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Introduction: Approximately 600,000 people die every year in the United Kingdom including 24,000 who die in the Emergency
Department (ED). The National Audit of Care at the End of Life looks at the care of dying people during their last hospital admission.
However, patients who die in the ED are excluded from this audit and therefore little is currently known about this population.
Purpose: This service evaluation aimed to describe the population who died in a 12-month period in five NHS EDs, including
whether palliative care teams were involved.

Patients and methods:: Records from all eligible patients in the 12 months from 1% June 2022 were reviewed. Anonymised data
from each site was collated and compared.

Results: There were 704,303 ED patient presentations across the 5 sites, and 852 deaths. The mean age of death was 74.04 with
a slight male preponderance of 56.8%. Between sites there was a wide range (0.4%-25%) of involvement from palliative care with
these patients whilst in ED. The overwhelming majority had a medical (rather than surgical or traumatic) cause of death.
Conclusion: Research is needed in order to ascertain how care can be improved for this group of patients. More UK-centric work is
required to understand the characteristics of patients who die in EDs including their cause of death and ethnicity, as well as an
exploration of whether greater palliative care collaboration in ED improves patient, family and staff experience.
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Introduction

It is estimated that approximately 600,000 people die every year in the United Kingdom (UK)." The National Audit of
Care at the End of Life (NACEL)? is a comparative audit of the quality and outcomes of care experienced by the dying
person and those important to them during their last admission leading to death, in acute hospitals, community hospitals
and mental health inpatient providers in England, Wales and Jersey. NACEL has been collecting data since 2017. Patients
dying in the Emergency Department (ED) are excluded from this audit and therefore little is currently known about this
population.

This lack of knowledge is not unique to the UK. Gomes et al® recently commented that of 35 countries, only three
included ED as a place of death category on the death certificates The Irish Medical Times* used Freedom of Information
requests in 2024 to find out how many people died in Irish EDs with a quote that “High level data available on the
number of deaths in EDs does not distinguish between those who were expected to die, those who suffered sudden
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catastrophic medical or surgical conditions, those who were victims of trauma or those who deteriorated unexpectedly in
the ED”. Elmer et al’ identified that 11.3% of total US deaths were ED deaths through a retrospective cohort study to
better characterise the epidemiology of end-of-life care in United States (US) EDs. Sweeny et al® reviewed all deaths
within 48 hours of an ED attendance during 2018 across Australia and New Zealand for people aged 65 years and older
From over 10,000 people who died in their cohort, 28.1% died in the ED. In the 12 months from April 2022, 24,824
people died in EDs in England, representing 0.1% of all ED attendances in that time period.”

The Royal College of Emergency Medicine (RCEM) End-of-Life Care Toolkit® describes the challenge of providing
care in the ED for patients who are imminently dying. It highlights the role of Emergency Medicine in recognising those
who are dying and the need to focus on timely delivery of compassionate end-of-life care. The RCEM End-of-Life Care
Toolkit® emphasizes liaison with palliative care teams, however palliative care service provision within EDs across the
United Kingdom is inconsistent and non-standardised. RCEM, in collaboration with the James Lind Alliance Priority
Setting Partnership, identified the delivery of end-of-life care in the ED as a research priority.” The objective of this
service evaluation was to therefore measure current practice, improve our understanding of patients who die in ED, the
pathways for this group of patients and establish whether variation exists in the delivery of palliative care for patients
dying in the ED.

Methods
Aim

This service evaluation aimed to describe the population who died in a 12-month period in five NHS EDs and establish

a range of descriptive data, including whether palliative care teams were involved.

Design

Setting/Participants

Five NHS EDs in England were included. Each site was required to register the project according to their local Trust
requirements. Records were reviewed from all patients who died in the 12 months from 1% June 2022. All EDs treat both
adult and pediatric patients in an urban setting. One is a major trauma center. One department was only able to provide
data on deaths of adults.

Palliative Care Provision to Sites

The palliative care service provision varied between the sites. As per NACEL 2024 key indicator six,' all sites had face-
to-face palliative care provision for the wider hospital 8 hours a day, 7 days a week (with the exception of one site which
lost Sunday provision from January 2023). Two sites had a palliative care service that was specifically for urgent care

services including ED.

Data Collection

Each site extracted anonymised patient data from the departmental electronic patient record into a standardised excel
spreadsheet. The descriptive data collected included: patient demographics, admission details, index of multiple depriva-
tion (IMD),"" presentation(s) to the ED in the preceding 3 months, the presence of an existing DNACPR (Do Not
Attempt CardioPulmonary Resuscitation) or ReSPECT (Recommended summary plan for emergency care and treatment)
form,'? the presence of family in the ED, the Charlson Co-morbidity Index (CCI)" and involvement of the palliative care
team with their care in the ED.

Missing Data

Where appropriate, dates and times were adjusted in the final dataset to align with other data, but some were marked as
“missing” where a reasonable solution did not exist. Overall only 1% datapoints were missing, spread across all variables
and sites. One patient was removed from site B due to missing data.
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Table | Site-Based Patient Demographics

Trust A B Cc D E*

Total attendances ED 133,215 147,590 133,171 128,327 121,838
Total deaths ED 158 15 86 224 269
Deaths as % of total att’s 0.12% 0.08% 0.06% 0.17% 0.22%
Mean age (y) (SD) 72.0 22.1) | 73.0 (18.1) | 70.8 (21.5) | 745 (16.5) | 76.3 (14.6)
% male 54.4 56.5 57.0 55.8 59.1
Mean IMD* (SD) 6.8 (2.5) 7.8 (2.3) 6.6 (2.4) 59 (2.7) 5.6 (2.9)
Mean CCI** (SD) 48 (2.8) 49 (2.7) 47 (2.9) 5.4 (2.5) 5.8 (2.3)

Notes: ¥ Adults only. ¥IMD = index of multiple deprivation, split by decile where |= most deprived, 10 = least
deprived from https://www.fscbiodiversity.uk/imd/. **CCl = Charlson comorbidity index, predicts 10yr survival in
patients with multiple comorbidities.

Table 2 Results by Site

Trust (n) A (158) | B(115) | C(86) | D (224) | E (269)
% seen by palliative care in ED 1.9 7.0 8.1 25.0 0.4
% known to palliative care (anywhere) 44 7.0 14.0 13.4 48
Number with at least one ED attendance in the 3 months prior to death (%) 54 (34.2) | 29 (25.2) | 25 (29.1) | 81 (36.2) | 84 (31.2)
Number with at least one hospital admission in the 3 months prior to death (%) | 35 (22.2) | 30 (26.1) | 23 (26.7) | 67 (29.9) | 95 (35.3)
% Arrived in cardiac arrest 29.7 28.7 50.0 25.4 335
%DNACPR or ReSPECT form prior to ED arrival 10.1 28.7 14.0 254 21.6
Median time from ED arrival to death (minutes) 196 109 92 491 277
%with time in ED to death >6hr (360 mins) 27.8 13.9 20.9 51.3 40.9
% with time in ED to death >12hr (720 mins) 82 35 12.8 344 23.0
% Medical cause of death (vs trauma) 924 90.4 87.2 98.2 98.1
% Family present in ED at any point (Y) (vs N and unknown) 772 722 67.4 87.9 79.2

Note: % percentages are of total at that site.

Results
In the 12-month period, there were 704,303 patient presentations to these five EDs and 852 deaths. Table 1 shows the
site-based demographics of patients who died. The mean age and percentage of patients who were male was similar in all
EDs. Only 19 (2.2%) patients (from four sites) were under the age of 18 years old. All IMDs were represented in the data
and the CCI was comparable across sites.

Table 2 shows that in the 3 months prior to death, 25-36% of patients had at least one ED attendance and 22—35% had
a hospital admission. There was a wide range between sites (0.4%-25%) of involvement of palliative care services with
patients in the ED. There was also a wide range of length of stay in ED across all sites, with 3.5-34.4% spending longer
than 12 hours in ED until they died. The overwhelming majority had a medical (rather than surgical or traumatic) cause
of death. Between 25-50% arrived in cardiac arrest. A minority had a DNACPR or ReSPECT form prior to arriving in
ED. Over two thirds of patients had family present in ED at some point.

Discussion

The Patients

In 2022 43% of deaths in England were in hospital.” Whilst the number of patients dying in the ED each year is a small
proportion of the total number of ED attendances (0.1%) they are a relatively high proportion of the total number of
deaths in England (4.4%) and very similar to the annual number of deaths that occur in hospices in England.]4 Patients
who die in the ED represent a population in need of support both for them and for those important to them, as well as the
staff caring for them. Whilst there are many examples of excellence in this area, we suspect that very few patients would
choose the ED as their desired location for the place of their death. Despite this, deaths in ED are not generally
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considered by the wider health system in the UK, as they are specifically excluded from NACEL. This is further
compounded by the fact that although they are captured by the Emergency Care Data Set (ECDS) they are not reported as
an entity for organisations to review and discuss.

The demographic data recorded demonstrates that the majority of patients who died in the ED were older adults, with
a mean CCI associated with a 10-year survival of less than 50%. This suggests that many are not unexpected deaths, at
least statistically. Although, in our experience, the likelihood of death for someone with multiple or serious comorbidities
does not often appear to have been considered or discussed with patients and those important to them. The vast majority
were medical deaths and not deaths from trauma or other causes. The population who died in these five EDs is
comparable to that reported by Edwards'> who reviewed all adults who died in a UK major trauma center (a site not
included in our service evaluation) over one year and reported that 56% were male with a mean age of 77years. It is also
similar to those reported by Elmer et al’® in their retrospective 10-year review of ED deaths in the US where the median
age was 72 years and 55.8% were male, and where ED death affected 0.20% of overall ED patients. ED deaths in the US
were 11.3% of total deaths from 2010-2019, a greater proportion than in England. In a study of older persons who died
within 48 hours of ED triage in Australia and New Zealand,® of those who died in ED 52.7% were male and 21.1% had
a diagnosis of cardiac arrest.

In the 3 months prior to their death, 25-36% of patients had at least one ED attendance or hospital admission. This
contrasts with 61% of patients who died in England in 2022 who had at least one emergency admission in the 3 months
preceding their death,'® but is similar to that reported by Elmer et al’ where 33.2% of all decedents in the US visited the
ED within 1 calendar month of their death. The minority (10-29%) of those included in our dataset had evidence in the
notes of a DNACPR or ReSPECT form prior to ED arrival. This suggests that there had been limited previous
discussions about a patient’s wishes, expectations for their health, and for end-of-life care, despite potential opportunities
for those discussions to occur during a recent hospital admission, ED attendance or in the community. This is echoed by
Edwards,'> where 75% of DNACPR forms were written by ED clinicians during their last attendance. Considering only
those with DNACPR prior to attendance (as in our data), Edwards found only 14% with prior DNACPR, comparable
with the range that we identified. In our data, 25-50% of patients arrived in cardiac arrest, implying that they were
receiving active resuscitation at the time of their arrival. Particularly for patients with multiple comorbidities where
efficacy of CPR is unlikely there is a need for increased advance care planning discussions across the wider healthcare
setting, including ED.

Palliative Care Involvement

We have shown that palliative care input and provision for patients needing end-of-life care in ED is highly variable. The
2022 NACEL data showed that 60% of hospitals had face-to-face specialist palliative care service available for at least
8 hours a day, 7 days a week.!” The proportion of our ED patients with direct palliative care involvement varied hugely
(0% to 25%) reflecting the variation in the provision of palliative care across the five EDs but also that patients do not
only seek healthcare when specialist services are available. The physical environment of the ED is also not necessarily
well suited to palliative care consultations,'® with lack of space, crowding and noise serving to discourage engagement.
Would including ED deaths in NACEL encourage collaborative working between palliative care and ED teams? EDs are
experiencing ever-increasing pressure from crowding and some patients who died had a long length of stay in the ED.
The site with most frequent input from palliative care also had patients with the longest mean length of stay in the ED. It
is not possible to explain this from this evaluation nor to imply that there is a causal relationship. Edwards'> noted a long
length of stay for some patients who died in ED and commented that “there are significant challenges to moving patients
who you think are imminently dying”.

Strengths and Limitations

End-of-life care in ED has been identified as a research priority and this report describes the population affected and the
disparity in care between sites. This was a service evaluation from five self-nominated sites and therefore represents
a convenience sample that may not be representative beyond these locations. It is entirely reliant on retrospective data
extraction from patient records, and any patients who were not usually local to the hospital site they died at would not
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have data available from previous attendances or admissions. Additionally, data were extracted by different personnel at
each site; although a standardised spreadsheet was used by all sites, some variation in interpretation of clinical data is
possible.

Our data only represents patients who died in the ED and does not include those who were identified as being at the
end of life but who died elsewhere. At the time of this project, recording of ethnicity in the health records was incomplete
and so limits the generalisability of this dataset. This has since changed nationally and is now more accurately captured
for patients who die.

Conclusion

We have been able to outline the population who died in a convenience sample of five NHS EDs in one year. Palliative
care service provision was variable across the EDs during the study period, with only a minority of deaths benefitting
from their involvement. Research is needed to not only better understand the patients who die in EDs, but also the
variations in care provision, prior DNACPR and ReSPECT form completion and to ascertain how care can be improved
for this group of patients, and those important to them. A comparison of services with emergency medicine and palliative
care collaboration and those without, in terms of patient, family and staff experience, is also recommended.

Patient and Public Involvement
No patients or public were involved in this service evaluation.

Data Sharing Statement

Data from this project was captured for service evaluation only and therefore is not available for wider use.
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