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ABSTRACT
Background How quality in healthcare is 
measured shapes care provision, including 
how and what care is delivered. In end- of- life 
care, appropriate measurement can facilitate 
effective care and research, and when used in 
policy, highlight deficits and developments in 
provision and endorse the discipline necessity. 
The most prevalent end- of- life quality metric, 
place of death, is not a quality measure: it gives 
no indication of the quality of care or patient 
experience in the place of death.
Aim To evaluate alternative measures to place of 
death for assessing quality of care in end- of- life 
provision in all settings.
Method We examine current end- of- life care 
quality measures for use as metrics for quality 
in end- of- life care. We categorise approaches 
to measurement as either: clinical instruments, 
mortality follow- back surveys or organisational 
data. We review each category using four 
criteria: care setting, patient population, measure 
feasibility, care quality.
Results While many of the measure types were 
highly developed for their specific use, each had 
limitations for measuring quality of care for a 
population. Measures were deficient because 
they lacked potential for reporting end- of- life 
care for patients not in receipt of specialist 
palliative care, were reliant on patient- proxy 
accounts, or were not feasible across all care 
settings.
Conclusion None of the current end- of- life 
care metric categories can currently be feasibly 
used to compare the quality of end- of- life care 
provision for all patients in all care settings. We 
recommend the development of a bespoke 
measure or judicious selection and combination 
of existing measures for reviewing end- of- life 
care quality.

INTRODUCTION
How quality in end- of- life care is 
measured helps shape how and what care 
is delivered. Effective end- of- life care 
measurement may improve provision by 

identifying problems, tracking successes, 
facilitating coordination between services 
and supporting research.1 2 Measurement 
can also raise the profile of end- of- life care 
with tangible consequences to commis-
sioning and provision. The inclusion of 
end- of- life care indicators in the National 
Health Service (NHS) Mandate in 
England for example, facilitated govern-
ment bodies to hold to account those 
responsible for care provision, thereby 
enhancing the clinical prominence of 
end- of- life care.3 Importantly, quality 
measures inevitably define what ‘good’ 
end- of- life care is by directing resource 
allocation and practices of care.4 5 Given 
this context, it is imperative that there are 
robust and legitimate measures of quality 
of palliative and end- of- life care.

‘Place of death’ is extensively used in 
quality assessment in end- of- life care 
policies in the UK and internationally,6 7 
and in end- of- life care research.8–10 The 
metric organises where patients die into 
residential and institutional categories 
(typically acute hospital, care home, own 
home, hospice and other places), with 
‘better’ quality commonly associated with 
death in non- hospital settings. However, 
it is recognised to be at best a proxy for 

WHAT IS ALREADY KNOWN ON THIS TOPIC
 ⇒ Place of death is widely used as a ‘quality 
metric’ but does not assess quality. 
The relevance of alternative metrics is 
unknown.

WHAT THIS STUDY ADDS
 ⇒ Alternative metrics offer advantages over 
place of death, but each has significant 
disadvantages.

HOW THIS STUDY MIGHT AFFECT 
RESEARCH, PRACTICE OR POLICY

 ⇒ Collating existing metrics may overcome 
individual deficiencies.

 ⇒ Propose criteria for evaluating and 
developing metrics.
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assessing quality in end- of- life care. Its continued use 
reflects both a historic emphasis on place of death 
as a quality metric in policy documents7 11 12 and 
the absence of any robust alternative end- of- life care 
quality measures.13

There is an urgent need to improve how end- of- 
life care quality is measured in policy and practice.13 
There are extensive potential alternative metrics to 
place of death,14–24 but their relevance in replacing 
place of death to evaluate the quality of care across the 
spectrum of palliative and end- of- life care provision is 
unknown. In this paper, we review place of death and 
then consider other measures for use at population and 
national levels. Based on this, we identify priorities for 
future end- of- life care measures.

PLACE OF DEATH
Place of death is widely used as a quality metric in 
end- of- life care policy in high- income countries.7–10 In 
policy it has been deployed in a range of ways: as a 
‘vital sign’ focusing on the ‘proportion of all deaths that 
occur at home’25; as a focus on deaths in ‘usual place of 
residence’ (in residential, care and nursing homes); and 
more recently to assess success by measuring reduced 
numbers of deaths in hospital.3 As a metric it is feasible 
to deliver,9 using death- registration data, information 
that is typically routinely recorded, broadly robust 
and often available across all care settings and for 
whole populations, facilitating population- level eval-
uations of care provision.8 26 Globally, death regis-
tration including cause and place of death is often a 
legal requirement in countries which adhere to United 
Nations and World Health Organisation standards.26

Importantly, however, place of death cannot assess 
care quality. Its use invokes flawed assumptions about 
an association between where a patient dies and the 
quality of care they receive in that setting. Using 
place of death assumes that ‘good’ deaths occur in 
the community (particularly at home, but also hospice 
and care homes) and ‘poor’ deaths occur in hospital.27 
Dying at home does not indicate optimal care provi-
sion nor meeting patient preferences for place of 
death.28 Poor care is reported in similar proportions 
across home, hospital and residential home settings.29 
For some patients, hospital has also been shown to be 
an important and entirely appropriate place for end- 
of- life care provision.11 30 31 Not all patients wish to die 
at home.32 Place of death is not a high priority to all 
patients close to the end of life, particularly compared 
with issues such as receiving good symptom manage-
ment.32–34 Preference for death at home changes over 
time, decreasing as illness progresses.35

The congruence between preferred and actual place 
of death is also widely used, particularly in research. 
This modification is not an effective solution as this 
metric fails to address the problems associated with 
prioritising place above other aspects of quality, and 
is not feasible as a population- level metric because of 

limitations in recording and retrieving patient prefer-
ence data.9

More sophisticated derivatives of place of death 
have been developed, including a recent measure of 
‘Percentage of deaths with three or more emergency 
admissions in last 3 months of life’.36 This still views 
place as a pertinent metric of quality at the end of life. 
This is significant because the association between 
hospital admissions and poor care is increasingly 
contested.7 11 37

EXPLORING ALTERNATIVE METRICS
Out of the many alternative metrics for assessing 
quality in end- of- life care our focus is on ‘care at the 
end of life’. By this we mean the processes and provi-
sion of care, including nursing and medical care and 
the clinical environment, practitioner communication 
and related factors,20 38 particularly on care in the 
last 3 months of life. Alternative foci, despite being 
important for understanding end- of- life care quality, 
are less feasible for population measurement because 
of their subjectivity. For example, both ‘experience of 
care’ and ‘quality of death and dying’ can be expected 
to vary according to patients’ or proxy respondents’ 
preferences and prior assumptions, hindering direct 
comparison necessary for population assessments.18

Recognising that each metric can be expected to 
differently define quality according to their measure-
ment priority, we do not define quality. Instead, we are 
guided by the broad aspiration that quality end of life 
care involves ‘early identification, correct assessment 
and treatment of pain and other problems, whether 
physical, psychosocial or spiritual’.39

Our focus in this paper is on metrics and tools that 
have either been designed as quality measures of end- 
of- life care or have been used in this way. We classi-
fied metrics according to the way in which they collect 
quality assessment data and assessed their relevance 
as population metrics by these categories. We cate-
gorised measures as either clinical instruments (typi-
cally real- time metrics designed to facilitate end- of- life 
care provision), mortality follow- back surveys (retro-
spective surveys designed to assess care provision), 
or organisational data (administrative information 
collected by organisations about care delivery). Where 
measures had been used in multiple ways, we catego-
rised them according to how they are often most preva-
lently described. We similarly used the most prominent 
category in instances where metrics are composite of a 
variety of categories. We illustrated each category with 
a prominent example (tables 1–3). These illustrated 
examples were used to structure the relevance of the 
category measure for population- level comparison.

The strengths and challenges of place of death 
directed us to four criteria to consider the suitability 
of alternative metrics. First, relevance across care 
settings (including specialist palliative and generalist 
care settings), acknowledging the diversity of places 
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a patient may receive end- of- life care. Second, rele-
vance across patient populations, addressing the 
historic bias in end- of- life care towards cancer provi-
sion and the contemporary focus on meeting the needs 
of all patients with a terminal diagnosis, irrespective 
of condition. Third, feasibility, recognising that in 
the context of constrained health and care systems, 
metrics should not cause significant additional work-
load burden nor costs. Fourth, relevance for providing 
meaningful insight into end- of- life care quality and 
their potential influence on the delivery of care.

We assessed these criteria as follows:
 ► Care setting: How applicable each measure category is 

for assessing care across all settings in which end- of- life 
care is provided. We considered the feasibility of using 
metrics in prevalent places of care delivery, focusing on 
hospital, home, hospice and residential care facility.

 ► Patient population: How applicable each measure cate-
gory is to assessing end- of- life care for all patients, irre-
spective of diagnosis. We considered specifically how 
well the metric assesses care quality for patients with 
cancer and non- cancer diagnoses, addressing particularly 
organ failure.

 ► Measure feasibility: How feasible and easy is admin-
istering the measurement, including collecting and 

processing the data. We considered clinician and other 
stakeholder burden and how well metric outcomes could 
be collated for population- level use.

 ► Care quality: How meaningful the measure data are on 
quality of care at the end- of- life. We addressed the perti-
nence of metric outcomes for understanding end- of- life 
care quality, the timeliness of the data for providing 
contemporaneous assessments of care, and the role of 
the information provider, prioritising patient- reported 
data.

We did not seek to assess the quality of the metric for 
its original purpose beyond the above criteria. Simi-
larly, while we recognise the importance of ensuring 
that outcome metrics are psychometrically robust,40 it 
was outside of the scope of this paper to assess the 
psychometric properties of the measures for popula-
tion use.

ALTERNATIVE QUALITY OF CARE METRICS TO 
PLACE OF DEATH
Clinical instruments
Clinical instruments of end- of- life care quality typically 
provide contemporaneous perspectives on a patient’s 
care, and when collated over a period of time, can be 

Table 1 Clinical instrument example: OACC

Instrument OOACC suite of measures1

Description A collection of measures which individually assess a key aspect of palliative care, including questions relating to a patient’s 
stage of illness, functioning, symptoms, quality of life and those of their informal care givers.1 OACC data provide a perspective 
on a patient’s care, and when collated over a period of time, can be used to monitor and evaluate patients’ condition(41). OACC 
is a UK example of combining measures with similar examples found internationally (eg, Australian Palliative Care Outcomes 
Collaboration.47

Care setting OACC has been widely adopted in specialist palliative care settings81 but there is little evidence of uptake in non- specialist 
palliative care health and care settings. There are recognised barriers to using OACC in non- palliative care specialist settings, 
including those with high caseloads, as is typical in general practice and acute hospitals.82

Patient population Limited to patients recognised to be ‘end of life’ or in receipt of palliative or end- of- life care, as it is a specific clinical tool focused 
on end- of- life care provision.

Measure feasibility Limited without significant resourcing. While OACC is recommended to be included in routine clinical practice, it is not clear how 
data collected from healthcare organisations could be pooled for population- level analysis.

Care quality High. OACC fulfils the European Association of Palliative Care Taskforce on Outcome Measurement83 recommendations1, and by 
combining a variety of measures addressed a wide spectrum of aspects related to quality care. The measure prioritises patients’ 
perspectives where possible, and provides contemporaneous data.

OACC, Outcome Assessment and Complexity Collaborative.

Table 2 Mortality follow- back survey example: voices

Instrument VOICES—views of informal carers—evaluation of services84

Description Survey of experience of care in the last 3 months of life, as reported by the individual who registered the person’s death. In England, 
VOICES has been used as a population- level metric, with national postal surveys undertaken annually from 2011 to 2016. Modified 
versions of VOICES have been used to assess end- of- life care quality (eg, in Ontario, Canada).53 The survey was derived from the 
1990 Regional Study of care for the Dying,85 itself based on earlier work by Cartwright et al.86 87

Care setting Applicable across all settings.
Patient population Broadly comprehensive. Applicable to all patient groups. In England, use with representative sample stratified by cause and place of 

death in survey period.60 Good coverage dependent on high response rate and equal response uptake across demographic groups. In 
last England survey, black and minority ethnic participants thought to be under- represented.84

Measure feasibility Postal self- report questionnaire. Resource intensive to administer and analyse. Survey is lengthy (short- form version is 59 questions in 
a 15 page booklet). England version was administered by the Office of National Statistics on behalf ofNHS England.

Care quality Limited. Extensive development (including pre- testing with bereaved relatives) ensured questions asked are meaningful and 
relevant.21 However, retrospective patient proxy views of end- of- life care by questionnaire recipient. Limited information on 
caregivers’ views of support they received in providing end- of- life care, or of religious or spiritual needs.21
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useful to monitor and evaluate a patient’s condition 
and care provision.41 Such metrics are often extensive, 
addressing a range of topics including physical and 
psychological symptoms, functional status, spiritual 
needs, continuity of care, advance care planning and 
the needs of carers.15 Patients are typically the subject 
of these measures, addressing questions on their own 
symptoms and needs, but measures may also survey 
clinicians and lay carers. Metrics which combine 
multiple perspectives, as in table 1, may usefully 
augment patient reported metrics (recognised to be a 
‘gold standard’ in outcome metrics42) with surrogate 
focused metrics, facilitating continued reporting even 
when it is either not appropriate or feasible to seek 
patients’ perspectives.41 43 44

Clinical end- of- life care outcome metrics can assess 
care quality well, especially those which combine 
several metrics to provide holistic overall assessment; 
they are increasingly robustly developed and tested. Use 
of clinical metrics is feasible in settings which deliver 
specialist palliative care: while training is often neces-
sary45 and staff can experience difficulties using them,46 
clinical instruments can be well accepted with evidence 
of widespread use, including at the population- level 
(eg, UK,2 Australia47). However, combining data across 
organisations to facilitate population- level compar-
ison is not straightforward: a pilot project in England 
identified significant challenges with data sharing and 
consent for patients without capacity, in addition to 
resourcing and infrastructure- related issues.2

The utility of clinical outcome metrics outside 
specialist palliative care settings is unclear. The burden 
of measurement, including clinician time, cost and 
training needs,44 45 results in limited use in generalist 
or non- specialist palliative care settings, particularly 
those with competing measurement priorities and high 
clinician workloads.44 48 Importantly, the clinical focus 
also means that populations with whom these metrics 
are used is limited to those recognised to be ‘end of 
life’ for a significant period of time prior to death, 
which constitutes a small proportion of all deaths.43

Mortality follow-back surveys
Mortality follow- back surveys assess the quality of 
end- of- life care provision by seeking the views of those 
involved in the patient’s care after their death. Respon-
dents are typically relatives or other lay carers of the 
patient,16 who are asked to recall the quality of care in 
the patient’s last few days, weeks or months of life, or 
the end of life period generically, via surveys returned 
by post or online, or told to interviewers in- person or 
via telephone.16 20 Surveys typically focus on respon-
dents’ views of the quantity and scope of provision, 
symptom control, communication and emotional 
support.20 49 Survey populations and settings are 
diverse, drawn from national populations (eg, table 2) 
to hospice patients (Consumer Assessment of Health-
care Providers and Systems hospice survey50).

Surveys have been demonstrated to be practical 
for population- level comparisons of end- of- life care 
quality, for example, CODE49 has been used nationally 
to assess hospital care for dying patients,51 VOICES29 
collected information on bereaved people’s views of the 
quality of care in England, and CES surveyed hospice 
provision in Japan.52 These surveys require infrastruc-
ture to deliver measurement.53 Their use of lay carer 
accounts removes the burden of measurement from 
patients and healthcare professionals. Importantly, 
they have the capacity to be inclusive of all deaths in a 
survey period, irrespective of where patients received 
care53 and whether a patients’ condition or prognosis 
was identified prior to death. To date, the psycho-
metric testing of mortality follow- back surveys has 
been limited.19 20 It remains unclear to what extent 
close family and friends are able to respond as patient 
proxies; they have themselves been recipients of care, 
with their responses influenced by recall biases and the 
effects of bereavement.54

The retrospective design of these surveys excludes 
opportunity for direct patient reporting, contra-
vening the patient- centred approach of end- of- life 
care.1 They are limited in assessing important subjec-
tive assessments such as symptom control, functional 
status, or psychological or spiritual well- being.55 

Table 3 Organisation measure example:Quality and Outcomes Framework

Criteria Measure suitability

Instrument NHS England 2019/20 General Medical Services contract Quality and Outcomes Framework, End- of- life care88

Description Metric designed to facilitate improved care, explicitly linked to funding. Current metric focuses on the identification of patients on an 
end- of- life care register, and the recording of advance care planning conversations.

Care setting General practice only, although criteria assessed may have relevance for care provision in other settings (eg, advance care planning 
may facilitate improved awareness of end- of- life patients in hospital through better identification of needs).

Patient population All patients recognised to be close to the end of life known to general practitioners. Excludes patients not formally recognised as end 
of life, likely to be those with uncertain or non- cancer terminal diagnoses.

Measure feasibility As part of a nationally recognised payment incentive scheme, completion across English general practices is high. Collated with other 
QOF metrics, findings are processed and available via NHS England.

Care quality Metrics assessed are only proxies of end- of- life care quality. While both timely identification of end- of- life patients and advance care 
planning are associated with good care provision, neither guarantee good care nor demonstrate that appropriate care has been 
enacted.
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Satisfaction surveys (eg, CANHELP,56 FAMCARE57) 
help to ameliorate this but satisfaction does not always 
equate with quality care provision and are susceptible 
to the ‘ceiling effect’ with top ratings frequently used, 
limiting their utility.21 All are at risk of response bias 
associated with low response rate,58 and depend on 
the accuracy of record- keeping about the deceased to 
identify proxies.59 Respondents may be those who are 
most motivated to respond because they hold strong 
feelings about the care experienced,58 with a tendency 
for minority groups to be underrepresented.49 60 
Follow- back surveys may also affect respondents, both 
provoking distress and providing therapeutic benefit 
to bereaved participants.49

Organisational measures
Metrics may be derived from administrative data. These 
vary in scope and scale, from routine data collection 
of clinical care provision (eg, the previous minimum 
dataset for specialist palliative care in England61), to 
satisfaction surveys administered by individual organi-
sations about their care provision, to national hospital 
activity level data and funding- linked national metrics 
(eg, table 3). The appropriateness of repurposing such 
data for assessing quality in end- of- life care depends 
on the robustness of the data collected and its applica-
bility for collating at the population level. Small- scale, 
local surveys are unlikely to be feasible to collate for 
national use, but data collected nationwide on end- of- 
life care provision (eg, table 3) identifies the potential 
of organisational metrics.

Data collected for population- level reporting may 
be expected to provide robust data which can feasibly 
be collated by using existing administrative processes 
to facilitate comparison on care provision. However, 
successfully repurposing metrics relies on a close 
match between the original purpose of data- collection 
and end- of- life care quality measurement. Using data 
not specifically designed for evaluation to assess 
patient quality, such as reviewing medical notes or 
patient surveys, are limited because the quality of the 
data is likely to be variable, to include superfluous clin-
ical details and insufficient relevant information.62 The 
organisational focus of metrics moreover means that 
they rarely provide comprehensive coverage, either 
across care providers or among patient groups, nor the 
impact of care provided.8 While data can be combined 
to facilitate meaningful measurement,63 linking data 
across settings is not straightforward and can lead 
to significant data loss.64 Addressing this, dedicated 
cross- setting surveys may offer the potential to facili-
tate quality measurement across inpatient settings (eg, 
the National Audit of Care at the End of Life65), but 
are limited in not providing comprehensive coverage 
across primary and secondary care.

DISCUSSION
In this paper, we assessed the viability of alterna-
tive metrics to place of death for assessing quality in 

end- of- life care at the population- level. We found each 
category of metric had merit for population use, but 
none fulfilled all our criteria. Measures were deficient 
in either their potential for reporting care quality for 
non- specialist palliative care or because of their reli-
ance on patient- proxy accounts of care (either before 
or after death). The continued use of place of death, 
despite the inappropriateness of the metric, reflects 
the known challenge of measuring quality in end- of- 
life care. End of life care is delivered to diverse popu-
lations in many settings. High quality end- of- life care 
involves addressing a patient’s psychosocial, spiritual 
and clinical needs and considering the needs of those 
close to them.14 66 Care provision needs to truly be 
patient- centred, reflecting the patient’s preferences, 
the heterogeneity of the conditions cared for and the 
variation in demographic factors, inhibiting simple 
comparisons. There are methodological and ethical 
challenges in involving patients in assessing the quality 
of their care when they are approaching the very end 
of life and proxy voices, while providing perspectives 
on the patients’ care, cannot be considered a substitute 
for patient reports.67 Place of death is feasible, reliable 
and easy to measure, but does not measure care quality.

Many of the problems with the alternative metrics 
are associated with the timing of measurement in 
relation to a patient’s death, reflecting the challenges 
of both prospective and retrospective measurement. 
Prospective metrics, such as clinical metrics, despite 
their utility in specialist palliative care settings, are 
of limited value in other settings where there is not a 
strong focus on end- of- life care provision. In these non- 
specialist settings, measuring end- of- life care quality 
can be challenging. Here, the legitimacy of end- of- life 
care may not always be accepted,68 end- of- life care 
quality measurement may not be prioritised,69 there 
may be insufficient time or incentive or the benefit of 
monitoring is unclear, and measurement may not be 
deemed acceptable.44 Retrospective metrics are simi-
larly imperfect. While they are inclusive of all patients 
irrespective of condition or receipt of service,62 thereby 
addressing known problems in inaccurate prognostica-
tion and barriers to palliative care provision,70 they do 
not discriminate between care that was appropriately 
not end- of- life related, such as active treatment, and 
problems in deficient end- of- life care which they seek 
to highlight.71 Significantly, they necessarily exclude 
the voice of the deceased patient.

The use of organisational metrics invokes similar 
problems depending on how patients are identified: 
specialist palliative care data are limited to patients 
who received specialist care, data on generalist end- of- 
life care provision are often ‘severely lacking’,72 while 
data available for all deceased patients, such as place of 
death, risk providing information of severely limited 
utility.26

Population measurement also requires overcoming 
logistical issues. While measuring the place of death is 
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relatively easy to collect, and available for all patients, the 
alternative metric categories described above all face chal-
lenges associated with data collection and ownership and 
sharing of results across settings.53 Attempts in England to 
develop a national measurement tool for specialist pallia-
tive care demonstrate the need for sufficient resourcing, 
financial and IT support, support from clinical leaders, as 
well as time to establish new metrics.2 Similar challenges 
have been reported in Canada.73 While it is apparent that 
more accurate population- level measurement of end- of- 
life care than place of death is necessary, identifying, spec-
ifying, and collecting data to achieve this is challenging.72

RECOMMENDATIONS AND SUMMARY
The need for robust measures for quality in end- of- life 
care is recognised by policy- makers and researchers 
internationally.2 74 75 Currently, no country has a set 
of end- of- life care indicators relevant to all patients in 
all settings to enable population- level comparisons.13 
Existing alternative metrics to place of death offer 
promise for some patient groups or situations, but do 
not fulfil all our criteria of all patients in all settings. 
There is a need to focus not on what is easily measur-
able, but on what is important to those receiving and 
delivering end- of- life care.

End- of- life care metrics for assessing quality must be 
feasible, meaningful, and applicable to all end- of- life 
care patients in all settings. Whether prospective or 
retrospective, use of any alternative metric to place of 
death should include acknowledgement of the limita-
tions of the approach.62 Measurement should also be 
appropriately funded to ensure that otherwise debili-
tating operational issues are overcome.74

Building on the advantages of existing metrics, new 
metrics need to be developed. The components of ‘good’ 
end- of- life care and the domains of what should be 
measured is reaching consensus,45 76 certainly for patient- 
level outcome measures. The focus should now be on 
enacting these recommendations into metrics which are 
feasible for all patient groups, robust and measure quality 
accurately for national and population use. The criteria 
presented in this paper may usefully stimulate discussion 
on what these new metrics could look like.

Alternatively, judiciously combining metrics from 
across categories, or extending and augmenting existing 
metrics so that they are pertinent to other settings may 
be a pragmatic approach to use the advantages and miti-
gate the disadvantages of each. Organisational examples 
such as the National Audit of Care at the End of Life65 
usefully combine a variety of metrics (mortality follow- 
back survey, staff reported measures and organisation 
audit) to overcome the disadvantages of each approach 
and is endorsed by the NHS. If extended to encompass 
community provision it offers potential as a population- 
level metric. Similarly extending to non- specialist commu-
nity settings could make the Australian Palliative Care 
Outcomes Collaboration,77 a clinical instrument which 
has a national programme with a central data repository, 

able to provide comprehensive data to assess quality of 
care at the population level.

Another consideration is to look beyond existing 
metrics for alternatives that could be reformulated for 
measurement use. For example, the current develop-
ment across the UK of Medical Examiners (distinct to 
the American coroner role of the same name) offers 
promise, encompassing case- note review, discus-
sion with the attending doctor and separately with 
the deceased’s next of kin for all deaths (apart from 
those requiring compulsory referral to a Coroner such 
as suicide, trauma and sudden death).78 Reviews of 
the UK ME initiative have already demonstrated the 
usefulness of incorporating next- of- kin views for iden-
tifying challenges in community end- of- life care provi-
sion79 and in quality care at the end- of- life during the 
COVID- 19 pandemic.80

Moving beyond the flawed metric of place of death 
will not be straightforward, particularly in countries 
such as the UK where there is no national palliative 
care data collection system and a decentralised health-
care system.13 However, we cannot continue to use the 
measure: improved measurement is a high priority in 
end- of- life care research, practice and policy.

Twitter Sarah Hoare @SarahEHoare, Bárbara Antunes @B_
CP_Antunes and Michael P Kelly @Mk744P

Contributors SH, MPK and SB designed the study. SH 
conducted the inital data collection and analysis. SH drafted 
the original manuscript. SH, BA, MPK and SB critically 
reviewed, revised and approved the final version.

Funding The Marie Curie Design to Care is a service 
improvement programme. This research forms part of the 
design phase of this programme (grant number: RG87570), 
which is funded by Marie Curie, the UK’s leading charity 
caring for people living with any terminal illness and their 
families. SH and SB were funded by the Marie Curie grant 
to undertake this research. SH is based in the Healthcare 
Improvement Studies Institute (THIS Institute), University 
of Cambridge. THIS Institute is supported by the Health 
Foundation, an independent charity committed to bringing 
about better health and healthcare for people in the UK. BA 
and SB are supported by the National Institute for Health and 
Care Research (NIHR) Applied Research Collaboration East 
of England (NIHR ARC EoE) at Cambridge and Peterborough 
NHS Foundation Trust.

Disclaimer The views expressed are those of the authors and 
not necessarily those of the NIHR or the Department of Health 
and Social Care.

Competing interests None declared.

Patient consent for publication Not applicable.

Provenance and peer review Not commissioned; internally peer 
reviewed.

Open access This is an open access article distributed in 
accordance with the Creative Commons Attribution 4.0 
Unported (CC BY 4.0) license, which permits others to copy, 
redistribute, remix, transform and build upon this work for any 
purpose, provided the original work is properly cited, a link 
to the licence is given, and indication of whether changes were 
made. See: https://creativecommons.org/licenses/by/4.0/.

ORCID iDs
Sarah Hoare http://orcid.org/0000-0002-8933-217X
Bárbara Antunes http://orcid.org/0000-0003-1655-7391

 on M
ay 23, 2023 by guest. P

rotected by copyright.
http://spcare.bm

j.com
/

B
M

J S
upport P

alliat C
are: first published as 10.1136/spcare-2022-003841 on 20 July 2022. D

ow
nloaded from

 

https://twitter.com/SarahEHoare
https://twitter.com/B_CP_Antunes
https://twitter.com/B_CP_Antunes
https://twitter.com/Mk744P
https://creativecommons.org/licenses/by/4.0/
http://orcid.org/0000-0002-8933-217X
http://orcid.org/0000-0003-1655-7391
http://spcare.bmj.com/


7Hoare S, et al. BMJ Supportive & Palliative Care 2022;0:1–9. doi:10.1136/spcare-2022-003841

Features

Michael P Kelly http://orcid.org/0000-0002-2029-5841
Stephen Barclay http://orcid.org/0000-0002-4505-7743

REFERENCES
 1 Witt Jet al. Introducing the Outcome Assessment and 

Complexity Collaborative (OACC) Suite of Measures: A Brief 
Introduction. King’s College London. https://www.kcl.ac. 
uk/nursing/departments/cicelysaunders/attachments/Studies- 
OACC-Brief-Introduction-Booklet.pdf

 2 National End of Life Care Intelligence Network. Palliative care 
clinical data set: evaluation report. NHS England Public Health 
England; 2016. https://assets.publishing.service.gov.uk/government/ 
uploads/system/uploads/attachment_data/file/827429/Palliative_ 
care_clinical_data_set_Evaluation_Report_Final.pdf

 3 Department of Health. Our commitment to you for end of life 
care: the government response to the review of choice in end of 
life care; 2016. https://www.gov.uk/government/uploads/system/ 
uploads/attachment_data/file/536326/choice-response.pdf

 4 Donabedian A. The quality of medical care. Science 
1978;200:856–64.

 5 Teno JM, Byock I, Field MJ. Research agenda for developing 
measures to examine quality of care and quality of life of 
patients diagnosed with life- limiting illness: white paper from 
the conference on excellent care at the end of life through 
Fast- Tracking audit, Standards, and teamwork (EXCELFAST), 
September 28–30, 1997. Journal of Pain and Symptom 
Management 1999;17:75–82.

 6 Sleeman KE, Leniz J, Higginson IJ, et al. Is end- of- life care a 
priority for policymakers? qualitative documentary analysis of 
health care strategies. Palliat Med 2018;32:1474- 1486.

 7 Robinson J, Gott M, Gardiner C, et al. The ‘problematisation’ 
of palliative care in hospital: an exploratory review of 
international palliative care policy in five countries. BMC 
Palliat Care 2016;15:1–8.

 8 O'Sullivan EM. Using epidemiological surveillance systems 
and routine data sets to study place of care and place of death: 
strengths and weaknesses. Palliat Med 2011;25:94–6.

 9 De Roo ML, Miccinesi G, Onwuteaka- Philipsen BD, et al. 
Actual and preferred place of death of home- dwelling patients 
in four European countries: making sense of quality indicators. 
PLoS One 2014;9): :e93762.

 10 Stiel S, Pastrana T, Balzer C, et al. Outcome assessment 
instruments in palliative and hospice care--a review of the 
literature. Support Care Cancer 2012;20): :2879–93.

 11 Hoare S. Understanding end- of- life admissions: an interview 
study of patients admitted to a large English hospital shortly 
before death, in Department of Public Health and Primary 
Care. University of Cambridge, 2017.

 12 Department of Health. End of life care strategy: quality 
markers and measures for end of life care. London, 2009.

 13 Virdun Cet al. National quality indicators and policies from 
15 countries leading in adult end- of- life care: a systematic 
environmental scan. BMJ Supportive & Palliative Care 
2018;8:145–54.

 14 Harding R, Simon ST, Benalia H, et al. The PRISMA 
symposium 1: outcome tool use. disharmony in European 
outcomes research for palliative and advanced disease 
care: too many tools in practice. J Pain Symptom Manage 
2011;42:493–500.

 15 Mularski RA, Dy SM, Shugarman LR, et al. A systematic 
review of measures of end- of- life care and its outcomes. Health 
Serv Res 2007;42:1848–70.

 16 Lendon JP, Ahluwalia SC, Walling AM, et al. Measuring 
experience with end- of- life care: a systematic literature review. 
J Pain Symptom Manage 2015;49:904–15.

 17 Hearn J, Higginson IJ. Outcome measures in palliative care 
for advanced cancer patients: a review. J Public Health Med 
1997;19:193–9.

 18 Gutiérrez Sánchez D, Pérez Cruzado D, Cuesta- Vargas AI. 
The quality of dying and death measurement instruments: a 
systematic psychometric review. J Adv Nurs 2018. doi:10.1111/
jan.13687. [Epub ahead of print: 19 Apr 2018].

 19 Hales S, Zimmermann C, Rodin G. Review: the quality of 
dying and death: a systematic review of measures. Palliat Med 
2010;24:127–44.

 20 Kupeli Net al. Tools measuring quality of death, dying, and 
care, completed after death: systematic review of psychometric 
properties. Patient 2018.

 21 Mayland C, Williams E, Ellershaw J. How well do current 
instruments using bereaved relatives' views evaluate care for 
dying patients? Palliat Med 2008;22:133–44.

 22 De Roo ML, Leemans K, Claessen SJJ, et al. Quality indicators 
for palliative care: update of a systematic review. J Pain 
Symptom Manage 2013;46:556–72.

 23 Raijmakers N, Galushko M, Domeisen F, et al. Quality 
indicators for care of cancer patients in their last days of 
life: literature update and experts' evaluation. J Palliat Med 
2012;15:308–16.

 24 Kamal AH, Gradison M, Maguire JM, et al. Quality measures 
for palliative care in patients with cancer: a systematic review.  
J Oncol Pract 2014;10:281–7.

 25 Department of Health. The operating framework for 
20011/12 for the NHS in England; 2010 [Accessed 14 Aug 
2011].

 26 Davies JMet al. Using routine data to improve palliative 
and end of life care. BMJ Supportive & Palliative Care 
2016;6:257–62.

 27 Borgstrom E, Walter T. Choice and compassion at the end of 
life: a critical analysis of recent English policy discourse. Soc 
Sci Med 2015;136- 137:99–105.

 28 Pollock K. Is home always the best and preferred place of 
death? BMJ 2015;351:h4855.

 29 Office for National Statistics. Statistical bulletin. National 
survey of bereaved people (voices): England, 2015; 2016. 
https://www.ons.gov.uk/peoplepopulationandcommunity/ 
healthandsocialcare/healthcaresystem/bulletins/nationalsurv 
eyofbereavedpeoplevoices/england2015

 30 Gott M, Gardiner C, Ingleton C, et al. What is the extent of 
potentially avoidable admissions amongst hospital inpatients 
with palliative care needs? BMC Palliat Care 2013;12:9.

 31 De Korte- Verhoef MC, Pasman HRW, Schweitzer BP, et al. 
General practitioners' perspectives on the avoidability of 
hospitalizations at the end of life: a mixed- method study. 
Palliat Med 2014;28:949–58.

 32 Hoare S, Morris ZS, Kelly MP, et al. Do patients want to 
die at home? A systematic review of the UK literature, 
focused on missing preferences for place of death. PLoS One 
2015;10:e0142723.

 33 Waghorn M, Young H, Davies A. Opinions of patients 
with cancer on the relative importance of place of death 
in the context of a 'good death'. BMJ Support Palliat Care 
2011;1:310–4.

 34 Davies Aet al. Good concordance between patients and 
their non- professional carers about factors associated with a 
‘good death’ and other important end- of- life decisions. BMJ 
Supportive & Palliative Care 2016.

 35 Hinton J. Can home care maintain an acceptable quality of life 
for patients with terminal cancer and their relatives? Palliat 
Med 1994;8): :183–96.

 36 England NHS. CCG improvement and assessment framework 
2017/18. London, 2017.

 37 Gott M. Avoidable for whom? Hospital use at the end of life. 
Palliat Med 2014;28): :917–8.

 38 Steinhauser KE, Clipp EC, Tulsky JA. Evolution in measuring 
the quality of dying. J Palliat Med 2002;5): :407–14.

 39 World Health Organization. Palliative care; 2022 [Accessed 04 
Mar 2022].

 on M
ay 23, 2023 by guest. P

rotected by copyright.
http://spcare.bm

j.com
/

B
M

J S
upport P

alliat C
are: first published as 10.1136/spcare-2022-003841 on 20 July 2022. D

ow
nloaded from

 

http://orcid.org/0000-0002-2029-5841
http://orcid.org/0000-0002-4505-7743
https://www.kcl.ac.uk/nursing/departments/cicelysaunders/attachments/Studies-OACC-Brief-Introduction-Booklet.pdf
https://www.kcl.ac.uk/nursing/departments/cicelysaunders/attachments/Studies-OACC-Brief-Introduction-Booklet.pdf
https://www.kcl.ac.uk/nursing/departments/cicelysaunders/attachments/Studies-OACC-Brief-Introduction-Booklet.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/827429/Palliative_care_clinical_data_set_Evaluation_Report_Final.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/827429/Palliative_care_clinical_data_set_Evaluation_Report_Final.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/827429/Palliative_care_clinical_data_set_Evaluation_Report_Final.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/536326/choice-response.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/536326/choice-response.pdf
http://dx.doi.org/10.1126/science.417400
http://dx.doi.org/10.1016/s0885-3924(98)00134-1
http://dx.doi.org/10.1016/s0885-3924(98)00134-1
http://dx.doi.org/10.1177/0269216318786333
http://dx.doi.org/10.1186/s12904-016-0137-0
http://dx.doi.org/10.1186/s12904-016-0137-0
http://dx.doi.org/10.1177/0269216310383740
http://dx.doi.org/10.1371/journal.pone.0093762
http://dx.doi.org/10.1007/s00520-012-1415-x
http://dx.doi.org/10.1136/bmjspcare-2017-001432
http://dx.doi.org/10.1016/j.jpainsymman.2011.06.008
http://dx.doi.org/10.1111/j.1475-6773.2007.00721.x
http://dx.doi.org/10.1111/j.1475-6773.2007.00721.x
http://dx.doi.org/10.1016/j.jpainsymman.2014.10.018
http://dx.doi.org/10.1093/oxfordjournals.pubmed.a024608
http://dx.doi.org/10.1111/jan.13687
http://dx.doi.org/10.1177/0269216309351783
http://dx.doi.org/10.1177/0269216307085742
http://dx.doi.org/10.1016/j.jpainsymman.2012.09.013
http://dx.doi.org/10.1016/j.jpainsymman.2012.09.013
http://dx.doi.org/10.1089/jpm.2011.0393
http://dx.doi.org/10.1200/JOP.2013.001212
http://dx.doi.org/10.1200/JOP.2013.001212
http://dx.doi.org/10.1136/bmjspcare-2015-000994
http://dx.doi.org/10.1016/j.socscimed.2015.05.013
http://dx.doi.org/10.1016/j.socscimed.2015.05.013
http://dx.doi.org/10.1136/bmj.h4855
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/healthcaresystem/bulletins/nationalsurveyofbereavedpeoplevoices/england2015
http://dx.doi.org/10.1186/1472-684X-12-9
http://dx.doi.org/10.1177/0269216314528742
http://dx.doi.org/10.1371/journal.pone.0142723
http://dx.doi.org/10.1136/bmjspcare-2011-000041
http://dx.doi.org/10.1136/bmjspcare-2015-001085
http://dx.doi.org/10.1136/bmjspcare-2015-001085
http://dx.doi.org/10.1177/026921639400800302
http://dx.doi.org/10.1177/026921639400800302
http://dx.doi.org/10.1177/0269216314534807
http://dx.doi.org/10.1089/109662102320135298
http://spcare.bmj.com/


 8 Hoare S, et al. BMJ Supportive & Palliative Care 2022;0:1–9. doi:10.1136/spcare-2022-003841

Features

 40 Evans CJ, Benalia H, Preston NJ, et al. The selection and use of 
outcome measures in palliative and end- of- life care research: the 
MORECare international consensus workshop. J Pain Symptom 
Manage 2013;46): :925–37.

 41 Bausewein C. Outcome measurement in palliative care: the 
essentials. PRISMA (reflecting the positive diversities of 
European priorities for research and measurement in end- of- 
life care):. Available: http://www.eapcnet.eu/LinkClick.aspx? 
fileticket=-T62WTgTHtU%3D

 42 Carr AJ, Higginson IJ. Are quality of life measures patient 
centred? BMJ 2001;322): :1357–60.

 43 Addington- Hall J. Research sensitivities to palliative care 
patients. Eur J Cancer Care 2002;11): :220–4.

 44 Antunes B, Harding R, Higginson IJ, et al. Implementing 
patient- reported outcome measures in palliative care clinical 
practice: a systematic review of facilitators and barriers. Palliat 
Med 2014;28): :158–75.

 45 Simon ST, Higginson IJ, Harding R, et al. Enhancing patient- 
reported outcome measurement in research and practice of 
palliative and end- of- life care. Support Care Cancer 2012;20): 
:1573–8.

 46 Bradshaw A, Santarelli M, Mulderrig M, et al. Implementing 
person- centred outcome measures in palliative care: an 
exploratory qualitative study using normalisation process 
theory to understand processes and context. Palliat Med 
2021;35): :397–407.

 47 Currow DC, Eagar K, Aoun S, et al. Is it feasible and desirable 
to collect voluntarily quality and outcome data nationally in 
palliative oncology care? J Clin Oncol 2008;26:3853–9.

 48 Hughes R, Aspinal F, Addington- Hall JM, et al. It just didn't 
work: the realities of quality assessment in the English health 
care context. Int J Nurs Stud 2004;41:705–12.

 49 Mayland CR, Lees C, Germain A, et al. Caring for those who 
die at home: the use and validation of ‘Care Of the Dying 
Evaluation’ (CODE) with bereaved relatives. BMJ Support 
Palliat Care 2014;4:167–74.

 50 . CAHPS hospice survey; 2022 [Accessed 04 Mar 2022].
 51 Royal College of Physicians and Marie Curie. National care of 

the dying audit for hospitals, England: national report; 2014. 
https://www.rcplondon.ac.uk/projects/outputs/national-care- 
dying-audit-hospitals

 52 Morita T, Hirai K, Sakaguchi Y, et al. Measuring the quality 
of structure and process in end- of- life care from the bereaved 
family perspective. J Pain Symptom Manage 2004;27:492–501.

 53 Seow H, Bainbridge D, Brouwers M, et al. Validation of a 
modified voices survey to measure end- of- life care quality: the 
CaregiverVoice survey. BMC Palliat Care 2017;16:44

 54 Patrick DL, Curtis JR, Engelberg RA, et al. Measuring and 
improving the quality of dying and death. Ann Intern Med 
2003;139:410–5.

 55 Burt J. Back to basics: researching equity in palliative care. 
Palliat Med 2012;26:5–6.

 56 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;24:682–95.

 57 Aoun S, Bird S, Kristjanson LJ. Reliability testing of the 
FAMCARE- 2 scale: measuring family carer satisfaction with 
palliative care. Palliat Med 2010;24:674–81.

 58 Burt J, Shipman C, Richardson A, et al. The experiences of 
older adults in the community dying from cancer and non- 
cancer causes: a national survey of bereaved relatives. Age 
Ageing 2010;39:86–91.

 59 Lawson B, Van Aarsen K, Burge F. Challenges and strategies in 
the administration of a population based mortality follow- back 
survey design. BMC Palliat Care 2013;12:28.

 60 Office for National Statistics. Quality and methodology 
information: national bereavement survey (voices); 2013. 

http://webarchive.nationalarchives.gov.uk/20160105202758/ 
http://www.ons.gov.uk/ons/guide-method/method-quality/ 
quality/quality-information/health-and-social-care/quality-and- 
methodology-information-for-national-bearvement-survey-- 
voices-.pdf

 61 National Council for Palliative Care, Public Health England, 
Hospice UK. National survey of patient activity data for 
specialist palliative care services: minimum data set (MDS) full 
report for the year 2014- 15; 2016. http://www.ncpc.org.uk/ 
sites/default/files/user/documents/MergedMDSinWord.pdf

 62 Earle CC, Ayanian JZ. Looking back from death: the value 
of retrospective studies of end- of- life care. J Clin Oncol 
2006;24:838–40.

 63 Grunfeld E, Lethbridge L, Dewar R, et al. Towards 
using administrative databases to measure population- 
based indicators of quality of end- of- life care: testing the 
methodology. Palliat Med 2006;20): :769–77.

 64 McDermott CL, Engelberg RA, Woo C, et al. Novel data 
linkages to characterize palliative and end- of- life care: 
challenges and considerations. J Pain Symptom Manage 
2019;58:851–6.

 65 NHS Benchmarking Network. National audit of care at 
the end of life second round of the audit (2019/20) report 
England and Wales Healthcare Quality Improvement 
Partnership; 2019. https://s3.eu-west-2.amazonaws.com/ 
nhsbn-static/NACEL/2020/NACEL_2019_Summary_Report_ 
Final.pdf

 66 Organization W.H. WHO definition of palliative care; 2018.
 67 Yabroff KR, Mandelblatt JS, Ingham J. The quality of 

medical care at the end- of- life in the USA: existing barriers 
and examples of process and outcome measures. Palliat Med 
2004;18:202–16.

 68 Laird BJCherny N, ed. Barriers to the delivery of palliative care, 
in Oxford textbook of palliative medicine. Oxford: University 
Press: Oxford, 2015.

 69 Greenhalgh J, Long AF, Flynn R. The use of patient reported 
outcome measures in routine clinical practice: lack of impact 
or lack of theory? Soc Sci Med 2005;60:833–43.

 70 Christakis NA, Lamont EB. Extent and determinants of error 
in doctors' prognoses in terminally ill patients: prospective 
cohort study. BMJ 2000;320:469–73.

 71 Bach PB, Schrag D, Begg CB. Resurrecting treatment histories 
of dead patients: a study design that should be laid to rest. 
JAMA 2004;292:2765–70.

 72 Dixon J. Equity in the provision of palliative care in the UK: 
review of evidence Personal Social Services Research Unit, 
London School of Economics and Political Science; 2015. 
www.pssru.ac.uk/publication-details.php?id=4962

 73 Lau F, Downing M, Tayler C, et al. Toward a population- based 
approach to end- of- life care surveillance in Canada: initial 
efforts and lessons. J Palliat Care 2013;29:13–21.

 74 House of Commons Health Committee. End of life care: fifth 
report of session 2014- 15. London: The Stationery Office, 2016.

 75 Lind S, Adolfsson J, Axelsson B, et al. Quality indicators for 
palliative and end of life care: a review of Swedish policy 
documents. BMJ Support Palliat Care 2015;5:413–9.

 76 de Wolf- Linder S, Dawkins M, Wicks F, et al. Which outcome 
domains are important in palliative care and when? an 
international expert consensus workshop, using the nominal 
group technique. Palliat Med 2019;33:1058–68.

 77 Eagar K, Watters P, Currow DC, et al. The Australian Palliative 
Care Outcomes Collaboration (PCOC)--measuring the quality 
and outcomes of palliative care on a routine basis. Aust Health 
Rev 2010;34:186–92.

 78 Fletcher A, Coster J, Goodacre S. Impact of the new medical 
examiner role on patient safety. BMJ 2018;363:k5166.

 79 O'Hara R, Coster J, Goodacre S. Qualitative exploration of the 
medical examiner role in identifying problems with the quality 
of patient care. BMJ Open 2021;11:e048007.

 on M
ay 23, 2023 by guest. P

rotected by copyright.
http://spcare.bm

j.com
/

B
M

J S
upport P

alliat C
are: first published as 10.1136/spcare-2022-003841 on 20 July 2022. D

ow
nloaded from

 

http://dx.doi.org/10.1016/j.jpainsymman.2013.01.010
http://dx.doi.org/10.1016/j.jpainsymman.2013.01.010
http://www.eapcnet.eu/LinkClick.aspx?fileticket=-T62WTgTHtU%3D
http://www.eapcnet.eu/LinkClick.aspx?fileticket=-T62WTgTHtU%3D
http://dx.doi.org/10.1136/bmj.322.7298.1357
http://dx.doi.org/10.1046/j.1365-2354.2002.00343.x
http://dx.doi.org/10.1177/0269216313491619
http://dx.doi.org/10.1177/0269216313491619
http://dx.doi.org/10.1007/s00520-012-1436-5
http://dx.doi.org/10.1177/0269216320972049
http://dx.doi.org/10.1200/JCO.2008.16.5761
http://dx.doi.org/10.1016/j.ijnurstu.2004.02.005
http://dx.doi.org/10.1136/bmjspcare-2013-000596
http://dx.doi.org/10.1136/bmjspcare-2013-000596
https://www.rcplondon.ac.uk/projects/outputs/national-care-dying-audit-hospitals
https://www.rcplondon.ac.uk/projects/outputs/national-care-dying-audit-hospitals
http://dx.doi.org/10.1016/j.jpainsymman.2003.10.014
http://dx.doi.org/10.1186/s12904-017-0227-7
http://dx.doi.org/10.7326/0003-4819-139-5_Part_2-200309021-00006
http://dx.doi.org/10.1177/0269216311431370
http://dx.doi.org/10.1177/0269216310373168
http://dx.doi.org/10.1177/0269216310373166
http://dx.doi.org/10.1093/ageing/afp212
http://dx.doi.org/10.1093/ageing/afp212
http://dx.doi.org/10.1186/1472-684X-12-28
http://webarchive.nationalarchives.gov.uk/20160105202758/http://www.ons.gov.uk/ons/guide-method/method-quality/quality/quality-information/health-and-social-care/quality-and-methodology-information-for-national-bearvement-survey--voices-.pdf
http://webarchive.nationalarchives.gov.uk/20160105202758/http://www.ons.gov.uk/ons/guide-method/method-quality/quality/quality-information/health-and-social-care/quality-and-methodology-information-for-national-bearvement-survey--voices-.pdf
http://webarchive.nationalarchives.gov.uk/20160105202758/http://www.ons.gov.uk/ons/guide-method/method-quality/quality/quality-information/health-and-social-care/quality-and-methodology-information-for-national-bearvement-survey--voices-.pdf
http://webarchive.nationalarchives.gov.uk/20160105202758/http://www.ons.gov.uk/ons/guide-method/method-quality/quality/quality-information/health-and-social-care/quality-and-methodology-information-for-national-bearvement-survey--voices-.pdf
http://webarchive.nationalarchives.gov.uk/20160105202758/http://www.ons.gov.uk/ons/guide-method/method-quality/quality/quality-information/health-and-social-care/quality-and-methodology-information-for-national-bearvement-survey--voices-.pdf
http://www.ncpc.org.uk/sites/default/files/user/documents/MergedMDSinWord.pdf
http://www.ncpc.org.uk/sites/default/files/user/documents/MergedMDSinWord.pdf
http://dx.doi.org/10.1200/JCO.2005.03.9388
http://dx.doi.org/10.1177/0269216306072553
http://dx.doi.org/10.1016/j.jpainsymman.2019.07.017
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2020/NACEL_2019_Summary_Report_Final.pdf
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2020/NACEL_2019_Summary_Report_Final.pdf
https://s3.eu-west-2.amazonaws.com/nhsbn-static/NACEL/2020/NACEL_2019_Summary_Report_Final.pdf
http://dx.doi.org/10.1191/0269216304pm880oa
http://dx.doi.org/10.1016/j.socscimed.2004.06.022
http://dx.doi.org/10.1136/bmj.320.7233.469
http://dx.doi.org/10.1001/jama.292.22.2765
www.pssru.ac.uk/publication-details.php?id=4962
http://dx.doi.org/10.1177/082585971302900103
http://dx.doi.org/10.1136/bmjspcare-2012-000390rep
http://dx.doi.org/10.1177/0269216319854154
http://dx.doi.org/10.1071/AH08718
http://dx.doi.org/10.1071/AH08718
http://dx.doi.org/10.1136/bmj.k5166
http://dx.doi.org/10.1136/bmjopen-2020-048007
http://spcare.bmj.com/


9Hoare S, et al. BMJ Supportive & Palliative Care 2022;0:1–9. doi:10.1136/spcare-2022-003841

Features

 80 Kevern AJ. Covid grief: medical examiner's office could be 
central point of access for counselling and support services. 
BMJ 2021;374:n2378.

 81 Russell S. OACC outcome measures: what difference does 
hospice care make? 2018 [Accessed 05 Dec 2018].

 82 Pinto C, Bristowe K, Witt J, et al. Perspectives of patients, 
family caregivers and health professionals on the use 
of outcome measures in palliative care and lessons for 
implementation: a multi- method qualitative study. Ann Palliat 
Med 2018;7:S137–50.

 83 Bausewein C, Daveson BA, Currow DC, et al. EAPC White 
Paper on outcome measurement in palliative care: Improving 
practice, attaining outcomes and delivering quality services - 
Recommendations from the European Association for Palliative 
Care (EAPC) Task Force on Outcome Measurement. Palliat 
Med 2016;30:6–22.

 84 Hunt K. Voices redesign and testing to inform a national 
end of life care survey: final report for the Department of 

health University of Southampton; 2011. https://assets. 
publishing.service.gov.uk/government/uploads/system/uploads/ 
attachment_data/file/215503/dh_128825.pdf

 85 Addington- Hall J, McCarthy M. Regional study of care for 
the dying: methods and sample characteristics. Palliat Med 
1995;9:27–35.

 86 Cartwright A, Hockey L, Anderson JL. Life before death. 
London Routledge and Kegan Paul; 1973.

 87 Cartwright A, Seale C. The natural history of a survey: an 
account of the methodological issues encountered in a study of 
life before death. London: King Edward’s Hospital Fund for 
London, 1990.

 88 British Medical Association and NHS England. General 
medical services (GMS) contract quality and outcomes 
framework (QOF): guidance for GMS contract 2019/20 in 
England. England: NHS, 2019. https://www.england.nhs.uk/ 
wp-content/uploads/2019/05/gms-contract-qof-guidance-april- 
2019.pdf

 on M
ay 23, 2023 by guest. P

rotected by copyright.
http://spcare.bm

j.com
/

B
M

J S
upport P

alliat C
are: first published as 10.1136/spcare-2022-003841 on 20 July 2022. D

ow
nloaded from

 

http://dx.doi.org/10.1136/bmj.n2378
http://dx.doi.org/10.21037/apm.2018.09.02
http://dx.doi.org/10.21037/apm.2018.09.02
http://dx.doi.org/10.1177/0269216315589898
http://dx.doi.org/10.1177/0269216315589898
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215503/dh_128825.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215503/dh_128825.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215503/dh_128825.pdf
http://dx.doi.org/10.1177/026921639500900105
https://www.england.nhs.uk/wp-content/uploads/2019/05/gms-contract-qof-guidance-april-2019.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/05/gms-contract-qof-guidance-april-2019.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/05/gms-contract-qof-guidance-april-2019.pdf
http://spcare.bmj.com/

	End-of-life care quality measures: beyond place of death
	Abstract
	Introduction
	Place of death
	Exploring alternative metrics
	Alternative quality of care metrics to place of death
	Clinical instruments
	Mortality follow-back surveys
	Organisational measures

	Discussion
	Recommendations and summary
	References


