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Abstract

Introduction: Across the developed world there are concerns about ‘inappropriate’ use of the
emergency department (ED). Patients with palliative care needs frequently attend the ED.
Previous studies define the ‘reason’ for presentation as the ‘presenting complaint’, which ignores
the perspectives of service users. This paper addresses an acknowledged gap in the literature,
which fails to examine the decision-making process that brings patients to the ED.

Methods: In-depth narrative interviews were conducted with seven patients (known to a
specialist palliative care service and presenting to the ED during a 10-week period) and two
informal caregivers. Analysis drew on ‘Burden of Treatment Theory’ to examine the meaning
attributed by participants to their experience of serious acute illness, their capacity for action
and the work required to access emergency care.

Results: Five themes were identified about how and why emergency services were accessed:
capacity for action, making sense of local services, making decisions to access emergency
services, experience of emergency care and coping with change. All narratives captured concerns
surrounding the complexity of services. Participants struggled to piece together the jigsaw of
services, and were subsequently more likely to attend the ED. Differences between the ways that
COPD and cancer patients accessed the ED were prominent.

Conclusion: Further work is needed to understand and respond to decisions leading patients
with palliative care needs to the ED, particularly in the context of locally fragmented services,
poor signposting and confusion about available healthcare. The perspectives of service users are
essential in shaping emergency care.



Introduction

There are concerns across the developed world about increasing and potentially ‘inappropriate’
use of Emergency Departments (ED). (1-3) Research suggests that overcrowding in EDs can
result in poor outcomes and increased mortality. (1-4) There is no consensus on what constitutes
an ‘inappropriate’ ED presentation, and studies attempting to identify the proportion of patients
better suited to primary care have quoted figures ranging between 4.8% and 90%. (5-7) The
quotation in the paper’s title originates from a senior clinician working in the ED of a busy inner
city hospital, with concerns about whether and when patients known to palliative care teams
should use emergency care.

Many patients are hospitalised in their last year of life, and the majority are assessed and treated
in the ED prior to admission. (8) However, there is limited research on ED use among patients
with palliative care needs. (9, 10, 11) The existing literature indicates that: cancer patients are
reluctant to attend the ED due to the noisy, chaotic environment and heightened anxiety
attributed to ‘waiting’ (8, 12); non-cancer patients may attend the ED because routine care
providers are not optimally addressing their symptoms (13-15); services are becoming
increasingly fragmented (16) and confusing for patients and staff, potentially leading to more
frequent ED presentations (17); better communication across services is needed. (8) To our
knowledge, few studies have included patient or carer perspectives. Smith et al. conducted semi-
structured interviews with 14 patients and 7 caregivers, but focused on patient perspectives of
the ED itself, and did not explore the decision-making process leading to presentation. (8)

Previous studies tend to define the ‘reason’ for palliative care patients’ presentations as their
‘presenting complaint’ as recorded by ED healthcare professionals. (9-11, 18-23) This approach
ignores the social situation, experiences, decisions and emotions of service users, and does not
permit a detailed understanding of the reasons that patients with palliative care needs seek
emergency care. This paper aims to redress this by examining the decision-making process that
brings such patients to the ED. (8, 22)

Methods

This paper reports findings from the qualitative phase of a mixed-methods service evaluation.
Quantitative data were initially obtained from the electronic health records of all presentations
to the ED made by adult patients known to the specialist palliative care team at an inner city
hospital (n=112), referred to from hereon in as ‘City Centre Hospital’ (Table 1). Data were
collected over a 10-week period (08.01.15 to 19.03.15). Findings increased understanding of
presenting complaints, but left important questions unanswered about patients’ decisions to
attend the ED.



Table 1 Overview of ‘City Centre Hospital’ Trust

e ‘City Centre Hospital’ is a large inner city NHS hospital, with around 110000 annual
Emergency Department attendances. It has an on-site specialist palliative care unit, which
provides a range of services in both the hospital and community.

e Referrals to the 11-bedded short-stay inpatient unit for symptom control, respite and/or end
of life care are received between 9am and 5pm, Monday to Friday, as doctors are present
only within this timeframe.

e Community palliative care services are available to all those registered with a general
practitioner in the surrounding borough. Again, clinical nurse specialists (for example
oncology, COPD or heart failure nurses) are not accessible during ‘out of hours’.

e A consultant telephone advice service is available on a 24-hour basis and can be accessed via
the switchboard of each hospital.

e Local services are currently organised such that surrounding specialist hospitals often don’t
have the capacity to routinely accept patients directly.

Study design and data collection

Due to the lack of standardised criteria, it is notoriously difficult to define and identify patients
with palliative care needs. (24) We included only patients known to a specialist palliative care
service who had presented to the ED, a sampling approach that was necessary given time and
financial constraints. A total of 32 patients from this sample were invited to participate in a one-
off interview. Patients were selected purposively to ensure maximum variation in age, gender
and primary diagnosis (Table 2).

Table 2 Overview of individual participants (n=7)
Age (years) Gender Condition requiring palliative care

Pseudonym

Amira 48 Female Neuroglioblastoma

Henry 84 Male Gastric sarcoma

George 68 Male Chronic Obstructive Pulmonary Disease

Denzel 55 Male Metastatic disease, unknown primary

Jack 73 Male Chronic Obstructive Pulmonary Disease

Theresa 69 Female Chronic Obstructive Pulmonary Disease &
Congestive Cardiac Failure

Peggy 70 Female Chronic Obstructive Pulmonary Disease &
Multiple Sclerosis

Of the 32 patients identified, four declined to participate, three had deceased and 18 were
uncontactable. This resulted in seven in-depth, face-to-face narrative interviews conducted by EG
(female FY2 Doctor). All participants were interviewed in their homes, with two accompanied by
their informal carer (both spouses).




A topic guide (Table 3) facilitated interviews, which ranged from 30 to 85 minutes. All interviews
were digitally recorded and transcribed, providing a total of 154 pages for analysis.

Table 3 Topic guide

1. Can you start by telling me about how you came to be known to the palliative care team?

2. How are you managing with your illness?

3. Can we talk about your recent visit to the ED?

4. You are under the care of the palliative care team at ‘City Centre Hospital’. Are you known to any
other healthcare services?

Analysis

We employed a narrative approach to understand the meaning that participants attribute to their
experience of serious acute illness and their local ED (25, 26). EG led work searching for themes
within and across participant narratives, with SS independently reviewing two transcripts. This
process helped us to understand how patients account for their decisions to access the ED. To
guide our analysis further we used the ‘Burden of Treatment Theory’ (27), a structural model of
the relationship between sick people, their social networks and healthcare services that
recognises that patients must proactively manage their illness and treatment.

The ECAM branch of the Clinical Effectiveness Unit of ‘City Centre Hospital’ Trust approved this
service evaluation.

Findings

We identified five themes about how and why palliative care patients access emergency services:
1; capacity for action, 2; making sense of local services, 3; making decisions to access emergency
services, 4; experience of emergency care and 5; coping with change. We describe each of these
below, using quotations from interviews to illustrate our findings. Individual and organisational
descriptions are necessarily sketchy in order to protect anonymity.

1) Palliative care patients’ capacity for action

Patients’ functional performance and social skills affect their capacity to mobilise themselves
(and their relational network) to access and use healthcare services. (27) Participants talked
openly about their illness, it’s management, and impact on their everyday lives. Illlnesses were
discussed in terms of symptoms experienced (e.g. ‘pins and needles’, ‘my head spins’, ‘my energy
levels are still very low’, ‘pain down his arm, and weakness’), with all seven participants feeling
that their symptoms restricted their capacity to participate in activities of daily living including
managing their illness and dealing with emergency situations. For example, one female
participant with a malignant brain tumour talked of how her illness and treatment (surgery,
chemotherapy and radiotherapy) affected her:

I couldn’t climb stairs, I couldn’t walk... I've got lots of side effects: the pain in the head,
my head spins and my energy levels are still very low, the swelling... the pains... the
bladder, it’s overactive...I have to keep going to the washroom a lot of times, I can’t cope
with the foods, I have to eat lots of medication for the vomiting, going to the toilet...
That's how it is. And it’s very hard for me. (Amira)

There was little mention of formal paid carers. All participants were reliant (to varying degrees)
on close family relationships (e.g. spouse, son). In three cases this extended to wider family and,
in one case, neighbours and friends:




I rely on my wife, and anyone else that is handy. My wife mainly. We have a car, so I can
get around a bit, you know. (Jack)

These relationships supported participants with their daily living and helped to maintain a sense
of independence and interaction with the social world (e.g. driving to shops). For three of the
COPD patients who had sought help from local services for over ten years, this sense of support
extended to established relationships with healthcare professionals (particularly COPD and
oncology specialist nurses).

2) Making sense of local services

Modern healthcare systems expect patients and members of their social network to identify and
understand the diverse activities and tasks that make up ‘treatment’. (27) With this in mind, we
asked participants to tell us about their experience of emergency services and, specifically, a
recent presentation to ‘City Centre Hospital’ ED. However, participants rarely talked about this
instance of care and instead used the opportunity to discuss the network of local NHS services
that were - and in some cases were not - available to them. All participants (and accompanying
informal carers) found it difficult to decide which services to access in different situations.
Participants described needing to invest substantial time and energy to fully understand how
local commissioners and providers organise services. For instance, the husband of one COPD
patient queried how to access the palliative care team, and their availability:

[ just wondered if... we need to speak to palliative care, which route do we take? Do we
ask our GP if she could go in (to the inpatient palliative care unit) for a week or-...
(Husband of Peggy)

All participants described experiences of disjointed care and wanted greater clarity and
signposting of services. The lack of continuity of care imposed a heavy burden on patients, who
needed to explain, plan and coordinate their care. For example, one female cancer patient talked
about the stress of accessing different services:

I'd appreciate, instead of us having to keep on going to the GP, and trying to explain
ourselves again and again, if someone would come with us and express, you know, she’s
going through this... It just brings a lot of stress, and I think even to a normal person it
would, and you just feel that I'm not keeping too well, my energy levels are so low, and
what should I do? Stay in bedridden or ask for some support, because I'm not going to
get anywhere. (Amira)

Participants appeared to misunderstand ‘staff roles’ within the palliative care system and
frequently used the term ‘cancer nurse’ to refer to their generic nursing care. Many were unsure
whether attending nurses specialised in palliative care or oncology, the category of service they
were receiving, the institution with which they were affiliated and the accessibility of services.
Take the following example from a male COPD patient, who was unsure about his eligibility for
palliative care:

[ don’t know why I stopped getting palliative care. Someone said to me that palliative
care is only for people with cancer (George)

Six participants expressed concern that postcode might restrict accessibility and choice of
services:

No the respiratory nurses don’t come anymore, because apparently they were from [a
different area], in fact they were from the other side of this borderline. (Theresa)

None referred to unequal access (e.g. due age or ethnicity).



Ultimately, participants told us that when their symptoms exacerbated, the complexity of
services and the work they needed to do to understand how and where to access care made it
more likely that they would seek help from the ED.

3) Making decisions to access emergency services

Decisions to seek help from emergency services need to be interpreted against the backdrop of
what participants perceived to be a complex network of local services. Both COPD and cancer
patients reported being unsure about which service to access when their symptoms appeared to
be getting worse. However, accounts of their decisions to seek treatment shifted when they or
their carers recognised that there was an ‘emergency’. The decision-making process appeared to
be different for COPD and cancer patients.

COPD patients and their carers possessed a high level of understanding of their illness. Both
parties often recognised that certain symptoms indicated a rapid deterioration of their condition,
which quickly led them to access emergency services.

Oh it’s me because I can tell, you know... I can tell by the colour of my, coughing up.

(Jack)

However, when talking specifically about a recent ED attendance, three of the four COPD patients
in our sample described themselves as being too unwell to identify a problem and relying upon a
relative to make the decision to attend ED:

Well, I think, my husband made that decision, or choice, because, [ wasn’t at all well at
the time. I didn’t identify it as a problem, until it got beyond a problem! I'm very
stubborn. (Peggy)

This combination of specific physical symptoms, knowledge about their condition, and support
from relatives meant that COPD patients usually went straight to the ED rather than approach
alternative services first. Some had previously contacted their GP or the ‘111’ phone line.
However, experience told them that this led to hospital admission (“they do her oxygen
saturations, blood pressure, and they go, ‘you need to go to hospital!””) and so they elected to
simplify the process and contact emergency services themselves.

For cancer patients, the route to emergency care was far less clear: more work was required to
interpret symptoms, identify a situation as an ‘emergency’ and access the ‘appropriate’ services.
Like COPD patients, decisions about what to do were often ‘collective decisions’ (28) involving
carers. Unlike COPD patients, cancer patients talked about regularly contacting their GP,
specialist oncology team and ‘111’ prior to accessing the ED.

I phoned the daughter up and told her what had happened... she said ‘oh, hold on I'll be
round’... so she said ‘I better ring up, 111, just to get a bit of advice’, so, she phoned
them... they said ‘well we think he better go to the local hospital’, so that’s how they got
the ambulance. (Henry)

Yes I have got... for the chemotherapy... the emergency number, that’s the only number
where I can call. And they obviously said go to [the ED]. (Amira)

These services were viewed positively by cancer patients, in terms of the advice they received
and the relief from responsibility for making the decision to attend ED. However, all participants
with cancer indicated that a direct route to oncology or palliative care would be preferable to
presenting to the ED, as it would better suit their needs in terms of physical environment and
expertise:

It would be better and advisable to be referred to a hospital where they support cancer
patients and they understand cancer patients... ‘City Centre Hospital’ said that ‘we don’t



have any cancer doctors; we don’t have any background, what support are we supposed
to give you? (Amira)

4) Experience of emergency care

Participants with COPD and cancer described different experiences of the ED: the former talked
positively about their care and the latter expressed concerns.

COPD patients consistently praised ED staff (‘they don’t seem to hang about’, the nurses, the
doctors... they're excellent’) and the care they received (‘I can’t fault it’). They described
experiencing significant anxiety during acute exacerbations, predominantly related to
breathlessness. This was abated by the ED, which they considered a safe and reassuring
environment:

[ think fear plays a huge part, which is why, as soon as you arrive in the ED, you go
‘phew, I'm here!” you think, ‘someone’s going to help me’. It's reassurance. (Theresa)

For cancer patients, ED care was not particularly satisfactory. They described long waiting times
(‘we waited one time for about 12 hours in [the ED]’), an unsupportive environment (‘you really
don’t need that chaos around you when you are already ill’), and concerns over referrals from
primary care (‘my main concern is the referral...the communication between the GP and the
registrar’). Cancer patients and their carers expressed concern that ED staff may be inadequately
equipped to address their needs:

A concern is about the protocol of cancer patients in the ED, especially if they’ve had
chemotherapy. There doesn’t seem to be one, at least the nurses don’t seem to be really
clear about it. (Wife of Denzel)

Collecting and handling information

The treatment process often requires patients to manage and communicate information about
their condition and care. (27) This was the case for all of our participants, with differences in
how COPD and cancer patients handled information.

COPD patients talked with familiarity about emergency services due to frequent admissions
throughout a chronic trajectory. Together with their carers, they appeared to predict information
needs, seeking to mitigate any issues by preparing answers to questions and taking relevant
documentation with them to the ED:

When she goes in I usually take in the previous discharge summary which covers
everything plus her repeat prescription that shows what medication she’s on, and we’ve
got a ‘not for resuscitation’ form as well. (Husband of Peggy)

Cancer patients described incomplete or unavailable records (‘doctors can’t seem to access it’,
‘They said, “we can’t find your file”), a lack of information sharing (‘the system don’t seem to
coordinate it’), and general dissatisfaction with the informatics system (‘that’s really quite poor’).
This linked with concerns about care within the ED setting and with a desire to receive care
elsewhere in emergency situations.

5) Coping with change

Patient experience of illness and treatment is not static. (27) We found that changes in service
organisation and provision required participants to frequently renegotiate the care process,



which potentially impacted on their care. For example, one male COPD patient discussed a recent
change in the layout of the ED:

I can’t make out this new, the new layout, I just can’t... it’s like a departure lounge at an
airport. (George)

Similarly, all participants talked about how changes in their own lives (‘you know I was driving
up until just before Christmas, but [ had to give it up because the medication I'm taking, [ get
vertigo...”) influenced their ability to interact socially and with healthcare services.

Discussion

This study explores how patients with palliative care needs perceive the ED, and examines how
the trend towards ‘proactive patienthood’ requires such patients and their social networks to
manage their illness and treatment. (27, 28) Findings show that all participants perceived local
services to be complex and inconsistent, and did not fully understand the roles of healthcare
professionals or the structure of local service provision. They reported being more likely to
attend the ED given the extensive work required to make sense of alternative care options. All
participants wanted clearer signposting about services, increased continuity of care and better
communication across services; which they felt could help with decisions about when (and when
not) to seek emergency care.

COPD patients rarely accessed other services in an emergency situation, electing to go straight to
the ED. They adopted a proactive approach, recognised symptoms that indicated a need for
emergency treatment and ensured they had relevant information with them. Cancer patients
took a more circuitous route to the ED, often contacting other services first. This disparity of
service use between malignant and non-malignant disease is a well-recognised phenomenon,
(29, 30) and suggests that traditional palliative care models, typically centered on addressing the
needs of cancer patients, require adaptation to meet the diverse needs of palliative care patients.
(31

In our study, patients with cancer expressed concerns about the appropriateness of the ED for
their situation, specifically that staff would not possess the necessary level of oncology expertise
and that they would have to wait for long periods in a noisy, busy environment. Instead, they
clearly stated a desire for direct admission to palliative care or oncology units, a preference
formerly recognised in the literature. (9, 12) While specialist clinics/inpatient units may be the
ideal, numerous challenges hinder direct access, including lack of beds or insufficient staff to
admit and manage patients. (31) Further, there is significant geographical variation in service
provision, for example with only some facilitating standard interventions such as intravenous
infusions. (36)

It is beyond the scope of the article to discuss the appropriateness of each patient’s presentation
to the ED, however previous research has suggested that frequent emergency presentations may
represent a failure of routine palliative care provision. (15, 32, 33) Studies suggest that improved
communication between acute, specialist and community services may reduce inappropriate
presentations, (9-11) and that adequate advance care planning may reduce unnecessary hospital
care by anticipating predictable/potential events. (33) However, outpatient and community
settings often don’t have the resources to manage acute medical needs, prompting patients to
seek assistance from emergency services. (34, 35)

Focusing on patients known to a specialist palliative care team is an accepted research strategy,
particularly as previous studies have demonstrated that such patients are often vulnerable to the



same disjointed, non-uniform care as those not receiving specialist input. (37) We accessed a
small sample of patients with COPD and cancer, which limits the transferability of findings to all
patients with palliative care needs. However, we deliberately collected in-depth patient
narratives to ensure a detailed understanding of the reasons behind presentations to the ED, and
by using an established theory (27) to guide our analysis, have extended understanding of
decision making about ED use among patients with palliative care needs.

Our findings resonate with existing (though currently limited) literature, which indicates that
healthcare providers need to look beyond the physical burden of illness and better appreciate
how patient response to the demands of illness and treatment affects how they understand and
use healthcare services. (27) It is vital that planners and providers take account of (and help to
address) patients’ reasoning for accessing emergency care. For instance, poor healthcare
outcomes and increasing service use are likely when patients are overwhelmed or do not have
sufficient resources to cope (27, 38), when urgent outpatient review or direct admission to a
specialist inpatient bed is unavailable (11), and when patients experience poor quality routine
care. (34, 35) Palliative care is increasingly recognised as an integral component of emergency
medicine, and the perspectives of service users are essential in shaping the future of this
specialty. (24, 30)
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