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PROFESSIONAL ISSUES

Diagnosing dying in the acute hospital setting —

are we too late?

J Gibbins, R McCoubrie, N Alexander, C Kinzel and K Forbes

ABSTRACT - Studies have shown that end-of-life
care within the UK hospital setting is variable, and
care pathways are now being advocated in the UK.
This report presents results from an audit revealing
that it is possible to anticipate a large proportion
of deaths within an acute setting, but this is gen-
erally achieved very close to the end of life. Forty-
nine per cent of patients were recognised as dying
24 hours or less before death, 17% between 24
and 36 hours before death, 21% between 36 and
72 hours before death, and 13% greater than 72
hours before death. It discusses the challenges
around making the ‘diagnosis of dying’ and high-
lights that if clinicians do not feel confident in per-
forming such a diagnosis, then patients cannot
benefit from end-of-life care pathways. Instead of
asking healthcare professionals to make accurate
prognoses or diagnose dying, an environment
needs to be created where teams feel comfortable
in actively managing patients (appropriately)
alongside considering their symptom control and
planning for possible end-of-life care.

KEY WORDS: care of the dying, diagnosis of
dying, end-of-life care pathways, prognostication

Background

Studies have highlighted the variability in the care
received by patients at the end of life within the
healthcare setting, and although there are govern-
ment initiatives to enable patients to die in the place
of their choice, more than 50% of the UK population
dies in hospital. The Liverpool Care Pathway for
the Care of the Dying (LCP) has been developed to
try to foster the hospice approach in caring for the
dying in other settings and is being rolled out nation-
ally as a template for end-of-life care. However,
patients can only benefit from such pathways if clin-
icians are able to recognise those patients that are
dying and feel confident to ‘diagnose’ it.

An audit of end-of-life care was performed in an
acute hospital trust that has approximately 1,500
deaths a year. End-of-life care pathways for the dying
have not yet been implemented in the trust. This ret-
rospective case-note baseline audit included almost

all specialties and aimed to establish:

e whether deaths that occurred could have been
anticipated

e whether a diagnosis of dying, and the timing of
this decision in relation to death, had been
documented in the notes

e the level of documentation of the care received
by patients, using guidelines set out in the LCP.

The results of the first and second parts of the audit
are presented in this paper as there is a paucity of lit-
erature about the anticipation, documentation and
timing of the diagnosis of dying in relation to death.

Methods

The notes of patients that had died between 1 January
and 31 March 2007 were reviewed. While it was recog-
nised that it is not possible to anticipate every death,
the aim was to identify 100 deaths that could have
been anticipated according to the information
recorded in the notes. Obviously, sudden deaths do
occur and some patients should receive full active
medical management until death.

Notes were selected randomly by the audit depart-
ment and screened by two senior members of the
team to determine whether the death could have been
anticipated within four hours of death. This judge-
ment was made by looking at the documentation by
the medical team caring for the patient or by the audit
team using the LCP criteria suggested to help diagnose
dying (two of the following criteria — bed bound,
semi-comatose, unable to take tablets, unable to take
fluids). To ensure validity, a senior palliative medicine
consultant reviewed one in every four decisions about
the diagnosis of dying. Medical and nursing notes and
drug and observation charts were reviewed against the
guidelines set out by the LCP.

Results

There were 435 deaths during the audit period. Of
those, 154 sets of notes were screened to identify 100
deaths that could have been anticipated. Of the
54 deaths that were judged to be unlikely, 36 patients
had an acute deterioration or cardiac arrest, six were
appropriately actively managed until death and in
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12 sets of notes the documentation was too poor to determine if
the death could have been anticipated or not.

Of the deaths that were judged could have been anticipated,
there was documentation to suggest that the patient was dying in
93/100 medical notes; using terms such as ‘for best supportive
care, “TLC’ (tender loving care) or ‘comfort care only’ In 7/100
patients, the fact the patient was dying was not recognised or doc-
umented by the medical team. Of the 100 deaths, 70% occurred
on medical wards, 24% on surgical wards and 6% on the inten-
sive care unit. Table 1 shows the patient demographics for those
deaths that could have been anticipated. Table 2 shows the tim-
ings from admission to death and Table 3 shows the timings from
anticipation of death by the medical team to death.

Discussion
The findings

This audit has revealed that in the acute hospital setting, two
thirds of all deaths can be anticipated at least four hours before
the death occurs (100/154). However, the length of time from
recognition of dying to death is short; 87% of patients are
recognised as dying less than 72 hours before death.

Table 1. Basic demographics.

Gender
Male 50

Age
19-35 1
36-55 10
56-70 21
71-80 19
>80 years 49

Primary diagnosis/reason for admission
Cancer 25
Non-cancer 75
Chest infection 18
Stroke/intracranial bleed 15
Infective exacerbation of COPD 7
Sepsis 6
Heart failure 4
Bowel obstruction 3
Perforated bowel 3
Leaking AAA B
Ischaemic limb/leg ulcers g
Cardiac arrest 2
Variceal/Gl bleed 2
Liver or renal failure 4
Fractured NOF/pubic rami 2
Postop CABG/AVR 1
Pulmonary embolus 1
Chest wall haematoma 1

AAA = abdominal aortic aneurysm; AVR = aortic valve replacement; CABG =
coronary artery bypass graft; COPD = chronic obstructive pulmonary disease;
Gl = gastrointestinal; NOF = neck of femur.
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Limitations

This was a retrospective audit as it was known that the patients
had died and so an attempt to make fair decisions in deter-
mining whether the death could have been anticipated or not
was made. Some would argue that the minimum four-hour
period between the diagnosis of dying and death for inclusion in
this audit was too short. This window was chosen because in
four hours measures can be undertaken to change patient care
meaningfully, and it also coincides with the timing of nursing
observations. This audit did not look at patients who were
thought to be dying, but subsequently improved, as the methods
did not allow data capture about these patients. A prospective
study of deaths in an acute trust that will include these patients
is, however, currently being performed.

Links with existing knowledge — timing of diagnosis of
dying in relation to death

Reports have shown that half of all deaths in the UK can be
anticipated.’ In one study, recognising that elderly care patients
were close to death occurred most frequently between 24 and 48
hours prior to death.* A case-note audit on the implementation
of the LCP showed the average length of time on a care of the
dying pathway was 33 hours.®> Of deaths, 75% were highly or
moderately expected by the nursing staff on general hospital
wards in Italy when asked the question, ‘Had somebody told you
yesterday that the patient would have died within a day how far
would you have agreed?’® The findings in this paper are consis-
tent with these studies; clinicians do make the diagnosis of
dying, but this occurs very close to death.

Table 2. Timing from admission to death. Range 4 hours to
108 days.

Number of days Number of cases

0-6 39
7=18 18
14-20 14
21-27 13
>28 16

Table 3. Timing of anticipation of dying to death. Range 4
to 404 hours (16.5 days).

Number (h) Number of cases
<12 32
13-24 17
25-36 17
37-72 17
Greater than 73 17
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Links with existing knowledge — the challenges of
diagnosing dying

Studies have highlighted that healthcare professionals have diffi-
culty in making accurate prognostic predictions in patients
with malignant and non-malignant disease, and that it can be
difficult to diagnose dying.”"!! Doctors’ estimates of prognosis
in terminally ill patients with cancer are usually overoptimistic.”

Why is it so difficult and can we do better? Diagnosing dying
is a complex process including patient, healthcare professional
and institutional factors. Patients with chronic non-cancer dis-
eases, for example, can come close to death on several occasions
before they die, making it difficult for healthcare professionals
to determine which will be their last episode.’ In addition,
patients and their families have very individual and changing
needs with regard to knowing and accepting a prognosis,'? yet
up to one fifth of patients with a non-cancer diagnosis in the last
year of their life are reported to suspect that they are dying.'?
Qualitative interviews with terminally ill cancer patients show
that people who are dying want to understand what is hap-
pening to them and can cope with this information.'* Focus
groups of patients with advanced chronic illness, their families
and healthcare professionals reveal they all agree that prepara-
tion for death is important for patients as many wanted to make
funeral plans and know the timing of death.!”

Links with existing knowledge — the role of healthcare
professionals

Most healthcare professionals have little formal training in diag-
nosing dying and although most patients die within the hospital
setting, looking after dying patients remains a small proportion of
an individual clinician’s workload.® Healthcare professionals can
be reluctant to diagnose dying if there is any hope of cure and
death is often deemed as a failure.!® Qualitative interviews have
revealed that some specialist clinicians, despite being sensitive
and caring, express reluctance to face the palliative care needs of
their patients and find it difficult to discuss prognostication and
end-of-life issues with patients.®!”

Studies suggest that the culture of large hospitals remains that
the focus of care is cure; life prolongation and continuation of
invasive procedures, investigations and treatments are often
continued at the expense of comfort for the patient.>!> The
acceptance of dying and the transition to end-of-life care can be
difficult.! There is an abundance of literature to suggest that the
palliative care approach should be fully integrated into the hos-
pital setting.!”!® Although advances have been made over the
past few decades, the ability to judge prognosis has not changed
during this time; research tools are emerging to predict short-
term survival and these have been investigated in the acute hos-
pital setting but further work is needed before these can be used

routinely in clinical practice.!®?

Implications for practice

It is clear that healthcare professionals do not find it easy to diag-
nose dying and this is perhaps reflected in the recent national
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end-of-life care audit results; in institutions where the LCP had
been rolled out, only 15% of patients who had died were placed
on the pathway.?! Instead of asking healthcare professionals to
make accurate prognoses or diagnose dying, an environment
needs to be created where teams feel comfortable in actively med-
ically managing patients (appropriately) alongside considering
their symptom control and planning for possible end-of-life care.
Posing the question, ‘Would you be surprised if this patient died
on this admission?’ to teams caring for patients is the first step,
however, this would require considerable time and skills to be
introduced properly.

Summary

It is possible to anticipate a large proportion of deaths within the
acute hospital setting, however, this is generally achieved very
close to death. End-of-life care pathways for the dying are being
advocated by the Department of Health, but if clinicians do not
feel confident in ‘diagnosing dying), then patients cannot benefit
from such pathways. The first step is to assist clinicians in identi-
fying those patients who might die during their current hospital
admission, thereby enabling active treatment, where appropriate,
alongside symptom relief and advance care planning for the
future.
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