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ABSTRACT

Objectives: To understand healthcare professionals’
perceptions of the benefits and potential harms of
integrated care pathways for end-of-life care, to inform
the development of future interventions that aim to
improve care of the dying.

Design: Qualitative interview study with maximum
variation sampling and thematic analysis.
Participants: 25 healthcare professionals, including
doctors, nurses and allied health professionals,
interviewed in 2009.

Setting: A 950-bed South London teaching hospital.
Results: 4 main themes emerged, each including 2
subthemes. Participants were divided between (1)
those who described mainly the benefits of integrated
care pathways, and (2) those who talked about
potential harms. Benefits focused on processes of
care, for example, clearer, consistent and
comprehensive actions. The recipients of these benefits
were staff members themselves, particularly juniors.
For others, this perceived clarity was interpreted as of
potential harm to patients, where over-reliance on
paperwork lead to prescriptive, less thoughtful care,
and an absolution from decision-making. Independent
of their effects on patient care, integrated care
pathways for dying had (3) a symbolic value: they
legitimised death as a potential outcome and were
used as a signal that the focus of care had changed.
However, (4) a weak infrastructure, including scanty
education and training in end-of-life care and a poor
evidence base, that appeared to undermine the
foundations on which the Liverpool Care Pathway
was built.

Conclusions: The potential harms of integrated care
pathways for the dying identified in this study were
reminiscent of criticisms subsequently published by
the Neuberger review. These data highlight: (1) the
importance of collecting, reporting and using
qualitative data when developing and evaluating
complex interventions; (2) that comprehensive
education and training in palliative care is critical for
the success of any new intervention; (3) the need for

Strengths and limitations of this study

= Qualitative research has an important role in
shaping complex interventions to ensure that
these are appropriate, acceptable and feasible in
the chosen setting, but such approaches can be
undervalued. This in-depth qualitative study
examines healthcare professionals’ perceptions
of the benefits and harms of integrated care
pathways for end-of-life care in order to inform
the development of interventions to improve care
for the dying.

= We interviewed healthcare professionals from dif-
ferent grades of medical, surgical and allied spe-
cialties, and have developed detailed insights
into the factors associated with successful
implementation of integrated care pathways for
end-of-life care.

= By using data collected in 2009, we are able to
understand the views of healthcare professionals
in the period before the media controversy sur-
rounding the use of the Liverpool Care Pathway
and Neuberger review.

= We interviewed a disproportionately large
number of staff members from the intensive care
unit, and participants were from a single tertiary
referral centre, which may not be representative
of the wider clinical setting.

future interventions to be grounded in patient-centred
outcomes, not just processes of care.

INTRODUCTION

Qualitative research, including exploration of
patient, carer and healthcare professional
perspectives, has an important role in
shaping complex interventions to ensure that
these are appropriate, acceptable and
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feasible. In the context of controlled trials, qualitative
research can be used to understand the complexity of
interventions and the context in which these are tested."
However, qualitative research can be poorly integrated
with other methods of evaluation, and may be
undervalued.”

The Liverpool Care Pathway for the Dying Patient
(LCP), an integrated care pathway for end-of-ife care,
was developed in England in the late 1990s.” It aimed to
distil the most important elements of good end-oflife
care from the hospice setting, and transform these into
a framework to guide and improve care in hospital, care
home and community settings. The LCP provides
prompts and guidance, within a structured single
record, to promote the delivery of good care to people
thought to be dying within hours or days, and was develo-
ped for use by doctors, nurses and allied health profes-
sionals inexpert in palliative care. It rapidly became
suggested as a model of good practice by the UK
Department of Health, and it formed an integral part of
the National End of Life Care Programme.* The LCP (or
modified versions of it) was subsequently introduced in
the USA, Australia, China and Europe.5

The aim of any integrated care pathway is to improve
patient outcomes by promoting consistency and stream-
lining the processes of care.’ Although there was evi-
dence that the LCP improved processes of care, for
example, anticipatory prescribing of drugs for symptom
control, prospective evidence of its benefits to patient
outcomes, for example, improvement in symptoms, was
lacking.”™ In 2013, following intense media scrutiny in
the British press of its potential harms, an independent
review led by Baroness Neuberger identified numerous
examples of poor care associated with the LCP, including
poor communication, patchy senior decision-making and
accounts of patients who appeared to have been overse-
dated or denied food and drink. The panel concluded
that in the absence of reliable evidence of the pathway’s
benefits,® ? its use could no longer be justified.'’

The extent to which healthcare professionals were
aware of and in agreement with the potential harms
exposed by the media and Neuberger review is unclear.
Healthcare professionals’ views around the LCP were
studied prior to the Neuberger review, but these studies
cited mainly positive attitudes towards the impact of the
LCP on the processes of care, for example, improvement
in communication, continuity, documentation and as an
educational tool."'™"* None of these cited harms similar
to those reported in the Neuberger review. However,
these studies were limited in terms of the population
included.

Understanding the a priori reservations of healthcare
professionals regarding potential harms of integrated
care pathways for end-of-life care would help inform the
implementation of the LCP outside the UK where it is
still being used,15 and the development of any future
interventions to improve care of the dying. We analysed
data collected in 2009 as part of a mixed methods study

to develop and implement a tool to improve palliative
and end-oflife care in intensive care units (ICUs),"
a setting where end-of-life decision-making is complex
and multifactorial. The original study collected data on
the perceptions of healthcare professionals towards inte-
grated care pathways for end-of-ife care, including the
LCP. The data were collected long before the issues were
raised strongly in the British press and 4 years before the
Neuberger review reported. One of the aims of the ori-
ginal study was to explore the views expressed by profes-
sionals about the potential benefits and harms of care
pathways at the end of life. The findings are presented
here, and compared with those issues subsequently iden-
tified by the Neuberger review.

METHODS

Design

This was a qualitative analysis of interviews with health-
care professionals. The data were collected as part of a
study which followed guidance for the development and
evaluation of complex interventions from the Medical
Research Council (the UK Government agency respon-
sible for coordinating and funding medical research),'”
and the Methods of Researching End-of-Life Care
(MORECare) statement of good practice18 to develop
and assess a tool to improve palliative and end-of-life
care in the ICU. The original study and the results are
published elsewhere.'® The study received full hospital
research and development approval.

Setting

The setting was two adult ICUs in a 950-bed South
London teaching hospital, serving an area characterised
by social deprivation and with culturally and ethnically
heterogeneous populations. At the time of the study, the
LCP had been implemented across much of the hos-
pital, but was not used routinely in the intensive care
setting.

Participants

Maximum variation sampling was used to select poten-
tial staff participants to gain perspectives from a broad
range of healthcare professionals by taking into account
age, gender, profession and experience, and included
both ICU and other hospital staff. Staff were identified
through discussions with key staff members, and
approached by letter or email. Written informed
consent was gained from each participant prior to the
interview. Twenty-five participants were interviewed:
13 nurses (junior to senior), 6 ICU doctors (junior
to senior), 1 transplant coordinator, 2 social workers,
2 senior physicians and 1 senior surgeon. Three partici-
pants had extensive palliative care experience. All parti-
cipants had some familiarity with integrated care
pathways for end-of-life care, including the LCP, though
experience varied by clinical settings and their grade.
Interviews were carried out in 2009.
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Data collection

An interview time convenient to the healthcare profes-
sional was arranged (outside of clinical duties).
Interviews were conducted in a confidential setting away
from the clinical workplace unless the participant pre-
ferred not to. Interviews lasted 30-60 min and were con-
ducted face-to-face with one of two trained interviewers
(Dr Cathy Shipman (MSc), a senior research fellow and
an experienced qualitative researcher, with an interest in
non-specialist provision of palliative care; CR, a clinical
research associate trained in qualitative methods). No
relationship had been established prior to the start of
the study, and there were no non-participants present.
Topic guides were developed from a literature review;
initial observations and discussions with service users,
and explored perceptions, recommendations and views
on integrated care pathways for palliative and end-of-life
care (including the LCP); processes of decision-making;
and experiences of palliative and end-ofdife care.
Although the study was based in the ICU, questions were
more generally focused on the use of integrated care
pathways. Questions were open-ended, and were piloted
and revised. No repeat interviews were carried out. All
interviews were digitally recorded and transcribed verba-
tim. The data were anonymised and code numbers allo-
cated to each case. Themes were fed back and data were
discussed with the project advisory group and with
participants.

Analysis

We used thematic analysis to inductively identify patterns
and themes within the data. This approach utilises five
related steps of: familiarisation, coding, theme develop-
ment, defining themes and reporting.'” All interview
data were reviewed during the process of familiarisation,
and all sections of the interviews relating to the experi-
ence of utilising integrated care pathways were extracted.
Emergent themes were identified from the data, defined
and reported through an iterative process of theme
development.

The primary data coder was KES. Specialist software
was not used. To address issues of analytical rigour and
trustworthiness, a subset of transcripts were double-
coded by KB. A reiterant process of discussing areas of
agreement and disagreement took place between KES
and KB to achieve consensus. Alternative interpretations
were incorporated into the analysis. The analysis was
further tested during discussions with colleagues, and
meetings of the project advisory steering group. We also
paid attention to non-confirmatory cases where emer-
ging themes contradicted more common ideas.
Quotations were chosen to illustrate the themes, and to
include a range of study participants.

RESULTS
Four themes were identified from the interview tran-
scripts, each including two subthemes. Participants were

divided between those who cited mainly benefits of inte-
grated care pathways, and those who talked about poten-
tial harms. In addition, integrated care pathways for
dying appeared to have a symbolic value, acting as a
signal that the focus of care had changed. Underlying
this were comments relating to the context and infra-
structure within which care was provided (figure 1).

The benefits of integrated care pathways for the dying
Processes of care

Many participants cited benefits of integrated care path-
ways for dying with respect to processes of care. The
LCP provides a structured single record with prompts to
guide care, and nursing staff, in particular, appeared to
value the structure that integrated care pathways
provide. There was frequent mention of improved clarity
about the care which was to be provided.

I think perhaps it does mean that everybody has a clear
picture as to what we are doing and not doing. (Senior
nurse)

Integrated care pathways were felt to make care of the
dying more consistent and comprehensive, and were felt
to be particularly valuable in situations where continuity
was compromised, for example, out of hours or when
turnover of staff (medical or nursing) was high.

The biggest challenge I find as a nurse is not really
knowing where you stand sometimes with treatment with,
you know, perhaps the weekend...that’s why I think the
pathway is a good thing because it gives people guidance
and gives us nurses something to follow. (Senior nurse)

An extreme view was that integrated care pathways for
end-of-life care could provide a substitute for face-to-face

STRONG
SYMBOLIC VALUE

BENEFITS

Processes of care are clear,
consistent, comprehensive

Potential dangers due to tick
boxing, poor decision making

HARMS

o

WEAK INFRASTRUCTURE

Figure 1 Model of healthcare professionals’ perceptions of
the benefits and harms of integrated care pathways for
end-of-life care.
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handover between healthcare professionals changing
shifts.

So having a form...can make sure that everybody
involved can see where you are, what your aims are and
what the plan actually is,...rather than having to, to
discuss the plan for 10 minutes and tell the new person,
you know...if there’s a form then everybody can just see,
sort of what we’re doing. (Senior ICU doctor)

From many study participants there was a sense that
integrated care pathways provide absolute clarity about
processes of care. Much of the language used was of
process and protocol, rather than uncertainty or grey
areas.

so it’s clear on every patient this is what we’re going to
do, this is the process. (Junior nurse)

Influence of healthcare provider experience

Several participants thought integrated care pathways for
dying people were particularly beneficial for the more
junior or inexperienced healthcare professionals. Again,
this was particularly related to processes of care: care
pathways provided clarity and structure to the care
delivered.

But I think it provides clear guidelines, in my experience,
for junior staff to follow and it is very clear and easy to
follow and I think it provides a nice framework. (Junior
doctor)

However, a minority of interviewees expressed a differ-
ent view: that integrated care pathways may be particu-
larly poorly used by inexperienced staff. For example, a
consultant surgeon spoke about care pathways being
used too rigidly by inexperienced colleagues.

I think pathways...give some kind of guideline which is
helpful for people but often it is particularly young col-
leagues, it is something which makes them more inflex-
ible...in the way that the most important thing if you
work with pathways is to identify patients who don’t fit in
to the pathways because otherwise you make wrong deci-
sions based on your pathways. (Senior surgeon)

The potential harms of integrated care pathways
for the dying
Patient outcomes
In this study, it was uncommon for staff members to talk
about the impact of integrated care pathways on patient
outcomes, and no participant spoke about integrated
care pathways as improving the quality of patients’
deaths. Where outcomes were discussed, these related to
the potential for harm. The words ‘dangerous’ and
‘danger’ were used. Integrated care pathways were not
thought to be intrinsically bad, but were susceptible to
poor use.

The distinction between processes of care and patient
outcomes was highlighted clearly by one participant.

but it is documentation so it doesn’t do the care for you,
...and there’s still an awful lot of thought and...work that
you know needs to go into giving that care,...so it’s not a
tick box exercise,...and I think there’s just a danger of
that. (Senior nurse)

Tick-box care

Several study participants expressed concern that
end-of-life care needs to be individualised, and that the
structure of integrated care pathways, which in the case
of the LCP included 4 and 12 hourly prompts, can
inhibit the necessary flexibility required to provide good
care to the dying. One participant spoke about inte-
grated care pathways promoting tick-box care and inhi-
biting thoughtfulness.

Whatever care pathway there is, I'm always worried about
people switching off their brains. Tick-boxing. Putting
down on paper what they have to to fill in the paper-
work. (Senior ICU doctor)

Another participant with extensive experience in pal-
liative care spoke about the tension between providing
holistic end-oflife care and following a pathway, and sug-
gested that integrated care pathways may absolve health-
care professionals from clinical decision-making.

I think it’s dangerous at the moment at times because
that clinical decision-making doesn’t happen, it isn’t
documented and in some instances the pathway, and
that’s not the intention of the pathway and the people
who developed the pathway, but the presence of the
pathway, the options of the pathway actually seems to
absolve people from that. (Senior physician)

The symbholic value of integrated care pathways

A signal

Several participants described integrated care pathways
for end-oflife care in a way that suggested a symbolic
value. Pathways were considered to be a useful signal,
even before the paperwork was filled in, to herald the
change in focus of care from active to palliative treat-
ment. For example, the presence of the paperwork at
the bedside was described as a non-verbal form of com-
munication that the focus of care had changed.

When it does become a focus issue we very quickly get
the paperwork out of the stationery cupboard and put it
there [by the bed]. (Senior nurse)

A change in focus

The availability of integrated care pathways for end-of-life
care was felt to have a value in legitimising death as an
outcome in hospital, providing an acceptable alternative
to aggressive medical care. One ICU consultant spoke
about integrated care pathways providing a positive focus
to the change in patient care by highlighting the care
which will be provided, rather than aspects of care that
are thought to be no longer appropriate.
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There was a sense, however, that the use of integrated
care pathways may promote a binary attitude towards the
dying: integrated care pathways are either used or not
used; therefore, patients are either dying or not dying.
This perceived clarity regarding the change in focus of
care may give some clinicians permission to distance
themselves from the patient’s care entirely. One senior
physician talked about ‘switching oft” when the LCP is
used.

I always joke about departments where, yes, the Liverpool
Care Pathway is used in the department, do you know
exactly what happens, by that stage you’ve switched off
and you’ve handed the patient over, I think that’s the
honest truth. (Senior physician)

Infrastructure

Education and training

Education and training in palliative care were commen-
ted only occasionally. A few study participants volun-
teered that they had received palliative care training,
and for those who had, this had often focused more on
how to use the LCP paperwork than generic palliative
care skills. For one participant, the LCP itself appeared
to act as an educational tool.

things like the Liverpool Care Pathway and things like
that, I think they are a distillation of what I personally
have been taught piecemeal over 10, 11 years now since
graduation, and even before. (Senior ICU doctor)

Evidence

Only one study participant spoke about the evidence
base for the LCP. This participant expressed concern
about the lack of strong evidence of the benefits of the
LCP, and the lack of awareness among other medical
colleagues about the paucity of evidence.

There is no evidence. It’s not a validated tool. (Senior
physician)

The four main themes outlined above are illustrated
in figure 1. The focus of this study was to examine
healthcare professionals’ perceptions of benefits and/or
harms of integrated care pathways for care of the dying,
and individual participants were divided into those who
cited mainly benefits, and those who cited harms.
Central to understanding these experiences is the wider
context in which integrated care pathways were imple-
mented. An infrastructure inadequately supported by
evidence and education may have paradoxically led to
inflation of its symbolic value, and this in turn allowed
shortcomings in evidence to be overlooked.

DISCUSSION

This study demonstrates that in the years preceding the
Neuberger review, healthcare professionals were con-
scious of both benefits and harms of integrated care

pathways for end-oflife care. The benefits related to
streamlined processes of care, and were experienced by
the healthcare professionals themselves. Potential harms
related to applying the pathway inflexibly or without
thinking, leading to poor clinical decision-making, and
were reminiscent of criticisms subsequently published by
the media and the Neuberger review.

It is notable that no participant in this study cited ben-
efits regarding improved outcomes for patients. This
does not mean that integrated care pathways do not
have the potential to improve the quality of patients’
end-of-ife care, but it does suggest that healthcare pro-
fessionals using them may lose sight of the ultimate goal
of care: a good death for the patient and improved out-
comes in bereavement for their carers. The LCP audits,
which measured success of implementation based on
process measures and not patient-centred outcomes,
may have reinforced this aspect.”’

The LCP was not intended as a protocol, but as a
guide.”’ We found that it was often interpreted as a
protocol, and moreover for many staff members, particu-
larly the more junior clinicians, this aspect was particu-
larly valued. This may be because training and
education in palliative care had been fragmented and
unsystematic, for example, focused on documentation or
provided ‘piecemeal’ over years. It was the more senior
clinicians who identified potential harms of integrated
care pathways in this study, including relying on these
too heavily as protocols. This may reflect their more
extensive clinical experience, and overall responsibility
for patient care. Integrated care pathways are not a sub-
stitute for skills, knowledge or expertise, but there may
be a tendency for professionals, particularly those most
junior, to interpret them as such. The importance of
specialist palliative care team support and specialist
training when implementing integrated care pathways
for end-of-ife care was highlighted in the first rando-
mised trial of the LCP, published 6 months after the
Neuberger review.”> **

Although the LCP was intended simply as a guide to
care, it fulfilled additional roles. An integrated care
pathway for end-oflife care acted as a symbol to herald
the change from curative to palliative treatment, to
signal to others that the focus of care had changed and
to legitimise that change. Indeed, for some clinicians,
the perceived clarity of this switch in the focus of care
appeared to allow them to distance themselves from the
patients’ care entirely.

One of the main criticisms made by the Neuberger
review was the lack of prospective testing of the LCP. It is
interesting that only one healthcare professional in this
study cited the importance of knowing the evidence
base for such a pathway. Professionals may consider
research evidence less important or relevant when
people are dying, and this may be compounded by the
historical paucity of research funding for palliative
care.”* Patchy education and training in palliative care
may have created a vacuum that allowed a tool for which
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there was no strong evidence to become accepted and
valued. The strong symbolic value of the LCP may, in
turn, have made it easier for professionals, as well as
institutions and policymakers, to overlook the shortcom-
ings in evidence (as illustrated in figure 1).

The strengths of this study are that a large number of
people were interviewed, from different grades within
several medical, surgical and allied specialties. By using
data collected in 2009, we are able to understand the
views of healthcare professionals in the period before
the media controversy and Neuberger review.

This study has limitations. The original study focused
on those dying in the ICU, where rapid changes in
health status and prognostic uncertainty are common.
The disproportionately large number of staff members
from the ICU in this study may, therefore, not be repre-
sentative of the wider clinical setting. Attitudes towards
integrated care pathways for end-of-life care were just one
part of the original study and the interview schedule.

This study has important implications for the future
development of interventions to improve end-oflife
care. First, it demonstrates the importance of collecting,
reporting, and using qualitative data during the develop-
ment of complex interventions.”” All interventions have
benefits and harms, some of which may be obvious,
others less so, especially when the intervention is
complex.”® Collecting such data, including patient, carer
and healthcare professional perspectives, during the
early implementation of an integrated care pathway for
end-of-life care would enable it to be refined and
improved.

Second, the study emphasises the importance of
investment in education and training in palliative care.
The enthusiasm for what was perceived to be a protocol
for end-of-life care indicates a need for improved under-
standing of how to care for the dying. Without these
generic skills, it is unlikely that staff members would be
able to use any such tools well or to recognise when
these tools are being used poorly.

Third, the study identifies the importance of ground-
ing the development of any future tools to improve care
of the dying around patient outcomes, not just pro-
cesses. Measuring processes of care is often more
straightforward than measuring outcomes. However, reli-
ance on process measures not only meant that it was
impossible to demonstrate whether the LCP improved
quality of care for patients and farnilies,]O it may also
have contributed to the staff who used it losing sight of
the overall goals of care. Re-orientating healthcare pro-
fessionals from processes to patient-centred outcomes is
necessary to improve end-oflife care.
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