domains of importance but were mapped to the domain
that was the most closely representative of what they
were assessing. Items that attempted to measure the
extent of the burden of care on families (n = 3) or the need
for financial support (n=1) were mapped to ‘Enabling
family involvement’. A small number of items addressing
cultural and spiritual needs (n=4) were mapped to
‘Impeccable assessment and care planning’.

Discussion

Of the 44 PREMs that included items for measuring care
identified to be important by hospitalised patients with
palliative care needs and/or their families, most focused
on families’ experience. This reflects established barriers
to obtaining self-reports from palliative patients who

may be experiencing significant symptom burden, cogni-
tive overload or impairment and in the end stages of dis-
ease with lower levels of consciousness.*®21 Importantly
this review highlights that a large proportion of items are
written at a level of English deemed to be too complex
for a large proportion of the population*> without taking
into account that many have fluctuating cognitive capa-
bilities related to their acute illness (i.e. delirium) or
medications.*®

There is an uneven distribution of items across domains
of importance, ranging from 741 available items for ‘effec-
tive communication and shared decision-making’ down to
only one for ‘cleanliness to support infection control’.
The relative attention to different domains by PREMs
developers does not reflect how patients and families
have weighted these domains in terms of importance, but
rather what might be perceived as easier to collect or of
greater clinical importance, as defined by health profes-
sionals or organisations. This variance is important as the
domains least addressed within current PREMs include:
effective teamwork; maintaining role, meaning and iden-
tity, excellence in physical care, technical competence,
patient safety, supported access to senior clinicians and
therapeutic environmental factors. All of these domains,
except maintaining role, meaning and identity are noted
to be important from both the patient and family perspec-
tive.2527-29 Patients uniquely note the importance of
maintaining role, meaning and identity specifically noting
the importance of them feeling supported and encour-
aged to maintain as much independence as possible
within their individual context, to engage in meaningful
activity on a daily basis and to feel a sense of control
within the institutionalised environment of the hospital
setting.?5 This study informs that less than 5% of available
items map to these noted areas of importance. In taking
this work forward, it is important that PREMs align to
what matters from a patient and family perspective, espe-
cially if these measures are to be used to improve care
outcomes.2>27-29

Finding the right balance between domains of impor-
tance and brevity is an additional important consideration
for unwell patients with palliative care needs.*® The
PREMs identified by this review ranged from two ques-
tions through to 85, with an average of 30 questions
across all PREMs. This is likely to be too long and burden-
some for patients with palliative care needs.*° In response
to this challenge, a team from the United States leveraged
earlier work completed by members of this research
team, detailing care that matters most for hospitalised
patients with palliative care needs and their families,?” to
co-design a brief PREM.? This eight item ConsideRATE
PREMS50992 3ligns closely to some of the key areas of impor-
tance whilst not being comprehensive across all domains
of importance,2>27.28 to prioritise brevity. The PREM con-
cludes with an open ended question to enable patients to
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share any additional feedback not captured within the
presented questions.® Initial ConsideRATE validation
work has been completed, with preliminary evidence sug-
gesting that it is acceptable and easy to use.5%°2 While it
purports to measure both patient and family experience,
the PREM’s items focus on care for the patient rather than
issues more relevant to families. Validation of proxy rat-
ings for the use of this PREM are not available.

Future areas of research

Four key areas of research have been highlighted in this
review to progress the successful embedding of the use of
PREM data into routine practice, namely: (1) how to
embed PREMs into practice with a close review of imple-
mentation factors within the acute care setting — what
tool, what mechanisms to support use, what is feasible
and acceptable?; (2) understanding the impact of PREM
measurement and reporting on patient and family out-
comes and how to best evaluate this?; (3) understanding
whether and how PREM data drives actionable change at
micro (ward level), meso (organisational level) and macro
(jurisdictional and national levels) and how these changes
intersect with improved patient, family and clinical experi-
ences; and (4) ongoing psychometric analysis to inform
the understanding of how robust measures are with a par-
ticular view to better understand the impact of proxy rat-
ings and how to best manage the inherent bias within
measurement of experience.

Variance in how patients with palliative care needs,
and their families want to contribute to and engage with
quality improvement is noted.3>93 Some suggest that the
use of electronic devices for data capture is acceptable
while others do not.?3 In addition, the ability for PREMs to
directly inform care provision to individuals through inte-
gration with real-time care planning and provision is ham-
pered by the fact a proportion of patients and families
want to remain de-identified when providing a rating for
fear of retribution if they are critical of care.?%?3 A-priori
decisions are therefore needed in relation to how these
PREMs will be used, what they seek to inform (current
care or service improvement work) and how the evalua-
tion of their impact is measured. Positioning all such deci-
sion making within the busy and chaotic contexts of
hospitals is another critical factor for careful considera-
tion.?3 The complexity of noting the ideal PREM and ideal
implementation factors for people with palliative care
needs is clear. However, research notes the need to priori-
tise brevity due to patient factors (fatigue and cogni-
tion)#6:50.92 gnd system factors (busy clinical settings).50.92.93
This review provides a foundation upon which to progress
this work through a systematic review of current PREMs
available and how they align to areas of importance for
high quality care from the perspectives of patients and
families. Understanding how to implement such tools into
routine practice remains an important area for focus.

Strengths and limitations

The strength of this review lies in the systematic method-
ology used to locate PREMs, limit bias and assimilate large
amounts of information to inform future health service
planning. The linkage of available PREM items to noted
areas of importance for patients and families ensures
study outcomes reflect what matters for people with pal-
liative care needs. However, there are also limitations.
Firstly, a single author (MG) performed the initial screen-
ing of titles and abstracts, located PREMs and led the data
extraction. This same author (MG) performed the
appraisal of evidence for psychometric properties under
careful guidance from TL. However, where uncertainty
existed, discussion with the research team was under-
taken for a consensus view. Secondly, the theming to
areas of importance was subjective given the fact some
items could be mapped to multiple domains. Therefore,
consensus decisions were made to map to the domain
that was most relevant. Finally, the domains of impor-
tance noted within this review are not reflective of cultur-
ally and linguistically diverse or Indigenous populations
and this needs to be considered when planning imple-
mentation at system levels.

Conclusion

This systematic review highlights that there are numerous
PREMs available for people living with advanced serious
illness, or their families globally. However, few directly
align with what matters most to patients and families or
are suitable for people with lower levels of literacy or with
limited cognitive capacity due to illness. In taking this
work forward, clinical teams firstly need to establish the
core reason they want to collect and use PREM data a-pri-
ori. Secondly, administration of PREMs for this population
is unlikely to be via a uniform approach and is likely to
need personnel assistance to help patients in their com-
pletion of the questions. Who this person ought to be is
unclear. However, careful planning to enable participation
ensures the voice of this population is heard and informs
service improvement work. Thirdly, mechanisms for data
capture and timely feedback also need to be considered if
these data are to inform the understanding of local needs,
drive improvements and evaluate interventions.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with respect
to the research, authorship, and/or publication of this article.

Funding

The author(s) disclosed receipt of the following financial support
for the research, authorship, and/or publication of this article:
This study was funded by the NSW Health Bureau of Health
Information Palliative Care — Experiences of Patients and Carers
Project.



912 Palliative Medicine 37(7)
ORCID iDs 15. Hillman KM. End-of-life care in acute hospitals. Aust Health
Claudia Virdun (78) https://orcid.org/0000-0003-3945-0749 Rev 2011; 35: 176-177. ,

. . . 16. Bloomer MJ, Endacott R, O’Connor M, et al. The ‘dis-ease'
Maja Garcia https://orcid.org/0000-0002-9496-9546 of dying: challenges in nursing care of the dying in the acute
Tim Luckett @) https://orcid.org/0000-0001-6121-5409 hospital setting. A qualitative observational study. Palliat

Med 2013; 27: 757-764.
Supplemental material 17. Bloomer MJ, Hutchinson AM and Botti M. End-of-life care
Supplemental material for this article is available online. in hospital: an audit of care against Australian national
guidelines. Aust Health Rev 2019; 43: 578-584.
18. Al-Qurainy R, Collis E and Feuer D. Dying in an acute hos-
References pital setting: the challenges and solutions. Int J Clin Pract

1. Cherny N, Fallon M, Kaasa S, et al. Oxford Textbook of 2009; 63: 508-515.

Palliative Medicine. New York: Oxford University Press, 19. Heckel M, Vogt AR, Stiel S, et al. Correction to: the qual-
2015. ity of care of the dying in hospital-next-of-kin perspectives.

2. World Health Organization. The top 10 causes of death, Support Care Cancer 2020; 28: 4539-4611.
https://www.who.int/news-room/fact-sheets/detail/the- 20. Le BH and Watt JN. Care of the dying in Australia’s busi-
top-10-causes-of-death (2018, accessed April 22 2020). est hospital: benefits of palliative care consultation and

3. Cherny NI, Fallon MT, Kaasa S, et al. Oxford textbook of pal- methods to enhance access. J Palliat Med 2010; 13: 855—
liative medicine. New York: Oxford University Press, 2021. 860.

4. Broad JB, Gott M, Kim H, et al. Where do people die? An 21. Gott M, Seymour J, Ingleton C, et al. That’s part of every-
international comparison of the percentage of deaths body's job': the perspectives of health care staff in England
occurring in hospital and residential aged care settings in and New Zealand on the meaning and remit of palliative
45 populations, using published and available statistics. Int care. Palliat Med 2012; 26: 232-241.

J Public Health 2013; 58: 257-267. 22. Garner KK, Goodwin JA, McSweeney JC, et al. Nurse execu-

5. Coimin DO, Prizeman G, Korn B, et al. Dying in acute hos- tives' perceptions of End-of-Life care provided in Hospitals.
pitals: voices of bereaved relatives. BMC Palliat Care 2019; J Pain Symptom Manag 2013; 45: 235-243.

18:91. 23. Cohen J and Deliens LUC. (Eds) A public health perspective

6. Sarmento VP, Higginson ), Ferreira PL, et al. Past trends on end of life care. Oxford: Oxford University Press, 2012.
and projections of hospital deaths to inform the integration 24. Teno JM, Field MJ and Byock I. Preface: the road taken and
of palliative care in one of the most ageing countries in the to be traveled in improving end-of-life care. J Pain Symptom
world. Palliative Medicine 2016; 30: 363-373. Manag 2001; 22: 713-716.

7. TungJ, Chadder J, Dudgeon D, et al. Palliative care for can- 25. Virdun C, Luckett T, Davidson PM, et al. Generating key
cer patients near end of life in acute-care hospitals across practice points that enable optimal palliative care in acute
Canada: a look at the inpatient palliative care code. Curr hospitals: results from the OPAL project's mid-point meta-
Oncol 2019; 26: 43-47. inference. Int J Adv Nurs Stud 2021; 3: 100035.

8. Pivodic L, Pardon K, Morin L, et al. Place of death in the 26. Virdun C, Luckett T, Davidson PM, et al. Strengthening
population dying from diseases indicative of palliative care palliative care in the hospital setting: a co-design study.
need: a cross-national population-level study in 14 coun- BMJ Support Palliat Care 2020. https://spcare.bmj.
tries. J Epidemiol Community Health 2016; 70: 17-24. com/content/bmjspcare/early/2020/10/28/bmjsp-

9. ToTH, Greene AG, Agar MR, et al. A point prevalence survey care-2020-002645.full.pdf
of hospital inpatients to define the proportion with pallia- 27. Virdun C, Luckett T, Davidson PM, et al. Dying in the hos-
tion as the primary goal of care and the need for specialist pital setting: a systematic review of quantitative studies
palliative care. Intern Med J 2011; 41: 430-433. identifying the elements of end-of-life care that patients

10. Milnes S, Orford NR, Berkeley L, et al. A prospective obser- and their families rank as being most important. Palliat
vational study of prevalence and outcomes of patients with Med 2015; 29: 774-796.
Gold Standard Framework criteria in a tertiary regional 28. Virdun C, Luckett T, Lorenz K, et al. Dying in the hospital set-
Australian Hospital. BMJ Support Palliat Care 2019; 9: 92— ting: A meta-synthesis identifying the elements of end-of-life
99. care that patients and their families describe as being impor-
11. Mudge AM, Douglas C, Sansome X, et al. Risk of 12-month tant. Palliat Med 2017; 31: 587-601.
mortality among hospital inpatients using the surprise 29. Virdun C, Luckett T, Lorenz K, et al. Hospital patients’ per-
question and SPICT criteria: a prospective study. BMJ spectives on what is essential to enable optimal palliative
Support Palliat Care 2018; 8: 213-220. care: a qualitative study. Palliat Med 2020; 34: 1402—-1415.
12. Australian Institute of Health and Welfare. Australia's 30. Masso M, Samsa P, Grootemaat P (2016) Rapid review of
Health 2018: in brief. Cat. no. AUS 222. Canberra: AIHW, the literature to inform the development of quality and
2018. safety indicators for end-of-life care in acute hospitals.
13. Australian Institute of Health and Welfare. Deaths in ACSQHC, Sydney. https://www.safetyandquality.gov.au/
Australian hospitals. Canberra: AIHW, 2017. sites/default/files/2019-06/end-of-life-indicators_final-
14. Nevin M, Hynes G and Smith V. Healthcare providers’ views report_uow.pdf
and experiences of non-specialist palliative care in hospi- 31. Tilden VP, Tolle S, Drach L, et al. Measurement of quality

tals: a qualitative systematic review and thematic synthe-
sis. Palliat Med 2020; 34: 605—-618.

of care and quality of life at the end of life. Gerontologist
2002; 42: 71-80.


https://orcid.org/0000-0003-3945-0749
https://orcid.org/0000-0002-9496-9546
https://orcid.org/0000-0001-6121-5409
https://www.who.int/news-room/fact-sheets/detail/the-top-10-causes-of-death
https://www.who.int/news-room/fact-sheets/detail/the-top-10-causes-of-death
https://spcare.bmj.com/content/bmjspcare/early/2020/10/28/bmjspcare-2020-002645.full.pdf
https://spcare.bmj.com/content/bmjspcare/early/2020/10/28/bmjspcare-2020-002645.full.pdf
https://spcare.bmj.com/content/bmjspcare/early/2020/10/28/bmjspcare-2020-002645.full.pdf
https://www.safetyandquality.gov.au/sites/default/files/2019-06/end-of-life-indicators_final-report_uow.pdf
https://www.safetyandquality.gov.au/sites/default/files/2019-06/end-of-life-indicators_final-report_uow.pdf
https://www.safetyandquality.gov.au/sites/default/files/2019-06/end-of-life-indicators_final-report_uow.pdf

Virdun et al.

913

32.

33.

34,

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45,

46.

47.

48.

Mularski R, Dy S, Shugarman L, et al. A Systematic Review
of Measures of End-of-Life Care and Its Outcomes. Health
Services Research 2007; 42: 1848-1870.

Kamal AH, Bausewein C, Casarett DJ, et al. Standards, guide-
lines, and quality measures for successful specialty pal-
liative care integration into oncology: current Approaches
and Future Directions. J Clin Oncol 2020; 38: 987-994.
Kamal AH, Gradison M, Maguire JM, et al. Quality meas-
ures for palliative care in patients with cancer: a systematic
review. J Oncol Pract 2014; 10: 281-287.

Walling AM, Ast K, Harrison JM, et al. Patient-reported
quality measures for palliative care: the time is now. J Pain
Symptom Manag 2023; 65: 87-100.

Hales S, Zimmermann C and Rodin G. Review: the quality of
dying and death: a systematic review of measures. Palliat
Med 2010; 24: 127-144.

Murtagh FE, Ramsenthaler C, Firth A, et al. A brief, patient-
and proxy-reported outcome measure in advanced illness:
validity, reliability and responsiveness of the Integrated
Palliative care Outcome Scale (IPOS). Palliat Med 2019; 33:
1045-1057.

Jamieson Gilmore K, Corazza I, Coletta L, et al. The uses of
patient reported experience measures in health systems:
a systematic narrative review. Health Policy 2023; 128:
1-10.

Bull C, Byrnes J, Hettiarachchi R, et al. A systematic review
of the validity and reliability of patient-reported experience
measures. Health Serv Res 2019; 54: 1023—-1035.

Page MJ, McKenzie JE, Bossuyt PM, et al. The PRISMA 2020
statement: an updated guideline for reporting systematic
reviews. Int J Surg 2021; 88: 105906.

The University of Edinburgh. SPICT, https://www.spict.org.
uk/ (accessed 16 August 2018).

Palliative Care Australia. Palliative Care Service Development
Guidelines. 2018. ACT: Palliative Care Australia.

Mokkink LB, Terwee CB, Knol DL, et al. The COSMIN check-
list for evaluating the methodological quality of studies
on measurement properties: A clarification of its content.
BMC Med Res Methodol 2010; 10: 22.

Kincaid JP, Fishburne RP Jr, Rogers RL, et al. Derivation of
new readability formulas (automated readability index, fog
count and flesch reading ease formula) for navy enlisted
personnel. Naval Technical Training Command Millington
TN Research Branch, 1975. Florida, USA.

Department of Health and Ageing SA. Assessing
Readibility, https://www.sahealth.sa.gov.au/wps/wcm/
connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-
AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPE
RES&CACHEID=ROOTWORKSPACE-fch907004e455125a-
b8eaf8ba24f3db9-nKKxi3l (2013, accessed 12 April, 2023).
Luckett T, Virdun C, Rao A, et al. Improving the methods for
patient-reported experience measures in palliative care:
findings from a cognitive interview study. Ann Palliat Med
2022; 11: 2275-2284.

Heyland DK, Cook DJ, Rocker GM, 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: 682—695.

Heyland DK, Cook DJ, Rocker GM, et al. Defining priorities
for improving end-of-life care in Canada. Can Med Assoc J
2010; 182: E747—-E752.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

Heyland DK, Jiang X, Day AG, et al. The Development and
Validation of a Shorter Version of the Canadian Health Care
Evaluation Project Questionnaire (CANHELP Lite): A Novel
Tool to Measure Patient and Family Satisfaction With End-
of-Life Care. JPain Symptom Manag 2013; 46: 289-297.
DOI: https://doi.org/10.1016/].jpainsymman.2012.07.012
Saunders CH, Durand M-A, Scalia P, et al. User-centered
design of the consideRATE questions, a measure of people's
experiences when they are seriously ill. J Pain Symptom
Manag 2021; 61: 555-565.e5.

Statewide Palliative Care Clinical Network. South Australian
Experience of Palliative Care Service delivery in 2020
Consumer Experience Survey, https://yoursay.sa.gov.au/
palliative-care-experience-survey-2020 (2020, accessed 12
April, 2023).

Sinclair S, Jaggi P, Hack TF, et al. Initial validation of a
patient-reported measure of compassion: determining the
content validity and clinical sensibility among patients liv-
ing with a life-limiting and incurable illness. Patient 2020;
13:327-337.

Yun YH, Kang EK, Lee J, et al. Development and validation
of the quality care questionnaire -palliative care (QCQ-PC):
patient-reported assessment of quality of palliative care.
BMC Palliat Care 2018; 17: 40.

O'Connor M, Tan H and Lau R. Outcomes from applying a
palliative care satisfaction survey instrument in Victoria,
Australia. Prog Palliat Care 2016; 24: 93-97.

Gramling R, Stanek S, Ladwig S, et al. Feeling heard and
understood: A patient-reported quality measure for the
inpatient palliative care setting. J Pain Symptom Manag
2016; 51: 150-154.

Sandsdalen T, Rystedt |, Grgndahl VA, et al. Patients’ percep-
tions of palliative care: adaptation of the Quality from the
Patient’s Perspective instrument for use in palliative care,
and description of patients’ perceptions of care received.
BMC Palliat Care 2015; 14: 54-14.

Henriksen KM, Heller N, Finucane AM, et al. Is the patient
satisfaction questionnaire an acceptable tool for use in a
hospice inpatient setting? A pilot study. BMC Palliat Care
2014; 13(1): 6.

Guerriere DN, Zagorski B and Coyte PC. Family caregiver
satisfaction with home-based nursing and physician care
over the palliative care trajectory: results from a longitudi-
nal survey questionnaire. Palliat Med 2013; 27: 632-638.
Hitz F, Ribi K, Li Q, et al. Predictors of satisfaction with treat-
ment decision, decision-making preferences, and main
treatment goals in patients with advanced cancer. Support
Care Cancer 2013; 21: 3085-3093.

Claessen SJ, Francke AL, Sixma HJ, et al. Measuring rela-
tives’ perspectives on the quality of palliative care: the con-
sumer quality index palliative care. J Pain Symptom Manag
2013; 45: 875—-884.

Durusoy R, Karaca B, Junushova B, et al. Cancer patients’
satisfaction with doctors and preferences about death in a
university hospital in Turkey. Patient Educ Couns 2011; 85:
€285-e290.

Engelberg RA, Downey L, Wenrich MD, et al. Measuring the
quality of end-of-life care. J Pain Symptom Manag 2010;
39:951-971.

Lo C, Burman D, Hales S, et al. The FAMCARE-Patient
scale: measuring satisfaction with care of outpatients with
advanced cancer. Eur J Cancer 2009; 45: 3182—-3188.


https://www.spict.org.uk/
https://www.spict.org.uk/
https://www.sahealth.sa.gov.au/wps/wcm/connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-fcb907004e455125ab8eaf8ba24f3db9-nKKxi3l
https://www.sahealth.sa.gov.au/wps/wcm/connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-fcb907004e455125ab8eaf8ba24f3db9-nKKxi3l
https://www.sahealth.sa.gov.au/wps/wcm/connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-fcb907004e455125ab8eaf8ba24f3db9-nKKxi3l
https://www.sahealth.sa.gov.au/wps/wcm/connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-fcb907004e455125ab8eaf8ba24f3db9-nKKxi3l
https://www.sahealth.sa.gov.au/wps/wcm/connect/fcb907004e455125ab8eaf8ba24f3db9/HLT-AssessingReability-T7-PHCS-SQ20130118.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-fcb907004e455125ab8eaf8ba24f3db9-nKKxi3l
https://doi.org/10.1016/j.jpainsymman.2012.07.012
https://yoursay.sa.gov.au/palliative-care-experience-survey-2020
https://yoursay.sa.gov.au/palliative-care-experience-survey-2020

914 Palliative Medicine 37(7)
64. Engelberg R, Downey L and Curtis JR. Psychometric char- 78. Aoun S, Kristjanson LJ, Oldham L, et al. A qualitative inves-
acteristics of a Quality of Communication Questionnaire tigation of the palliative care needs of terminally ill people
assessing communication about end-of-life care. J Palliat who live alone. Collegian 2008; 15: 3-9.
Med 2006; 9: 1086—1098. 79. Casarett D, Pickard A, Bailey FA, et al. A nationwide VA

65. Mystakidou K, Tsilika E, Kouloulias V, et al. The 'Palliative Palliative Care Quality Measure: the family assessment of
Care Quality of Life Instrument (PQLI)' in terminal cancer treatment at the end of Life. J Palliat Med 2008; 11: 68-75.
patients. Health Qual Life Outcomes 2004; 2: 8. 80. Wall RJ, Engelberg RA, Downey L, et al. Refinement, scor-

66. Glass DP, Wang SE, Minardi PM, et al. Concordance of end- ing, and validation of the family satisfaction in the Intensive
of-life care with end-of-life wishes in an integrated health Care Unit (FS-ICU) survey. Crit Care Med 2007; 35:271-279.
care system. JAMA Netw Open 2021; 4: e213053-e213053. 81. Crofton C, Lubalin JS and Darby C. Consumer Assessment of

67. Marti-Garcia C, Fernandez-Alcantara M, Suarez Lépez P, et Health Plans Study (CAHPS). Foreword. Med Care 1999; 37:
al. Experiences of family caregivers of patients with termi- MS1-MS9.
nal disease and the quality of end-of-life care received: a 82. Connor SR, Teno J, Spence C, et al. Family evaluation of
mixed methods study. PeerJ/ 2020; 8: e10516. hospice care: results from voluntary submission of data via

68. Otani H, Morita T, Igarashi N, et al. A nationwide survey of website. J Pain Symptom Manag 2005; 30: 9-17.
bereaved family members' perception of the place patients 83. Morita T, Hirai K, Sakaguchi Y, et al. Measuring the qual-
spent their final days: is the inpatient hospice like or unlike ity of structure and process in end-of-life care from the
a Home? Why? Palliat Med Rep 2020; 1: 174-178. bereaved family perspective. J Pain Symptom Manag 2004;

69. Mayland CR, Gerlach C, Sigurdardottir K, et al. Assessing 27:492-501.
quality of care for the dying from the bereaved relatives’ 84. Curtis JR, Patrick DL, Engelberg RA, et al. A measure of the
perspective: using pre-testing survey methods across seven quality of dying and death: initial validation using after-
countries to develop an international outcome measure. death interviews with family members. J Pain Symptom
Palliat Med 2019; 33: 357-368. Manag 2002; 24: 17-31.

70. Kanno Y, Sato K, Shimizu M, et al. Validity and reliability of 85. Morita T, Chihara S and Kashiwagi T. A scale to measure
the dying care process and outcome scales before and after satisfaction of bereaved family receiving inpatient pallia-
death from the bereaved family members’ perspective. Am tive care. Palliat Med 2002; 16: 141-150.

J Hosp Palliat Care 2019; 36: 130-137. 86. Volicer L, Hurley AC and Blasi ZV. Scales for evaluation of

71. Hunt KJ, Richardson A, Darlington AE, et al. Developing the end-of-life care in dementia. Alzheimer Dis Assoc Disord
methods and questionnaire (VOICES-SF) for a national ret- 2001; 15: 194-200.
rospective mortality follow-back survey of palliative and 87. Teno JM, Clarridge B, Casey V, et al. Validation of toolkit
end-of-life care in England. BMJ Support Palliat Care 2019; after-death bereaved family member interview. J Pain
9: e5. Symptom Manag 2001; 22: 752-758.

72. Evensen CT, Yost KJ, Keller S, et al. Development and test- 88. Archer KC and Boyle DP. Toward a measure of caregiver
ing of the CAHPS cancer care survey. J Oncol Pract 2019; 15: satisfaction with hospice social services. Hosp J 1999; 14:
€969-e978. 1-15.

73. Seow H, Bainbridge D, Brouwers M, et al. Validation of a 89. Aoun S, Bird S, Kristjanson LJ, et al. Reliability testing of the
modified VOICES survey to measure end-of-life care quality: FAMCARE-2 scale: measuring family carer satisfaction with
the CaregiverVoice survey. BMC Palliat Care 2017; 16: 44. palliative care. Palliat Med 2010; 24: 674-681.

74. Jensen HI, Gerritsen RT, Koopmans M, et al. Satisfaction 90. ClaessenSJ, Francke AL, Sixma HJ, et al. Measuring patients’
with quality of ICU care for patients and families: the experiences with palliative care: the Consumer Quality
euroQ? project. Crit Care 2017; 21: 239-310. Index Palliative Care. BMJ Support Palliat Care 2012; 2:

75. Thorpe JM, Smith D, Kuzla N, et al. Does mode of survey 367-372.
administration matter? Using measurement invariance to 91. Penrod JD and Morrison RS. Challenges for Palliative Care
validate the mail and telephone versions of the bereaved Research. J Palliat Med 2004; 7: 398-402.
family survey. J Pain Symptom Manag 2016; 51: 546-556. 92. Saunders CH, Durand M-A, Kirkland KB, et al. Psychometric

76. Holland JM, Keene JR, Kirkendall A, et al. Family evaluation assessment of the consideRATE questions, a new measure
of hospice care: examining direct and indirect associations of serious illness experience, with an online simulation
with overall satisfaction and caregiver confidence. Palliat study. Patient Educ Couns 2022; 105: 2581-2589.

Support Care 2015; 13: 901-908.. 93. Virdun C, Luckett T, Lorenz K, et al. Preferences of patients

77. Steinhauser KE, Voils Cl, Bosworth HB, et al. Validation of with palliative care needs and their families for engage-

a measure of family experience of patients with serious ill-
ness: the QUAL-E (Fam). J Pain Symptom Manag 2014, 48:
1168-1181.

ment with service improvement work within the hospital
setting: a qualitative study. Palliat Med 2022; 36: 1129-
1139.



